Family Presence during Resuscitation

A constructivist grounded theory

Tracey Michelle Giles

(RN, GradCert High Dependency, MNg)

Submitted in fulfilment of the requirements for the degree of

Doctor of Philosophy

Faculty of Medicine, Nursing and Health Sciences
School of Nursing & Midwifery

Flinders University

September 2015



Table of Contents

Declaration...... ervereess s ernes ix
Thesis summary. . D¢
List of figures...... xii
List of figures in the appendices..... xii
List of tables . xiii
List of tables in the appPendices..........ccuosrsrieseressssesssrieses xiii
List of appendices . xiv
List of abbreviations. xv
Works arising from this thesis xvi
Acknowledgments . xvii
Prologue xviii
CHAPTER ONE: INTRODUCTION.........cootiiieiceeeeeeee ettt 1
CRAPLEI OVEIVIEW ittt ettt s e e e st e e s st e e e st e e e s sabe e e e ssaaaeeeeenabeaeessssaeeeenssnaeens 1
BACKEIOUNG ...ttt et e e e e e e e st b e e e e e e eeesesasbsbaneeeeesssesssbareeeresenns 1
Problem STAatEMENT....co..uiiie e e s 5
) {UTe AV 11 o U 5
Significance Of the rESEANCI ...cciivuiiiii e e rae e s 6
DEfiNItiON OF KEY TIMNS c.ii ittt e e e e e e e e sebbb b e e e e e e e s eensbbaaeeeeesenes 6
TRESIS OVEIVIEW .ttt et e ettt e s ab e s ebb e e s bt e s bt e e sbee e saneeesaneeenans 7
CHAPTER TWO: PRELIMINARY LITERATURE REVIEW ..........ccccooiiiieee 10
CRAPTEI OVEIVIEW ..eeiiiieeeeee ettt eeeett et e e e e e e et b e e e e e eeesessbbbaeeeeeeeeesasstraneeesesssesnsrenens 10
JUSEITICAtion fOr the FEVIEW ........eiiii e 10

SUMMArY Of the EEIATUIE wuvveeiii i e s brra e e e e e e 12

Location and timelines of included Studies ...........ceeiiiiiiiiiiiiiiie e 12

SEUAY PArtICIPANTS ceeeiiiieiee ettt e s e e e e s e e e s s aa e e e e s abe e e e e aaaeesenaraeeeeanns 12

Resuscitation patients and study SEtEINES ......uvvivririiiiiiiiiiiiiiiiirerirerererererere ... 12
MEthOOIOGICAl FEVIEW .....eeiiiiiiiei ittt e e e st e e e s sbaeeessabaeeesnans 12

QUANTILATIVE STUIES....eiiiiiiiiiieee e 13

QUANITATIVE STUTIES .ttt st e s e s e 15
VI3 d g ToYo Fo] FoT=iTor=Y YU 11| 4 T [ V20O PRSP 15
CONTENT FEVIBW ittt r e e e e e s s s b e s e e e e e s s s msbaaeees 16



YN A A A Lo =X a Lo I o Y= L=y OO UPPR 16

DOUDIE STANAAIAS ...oueeeiieeiieete e s 16
NUFSES aNd AOCLOIS ..ottt st s s 17
Health professionals and patients/family members/the public.......ccccooeveeiiviiiiiiiinencnnns 18
Different departments and health care settings .......ccccceevviiieiiiiiiiiiii e 19
Decision to practice family presence during resuscitation........cccccccoeeeevveveeeieeeieiciineeeeeeeen, 20
SEAFf AECISION .. s 20
Family member / patient deCiSioN .........ccuieiiiiiieiieecieceeee ettt s 21
POlICY AFIVEN AECISION ..eviiiiiiiiitieeeeee ettt e e e e e s bbb e e e e e e seesesbbasereeeeeessennes 22
Policy relating to family presence during resuscitation ..........cccccceevvviieeiiniiiee e, 23
Pre-requisites for family presence during resuscitation .........ccccceeeeveeiciieeeeeeceeeencirreeeeeeenn 26
SUP PO POISON e e e e e e e 26
CaSe-DY-CASE APPIOACK ..euvivieiiiiiieiireeee et e e e et r e e e e e e se s abrr e e aeeeeas 27
Special allowances for @ Child.........coiiiiiiiiii e 28
Perceived level Of INVaSIVENESS .........cocuiiriiiiieieeeieeeeee e 28
Family request 10 De PreSeNT ... .uvi i 29
Personal beliefs and preferenCes. ... ... 29
Measured effects of family presence during resuscitation.......cccccccceeverveeeeeieeeeiiciineeeneeeen, 30
Barriers to family presence during resuscitation ........cccoecveeiiviiiie i 32
Facilitators and benefits of family presence during resuscitation .........ccccceeveeeeevciivveenneenn. 34
DISCUSSION ettt e e e s bbbt e e e e s s s s b b et e e e e e s s e ar e e e e e e e eas 36
GNP eI SUMIMATIY coiiiiiiieeeee ettt e eeeebr e e e e e e e eebbbraeeeeeeseesasbasaereeeeesesasssranesesesssesnnsrrnenes 37
CHAPTER THREE: METHODOLOGY .........coooiieiceeceeeeeee et 38
CRAPLEI OVEIVIEW .iiiiieiiiieee ettt ettt st e e et e e s st e e e e s bbe e e e sabaeeessbbaeeesnaseaeessnsseeeean 38
Grounded theory method: origins and evolution .........ccueeeevieeiiiiciiiieeie e, 38
TheoretiCal PEISPECLIVES ...cciiueiiii ittt s e e e s e e e s s abe e e s esabaaeessssaeeesnnns 41
SYMBDOLIC INTEIACTIONISIMN 1evvviviiiiiiiiecitreee e e e e e eetbaae e e e e e eeeseabsbaeeeeeeeeesnanes 42
History of symbolic interactionism ........ccuveeiiiiiiiii e 42
Core premises of symbolic iNteractionNiSIM .......eeeeiiiiiiiiiiiiieeiee e e e 43
The nature of human society and social interaction ........cccccvveiieeiiniiiee e 44
The nature of human action and collective action...........ccccooviiiiiiiiiiiiiniieee 46
Pragmatism and symbolic interactionism .........cccvvveeeiiiiiiiiiiiiieeeec e 47



Critique and defence of symbolic interactionism..........cccceieiiiiiiiiniiee e 48

o TE =T a o] Lo =4V AN ST RP TP 49
Realism and relativisSm ... oo 49
Social constructionism and CONSTrUCTIVISIM ......cocviiriiiiiiiiieeeeee e 50
The nature and construction of knowledge and Meaning ........cccccevvvvveeiiriiieeiicieee e, 51

Charmaz’s constructivist grounded theory method .........cccccceeeveveivveeiiiiiiiicireeee e, 52
The influence of symbolic interactionismM.........c.ceeiviiiiiiiiiiii e 54
Charmaz’s methodological principles for qualitative research .........ccccoecveeeiniiiieiiniiieeeins 55

Intimate familiarity forms the foundation of qualitative inQUIry .........cccceeeeiveeereeceniennnns 55
Respect for participants supersedes research objectives.........cccooveeeeeeiiecccciiiieeeee e, 55
Existing theoretical perspectives provide starting not ending points ........cccccveeereeeeiiennns 55
Constructionist renderings complement being faithful to the studied phenomenon.....56
The role of theory in constructivist grounded theory ........cccccvveveeiieiiciiiieeeeeieeeeee e, 57
Critique and defence of Charmaz’s constructivist grounded theory method..................... 58

APPIYINE theory t0 MELNOA ...uvveeiiiiiie e e e s e e e e e eeas 62

Chapter SUMIMATY ..coiiiiiiiiieei ettt ettt e et e e s bt e e st e e e st e e s nbeesbbeesbteesabeeesaneeas 63

CHAPTER FOUR: METHODS ...ttt 64

CRAPTEI OVEIVIEW ...eeeiiieeeeee ettt e e e e e et e e e e e e e s sesstbbaereeeeesesasstraneeesesssesnsrenenes 64

Using sensitising concepts to develop the research @im .......cooocviviiviiiiiiniieecc e, 64

PartiCIPANT PrOTIIE ureeeeiiiiiieceee e e e e e e e e st b e e e e e e eessennbaraeneeeeeeas 66

Ethical CoNSIAEIratioNS......coiuuiiiiie et 67
Merit and integrity of the research ... 67
Respect, beneficence and informed CONSENTt ........uvvveviiiiiiiiiiiiiie e 67
(6o T0Y o [T o) AT | I AV Z PP PRSP PPPPPRP 68
Relationship between participants and the researcher .........cccccceeeeveeccieveeee e, 69
Promoting participant WellDEING .......ccooviiiiiiiiiiie e 70

SaMPlINE AN FECTUITMENT ..eviiiiiiiicccireeeee e e e e et reeeeeeeesesenbbsaeeeeeeeeesennes 71

Data generation and ManagemMENT .....ccivuiieiiiiiiee ettt re e e s sare e e s s sbeee e s ssaaaeeesnaes 72
Rationale for using iN-depth iINTEIVIEWS .......coiveiciiiiiiiiec e 72
Data BENEIAtION c.ceiiiiiiiiiiiiiiiiiiiiet ettt ettt ettt te b et ettt et et e ettt tetetetetetateteterennrenes 72
Interviewing, symbolic interactionism and social constructionism .........c.ccccceevviieeeininnennn. 73
The INTEIVIEW QUESTIONS. .. .uviiiieiiee ittt e e ee bbb ee e e e e e e e eeastbaaeeeeeeseesanssraeneeeeenns 74



1Yo 110V = 77

[T Al olo o 112 Y- USSP 78

[N VIVO COORS ettt sttt s e sne e e 80

o Yol U E=To [ ofoTo | o= 20U UPP 80
Constant comparative analysis Method .........c.eeeviiiiiiiiiiiiieeeee e 81
1Y/ =10 0T ] o T =S PP PP PP PP P PP PP P PP PPPRPPPOPPPPPRPPPPPRt 82
TheoretiCal SAMPIING cooo.eiiee e e e s st e e s s bre e e e ssabaaeesssseeeesnans 83
ThEoretiCal SENSITIVITY ...cciiiieiiiiiiiie e e e e e e s eabbbeeeeeeeeseenassbrreeeeeeenns 85
REFIEXIVITY 1eiiiiiee ettt e s st e e e st e e s st tee e e s s abee e e e nabaaeeesabaeeeenan 85
Theoretical saturation and SAMPIE SIZE.....uueiiieiiiiciirieeiie e 87
Theoretical sorting and iINtEGratioN.......occuuiii i aee e e 88
Emergence of the substantive grounded theory .........cccccvveiiiiieiiii e, 89
Rigour - evaluating the grounded theory research .......ccocueeviiiiiiiiniiie e 90
GNP eI SUMIMATIY coiiiiiieeeeee ettt eeeetr e e e e e e sebtbr e e e e e eessesssbseereeeeesesaassraneeesesssesnnsrenenes 92
CHAPTER FIVE: THE GROUNDED THEORY ..o 93
CRAPLEI OVEIVIEW .eeiiie ettt s ittt e e et e e s st e e e e s b e e e e sabaeeessbbaeessnastaeessnsseeeean 93
g Aol o1 a o] (oY i1 [T PR PP 93
An introduction to the grounded theory conceptual model .........ccocvveiiiiiiiiiiiiiiien e 96
Overview of the fiINdINS ChAPTEIS w.ueviiiiiice e e e e 98
(O T oL =T U] 4 o1 - [ PP PP 99
CHAPTER SIX: CLAIMING OWNERSHIP............cocoooiieceeeeeeese e 100
CRAPTEI OVEIVIEW ...ttt e ettt e e e e e s e bbaa e e e e e e e e e s saataaaeeeeesssesssrsaaeeeeeesssnnnses 100
Ownership of the patient defined.........coeviiiiiii e 101
Claiming ownership of the PatieNT ... e e e eeanes 101

It’s different for @ Child ........oo.eeeiioiie e 105

The patient’s perspective on patient OWNEership......cccccvveiveeiiiiieeicree e 107
Claiming oWNEership Of ThE SPACE ....vvviiiiiiiiecireeeee e e s esebbraee e e e e e e e senanes 109

Contextual ownership of the SPACEe ........ciiviiiiiiii e 112

Sharing or conceding ownership of the SPACE........evviiiiiiiciiiiie e 114
Claiming ownership of the resuscitation act..........ccccoviiiiiiniiiee i 114



Sharing ownership of the resuscitation act........ccoccveeiiriiiiiiiiiiie e 117

The impact of power, authority and professional boundaries on ownership .........cccveeeeee... 119
Chapter SUMIMIATY ..ottt ettt ettt e et e e st e e e sab e e s bt e e sbeeesbeeesaneeesane 120
CHAPTER SEVEN: OPPORTUNISTIC PRESENCE...............ccooniieeceeeeee 122
CRAPTEI OVEIVIEW ...ttt e ettt et e e e e e e e bbaa e e e e eeeeessabtaeaeeeeesssesssrraaneeeeesssnnnses 122
(O] oToJo T u¥] a1 [y Aol o] ¢=1Y=] o ol = U ST 123
Rescinding OpPOrtUNIStIC PrESENCE....uuvuvirirerereriretrrtrererererererererererere ... 124
[ g o] IT=To Wo 1T 415y o] o RS PP PP 125
(@Y1 o o T=T o 0 0113 Lo TSRS 126
Opportunistic presence fostering family presence ........uevvviviiiiiiiei e 127
GNP eI SUMIMATIY ittt e et e e e e e e e sebbbeaeeeeeeeeesesasbbeseeeeesssesasssraaneaeeesssnnnnes 128
CHAPTER EIGHT: VALUING FAMILY PRESENCE...............cccooiieieieeeeeeeeiees 129
CRAPLE OVEIVIEW .eeeiiiei ettt ettt et e et e e st e e e s aba e e e s saabteeesnnbbeeessanaeeesnnsenes 129
V1[0 [T o T L=y T =Tc IR PR RP PP 130
Valuing family presence during resusCitation .........cccccevvviieeiiniiiee i 130
Changing ValUEs OVEI TIME .....cooveiiiieiiee ettt et e e e e e sabreeeeeeeessessbbsaeeeeeeesesnnnes 135
OVEICOMINE DAITIEIS . uttitiiiiie ettt e e e e e e e e e e e e e eeseabbbereeeeeessesassarseeeaeeesssnnnnes 138
Relationship between valuing family presence and pOWer .........ccceevvvveiiiiniiieeiniiveee e, 138
High value high POWET ...t e e e e e e e e aaraaees 139
HIH Valu [OW POWET ...ttt e e st e e s st e e s sabae e e s s aeees 140
LOW ValUB NN POWET ...ttt e e e e e e e e e e e s anareaeees 141
LOW ValUB [OW POWET ... ettt sttt e e st e e st e e s s e e e s sbta e e s ssnbaeeessnsaaeeennnnees 142
GNP eI SUMIMATIY oottt eeretr e e e e e e e sebbbaaeeeseeeeesssssbbereeeeesssssassarsaneeeeeessnnnnes 143
CHAPTER NINE: MAKING VALUE-LADEN JUDGEMENTS ............coooviiiiieeris 145
CRAPLE OVEIVIEW ittt s e sttt e e et e e e st a e e e s sbbaeeesanbbeeessabaeeesnnsenes 145
Making value-1aden JUAZEMENTS ......coccuriieiiei ettt e e e e e s e sarrreeeeeeeeas 146
Prioritising preferences and Fghts .......ooouiiii i 146
Projecting personal preferences and ValUes ........cccuveevieiiiiiiiiiieeeeecce e 148
The facade Of tEAM CONSENSUS ....cc.uiiiiiiiiiiieeee ettt st 152
Determining who family presence is fOr. ... 153
ASSESSING SUILADTIITY .eveeiiiiiiiiiiiiec e e e e e e e e abbrreeeeeeeeas 155

Vi



ASSESSING The PEOPIE... i e s st e e s s aba e e e s aaees 157

KEEPINE PEOPIE SATE cuveiiiiiiiieciteieeee e e e et e e e e e e e ssabbbereeeeeeeeenanes 157
Evaluating coping MEChaNISIMS ....ccovuiiiiiiiiiee e e s 158
Considering staff comfort and COMPETENCE .....uvveiiiiiiiiiireeeeee e 163
ASSESSING T SPACE...ei i eiiie ittt e e s st e e e s s bta e e s s sbaeeeesabaeeeesneees 164
ASSESSING The CONTEXE c.iiiiiiiiiieeec e e e e s et r e e e e e e e seansbeaeees 165
SEttiNG DOUNGAIES. ..ot e e s s e e e s sbae e e s sabaeeeennns 167
Offering options and supporting informed choices ........cccocuvviiiiiiiiiiii e 168
Preparing and supporting family MembErs........cocovvvveiiiiiiiiiiieec e 169
MiniIMISING diSTUPLIONS ...vviiiiiiiiieiiciiee e e e s e s s sbee e e s s sabae e e s s aeees 171
Practicing within setting norms in the absence of policy......ccccvcveeeiiiiiiiciiiieeeeeeeeeee, 172
Protecting others and SeIf ... .uvei i e 175
FOCUSING ON the PAti@Nt ccccceeiiiiiiiiii e e e e e e e e e e e e s nanareaees 176
Minimising emMOotioNal IMPACES .....cccuiiiiiiiiiee e e e s bae e e s aeees 177
Preserving professional identities ......cccvvveeeiieeiieiiiiieeeee e e 178
Minimising the burden of PreSENCE.......ocuiiii i 180
Unfounded legal impliCatioNS .......cccuuieiiiiiiiiiieie e s 182
GNP eI SUMIMATIY ettt e e eeretr e e e e e e e sebbbea e e e e eeeeesessbtbeaeeeeesseesassrraaneeeeesssnnnnes 183

CHAPTER TEN: THE SOCIAL CONSTRUCTION OF CONDITIONAL PERMISSION 184

CRAPTEI OVEIVIEW ...ttt ettt e e eeettee e e e e e e eeabbaa e e e s e e e eesnaabtbeaeeeeeessessssraaeeeeeesssnnnses 184
Constructing the substantive thEOry ...t 184
Defining conditional PermMIiSSION........uiiiiiiiiiie it e s st e e e s aaaeee s 186
Permission @s @ SOCIal CONSTIUCE .......eiiuiiiiiiieeiieere e 187
The social construction of conditional PermisSioNn.........ccccvviiviiieeiiriiieeeee e 191
GNP eI SUMIMATIY oottt e e eere e e e e e e e sebbbeaeeeeeeeeessssbbsereeeeesssesasbrrsaneeeeesssnnnnes 195
CHAPTER ELEVEN: STUDY CONCLUSIONS .........coooioeeceeeeeeeeeeeve e 196
CRAPLE OVEIVIEW ittt ettt et s e st e e s s e e s s ba e e e s saabaeeesnnbbeeessanaeeesnnsenes 196
Contribution OF the STUAY ..eeiiiiiiiieeee e e e s e e bbrr e e e e e e e e senanes 196
Strengths Of the reSEArCh c.....uiii i e e e 198
Y {0 Lo AV A [T 011 =1 4 o1 U P RPNt 198
IMPlIcations Of The STUAY ...eiiiiiiiiei e e e s s aaaee s 200

Vii



Education and practice implicationS.......ccueeeiiiiiiiiiriiiee e 201

POlICY IMPIICATIONS wvveveiiieiieeeee e e et e e e e e e e s bbb areeeeeeeseansreaees 204
Recommendations for future research ...........coooiieiiiiiiiieiiceeee e 205
CONCIUAING FEIMAIKS ..evvivveieeie ettt e e e e e e e e e e eseaabaeeeeeeesseesssbsaaeeeeeesssnnnnes 208
o T1 [ T= U PSP PPRTPP 209
REFERENGCES ..ottt sttt st s et naeneas 210

viii



Declaration

| certify that this thesis does not incorporate without acknowledgement any material
previously submitted for a degree or diploma in any university: and that to the best of my
knowledge and belief it does not contain any material previously published or written by

another person except where due reference is made in the text.

Tracey M Giles September 2015



Thesis Summary

Each year, thousands of people suffer cardiac arrest in hospitals around the world.
Despite ongoing advances in resuscitation technology, around 90% of these people die —
often surrounded by clinical experts, but separated from their loved ones. Family
presence during resuscitation was introduced in the early 1980s so that family could be
with their loved ones during life-threatening events. Since that time, this phenomenon
has been discussed extensively in the international literature and there is growing
support from health professionals and the public. The current body of evidence supports
important benefits for family members, including helping with closure and grieving, and
reducing incidences of post-traumatic stress. Yet, despite this evidence and endorsement
from professional groups in Australia and overseas, family presence during resuscitation
is not practiced widely or consistently in Australia and rationales for poor uptake are

unclear.

Existing Australian research into the phenomenon is limited and significantly skewed
toward quantitative aims. A constructivist grounded theory approach was therefore used
to examine factors and perceptions impacting family presence during resuscitation
practices in Australian hospitals. In-depth interviews were conducted with registered
nurses, doctors, paramedics, family members and a resuscitation patient to interpret and
explain their meanings and subsequent actions when deciding whether to practice or
participate in family presence during resuscitation. The systematic application of core
grounded theory methods facilitated the generation and integration of a conceptual
theory that explains the phenomenon from the perspective and in the context of the

people who experienced it.

The substantive grounded theory developed during this study was the social construction
of conditional permission. This theory comprised a series of value-laden judgements as
part of the decision-making process to practice or participate in family presence during
resuscitation. The substantive theory offers an explanation for the wide variations and
inconsistencies that are evident in current practice. In the absence of any formal policies,

decision-making around family presence during resuscitation was influenced primarily by



people’s values, preferences, and pre-existing expectations around societal roles and

status. As a result, current practices were highly subjective and variable.

Although some findings in this study were shown to link to existing constructs, this theory
is unique in how it has used a new approach to interpret and explain rather than merely
describe attitudes and practices around family presence during resuscitation. This theory
contributes to an enhanced understanding of related practices in Australian hospitals and
has important implications for future practice, education, research and policy around. The
introduction of clinical protocols and associated education is recommended as an
important starting point to ensure future practice is guided by evidence and standards for
health consumer safety and welfare, rather than by the personal values and preferences

of the individuals ‘in charge’ of permissions.

Xi
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Prologue

My interest in this topic can be traced to my early career as a registered nurse (RN). |
completed my hospital training in 1990 and worked for around 15 years in a variety of
clinical specialities - including cardiac, emergency and trauma. My first experience with
family presence during resuscitation (FPDR) took place several years post registration
while working in a regional hospital. Fairly new to the profession, | had not heard of FPDR
as a phenomenon and | was unaware of the early research from the United States and the
United Kingdom. However, during one particular late shift | was introduced to the
possibility of having family members present in the resuscitation room as | tried to balance

the needs of a patient and his family, while also maintaining professional boundaries.

Midway through the shift, Bruce® arrived at the emergency department (ED) with
crushing, central chest pain. His wife, Yvonne, had driven him 20 minutes from the nearest
town. One of the challenges for regional health professionals is the likelihood of knowing
people in your care and, as they walked into the ED, | recognised them as close
acquaintances. | knew immediately that Bruce was critically ill. His face and body was grey
and waxy, slick with perspiration. He was leaning on Yvonne for support. We helped him
onto a trolley and he sat there with his legs dangling over the side as | slipped an oxygen
mask over his face and implemented the chest pain treatment protocol. | was focused on
stabilising Bruce along with the duty general practitioner (GP) and did not notice Yvonne
disappear from the room — most likely guided out by the other RN on duty. Several
minutes into his treatment plan, Bruce looked up at me, grabbed my hands and said

‘Trace, you have to help me.’

‘We’re going to do everything we can,’ | replied. Seconds later, he slumped sideways and
lost consciousness. Bruce had suffered a major heart attack and was in cardiac arrest. We
started CPR. Several minutes into the resuscitation, the other RN on duty relieved me from
compressions and | started documenting the arrest. The GP expressed his doubts that the
arrest was reversible and | told him Yvonne was waiting outside the room, hovering in the

corridor. He sent me out to convey our standard information for difficult resuscitations;

' The names in this experience have been changed to maintain confidentiality.
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‘We’re doing everything we can - but it’s not looking good.” This was common practice to
‘orepare’ the family member for impending death while continuing to resuscitate the
patient. But this time, a preparatory message didn’t seem enough. | wanted to bring
Yvonne to the bedside so she could be with Bruce and say goodbye; but this suggestion
was met with a firm ‘no’ from the GP. | was a junior staff member, and fearful of
breaching professional boundaries, so | did not argue with the decision. Instead, | was sent
out to advise Yvonne yet again that the prognosis was grim. We did everything we could -
but we couldn’t revive Bruce. | consoled Yvonne as best | could, then prepared her for
what she would see when | took her into the resuscitation room - to be with her husband

and to say goodbye.

| participated in many resuscitation events during my clinical career. Occasionally, family
were present for a short time if the resuscitation was unexpected. However, they soon left
the room - usually directed or escorted out by a nurse. | never worked in a clinical setting
that practiced or invited FPDR as standard. Reflecting on these experiences | realise that,
despite being a strong advocate for family-centred care, | was not a strong advocate for

family members to be present during the resuscitation of their loved ones.

Throughout my academic career my interest in family-centred care grew, with a particular
focus on the role of family and their support needs when loved ones are hospitalised with
a critical illness. When | commenced my doctoral research, | wanted to explore an issue
within this broad interest area. During a general literature search, | discovered some
research on FPDR and was immediately reminded of Bruce and Yvonne and other
resuscitations | had been involved in. My preliminary reading alerted me to the fact that in
certain healthcare settings in some countries, FPDR had been practiced successfully for
many years; yet there appeared to be contentious debate around FPDR practices between

various professional groups.

| wanted to learn more about this phenomenon, particularly in an Australian context. This
thesis is the culmination of four years of intensive research into family presence during

resuscitation that aimed to examine current practices and identify areas for improvement.

XiX



Chapter One: Introduction

CHAPTER OVERVIEW

Chapter one provides an overview of the thesis. Specifically, this chapter helps
contextualise the study by providing background information about sudden cardiac
arrest, cardiopulmonary resuscitation and family presence during resuscitation. This
background discussion leads into the problem statement, the study purpose and the aim
of the research. The significance of the study is then explicated (including the premise for
the study design), key terms are defined and an overview of the thesis is presented in
relation to chapter progression. Chapter one concludes with an explanation of my use of

the first person throughout this thesis.

BACKGROUND

Each year, millions of people around the world die from cardiac arrest (Sayre et al. 2010).
These arrests occur suddenly and often without warning. As a result the heart cannot
adequately pump blood to vital organs, the person loses consciousness within seconds

and death occurs within minutes if treatment is not initiated (AHA 2015a).

Cardiopulmonary resuscitation (CPR) was developed in the 1960s as a life-saving
intervention to reverse sudden death from cardiac arrest (Abella et al. 2005). CPR is
defined as the preservation or restoration of life by the establishment and/or
maintenance of airway, breathing and circulation in conjunction with related emergency
care (ARC 2006). More specifically, CPR is the technique of chest compressions combined
with rescue breathing with the aim of temporarily maintaining a circulation sufficient to
preserve brain and other organ function until specialised treatment? is initiated (ARC

2012a).

Resuscitation of the dead and dying has a long history that can be traced back for
centuries. Early resuscitation attempts involved the use of flogging, inversion, bouncing
on a trotting horse, rolling the patient over a barrel and insufflating the rectum with

smoke. Modern techniques began to be implemented from 1740 when the Paris Academy

For example defibrillation, advanced airway management, medications, and correction of underlying
causes.
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of Sciences officially recommended mouth-to-mouth resuscitation for drowning victims.
Several decades later, the Dutch Society for the Recovery of Drowned Persons became the
first organised effort to deal with sudden and unexpected death (Timmermans 1999a;
AHA 2015b). Ongoing resuscitation developments included the first successful use of
external chest compressions in human resuscitation in 1903, and the invention of mouth-
to-mouth resuscitation in 1956. In 1957, the United States military adopted mouth-to-
mouth resuscitation to revive unresponsive victims (AHA 2015b), and CPR was developed
in 1960. The same year, the American Heart Association implemented a program to
acquaint physicians with closed-chest cardiac resuscitation and became the forerunner

of universal CPR training for the general public (AHA 2015b).

In developed countries, between one and five of every 1000 hospital in-patients suffer
cardiac arrest (Goldberger et al. 2012). In Australia, cardiac arrest is a leading cause of
death, with an estimated 30,000 people affected each year (St John Ambulance Australia,
ARC & NHFoA 2012). Since its introduction in the 1960s, CPR quickly became the standard
response to sudden cardiac arrest in the hospital and community setting (Tercier 2008;
Levinson & Mills 2014). Founding proponents claimed that anyone, anywhere could
implement universal CPR (Timmermans 1999a), and this message is still promoted today.
For example, the Australian Resuscitation Council’s home webpage greets public and
professional readers with the message that Any Attempt at Resuscitation is Better Than

No Attempt (see <http://resus.org.au/>).

Yet despite significant investment into resuscitation research (Sasson et al. 2010),
ongoing advances in resuscitation technology, intensive staff training, and widespread
adoption of CPR by the public (Nichol et al. 2008), survival rates have remained
consistently low for more than 30 years (Abella et al. 2005; Sasson et al. 2010). These
static survival rates could be due to increasing levels of patient acuity and critical illness
that are less responsive to even the most advanced resuscitation and life support
measures (Ehlenbach et al. 2009; Boyde et al. 2013). Or it could be that there is a

maximum attainable survival rate following sudden cardiac arrest.

Precise survival rates are difficult to determine and vary considerably between sources.

Two recent systematic reviews provide what is probably the most reliable indicator of
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survival rates from sudden cardiac arrest. American researchers performed a meta-
analysis on data from 79 studies reporting out-of-hospital cardiac arrest in 142,740
adults. The pooled survival rate to hospital discharge was 7.6%, with an aggregate survival
rate of between 6.7% and 8.4% (Sasson et al. 2010). A similarly low survival rate to
discharge was reported by researchers from the Netherlands, who examined data from
67 prospective studies of adult and paediatric out-of-hospital cardiac arrest (Berdowski et
al. 2010). They reported an overall global survival to discharge rate of 7%, and an

Australian survival rate of between 6% and 13%.

There is no doubt that CPR saves many lives, and it is certainly not the intention of this
thesis to discourage CPR in response to sudden cardiac arrest and sudden death.
However, if the most common outcome of CPR is death — then perhaps it is time to re-
contextualise CPR from its current ‘high tech’ status to a more holistic approach that
combines advanced technologies with patient/family-centred care (Timmermans 1999a).
Tercier (2008, p. 169) argues that a focus on implementing the advanced technical
demands of CPR can often overshadow the psychological and spiritual needs of the dying
patient and their family. Likewise, Timmermans (1999a, 2005) proposes that if health
professionals can surrender the idea that CPR is just about saving lives, they would be
able to find a way to improve the resuscitation ritual by not only discussing the possibility
of sudden death with loved ones but by providing a ‘good death’ for the dying patient and

their family members.

According to Timmermans (1998), a good and dignified sudden death requires family to
understand that death is imminent, requires the dying person’s wishes to be respected
and includes family involvement in the last minutes of life. Prior to the nineteenth century
dying was a community event, with family and friends gathering to pay their last respects
and to conduct various end-of-life rituals. But according to Timmermans (1996) and
Tercier (2008), the introduction of life saving medical interventions saw care of the dying
moved to hospitals and the exclusion of family and friends from critically ill and dying
patients. Indeed, the literature has many examples of family members being separated

from their dying loved ones during resuscitation events (Ersoy & Yanturali 2006; Badir &
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Sepit 2007; Demir 2008; Gunes & Zaybak 2009; Taraghi et al. 2014; Soleimanpour et al.
2015).

However, this view is beginning to change as health professionals and health consumers
place increasing importance on a more family-centred and holistic approach to
emergency resuscitative care. A holistic approach focuses on the delivery of care that
addresses the physical and psychological needs of the patient, as well as the emotional
welfare of family members. This family-centred approach to emergency resuscitative care
saw the emergence of family presence during resuscitation; the practice where family
members® are in a location where they can see and sometimes touch the patient during
active cardiopulmonary resuscitation (Chapman et al. 2014; Lederman, Garasic &

Piperberg 2014; Tudor et al. 2014).

The origins of family presence during resuscitation (FPDR) can be traced to the Foote
Hospital in Michigan in the United States (Doyle et al. 1987; Post 1989; Hanson &
Strawser 1992). In 1982, health professionals (HP) were forced to question their long
standing policy of automatically excluding all family members from the resuscitation
room after several people demanded to be present. A man who accompanied his wife in
the ambulance while she was being resuscitated refused to leave her side when they
arrived at the ED. On another occasion, the wife of a police officer who had been shot
begged to enter the resuscitation room to be with her husband. In both cases, an
exception to the exclusion policy was made and a chaplain accompanied the respective

family members into the resuscitation room to observe the event.

Despite some initial reservations from staff about having family members in the
resuscitation room (Post 1989), the overall feedback from staff and family members was
positive. This prompted the ED staff to survey 18 family members of recently deceased
patients to determine whether they would have liked to be present during the
resuscitation. Seventy-two percent (72%) responded in the affirmative (Doyle et al. 1987)

and a new protocol was developed to invite select family members to participate in

3 Family members in this context refer to people ‘who are closest to the patient in knowledge, care and
affection. This may include the biological family, the family of acquisition (related by marriage or contract),
and the family and friends of choice’ (ACoSaQiHC 2015, p. 33).
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supported FPDR. Nine years later, researchers from the Foote hospital reported no
problems and widespread acceptance of FPDR among health professionals and the

community (Hanson & Strawser 1992).

Since that time, FPDR has become a contentious area of practice that has attracted
widespread international debate (McMahon-Parkes et al. 2009). The current body of
evidence supports important benefits for family members, including helping with closure
and grieving, and reducing incidences of post-traumatic stress (Jabre et al. 2014)." FPDR
has been endorsed by many international and local professional bodies over the past
decade. The Australian Resuscitation Council (ARC 2012b), the European Resuscitation
Council (Baskett, Steen & Bossaert 2005), and the American Heart Association (Morrison
et al. 2010) all support FPDR and there is increasing support from the public (Morrison et
al. 2010; Mortelmans et al. 2010; Leung & Chow 2012; Bashayreh & Saifan 2015; Dwyer
2015). Yet, views among health professionals remain divided - with support for the
practice ranging from 3% to 98% in attitudinal surveys.” Australian research into FPDR is
limited and significantly skewed toward quantitative aims, limiting our understanding of
current practices. Further, FPDR does not appear to be practiced widely or consistently in
Australia and rationales for poor uptake are unclear (as detailed in the preliminary

literature review).

PROBLEM STATEMENT

The possibility that individual staff preferences and practices may have a considerable
impact on FPDR practices warrants further investigation in order to examine how

decisions are influenced in relation to FPDR, and the rationales behind these decisions.

STUDY AIM

The purpose of this study is to generate a grounded theory about family presence during
resuscitation practices. More specifically, the aim of this research is to explore factors and
perceptions that impact decision-making about family presence during resuscitation in
Australian hospitals from the multiple perspectives of health professionals, family

members and patients.

* Also refer to table 5 on page 35 of the preliminary literature review for further benefits.
> Statistics regarding HP support for FPDR are detailed in chapter two.
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SIGNIFICANCE OF THE RESEARCH

This research is significant because it contributes an enhanced understanding and
valuable insights into a longstanding problem —the modest and inconsistent adoption of
FPDR practices in Australia and internationally. This insight is derived through an
inductive approach to research which allows for deeper understanding and the
development of foundational concepts. The current body of evidence dates back to the
1980s. However, it is significantly skewed toward descriptive research examining the
attitudes and beliefs of health professionals using closed-response surveys.
Understanding rationales for practice is an important first step when practice changes are
needed. This thesis goes beyond describing current attitudes and practices to explore and
explain people’s meanings and actions as they make decisions around whether to practice
or participate in FPDR. Included in this study are the often forgotten voices of vulnerable
family members and surviving resuscitation patients alongside health professionals to
form a multifaceted perspective of decision-making around FPDR. As a result, insights
from this study help to inform the ongoing and often contentious debate around family
presence during resuscitation, assist in the resolution of such conflicts and contribute to

the formation of evidence-based policies and guidelines.

The grounded theory developed during this study will also help inform education and
practice as well as make important recommendations for future research, both in

Australia and internationally. Findings from this research have potential relevance for
health professionals and educators, policy makers, health consumers and the general

public.

DEFINITION OF KEY TERMS

Throughout this thesis, the following definitions are used to describe key people and

meanings in relation to family presence during resuscitation.

e fFamily Member - family member, loved one or significant other who was present in
the resuscitation room (or wanted to be) in an acute healthcare setting during active

cardiopulmonary resuscitation (CPR).
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e Resuscitation Patient - a person who underwent CPR in an acute healthcare setting
who had a family member present in the room during that resuscitation, or would
have liked a family member to be present.

e Health Professional — a registered nurse, medical doctor or paramedic who performed
CPR on a patient while on duty in an acute healthcare setting where a family member
was present in the resuscitation room, or wanted to be present.

e Resuscitation - cardiopulmonary resuscitation (CPR) and associated specialised
interventions (such as defibrillation, insertion of intravenous lines and advanced
airways, administration of medications etc.) initiated in response to cardiac arrest
with the aim of preserving or restoring life.

e Family Presence during Resuscitation — a situation where a family member is present

in the resuscitation room at one point or continuously during a CPR attempt.

THESIS OVERVIEW

This thesis began with a short prologue to situate myself as the researcher, to increase
transparency, and to declare my previous knowledge and experience in relation to family

presence during resuscitation.

Chapter one began with an overview of sudden cardiac arrest and cardiopulmonary
resuscitation, before introducing the concept of family presence during resuscitation. This
was followed by a problem statement and introduction of the study aim. The significance
of the research was then discussed, followed by the definition of key terms used within

the thesis. Chapter one concludes with an overview of the thesis.

Chapter two presents a preliminary review of relevant Australian and international
research. The chapter explains and justifies the use of literature in this grounded theory
method study, presents a summary of reviewed literature, and identifies methodological
limitations and the most suitable methodology for the current study. Gaps and limitations
in previous participant groups, resuscitation settings and contexts are acknowledged. The
chapter concludes with a discussion of recommendations drawn from the reviewed
literature and details how the aim of this study was developed to address previous

knowledge gaps and methodological limitations.
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Chapter three presents the research methodology and theoretical framework used to
meet the study aim, and details the way in which symbolic interactionism, social
constructionism and constructivism underpinned the chosen methodology. The chapter
concludes with a discussion of Charmaz’s constructivist approach to grounded theory

method and how it was applied in this thesis.

Chapter four provides a detailed discussion of the specific methods employed to conduct
the study, including the use of sensitising concepts to develop the aim, ethical
considerations, participant recruitment and the processes used to generate and analyse
data. The role of core grounded theory methods such as theoretical sampling, reflexivity
and the constant comparative analysis method are then detailed. The chapter concludes

with a discussion around establishing study rigour.

Chapter five is the first of six chapters presenting the study findings. This chapter
introduces the study participants, and provides an overview of the substantive grounded

theory and theoretical conceptual model that was developed to explicate the theory.

Chapters six, seven and eight present three major processes of the substantive grounded
theory; claiming ownership, opportunistic presence and valuing family presence. While
these processes are discussed separately in discrete chapters, the relationship between
them is also explicated in each of these chapters to demonstrate how together they

impacted the core category and to highlight their role in the substantive theory.

Chapter nine presents an in-depth discussion of a series of value-laden judgements that
were enacted during the social construction of conditional permission — which is the
central theory in this study. These judgements are discussed within four sub-categories
(prioritising preferences and rights, assessing suitability, setting boundaries, and
protecting others and self), and the relationship between these sub-categories and the

central theory is explicated.

Chapter ten offers a theoretical discussion of the substantive grounded theory and
discusses how the theory is situated in and builds upon existing knowledge. This theory

captures the patterns of meanings and actions of participant experiences and explains the
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major social process at work when people were faced with a decision to practice or

participate in FPDR.

Throughout chapters six to ten, significant findings are discussed in relation to existing
literature in order to support the emerging theory (Glaser & Strauss 1967; Strauss &

Corbin 1998; Charmaz 2014), to situate the current research within the body of related
literature, and to demonstrate how the current study built upon this body of evidence

(Charmaz 1990; Stern 2007; Charmaz 2014).

Chapter eleven provides a discussion of the overall study contribution before detailing the
strengths and limitations of the research. The implications of the study are then
presented in relation to future research, practice, education and policy development. This

chapter ends with concluding remarks and a thesis epilogue.

Throughout this thesis, | have intentionally written in the first person in order to write
myself ‘into’ the research in line with recommendations from Charmaz and Mitchell
(2011), Mills, Bonner and Francis (2006a) and Webb (1992). Using my own voice rather
than the more traditional third person to report this qualitative research acknowledged
my role as the researcher during what Charmaz (2006, 2014) refers to as a co-

construction of knowledge.
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CHAPTER OVERVIEW

Chapter one introduced the study, identified the research problem and highlighted the
rationale for exploring FPDR practices in an Australian context. This chapter presents a
review of Australian and international research that has examined FPDR in the acute care
(hospital) setting.® Chapter two begins by explaining and justifying the use of literature in
this grounded theory method (GTM) study, before presenting a summary of the reviewed
literature. A critique is then provided, which identifies methodological gaps and
limitations and enabled identification of the most suitable research design for the current
study. Past and present FPDR experiences, attitudes, beliefs, practices and policies are
then scrutinised in order to identify gaps and limitations in previous participant groups,
resuscitation settings and contexts. The chapter concludes with a synthesis and discussion

of recommendations drawn from the reviewed literature.

JUSTIFICATION FOR THE REVIEW

The timing of the literature review in GTM research is an issue of ongoing debate and
confusion (McCallin 2003a, 2003b; Charmaz 2006; Bryant 2009; Skeat 2010). Two broad
perspectives are apparent in the literature; 1) to delay the review until after data
collection and analysis begins, and in some cases until codes and categories begin to
emerge, or 2) to undertake a preliminary review prior to the study which is then

expanded during data collection and/or analysis.

In order to determine the most appropriate timing of the review for this study;, |
undertook an examination of the ongoing debate. The resultant published article
(included as appendix 2 on page 241) presents an in-depth exploration, analysis and
critique on the timing of the literature review in GTM research (Giles, King & de Lacey
2013). The article argues that a preliminary review does not jeopardise the rigour of GTM
research as previously thought and may in fact enhance creativity, theoretical sensitivity

and rigour. More specifically, a preliminary review allows the researcher to:

®The comprehensive search strategy for this preliminary review is detailed in appendix 1 on page 239.

10
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e Become familiar with the literature and identify gaps (Annells 2006; Dey 2007;
Lempert 2007; McGhee, Marland & Atkinson 2007; Wiener 2007).

e Gain a critical knowledge of key concepts (McCann & Clark 2003a; Lempert 2007;
McGhee, Marland & Atkinson 2007).

e Avoid conceptual and methodological pitfalls of previous studies (McCann & Clark
2003a; Lempert 2007; McGhee, Marland & Atkinson 2007).

e Provide justification, background and framework for the study (Bryant & Charmaz
2007a; Lempert 2007; McGhee, Marland & Atkinson 2007; Skeat 2010).

e Direct theoretical sampling (Strauss & Corbin 1998; McGhee, Marland & Atkinson
2007).

e Enhance theoretical sensitivity (Strauss & Corbin 1998; Dey 2007; Gibson 2007;
Bryant 2009).

This preliminary review of the literature heeds Lempert’s (2007) and Bryant and
Charmaz’s (2007b) warning for researchers to avoid conveying ‘new’ ideas that have

already been reported in related literature. | agree with Lempert’s assertion that:

In order to participate in the current theoretical conversation, | need to
understand it. | must recognise that what may seem like a totally new idea to me
(an innovative breakthrough in my research) may simply be a reflection of my
ignorance of the present conversation. A literature review provides me with the
current parameters of the conversation | hope to enter. Utilizing comparisons from
the literature alerts me to gaps in theorizing, as well as ways that my data tells a
different, or more nuanced story. It does not, however, define my research
(Lempert 2007, p. 254).

For the reasons outlined above, and elaborated upon in my peer-reviewed article (Giles,
King & de Lacey 2013), | undertook a preliminary review of the literature. A secondary,
ongoing review was completed during the analysis and writing phase in order to link
previous research and theory with the concepts and properties of the current research
study and to support the emerging theory (Glaser & Strauss 1967; Strauss & Corbin 1998;
McCann & Clark 2003b; Urquhart 2007; Charmaz 2014). Relevant literature is therefore

woven into the findings chapters in order to situate the current research within the body

11
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of related literature and to demonstrate how | built upon this body of evidence (Charmaz

1990; Stern 2007; Charmaz 2014).

SUMMARY OF THE LITERATURE

Location and timelines of included studies

The first published FPDR study took place in the United States of America (US) in the
1980s (Doyle et al. 1987). Since that time, interest in FPDR has grown steadily throughout
the world. The figures presented in appendix 3 (see page 253) depict the number of FPDR

studies published each year since 1987 and the country of origin.

Study participants

The majority of available studies have explored FPDR from a health professional
perspective, with a much smaller number focusing on the perspective of family members.
Very few studies have explored FPDR solely from the patient perspective (Eichorn et al.
2001; O’Brien & Fothergill-Bourbonnais 2004; Mcmahon-Parkes et al. 2008; Albarran et
al.2009), and only one from a family and patient view (Mortelmans et al. 2009). The
deficit of research into these latter perspectives demonstrates a large gap in the available

body of evidence that was addressed in the current study.

Resuscitation patients and study settings

Many FPDR studies did not identify the age of resuscitated patients, or included both
paediatric/adolescent and adult patients. This review began with a focus on FPDR in the
emergency department (ED). However, many studies included dual settings (for example
EDs and intensive care units (ICU), and it became apparent that similar barriers and
constraints to FPDR had been reported from a variety of acute healthcare settings. All
acute care settings were therefore included to allow a comparison of attitudes and

practices within different contexts.

METHODOLOGICAL REVIEW

The body of FPDR evidence has developed over almost three decades using a variety of
methodologies to explore attitudes, beliefs, experiences and efficacies from quantitative

and qualitative paradigms. The logical progression of evidence usually expected and

12
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desired, starting from the weakest and building up to the strongest level of rigour (Polit &
Beck 2010), is not apparent in FPDR research. Instead, there has been an ongoing reliance
on descriptive studies when making recommendations for future research and practice.

Table 1 presents a summary of the various study designs used to examine FPDR since the

first study in 1987.

Table 1: A summary of reviewed study methodologies (n = 122 studies)

Methodology Design Sub-design No.
Quantitative Descriptive Simple descriptive 44
Comparative descriptive 27
Correlational Descriptive correlational 15
Pre-test post-test correlational
(n = 98) Pre-experimental One group pre-test post test
Quasi-experimental Post-test with non-equivalent control group

Pre-test post-test with non-equivalent control group
Randomised comparison study
Experimental Randomised controlled trial

Qualitative Descriptive Content analysis (no specific style mentioned)
Constant comparison analysis
Thematic analysis
Content analysis using Berg, Cavanagh & Burnard
(n=22) Conceptual Analysis (Palmquist)
Miles & Huberman analysis
Grounded theory methods analysis
Descriptive study using van Manen’s thematic analysis
Phenomenology van Manen’s thematic analysis
Hermeneutic, interpretive
Husserl’s analysis/framework
Interpretative using Colaizi
Interpretive, thematic analysis

PP P PP P NPRPRPRPPNWWWRRLNDWEPR

Grounded Theory Used grounded theory coding, not a GTM study
Mixed Method Quantitative and Quant = Simple Descriptive. Qual = Descriptive
Qualitative
(n=2) components used Quant = Correlational Descriptive. Qual = Descriptive 1

Quantitative studies

Most studies used a quantitative approach (n=98), where the variables of interest were
measured and results quantified and coded as numerical data (Polit & Beck 2010). In
those studies, FPDR was depicted as objective (Polit & Beck 2010), with a primary aim to
uncover facts about people rather than to understand the complex picture of people’s
experiences (Nagy et al. 2010). There is an expectation that the knowledge and truth
obtained from quantitative research can withstand scrutiny and be upheld in different
environments and population groups (Jirojwong, Hohnson & Welch 2011). However,
many of the quantitative studies were not able to generalise their findings due to

13
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limitations related to sample size, sampling and recruitment strategy, ethical limitations,

instrument rigour and study design.

Quantitative studies were critically appraised using the NHMRC levels of evidence
(NHMRC 2009) and the ‘Body of Evidence Assessment Matrix’ from Schneider, Whitehead
and Elliot (2007, p. 56). Overall, they were deemed to have a satisfactory level of
evidence in relation to volume of evidence, consistency, clinical impact and
generalisability and a good level of evidence in relation to applicability. However, there
has been an over-reliance on descriptive survey designs. In addition, data from
guantitative studies were predominantly retrospective and largely confined to self-
reporting from convenience samples, which can lead to selection bias (Taylor, Kermode &

Roberts 2011).

Factors influencing external validity such as small sample size, low response rates and the
use of only one or two clinical settings limit generalisability of results to the sample
populations (Schneider & Whitehead 2013). In addition, reliability and validity of data
collection tools was not tested in many studies, which further reduces rigour (Taylor,

Kermode & Roberts 2011).

In some studies, participants were asked about hypothetical events or asked to respond
to written scenarios which were free from the emotion of reality and could elicit
significantly different responses to participants reflecting on actual events. In most cases,
the aim of the quantitative studies was to examine the experiences, attitudes and beliefs
of participants. However, the use of closed-response surveys and pre-determined
multiple-choice questions or Likert scales did not allow an in-depth exploration of

participant experiences (Taylor, Kermode & Roberts 2011).

The evidence gained from related quantitative research is useful to inform research
consumers about baseline attitudes, belief and practices of FPDR, and whether
educational interventions and programs are effective. However, quantitative research
cannot seek to understand personal experiences, interpretations and constructs from the
participant perspective in the same way as qualitative research (Schneider & Whitehead

2013).

14
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Qualitative studies

Qualitative studies included in this review were critically appraised using guiding
guestions from the Critical Appraisal Skills Programme ‘10 questions to help you make
sense of qualitative research’ (CASP 2013) and the Guidelines for Critical Review Form:
Qualitative Studies by Letts et al. (2007). Qualitative studies are useful to answer
guestions about human responses in a particular situation and context, and the meaning
humans bring to those situations (Melnyk & Fineout-Overholt 2011). They can be useful
when very little is known about a phenomenon, or when much is known (as is the case
with FPDR) but what is known in certain areas is deficient in quality, depth or detail
(Melnyk & Fineout-Overholt 2011). A qualitative approach was used by 22 studies in this
review to explore the attitudes, beliefs and experiences of FPDR from the perspective of

health professionals, family members and patients.

Ethical permissions were gained for all of the included qualitative studies and recruitment
strategies were well described. In most cases a qualitative approach was well suited to
the study aims. However, most studies did not discuss the theoretical or philosophical
underpinnings of their chosen methodology and the majority identified themselves
simply as a ‘descriptive qualitative’ study. Several studies that were identified as
qualitative also presented quantitative results (Eichhorn et al. 2001; Weslien et al. 2005),
bringing into question the rigour of the chosen methodology. In some studies, health
professionals were asked to identify benefits and harms of FPDR on behalf of family
members rather than asking family members directly, thus introducing speculation. In
other studies, the exclusion of family members whose loved ones had died limited the

richness of the findings.

METHODOLOGICAL SUMMARY

The existing body of FPDR evidence has grown steadily since the seminal US study, and
there are currently well over one hundred published studies on the phenomenon.
However, the body of evidence is significantly skewed towards quantitative research, in
particular simple descriptive research, which limits rigour and does not allow an in-depth
exploration of FPDR. Qualitative research can be particularly useful to raise awareness for

the need for changes to FPDR practices and policies (Schneider & Whitehead 2013), and
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this significant gap in the literature provides justification for the methodology chosen for
this study. Further justification for this study is evident because the majority of FPDR

research has occurred outside Australia in different health care systems and cultures. It is
therefore important that the body of FPDR evidence is developed further in an Australian

context.

CONTENT REVIEW

This content review presents a synthesis of findings from included studies, identifies gaps
and inconsistencies and offers recommendations for future research which have
informed this thesis. More specifically, the review examined broad finding categories
around FPDR experiences, attitudes, beliefs, practices and policies from varying
perspectives including health professionals, family members and patients. During this
review, study findings were analysed and synthesised into several themes and sub-
themes using recommendations by Cooper (1998) and Elliott (2007). In keeping with the
aims of a preliminary literature review outlined earlier in this chapter, broad results are
presented rather than specific study outcomes. Detailed findings relevant to the
substantive grounded theory are discussed within the findings chapters in line with
recommendations by Charmaz (2014) and Glaser and Strauss (1967). However, several
themes presented within this chapter also contain detailed study findings in order to
highlight gaps and inconsistencies in the literature which were addressed in this current

study.

Attitudes and beliefs

Double standards

A double standard was evident among some health professionals who were reluctant to
practice FPDR for fear of traumatising family members, yet would expect to be present if
their own loved one required resuscitation (Beckman et al. 2002; Ellison 2003; Yanturali
et al. 2005; Basol et al. 2009; Mortelmans et al. 2009; Sheng, Lim & Rashidi 2010; Wacht
et al. 2010; Kosowan & Jensen 2011; Soleimanpour et al. 2015). However, this double
standard was not universal, with several studies reporting similar levels of support for

general public family members and health professional family members to be present
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during resuscitation (Booth, Woolrich & Kinsella 2004; Demir 2008; Perry 2009; Davidson
etal 2011).

Nurses and doctors

When their attitudes and beliefs were directly compared, nurses were often more
supportive of FPDR than doctors (Mitchell & Lynch 1997; Jarvis 1998; Helmer et al. 2000;
Meyers et al. 2000; Beckman et al. 2002; McClenathan, Torrington & Uyehara 2002;
Grice, Picton & Deakin 2003; Mangurten et al. 2006; Duran et al. 2007; Kuzin et al. 2007,
Mian et al. 2007; Zakaria & Siddique 2008; Baumhover & Hughes 2009; Wacht et al. 2010;
Leung & Chow 2012; Taraghi et al. 2014; Zavotsky et al. 2014; Porter, Cooper & Taylor
2015). A link between holistic care practices and increased support for FPDR has been
posed to explain higher levels of support from nurses. For example, Baumhover and
Hughes (2009) reported a relationship between a holistic perspective and support for
FPDR and argued that differing educational approaches could explain the higher levels of

support overall from nurses over doctors.

The few studies that reported doctors as marginally more supportive of FPDR than nurses
(Weslien & Nilstun 2003; Mortelmans et al. 2009), or found no significant difference
between the two groups (Fein, Ganesh & Alpern 2004; Ong et al. 2004; Egemen et al.
2006; Lam et al. 2007; Holzhauser & Finucane 2008; Kianmehr et al. 2010; Mahabir &
Sammy 2012) often reported similar low levels of support. This overall low level of
support could be linked to cultural beliefs and practices; particularly in Turkey (Weslien &
Nilstun 2003; Egemen et al. 2006), Iran (Kianmehr et al. 2010), Asia (Ong et al. 2004) and
the West Indies (Mahabir & Sammy 2012) where the study authors identified that family-
centred care is not always prioritised in the same way as in Western countries. For
example, parental presence during resuscitation was introduced into Turkey less than a
decade ago and was not accepted by many local health professionals (Egemen et al.

2006).

Previous experience with FPDR was not a reliable indicator of health professionals’
support for the practice (Jarvis 1998; Grice, Picton & Deakin 2003; Leung & Chow 2012).
There was some evidence that a negative experience with FPDR reduced subsequent

levels of support, while education programs appeared to positively impact attitudes and
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behaviours. However, this impact was inconsistent and education alone did not
necessarily encourage support for FPDR (Mian et al. 2007). Given the paucity of related
literature, further examination of the impact of exposure and education on FPDR

practices is warranted.

Health professionals and patients/family members/the public

When they were directly compared, family members and the public often reported higher
levels of support for FPDR than health professionals (Meyers et al. 2000; Mangurten et al.
2006; Ong, Chung & Mei 2007; Zakaria & Siddique 2008; ltzhaki, Bar-Tal & Barnoy 2011;
Leung & Chow 2012). In studies where health professionals were largely unsupportive,
the difference between the groups (family members/the public and health professionals)
was stark. For example 73.1 % vs 10.6% (Ong, Chung & Mei 2007), 80% vs 12.9% (Leung &
Chow 2012) and 94% vs 0% (Zakaria & Siddique 2008). In this latter study, the difference
could be explained by the fact that family members were asked if they would like to enter
the room just before the patients’ death - which does not meet the definition of FPDR

used in most studies.

Very few studies directly compared attitudes and beliefs of family members and patients
(Grice, Picton & Deakin 2003; Duran et al. 2007; Mortelmans et al. 2010), and only one
study (Mortelmans et al. 2010) recruited participants who had all actually experienced
FPDR. The latter study reported similar numbers of patients (72%) and family members
(75%) who wanted FPDR in a German ED. However, due to low survival rates, responses
from patients who had been resuscitated comprised only 2.7% of responses, and no
significant comparisons could be made between the two groups. While this study
provided a valuable insight into the attitudes and FPDR preferences of patients who
survived resuscitation, the structured questionnaire did not allow an in-depth exploration

of the study aims.

Duran and colleagues (2007) also reported positive views towards FPDR from family
members and patients, and several studies that examined hypothetical views of the
general public also reported large numbers of participants who would want FPDR both as
a potential patient and family member (Mazer, Cox & Capon 2006; Chew & Ghani 2014;

Bashayreh & Saifan 2015; Dwyer 2015). It is important to note, however, that few
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participants in the above mentioned studies had previously experienced FPDR and were

therefore often providing opinions on a hypothetical situation.

Despite some limitations, the current literature suggests family members and patients are
more supportive of FPDR than health professionals and that many family members want
to be offered FPDR. In addition, it has been reported that surviving resuscitation patients
are more likely to want to witness a family member’s resuscitation, more likely to want a
family member at their own resuscitation and more likely to cite benefits from FPDR
(Albarran et al. 2009). Further, 91% of resuscitated patients and 75% of non-resuscitated
patients were not concerned about confidentiality issues, which is a barrier commonly
cited by health professionals (barriers are detailed later in this chapter). This disparity
between views warrants further exploration from multiple perspectives in order to

provide a more balanced view.

Different departments and health care settings

The impact of working in different speciality departments on FPDR practices and attitudes
is largely unknown (Bassler 1999; Gold et al. 2006; Duran et al. 2007; Zavotsky et al.
2014). It has been suggested that ED nurses are more supportive than coronary care unit
nurses (Bassler 1999), that ICU nurses are more supportive than ED nurses (Omran, Al Ali
& Alshahrani 2015) and that nurses and doctors are more supportive than pharmacists
and security officers (Zavotsky et al. 2014). However, these findings should be interpreted
with caution due to limitations associated with small sample size, use of convenience

samples, low response rates and missing details about study design.

Future research that explores different attitudes and practices of health professionals in
different specialty settings could be useful for the development and implementation of
FPDR policies and procedures. A recent study compared opinions of physicians in Iran and
Austria in order to examine cultural variances in FPDR practices (Soleimanpour et al.
2015). These authors reported an overall low level of support for FPDR, but found much
higher levels of support for FPDR from physicians in Iran than Austria (40% versus 3.1%).
These large differences were explained by a higher proportion of physicians from Vienna
than Iran in the study. However, there is a clear disparity in overall levels of support for

FPDR in Western and non-Western countries that warrants further exploration.
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Decision to practice family presence during resuscitation

Staff decision

The most popular decision-maker from a public perspective was the doctor in charge of
patient care. For example, a general public survey in the US found 43% of respondents
agreed the doctor should decide, 40% said the decision should be made by the patient
and 17% said family and friends should decide (Mazer, Cox & Capon 2006). Of note, this
structured survey did not include nurses as potential decision-makers so it was not
possible to determine the level of support this choice would have received from the

public.

Most doctors believed they should be the primary decision-maker around FPDR (Beckman
et al. 2002; Ong et al. 2004; Gold et al. 2006; Sheng, Lim & Rashidi 2010; Vavarouta et al.
2011). Nursing support for doctors as the decision-maker varied considerably; some
nurses were more supportive of doctors than nurses as decision-makers (Gunes & Zaybak
2009; Taraghi et al. 2014; Tudor et al. 2014), while other studies reported similar levels of

support for nurses as decision-makers (Fulbrook et al. 2007; Axelsson et al. 2010).

Studies that examined FPDR from both a nursing and medical perspective all reported
higher levels of support for nurses as decision-makers from other nurses than from
doctors, but a higher level of support overall for doctors (Beckman et al. 2002; Ong et al.
2004; Sheng, Lim & Rashidi 2010; Taraghi et al. 2014). The lowest overall approval for
nurses as decision-makers (0.7%) was from a Malaysian study of ED staff, despite one
third of participants being nurses (Sheng, Lim & Rashidi 2010). Similar low levels of
support were found in a US ED where 11.3% of nurses and only 0.3% of doctors thought
nurses should decide whether to practice FPDR (Beckman et al. 2002). These findings
suggest many health professionals and researchers do not value the nursing role in FPDR
decision-making. Several studies did not include nurses on their structured questionnaire
as a potential decision-maker (Gold et al. 2006; Mazer, Cox & Capon 2006), while others
did not report findings relating to nurses as sole decision-makers (Redley & Hood 1996;
Demir 2008; Vavarouta et al. 2011; Chapman et al. 2012). It was therefore not possible to

determine the level of support this choice may have received if that option was offered.
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Team consensus was shown to impact the decision to practice FPDR (Madden & Condon
2007; Tomlinson et al. 2010; Jones et al. 2011), and nurses ranked ‘team decision’
considerably higher than ‘nurse decision’ or ‘physician decision’ (Beckman et al. 2002;
Ong et al. 2004; Fulbrook, Albarran & Latour 2005; Badir & Sepit 2007; Fulbrook et al.
2007; Demir 2008; Gunes & Zaybak 2009; Axelsson et al. 2010; Koberich et al. 2010;
Vavarouta et al. 2011). In contrast, doctors ranked ‘physician decision’ higher than ‘team
decision’ or ‘nurse decision’ (Beckman et al. 2002; Ong et al. 2004; Sheng, Lim & Rashidi
2010; Vavarouta et al. 2011; Taraghi et al. 2014). In all of the studies mentioned above,
nurses rated ‘team decision’ more highly than did doctors across different countries
(Europe, Turkey, Germany, Asia, Greece, USA) and across multiple settings (critical care,
ED, ICU). This finding could reflect the professional ethos of nurses, who are encouraged
to work and make decisions as part of a multidisciplinary team. It could also reflect the

nurses’ wish to be included in decision-making.

It is clear that - overall - nurses are more supportive of FPDR than doctors, while doctors
consistently receive a higher level of support as decision-makers than nurses. It is likely
then that doctors are driving much of the decision-making around FPDR, but may be
influenced by the attitudes and beliefs of nurses. However, it is not clear how and why
decisions to practice FPDR are made, and further research is needed to provide an in-
depth exploration into the power relationships between staff who support FPDR practices

and those who are seen to be in charge of FPDR practices.

Family member / patient decision

Most studies that surveyed decision-making around FPDR from a health professional
perspective did not include family members or patients as potential decision-makers (Ong
et al. 2004; Badir & Sepit 2007; Fulbrook et al. 2007; Gunes & Zaybak 2009; Axelsson et al.
2010; Sheng, Lim & Rashidi 2010; Vavarouta et al. 2011). It was therefore not possible to
accurately determine the level of support this group may have received. However, results
from seven studies that did mention the family member/patient decision-making role
indicated that some members of the healthcare team were supportive of involving family
members/patients in decision-making to varying degrees (Beckman et al. 2002; Fulbrook,

Albarran & Latour 2005; Demir 2008; Chapman et al. 2012; Hayajneh 2013; Taraghi et al.
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2014; Tudor et al. 2014) . In most cases, the level of support for family members/patients
as decision-makers was lower than for nurses, doctors and the resuscitation team as
decision-makers. However, several studies (Chapman et al. 2012; Hayajneh 2013; Tudor
et al. 2014) reported higher levels of support for family members and patients than for

nurses and doctors.

In contrast to studies reporting findings from a health professional perspective, a much
higher percentage of the general public thought patients and their families should be
involved in the decision to be present during resuscitation. A phone survey of the general
public in the US found 17% of participants thought family/friends should make the
decision, while 40% said the patient should decide whether they wanted family presence
during resuscitation (Mazer, Cox & Capon 2006). However, the study did not elaborate on
how patient consent would be gained if they were being resuscitated (and thus
unconscious). Similarly Boie et al. (1999) found a large number of parents (83.4%) would
want to stay with their child during major resuscitation, and 65.5% would choose to be
present for all five of the hypothetical invasive procedures and resuscitation scenarios
presented to them in this study. In contrast only 6.5% of the parents wanted the doctor

to determine parental presence in all five scenarios (Boie et al. 1999).

There appears to be a large disparity between the decision-making preferences of health
professionals and health consumers that warrants further exploration. While we know
these divergences exist, we do not know why and therefore cannot begin to address
these inconsistencies because no studies to date have explored rationales for decision-

making in relation to FPDR.

Policy driven decision

Only one study reported formal policies being involved in the decision to practice FPDR. It
is likely that the policy option was reported in this study because of the way the
questionnaire was structured (Sheng, Lim & Rashidi 2010). The researchers provided a list
of potential decision-makers for health professionals to choose from, which included
senior doctors (43.7%), department policy (31.5%), team decision (23%), nursing officer
(0.7%), and don’t know (1.1%). The only other study that examined the role of formal

guidelines reported that nurses were more likely than doctors to support the role of
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advanced care directives in FPDR decision-making (Chapman et al. 2012). None of the
other studies discussed within this theme provided a structured choice of ‘department
policy’ as the decision-maker. The role of policy will therefore be discussed in a different

context in the following section.

Policy relating to family presence during resuscitation

Many healthcare settings did not appear to have a policy around FPDR; 24 studies
reported that no policy existed at the time of the study and a further 64 studies did not
mention a FPDR policy at all. Appendix 4 (page 255) provides a tabulated overview of the
presence or absence of FPDR policies in each of the reviewed studies. Very few studies
reported the percentage of staff who claimed to work in a unit with a written policy,
along with their current practices. When this was reported, the percentage of staff
working with a current FPDR policy ranged from 2% to 11% (see appendix 4, page 255). In
almost all of these studies, more participants reported having invited or having previously
experienced FPDR than those who reported working in a unit with a formal FPDR policy.
In other words, health professionals were inviting FPDR in the absence of any guiding

policies.

In some cases, health professionals reported working in a unit that informally practiced
FPDR in the absence of policy (MaclLean et al. 2003; Oman & Duran 2010). Often, a higher
number of family members requested to be present than there were units supported by a
formal policy (refer to appendix 4, page 255) (MacLean et al. 2003; Fulbrook, Albarran &
Latour 2005; Fallis, McClement & Pereira 2008; Mortelmans et al. 2009; Axelsson et al.
2010; Koberich et al. 2010; Hayajneh 2013). This suggests adequate policies were not in

place to support the needs and preferences of family members.

Poor knowledge of or disregard for existing policies was evident in several studies. For
example Fallis et al. (2008) found 23.6% of the critical care nurses in their study did not
know if there was a policy in their unit, yet 65% had taken family to the bedside or would
do so if opportunity arose. At other times, nurses did not offer FPDR despite the existence
of a policy supporting the practice. For example, Maxton (2008) found that while a formal
FPDR policy existed in an Australia paediatric ICU, this choice was not always offered by
staff. Thus, the presence of a FPDR policy did not always ensure consistent practice, and
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in some cases there were large differences in where the family was located in the room
during the resuscitation, while others were not invited into the room at all (Tinsley et al.

2008).

Several studies included a brief evaluation following implementation of a FPDR policy,
with mixed results. The only negative evaluation was reported by Davidson et al. (2011)
who explored inhibitors and facilitators to FPDR in an attempt to discover why no
perceivable change in practice had been noted since the introduction of a policy. The
authors attributed the poor uptake on the lack of a designated support person (Davidson
et al. 2011). In contrast, all other studies that included an evaluation reported positive
responses to FPDR practices from staff (Boyd & White 2000; Meyers et al. 2000;
Mangurten et al. 2006; Basol et al. 2009; Feagan & Fisher 2011; Curley et al. 2012; Lowry

2012) and from family members (Pasquale et al. 2011).

The most positive evaluation was presented by Lowry (2012) who explored the attitudes
of US emergency nurses. A written policy had existed in this setting since 1992 and,
according to Lowry (2012), nurses in this study described a degree of comfort with FPDR
that had not previously been reported in the literature. It was concluded that the policy
on FPDR seemed to be learned and accepted more by modelling than by nurses’
familiarity with the protocol, and current practices suggested that acceptance of FPDR by

nurses was positively affected by long-term participation (Lowry 2012).

Practices around FPDR within units that did not have a formal policy varied widely and
there were often conflicting views between staff within the same healthcare setting.
Knowledge deficits about current policies and practices were also evident. Some
healthcare settings without a policy reported that their standard practice was not to
practice FPDR (Bassler 1999; Kotkis & Tabak 2008; Itzhaki, Bar-Tal & Barnoy 2011; Al-
Mutair, Plummer & Copnell 2012). However, actual practice did not always comply with
this unofficial policy. For example, Al-Mutair, Plummer & Copnell (2012) reported that
usual practice was not to implement FPDR and yet 55.3% of the nurses in this Saudi
Arabian study claimed past experience with FPDR. Similarly, usual practice in a US ED was
not to implement FPDR and yet seven of the ten parents interviewed for this study had

been present at their child’s resuscitation (McGahey-Oakland et al. 2007). These findings
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indicate that wide variations in practice can occur in the absence of clear policies and

guidelines.

At times, staff claimed to be working under policies that did not exist (Demir 2008;
Mortelmans et al. 2009; Tomlinson et al. 2010), while others reported practicing FPDR in
the known absence of policies or guidelines (Hallgrimsdottir 2000; Badir & Sepit 2007;
Madden & Condon 2007; Twibell et al. 2008; Kianmehr et al. 2010; Tomlinson et al. 2010;
Nykiel et al. 2011). One ED department went further to implement standardised FPDR
practices despite the absence of a formal policy, providing a support person for family
members who wished to remain present and offering the services of a social worker and

chaplain if desired (Weslien et al. 2006).

More than half of the primary studies included in this preliminary review did not mention
whether the study setting had a formal policy (refer to appendix 4, page 255), yet most
participants reported previous experience with FPDR. Instead of a policy, several studies
mentioned current standard practices that included the following; FPDR not being offered
in an Australian ED (Holzhauser & Finucane 2008); FPDR being occasionally practiced in a
Turkish ED (Yanturali et al. 2005); nurses deciding who should or should not be present in
a multiple specialty setting in the US (Knott & Kee 2005); asking relatives to sit in the
‘relative waiting room’ in an Australia ED (Holzhauser, Finucane & De Vries 2005),
excluding FPDR in a Saudi Arabian hospital (de Beer & Moleki 2012), and highlighting that
the concept of FPDR was novel in eight West Indian EDs (Mahabir & Sammy 2012).

It appears that many health professionals are practicing FPDR in the absence of formal
policies - or with limited knowledge of relevant policies and procedures when they do
exist. Given that the existence of formal written policies has been recommended as an
important facilitator for the implementation and consistent practice of FPDR (Jarvis 1998;
Meyers et al. 2000; MaclLean et al. 2003; Fein, Ganesh & Alpern 2004; Knott & Kee 2005;
Lam et al. 2007; Madden & Condon 2007; Fallis, McClement & Pereira 2008; Zakaria &
Siddique 2008; Bassler 2009; Fernandez et al. 2009; Hallgrimsdottir 2000; McClement
Fallis & Pereira 2009; Tomlinson et al. 2010), the scant attention paid to policy existence,

development, implementation and evaluation in the literature needs to be redressed.
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In addition, we have a limited understanding of resuscitation outcomes between health
care settings with or without supporting FPDR policies. A recent US study (Goldberger et
al. 2015) reported no statistically significant differences in resuscitation outcomes and
processes of care in hospitals with and without policies. However, the authors concluded
that further research is needed to measure the direct impact of FPDR on processes and

outcomes, and on patients and their families.

Pre-requisites for family presence during resuscitation

The decision to practice FPDR was often based on a series of pre-requisites. The following
six requirements (separately or in various combinations) were integral to the decision-
making process for many health professionals; irrespective of country, profession or

healthcare setting.

1) Support person

2) Case-by-case approach

3) Special allowances for a child
4) Level of invasiveness

5) Family request to be present

6) Personal beliefs and preferences

Support person

The most common pre-requisite was availability of a family support person to provide
comfort, support and information about ongoing interventions and patient progress (Back
& Rooke 1994; Chalk 1995; Jarvis 1998; Hallgrimsdottir 2000; Grice, Picton & Deakin 2003;
Maclean et al. 2003; Booth, Woolrich & Kinsella 2004; Fein, Ganesh & Alpern 2004; Gold
et al. 2006; Badir & Sepit 2007; Fulbrook et al. 2007; Perry 2009; Koberich et al. 2010;
Oman & Duran 2010; Gordon et al. 2011; Kosowan & Jensen 2011; Al-Mutair, Plummer &
Copnell 2012; Leung & Chow 2012; Lowry 2012; Hayajneh 2013; Chapman et al. 2014;
Chew & Ghani 2014; Taraghi et al. 2014; Zavotsky et al. 2014). Similarly, some studies
reported a very strong hypothetical level of support for FPDR if a support person was
available (Back & Rooke 1994; Chalk 1995; Grice, Picton & Deakin 2003; Fein, Ganesh &
Alpern 2004; Kosowan & Jensen 2011; Al-Mutair, Plummer & Copnell 2012; Porter,
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Cooper & Taylor 2015), with several studies concluding that for FPDR to be successful, a

support person must be available (Knott & Kee 2005; Davidson et al. 2011).

Further highlighting the importance placed on the availability of a support person, the
absence of a support person was commonly cited as a reason not to practice FPDR (Back
& Rooke 1994; Booth, Woolrich & Kinsella 2004; Fulbrook et al. 2007; Fernandez et al.
2009; Lowry 2012; Chapman et al. 2014). In addition, an awareness of the support role
has been shown to increase support for FPDR (Fernandez et al. 2009), even when the
majority of staff are not supportive of FPDR (Leung & Chow 2012), once again stressing
how vital this role is for future planning and implementation of FPDR policies and

practices.

Case-by-case approach

An individualised, case-by-case approach was seen as vital by some staff, with FPDR
practices depending on the family and the circumstances (Back & Rooke 1994;
Timmermans 1997; Meyers et al. 2000; MacLean et al. 2003; Fein, Ganesh & Alpern 2004;
Gold et al. 2006; Duran et al. 2007). Specific considerations included; the ability of family
members to decline presence, being able to remove family members from the room if
necessary, having only a pre-determined number of family in the room, ensuring staff
were adequately trained and that a pre-defined definition of ‘family member’ is set (Back
& Rooke 1994; Fein, Ganesh & Alpern 2004). Some health professionals highlighted the
importance of a ‘controlled environment’ in order to practice FPDR (Redley & Hood 1996;

Lam et al. 2007), where staff perceived they were in control of the situation.

A study involving ED nursing and medical staff in the US and Germany reported that if
staff made the decision to practice FPDR, the family member needed to be ‘fully present’
and not ‘peeking around the door’ (Timmermans 1997). Timmermans (1997) further
argued that if health professionals take a holistic view of resuscitation, family members
can potentially become active participants where they care about the patient with the
staff instead of being cared for by the staff. A holistic view of resuscitation would allow
recognition that death is a likely but not necessarily ‘bad’ outcome. In other words, the
resuscitation can be viewed as a ‘success’ even if the patient dies — as long as staff also

cared for the family. However this cannot occur without policies and guidelines
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supporting a consistent approach to FPDR across health care settings, and across

professional disciplines.

Special allowances for a child

There was commonly a higher level of support for FPDR if the patient was a child (Back &
Rooke 1994; Booth, Woolrich & Kinsella 2004; Knott & Kee 2005; Mortelmans et al. 2009;
Chapman et al. 2014; Porter, Cooper & Taylor 2015). Reasons for this included parents
already being in the room and thus invited to stay (Knott & Kee 2005), or because staff
made special allowances, believing parents have a right to stay with their children (Knott
& Kee 2005; Chapman et al. 2014). However, some health professionals argued that
parental presence should be used as an example to encourage FPDR for all age groups

rather than singling out a particular cohort (Chapman et al. 2014).

In contrast, several studies found no difference in levels of support for FPDR between
adults and children (Baumhover & Hughes 2009), or found health professionals were less
likely to practice FPDR if the patient was a child (McClenathan, Torrington & Uyehara
2002; Kianmehr et al. 2010). Researchers from the latter study explained this finding as a
lack of experience with children among participants. However, low support rates overall
in this study indicated that this population was not comfortable with FPDR for patients of

any age (Kianmebhr et al. 2010).

Perceived level of invasiveness

The perceived level of invasiveness was a consideration for some staff when deciding
whether to practice FPDR. Support was found to decrease as the level of invasiveness
increased (Beckman et al. 2002; Fein, Ganesh & Alpern 2004; Bradford et al. 2005;
Egemen et al. 2006; Ong, Chung & Mei 2007; Curley et al. 2012; Lowry 2012). In contrast,
one study that compared attitudes and beliefs of health professionals in an Asian ED with
those of the general public found conflicting views (Ong, Chung & Mei 2007). While 93.9%
of health professionals thought FPDR should only be implemented once all invasive
procedures were completed but before the resuscitation stops, 59.3% of the general
public thought FPDR should be practiced as soon as the patient enters the resuscitation
room and 35.2% thought FPDR should occur once all invasive procedures have finished

but before resuscitation stops (Ong, Chung & Mei 2007). This represents a significant
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divergence between staff views and those of (potential) family members that would be

useful to explore further.

Family request to be present

Family member requests for FPDR were shown to impact staff practice to varying
degrees. Some health professionals were more likely to practice FPDR if a family member
asked to be present (Jarvis 1998; Hallgrimsdottir 2000; Grice, Picton & Deakin 2003;
Chapman et al. 2014), while for others, family requests did not significantly impact clinical
practice (Egemen et al. 2006). In one study, ‘family request’ was listed as a reason to
practice FPDR, with the majority of nurses (64%) believing family were best placed to

decide whether or not they wished to be present (Chapman et al. 2012).

For some health professionals, their decision to agree to requests for FPDR was linked to
their existing support for the practice (Chapman et al. 2014). In some cases, they were
influenced by family requests to remain in the resuscitation room but also highlighted

that different family preferences must be respected (Chapman et al. 2014).

Personal beliefs and preferences

The influence of personal values and preferences was found to potentially impact
decision-making around FPDR in several studies, from a variety of healthcare settings and
professions. Some ED staff agreed that differences in attitudes, personality and personal
preferences had the potential to cause conflict between resuscitation team members and
in turn affect implementation of FPDR practices and policies (Helmer et al. 2000; Yanturali
et al. 2005; Gordon et al. 2011). While staff with a personal preference for having their
own family present if they needed resuscitation were more likely to perceive greater

benefits and fewer risks associated with FPDR (Chapman et al. 2012)

At times, the same concept was seen as positive by some staff and as negative by others.
For example, some health professionals thought that ‘humanising’ the situation by
practicing FPDR was helpful and rewarding, while others believed it was harder because
they preferred to place ‘a little distance’ between themselves and the patient to facilitate

‘going through the motions’ (Davidson et al. 2011). These findings suggest that individual
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value systems may have an important impact on FPDR practices which warrants further

examination.

Measured effects of family presence during resuscitation

There have been a multitude of descriptive studies examining the perceived effects of
FPDR on the performance and wellbeing of health professionals and on the wellbeing of
family members. Yet, very few studies have attempted to measure the effects of FPDR on
these key groups in an acute healthcare setting. A recent randomised controlled trial in
France evaluated the psychological consequences for family members who were offered
FPDR in the pre-hospital setting (Jabre et al. 2014). Those who were not offered FPDR
developed post-traumatic stress disorder-related symptoms more frequently than those
who were. In addition, major depressive episodes were significantly higher among family
members who were not offered FPDR than those who were. Jabre et al. (2014) concluded
that at one year after the resuscitation event, psychological benefits had persisted for

family members who were present during resuscitation.

In an acute care context, only three studies included in this review measured and
compared the psychological impact of FPDR on family members who were or were not
present at their loved one’s resuscitation (Robinson et al. 1998; Compton et al. 2011;
Pasquale et al. 2011), with varying results. Robinson and colleagues (1998) found that
family members who were present reported no adverse psychological effects. None had
been scared or had to leave the resuscitation room, and seven of the eight family
members said their grief had been eased by sharing those last moments with their
relatives. Overall at 3 and 9 months the median scores for anxiety, depression, intrusive
imagery, post-traumatic avoidance behaviour and grief were lower in the group who were
present than in the absent group (Robinson et al. 1998). In contrast, Compton et al.
(2011) and Pasquale et al. (2011) more recently reported that anxiety, satisfaction and
well-being were not statistically different between family members who were or were not
present. However, like Robinson and colleagues, they did not report any adverse effects

in the groups that experienced FPDR.

Each of the acute care setting studies outlined above used different tools to measure and

evaluate the psychological effects of FPDR, making it difficult to compare results. In
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addition, all three studies had limitations, such as small sample sizes and incorrect
randomisation procedures because some staff were so convinced of the benefits, they
invited family members to be present even when randomised into the absent groups. In
some cases, successful resuscitations were excluded from the study due to the
guestionnaire being deemed inappropriate. The views of this group were therefore not
known and would have been a valuable comparison (Robinson et al. 1998). In another
study, most resuscitation patients died and the overall effect of FPDR may have been
different had more patients survived (Pasquale et al. 2011). Despite their limitations,
these studies offered a direct comparison of the psychological effects of actual, rather
than hypothetical, experiences. The studies found no significant differences between
family members who were present and those who were absent. One study went further
to state median scores for anxiety, depression, intrusive imagery, post-traumatic
avoidance behaviour and grief were lower for family members who were present than

those who were absent (Robinson et al. 1998).

Findings reported from studies measuring the effects of FPDR are in direct contrast with
common perceptions about FPDR. For example, many health professionals have reported
concerns that family members will suffer negative psychological effects, and they often
cite these perceptions as a reason to justify not practicing FPDR. Further research is
needed to measure the effects of FPDR on everyone involved so that researchers and
policy makers have a better understanding of the benefits and risks of this practice for

family members and health professionals.

While little attention has been paid to measuring the effects of FPDR on health
professionals, their perceptions have been measured using several tools developed
primarily for that purpose; the Family Presence Risk-Benefit Scale and the Family Presence
Self-Confidence Scale (Twibell et al. 2008; Chapman et al. 2012). There was a significant
positive correlation between the perception of more benefits and fewer risks, and more
self confidence in the ability to manage FPDR. In addition, participants who reported a
higher education level, a certified clinical specialty and greater experience in inviting FPDR
were significantly more likely to perceive more benefits and fewer risks and more self-

confidence.
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The few studies that have measured the effects on health professionals reported similar
findings that indicate FPDR does not significantly increase stress levels or negatively
impact performance. Researchers in the UK who examined perceived symptoms of stress
among ED staff did not find large differences between those who did and those who did
not have family present during resuscitation (Boyd & White 2000). However, these
researchers used a stress management scale alone and did not ask staff if they felt
stressed in order to triangulate findings. Nor did they state how long after the arrest the
questionnaire was completed, and the stress response could have been from the physical
exertion of the resuscitation rather than just from the emotional aspects of the
resuscitation. Further studies measuring the psychological impact of FPDR are needed,

using mixed methods in order to triangulate findings.

Interrupted care (i.e. care being interrupted by a disruptive family member) is a
commonly cited barrier and is used as a rationale to not practice FPDR. However, the
limited research on interrupted care indicates that, contrary to common fears, FPDR can
be practiced successfully with no interruptions and without negatively affecting patient
care if protocols exist to support and guide practice (Mangurten et al. 2006). In addition,
simulated trials have shown that even when a family member is present and displaying
overt grief reactions, staff performance is not negatively impacted (Fernandez et al.
2009). While the simulated nature of the latter scenario reduces the emotional impact of
FPDR, it could be a useful way to provide realistic education and preparation of health

professionals for the introduction of a standardised protocol.

Barriers to family presence during resuscitation

Multiple barriers have been identified over the past few decades, including fear of
litigation and concerns that family members could become disruptive and interrupt care.
However, there are no documented cases of related litigation and few cases where care
has been interrupted. Many of the reported barriers outlined in Table 2 (page 33) are
perceived rather than drawn from observation of actual events, and further research is
needed to investigate the source of these perceptions. In addition, many of these barriers
were reported by health professionals who have not experienced FPDR, leading to the

identification of hypothetical barriers. Further, the quantitative design of most FPDR
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studies provided varying pre-determined barriers for participants to agree/disagree with,
which does not allow for an in-depth exploration of how and why these barriers are

experienced, or their subsequent impact on clinical practice.

Table 2: Perceived barriers to FPDR affecting health professionals

Barriers relating to staff Studies
Fear of litigation 49
Family member could interfere, argue, be disruptive, interrupt care 43
Increased stress and emotional trauma for staff 40
Team/staff performance could be negatively affected 37
Resuscitation may be prolonged, difficulty stopping resuscitation 25
No support person available, not enough staff 22
Performance anxiety, difficult to concentrate or make decisions 20
Space limitations 20
Staff reluctance to practice FPDR 11
Staff worried they may say something inappropriate 10

Staff worried about being seen as inexperienced, doing something wrong

8
May inhibit communication between team members 7
May affect staff training opportunities 7

6

Staff focus distracted from patient to the family member

Bibliographic details for all studies in this table can be found in Appendix 5 (see page 257)

The most commonly reported barriers potentially affecting both patients and family
members (which were mostly identified by health professionals) were that FPDR would
be too distressing or traumatic, and concerns about patient confidentiality (refer to Table
3 on page 34). However, it is important to note that many of these potential barriers were
challenged by the studies discussed in the previous section that measured the effects of

FPDR.
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Table 3: Perceived barriers to FPDR affecting patients / family members

Barriers affecting patients Studies
Concerns about confidentiality 14
Concern for patient privacy, dignity 10
Staff believe FPDR not beneficial to patient 7
No consent from patient 3

Barriers affecting family members

Too distressing, traumatic for family members 47
Staff worried family member may not understand CPR, consider it offensive or chaotic 20
Potential long term psychological effects 15
Unpleasant or traumatic memories, bad last impression of the patient 11
Family member may panic 3
Family member does not ask to be present 1
Family do not arrive in time to be present 1

Bibliographic details for all studies in this table can be found in appendix 5 (see page 257)

Facilitators and benefits of family presence during resuscitation

The most significant facilitators to the implementation and consistent application of FPDR
practices were the availability of a family facilitator or support person, existing policies,

and staff education and support (refer to Table 4).

Table 4: Perceived facilitators of FPDR

Facilitators to FPDR Studies
Family facilitator / support person 22
Existing policies, guidelines and conditions 14
Staff education and support 11
Previous experience with FPDR 4
Consensus among staff 2

Bibliographic details for all studies in this table can be found in appendix 6 (see page 260)

Alongside the barriers previously outlined, FPDR was also viewed as beneficial for family
members, patients and health professionals. The most commonly reported benefit was
allowing family members to see everything possible was done for the patient and
facilitating the grieving process. FPDR was also seen to benefit the patient by allowing
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family members to provide support and advocacy for their loved one, and by humanising
the patient. An increased bond between staff and family was also seen as an important
benefit, alongside an enhanced level of communication. A summary of the perceived

benefits of FPDR is presented in Table 5.

Table 5: Perceived benefits of FPDR

Benefits for Patients Studies

Family member can provide support to patient 8
Personalises, humanises the patient
FPDR is beneficial for the patient

Family member can advocate for the patient

= N b~ O

Provides holistic care

Benefits for Family Members

Help family member with the grieving process 34
Help family member know/see everything was done 32
Family member can share last moments with loved one 14
Closure for family member, ability to say goodbye, helps them accept the death 13
Prevents a distorted image of CPR, allows a more realistic view 11
Staff can provide support to family member

Family member can be informed of patient progress
Can decrease family member anxiety

Helps family member to adjust to the illness

Enables family member to give last religious rites

Decreases fear of the unknown

R NN WS 0o

Family member will suffer fewer psychological complications

Benefits for health professionals

Family member more likely to accept treatment withdrawal
Team performance positively affected, improves professional behaviour
Family member more satisfied with care, appreciate staff efforts

Reduces litigation

N U0 oy O O

Easier to tell outcome in the resuscitation room

Benefits for staff and family members

Creates a stronger bond between family member and staff 12
Family member can provide information, help make decisions
Family member included as part of the team

Can enhance communication between staff and family member

Bibliographic details for all studies in this table can be found in Appendix 7 (see page 261)
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DISCUSSION

Many contradictions exist in the FPDR literature. There are varying levels of support for
FPDR between different health professionals, and between health professionals and
family members. In addition, many barriers and facilitators are based on perception
rather than actual events. The influence of personal values and preferences on the
decision to practice FPDR from a variety of healthcare settings and professions also
appears to be an important consideration. Because individual value systems and staff
consensus may have a considerable impact on implementation and adherence to FPDR,
this finding warrants further investigation in order to examine rationales for practice. An
enhanced understanding of rationales and motivators will help identify sound
recommendations for future practice and policy development. Decision-making is
therefore examined in detail from multiple perspectives in this thesis to determine the

factors and perceptions that impact the decision to practice or participate in FPDR.

The existing body of evidence has not adequately documented the level of FPDR policy
implementation around the world. This needs to be addressed given that a significant
facilitator to the implementation and consistent application of FPDR practices are
organisational and structural factors such as the availability of a family support person,
existing policies, and staff education and support. Future research needs to focus on
evaluating and comparing current attitudes and practices in settings that do and do not

have current policies in place.

The majority of published studies have explored FPDR from a health professional
perspective, with a much smaller number focusing on family members and patients. The
most obvious gap is the patient’s voice, which is a particular challenge because of low
survival rates from resuscitation events. Qualitative interviews with surviving patients
would address this knowledge gap and help determine whether they would have wanted
their family members present and why. Given the important role family members play in
their loved ones’ lives, it is also important to consider their current and preferred role in
decision-making around FPDR. Asking family members and patients about their
preferences could also prompt families to discuss FPDR in much the same way they

discuss other end-of-life decisions such as organ donation or advanced directives.
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Finally, it is evident that nurses are more supportive of FPDR than doctors, and that family
members are more supportive of FPDR than health professionals. However, it is unclear
why and to what extent these varying levels of support affect clinical practice. Further
research is needed into rationales for health professionals’ attitudes, preferences and

beliefs, including how they impact decision-making and subsequent FPDR practices.

CHAPTER SUMMARY

This chapter explained and justified the use of literature in this GTM study, provided an
in-depth examination and critique of the published body of evidence and scrutinised past
and present FPDR experiences, attitudes, beliefs, practices and policies in order to
identify gaps and limitations. The aim of this doctoral study was developed in order to
address some of these knowledge gaps and the identification of methodological

limitations enabled selection of the most suitable research design for the current study.

The aim of the study presented in this thesis was to examine factors and perceptions that
impact family presence during resuscitation practices in acute healthcare settings from
the perspectives of health professionals, family members and patients. The following

chapter presents the methodology used to address this aim.

37



Chapter Three: Methodology

CHAPTER OVERVIEW

The purpose of this study was to examine decision-making around family presence during
resuscitation. More specifically, the aim of this study was to examine the factors and
perceptions that impact FPDR practices from the perspectives of health professionals,
family members and patients. Chapter two examined the related literature and identified
many contradictions regarding barriers, facilitators, attitudes and practices. This chapter
details the methodology used for the study. Chapter three begins with a brief overview
and evolution of grounded theory method (GTM) before discussing symbolic
interactionism, social constructionism and constructivism and how they underpin the
chosen methodology. The chapter concludes with a discussion of Charmaz’s constructivist

approach to GTM and how it was applied in this thesis.

The term grounded theory is ambiguous, and is often used interchangeably to signify the
methodology, the method and/or the resulting theory. This thesis therefore uses Bryant
and Charmaz’s (2007a) recommended terms as follows; grounded theory method (GTM) is
used to describe the methodology and research process, while grounded theory is used to

refer to the result of the research process.

GROUNDED THEORY METHOD: ORIGINS AND EVOLUTION

GTM is a research methodology used to create conceptual frameworks or theories
through inductive and abductive data analysis, rather than via hypothetical deductions or
prior assumptions (Glaser & Strauss 1967; Charmaz 2014). In more simple terms, GTM
consists of a set of systematic guidelines for collecting and analysing (primarily)
qualitative data in order to construct theories that are grounded in the data (Glaser &

Strauss 1967).

A key feature of GTM is the concurrent generation and analysis of data, with each
informing and focusing the other; this allows analysis to become progressively more
theoretical as the research progresses (Glaser & Strauss 1967; Glaser 1978; Strauss 1987;

Strauss & Corbin 1990, 1998). Other core tenets of GTM include theoretical sampling,
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constant comparison of data to theoretical categories, writing theoretical memos and a
focus on the development of theory through the theoretical saturation of categories
rather than through substantive verification (Hood 2007). The fundamental processes of

GTM are discussed in detail in chapter four.

At its core, GTM aims to understand behaviour and meanings participants give to their
experiences in a particular setting (Glaser 1978). GTM can provide a behavioural
perspective, enable explanation (and sometimes prediction) of behaviour, and facilitate
the development of conceptual understandings that can be applied in practical situations
(Glaser & Strauss 1967). The use of GTM allows the researcher to move beyond
exploration and description of a phenomenon to the generation of a conceptual theory
that explains the phenomenon from the perspective and in the context of those who

experienced it (Birks & Mills 2011).

GTM was originally described by sociologists Glaser and Strauss (1967) following their
collaborative research with Nurse Jeanne Quint (now Benoliel) examining the experience
of patients dying in hospital (Benoliel 1996). Benoliel’s collaboration with Glaser and
Strauss demonstrated the usefulness of conceptualising issues in clinical practice settings
and explicating their significance (Quint 1967). Glaser and Strauss’s (1967) seminal text
The Discovery of Grounded Theory described a set of procedures they used to generate
theory from empirical data. Their three other texts, Awareness of Dying (Glaser & Strauss
1965), Time for Dying (Glaser & Strauss 1968) and Status Passage (Glaser & Strauss 1971)
completed their ‘complex methodological mix’ of grounded theory methods which were
viewed by many as a way to formalise qualitative research methods (Bryant & Charmaz

2007b, p. 31).

Glaser and Strauss’s early works challenged many widely held beliefs of the time including
views that qualitative research was merely a forerunner to more ‘rigorous’ quantitative
methods, and that qualitative methods were unsystematic and impressionistic (Birks &
Mills 2011). Glaser and Strauss also contested assumptions that qualitative research was
unable to contribute to theory development and offered systematic strategies for

qualitative research practices (Birks & Mills 2011).
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In their original collaboration, Glaser and Strauss (1967) introduced a general
comparative method that continuously and systematically compared data with emerging
concepts using simultaneous data collection and analysis. The most basic processes that
established the foundation for category building were coding and the constant
comparison of data, codes and emerging categories. Two basic rules of category building
were outlined in Glaser and Strauss’s seminal text that according to Kelle (2007, p. 193),
remain integral to category building in GTM research; 1) categories should emerge from
the data during analysis rather than being forced onto the data from pre-existing sources,
and 2) the researcher must employ theoretical sensitivity (theoretical sensitivity is

detailed in chapter four).

Soon after the publication of their final collaborative text, Glaser and Strauss adopted
diverging approaches that reflected their respective theoretical and epistemological
beliefs. In keeping with his rigorous quantitative training at Columbia University, Glaser’s
objectivist approach (Glaser 1978, 1998, 2001) emphasised positivism and researcher
neutrality while aiming for abstract generalisations irrespective of time, place or
individual experiences. In other words, Glaser’s objectivist GTM assumed that a neutral
observer can discover data in an external world that can be kept completely separate
from the researcher’s values, past experiences, tacit assumptions, status or the setting. In
contrast, Strauss’s Chicago school heritage and roots in pragmatism and symbolic
interactionism led to the development of an approach that considered human agency,

social and subjective meanings and the study of action (Strauss & Corbin 1990, 1998).

The most noted difference between Glaser and Strauss’s diverging approaches was their
method of coding and theory construction. Glaser placed greater focus on emergence and
theoretical sensitivity. He presented the ideas of theoretical coding and coding families,
where researchers have a variety of theoretical concepts at their disposal that allow them
to structure the developing categories and the emerging theory (Glaser 1978). Strauss
instead recommended that the most important categories should be developed and
related to each other using a paradigm model of human action and interaction (Strauss

1987). Later, Strauss and Corbin (Strauss & Corbin 1990, 1998) developed a prescriptive
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coding paradigm that included axial coding and the coding matrix, which they believed

helped structure the data and clarify relationships between categories.

In their original text, Glaser and Strauss (1967) invited researchers to use GTM strategies
flexibly and develop their own versions of the methodology. Consequently, other
researchers have modified GTM in order to use it from a variety of epistemological
positions and perspectives (Charmaz 2006; Mills, Bonner & Francis 2006b; Bryant &
Charmaz 2007b). One of the leading experts who developed a constructivist approach to

GTM is Kathy Charmaz.

The following section discusses the theoretical and epistemological perspectives that
underpin a constructivist approach to GTM, which includes symbolic interactionism and
social constructionism. The chapter then introduces Charmaz’s constructivist GTM, and
describes the relationship between constructivist GTM, symbolic interactionism and social
constructionism. This chapter concludes with a critique and defence of Charmaz’s

constructivist GTM and discussion of how the method was applied in this thesis.

THEORETICAL PERSPECTIVES

The theoretical perspective of a study is the philosophical stance that informs the
methodology and in turn provides a context for the research process, including its logic
and criteria (Crotty 1998, p. 3). Symbolic interactionism is a theoretical perspective that
informs a range of methodologies, including GTM (Annells 1996; Crotty 1998; Clark 2005;
Charmaz 2006; Bryant & Charmaz 2007b; Holton 2007; Aldiabat & Le Navenec 2011;
Charmaz 2014).

Symbolic interactionism is an approach to understanding and explaining human society,
while constructionism and constructivism are epistemologies that embody many
theoretical perspectives, including symbolic interactionism (Crotty 1998). Epistemology is
the theory of knowledge embedded in the theoretical perspective and therefore in the
methodology (Crotty 1998), and is a way of explaining and understanding how we know
what we know and the nature of the relationship between the knower and would-be-

knower (Denzin & Lincoln 2008).

41



CHAPTER THREE: METHODOLOGY

The theoretical perspective then is a way of looking at the world and making sense of it,
and involves knowledge and an understanding of what is entailed in knowing — in other
words, ‘how we know what we know’ (Crotty 1998, p. 8). The connection between the
research methodology, epistemology and the underlying philosophy is the balance
between what a researcher wants to understand, what exists, and what can be known

(Higgs, Horsfall & Grace 2009).

It is inevitable that researchers will bring personal assumptions to their chosen research
methodology, and it is important for the integrity of the research to explain and justify
these assumptions. Crotty (1998) contends that by elaborating our theoretical
perspectives we can clarify assumptions embedded in our view of the human world, the
social life within that world, and how we generate meaning from them. Symbolic
interactionism deals directly with these issues and according to Crotty (1998) is a
theoretical perspective that can explicitly ground our assumptions about the human

world and social life within that world.

The following section presents a discussion on symbolic interactionism; including a brief
history, core premises, the nature of human society and social interaction, human and
collective action, and pragmatism. This is followed by a critique and defence of symbolic

interactionism.

SYMBOLIC INTERACTIONISM

History of symbolic interactionism

Symbolic interactionism is both a theory of human behaviour and an approach to
inquiring about human conduct and group behaviour (Annells 1996). Symbolic
interactionism suggests that the mind and self are social products and that people
structure their extended world through their perceptions and interpretations of what
they believe the world to be as they interact with others around them (Meltzer, Petras &
Reynolds 1975; Bulmer 1979). Central to symbolic interactionism is the view that we
construct our own and other’s identities through our everyday encounters with each

other in social interaction (Burr 2003, p. 13).
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Many prominent scholars including Cooley, James, Dewey and Darwin contributed to the
intellectual foundations of symbolic interactionism. However, what we know today as
symbolic interactionism is said to originate from the thoughts of social psychologist
George Herbert Mead, who was influenced by pragmatist philosophers of the time - in
particular John Dewey (Blumer 1969; Crotty 1998; Barkway 2001; Jeon 2004). Mead’s
(1962) basic tenet was that we define our self through social roles, expectations and

perspectives imposed on that self by society and the people within society.

Symbolic interactionism was named and further advanced by social constructionist
Herbert Blumer in 1937. According to Blumer (1969), Mead’s contribution to symbolic
interactionism was primarily philosophical and lacked an explicit theoretical framework of
human society. Blumer claimed to be more concerned with developing symbolic
interactionism as a sociological theory and research approach and built on Mead’s work
by explicating some of his central ideas. More specifically, Blumer (1969, p. 6) posited
that symbolic interactionism was grounded on ‘root images’ that depict the nature of
human groups and societies, social interaction, objects, the human being as an actor,
human action and the interconnection between the lines of action. Together these root
images represent the way symbolic interactionism views human conduct and society
(Blumer 1969). These issues will be discussed in more detail; but first it is necessary to
consider the core premises of symbolic interactionism before they can be applied to

understanding social reality.

Core premises of symbolic interactionism

While refining and extending the theory of symbolic interactionism, Blumer (1969)
contended that the central issues of symbolic interactionism were ‘rooted’ in Mead’s
basic tenets of ‘I', ‘Me’, and ‘Self’, and the inner conversations that occur between them
during social interaction. Blumer (1969, p. 2) therefore centralised the concept of self
within his vision of symbolic interactionism and proposed three fundamental premises to

explain social reality:

1) People will act toward things (people, objects, situations, institutions) depending
on the meaning those things have for them.

2) The meanings of things arise from social interactions between people.
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3) These meanings change through interaction with self and others, which in turn
influences further interactions. People use an interpretive process to direct and

modify the meanings as they interact with the objects they encounter.

Blumer (1969) acknowledged that the first premise is not exclusive to symbolic
interactionism, but believed the second premise concerning the source of meaning is
unique to the theory. Symbolic interactionism differs from other ways of accounting for
meaning such as intrinsic meaning; i.e. the objective/realistic perspective that a chairis a
chair and that people merely need to recognise the meaning that is inherent in the ‘thing’
(Blumer 1969). In contrast, symbolic interactionism sees meaning as originating from the
process of interaction between people. Interactionists believe the meaning of things is a
social construct and grows from the ways in which other people act toward the person

with regard to the thing (Blumer 1969).

The third premise further differentiates symbolic interactionism - where the use of
meaning by a person in action involves an interpretive process, and that meanings change

through interaction. During this interpretive process;

The actor selects, checks, suspends, regroups, and transforms the meaning in the
light of the situation in which he is placed and the direction of his action.
Accordingly, interpretation should not be regarded as a mere automatic
application of established meanings but as a formative process in which meanings
are used and revised as instruments for the guidance and formation of action. It is
necessary to see that meaning play their part in action through a process of self-

interaction (Blumer 1969, p. 5).

Put more simply, Blumer argued that the meanings things (people, objects, situations,
institutions) have for individuals are central to our understanding of social reality,
including the nature of human society, social interaction, and human and collective

action.

The nature of human society and social interaction

A symbolic interactionist society exists in the minds of individual people who belong to
that society (Meltzer, Petras & Reynolds 1975). From Blumer’s (1969, p. 4) symbolic

interactionist perspective, meaning does not emanate from the things people come into
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contact with, but rather is brought to the thing by the person for whom the thing has

meaning.

According to Blumer (1969) human society consists of people interacting with each other;
of people engaged in action either singly or collectively, and sometimes acting on behalf
of groups or organisations. Both society and individuals are said to arise from interaction
between people through the use of symbols that have meaning for people (Burr 2003).
People must interpret these symbols, including what others are doing or planning to do,
and modify their own actions in order to fit their activity in some way with others (Blumer

1969).

The symbols, objects and meanings at the core of each society are continuously being
reproduced by its members and reflected in that society’s ways of thinking, talking and
acting (Shalin 1991). Society is therefore seen as the emergent expression of both the
individual and society in a constant state of instability and change (Shalin 1991), and
influenced by the contextual meanings and perceptions of the people in that society
(Byrne & Heyman 1997). Further, the individual and society are inextricably linked and
can only be expressed in relation to each other (Shalin 1991). In other words, the
individual is both the cause and the effect of society as a whole and both are continuously

emerging.

It is important for interactionist researchers to understand that the indeterminacy of
social reality is not merely a sign of confusion in individuals’ minds, but that significance
and meaning are inherently uncertain features in human interactions (Shalin 1991). In
essence, people within society are continuously engaged in a process of fitting their
actions into what they and their particular society deem appropriate in a particular
situation, setting, time or context. Shalin (1991) considers ambiguity, uncertainty and
indeterminacy valuable for encouraging people to face ever changing demands without
losing their sense of human autonomy. He believes this root image of semi-ordered chaos
can draw a researcher’s attention to hidden agendas that people rely on to sustain the
appearance of order and structure. As a result, researchers using an interactionist
approach can analyse not only ‘rule bound’ behaviour but also the ongoing process of

negotiations and conflict related to organisational practices and policies. Blumer (1969)

45



CHAPTER THREE: METHODOLOGY

also gave consideration to societal rules when he emphasised that people interact in
diverse and varying forms including with cooperation, conflict, tolerance, indifference,
and by either upholding or breaking societal rules. The activity of others can therefore
become either a positive or negative influence that compels people to review, intensify or

discontinue their own actions as a result.

A crucial tenet of symbolic interactionism then is that human groups exist in action, and
that they must be seen in terms of their action. In order to analyse and change social
action it is therefore necessary to observe the process by which it was constructed
(Blumer 1969). Researchers seeking to examine social structures such as roles and status
must examine these in terms of how people act toward each other, both as individuals

and as groups.

The nature of human action and collective action

Individual human action consists of a person identifying and interpreting the things
around them and acting based on their interpretations. As a result, individuals live in a
world that they must interpret in order to act upon rather than merely respond
instinctively to (McCall & Simmons 1966; Blumer 1969; Meltzer, Petras & Reynolds 1975).
According to Mead (1962) people are acting beings by virtue of possessing a self - able to
be an object of their own action by seeing themselves from the outside. This is only
possible by placing themselves in the position of others and viewing or acting toward
their own self from that position (Blumer 1969). While the self emerges in the context of
social interaction, society emerges through joint action. Blumer (1969) contended that
examination of joint action allows the symbolic interactionist to examine the interaction

that comprises and maintains social arrangements.

Blumer (1969) defined collective action as the behaviours of groups, institutions and
organisations where the individuals within those groups fit their actions to one another.
Collective action occurs through an interlinkage of the separate acts of individuals and
must undergo a constant process of formation even if the action appears well
established. For example, a health care protocol that seems fixed and stable only appears
that way because the everyday actions of health professionals are defined, interpreted

and consciously acted upon within the group in order to construct the observed stability.
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However, if that protocol was re-interpreted (for example if someone questions a
particular way of doing something) this opens up the possibility of examining ways in

which the group can change their ideas and in turn their actions.

Because symbolic interaction stresses the ongoing influence of socialisation, it was
important for this thesis to consider how interactions with other group members can
contribute to an individual’s beliefs, attitudes and behaviours (Byrne & Heyman 1997).
Health professionals are often influenced by information obtained through professional
training and socialisation that occurs in the workplace setting. They can therefore both

create and be influenced by a culture that defines their practice.

Pragmatism and symbolic interactionism

During the formulation of the core premises of symbolic interactionism, both Mead and
Blumer were said to be strongly influenced by pragmatist philosophy (Blumer 1969;
Crotty 1998; Grbich 2010). The underpinning philosophies of pragmatism are similar to
those of symbolic interactionism. A general pragmatic notion shared by symbolic
interactionists is that knowledge resides in human action (Barbalet 2009). At its core,
pragmatists believe the truth or meaning of ‘something’ lies more in its observable

practical consequences than its theoretical or abstract meaning.

According to Charmaz (2014) pragmatism is a philosophical tradition that views reality as
indeterminate, fluid and open to multiple interpretations by people who are active and
creative. In pragmatism, meanings emerge through practical actions performed to solve
problems and it is through these actions that people come to know the world.
Pragmatism is compatible with relativity, provisional truths and multiple realities
(Charmaz 2014). These multiple realities must then be interpreted by a ‘thinking agent’
(person) who has the power to convert an unspecified reality into a determinate one —
something that person is only able to do because they are an active being (Shalin 1986).
In other words, pragmatist philosophy deems that individuals continuously adapt to their
environment, change their actions to meet the demands of the situation and transform

the situation to satisfy their practical needs.
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Pragmatic and symbolic interactionist philosophies were important considerations during
the exploration of decision-making in family presence during resuscitation. The
examination of multiple meanings and perspectives within a dynamic health care
environment, as well as issues regarding subjective experiences, agency and institutional
culture fit within a philosophical framework that acknowledges a symbiotic relationship

between knowledge and action.

Critique and defence of symbolic interactionism

Symbolic interactionism, particularly in its classic form, has attracted criticism by some
scholars for ignoring influences such as institutions, class, power and culture (Biddle 1986;
Stryker 1987; Fine 1993; Annells 1996; Snow 2001; Salvini 2010). Critics have warned that
such omissions can produce a distorted view of social reality (Annells 1996) and
significant bias (Stryker 1987). Snow (2001) believes it was Blumer’s primary focus on
meaning and interpretation that deflected attention from the issues outlined above.
However, Fine (1993) argues that criticisms of symbolic interactionism as a micro-
sociological perspective - with no interest in structure or belief in power of organisations
and institutions - is misleading. Fine (1993) contends that Blumer’s (1969) inclusion of
‘acting units’ in addition to ‘actors’ in his writings demonstrated a balance between the

structure and agency underpinning Blumer’s interactionist approach to social order.

Fields, Copp and Kleinman (2006) also highlighted criticisms relating to what some have
called a ‘micro’ focus in symbolic interactionism. Fields and colleagues were referring to
what they saw as Blumer’s resistance to using social institutions as units of analysis in
favour of exploring the collective action of people who reproduce these institutions.
Blumer (1969) did this in order to increase understanding of the conditions that support
the continuation of these institutions and the everyday lives of people associated with
them. However Fields, Copp and Kleinman (2006, p. 159) claim that other interactionists
have been able to successfully apply the principles of symbolic interactionism to explore
both the ‘upward’ impact of individuals on social structures and the ‘downward’ influence
of culture, structure, and social institutions. Symbolic interactionism is therefore able to

highlight individual accountancy and agency while also addressing structural, cultural and
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material conditions as people experience and reproduce them in their every-day lives

(Fields, Copp & Kleinman 2006); all important considerations for this thesis.

The following section provides an in-depth discussion of the epistemological
considerations for this study including realism and relativism, constructionism and

constructivism, and the nature and construction of knowledge and meaning.

EPISTEMOLOGY

Realism and Relativism

The status of reality and truth are often discussed in a ‘realism versus relativism’ debate
(Crotty 1998; Burr 2003). Realism posits the existence of an external world independent
of human interpretation (Burr 2003), while relativism maintains that because there are
multiple realities, there are multiple interpretations of those realities that can be judged
only in relation to each other and not by comparison with some ultimate truth (Burr
2003; Andrews 2012). Burr (2003) describes realists as having a ‘top down’ view in which
reality produces our knowledge and descriptions of the world, and relativists as having a

‘bottom up’ approach where language is seen to generate reality as we know it.

Realism and relativism represent two polarised perspectives (Andrews 2012) and both
approaches can be problematic for qualitative research. Researchers who adopt a realist
position often disregard the role of the researcher during interpretation of the findings.
Realists assume that reported findings are a true and correct interpretation of a knowable
and independent reality. In contrast, relativism can lead to the conclusion that nothing
can ever be known for sure because there are multiple realities, none of which have
precedence over another regarding truth and reality (Burr 2003; Denzin & Lincoln 2005;

Andrews 2012).

Comparisons of knowledge, truth and reality over time and across cultures make it quite
clear that there have been and continue to be very different interpretations of the same
phenomena (Crotty 1998). Relativism then is necessary to account for the fact that
different people inhabit different worlds with diverse ways of knowing. This means that

narration and description, for example of in-depth interviews, can no longer be seen as a
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straightforward representation of reality. When researchers describe something, they are
reporting on (and therefore interpreting) how something is seen and reacted to and
therefore meaningfully constructed within a particular community or society (Crotty

1998).

One solution to the realist - relativist dilemma is to adopt a position of what Hammersly
(1992) calls subtle realism which is midway between the two. Subtle realism
acknowledges the existence of an independent reality but denies there can be direct

access to that reality without interpretation of it.

Social constructionism and constructivism

Social constructionism and constructivism are epistemologies that embody many
theoretical perspectives, including symbolic interactionism (Crotty 1998). Varying
definitions exist for both approaches and the terms constructivism and constructionism
are often used interchangeably in the literature (Crotty 1998; Burr 2003; Weinberg 2009;
Andrews 2012). For example Guba and Lincoln (2005, p. 197) refer to themselves as
‘social constructivists/constructionists’ when they propose that criteria for judging reality
should come from community consensus regarding what is ‘real’, what is useful, and what

has meaning.

Social constructionism has been defined as the view that all knowledge, and therefore all
meaningful reality, depends on human society being constructed (rather than discovered)
during the process of interaction between individuals and groups and their world (Crotty
1998). Crotty’s definition awards greater importance to collective rather than individual
interactions, as cultures and societies impart their understandings of the world to the
future generations. Guba and Lincoln (2005) offer a similar definition for their
constructionist / constructivist approach, asserting that social phenomenon consists
primarily of the meaning-making activities of groups and individuals. Guba and Lincoln
(2005) stress that meaning-making activities are of central interest to social

constructionists/constructivists because they largely shape action or inaction.

According to Burr (2003) the main difference between constructionism and

constructivism is the extent to which the individual is seen as being in control of the

50



CHAPTER THREE: METHODOLOGY

construction process, and the degree to which their constructions are the product of
structural or interactional social forces. Similarly, Andrews (2012) and Crotty (1998) view
the difference in terms of individual versus collective generations of meaning. According
to Andrews (2012), constructivism proposes that each individual person mentally
constructs their world of experience through cognitive processes, while social
constructionism focuses more on social rather than individual interactions. Likewise,
Crotty (1998) encourages the term constructivism to describe the meaning-making
activity of individuals and the term constructionism when focusing on the collective
generation and transmission of meaning. In other words, Crotty believes constructivism
should describe the individual person interacting with and making sense of objects in
their world and constructionism should describe group meaning where individuals are

introduced directly into a whole world of truth and meaning.

The nature and construction of knowledge and meaning

Social constructionists view knowledge as historically and culturally specific and as such
theories and explanations cannot be taken as ultimate descriptions of human nature
(Burr 2003). People are said to create meaning and shape society on an ongoing basis
through their interactions with each another and the world around them. It is important
to consider however, that people are also born into a world of meaning - where the
concepts and categories used by individuals and groups in a particular culture already
exist (Crotty 1998; Burr 2003). In other words, the interpreted world is already there but

it is also ready for further and ongoing interpretation.

Societies inherit what Crotty (1998, p. 54) refers to as a ‘system of significant symbols’
which shape the way people see and experience things. Many things that are taken for
granted as fixed and absolute are in fact socially derived and maintained. These meanings
are acquired by each person as they develop the use of language, and are then

reproduced every day by people who share a language and culture (Burr 2003).

As a result, society is said to exist as both a subjective and objective reality; subjective
through interactions between people and the world and objective because the social
world in turn influences people and forms habits and routines (Berger & Luckman 1991).

According to Andrews (2012), frequently repeated actions can soon become patterns that
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can be reproduced with minimal effort. These actions become embedded as routines that
form the current state of knowledge in a society. These actions are then institutionalised
by society to the extent that future generations experience that particular knowledge as
objective. This knowledge is then continuously reaffirmed during ongoing interaction

between individuals and groups (Andrews 2012).

Social constructionists are sometimes accused of being anti-realist by denying that
knowledge is a direct perception of reality (Andrews 2012), and by not recognising an
objective reality (Burr 2003). However as Burr (2003) maintains, taking a relativist stance
does not mean denial of existence of a reality beyond discourse but rather that language
can be used to refer to reality for practical purposes. The argument then is not about
whether or not something actually exists — but that it does so as a socially constructed
reality (Edley 2001). To say that reality is socially constructed does not mean it is not real.
This reality refers to the subjective experience of everyday life and how the world is
understood rather than to the objective reality of the natural world (Berger & Luckman
1991). Social constructionism therefore is both realist and relativist (Crotty 1998; Burr

2003).

The following section provides an in-depth discussion of Charmaz’s constructivist GTM; in
particular the relationship between constructivist GTM, symbolic interactionism, social

constructionism and how the methodology was applied in this study.

CHARMAZ’S CONSTRUCTIVIST GROUNDED THEORY METHOD

Charmaz is considered the leading expert of a constructivist approach to GTM research
(Mills, Bonner & Francis 2006b) and has extensive experience in the application of the
methodology. Charmaz learned GTM directly from Glaser and Strauss, and was supervised
by Strauss during her PhD candidature; as such, both GTM founders had a significant
influence on Charmaz as she developed her constructivist approach (Charmaz 2006). Also
influential were her strong roots in symbolic interactionism, social constructionism and

pragmatism (Charmaz 1980, 1990, 2005, 2011, 2014).

According to Charmaz (2014, p. 12) her constructivist GTM ‘adopts the comparative,

emergent, and open-ended approach of Glaser and Strauss’s (1967) original statement’
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and re-examines these statements through a contemporary methodological lens
(Charmaz (2006, p. xi). Charmaz’s constructivist approach adopts the methodological
strategies developed by an objectivist Glaser, while also building on the social
constructionism that underpinned Strauss’s symbolic interactionist perspective (Charmaz
2006; 2007). Charmaz’s approach also incorporates Strauss’s emphasis on meaning and

action inherent to pragmatist traditions (Charmaz 2014).

Charmaz (2006, 2014) believes that researchers construct grounded theories through
their past and present interactions with people, their personal perspectives and their
research practices. A constructivist approach therefore allows a representation of
experience rather than an exact replication of it (Charmaz 2006, 2014) and sees the
researcher as an interpreter rather than the ultimate authority in defining the data

(Bryant & Charmaz 2007b, p. 52).

A constructivist approach to GTM starts with the lived experience, then asks how
participants constructed that experience (Charmaz 1990, 2006). The researcher can
explore how and why participants constructed meanings and actions in certain situations,
while keeping in mind that the resultant theory is itself an interpretation that is
dependent on the researcher’s perspective (Charmaz 1990, 1997, 2004, 2006; Crotty
1998). What researchers see and hear will depend on their past experiences and
interests, their prior interpretation of the phenomenon, the research context, the
researcher-participant relationship, and the modes of generating and recording the data
(Charmaz 2005, 2006, 2011). As such, the researcher should treat the research process
itself as a social construction, and scrutinise all research decisions and directions

(Charmaz 2007).

Constructivist GTM has moved the methodology beyond the positivist stance that
researchers should come to the data with no preconceptions (Kennedy & Lingard 2006;
Bryant & Charmaz 2007b). However, Charmaz (2004) reminds us that in order to learn the
meaning other people attribute to certain objects, researchers must be reflexive about
their own meanings for those same objects to minimise bias and avoid imposing
preconceived ideas on the data. In order to account for preconceived knowledge and

ideas during the research and in particular during data collection and analysis, the
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researcher must openly acknowledge the influence of previous work on their perspective
of what is emerging from the data (Charmaz 2006). In other words the researcher’s past
experiences, knowledge and values must be acknowledged by themselves and by their

research consumers as an inevitable part of the outcome (Guba & Lincoln 1989).

Charmaz (2006) believes the logical extension of a constructivist approach to GTM means
learning how, when and to what extent the studied experience is embedded in larger and
often hidden situations, relationships and networks. Constructivist GTM can therefore
highlight hierarchies of power in particular contexts. It can also identify differences and
distinctions between people and situations, and situations/interactions that maintain or

overcome those differences (Charmaz 2006).

The influence of symbolic interactionism

According to Charmaz (1980), the emphasis that symbolic interaction places on
interpretative processes between individuals makes it a particularly suitable framework
for learning about the effects of experiences on meanings - or alternatively the effects of
meanings on experiences. This perspective also emphasises how individuals make sense
of problematic situations in their everyday lives, and places greater emphasis on some

ideological beliefs while ignoring others.

Charmaz believes a symbolic interactionist framework can allow researchers to explore
the conditions contributing to the stability or alteration of subjective meaning by
examining the individual’s interpretation of their experiences. For example, people may
have a similar social experience (such as being involved in a resuscitation attempt) but
may not share the same social world (the resuscitation occurred in a different specialty
setting). Building on Blumer’s (1969) original statements to 1) gain intimate familiarity
with the phenomenon of study; 2) respect the research participants and 3) bring
sensitivity concepts to research to open inquiry, Charmaz developed the following

methodological principles for qualitative research.
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Charmaz’s methodological principles for qualitative research

Intimate familiarity forms the foundation of qualitative inquiry

Intimate familiarity facilitates an interpretive understanding of social life and can be
achieved through sustained interaction with participants and written data (Charmaz 2004,
2008). Without this familiarity, researchers’ understanding of the social world can be
significantly reduced, leading to weak description and the imposition of existing theories
on the data. Intimate familiarity can be achieved during in-depth interviews by looking
beyond what participants are saying to examine their tacit meanings, their use of silence,

and their actions and inactions (Charmaz 2002, 2008).

Respect for participants supersedes research objectives

Researchers can demonstrate respect for participants by acknowledging them as thinking,
feeling, and acting individuals rather than as objects to study, and by prioritising their
safety and wellbeing over research objectives (Charmaz 2004, 2008). Charmaz (2008)
believes that treating participants with respect and gaining intimate familiarity is
reciprocal. Treating people with respect allows the researcher to learn about participants’
beliefs, experiences and actions; and in turn the commitment to gain intimate familiarity
demonstrates respect. It important to remember that demonstrating respect extends to
providing a fair and faithful representation of participants’ individual and collective

stories rather than attending to personal research agendas (Charmaz 2004, 2008).

Existing theoretical perspectives provide starting not ending points

Charmaz (2008) believes it is possible to avoid imposing personal experiences and
perspectives on the study by attending to Blumer’s (1969) methodological statement
regarding sensitising concepts. Consistent with Blumer’s sensitising concepts, Charmaz
recommends that researchers begin a study with a particular research interest and a set
of general concepts. These concepts provide ideas to pursue, and sensitise the researcher
to ask particular questions about the phenomenon under study. If these concepts are
used as a ‘point of departure’ they can help researchers to develop rather than limit ideas
(Charmaz 2006, p. 17). It is important to note that these concepts should be viewed as

tentative and conditional in order to facilitate effective analysis. The abductive nature of
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GTM (Charmaz 2006, 2014; Bryant & Charmaz 2007b) encourages researchers to consider
all of the possible theoretical interpretations of an unexpected finding before checking
these interpretations with further data collection — thus taking the analysis beyond pure
induction (Charmaz 2008). Abduction refers to a type of reasoning where the researcher
scrutinises the data, thinks of all the possible explanations for the data, then develops
hypotheses to confirm or refute these explanations until the most plausible interpretation

is reached; as such abduction is both inductive and deductive (Charmaz 2006).

Constructionist renderings complement being faithful to the studied phenomenon

Charmaz (2004) argues that her social constructionist perspective does not preclude her
from being faithful to the phenomenon. While the notion of being faithful to the studied
phenomenon assumes the objective presence of the phenomenon, Charmaz believes
constructionists can still account for this by examining how participants construct the
phenomenon and explaining the conditions under which they do this. In other words, it is
possible to be faithful to something that is believed to be real while also acknowledging
the views of a multiple reality. Charmaz’s version of truth — or way of knowing the world —
is therefore provisional, subject to revision and is based on shared assumptions (Charmaz

2004).

From her constructionist / constructivist stance Charmaz (2004, pp. 980-983) believes
that while researchers can know about the social world by describing it from the outside,
they cannot understand what living in that world actually means unless they learn about
it from the inside. She therefore offers the following premises for the construction of

meaning and knowledge that can be applied during in-depth interviews:

e Researchers must enter the studied world in order to understand it deeply — being
fully present during interviews allows researchers to sense what having the
experience was like for participant. Researchers must not assume they already
know what is significant - they must discover what is significant from the
viewpoints and actions of the individual who experienced the phenomenon.

e Meanings matter — to understand what is happening in a particular social setting,

researchers must determine what things mean to participants. By understanding
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participant meanings, researchers are more likely to understand participant
actions and vice versa.

e Significant meanings are often liminal, unstated, unacknowledged, or silent —
people may not disclose the things that concern them most in their social setting.

e Actions make taken-for-granted meanings visible — what happens in a particular
social setting might be quite different from what people are willing to say about it.

e Relationships between meanings and actions are dynamic and reciprocal —
people’s meanings shape their actions and their actions convey meaning. It is
therefore important to examine how people interpret and act upon the larger
social meanings available to them in their social setting.

e The questions we ask shape the answers we receive — the way a research problem
is framed can affect what the researcher looks for and what they see. The
researcher’s interviewing style and how interview questions are worded can affect
what participants will say.

e Truths are relative, multiple and subject to redefinition — the researcher’s attitudes
and beliefs will affect what they see and what they view as the truth. A truth from

one participant’s perspective may differ significantly from another.

According to the last premise, Charmaz (2004) believes gaining multiple views of the
studied phenomenon can strengthen the power of the researcher’s claim to understand
it. Charmaz stresses that she does not discount accuracy, but instead advocates a situated
version of truth that is relative, multiple and subject to redefinition. A constructivist
approach therefore does not perceive reality as a ‘real world’ waiting to be discovered
and categorised, but rather aims to find out what participants define as real through their

words and actions.

The role of theory in constructivist grounded theory

According to Glaser and Strauss (1967, p. 31), a grounded theory can be presented as
either a well-codified set of propositions or in a running theoretical discussion using
conceptual categories and their properties. They preferred to present their grounded
theory as a theoretical discussion because their strategy of comparative analysis for

generating theory placed emphasis on theory as a process. As such, Glaser and Strauss
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viewed theory as constantly evolving rather than as a final product. They stressed a
distinction between their substantive theories which were closely linked to the context in
which the theory was grounded and formal theories that gain this status only after they
have been tested, adopted and used in other contexts (Glaser & Strauss 1967, 1971;
Strauss 1987).

While a central role of GTM is to construct theory, it is important to understand that
grounded theories are not meant to be seen as universal explanations (Bryant 2009).
Charmaz (2014) posits a definition of theory which emphasises theoretical understanding
that is abstract and interpretivist. In other words the understanding from the theory relies
on the theorist’s interpretation of the studied phenomenon. In line with the definitions
outlined above, this thesis used Charmaz’s interpretive approach to theorising in order to
allow for indeterminacy, which is compatible with both constructivism and symbolic
interactionism. The substantive grounded theory is presented in chapters five to ten as a
running theoretical discussion using conceptual categories and their properties in line

with Glaser and Strauss’s (1967) recommendations.

Critique and defence of Charmaz’s constructivist grounded theory method

Charmaz’s interchangeable use of the terms constructionism (Charmaz 1990, 1997, 2004,
2005, 2007, 2011), and constructivism (Charmaz 2000, 2003, 2005, 2006, 2011) to
explicate her GTM method makes it difficult to accurately determine the philosophical
assumptions underpinning her approach. Charmaz most consistently refers to her version
as constructivist grounded theory, while at the same time highlighting that her approach

is underpinned by social constructionism (Charmaz 2006, 2011).

According to Charmaz (2014, p. 342) constructivism is a social scientific perspective that
addresses how realities are made and acknowledges that people construct the realities in
which they participate. Within her definition, Charmaz emphasises the role of the
researcher in the co-construction of reality and stresses that their interpretation of the
studied phenomenon is in itself a construction. Charmaz (2014, p. 344) describes her view
of social constructionism as a theoretical perspective where people create their social

realities through individual and collective actions. Instead of assuming realities in an
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external world, Charmaz believes social constructionists study what people see as real

and how they construct their views and actions in varying contexts.

In response to critical feedback about her interchangeable use of terminology, Charmaz
(2014, p. 14) recently explained her choice of the term constructivist grounded theory as
the result of her dissatisfaction with social constructionist approaches to research in the
late 1980s and early 1990s. She believes many researchers of the time were incorrectly
treating their analyses as accurate renderings of the studied world rather than as
constructions of them. Charmaz also believes researchers were not adequately
acknowledging their integral role in what Charmaz (2014) refers to as the co-construction

of knowledge.

In an attempt to acknowledge the subjectivity each researcher brings to their research
and to distance herself from what she saw as conventional social constructionism,
Charmaz adopted the term constructivist grounded theory to describe her research
method. She aligned her position with fellow social constructivists Lev Vygotsky and
Yvonna Lincoln, who emphasised social contexts and interpretative understandings along
with the belief that knowing and learning are embedded in social life. However, Charmaz
(2014) believes social constructionism has evolved over time into a form that is now

consistent with constructivism and with her constructivist approach to grounded theory.

Charmaz’s constructivist approach has been criticised by some scholars for its underlying
epistemological assumptions, particularly regarding the researcher’s active role in co-
constructing the data (Glaser 2002; Greckhamer & Koro-Ljungberg 2005; Hernandez &
Andrews 2012). Unlike Glaser and Strauss’s (1967) original text, Charmaz (2006) believes
that neither data nor theories are external objects waiting to be discovered. Instead,
Charmaz acknowledges the researcher as an integral part of the world they study and the
generated data. In keeping with this core assumption, Charmaz (2011) believes

researchers and participants co-construct data during and through their interactions.

A potential limitation of a co-construction of data is the risk of placing the researcher in
control of ‘meaning-making’ and knowledge production, something that has been raised

previously by Greckhamer and Koro-Ljungberg (2005). Researchers must also consider
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how relative contributions to the analysis can be acknowledged when data has been co-
constructed. Hernandez and Andrews (2012) go further to question whether it is possible
to determine the relative contributions of the researcher and participant to the analysis,
and claim that Charmaz sees the researcher’s view as the most important. However, |
disagree with this assertion. Unlike Glaser (2004), who claims that participants’ voices are
‘moot’ in GTM research, and Breckenridge and colleagues (2012) who believe GTM is not
about people but rather patterns of behaviour - Charmaz stresses the importance of

maintaining the voices of participants as a crucial part of her constructivist approach.

Charmaz ensures participants’ voices are maintained by using reflection in her research
and by including participants’ voices throughout the analysis (Charmaz 2006). She
recommends memoing in particular (detailed later in this chapter) to encourage
researchers to reflect, remember, question, analyse and make meaning about time spent
with participants and the data that was co-constructed (Charmaz 2006). In addition,
Charmaz recommends making emerging categories consistent with studied life to help
keep that life in the foreground, and using active codes and categories to preserve images
about the experience. Charmaz (2003) also believes the initial line by line coding inherent
to GTM keeps the researcher studying the data - not only to start to build ideas
inductively but also to deter the researcher from imposing existing theories or their own
beliefs on the data. This form of coding therefore helps the researcher consider
participants’ views of their own realities rather than assume the researcher and

participants share the same views and worlds.

Another criticism of constructivist GTM relates to preconceptions and bias. Glaser (2002)
for example believes the researcher’s active involvement in constructivist GTM research
introduces bias, and claims the approach does not address how to account for, prevent
or overcome this bias. However Glaser (2002, p. 1) also asserts there is ‘no such thing for
GT [grounded theory method] as bias data or subjective data or objective data or
misinterpreted data or vague data. It is what the researcher is receiving, as a pattern, and

as a human being (which is inescapable). It just depends on the research.’

Glaser (2002, p. 2) further contradicts himself by first claiming that passive, non-

structured interviews can hold constructivism to a minimum, but then acknowledges that
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as human beings researchers will to some degree allow their personal bias and
interpretations to affect the collection and analysis of data and ‘ergo this is called
constructivist data’. Glaser (2002, p. 2) further argues that this data is then ‘rendered
objective to a high degree by most research methods and GT(M) in particular by looking at
many cases of the same phenomenon.’ As a result Glaser believes personal input from
the researcher becomes irrelevant and the data become objectivist rather than

constructivist.

My constructivist stance in this thesis disagrees with Glaser’s assumptions. Instead, |
subscribe to the notion that the positivist stance of a neutral observer gathering data
about the world, from which theories somehow emerge, has been widely discredited
(Bryant 2003; Bryant & Charmaz 2007b). This thesis agrees with Bryant and Charmaz’s
view that it is not possible for a researcher to be able to approach a topic without
preconceptions or having rid themselves of all prejudices and biases. Bryant (2009) argues
that a concept cannot simply emerge from the data — there must be recognition of the
active role of the researcher. Charmaz (2005) agrees that no research can be neutral and
believes researchers who do not make their assumptions and interpretations explicit risk
elevating their own assumption to an objective status. According to Charmaz (2003), it is
the researcher’s interpretation of the data that shapes the emergent codes in GTM, and it
is now widely recognised that people’s prejudices can actually encourage innovative

insights and alternative accounts from research (Bryant 2009).

Glaser (2002) and Hernandez and Andrews (2012) have both charged Charmaz’s
constructivist GTM with an inability to go beyond accurate description to conceptual
theory generation. However, the logic of Charmaz’s constructivist GTM closely reflects
Glaser’s classical version. They both involve fragmenting empirical data through coding
the data, constructing abstract categories that fit these data and offering a conceptual

analysis of them (Glaser & Strauss 1967; Glaser 1978, 1998; Charmaz 2011, 2012).

Charmaz (2003, 2006) believes GTM offers a set of flexible strategies rather than rigid
prescriptions. She claims that her constructivist version of Glaser and Strauss’s (1967)
classic statement adopts their original methodological strategies but integrates relativity

and reflexivity throughout the research process (Charmaz 2011). The adaptation of
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flexible strategies risks misinterpretation of methods and processes by individual
researchers. It is therefore necessary to ensure that each interpretation can be defended
and justified by individual researchers, something that was prioritised during this study.
This thesis observes Charmaz’s (2000, 2003) belief that a focus on meaning while using
GTM enhances rather than limits interpretive understanding, and that it is possible to

successfully adopt GTM strategies without embracing its earlier positivist leanings.

APPLYING THEORY TO METHOD

Existing literature has explored general attitudes and beliefs about FPDR, but has not
been able to adequately explain how and why decisions are made to adopt or reject this
practice. A qualitative approach was deemed most suitable to meet the aims of this
study for its ability to provide rich insight into human behaviour, and multiple ways of
understanding the complexity and variability of behaviour and experience in varying
contexts (Higgs, Horsfall & Grace 2009). Conceptualising behaviour within a particular
FPDR context allowed examination of this behaviour in relation to the social
circumstances, conditions and rules that governed people’s shared meanings, and how

they affected the behaviour of individuals and groups involved in FPDR (Charmaz 2006).

There are multiple understandings of and attitudes towards FPDR, and the resistance to
widespread implementation of this practice that is evident in the literature has occurred
at both an individual and institutional level. The meanings that people assign to physical,
social and abstract objects are the most important predictors for why those people act in
certain ways toward those things (Blumer 1969). The concepts and assumptions inherent
in symbolic interactionism, constructivism and social constructionism were therefore
particularly important considerations for this study to examine shared meanings of FPDR

and how they impacted on decision-making and practice.

There are strong compatibilities between the interpretive tradition of symbolic
interactionism and GTM (Clark 2005; Charmaz 2006; Bryant & Charmaz 2007b; Holton
2007; Aldiabat & Le Navenec 2011). The primary goal of both is to provide a theory that
explains human behaviour (Aldiabat & Le Navenec 2011). Both symbolic interactionism
and GTM posit that people are self-organising, proactive and self-regulating beings who
do not merely react to environmental forces or inner impulses (Bryant & Charmaz 2007b).

62



CHAPTER THREE: METHODOLOGY

The emphasis on meaning and action in symbolic interactionism is congruent with the

question grounded theorists ask in the empirical world; what is happening? (Glaser 1978).

According to Charmaz (2003, p. 525) ‘constructing constructivism’ means seeking
meanings from the perspectives of the participants and the researcher. In order to elicit
meanings that participants attach to objects it is necessary to go beyond superficial or
presumed meanings. Researchers must seek participants’ views and values as well as
their actions, and look for beliefs and ideologies as well as situations and structural
processes. By studying these tacit meanings, Charmaz (2003) believes it is possible to

clarify participants’ views about their reality.

Constructivist GTM was chosen for this study for its ability to provide a behavioural
perspective, enable explanation of behaviour and facilitate the advancement of a
conceptual theory that could be applied in practical situations (Glaser & Strauss 1967;
Charmaz 2006). Constructivist GTM was particularly suited to this research because it
endeavoured to understand the processes people use to construct meaning out of their
inter-subjective experiences (Charmaz 2004; Suddaby 2006). This approach allowed me to
move beyond description and enabled conceptual theorisation that explained decision-
making around FPDR practices from the perspective and in the context of people who had

experienced this phenomenon (Charmaz 2006; Birks & Mills 2011).

CHAPTER SUMMARY

This chapter provided an overview of the theoretical, epistemological and methodological
considerations for this research, and how they were applied. The following chapter
provides a detailed discussion of the specific methods employed to conduct the study,
including the use of sensitising concepts to develop the aim, and the ethical
considerations for the study. Participant sampling and recruitment are described, and the
processes used to generate and analyse data are then outlined, including the role of
theoretical sampling, reflexivity and the constant comparative analysis method. The
chapter concludes with a discussion around rigour, including the criteria used to evaluate

this GTM research.
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CHAPTER OVERVIEW

The aim of this study was to examine the factors and perceptions that influenced
decision-making around FPDR practices in acute care settings. Chapter three detailed and
justified the methodology used for the study. This chapter presents the grounded theory
methods and processes used to generate and analyse the data, and demonstrates how
the flexible guidelines, principles and practices outlined by Charmaz (2006, 2012, 2014)
were used to generate a substantive grounded theory. As discussed in chapter three, the
constructivist GTM approach used for this study was informed by a symbolic interactionist
and social constructionist perspective. The ways in which these perspectives were used to

generate and analyse the data will be highlighted throughout this chapter.

The GTM process is not linear; so while the methods are presented in a linear fashion
within this chapter, they were actually applied in a cyclical process in keeping with GTM
tenets. Figure 1 (see page 63) presents a diagrammatic representation of the processes
and methods used and the relationship between various stages of the research, all of

which are discussed in detail throughout this chapter.

As outlined in the introductory chapter, | have intentionally written in the first person
throughout this thesis (and particularly within this chapter) in order to write myself ‘into’
the research in line with recommendations from Charmaz and Mitchell (2011), Mills,
Bonner & Francis (2006a) and Webb (1992). Using my own voice rather than the more
traditional third person when reporting this qualitative research acknowledged my role as
the researcher during what Charmaz (2006, 2014) refers to as a co-construction of

knowledge.

USING SENSITISING CONCEPTS TO DEVELOP THE RESEARCH AIM

The term ‘sensitising concepts’ was first described by Blumer (1954, p. 7) as that which
‘gives the user a general sense of reference and guidance in approaching empirical
instances ... whereas definitive concepts provide prescriptions of what to see, sensitising

concepts merely suggest directions along which to look.” Building on Blumer’s definition,
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Charmaz (2003) refers to sensitising concepts as background ideas that inform the overall

research problem and offer different ways of seeing, organising, and understanding

exp
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| began this study with a particular research interest and a set of general concepts about
FPDR in acute healthcare settings, as outlined in the introductory chapter. These concepts
provided me with ideas to explore the phenomenon, and sensitised me to ask particular
beginning questions (Charmaz 2006). | then undertook a preliminary review of the
literature in order to develop the specific study aim for this research, which was to
examine factors and perceptions that impact decision-making around family presence
during resuscitation in acute healthcare settings. Sensitising concepts were also used as
point of departure to formulate interview questions (Charmaz 2006), to suggest possible
directions to pursue during data collection and analysis (Kelle 2007), to examine the data,

to listen to participants and to think analytically about the data (Charmaz 2006).

PARTICIPANT PROFILE

Three types of participant were initially invited to take part in this study:

1. Health professionals (registered nurses and doctors) with two or more years of
clinical experience who had performed CPR in an acute healthcare setting in the
presence of a family member, or had a family member ask to be present.

2. Family members/significant others who had been present in the room during CPR
of a loved one in an acute care setting or wanted to be present.

3. Resuscitation patients who underwent CPR in an acute healthcare setting
with a family member present in the resuscitation room, or who wanted to

be present.

In keeping with GTM tenets, the people invited to take part in this study had all
experienced the phenomenon of FPDR and as such, shared a basic problem or central
issue of concern (Glaser 1992 p. 4). They were therefore able to share first-hand
experiences specifically related to the study aims. Because the goal of this research was
to develop a substantive grounded theory, the same substantive class of groups was
sought (i.e. people who had experienced FPDR in an acute healthcare setting), regardless
of the specialty area (i.e. ED, ICU) in order to explore a diverse set of experiences and

contexts related to the central phenomenon (Glaser & Strauss 1967).
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ETHICAL CONSIDERATIONS

Ethical considerations play a vital role in qualitative research because of the close
interaction between participants and the researcher and due to its unstructured and at
times unpredictable nature (Kvale & Brinkman 2009; Liamputtong 2009; King & Horrocks
2010). Ensuring this study was undertaken in an ethical manner and promoting the
ongoing wellbeing of participants were primary concerns throughout the study. This study
was conducted in accordance with the ethical principles recommended in the National

Statement on Ethical Conduct in Human Research (NHMRC, ARC & AVCC 2007).

Merit and integrity of the research

Adherence to a code of ethics promotes the integrity of research and demonstrates a
commitment to the development of knowledge that can benefit individuals and groups
within society (SBREC 2007; Kvale & Brinkman 2009). This research was conducted to
generate knowledge that could be used to support and guide clinical practice and
potentially enhance the wellbeing of healthcare consumers (Hammersley & Traianou
2012). Ethical approval for this study was gained from Flinders University Social &
Behavioural Research Ethics Committee (refer to appendix 8, page 264 for the human
research ethics committee final approval notice). Their role was to ensure the study was
conducted in accordance with the Australian Code for the Responsible Conduct of
Research, and ethically reviewed and monitored in accordance with the National

Statement on Ethical Conduct in Research (NHMRC, ARC & AVCC 2007).

Respect, beneficence and informed consent

| demonstrated respect for the people participating in the study by honouring their
opinions and experiences and treating them with dignity throughout the research process
(Denzin & Lincoln 2005). | was careful to respect their privacy, confidentiality, cultural
sensitivities, and to consider their welfare, beliefs and perceptions (NHMRC, ARC & AVCC
2007).

| took care to ensure participants were fully informed about the research processes so
they were able to make an informed decision about taking part (King & Horrocks 2010).

Every participant was sent an information package via email which included a letter of
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introduction, an information sheet and consent form. These documents (which are
included as appendix 9, 10 and 11 respectively on pages 266-271) clearly outlined the
study purpose and detailed what participants would be asked to do if they took part.
Participants were made aware that by signing the consent form, they had agreed to
participate in the study but that this participation was entirely voluntary and they could
withdraw from the study at any time during the interview and until data analysis

commenced.

Beneficence was demonstrated by taking into account potential risks and benefits of the
research to participants and to the wider community; and by being sensitive to the
welfare and interests of the people involved in the study (NHMRC, ARC & AVCC 2007).
There is always some risk of harm in qualitative research (Hammersley & Traianou 2012).
It was therefore imperative to implement strategies to minimise harm and to support
participants should harm occur. Due to the sensitive nature of this research, it was
necessary to consider that participants may experience emotional reactions at the time of
the interview or at a later date (Liamputtong 2010). | observed participants closely for
signs of distress and the need to pause or cease the interview. Participants who became
distressed were comforted and referred to Lifeline (a free crisis support service) for
emotional support - as detailed later in this chapter in the section entitled ‘promoting
participant wellbeing’. The contact details of the Lifeline counselling service were also

included in the information letter for participants to refer to at any time in the future.

Confidentiality

To maintain confidentiality, data were stored with identifying information removed and
known only to me as the principal researcher (King & Horrocks 2010). Digital data were
stored on my computer, which was password protected and kept in my locked office.
Data that were generated into hard copy format were stored in a locked filing cabinet in
my office in accordance with the Flinders University Social and Behavioural Research

Ethics Committee guidelines. All data will be stored for a minimum of five years.

Pseudonyms were allocated to promote confidentiality during generation of demographic
data and the recorded interviews, and within the interview transcripts, the written thesis

and subsequent publications. When participants described events and experiences that
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could potentially identify them, this information was de-identified. For example,
workplaces were allocated generic names and the Australian state in which participants
lived was not disclosed to avoid the possibility of being able to identify health

professional participants based on their job title and specialty.

Data were transcribed by me as the principal researcher and on one occasion by a
professional transcription service that was bound by a confidentiality agreement
(Interview 5). Due to the cost and length of time taken to return the completed transcript,
| transcribed all other interviews. This enhanced what Charmaz (2014) refers to as

intimate familiarity with the data and enriched data analysis.

Relationship between participants and the researcher

A constructivist approach requires acknowledgement of the subjective inter-relationship
between participants and the researcher (Charmaz 2006; Mills, Bonner & Francis 2006a). |
was therefore committed to building a relationship of reciprocity with participants to
facilitate the co-construction of knowledge and meaning, and ultimately a theory
grounded in both the participants’ and my experiences (Mills, Bonner & Francis 2006a).
This approach also required me to consider power imbalances within these relationships.
| attempted to redress these imbalances through full disclosure of research processes so
that participants could take part knowing all that the study involved (Mills, Bonner &
Francis 2006a, Liamputtong 2010). | provided participants with a detailed information
package about the study, encouraged them to clarify any ambiguous issues before, during
and after the interview, and allowed participants to choose the time and location of their
interview. | also actively and reflexively planned my time with participants in order to
become aware of potential power differentials and to avoid adopting a judgemental
stance toward their attitudes, belief and experiences (Mills, Bonner & Francis 2006a).
Uniquely, | interviewed a married couple during this study, which required additional
consideration of reciprocity between the participants and me, and between the
participants themselves. At the beginning of the interview, | established the importance
of hearing about their individual and combined experiences. During the interview, |
allowed additional time for both participants to share their own experience and, with

their permission, invited them to reflect on each other’s experiences.
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Promoting participant wellbeing

| applied Charmaz’s methodological principles for qualitative research during the in-depth
interviews in order to promote participant wellbeing. These principles were detailed in
chapter three, and included showing respect for participants by acknowledging them as
thinking, feeling and acting individuals rather than as objects to study. Subsequently, |
placed a higher level of importance on participant well-being than on the data, and
continually monitored participants for any signs of distress. | also advised participants
that the interview could be stopped at any time if they became upset or distressed. Three
participants became visibly upset during the interview as they recounted their
experiences. When this occurred, | allowed them to pause with a view to stopping the
interview, however all participants were eager to share their stories and continued talking

with few pauses - even when visibly upset.

Non-invasive or ‘easy’ questions were asked toward the beginning of the interview in
order to allow participants to ‘ease into’ the interview. Once rapport was established,
more invasive or complex questions were asked. For example, toward the beginning of
the interview | asked participants to share their general FPDR experiences. After some
time, | asked questions about what they would do in hypothetical situations where they
or a loved one might need resuscitation. These sensitive questions were prefaced with a
warning or lead up statement; for example, 1 am going to ask you about a sensitive

hypothetical situation now.’

At the end of the interview, | reminded participants about free counselling services
available should they need assistance dealing with any distressing memories. | also took
care to ensure interviews were closed in an appropriate manner by focusing dialogue
toward a conversational tone, thanking the participant for their contribution and allowing
them to ask questions and offer any final contributions (Minichiello, Aroni & Hays 2008).

This allowed participants to finish the interview on a positive note.

| placed a high priority on ensuring participants remained emotionally safe throughout
the interview and the study. The openness and intimacy of an in-depth interview coupled
with the researcher’s ability to listen attentively can lead to a quasi-therapeutic

relationship and the potential for participants to disclose information they may later
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regret sharing (Kvale & Brinkman 2009). In order to minimise this risk, | advised
participants that their interviews would be audio-recorded and transcribed in full and
invited them to review their transcripts prior to analysis. | reminded participants of their
right to change or withdraw particular excerpts or the entire transcript up until analysis of
their interview began (King & Horrocks 2010). Three participants chose to review their
transcripts and none made any changes beyond agreeing with omissions that | had
suggested to avoid breaching a third party’s confidentiality. Participants were informed
that, due to the nature of GTM’s simultaneous data generation and analysis, once analysis
began they would not be able to withdraw their transcripts. They were asked again if they

were happy to continue their participation, and all were happy to do so.

SAMPLING AND RECRUITMENT

Purposive sampling was initially used as a point of departure to locate people and
situations relevant to the study aims (Charmaz 2006). | recruited potential participants by
advertising in The Advertiser (a South Australian newspaper), by participating in three
radio interviews (720 ABC Radio Perth, 891 ABC Radio Adelaide, 101.5 Radio Adelaide)
and through snow-ball sampling. After receiving site specific ethical approval from each
organisation, | posted recruitment flyers in seven Australian hospital emergency
departments. | also posted flyers at a South Australian University campus. Health
professionals were additionally recruited through professional contacts and via
advertising in Australian professional organisation publications; the Australian Nursing
and Midwifery Federation Journal and medicSA (an Australian Medical Association
publication). Additional ethical approval was gained from the Australasian College for
Emergency Medicine and the College for Emergency Nurses Australia, and both

organisations emailed the recruitment flyer to all members.

In keeping with the logic and inherent requirements of GTM research, theoretical
sampling was later employed to recruit further participants or to re-interview existing
participants in order to saturate category properties. During analysis, it became apparent
that paramedics who had experienced FPDR in the pre-hospital as well as the acute

healthcare setting would be able to provide valuable insights to further develop and
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refine category properties. These additional participants were recruited through

professionals contacts, with relevant modifications made to the information pack.

DATA GENERATION AND MANAGEMENT

Rationale for using in-depth interviews

Using a social constructionist and symbolic interactionist perspective (as detailed in
chapter three), in-depth interviews were used as the primary method of data generation
to facilitate the telling of individual stories (Warren & Xavier Karner 2010). Rather than
viewing interviews as a neutral exchange of asking questions and receiving answers, |
attempted to facilitate all conversations in such a way that respected a co-construction of
knowledge and experience with participants (Fontana & Frey 2005; Charmaz 2014). Semi-
structured interviews allowed a richer expression of variations in people’s experiences
than could be gained through the use of forced-choice surveys or structured interviews
(Taylor, Kermode & Roberts 2011) and provided a deep insight into the decision-making

processes around FPDR.

A pilot interview was undertaken to evaluate my interview technique and questions (Birks
& Mills 2011). | critically reviewed the interview transcript with the thesis supervisors, and
suggestions for improvement were applied to subsequent interviews. | continued to
reflect upon each interview and adjusted my technique as necessary to ensure continual
improvements. For example, in early interviews | asked several closed follow-up
guestions, but adjusted my technique in future interviews to ensure follow-up questions

began with open phrases such as ‘can you tell me about ...” rather than with ‘do you ...?’

Data generation

Participants took part in one-on-one, in-depth, semi-structured interviews lasting
between 25 - 65 minutes. In order to increase their feelings of comfort and safety, |
prioritised the development of rapport and trust. This began by inviting participants to
elect their preferred interview location in order to maximise their convenience and
comfort. Participants chose a variety of settings including their own home or office, my

office and a cafe.
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Face-to-face interviews were chosen as a first option to further build trust and rapport
through the use of appropriate kinesics and proxemics. However, because some
participants lived interstate this was not always possible and thus a mixture of face-to-
face and phone interviews were conducted. Following the second phone interview, |
reflected upon the differences between face-to-face and phone interviews in a general

memo and was able to improve my interview technique in subsequent phone interviews.

Memo excerpt following phone interview 2

| need to improve my phone interview technique. Because | am not able to rely
on body language to demonstrate active listening, | tend to use verbal
acknowledgements. In addition, the participant spoke about experiences that
were not related to the research topic. Next time | plan to introduce the interview
more thoroughly. | will inform participants that | may remain silent while they are
talking to make sure | do not interrupt them ... | will remind them that the
purpose of the interview is to talk about their experiences with FPDR, and that |
may at times steer them back onto topic if they stray too far. However, | need to
continue to be aware that sharing their experiences is very personal and often
cathartic, and when people are reminiscing about particularly stressful or
traumatic memories, | will listen without interruption or redirection to allow them
time to debrief and work through their memories, and then gently redirect them

back to the topic when able without being disrespectful.

Rapport and trust were further developed by being punctual, adhering to the ethical
guidelines and principles outlined in this chapter, and by actively listening and allowing
participants to tell their stories without imposing my own agenda, as demonstrated in the

above excerpt.

Interviewing, symbolic interactionism and social constructionism

Conducting in-depth interviews allowed me to enter participants’ symbolic world, to
examine their actions based on the meanings they attributed to FPDR, and to explore
how their interpretations affected their decision-making around the phenomenon
(Charmaz 2006). My constructivist approach to interviewing focused on eliciting the
participants’ definition of terms, situations and events and tried to interpret their

assumptions and implicit meanings (Charmaz 2006). | achieved this by asking for more
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detail when participants used ambiguous or specialist words or phrases, as evidenced in

the following excerpt.’

Participant: ... ideally you can see the MRX and here’s the red kit to draw up your drugs,
make sure that everyone can see the MRX, and here’s the oxygen; your
airway kit needs to be behind the head — well do you think that actually
works when you’re [in the field]? You put it where you can fit it!

Interviewer:  Yep, so it’s a completely different environment. Can you just clarify for me
what an MRX is?

Participant: ~ Oh — the heart start. Heart stopper really.

Interviewer: Ok so it’s the defib.

Participant:  The defib yes, yes.

To further reduce ambiguity, | explained any potentially confusing terms at the beginning
of each interview to ensure all participants shared a baseline understanding of the

research terminology. For example, the terms ‘resuscitation’ and ‘family presence during
resuscitation’ were defined in the participant information sheet and verbally prior to the

interview.

All interviews were audio recorded, which allowed me to offer my full attention to each
participant in order to build rapport and trust and also to note how they were acting in
relation to what they were saying (Charmaz 2006). Audio recording allowed transcription
of the entire interview which facilitated comprehensive analysis and access to verbatim
guotes that were used to substantiate coding and to illustrate the final substantive
grounded theory (Birks & Mills 2011). Notes were also taken during interviews to record
key points, as a reminder to return to earlier points and explore them in more detail, and

also to help frame follow-up questions (Charmaz 2006).

The interview questions

The interview questions reflected my symbolic interactionist emphasis on learning about
participant’s attitudes, beliefs, experiences and actions (Charmaz 2006). For health
professional participants, interview questions focused on both organisational and social

practices. Questions were therefore posed about collective FPDR practices as well as

’ Please note that because | have not yet introduced the study participants, | have referred to them
throughout this methods chapter as ‘participant.’
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individual participation in these practices, and their personal views of both. For family
members and former patients, questions were related to individual and social practices,

how they were constructed and beliefs about these practices (Charmaz 2014).

Each interview began with participants answering a short demographic questionnaire (see
Appendix 12, page 272) in order to ‘break the ice’ (Minichiello, Aroni & Hays 2008, p.
155), to provide background to each person’s social reality and to acknowledge that each
narrative was embedded in an individual’s geographical, political, social and cultural
context. A flexible interview guide was then used to explore rather than cross-examine

participants about their experiences (Charmaz 2006, 2014).

As data generation and analysis progressed, the range of interview questions became
progressively more focused in order to gather specific data to develop the emerging
theory and as part of the theoretical sampling process (Charmaz 2006). Several prompting
questions that were originally included in the interview guide were later omitted in order
to focus on the emerging codes and categories. For example, prompts relating to the
relationship of the family member to the patient, the age of the patient, and how long the
resuscitation lasted were replaced with more specific questions to progress the emerging
theory. Questions added to the interview guide included asking who FPDR is for, what
would need to happen for FPDR to occur as standard practice and what influences
different decision-making and practices between clinical settings that do and do not
practice FPDR. Appendix 13 (see page 273) depicts the interview guide used for interview
1 while Appendix 14 (see page 274) depicts a modified interview guide used for interview

23.

As recommended by Charmaz (2014), questions were not asked in a linear fashion and in
many cases not all questions within the guide were posed. Similarly, the prompts within
the guide were used only when necessary to further compare, explore and refine an
emerging concept or property. Questions were used to guide each interview according to
the way individual participants shared their experiences. For example, following the first
open-ended question many participants spoke for long periods of time with little more

than an occasional ‘mmm hmm’ to prompt them and demonstrate active listening.
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| was aware of the extent to which interview questions and style could shape the context,
framework and content of the study and potentially force interview data into pre-
conceived categories (Charmaz 2006). | minimised this by allowing participants to share
their experiences unimpeded, and by taking care to ensure the open-ended questions
were compatible with the research aims but also with participant’s experiences. In other
words, the questions were general enough to cover a wide range of experiences yet
narrow enough to elicit and elaborate on the participant’s specific FPDR experience

(Charmaz 2006).

In order to clarify what Charmaz (2006, p. 35) referred to as ‘taken-for-granted
meanings’, | paid close attention to participants’ language and strove to learn about their
meanings rather than making my own assumptions. For example, when | asked one
participant who he thought FPDR benefitted most he replied, ‘I think it benefits the
patient the most, if they live, and the family the most if they die.” This answer made sense
to me based on my specialised knowledge and experience, but | was careful not to rely on
my own taken-for-granted meanings and instead sought to learn more about his

meaning, as evidenced in the following excerpt.

Interviewer:  Right; can you expand on that?

Participant:  Sure. | think that the patient is at the worst possible time of their life. If they
have any insight into their family being present, then | think they find that
very reassuring.

Interviewer: ~ Mmm.

Participant: ~ Um, if the resuscitation has not gone well and the person has died, then the
grieving process is aided | believe by understanding that everything was

done and that death became inevitable.

By remaining active and alert during the interviews, | was able to become immediately
aware of interesting leads to explore in more depth and to shape subsequent questions
that would elicit rich data. This allowed me to respond to each participant’s individual
story (Warren & Xavier Karner 2010; Birks & Mills 2011). For example, one health
professional participant referred to staff being focused on a major trauma with little time

to attend to family members who were present. In order to determine this participant’s
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views on supporting family members during FPDR, | asked several follow-up questions to

once again clarify any taken-for-granted meanings.

Interviewer:  You mentioned just then that nursing staff are sometimes consumed with a
major trauma; do you still have family members stay in the room even if
they’re there on their own?

Participant: ~ No, | think that we always allocate someone to them ... I've turned around a
few times to find someone standing in the corner of the room, nobody really
explaining what’s happening. We need to tidy that up ... we don’t know
what they’re seeing, and what they’re seeing may or may not be a reality.
It’s clearly their reality. But how they decipher that is — unknown.

Interviewer:  Mmm, so would it be fair to say that you think it’s vital that family members
have explanations along the way in order to be able to stay?

Participant: ~ Absolutely, yeah. They need to understand what is happening. Otherwise it
just becomes - just an overload of information and situations which they

may not be able to decipher, and will put on only the worst interpretation.

DATA ANALYSIS

Data analysis began after the first interview in order to facilitate simultaneous generation,
coding and analysis of the data, and to provide the focus for subsequent data collection
as per GTM requirements (Glaser & Strauss 1967; Charmaz 2014). Coding was undertaken
manually to avoid several limitations that have been associated with computer assisted
analysis programs. These limitations include one-dimensional or superficial analysis
(Charmaz 2003), the simplistic act of applying labels in the absence of analysis (Charmaz
2011), impaired creativity, an inability to conceptualise hidden patterns of social
behaviour (Holton 2007) and a poor quality theory as a result of rushed and incomplete

analysis (Hesse-Biber 2007).

Coding

GTM coding provides a tool to sift through, sort and synthesise data, and assists the
researcher to begin to unify ideas analytically by keeping in mind what the possible
theoretical meanings of the data might be (Charmaz 2014). Coding was therefore the first
step to move beyond concrete statements in the data to making analytic interpretations
(Charmaz 2006). In other words, coding allowed me to define what was happening in the

data and begin to understand its meaning (Charmaz 2006). Close attention to coding in
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this way ensured implementation of a core GTM mandate - to study the emerging data

(Glaser 1978).

Complete interview transcripts were coded in order to provide a deep understanding of
the phenomenon and to generate ideas that might otherwise have been missed (Charmaz

2006). The two main coding processes outlined by Charmaz (2014) were employed:

1. Initial coding; where fragments of data (lines, segments, incidents) were closely
studied for their analytic import, and at times inVivo codes were adopted directly
from participants.

2. Focused coding; where the most useful initial codes were identified and then

tested against extensive data.

Initial coding

Initial coding began by allocating a short label (code) to each line or segment (i.e.
sentence) of the interview transcripts that both summarised and accounted for each
fragment. This allowed me to closely attend to what the participants said, to remain open
and recognise subtle nuances in the data (Charmaz 2006, 2014), and to actively engage

with and begin to conceptualise the data (Charmaz 2012).

Due to its corrective nature, line by line coding in this initial phase reduced the likelihood
of imposing my preconceived ideas on the data (Charmaz 2006). However, it was also
important at this stage to acknowledge my previous specialised knowledge and
experience while remaining open to what could be seen in the data. Applying initial
codes allowed me to ask questions about and look at the data critically and analytically.
Coding in this way also allowed me to identify and define significant processes,® as well as
the role participants played within these processes and their beliefs concerning them

(Charmaz 2006, 2014).

® In this context, a process consists of unfolding temporal sequences that may have identifiable markers
with clear beginnings and endings and benchmarks in-between. Single events become linked as part of a
large whole (Charmaz 2014, p. 17).
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These initial codes were treated as provisional and comparative in order to remain open
to other analytic possibilities and create codes that best fit’ the data (Glaser 1978;
Charmaz 2014). Codes that were deemed to most closely fit the data were compared with
further data to explore and develop these codes (Charmaz 2014). Some codes were later
re-named to improve their fit with the data (Charmaz 2006). For example, during the first
interview it became apparent that the participant’s views on FPDR did not match her
clinical practice when she spoke about being supportive of FPDR, yet in practice preferred
to exclude family members from the room during resuscitation events. | initially coded
this disparity as ‘theoretical opinion differing from usual practice’. As the study
progressed, | saw this disparity demonstrated by other health professionals and renamed
the initial code ‘conflicting beliefs & practices’ in order to more closely fit the relevant

data.

To develop fresh ideas about the data, initial coding was done quickly and spontaneously
as recommended by Charmaz (2006, 2014). In order to facilitate effective coding and to
ensure that the codes fit the data rather than forcing the data, | kept initial codes simple,
short and precise, used gerunds to preserve actions and continually compared data with
data (Charmaz 2006, p. 49). Initial coding also provided an insight into the kind of data
that needed to be collected next early on in the research, and continued until codes
emerged that required further exploration. These codes were then compared with
subsequent data to see whether they were also able to account for that additional data
(Charmaz 2012). Figure 2 (page 80) provides an example of initial coding using the

recommendations outlined above.

®In GTM research, “fit’ refers to the degree to which codes capture and condense participants’ meanings
and actions. Codes that most closely fit the data were those that explicated how people enacted or
responded to FPDR, what meanings they held toward those events and the way in which those actions and
meanings evolved (Charmaz 2014).
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INITIAL CODES INTERVIEW EXCERPT

Acknowledging FMs right to be present | feel like, you know, they should have the right in a way

Acknowledging FMs right to see what’s to be able to say | wanna see what’s going on, what’s

happening happening with my mum or with my dad. But, but then -
in a way if they come in they’re like all anxious and

Being concerned that FPDR would cause frightened and causing more problems and making us

problems more anxious rather than helping - I'd probably say no, |

Being concerned that FPDR would increase staff | would say no - If umm - but then, if the family if they
anxiety are quiet and think, I know my mum she would have
Weighing up benefits and disadvantages of FPDR | wanted me to be there she would have wanted me to
Expecting FMs to stay quiet if present be present, then yes but [at the] end of the day their
judgement doesn’t really count, it always comes down
Valuing staff preferences above FM’s rights and to what we [staff] want, that’s what | think, it always

wishes comes down to what we think.

Figure 2: An example of Initial Coding of an interview excerpt (interview 1).

In vivo codes

In vivo codes are special terms or codes that are initially spoken by the participants. These
terms were used as an analytic point of departure during data analysis in order to
preserve participants’ meanings of their views and actions in the coding (Charmaz 2006).
In vivo codes were subject to the same comparative and analytic treatment as all other
codes and were not automatically integrated into the emerging theory. Several in vivo
codes were particularly useful in this study; for example many participants described
situations where family members either chose or were directed by health professionals to
observe the resuscitation from a distance. This incident was initially coded in various
ways including ‘staying out of the way’ and ‘stepping back.’ During Interview 10, the
participant used the phrase ‘watching from a distance’ to describe a similar incident. |
adopted ‘watching from a distance’ as an in vivo code which | used to code subsequent
interviews and also to recode earlier interviews. This code was eventually renamed

‘watching from a safe distance’ and became a property of one of the major categories.

Focused coding

The codes developed during focused coding were more directed, selective and conceptual
than the initial coding outlined previously. Focused coding was used to synthesise and

explain larger segments of the data (Charmaz 2006, 2014) by using the most significant
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and or frequent initial codes to sift through large amounts of data and determine the

adequacy of earlier codes.

Moving from initial to focused coding was not a linear process; | moved back and forth
between initial coding and focused coding when new threads for analysis became
apparent (Charmaz 2006, 2014). Focused codes were initially developed by comparing
data with data. Further data were then compared to these focused codes in order to
refine them. Focused coding was used to compare people’s experiences, actions and
interpretations. Figure 3 provides an example of focused coding using the

recommendations outlined above.

FOCUSED CODES INTERVIEW EXCERPT

| feel like, you know, they should have the right in a
Valuing FPDR way to be able to say | wanna see what’s going on,
what’s happening with my mum or with my dad.
But, but then - in a way if they come in they’re like
all anxious and frightened and causing more

problems and making us more anxious rather than

Holding /relinquishing decisional power helping - I’d probably say no, | would say no - If umm
Assessing suitability - but then, if the family if they are quiet and think, |
Setting boundaries know my mum she would have wanted me to be
Protecting others and self there she would have wanted me to be present,

then yes but [at the] end of the day their judgement
Valuing FPDR doesn’t really count , it always comes down to what
we [staff] want, that’s what | think, it always comes

down to what we think.

Figure 3: An example of Focused Coding of an interview excerpt (interview 1).

CONSTANT COMPARATIVE ANALYSIS METHOD

One of the core tenets of GTM research is the constant comparative method which was
first described by Glaser and Strauss (1967). The constant comparative method is used to
establish analytic distinctions, and therefore to make comparisons, at each level of
analytic work. Charmaz (2006, p. 187) defines the constant comparative method as;

... a method of analysis that generates successively more abstract concepts and

theories through inductive processes of comparing data with data, data with

category, category with category and category with concept. Comparisons then

constitute each stage of analytical development.
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Throughout the analytic process, | used constant comparative analyses to; 1) compare
different people’s beliefs, actions and experiences, 2) compare data from the same
individuals at different points in time, 3) compare incident with incident, 4) compare
codes with categories, 5) compare categories with other categories and 6) to compare
categories with theoretical memos (Charmaz 2000, p. 515). The constant comparative
method was used throughout all stages of analysis to recognise similarities and
differences in the data, to refine emerging concepts (Wiener 2007), to progress the
emergence of conceptual data (Charmaz 2000) and to compare the final analyses with

relevant theoretical and research literature (Charmaz 2012).

Constant comparisons were reflected upon and analysed during memo writing. This
allowed me to develop analytical interpretations of the data in order to focus further data
collection, which in turn was used to inform and refine the developing theoretical analysis

(Charmaz 2000, p. 509).

MEMOING

Memo writing is a core tenet of GTM research that facilitates analytical momentum
(Glaser & Strauss 1967; Strauss & Corbin 1998; Charmaz 2014). Memoing helped me think
analytically about the data, treat codes as categories to analyse, demonstrate
connections between codes and categories, discover gaps in data collection and create
ideas to check with subsequent data (Charmaz 2006, 2012). GTM research is particularly
focused on studying processes (Charmaz 2006). Memoing allowed me to begin to specify
the conditions under which a process arose, persisted or changed (Charmaz 2012). Asking
these analytic questions during memoing allowed me to move from description to

conceptualisation of the data.

Initial memos were written to record what was happening in the data, to explore and
develop resultant codes, and to direct and focus further data collection (Charmaz 2006).
Appendix 15 (see page 275) depicts an initial memo written after Interview 2 that
demonstrates a beginning level of descriptive analysis and interaction with the data.
Appendix 16 (see page 278) depicts a later initial memo written after Interview 8 that
demonstrates a higher level of analysis - with direct comparisons between other
interviews and emerging codes and tentative categories.
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Advanced memos were written during subsequent focused coding in order to refine
conceptual categories. Advanced memos were used specifically to trace and categorise
relevant data, describe how each category emerged and changed, identify the beliefs and
assumptions that supported it and place the topic within an argument (Charmaz 2006, p.
81). Appendix 17 (see page 280) provides an example of a more advanced theoretical
memo, written while attending a three day GTM Master Class facilitated by Professor
Kathy Charmaz.™ This memo portrays an attempt to refine several conceptual categories

and determine the relationship between them.

THEORETICAL SAMPLING

Theoretical sampling differs from conventional sampling because it is responsive to the
data rather than establishing the entire sample before the study begins (Corbin & Strauss
2008; Charmaz 2014). Theoretical sampling was used in this study to develop and refine
the properties of developing categories and the emerging substantive grounded theory
(Charmaz 2014). As such, theoretical sampling was not employed until several tentative
theoretical categories had emerged from the data in order to direct further sampling
(Charmaz 2006, 2012, 2014). Theoretical sampling strengthened this study by allowing me
to specify the relevant properties of each category, which in turn increased category

precision and moved coding beyond description to abstract analysis (Charmaz 2006).

Theoretical sampling was undertaken in several ways. Data were simultaneously
generated, coded and analysed in order to decide what data to collect next and where to
find them in order to keep developing the theory as it emerged (Glaser & Strauss 1967, p.
45). As the research progressed, | asked increasingly focused questions that were specific
to emerging categories. | also recruited people with certain experiences that illuminated
and defined the boundaries and relevance of the developing codes and categories and

contributed to the development of the emerging grounded theory (Charmaz 2006).

In the early stages of the research, several preliminary categories were checked and
elaborated upon using theoretical sampling, which in turn allowed me to explicate the

relationships among categories. Early theoretical sampling also allowed me to identify

19 GTM Master Class Research Series, LaTrobe University, Melbourne, Australia, March 17-19, 2014.
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and define gaps among categories. It was noted early on in the research that some
tentative categories did not account for the full range of relevant experiences. For
example, an early tentative category ‘holding decisional power’ did not encompass the
experiences of people who gave up their decisional power (or voice) in the decision-
making process. Subsequent participants were therefore asked about this process and
how they managed it, and existing data (interview transcripts) were re-coded in order to
compare this process among participants. This tentative category was subsequently
renamed ‘claiming or relinquishing decisional power’ in order to account for the
experiences of all participants, and the properties of this category were explored as the

research progressed.

A further example of theoretical sampling involved the type of participants recruited into
the study. Initially | sought to speak with three participant groups; 1) health professionals
(specifically registered nurses and doctors), 2) family members and 3) resuscitation
patients. After the first 12 interviews it became apparent that | needed to speak with
paramedic staff in order to fully explore several important and recurring processes. The
following memo excerpts detail the thinking behind this theoretical sampling process, and
also the impetus for further theoretical sampling around the tentative category

‘ownership of the space’.

Excerpt from Initial Memo written after Interview 3

Why did the paramedics ask this person to stay for the resus? Do they have
different expectations about who can be present during a resus? Do they feel less
out of control during a resus than the RNs [from interviews 1 & 2]? Are they more
used to members of the public watching them work in a crisis situation? It might
be useful to speak with paramedics about their decision-making. Another
consideration after interview 1 was ownership of the space. It is possible that FMs
are more likely to stay during an out-of-hospital resus because they themselves
might own the space; for example - their home. Other participants spoke about
lack of space in a rural ED, however this participant described the resus of his wife
in a very crowded bedroom, and yet he was not asked to leave. Ownership of the

space needs further exploration.

Excerpt from Initial Memo written after Interview 12
This interview once again raises the need for me to speak with paramedics
(theoretical sampling) about their experiences with FPDR both pre-hospital and
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also once they bring the patient into the ED setting. However, | think | need to
wait until | have some fully developed tentative categories because | will need to

submit an ethics variation.

In the later stages of the research, theoretical sampling was used to demonstrate links
between categories. With participants for whom particular concepts appeared significant,
| asked them to add their experiences to the existing data set about a particular concept
or category. These participants were asked to supplement information about linkages
between categories, thus contributing to the emerging theory (Morse 2007). For example
during Interview 12 ‘valuing FPDR’ emerged as an important tentative category that

required further exploration to explore, define and refine subsequent properties.

THEORETICAL SENSITIVITY

Theoretical sensitivity relates to the researcher’s ability to have insight, to understand

and give meaning to the data and to separate the relevant from the irrelevant (Strauss &
Corbin 1990, 1998; McCann & Clark 2003a). According to Glaser (1998, p. 44) theoretical
sensitivity is achieved when the researcher is able to ‘self-consciously conceptualize and

formulate a theory as it emerged from the data.’

Developing theoretical sensitivity allowed me to apply what Charmaz (2014, p. 160) refers
to as ‘analytic precision’ during data analysis and substantive theory generation, as |
sought to understand and define phenomena in abstract terms and demonstrate abstract
relationships between studied phenomena. Developing theoretical sensitivity allowed me
to see relevant data, to reflect on that data and to maximise the emergence of the
substantive grounded theory (Glaser 1978). | used my professional knowledge and
experience as sources of theoretical sensitivity, while at the same time using reflexivity to
avoid being blocked by these previous experiences (Strauss & Corbin 1998). The
preliminary literature review presented in chapter two was also used to gain and apply

theoretical insight to the exploration of FPDR in this thesis.

REFLEXIVITY

Reflexivity is an active process that explicitly and critically examines the research process
(including the researcher’s decisions and interpretations) in order to assess how and to

what extent their interests, positions and assumptions may have influenced the inquiry
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(Charmaz 2006; Liamputtong 2010). Reflexivity recognises that all knowledge is affected
by the social conditions under which it was constructed and is grounded in the history
and social location of the participants and the researcher (Hesse-Biber 2007). Reflexivity
thus acknowledges that the researcher plays a significant role in how data are analysed
and shaped, and explicitly identifies the researcher’s contribution to the interpretative

process (Liamputtong 2009).

Throughout the study | was constantly aware that what | saw and heard during data
generation and analysis was dependent upon my knowledge, past experiences, interests
and prior interpretation of the phenomenon (Charmaz 2005, 2006, 2011). In order to
learn the meaning that participant’s attributed to their beliefs, actions and experiences |
was actively reflexive about my own meaning for those same beliefs, actions and
experiences in order to minimise bias and to avoid imposing preconceived ideas on the

data.

| practiced reflexivity consistently and systematically throughout the research process,
particularly during the development of theoretical sensitivity, and during data generation
and analysis. Self-awareness through analytical memo writing was integral to the process
of reflexivity, making personal assumptions explicit and enabling a turning back on my
initial reflections on the data (Birks & Mills 2011). These analytic theoretical memos were
discussed regularly with the thesis supervisors in order to seek critical feedback and
external acknowledgement of reflexivity. In the following memo excerpt written after the

fifth interview, practicing reflexivity made me wary of forcing data into pre-existing codes.

Memo Excerpt following Interview 5

This participant is also an RN and some of the themes that emerged from her
contribution during the interview resonated with me in relation to my Nurse-
Family Member research. Although | was not asking questions related to the
Nurse-FM experience, she spoke about experiences that related to several key
themes from my previous research. | need to be aware of pre-existing themes and

avoid forcing the data into pre-existing categories.

Actively and critically reflecting during the research process allowed my personal
assumptions to become explicit and | was able to articulate how prior knowledge and

experience had influenced data analysis. | also published an article during this research
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study that included a discussion about the role of reflexivity during grounded theory

research (Giles, King & de Lacey 2013).

THEORETICAL SATURATION AND SAMPLE SIZE

Theoretical saturation in GTM occurs when data generation is yielding little or no new
information such that further generation would not add anything useful to the study
(Glaser & Strauss 1967; Charmaz 2006). More specifically, data collection needs to occur
until no new properties of the core theoretical categories emerge or until the properties

of the data are saturated - rather than the data itself.

Several recommendations exist regarding sample size in GTM research. According to
Glaser and Strauss (1967, p. 225), ‘the researcher can always try to mine his data further,
but little value is learned when core categories are already saturated.’ Similarly, Glaser
(1992, 1998, 2001) believes sampling should continue until the properties of the core
categories are saturated, rather than until a predetermined number of participants have
been recruited; even if this means the sample size is quite small. Stern (2007) goes further
to provide an example of an acceptable sample size, adding that in her experience 20 to
30 interviews is usually adequate to reach theoretical saturation in GTM research.
Charmaz (2014) further advises that rather than just focusing on a specific number of
participants, researchers should also consider how sample size might affect the credibility
of a study when making claims about the studied phenomenon. This current study used
Charmaz’s (2014) recommendations that 25 interviews are sufficient for small studies

making modest claims.

After analysing interview transcripts from 18 participants, some codes and themes were
noted to be emerging over and over again. But more importantly, very few new
properties were emerging for each tentative category. However, the properties were not
yet considered fully saturated. | continued to code new interviews and re-code earlier
interviews, employing the constant comparative method to help raise my analysis to a
more conceptual and abstract level. | attended a three day Master Class facilitated by
Professor Kathy Charmaz, during which | further developed my coding, analysis and

memoing techniques. | also enhanced my clustering (mind mapping) and diagramming at
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this Master Class, and employed both techniques while continuing to develop the

substantive grounded theory.

After interviewing 25 participants, several core processes (detailed later in this chapter)
emerged that were subsequently developed into the final core category. | re-interviewed
three key participants (one registered nurse, one doctor and one family member) in order
to saturate the properties of each major category and sub-category (refer to appendix 18
on page 282 for a list of follow-up questions). | also presented several key findings to
those three participants in person and to all participants via email in order to evaluate the
theory. These findings are included in the matrix on page 134 and the table in appendix

19 (see page 283).

THEORETICAL SORTING AND INTEGRATION

Theoretical sorting and integration allowed me to construct a substantive grounded
theory that captured the essence of participant experiences (Birks & Mills 2011). The
analytic diagrams and memos written during each stage of analysis helped me develop
categories that became progressively more theoretical as analysis progressed (Charmaz
2006). Once analysis was complete, these memos were manually sorted in order to
integrate the emerging theory (Charmaz 2006; Stern 2007; Birks & Mills 2011). According
to Charmaz (2006, p. 115) sorting in GTM research ‘gives you a logic for organizing your
analysis and a way of creating and refining theoretical links that prompt you to make
comparisons between categories.’ In other words, sorting allowed me to compare
categories at an abstract level, and helped me generate the emergent theoretical
conceptual framework, which in turn facilitated the full articulation of a grounded theory

through an integrated set of hypotheses (Holton 2007).

Sorting was done by hand in order to harness the creativity needed to recognise a
theoretical code in the memos while they were being compared and placed into their
final order (Stern, 2007). Memos were printed and sorted on a large table where they
could all be seen and moved around as necessary (Charmaz 2006). During the sorting
process, | continued to compare categories in order to refine these comparisons further

and see relationships between categories more clearly (Charmaz 2006). During this
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sorting process, | also integrated relevant literature into the emerging theory, which was

subsequently sorted along with the memos (Charmaz 2014).

Theoretical sorting and theory integration sometimes incorporates theoretical codes,
many of which were developed by Glaser (Holton 2007). However, grounded theory
experts have highlighted several limitations to the use of these codes in GTM research.
For example, Kelle (2007) stresses that Glaser did not clearly explain the use of his
theoretical codes, and claims the codes mixed logical and substantive issues. Kelle (2007,
p. 200) further asserts that using Glaser’s ‘unsorted list of terms’ is unreliable if the
researcher does not possess a broad background in the different theoretical perspectives
on the list. In addition, Bryant and Charmaz (2007a) claim that in recent years, Glaser has
distanced himself from the theoretical codes he developed in his earlier works. For these
reasons, theoretical codes were not used in this thesis. However, by identifying
similarities, connections, and underlying uniformities in the memos and relevant
literature, | was able to make a series of theoretical decisions about the precise location

and order of each memo and concept (Charmaz 2014).

EMERGENCE OF THE SUBSTANTIVE GROUNDED THEORY

According to Charmaz (2014, p. 344) a substantive grounded theory is a ‘theoretical
interpretation or explanation of a delimited problem in a particular area.” Charmaz’s
definition of theory emphasises a theoretical understanding that is abstract and
interpretivist, where the understanding from the theory relies on the theorist’s
interpretation of the studied phenomenon. As previously outlined in chapter three, this
thesis used Charmaz’s (2006, 2014) interpretive approach to theorising in order to allow
for indeterminacy, which is compatible with both constructivism and symbolic

interactionism.

The systematic application of the grounded theory methods and process detailed
throughout this chapter facilitated the emergence of several core processes or concepts
that were eventually developed into the final substantive grounded theory. These
theoretical concepts emerged during the iterative process of going back and forth
between progressively more focused data and successively more abstract

conceptualisations of those data (Bryant & Charmaz 2007b). The methodological diary
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included as appendix 20 (see page 284) tracks the development and emergence of the
codes, categories and properties into the final substantive grounded theory using
constant comparative analysis of data generated throughout the study. This emergence is
further detailed in a peer-reviewed coding article | wrote, which was accepted for
publication during construction of this thesis (Giles, de Lacey & Muir-Cochrane 2016). This

article is included as appendix 21 on page 289.

As the substantive grounded theory was emerging, a secondary review of relevant

literature was undertaken in order to support and strengthen the emerging theory and to
situate the current research within the existing literature (Charmaz 2014). This secondary
review has been woven into subsequent chapters that present the substantive grounded

theory.

RIGOUR - EVALUATING THE GROUNDED THEORY RESEARCH

Glaser and Strauss (1967) originally recommended that appraisal of GTM research must
take place in the context of practical applicability of the theory. They believed a grounded
theory should demonstrate an appropriate fit with the relevant field, the theory should
be understandable by the people who work in the field, it should be general enough to
make it flexible when applied and the user should have control over its use. Glaser (1978)
later modified these criteria to recommend that the theory must fit the data, must work
by being able to explain and predict behaviour, which in turn will make the theory
relevant to experts in the field. He also believed the theory must be modifiable in order to

accommodate later variations and to ensure ongoing relevance of the theory.

Charmaz (2014) recommends building on Glaser’s criteria in order to evaluate how the
constructed theory represents the data. She stresses that a strong combination of
originality and credibility increases a study’s resonance, usefulness and subsequent value
of contribution to clinical and professional healthcare practice. Charmaz’s criteria for
establishing rigour in GTM research (Charmaz 2014, pp. 337 - 338) were applied during
this study to construct and evaluate the substantive grounded theory. Appendix 22 (see

page 314) presents these criteria and details how they were met in this study.
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Glaser and Strauss’s (1967) criteria of credibility was also met through the detailed
presentation in this thesis of the coding and analysis trail, evidence of multiple and
constant comparisons and the explicit emergence of the categories and substantive
grounded theory from the data. In relation to Charmaz’s (2014) criteria of usefulness and
value of contribution, several participants spoke positively about their interview and
thanked me for the experience. For example, one participant (who was interviewed
together with her husband) revealed that during the interview she became privy to

information and experiences that her husband had not previously shared with her.

Participant (wife): This should have happened, regardless of you doing a thesis, but some
sort of counselling should have happened 12 months after. That's what |
think. The things I've heard today, | haven't heard before. But this is like
debriefing - that’s what I’m saying. If we’d had this and probably didn’t
even think about it but I’'m just thinking of what it’s doing to us. If we’d
had this, 12 months after.

Participant (husband):  Six to 12 months, while it's still fresh in your mind.

(Wife): Yeah. | think that would have been very beneficial.
(Husband): I'd agree with that totally.
(Wife): Well | think it's been beneficial for us because, we have talked about it a

bit before, but not in depth.

Another participant took the time to phone me several days after her interview to thank
me for the experience and to advise me that to her, the interview had been a valuable
debrief. Several other participants advised me that they found the interview beneficial

and spoke positively about the research topic at the end of their interview. For example;

Thank you for doing the research. It would be good to put it [FPDR] on the radar

for people out there to actually start thinking about it.

Thanks for doing the study because it’s something that really needs to be looked
into ... it [FPDR] definitely needs to be brought to the front for sure. Like | say, we
deal a lot with writing up people’s ‘do not resuscitate’, but we don’t bother with
people that want to be resuscitated and whether or not they want family present

... it’s like they’re [FMs] out there somewhere but we don’t wanna know ‘em.

In relation to Charmaz’s (2014) criteria of resonance and value of contribution, several

participants used the interview to reflect on their practice. For example;
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Thank you. | have actually reflected upon it and you know, talking about what the
patient would want and things like that, I’'ve never really, it doesn’t occur to me

during that situation — so thank you.

... since you brought this back up, we’ve been looking at a whole lot of issues
about how we enmesh families in the care of babies and things ... It’s an
interesting topic. When | first [heard about the topic], | thought hmm? But it’s
actually quite a fascinating topic and in fact it’s such a sharp edge thing that it
actually focuses all the other principles you have throughout the processes so if
you can get it right there, all the rest will be fine.

CHAPTER SUMMARY

This chapter detailed the constructivist grounded theory methods used to explore
decision-making around FPDR, and how those processes were used to generate a
substantive grounded theory. Particular attention was paid to ethical considerations, the
relationship between the methods and processes used at various stages throughout the
research, and establishing and evaluating study rigour. The following chapters present the

substantive grounded theory constructed during this study.
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Chapter Five: The Grounded Theory

CHAPTER OVERVIEW

This constructivist GTM study was designed to develop an abstract theoretical
understanding and explanation of FPDR practices in Australian acute healthcare settings.
Chapter five is the first of six chapters presenting findings from in-depth interviews with
25 participants who had first-hand experience of the phenomenon. This chapter begins by
introducing the study participants in order to contextualise their experiences. Chapter
five then introduces the substantive grounded theory that was constructed as a result of
this study and the conceptual model that symbolises the social processes that occurred as
part of this theory. Chapter five concludes with a description of the way in which different
aspects of the substantive grounded theory are presented in discrete chapters in order to

explicate each of its major processes.

This thesis employs what Charmaz (2014, p. 317) refers to as a ‘linear logic’ to organise
the analysis and findings into an understandable format for the reader. However, the
experience of FPDR was not conveniently delineated within clear boundaries. Thus, while
findings are presented in sequential chapters, the processes and actions were
experienced in a more cyclic and interconnected nature. Each findings chapter was
designed to progressively build an understanding of a substantive grounded theory that
aimed to interpret and explain behaviour and meanings around FPDR from the

perspective and in the context of the people who experienced it (Charmaz 2014).

PARTICIPANT PROFILE

Extensive in-depth data were co-constructed with 25 participants over the course of 27
interviews; 24 initial interviews with 25 participants (husband and wife participants were
interviewed together), and three follow-up interviews with three participants.
Demographic data is presented in table 6 (page 94) in order to contextualise participant

experiences and the emergent theory.
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Table 6: Participant demographics

Pseudonym Gender Age Occupation and work setting Time since latest resus experience

1 Jackie F 25 Registered Nurse — Emergency Department Major Metropolitan Hospital 1 month
2 Elizabeth F 58 Registered Nurse - Rural Hospital unknown
3 Trevor M 69 Family Member (Husband) 5 weeks
4 Dana F 63 Registered Nurse /Registered Midwife - Major Tertiary Hospital < 1week
5 Mary * F 64 Family Member (Wife) 6 years

6 Frank# M 62 Resuscitation Patient 6 years

7 Sally** F 59 Family Member (Sister) & Registered Nurse Major Rural Hospital <1year
8 Rosy F 57 Family Member (Daughter) 40 years
9 Mandy F 45 Registered Nurse - Rural Hospital 3 years

10 Dooley M 61 Family Member (Father) 21 years
11  Anthony M 61 Doctor — Intensive Care Unit Major Metropolitan Hospital ongoing
12 Lauren F 41 Doctor - Emergency Department Major Metropolitan Hospital 2 weeks
13  Darren M 55 Nurse Practitioner/RN — Emergency Department Major Metro Hospital Ongoing
14 June F 56 Registered Nurse - Major Metropolitan Hospital 20 years
15 Gemma F 48 Registered Nurse/Registered Midwife/Nurse Educator — Regional Hospital 6 years

16  Grace F 32 Registered Nurse — Emergency Department Major Metropolitan Hospital < 1year
17  Michael M 47 Registered Nurse — Emergency Department Major Metropolitan Hospital <1year
18 Bella F 31 Registered Nurse/Registered Midwife — Regional / Rural Hospital < 1lyear
19 Jane F 31 Registered Nurse — Emergency Department Suburban Metropolitan Hospital 2 months
20 Katherine F 32 Registered Nurse — Emergency Department Major Metropolitan Hospital < 1lyear
21  Neil M 50 Nurse Practitioner/RN — Emergency Department Major Metro Hospital <1year
22 Helen F 60 Paramedic - Major Regional Area <1year
23 Sarah F 30 Paramedic - Major Metropolitan Area < 1lyear
24 Carol*** F 49 Family Member (Mother) & Registered Nurse Major Metro Hospital 5 years

25 Matt M 35 Paramedic - Major Metropolitan Area < 1lyear

TABLE KEY: *Mary is a registered nurse but recounted an experience of being a family member only; **Sally recounted her experiences as a family member and as a
Registered Nurse; ***Carol recounted her experiences as a family member and as a registered nurse; # Frank and Mary are a married couple who were interviewed

together.
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Demographic data has been de-identified and summarised to protect participant privacy
and to comply with the ethical principles detailed in chapter four. Sub-specialties, job
titles, workplaces and the Australian state in which participants lived were all excluded
from this thesis to prevent inadvertent identification. Pseudonyms were allocated to

further protect confidentiality.

Sixteen women and nine men (refer to table 6, page 94) shared personal experiences that
took place between one week and 40 years previously, with most experiences occurring
within the last six years. Family members Rosy and Dooley shared experiences from 40
and 21 years ago respectively, from a time period when FPDR was not well known or
established. Despite this, Dooley remained with his son for the entire resuscitation.
However Rosy, who was 17 years old at the time, was not permitted in the room when
her mother required emergency care. From a health professional perspective, the only
participant who recounted an experience from more than six years ago was June, who
shared a 20 year old experience of FPDR in a setting where it was not usually practiced or
recognised as a legitimate intervention. June’s nursing career has spanned many decades,

and her current practice does not include FPDR as standard.

Despite the length of time that had elapsed in some cases, almost all participants** were
able to recall their experiences in great detail; including their thoughts, feelings and
actions, and the actions of others. It is important to remember that these experiences
were a reproduction of occurrences, with participants reporting (and in some cases
justifying) past events from the vantage point of the present (Mead 1962; Charmaz 2014).
During their interviews, participants were able to reflect on past and current practices
and beliefs and clarify their meanings and actions (Charmaz 2014). As such, regardless of
the time perspective from which these experiences were shared, they represented
participants’ current attitudes, beliefs and preferences toward family presence during

resuscitation.

1 Rosy was unable to recall some details of her mother’s illness. However, she was able to articulate how
she felt during and after her mother’s hospital admission in relation to family presence. She was also able to
clearly convey her current beliefs about FPDR.
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Participant quotes have been used throughout the findings chapters to help ground the
abstract analysis and to support the claims being made about them (Charmaz 2014). As
such, excerpts from participant interviews provide empirical evidence for the theoretical
presentation of the data (Charmaz 2014). All participants’ voices are represented at some
point within the findings chapters. However, it is not necessary in a GTM study to provide
equal weighting to each participant. Rather, development of a grounded theory requires
a focus on theoretical concepts and their relationships rather than on individual
participants (Corbin & Strauss 2008; Charmaz 2014). Therefore, examples and excerpts

that were most representative of emerging concepts are presented in this thesis.

AN INTRODUCTION TO THE GROUNDED THEORY CONCEPTUAL MODEL

The substantive grounded theory The Social Construction of Conditional Permission was
constructed using conceptual abstraction (detailed in chapter four) beginning with and
always grounded in the participants’ perspectives of their own reality of FPDR (Charmaz
2014). This theory explained the major social process at work when health professionals
and family members were faced with a decision to practice or participate in FPDR. The
grounded theory presented in this thesis contributes to an understanding of decision-
making around FPDR in Australian acute healthcare settings. However, it is important to
remember that this theory provides an interpretation and conceptual understanding
(Charmaz 2014) within the contexts outlined previously in this thesis and therefore may

not be applicable to experiences in different circumstances.

The conceptual model depicted in Figure 4 (see page 97) was constructed to symbolise
and explicate the theory. The model depicts the cyclic and inter-related nature of the
processes enacted from the moment a patient required resuscitation in the direct or
indirect presence of a family member. The first three processes enacted were; 1) claiming
ownership, 2) opportunistic presence and 3) valuing family presence. These three
processes were interconnected and impacted not only each other, but all other processes

depicted in the conceptual model.

The model also illustrates the four interconnected properties of the core category that
manifested as value-laden judgements to guide decision-making and place particular

conditions on FPDR. These judgements included; 1) prioritising preferences and rights,
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2) assessing suitability, 3) setting boundaries and 4) protecting others and self. These
judgements directly impacted the core category while also being influenced by the three

initial processes of claiming ownership, opportunistic presence and valuing family

presence.

Prioritising
preferences
and rights

Assessing
suitability

Conditional

Permission

boundaries

Figure 4: Conceptual model
The Social Construction of Conditional Permission
A grounded theory of Family Presence during Resuscitation
Permission for FPDR was always conditional, continually reassessed throughout the
resuscitation event and subject to retraction if the boundaries of conditional permission
were breached. Staff and family members who valued FPDR placed fewer conditions on
presence, and were more likely to ensure those conditions could be met in order to
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ensure presence could occur. Conversely, health professionals and family members who
did not value FPDR placed multiple conditions on the practice - sometimes to the extent
where meeting these conditions became almost impossible. Further, those conditions
were often used to justify denying FPDR. The social construction of conditional permission
was therefore impacted most by the extent to which FPDR was valued by the individuals

and groups who were (perceived to be) in control of permissions.

OVERVIEW OF THE FINDINGS CHAPTERS

This chapter (chapter 5) introduced the study participants, and provided an overview of
the substantive grounded theory and theoretical conceptual model that was developed to
explicate the theory. Chapter six presents the first major process of the theory - claiming
ownership of the patient, the space and the resuscitation act. Chapter seven examines
the second major process, opportunistic presence, while chapter eight discusses the third
major process, valuing family presence. While these three processes are discussed
separately in discrete chapters, the relationship between them is also clarified to
demonstrate how together they impacted the core category and to highlight their role in

the substantive theory.

Chapter nine presents an in-depth discussion of the value-laden judgements made by
health professionals and family members during the social construction of conditional
permission for FPDR. These judgements are discussed within four sub-categories; 1)
prioritising preferences and rights, 2) assessing suitability, 3) setting boundaries and 4)
protecting self and others, and once again the relationship between these sub-categories

and the central theory is explicated.

Chapter ten presents a theoretical discussion of the substantive grounded theory — The
Social Construction of Conditional Permission - that interpreted and explained decision-
making around FPDR in Australian acute healthcare settings. Conditional permission was
shown to be a social construction made possible by the ongoing interactions and

interpretations of people playing a particular role in a particular setting or context.

Throughout chapters six to ten, significant findings are discussed in relation to existing

literature in order to support the theory (Glaser & Strauss 1967; Strauss & Corbin 1998;
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Charmaz 2014), to situate the current research within the body of related literature and
to demonstrate how the current study built upon this body of evidence (Charmaz 1990;

Stern 2007; Charmaz 2014).

CHAPTER SUMMARY

This chapter introduced the research participants in order to contextualise the emergent
theory, and presented the conceptual grounded theory model that was developed to
explicate the central theory in this study. Chapter progression for the remaining study
findings was then detailed to inform the reader of the way in which each chapter was
designed to progressively build an understanding of the substantive grounded theory. The
following chapter presents the first major processes of the grounded theory - claiming

ownership of the patient, the space and the resuscitation act.
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Chapter Six: Claiming Ownership

CHAPTER OVERVIEW

The previous chapter introduced the study participants and presented an overview of the
substantive grounded theory and conceptual model. This chapter presents the first of
three major processes (claiming ownership, opportunistic presence and valuing family
presence) enacted during a resuscitation event when a family member was in the room or
nearby, and examines the relationship between the major processes depicted in figure 5,

and their role in the grounded theory.

Conditional
Permission

Figure 5: Claiming ownership — the initial social processes enacted during
a resuscitation event when a family member was in the room or nearby.
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Claiming ownership was a process whereby a person or group of people laid claim to one
or more of three things: 1) ownership of the patient, 2) ownership of the space, and 3)
ownership of the resuscitation act. Individuals and groups claiming ownership included
registered nurses, doctors and paramedic staff (who together comprised a health

professional group) and family members.

OWNERSHIP OF THE PATIENT DEFINED

A general definition of the term ownership is ‘the act, state, or right of possessing
something’ (Oxford Dictionaries 2015). To own a person is of course an infringement on
their right to exercise autonomy and self-determination, and the very term is fraught with
controversy (Shields et al. 2003). However, the concept of patient ownership can
influence relationships between health professionals, patients and family members. Much
like Shield and colleagues’ (2003) discussion of who owns the hospitalised child, no other
word was deemed able to sufficiently and succinctly encapsulate this major process that
emerged from the data in the current research. Therefore, the term ownership has been

used in this thesis with careful consideration of the following definitions.

Patient ownership has been defined previously as health professionals knowing all
relevant information about a patient and doing everything necessary for them (Van
Eaton, Horvath & Pellegrini 2005). The resultant sense of responsibility often included the
instinct that patients belong to the health professionals responsible for their care (Yedidia
et al. 1993). According to MclLaren et al. (2013), ownership of patient care by health
professionals encompasses seven core elements; advocacy, autonomy, commitment,
communication, follow-through, knowledge and teamwork. As such, ownership of patient
care by health professionals encompasses professionalism, competent care and patient
safety (MclLaren et al. 2013). For the purpose of this study, claiming ownership of the
patient refers to a person or group believing they have the most significant connection to
or right to be with the patient and to make decisions on their behalf at a particular point

in time.

CLAIMING OWNERSHIP OF THE PATIENT

When a patient first entered the hospital environment, competing ownership claims

began almost immediately between health professionals and family members. Health
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professionals often asked family members to leave the room if they were already present,
or excluded them from the room until the patient was stabilised or recovered - or in some

cases until the patient died.

While some health professionals were happy to share ownership of the patient by inviting
family members to be present; many were not - claiming sole ownership and expecting
family members to temporarily relinquish their claim on the patient until the crisis was
over. In other words, when the patient was in a critical condition that health professionals
believed was reversible, family members were kept away and only allowed into the room
once the patient recovered. However, when health professionals believed the patient was
going to die (or had died) family members were let in — to be present in death and reclaim

ownership of their loved one. For example, Elizabeth said that;

| think, depending on how the resuscitation is going and if we know that there’s no
hope of success, | think the family member should be allowed into the room.
(Elizabeth: RN)

This separation of family members from their dying loved ones has been referred to
previously as the isolation and professionalism of contemporary dying (Timmermans
1998, 2005). By this, Timmermans was referring to the contemporary practice of health
professionals claiming control of the dying process, including who can and cannot be

present — something that was evident in this current study.

Ownership claims to the patient were made through language and through actions.
Health professionals used actions by excluding family members from the room and their

ownership claims were more likely to be effective than those of family members.

... it still comes back down to the doctors, to the nurses ... even if the family says |
wanna be there, and from our assessment we think no, you shouldn’t be here,
there’s no way we will allow them to come in ... their [FM] judgement doesn’t
really count; it always comes down to what we [HP] want ... it always comes down
to what we think. (Jackie: RN)

When health professionals used language to claim ownership of the patient, they did so
in a symbolic way to claim overarching and theoretical ownership of all patients by all

health professionals rather than claiming ownership of an individual person.
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... at the end of the day, you’re doing what’s in the best interest of your patients
and their loved ones, and | think that’s what we all strive to achieve in our job
every single day. (Bella: RN/RM)

The generic nature of these claims to ownership were indicative of the professional
distance that exists between health professionals and patients (Timmermans 1999a,
1999b; Rousseau 2004; Corbett & Williams 2014) as part of their therapeutic relationship
(May 1992; Sharp 2007). These claims also reflected the traditional sense of ownership
that health professionals instinctively feel toward their patients as mentioned previously
(Yedidia et al. 1993; Shields et al. 2003; Van Eaton, Horvath & Pellegrini 2005). However,
the language used by health professionals when claiming ownership of their own loved
one as a potential patient was less professional and more personalised, and often

included evocative language and detailed rationales to support their claims. For example;

If it was one of my family members, | would not be leaving. There’s no way you’d
get me out ... Wild horses wouldn’t get me away ... If it was my child | wouldn’t be

leaving, they’d need to taser me to leave ... (Matt: Paramedic)

... try keeping me out of the room ... it’s my mum, or my dad, or my sibling. They’re
the most important people in my life. | want to be there ... you know, they’re
people | care about and | want to be there for them... (Bella: RN/RM)

Many health professionals also used language that acknowledged the close existing
relationship between patients and family members, which in turn indicated their
acknowledgement of a family member’s right to claim (at least partial) ownership of the
patient. However, this acknowledgment was often theoretical and did not always extend

to practice.

| think sometimes it’s family-centred care so in a way ... they [FM] should be given
the opportunity because it’s their close [family] member ... husband or wife or a

child, maybe sometimes they want to be present in the room. (Elizabeth: RN)

According to Charmaz (2004), actions can make taken-for-granted meanings visible and
what actually happens in a social setting is often quite different from what people are
willing to express verbally. In Elizabeth’s case, her actions portrayed her meanings in a
way her language was not able to fully illustrate. Elizabeth mentioned that family
members are entitled to claim ownership of the patient by nature of their existing
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relationship. However, by using the phrase ‘in a way’, Elizabeth’s language suggested
ambivalence about whether family members should actually be afforded this right.
Elizabeth’s actions reinforce this conjecture because she does not support FPDR in her
everyday practice. In contrast, some health professionals, like Darren, used language to
acknowledge family member ownership of the patient while at the same time supporting
their words with actions by providing examples of advocating for and allowing FPDR in

their everyday practice.

... to me, really we are just passing briefly through these people’s lives, and it’s the
person that’s been with them all their life ... often for many, many years, who has
far more rights ... (Darren: RN/NP)

Health professionals who were supportive of FPDR stressed that unlike staff, who possess
only a superficial knowledge of the patient, family members have known and loved the
patient all their life. As such, they are usually the most important person in the patient’s
life and should have their claims to the patient acknowledged. Advocates for family
presence during critical events (Timmermans 1998, 1999a, 2005; Berwick 2009; Davidson
et al. 2014) agree that family members’ rights should be acknowledged and respected.
Davidson et al. (2014) warn of the emotional and psychological distress that can occur as
a result of forced separation of family members from their loved ones, while Berwick
(2009) argues that forced separation of this kind is a form of violence. While Berwick
acknowledges his is an extremist view, it is likely he used such evocative language to
stress the importance of a family-centred approach to care that promotes patient/family

rights as vital for the provision of quality health care.

Some health professionals not only acknowledged family members’ rights to claim
ownership of the patient; they modified their practices and the environment to ensure

family could (safely) remain present, such as the example provided by Sarah.

I did one arrest where the family member wanted to keep holding on to the person
and so | got him to sit, at her foot end, and just have him hold on to her foot
because that was far away from where we could do [our job]; so he still felt

connected to her, but was not in our way. (Sarah: Paramedic)
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While health professionals used both actions and language to claim ownership of the
patient, family members were more likely to use language alone; using terms such as ‘my
wife’ or ‘my family member’ or ‘my child’ as primary reasons for wanting to be present
during resuscitation. For example, Trevor spoke passionately about wanting to remain
with his wife when she arrived at hospital — but he was excluded from the room by staff.

When asked how that made him feel he replied;

... it was my wife, | wanted to be with her ... it’s just my family and | wanted to be
there. (Trevor: FM, Husband)

While some family members verbally expressed their desire and resolve to be with their
loved ones during resuscitation, in reality most (like Trevor) allowed themselves to be
physically excluded from the room by health professionals. Others who were present
indicated they would have allowed their ownership claims to be overridden if the
situation arose. For example, Carol disclosed that if she had been asked to leave her
critically injured son, she would have done so — despite being in her own workplace
where she had already experienced elevated levels of inclusion and access to her son

compared to general-public family members.

I’m his mum, he needs me ... | don’t think | would have made a fuss if they’d said

go ... but, no-one said anything so | stayed. (Carol: FM, Mother & RN)

In some case, family members were already present when the resuscitation began. This
opportunistic presence (detailed in chapter seven) strengthened family members’ claim to
patient ownership and had a significant impact on whether FPDR was practiced. It
appeared to be much more difficult to remove a family member who was determined to
stay than to prevent someone from entering the room to begin with — particularly within
the hospital environment where health professionals traditionally own the space

(ownership of the space is discussed later in this chapter).

It’s different for a child

The age of the patient significantly impacted patient ownership claims. When the patient
was an adult, many health professionals claimed sole ownership and excluded family

members from the room; while a smaller number were willing to share or concede
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ownership, allowing family members to stay. However when the patient was a child,
there was widespread agreement and support for parental ownership of the patient - or
at the very least, shared ownership between parents and health professionals. Parental
presence during resuscitation was seen as a ‘given’ and accepted as a ‘standard practice’
that was expected and encouraged in a way that FPDR for an adult patient was not, as

demonstrated in the following excerpt.

If we have a child come in, in cardiac arrest particularly, the family aren’t ever not
in the room ... | think obviously the parents are in very much a nurturing
relationship with their child already and | don’t think we should take them away
from that. (Lauren: Doctor)

Parental claims to the patient were accepted, and at times expected, by health
professionals to such an extent that parents who did not exert this claim had their

motives questioned.

The parents in that particular case, believe it or not they weren’t there because
they wandered off... they didn’t recognise how sick their child was ... they’d just
wandered off ... [in exasperated tone] *Your child’s floppy, where are you?’
(Katherine: RN)

There was a pervasive theoretical acceptance of parental ownership of the child patient in
the current study. This acceptance could be explained by the widespread adoption of
family-centred care practices over the past three decades in response to the realisation
that excluding parents during hospitalisation of a child is detrimental to the child’s mental
health (Shields 2010). As a result, parents are being increasingly encouraged to stay with
their hospitalised child and participate as desired in their care (Power & Franck 2008;
Smith et al. 2009; Franck, Oulton & Bruce 2012; Macdonald et al. 2012). However, as
mentioned previously, there was a disparity in the current study between theoretical

support for FPDR and actual practice that needs to be taken into account.

In contrast with the current study, varying levels of theoretical support for FPDR for a
child patient have been reported in the literature. Some studies have reported higher
levels of support for FPDR for a child than an adult patient (Back & Rooke 1994; Booth,
Woolrich & Kinsella 2004; Knott & Kee 2005; Mortelmans et al. 2009; Chapman et al.
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2014). Rationales included the fact that parents were often already in the room and were
therefore invited to stay or that staff made special allowances, believing parents have a
right to stay with their children (Knott & Kee 2005; Chapman et al. 2014). In contrast,
several studies found no difference in levels of support for FPDR between adults and
children (Baumhover & Hughes 2009), or found that health professionals were less likely
to allow FPDR if the patient was a child (McClenathan, Torrington & Uyehara 2002;
Kianmehr et al. 2010). However, researchers from the latter study cited low comfort
levels with FPDR at any age in conjunction with participants’ limited experience caring for

children to explain this outcome.

The patient’s perspective on patient ownership

Thus far | have examined patient ownership claims from a health professional and family
member perspective. However, it is important to also consider the patient perspective —
something that has not been widely explored due to low resuscitation survival rates and
difficulties accessing patients in this unique position.12 Some health professional
participants, like Mandy, spoke about successful resuscitations where the revived patient

immediately asked for their loved one.

We had a gentleman who arrested; he was defibrillated, came round, very
positive. But the first thing he wanted was his wife. And that’s all he was asking
for ... [and] she was there! There were lots of tears and lots of hugs and he just
wanted to hold her hand and that’s all he wanted. It didn’t matter what we did to
him after that, we could do whatever we wanted, as long as she was there.
(Mandy: RN)

While it was important to hear about patient reactions and preferences, learning these
from a third party can be unreliable. Ideally, patient experiences should be heard from
the patients themselves whenever possible. The following account from Frank provides a
unique and often unheard patient perspective in relation to FPDR. Frank suffered four
cardiac arrests over several days. His wife Mary (also a participant in this study) was
present during one arrest, but excluded from the room during the other three events.

While recounting his experience, Frank described lapsing in and out of consciousness

 The low representation from surviving patients in FPDR research was discussed in the preliminary
literature review presented in chapter two.
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during his resuscitation events. Whenever he was conscious, Frank wanted Mary there
with him. Frank was comforted when Mary was there (as depicted in the first excerpt
below) and distressed when she was excluded from the room (as depicted in the second

excerpt on the following page).

| was really glad Mary was there. That was very, very important to me. | just
thought to myself, | would hate to be doing this by myself ... and | can't say that
floating in the corner of the room and hearing Mary's voice is what gave me the
will to fight ... but hearing the voice was reassuring. Do you know what | mean?
Because Mary calling out, ‘stay with us Frank’, | recognised the voice. (Frank:
Patient)

| was conscious for a lot of mine [the resuscitation] ... and Mary wasn't allowed to
be with me... | thought, hell, you're in big trouble here. Then Mary's not there ... |
thought, if I'm going to go, I'd rather have Mary there holding my hand. Everyone
would like to hold the hand of someone dear as they go. But when you're
conscious and you haven't got your best mate ... that was upsetting. But, | had to
accept it. There's nothing | could do about it. | asked for Mary and they said no.
(Frank: Patient)

It is important to acknowledge that one surviving patient’s experience cannot and does
not represent the views of all resuscitation patients. It was evident from other
participants in this study that people have varied preferences and beliefs about whether
(hypothetically, as the patient) they would want a family member present during
resuscitation. This variation was also seen in the existing literature, as discussed in the

preliminary review in chapter two.

However, Frank’s experience was similar to reports from the few studies that could be
located that explored surviving resuscitation patient experiences and preferences rather
than hypothetical scenarios. For example, Mortelmans et al. (2010) reported high levels
of support for FPDR among patients (72%) and family members (75%) - although, low
survival rates meant only 2.7% of these responses were from surviving patients. Similarly,
Albarren et al. (2009) reported that patients who had been resuscitated were more likely
to want to witness a family member’s resuscitation, more likely to want a family member
at their own resuscitation and more likely to believe family members would benefit from

FPDR.
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It is important to acknowledge the often absent patient voice in the FPDR debate and
explore how their preferences and rights can be considered during decision-making
around FPDR. Participants in this study stressed the importance of respecting not only
family member wishes but those of the patient. However, gaining patient preferences just
prior to or during a resuscitation event is rarely possible because of the unpredictable

nature of cardiac arrest and the unconscious state of the patient.

One possible solution could be the inclusion of FPDR preferences in advanced care
directive templates in order for people to clearly communicate their family presence
wishes during a future resuscitation event. Advanced care directives are life management
documents that allow people to plan ahead for situations in which their decision-making
is impaired and/or absent, to allow them to live and die with dignity and according to
their personal values (National Advanced Care Directives Working Group 2011). The
process of completing an advanced care directive involves family discussions which are
vital to ensure patient and family preferences are shared and understood. However, a
recent systematic review cautioned that there are currently 14 advanced care directive
templates available in Australia and many do not comply with the Australian standards
(Luckett et al. 2015). The inclusion of FPDR preferences into advanced care documents
would therefore require careful consideration to ensure that patient preferences would

be accurately reflected in all available versions of the document.

CLAIMING OWNERSHIP OF THE SPACE

Space limitations have been regularly cited by health professionals as a barrier to
practicing FPDR (see table 2, page 33). However, ownership of the space has not been
previously discussed in the FPDR literature. Ownership of the space in the current study
referred to individuals or groups claiming ownership of (or authority over) who could and
could not enter/remain in the resuscitation space. Resuscitation efforts took place in
multiple locations including the home, public spaces, in the back of an ambulance and
within the hospital setting. Practices around FPDR differed depending on the space in
which the resuscitation occurred and who was thought to own that particular space at

that particular point in time.
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Registered nurses and doctors were much more likely to successfully claim ownership of
the resuscitation space in the acute healthcare (hospital) setting than family members
and paramedics. Consequently, they were in a position to authoritatively ‘allow’ or ‘deny’
FPDR. These ownership claims began as soon as the patient arrived at the hospital, with
many family members directed immediately into a nearby waiting room by hospital staff
and paramedics. The language in the following excerpt demonstrates the value some
health professionals placed on what they saw as their own space, into which only certain

people are permitted.

... most of our patients would arrive by ambulance and they’ve [FMs] all been
there already. Paramedic crew don’t exclude them from the garage or from the
lounge room or wherever this has happened. They’ve seen it. So | think it’s rather
precious of nursing staff to say that they need their own, sacrosanct area. (Darren:
RN/NP)

The phrase ‘sacrosanct area’ in this excerpt alludes to the ‘mystery’ of resuscitation that
is often perpetuated by health professionals who are protective of their professional
space. Similarly, the term ‘golden resus doors’ in the following excerpt further
exemplifies a sequestered space that staff claim for themselves and exclude ‘outsiders’

from.

If there’s family members [who] get through those golden resus doors with the
paramedics, someone will just automatically be like, ‘oh you can’t be here’ and
turf them out and show them where to go. (Bella: RN/RM)

The ‘outsiders’ alluded to previously were family members who did not belong to the
health professional group and were therefore not granted automatic access to the
resuscitation space. However, not all health professionals made such claims to space
ownership. For example, Darren stressed the importance of acknowledging and

respecting consumer rights to access space in the hospital setting.

Yes | am [aware of being observed] and that is their absolute right ... | don’t come
from a perspective that we have any special rights in a hospital. We are there to
serve the community and the community should be able to see what we’re doing.
(Darren: RN/NP)
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Ownership of the space changed significantly between the pre-hospital and hospital
setting. Paramedics, who in the pre-hospital setting practiced FPDR, subsequently
excluded family members from the hospital resuscitation room - citing hospital staff
expectations and preferences. Paramedics often sought direction from hospital staff and
followed their preferences without question, thus conceding ownership of the space to

hospital staff in the hospital setting.

... we will move the patient over, the nurse will start CPR, ambos out, doctors and
nurses in; we have absolutely nothing to do with them after that ... [we] let them
make that decision, because it’s their area. And | guess | would hope they would

have the same respect for me, in my area. (Sarah: Paramedic)

Paramedics respected the professional boundaries between hospital and pre-hospital
staff and their language and actions designated hospital staff as the ‘legitimate’ owners of
the space. Paramedics appeared to have a limited role in the hospital setting and
withdrew from the resuscitation space once they handed over the patient. Sarah spoke
about the potential for paramedics to advocate for FPDR; yet in practice she did not do
this, most likely to avoid breaching professional boundaries and ownership claims.
Exclusion of family members from the resuscitation space was therefore facilitated by
paramedics transporting the patient to hospital, acting on hospital staffs’ stated (or

unstated) directions.

... you just basically get them [the patient] to the resus doors, and then they’re
[FMs] usually ushered by someone, one of the hospital staff or sometimes a
paramedic will take that role and usher them to the waiting room. (Matt:

Paramedic)

... that is what the hospital wants us to do and so that’s what we do ... | will
generally ask the nurse ‘what would you like me to do with the family member?’

and do it that way. (Sarah: Paramedic)

There were times however, when professional boundaries became blurred in terms of
ownership of the space (and also with ownership of the resuscitation act, which is
discussed later in this chapter). For example, there were times when the most

experienced health professionals (i.e. specialist retrieval team) took charge of the space
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in the hospital setting, most likely in an attempt to achieve the best outcome for the

patient.

... when a MET [medical emergency retrieval] team comes in, we immediately step
back. There’s a pecking order. We greens [paramedics] would step back from the
reds [retrieval team]. We are there to assist them if they require it ... but they
direct the scene, they took over, in the hospital setting in this instance. And that is

because they are emergency specialists. (Helen: Paramedic)

The previous examples all suggest that ownership of the space is impacted significantly by
professional boundaries, role expectations, and levels of legitimate power and authority
between different specialties, and between senior and junior staff. These issues are

therefore examined and discussed in detail toward the end of this chapter.

Contextual ownership of the space

Ownership of the space varied contextually for some individuals, particularly those who
were both health professionals and family members. For example, in her clinical
leadership role, Carol did not practice FPDR under any circumstances. Yet when her son
was critically injured in a road accident and admitted to her workplace, she requested and
was permitted access to staff-only areas during invasive interventions. Similar to many
others, Carol’s perception of ownership of the space changed when the situation became
personal to her. Being a nurse and a family member, Carol’s experience was different to
general public family members because she felt comfortable in the health professionals’

space in a way that general public family members most likely do not.

Because I've worked in that area, | knew I could sort of be on this side because |
knew they were working over there on the pneumothoracies and putting in chest
drains and — they actually had me hold his arm up while they were doing the chest
drain. (Carol: FM, Mother & RN)

Further contextual differences in ownership claims were evident between those made by
health professionals in the pre-hospital setting (by paramedics) and those made by health
professionals in the hospital setting (by nurses and doctors). Paramedics recognised and
respected family members’ intrinsic claim to space ownership in their own homes,

particularly when that family member had commenced the resuscitation.
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... when | get there and someone’s already doing CPR — how can | say ‘please
leave, we’ll take over now?’ Normally, if the person has commenced CPR in the

home, they are involved. They’re not likely to want to leave. (Helen: Paramedic)

However, some paramedics claimed ownership of the space even in the family member’s

own home and even when they had commenced CPR.

... often a family member is performing CPR prior to our arrival, so they’re actively
involved in the resuscitation ... if there’s someone who’s actually doing an OK job
we may keep them on the chest until our second crew arrives ... once we’ve got
enough hands there, we would then try and actually put one of our people with

the family and take them out into another room. (Matt: Paramedic)

Despite the fact that family members had often been involved in the resuscitation
initially, some health professionals excluded them to allow the ‘professionals’ to take
over. In doing so, they claimed ownership of both the resuscitation act and of the space in
a setting that is usually owned by family members. This ownership claim was justified by
health professionals by focusing on their aim to promote the best possible outcome for
the patient, even if that impinged on the family member’s preference or right to be

present.

In contrast some health professionals, like Sarah, attempted to control the space rather
than claiming outright ownership. They recognised family members’ preferences and

rights for FPDR and accommodated them when possible.

... if we do it in an outdoor area, then we’ll have people hold up blankets and that
kind of stuff ... if it’s someone you don’t know then | feel you’re invading that
person’s privacy if you’re standing and staring at us trying to save that person’s
life. But if we’re in someone’s home, then that’s a personal connection to them,

and they have every right to be there if they want to be there. (Sarah: Paramedic)

A double standard often occurred during ownership claims, where family members were
permitted into the resuscitation space during a pre-hospital arrest but were then
excluded once the patient entered the hospital setting. In the following excerpt, Bella
reflected on how this exclusion could significantly devalue the family member’s
relationship with their loved one and confuse them with contradictory claims from health

professionals regarding ownership of the space and the patient.
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Nine times out of ten, these family members are the ones that are there when
their loved one collapses, or they find their child drowned in a bath tub or they’re
the one that starts resuscitating at home ... and then all of a sudden they get to
hospital and get told, ‘no you can’t come in.” | think that’s really rude and shows a
lack of understanding on our behalf ... | think at the end of the day it needs to be
the family members who are given that option to be able to be there because
they’ve been there the whole way through. (Bella: RN/RM)

Sharing or conceding ownership of the space

Some health professionals were willing to share ownership of the space with family
members in the hospital setting, acknowledging that over time there has been an

increasing acceptance of family presence during clinical interventions.

But I think more and more we’re doing it, more people are open to it now ... and |
think the families are staying for more and more different procedures. They used
to be sort of whisked in, have a look, out you go now; whereas now they’re sort of
there for a lot of it. (Gemma: RN/RM)

However, even in their own home, family members often conceded ownership of the
space to health professionals during a resuscitation event, as shown in the following

excerpt.

... you might have this rush of relatives come running into the room real quick and
have a look and then rush right back out, and then they all go and huddle
together. | think there’s this understanding of - well we don’t want to interrupt

them while they’re doing their thing. (Sarah: Paramedic)

The most likely reason for family members conceding ownership of the space is learned
deference to health professionals with their associated knowledge and experience
(Joseph-Williams, Elwyn & Edwards 2014). Family members thus conceded ownership to
avoid being in the way, to achieve the best possible outcome for the patient, to avoid

entering a ‘sacrosanct’ space, and to allow health professionals to work unimpeded.

CLAIMING OWNERSHIP OF THE RESUSCITATION ACT

Claiming ownership of the resuscitation act is closely linked with ownership of the space.
Health professionals claimed ownership of the act for varying reasons; some did not want

family members to see the complete and inner workings of the resuscitation act but
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rather the outer and more presentable ‘facade’. In other words, some health
professionals preferred to present a sanitised version of resuscitation events to family

members rather than the whole (at times what they saw as unpalatable) ‘truth’.

It’s about the person’s comfort, the practicing medical person’s or nursing
person’s comfort more than the family member’s comfort ... the medical staff,
some of them [say] ‘not just yet, we’ve got to do this first and then they can come
in’... particularly if things are difficult, you’re trying to do a procedure and things
are not going straightforward (sic). It’s all very well if something’s gone ‘bang,
done’, but you don’t want a family member to see the person trying to have two
or three goes at doing something before it’s in ... It’s about their [staff] comfort |
think. (June: RN)

Some health professionals did not want to admit family members into their ‘sacrosanct’
area, preferring to perform resuscitation acts in private. Keeping their work what Anthony
referred to as a ‘mystery’ may serve to maintain an aura of professionalism that some
health professionals wish to preserve in order to elicit unreserved trust and be perceived
as ‘infallible’ professionals. This view of health professionals as ‘infallible’ is supported by
Turner (1987), who believes the hospital represents the institutionalisation of specialised
knowledge, and as such is a symbol of the social power of the medical profession.
However, there are other reasons that health professionals claimed sole ownership of the
resuscitation act (and by extension the space). Family members were excluded to protect
them, but also to protect health professionals from scrutiny and from family members
seeing the ‘whole truth’ of what they do. These reasons are detailed in chapter nine,

under the sub-category ‘protecting others and self’.

Health professionals often claimed ownership of the act automatically, without conscious
thought of their rationales. When attempting to explain the reasons behind their actions,

some health professionals (like Jane) were unable to articulate them clearly.

Ah, I’'m not sure, | suppose because it’s um - ah - | suppose um - they might see it
as a - um uncomfortable thing, or um - you know even though - ah - the patient
you know would be feeling it, um - I’'m not sure exactly but that seems to be
common practice that we do, that we do ask people to pop out while we’re
putting in lines, um and | suppose sometimes it can take a little while, to get all of
the appropriate lines in and, and um - you know sometimes it’s a little bit of - um

115



CHAPTER SIX: CLAIMING OWNERSHIP

poking and prodding around that, that, you know - that don’t, that the family

member, you know, doesn’t possibly need to see. (Jane: RN)

While this account is halting, it is evident that Jane excludes family members from the
resuscitation act for two reasons; to protect them from ‘graphic’ scenes and to maintain
the ‘facade’ that health professionals present by offering a sanitised and controlled
version of what they do. Similarly, Neil spoke about how some health professionals try to
maintain a ‘facade’ of care; they perpetuate the mystery that surrounds resuscitation and
protect family members from resuscitation scenes - whether they want this protection or

not.

| think that the traditional mindset that — we do our job and you get the finished
product — or we come out and say, ‘really sorry, we’ve done everything we can, did
you wanna come and see the body?’ And | think that maybe there’s also an
element where people think that we shouldn’t allow the general public to be
confronted [by resus scenes]. (Neil: RN/NP)

Although the exclusion of family members from the resuscitation act/space was a
common occurrence in some contexts, many health professionals challenged the
traditional mindset that they should have sole ownership of the resuscitation act. They
emphasised that resuscitation has been taught to members of the general public for
many years and that increasing numbers of people are being resuscitated by bystanders

in the pre-hospital setting.

We teach people resuscitation don’t we, around swimming pools and for kids ...
and | think kids in year 12 get taught how to resus people, so there’s a lot more of
it going on in the community. There’s been quite a few people resuscitated outside
the hospital by lay people ... there’s a lot more people doing it, not just nurses and
doctors any more, and ambulance [staff] ... (Sally: RN & FM, Sister)

The resuscitation act is thus no longer seen as the sole domain of professionals within a
specific healthcare environment, something that was highlighted by Timmermans more
than a decade ago in his writings about the development of universal CPR (Timmermans
1999a). The argument that denying FPDR protects family members from potentially
upsetting resuscitation scenes is flawed because many family members had already seen

and had sometimes been involved in resuscitation attempts. Some health professionals
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maintained that it was neither necessary nor even possible to protect the public from the
entire reality of resuscitation. They supported the notion that reducing the mystery of
resuscitation can benefit family members by allowing them to see everything possible

was done for their loved one, and that staff tried their best for the patient.

You always have cases where you’d rather go back and do something else - but |
think that’s reality. | don’t think we should buffer the rest of the world from the
reality of what we do - that is the reality of it. If the father wants to be present
then | think they should be present to see the process. Otherwise it’s a mystery
isn’t it? You have [an] unknown black box you never get to look inside. There’s
that comfort in knowing people tried their very best, and that despite that, [the]

babe couldn’t be resuscitated. (Anthony: Doctor)

Sharing ownership of the resuscitation act

Many health professionals engaged in a theoretical discussion about the benefits of
sharing the resuscitation act with family members; however this did not always translate
into practice. Health professionals in the pre-hospital setting were more likely to share
ownership of the resuscitation act with family members than those in the hospital setting;
not just allowing family to be present, but involving them in the resuscitation,
acknowledging their contribution and keeping them fully informed about what was

happening.

... if they’ve [FM] been happy enough to do CPR, we’ll let them continue until we
get another pair of hands ... the times I’'ve done it [I’'ve told the FM] ‘you’re doing a
really good job, please continue.” And most of the time they’re pretty happy to
continue if you’ve given them that encouragement. | think it’s a big thing to be
able to say to them afterwards that, because of what you did, you’ve given the
[patient the] best chance to survive, so that’s a good thing for them, being part of

it. (Sarah: Paramedic)

Some health professionals in the hospital setting were more likely to share the
resuscitation act when family members had already been involved in the resuscitation in
the pre-hospital setting. For example, Mandy shared the act with an elderly gentleman
who had resuscitated his wife when she collapsed only days into their holiday around

Australia.
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He just sort of kept out of the way, watched us do what we had to do. He did ask
some questions afterwards. Because he’d actually been there he could say, oh why
did you do that? He just wanted clarification, because he’d started CPR on his

wife, prior to hospital, so | think he needed to know that he had done the right
thing ... he’d done a first aid course prior to his trip, so he’d just learned to do CPR
and then ended up having to use it on his wife. (Mandy: RN)

Mandy supported this man’s presence during resuscitation because he had already been
involved in the pre-hospital setting; as such he already co-owned the act. For Mandy,
excluding him in the hospital setting would have perpetuated the double standard that
other health professionals referred to previously, where family members involved in pre-

hospital resuscitations were excluded once they arrived at the hospital.

Family members shared ownership of the resuscitation act in various ways. Some did so
simply by being there and observing that everything possible was done, while others

stressed the benefits of not only being there, but feeling useful.

...and he [the paramedic] said ‘you happy to participate, rather than me kicking
you out the room?’ So that’s when they gave me the drip bag to hold. | thought |
was, you know, ‘helping,’ in inverted commas, even though it was all too late, |
felt happy to be involved. (Trevor: FM, Husband)

Some family members felt compelled to step in and become involved in the resuscitation
act when their loved one was in crisis. For example Mary (a registered nurse) was present

when her husband arrested, and helped staff commence CPR.

And then he crashed ... | went into nurse mode. Initially | was sitting next to him
but when he started to go off [arrest], | was on my knees on the bed and there
was a nurse on the other side and we elevated the bed - and then because he was
gurgling, | thought, ‘oh suck him out.” Then the others came in, masked him. But
anyway, yeah, that's the only time | really went into nurse mode. Then when they
came in, | sort of stood back. (Mary: FM, Wife)

Mary’s experience was much more hands on than other family members because she
possessed the necessary knowledge and skills to legitimately claim co-ownership of the
act and contribute effectively to the intervention. When additional staff arrived, Mary
stepped back to allow them to do their job but remained in the room and as such

continued to share the act (and the space and the patient) by being present.
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THE IMPACT OF POWER, AUTHORITY AND PROFESSIONAL BOUNDARIES ON
OWNERSHIP

Ownership of the patient, the space and the resuscitation act was consistently and
successfully claimed by health professionals in the current study, which enabled them to
make authoritative decisions to ‘allow’ or ‘deny’ FPDR. These ownership claims were
further legitimised by their expert power and authority. The following discussion
examines the relationship between ownership claims, power and authority, and

professional boundaries.

Weber (1962, p. 117) provided a general definition of power as ‘the opportunity existing
within a social relationship which permits one to carry out one’s own will even against
resistance and regardless of the basis which this opportunity rests.” Similarly, Waters and
Crook’s (1989) defined power as an asymmetric social relationship where one person has
control and where the subordinate person is dependent on the other person for
something they need. Both notions of power were evident in this study, with many health
professionals making decisions to claim ownership of the patient/space/act without
consultation or input (and sometimes despite competing preferences) from colleagues or
family members. In health care, there is traditionally an unequal relationship between
health professionals and patients/family members (Kettunen, Poskiparta & Gerlander
2002; Joseph-Williams, Elwyn & Edwards 2014). This is due to a myriad of factors
including professional knowledge and expertise and patient/family member reliance on

health professionals for a particular service.

Evidence suggests a very close relationship between knowledge and power. Access to a
‘scientific’ body of knowledge allows health professionals, and particularly doctors, to
exert a significant influence on the general public (Freidson 1970b; Turner 1987; Elston
2002). The asymmetrical relationship between health professionals and the public is
affected by what Waters and Crook (1989) refer to as ‘positional power’, whereby
individuals have different levels of power according to the roles they occupy. French and
Raven (1959) proposed five bases of power; coercive, legitimate, reward, referent and
expert. Of these, legitimate and expert power are said to be sources of authority

(Lunenburg 2012). Authority in turn is the sanctioned or legitimate power that has been
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delegated to an individual within an organisation, and allows them to make decisions and
perform role-related functions (Bacharach & Lawler 1980; Mintzberg 1983). In the current
study, health professionals used their authority as a source of legitimate power to

support their ownership claims.

Professional boundaries also impacted ownership claims; particularly between pre-
hospital and hospital staff, between senior and junior staff, and between different
professions. Professionalisation is a process undertaken by groups to secure exclusive
ownership of specific areas of knowledge and expertise. When health professionals
breach professional boundaries (i.e. they are seen to be infringing on another’s area of

expertise), tensions can arise (Freidson 1970b; Nancarrow & Borthwick 2005).

Some health professionals in the current study relinquished their ownership claims for
fear of breaching professional boundaries. For example, Helen worried she was
potentially overstepping her boundaries as a paramedic by interacting with family
members in the hospital setting, which is traditionally the domain of nurses and doctors.
However, hospital staff did not always automatically claim ownership of the resuscitation
act. Sometimes the most senior staff member from the pre-hospital setting became the
team leader (i.e. a retrieval team). This finding suggests some health professionals claim
ownership of the resuscitation act itself, regardless of who ‘owns’ the space. As such, it
appears that owning the resuscitation act in the hospital setting indicates a higher level of

authority than owning the resuscitation space.

CHAPTER SUMMARY

Claiming ownership was one of the first processes enacted when a patient required
resuscitation and involved claiming ownership or ‘being in charge’ of the patient, the
space and the resuscitation act. Due to their pre-existing, legitimate power and authority,
health professionals were able to successfully claim overall ownership with little or no
resistance from family members - who commonly deferred to professional authority.
Ownership was sometimes shared by health professionals and family members; but only
when health professionals invited shared ownership or, uncommonly, when family
members claimed ownership by refusing to leave the resuscitation room. Power

differentials and professional boundaries impacted ownership claims between different
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health profession groups, with doctors and medical emergency teams most commonly

claiming ownership of the patient, space and act.

Ownership claims were contextual and enacted when health professionals believed the
resuscitation may be effective. In other words, health professionals claimed ownership
when they believed the patient could be ‘saved’. However, once the patient was deemed
un-revivable, the resuscitation act transformed from a life-saving event into a preparation
for sudden death, and ownership of the patient was relinquished to family members who

were invited to claim their loved one in death.

The subjective nature of ownership claims was evident in the varying attitudes toward
FPDR depending on the age of the patient, the status of the family member and past
experiences. The outcome of these ownerships claims had a significant impact on the
core process of constructing conditional permission. Two other major processes impacted
these ownership claims and directly influenced whether a family member was present
during resuscitation. These processes, opportunistic presence and valuing family presence

are discussed in the following chapters.
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CHAPTER OVERVIEW

The previous chapter detailed the first of three processes that initially occurred in relation
to FPDR. When a patient first suffered cardiac arrest, the people involved in the
resuscitation event went through a process of claiming ownership of the patient, the
space and the resuscitation act. These ownership claims were influenced by the second
process, opportunistic presence, which is discussed in this chapter. Figure 6 depicts how
the first three major processes are inextricably linked and demonstrates the position of

opportunistic presence in the substantive grounded theory.

Conditional
Permission

Figure 6: Opportunistic presence - Initial processes enacted during
a resuscitation event when a family member was in the room or nearby.
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OPPORTUNISTIC PRESENCE

The term opportunistic has been defined as ‘making use of immediate opportunities,
regardless of planning’ (Oxford Dictionaries 2015). Opportunistic presence in this thesis
refers to the process whereby family members were present at some point during
resuscitation of a loved one without prior planning, consultation or invitation.
Opportunistic presence during resuscitation has not been discussed previously in the
literature, and has the potential to help explain inconsistencies between FPDR practices in
the absence of formal guidelines. Opportunistic presence also offers an explanation for

how seemingly entrenched attitudes toward FPDR can suddenly change.

Opportunistic presence began in two ways; family members were already present when
the patient suffered cardiac arrest and required resuscitation, or family members entered
the resuscitation room uninvited - either alone or by following staff. For example, family
members often accompanied patients when they were transported via ambulance to
hospital. When they arrived at the hospital, some family members were directed by staff
into a waiting room while others managed to get through what Bella referred to as the
‘golden resus doors’ into the resuscitation room. At times, this occurred without staff
knowing and they were often surprised to suddenly realise a family member was in the

room.

... the ambulance crews would bring the patient in who is being actively
resuscitated. Some will hold the family and bring the patient in [to the
resuscitation room], and some will bring the patient and family in together ... I've
turned around a few times to find someone standing in the corner of the room.
(Darren: RN/NP)

... the family come [in] with the child who’s injured or unwell, and somehow they

make it into the resuscitation room with you ... (Michael: RN)

Some family members made a deliberate decision to enter the resuscitation room
uninvited, hoping they would be permitted to stay. For example, Carol and her husband
entered and stayed in the room with their critically ill son through a combination of

opportunistic presence and by claiming ownership of the patient.
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And we just sort of barged in [slight laugh]. We just, we were going through, and
when | said something to my husband about that he said, ‘well, it’s my boy, and

no-one’s keeping me out.” (Carol: FM, Mother & RN)

Family members who were already present in the room when the resuscitation began
were more likely to stay, something that has been mentioned previously in the literature
(Knott & Kee 2005). However, health professional and family member responses to
opportunistic presence varied considerably, and continued family presence during the
resuscitation event was dependant on those responses. The following section details the
circumstances under which opportunistic presence occurred, and how health

professionals and family members experienced this phenomenon.

Rescinding opportunistic presence

Some opportunistically present family members were asked to leave by health
professionals for various reasons (these reasons are detailed in chapter nine). In some
cases, health professionals were following the unofficial but standard practices of their

workplace.

... they brought the patient from the acute ward to the ED room. The family
member did follow in, but we very politely, kindly had a support staff member
with that family member [who] took them into a private area and then kept them

updated of what was going on. (Elizabeth: RN)

When asked to leave, some family members complied without question - conceding
ownership of the patient/space/act to staff as discussed in the previous chapter.
However, along with this acquiescence came a sense of fear and confusion if staff did not

adequately support the family member or explain what was happening with the patient.

I walked in through the door, and it was all happening and | was asked to leave. It
was pretty heavy ... | think it was a nurse or someone [said] ‘you can’t be in here’
or something like that ... when | was told to | did, yeah, I left the room. And | don’t
remember if | hovered in the corridor or what | did after that actually ... | think it
would have been good if someone said something to me. | don’t believe anyone
did talk to me, so | think | was left in a strange space. Do | stay? Do | go? What do |
do? (Rosy: FM, Daughter)
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While most family members, like Rosy, readily left the resuscitation room when asked,
some refused; thus asserting their ownership claims on the patient/space. In some
situations where family members refused to leave, staff were too intimidated or lacked
sufficient time to assert their requests further, and instead continued working with an

uninvited (and sometimes unwanted) observer.

... we’ve had bikies bring in one of their mates, which was always going to be of
interest to the police ... they wouldn’t move, wouldn’t leave ... there was no-one
ever going to change that - short of getting the police up - but we were too busy.
(Neil: RN/NP)

However, it was rare that family members refused to leave the resuscitation room when
asked. Instead, most family members followed staff direction without question, often

regardless of their personal preference to stay.

Implied permission

Two forms of implied permission were evident during opportunistic presence — deliberate
and inadvertent. When implied permission was inadvertent, family members were not
asked to leave because health professionals were too busy focusing on the needs of the
patient, and in some cases forgot about or did not realise family were present. In most
cases health professionals did not regret this inadvertent permission, provided family
members did not impede the resuscitation. However, some health professionals stressed
that FPDR was not their usual practice and indicated a preference to exclude family

members if possible.

... if they’re already there, that’s fine; like | would turn around and say that’s fine

that you stay, but you do need to keep out of the way. (Mandy: RN)

... because they were there all along and we were trying to fix the problem quickly,
we kind of forgot about them and they were there for most of the resus ... even
after they [the patient] come back they [FM] they were still there ... (Jackie: RN)

In contrast, some health professionals enacted an implied permission that was more
deliberate. While they did not overtly invite FPDR, when opportunistic presence occurred
these health professionals were aware that family members were present and were

happy for them to stay. In other words, some health professionals allowed but did not
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invite FPDR. Deliberate, implied permission occurred in all settings, but most commonly in

neonatal and paediatric settings where parents were often already present.

Neonatal resuscitations frequently take place in the delivery room, or operating
theatre where [parents] are present ... | don’t think we ever ask that people be
ushered away, so it’s not uncommon for the father to be hovering around the
edges ... it’s a consequence of the process rather than a structured thing ... It’s not
actually intended, although obviously in many of the situations we acknowledge
there’s some urgency and the possibility that the baby will need resuscitation,
intubation and perhaps cardiac massage. But having said that ... I’'m not sure we
actually think through that and say ‘now what are we going to do with dad when
this happens?’ It’s sort of, just all part of the hubbub | guess, the process.
(Anthony: Doctor)

Overt permission

In contrast with the previous examples, some health professionals actively invited family
to stay if they were already present. It was more common for family members to already
be present for the resuscitation of a child than for an adult, due to the nature of their
nurturing relationship and the fact that most parents accompanied their children to
hospital. In addition, parents were commonly (overtly) invited to stay with their child in

the resuscitation room.

Most of the paediatric resusses I've been involved in ... there’s usually a parent in
the ambulance with them ...The parents come [into the resuscitation room] with
the child and that’s always, it’s just how it seems to have happened ... whereas
with adults and a relative comes in, the relative is usually stopped at the resus
door and directed to the waiting room. (Bella: RN/RM)

While there was widespread support for parents to remain with their children, some
health professionals questioned the rationale behind placing a higher level of import on

FPDR for children than for adult patients.

... you know if we can allow the parents of a three year old child to be here why
can’t we allow the parents of a 30 year old child to be here. (Bella: RN/RM)

As discussed previously in chapter two, most of the existing studies that have explored
attitudes and beliefs related to patient age reported a higher level of support for FPDR if
the patient was a child (Back & Rooke 1994; Booth, Woolrich & Kinsella 2004; Knott & Kee
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2005; Mortelmans et al. 2009; Chapman et al. 2014). However, like Bella, some health
professionals in the study by Chapman and colleagues (2014) stressed that parental
presence should be used as an example to encourage FPDR for all age groups rather than

singling out a particular cohort.

OPPORTUNISTIC PRESENCE FOSTERING FAMILY PRESENCE

Health professionals who did not usually practice or support FPDR often allowed family
members to remain in the resuscitation room when they were already present. Family
members who were already present were also more likely to be actively invited to stay. It
may be that health professionals did not feel comfortable asking a family member who
was already present to leave, or that the very act of seeing them in the room helped to
humanise the patient (humanising the patient is discussed further in chapter eight) and
reminded health professionals that family members are an integral part of the patient’s

life.

He [the doctor] hadn’t been in our hospital that long, so I’'m not sure whether that
had been his way before, or whether he felt, because the father was there, that he
should ask him [to stay] ... he was already there you see, the husband was already
in the room so | think he [the doctor] was sort of caught off guard. | mean if he
had been saying, um — ‘well you can leave now’ — it might not have been the right
thing to say, at that time. (Sally: RN & FM, Sister)

... we commenced resuscitation while the wife was still there in the cubicle. Quite
often in my experience family members are asked to step out to make room for
staff members, but in this case ... one of our senior nurses approached the wife
and asked her if she wanted to leave, and at the same time the doctor who was
team leader said, it’s ok if she stays ... we all seemed to respect the doctor’s call

that it was ok for her to stay, and also respect the wife’s wish to stay. (Jane: RN)

In the latter example, power differentials between different health profession groups (as
discussed in chapter six) impacted the overt permission given to the patient’s wife to stay.
The senior nurse in this scenario was in the process of asking the family member to leave
when the doctor, who was labelled resuscitation team leader by Jane, overrode this
decision and invited the wife to stay. This act is closely linked to the ownership claims

discussed in chapter six, and suggests that during a resuscitation event, the senior doctor
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is often awarded the most legitimate power and authority by other individuals and groups

to make decisions around FPDR.

CHAPTER SUMMARY

Opportunistic presence was a process whereby family members were present at some
point during cardiopulmonary resuscitation of a loved one without prior planning,
consultation or invitation. Opportunistic presence was shown to have a significant impact
on family presence during resuscitation and was therefore an important facilitator that

has not previously been explored in depth.

Opportunistic presence was shown to impact the ownership claims discussed previously
in chapter six, and family members who were already present were much more likely to
remain in the room during resuscitation of their loved one. Family members who entered
the room uninvited were in effect claiming ownership of the patient; while health
professionals who allowed them to stay demonstrated a willingness to share this
ownership — even when they would not usually invite FPDR. Health professionals’
subjective responses to opportunistic presence varied widely, and it is likely that this
variation contributed to large inconsistencies between FPDR practices in the absence of
formal or standard guidelines. In particular, the value placed on FPDR appeared to
significantly impact staff responses to opportunistic presence. The following chapter thus
presents the third process enacted when a patient suffered cardiac arrest in the direct or
indirect presence of a family member - valuing family presence - and examines the

relationship between this and other major processes in the substantive grounded theory.
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CHAPTER OVERVIEW

Chapters six and seven detailed the first two processes enacted by health professionals
and family members in relation to FPDR. When a patient first suffered cardiac arrest, the
people involved in the resuscitation went through a process of claiming ownership of the
patient, the space and the resuscitation act. These ownership claims were influenced by
the second process of opportunistic presence, whereby family members who were
already present or who entered the room uninvited were more likely to be present during
resuscitation than those who were not in the room when the resuscitation began. This
chapter presents the third process, valuing family presence, and discusses the impact of
this process on determining whether family members were present during resuscitation.
Figure 7 depicts the relationship between the major processes of the substantive
grounded theory and highlights the position of valuing family presence in the grounded

theory.

Conditional
Permission

Figure 7 Valuing family presence - initial social processes enacted during
a resuscitation event when a family member was in the room or nearby.
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VALUING DEFINED

The term value is used in everyday language; yet what it actually means to value
something is not often considered explicitly. Put simply, the value of something is its
relative worth, merit, or importance. Valuing something, then, is to consider something
to be important, useful or worthwhile (Oxford Dictionaries 2015). Seidman (2009)
proposes that valuing something simply means caring about it; while Watson (2004)
claims that a person’s actions are reflective of what they most value. This latter view fits
within a pragmatic view of society (as discussed in chapter three) in which the truth or
meaning of something can be determined more by its observable practical consequences
than its theoretical meaning (Barbalet 2009). Watson’s view also supports the symbolic
interactionist and social constructionist perspectives of this thesis, which considers that
‘meaning making’ largely shapes action or inaction (Blumer 1969; Guba & Lincoln 2005).
This chapter describes and interprets participants’ meanings and actions in relation to the

value they place on FPDR.

VALUING FAMILY PRESENCE DURING RESUSCITATION

The extent to which people valued FPDR was interpreted through both their language and
their actions. Most participants spoke about the benefits of FPDR, and stressed family
members’ inherent right to be with their loved one. In most cases, the value a person
placed on FPDR verbally was also reflected in their actions. For example, participants who
claimed to value/care about FPDR were much more likely to advocate for and strive to
ensure family members were present during resuscitation of their loved ones, and vice

versa. To illustrate this point, consider the following experiences from Darren and Jackie.

Darren is a nurse practitioner who works in the ED of a major metropolitan hospital.
While this ED did not have a formal policy,™ their standard practice was to allow and
invite FPDR. Darren shared both positive and negative experiences, but maintained that
the overall benefits of FPDR far outweighed any potential risks or barriers. When asked
why he thought some health professionals worked to overcome barriers while other

appeared to use those same barriers as a reason to deny FPDR, Darren replied;

 None of the healthcare settings included in this study had a formal FPDR policy or guidelines.
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I guess it depends on how much you value the presence of the family member.
How important is it? To me, really we are just passing briefly through these
people’s lives, and it’s the person that’s been with them all their life, often for
many years, who has far more rights. We’re really just a team, trying to stave off
death. Sometimes we win, sometimes we don’t. But we don’t want to leave any
more debris than we have to ... | think our role is not only to resuscitate the person
but to help the family through that. (Darren: RN/NP)

Darren’s account is symbolic of the high value he placed on FPDR and on the inherent
right of family members to be with their loved ones. By providing multiple examples of
inviting FPDR in practice, Darren actions further supported the spoken account of his
views. A symbolic interactionist/social constructionist perspective of Darren’s meaning

making suggests he valued FPDR highly, which in turn influenced his everyday practice.

In contrast, several participants appeared to place a low value on FPDR. For example,
Jackie is a registered nurse who, like Darren, works in the ED of a metropolitan hospital.
Jackie’s ED does not have a formal policy, but their standard practice is to deny FPDR.
Despite this, Jackie had experienced several instances of FPDR — both as a result of
opportunistic presence (a detailed account of opportunistic presence was presented in
chapter seven). Jackie’s language indicated a fluctuating value placed on FPDR depending
on the context. For example, Jackie cited multiple risks and barriers as a reason to deny
FPDR. However, when asked if she would want to be present during the resuscitation of
one of her loved ones, Jackie stressed that she would and listed several benefits to justify

why she should be given special permission based on her nursing status.

Yeah, | would want to be present ... | can’t imagine not being there ... If | was
asked to leave | would tell them, I’'m a nurse. There’s nothing you’re doing |
haven’t seen before. I’d probably be of help to you ... | know my dad pretty well; he
would be happy for me to be here. You know, | could be helpful in some way,

some questions that you might need to ask ... | would be saying all of these things

to make sure | could stay. (Jackie: RN)

Apart from wanting FPDR for herself, Jackie’s language mostly indicated a low value
placed not only on FPDR, but on family members’ rights to presence in general. In the
following excerpt, Jackie equated ‘a very good day’ with excluding family members from

the resuscitation room. The low value verbally expressed by Jackie was further reinforced
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by her actions, because in her workplace all family requests for presence were denied.
The only exception to this was when family members were already in the room and staff

had forgotten about them (opportunistic presence).

That was why | think they had a chance of being there coz (sic) on a very good day

no way. We never have family members present for resus ... (Jackie: RN)

Darren and Jackie’s accounts represent widely opposing views in terms of the value
placed on FPDR. However, they both exemplify the strong link between valuing FPDR and
practicing FPDR evident among all participants. A similar link was reported by Fischer et
al. (2008), who found that nurses who believed family presence was important were
more likely to include them in daily care in a general hospital setting. Fischer and
colleagues went further to suggest that family-centred care could be enhanced by
providing appropriate education to staff around the value of family presence, something

that was also raised by several participants in the current study.

The link between valuing and practicing family presence however was not always straight
forward, and several participants who claimed to value FPDR did not practice it regularly.
For example, Carol did not practice FPDR despite her verbal support for the practice, and

despite valuing being present as a family member during her son’s resuscitation.

I think they [FMs] should be given a choice ... [but] it’s not something I’ve thought
about. As the manager of the [specialty setting], | do feel for the families that are
following the patient to that cut off zone and then they’re just sort of in the
corridor ... and they’re just sort of left there. (Carol: FM, Mother & RN)

Despite finding the exclusion of family members ‘sad’ and despite her senior position as a
clinical manager, Carol made no attempt to advocate for FPDR in her workplace. It was
evident that some participants who claimed to value FPDR in theory were restricted from
practicing it due to external influences such as organisational norms or being overridden
by more powerful individuals or groups. The relationship between valuing FPDR and
power was therefore an important factor to consider, and is discussed later in this

chapter.
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Many participants demonstrated the high value they placed on FPDR by citing multiple

benefits, which have been summarised in table 7. These benefits have been reported

previously in numerous national and international studies (see table 5, page 35),

suggesting that the multiple benefits reported in this study reflect a widespread,

multinational societal view.

Table 7: Perceived benefits of FPDR reported in the current study

Benefits

Details

Demystifying resuscitation
for family members

Preparing family members
for death

Facilitating grieving and
closure

Enhanced communication
between staff and family
members

Involving family members in
the resuscitation

Family members protecting /
advocating for the patient

Enhancing staff — family

relationships

Enhancing the overall
resuscitation experience

Seeing/knowing what is happening
Seeing/knowing that everything possible was done for the
patient

Knowing the prognosis
Helping family members accept the death of their loved one

Providing a chance to say goodbye
Allowing family members to ‘be there’ at the end

Staff being able to explain what’s happening

Family members being able to ask questions

Family members providing information/history about the
patient

Promoting open disclosure

Feeling useful/helpful

Knowing and imparting the patient’s wishes

Being involved in the decision to stop resuscitation
Feeling comforted by being there

Providing comfort and support to the patient

Wanting to be there for the patient

Not wanting the patient to be on their own with strangers
Ensuring a good death

Patient wanting someone they know in the room

Patient being comforted by their family member’s presence

Family members thanking staff for their efforts
Allowing family members to see that staff care and are human
Staff being able to support family members

Personalising / humanising the patient
Promoting staff professionalism

In this study, the higher the value participants placed on FPDR, the more benefits they

listed in relation to perceived risks or barriers (which are discussed later in chapter nine)
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and the more likely they were to practice FPDR. The most commonly cited benefits were
that family members could see what was happening and know that everything possible
was done for the patient. FPDR was also said to help prepare the family member for
impending death and facilitate grieving and closure. The most poignant accounts were

those describing the very personal impact of family presence;

... She was sitting by her husband'’s side and holding his hand. That just really
struck a chord with me ... it didn’t matter how many times we tried to defibrillate
him or give him different kinds of drugs or how much medical support we were
giving him. That was lovely to see; his wife sitting and holding his hand, squeezing

his hand, and talking to him throughout [the resuscitation]. (Jane: RN)

All participants provided first-hand accounts of how valuable it was for family members to
be with their loved one in order to say goodbye and gain closure. Frank provided a unique
patient perspective when he spoke about how comforting (valuable) it was for him to

have his wife Mary in the room during his resuscitation.

I could hear Mary saying, stay with us Frank. | can't say that floating in the corner
of the room and hearing Mary's voice is what gave me the will to fight ... but
hearing the voice was reassuring. Do you know what | mean? If I'd kept going it

would have been the last words | heard coming from my wife. (Frank: Patient)

Some health professionals spoke passionately about the value of FPDR in terms of
personalising and humanising the patient, while at the same time enhancing staff
professionalism. These factors have been cited previously in the literature (see table 5,
page 35) and are hailed as a significant benefit of FPDR (Timmermans 1997, 1999a, 2005;
Ellison 2003).

| feel the team works better when family are there. When family aren’t there
sometimes they [staff] become a bit unprofessional. You know, you talk about
other things, and you might have a laugh or a joke. But [when FMs are present]
everyone’s a bit more respectful to each other ... there’s not as much shouting or
yelling ... everyone actually performs better because you’re reminded that it’s a
real person. (Grace: RN)

Other health professionals spoke about the value of FPDR in terms of being able to

improve end-of-life care for patients and their families. Similarly, sociologist Stefan
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Timmermans refers to the ‘sudden death’ of failed resuscitation as an opportunity to
promote quality end-of-life care for family members who were usually denied access to
their dying loved ones (Timmermans 1996, 1997, 1999a, 2005). Timmermans (1999a)
further argues that the very low resuscitation survival rates evident worldwide should
form the impetus to refocus many resuscitation attempts into an opportunity to support
and prepare family members for impending death rather than as a medical failure to save
an un-saveable patient. Smith (2000) agrees with this view, adding that if death is seen as
a failure rather than an integral part of life then we cannot adequately prepare for it and
health professionals cannot give the attention they should to helping people die a ‘good

death.’

As mentioned in the preliminary literature review, multiple benefits of FPDR have been
published over several decades and many people have expressed a desire for FPDR. In
addition, the practice is supported and recommended by many national and international
resuscitation bodies including the Australian Resuscitation Council (ARC 2012b), European
Resuscitation Council (Baskett, Steen & Bossaert 2005) and the American Heart
Association (Morrison et al. 2010). Further, many experts agree that FPDR is vital to
ensure the provision of quality end-of-life care (Timmermans 1999a; Casey et al. 2011;

Williams et al. 2012).

Yet in the current study, FPDR appeared to be significantly impacted by the subjective
value placed on the practice by individuals rather than being guided by evidence, or by
standardised protocols and guidelines. As a result, FPDR was not practiced consistently
and many family members missed potential benefits based on personal preferences and
setting norms. The dangers of health professionals imposing their personal values on
what they believe constitutes a 'good' death have been raised previously (Borbasi et al.
2005). It is important then to consider not only what these values are, but how they
change over time in order to make recommendations about the most effective way to

influence current and future clinical practice.

CHANGING VALUES OVER TIME

Simply being exposed to FPDR was an important way for health professionals to begin
changing their attitudes and values. Some health professionals also valued FPDR more
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highly after accessing evidence supporting the practice - a finding that is supported by
previous literature (as detailed in chapter two) that links education and experience to

higher levels of FPDR implementation. However, as Bella highlighted, despite evidence
supporting the benefits of FPDR, it is still not commonly practiced in many Australian

healthcare settings.

... we live in this day and age of evidence-based practice, and all the evidence out
there about family presence during resuscitation is positive. But it’s still something
that doesn’t happen ... at the end of the day, you’re doing what’s in the best
interest of your patients and their loved ones ... why, in that most critical tipping
point in someone’s life, where they’re on the edge of life and death, would you all
of a sudden not do what’s in the best interest of the patient or relative? (Bella:
RN/RM)

The value attributed to FPDR was therefore based on more than evidence and past
experiences. Personal experience combined with increased confidence could also improve
the likelihood of FPDR. In addition, a philosophical approach to death and dying - where
participants believed that death was part of life - also appeared to impact FPDR practices.
Some attitudes had changed over time to the extent where FPDR was practiced
consistently in certain healthcare settings and seen as a ‘normal part’ of the resuscitation

process.

| think that family presence is part of the resuscitative process; it’s just a bit

different than it was before we had family presence. (Darren: RN/NP)

People are quite comfortable with it now and it’s sort of more the norm to have
family members present; particularly for children but also for adults. (Michael:
RN).

In these examples, family presence appeared to be a ‘given’ or ‘the right thing to do’ for
those involved, once again highlighting the link between valuing FPDR and practicing it.
However, what was not as clear is why some people place more value on FPDR than

others to the extent where they practice it as part of their usual routine.

This divergence in values (and subsequent practices) could be due in part to existing
procedural ‘norms’ in individual healthcare setting — where new and existing staff
members interpret the actions they see around them and then act based on their
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interpretations of those actions (McCall & Simmons 1966; Blumer 1969; Meltzer, Petras &
Reynolds 1975). In other words, health professionals interpret setting norms and
accepted practices through their interaction with others. If FPDR is accepted as standard
or usual practice, new staff members are likely to ‘join in’ to be accepted into the group,

and vice versa.

However, while some people will uphold institutional rules and become enculturated into
setting norms, others will oppose these rules and norms. The activities of others can
therefore become a positive or negative influence that compels people to review and
then either intensify or discontinue their own actions as a result (Blumer 1969). For
example, June’s workplace does not have a formal protocol and has always denied FPDR
as standard practice. Existing and new staff tend to continue this practice because ‘that is
the way it’s always been done’ (June: RN). Despite valuing FPDR, June felt powerless to
change what she viewed as an embedded workplace culture because she believed her

view was in the minority.

... you have to have a large number of people with the same ideal, the same value
of it. Because if you’ve got a large group of people and only a tiny minority value it
[FPDR] you have a huge group of people who are absolutely adamant about it,
that’s it’s never gonna happen — you’re not gonna change that attitude ... they’re

never gonna change — and you’ve gotta accept that. (June: RN)

However, it is important to understand that a setting norm that seems fixed or stable only
appears that way because the everyday actions of health professionals are defined,
interpreted and consciously acted upon within the group in order to construct that
observed stability (McCall & Simmons 1966; Blumer 1969; Meltzer, Petras & Reynolds
1975). If the setting norm were to become re-interpreted (for example, questioned by a
health professional who practiced FPDR in a previous workplace, or who undertook
research or education into FPDR) then this opens up the possibility of individuals and
groups changing their ideas - and in turn their actions. The key to challenging long held
beliefs and practices around FPDR is therefore to provide information, education and
positive role modelling around the multiple benefits (the value) of FPDR for family

members, patients and health professionals (Byrne & Heyman 1997).
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OVERCOMING BARRIERS

In addition to the benefits discussed previously, multiple barriers and risks to FPDR have
been cited over the past few decades. While some barriers/risks are based on actual
experiences, most centre on personal perceptions and fears of what might happen rather
than what has actually occurred. The barriers/risks reported in this current study echoed
those in the existing literature (see tables 2 and 3, page 33-34). However, this study also
builds on that evidence to suggest that people who valued FPDR were much more likely
to generate ways of overcoming any barriers/risks, while those who did not value FPDR

used those same barriers/risks as reasons to deny FPDR.

For example, a common barrier reported by health professionals was a fear of being
judged by family members observing the resuscitation. However in practice, most health
professionals were too focused on the patient to be concerned with who was watching
them. Often the fear of being judged was related to low confidence or competence levels,
or fear of making a mistake in front of family members. Participants who did not believe it
was valuable subsequently denied FPDR; while those who valued the practice offered
suggestions to minimise barriers, such as ensuring resuscitation staff were adequately

trained and competent.

RELATIONSHIP BETWEEN VALUING FAMILY PRESENCE AND POWER

As mentioned previously, there was a strong link between valuing and practicing FPDR.
However, simply valuing the practice was not always enough to ensure it was
implemented. People’s actual or perceived power was also a major influence on FPDR
practices. The impact of power and authority on ownership claims was discussed
previously in chapter six. In essence, due to their professional status, health professionals
were much more likely to successfully claim ownership of the patient and the
resuscitation space than family members. They were subsequently in a position to
authoritatively ‘allow’ or ‘deny’ FPDR. However, what also needs to be considered is the
relationship between the real or perceived power a person has and the extent to which

they value FPDR - and how that relationship impacted clinical practice.

The analytic matrix presented in figure 8 (see page 139) depicts the relationship between

actual/perceived power and the value placed on FPDR during decision-making. Each
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quadrant represents a different power/value ratio for both health professionals and

family members which are discussed in the following sections.

High value high power

A high value - high power ratio provided the greatest likelihood of FPDR occurring in
clinical practice. When most or all health professionals in a particular setting valued FPDR,
their legitimate power and authority supported that view and allowed them to implement
FPDR with minimal or no resistance. For example, Darren worked in a setting where
senior staff members were all supportive of FPDR. The high value Darren placed on FPDR
was therefore supported by the legitimate authority (as discussed in chapter six) of senior
nursing and medical staff in his work setting.

Nearly all the staff are supportive of the practice, | don’t know that anybody has
been overtly opposed to it. We have a defined team leader who’s usually an
emergency physician, and the decision is ultimately made by them. All the
emergency physicians are supportive of it here, so they would be the ultimate
arbitrator | guess. (Darren: RN/NP)

Level of actual/perceived power

HIGH POWER LOW POWER
Staff more likely to advocate for FPDR Staff more likely to advocate for FPDR
and more likely to override opposing but less likely to override staff who did
views from other staff not support/want FPDR
oc . . . .
(=) Family members more likely to want to | Family members more likely to want to
& stay/more likely to insist on staying stay but less likely to insist on staying if
g even if denied initially by staff initially denied by staff
©
(]
8 Staff less likely to advocate for FPDR Staff less likely to advocate for FPDR
-y and more likely to gain the outcome but also less likely to override opposing
(] they desired —i.e denying FPDR views from other staff who supported
T:; because they did not value it FPDR and wanted family to stay
>
Family members less likely to want to Family members less likely to want to
stay, less likely to stay even if initially stay, more likely to stay if asked to
invited by staff or expected to stay because they felt powerless to refuse

Figure 8: Analytic matrix: the relationship between actual/perceived power and the value
placed on FPDR during decision-making.
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High value low power

When people placed a high value on FPDR, yet had low actual/perceived levels of power
to support their values and preferences, the likelihood of FPDR occurring was lower than
in the previous scenario. In particular, junior health professionals who valued FPDR were
quickly overruled by more senior staff who exerted their legitimate authority to gain their

preferred outcome of denying presence.

... some of the junior staff who’ve got very little perceived power and very little
ability sometimes to have a voice, but really do value it and see that it’s been used
in other places and it’s worked in other places, and [they] have suggested ‘why
don’t we do that?’ And it’s, yeah, it doesn’t happen ... for some staff, it’s all about
power, full stop. I’'m in control, I’'m going to say what happens, and I’m going to

disregard everybody else’s beliefs or values. (June: RN)

June’s example illustrates what many other health professional participants shared about
the difficulties of changing clinical practice in the face of competing preferences and
values from more senior staff. June was a very senior registered nurse in a major
metropolitan ED, and valued FPDR highly. Yet, the only time she practised it was when
opportunistic presence was supported by more senior staff. In other words, people with
the most legitimate power were (almost) always more likely to gain their desired
outcomes than those with less power, even if they valued FPDR highly. The only exception
to this was when a family member valued FPDR highly, and stayed with the patient

despite being asked to leave by staff, as recounted by Mandy.

... one of the other staff did turn round and say to her, ‘I’'m sorry but if you’re not
going to settle down you’re gonna to have to leave’ ... and she basically turned
around and told us that she would have to be removed by the police because she

wasn’t leaving her daughter. (Mandy: RN)

In this situation, the family member refused to leave the room and as such, claimed
ownership of the patient and setting. However, very few family members actually
disregarded health professionals’ direct requests to leave the room. In fact, most family
members in this situation allowed staff to override their strong desire to stay and left the
room when asked, or did not try to enter the room to be with their loved one. However,

when asked if they would want to be present for the hypothetical resuscitation of a loved
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one, most participants stressed that they would want to and detailed how they would
‘fight’ to remain in the room to be there for the patient - highlighting once again the
difference between peoples’ ideologies and their actions, the latter of which are

impacted by social conventions and power relationships (Charmaz 2014).

The only surviving resuscitation patient in the study spoke about how upsetting it was to

ask for his family member to be present, only to have his wishes disregarded.

And I'm thinking, I'm in real strife here. But | thought, if I'm going to go, I'd rather
have Mary there holding my hand. Everyone would like to hold the hand of
someone dear as they go. But when you're conscious and you haven't got your
best mate ... that was upsetting. But, | had to accept it. There's nothing I could do
about it. | asked for Mary and they said no.” (Frank: Patient)

In this situation, Frank felt powerless to insist his wife be there with him, despite the high

value he placed on her presence.

Low value high power

As mentioned previously, health professionals who did not value FPDR were much less
likely to practice it. Within this category of low value high power, health professionals

with more legitimate power were able to override other staff preferences.

... one staff member was absolutely adamant against it, and that overrode the
team’s wishes ... [They] just did not believe in it ... they were the more senior

person so the team went along with their wishes. (June: RN)

Usually the outcomes are regarding who the most assertive is at the time, and if
they’re really, you know ‘they need to go out’ - you think, oh this isn’t the time to
argue with this ... We’ve had discussions at the desk after to say ... why did they
have to leave ... if they’re not in the way, if they’re not obstructing any of the
management we’re trying to instigate — um yeah but usually it’s whoever screams
the loudest will usually get it [their way]. (Gemma: RN/RM)

Hypothetically, family members in this category did not value FPDR and were less likely to
want to remain in / enter the room and less likely to stay even if initially invited by staff or
expected to stay. However, there were no actual examples of family members within this

category in this study.
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Low value low power

Health professionals in this category attributed a low value to FPDR, but due to their low
actual or perceived power/authority they were unlikely to override the directives of more
senior staff members who implemented FPDR. Family members in this category were less
likely to want to stay but were more likely to stay if asked to by staff because they felt
powerless to refuse. This latter finding highlighted the importance of offering options and
supporting choices regarding FPDR. Not all family members wanted to be present for a
variety of reasons (refer to the sub-category ‘prioritising preferences and rights’ in
chapter nine), as demonstrated by the following account from Elizabeth — who felt
pressured to be present with her husband in her own workplace, against her personal

preferences.

... he had a heart problem and he came into the hospital and because of conflict of
interest, I left ... | didn’t want to go into the room. But, his pain came back and he
was really in a lot of pain. So he requested that | go into the room and | did. | felt a
little bit uncomfortable ... because | am a senior person, | work in the hospital. But,
the staff member called me and said they wanted me to be at his bedside and | did
go and stand there and hold his hand and stayed there ... | didn’t want to interfere
in anything, | didn’t want to put any IV up or anything because that’s their call ...
there’s a nurse and there’s a doctor and | would just be a family member.
(Elizabeth: RN)

While Elizabeth’s account was in the minority (most participants wanted to be present for
the actual or hypothetical resuscitation of a loved one) it is important to acknowledge
different preferences and support individual choices. From her account, it initially
appeared Elizabeth was worried she would be asked to perform nursing interventions on
her husband, something that has been reported previously by family members who are
also nurses (Salmond 2011; Giles & Hall 2014; Giles & Willamson 2015). As such, a
discussion with staff may have reassured Elizabeth that she could be present just as a
family member. However, as the interview continued it became apparent that Elizabeth
was more concerned about her own reaction to the resuscitation and the potential long
term emotional effects of being present, despite acknowledging that her presence would

have comforted her husband.
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| think it was more as a support, knowing that | was present. | think he felt more
secure because he probably thought something was going to happen to him ... but
1, really speaking, if he was really going to go to CPR, | wouldn’t have stayed in
that room ... | think it would have affected me emotionally. | would have
witnessed this whole thing and it would’ve been traumatic for me ... later on in

days or weeks or months, it’d always be on my mind. (Elizabeth: RN)

Elizabeth’s account indicates a low value placed on FPDR in combination with a low
perceived level of power. As such, Elizabeth allowed herself to be directed into the room
against her wishes. Elizabeth’s example is a reminder for health professionals to ensure
the preferences and rights of all people involved in a resuscitation event are considered

to ensure the delivery of safe and effective family-centred care.

CHAPTER SUMMARY

This chapter interpreted participants’ meanings and actions in relation to the value they
placed on FPDR. In addition, the relationship between three major processes, 1) claiming
ownership, 2) opportunistic presence and 3) valuing family presence was examined; both

in relation to each other and to the core substantive theory.

The value placed on FPDR was one of the most important factors influencing its practical
implementation. This value sometimes changed over time in response to past
experiences, education, confidence, role modelling and organisational norms. People who
valued FPDR were more likely to cite multiple benefits and fewer risks, and more likely to
overcome any barriers to ensure family members could be with their loved one during a
resuscitation event. Conversely, people who did not value FPDR were more likely to focus
on perceived risks and barriers, and use them as rationales to exclude family members

from the resuscitation room.

However, the link between valuing FPDR and practicing FPDR was not straightforward and
the interplay between valuing FPDR and actual/perceived power to enforce one’s values
was an important consideration. Due to their professional status and subsequent expert
authority, health professionals were in a position to authoritatively ‘allow’ or ‘deny’ FPDR.
Furthermore, health professionals in the most senior positions were seen to be in charge

of permissions. As a result, the value placed on FPDR by the most senior members of the
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healthcare team were those most likely to impact clinical practices in a particular setting.
In other words, senior health professionals who valued and wanted to practice FPDR were
able to defend their personal, subjective preferences with their legitimate power and
authority. In the same vein, senior health professionals who did not value FPDR were able
to exclude family members without resistance from more junior members of the

healthcare team.

The impact of subjective, value-laden preferences became evident when discussing the
relationship between valuing FPDR and practicing FPDR. While health professionals had
the legitimate power and authority to take control of ‘permissions’ around FPDR, family
members also played an important role in the social construction of conditional
permission. The following chapter provides an in-depth discussion of the value-laden
judgements made by health professionals and family members in relation to FPDR. These
judgements were; 1) prioritising preferences and rights, 2) assessing suitability, 3) setting

boundaries, and 4) protecting self and others.
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CHAPTER OVERVIEW

The previous three chapters detailed the way in which decision-making around FPDR was
initially influenced by three interrelated processes; claiming ownership, opportunistic
presence and valuing family presence. While these processes were being enacted, the
people involved in the resuscitation event also made a series of value-laden judgements
during the social construction of conditional permission. Chapter nine details these value-
laden judgements in relation to four interconnected properties of the substantive theory;
1) prioritising preferences and rights, 2) assessing suitability, 3) setting boundaries, and
4) protecting self and others. Figure 9 depicts the interconnected nature of these value-

laden judgements and their position in the grounded theory.

Prioritising

preferences Assessing

and rights suitability

Setting
boundaries

Figure 9: The value-laden judgements enacted as part of the
process of constructing conditional permission for FPDR
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MAKING VALUE-LADEN JUDGEMENTS

The value-laden nature of clinical decision-making has been discussed extensively in the
literature (Clemens & Hayes 1997; Guyatt et al. 2000; Nelson 2004; Aulisio & Arnold 2008;
Hearns et al. 2010; Klein, Trousdale & Ulrich 2010; Kon 2010; Johnson et al. 2011;
Goldenberg 2013), with particular emphasis on the subjective nature of these decisions.
Decisions about end-of-life care are commonly reported to be intrinsically value-laden,
and questions have been raised previously about whose values should have most impact
on decisions taken (Oberle & Hughes 2001). However, value-laden decision-making has
not been previously discussed in relation to FPDR and the term ‘value-laden’ has not been
adequately or consistently defined, with many authors using the term without

clarification.

Several existing definitions were considered when delineating the value-laden decisions
discussed within this thesis. | subscribed to Beresford and Sloper’s (2008) claim that
people who are impacted by a particular decision-making problem will frame that
problem differently from others depending on their personal values and beliefs. In
addition, | noted Frick’s (2009, p. 51) definition of values as ‘motivated preferences [or]
conceptions of what is desirable, in personal or collective terms, that influences the
selection of available modes, means and ends of action.” For the purpose of this study,
value-laden judgements were considered to be decisions that were influenced by a

person’s inherent beliefs and preferences and the extent to which they valued FPDR.

The value-laden nature of the judgements made when constructing conditional
permission for FPDR was evident throughout all stages of the decision-making process —
including the three interrelated processes discussed in chapters six, seven and eight. The
value-laden nature of decision-making in relation to FPDR is now presented in detail in
relation to four interconnected properties of conditional permission; 1) prioritising
preferences and rights, 2) assessing suitability, 3) setting boundaries and 4) protecting self

and others.

PRIORITISING PREFERENCES AND RIGHTS

Following the processes of claiming ownership, opportunistic presence and valuing family

presence, individuals and groups enacted a process of prioritising the preferences and
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rights of people involved in a resuscitation event. Because the patient was unconscious,
these judgements were made by family members and health professionals — but mostly

the latter due to their previously successful ownership claims (as discussed in chapter six).

At the core of this prioritisation process were judgements about whose preferences and
rights should take priority — patients’, health professionals’ or family members’. The
subjective nature of these judgements caused a wide variation in practices and rationales
for prioritisation in the absence of any formal guidelines. Several examples of prioritising

preferences and rights are presented in table 8.

Table 8: Examples of the prioritisation undertaken by and about health professionals, family
members and patients when constructing conditional permission for FPDR

Participant Example of prioritisations
Health o Staff preference often prioritised over family members’ due to professional
professionals judgement and authority

e Projecting own preferences onto the family member / patient
e Considering the benefits and risks of FPDR
e Considering who FPDR is for

Family e Inherent right to be with their loved one
members e Allowing staff to work unimpeded

e Recognising individual preferences regarding FPDR

Patients

Focusing on saving the patient’s life

Protecting patient privacy / confidentiality

Asking patient preferences prior to/ after resuscitation

Only wanting certain family members present

e Staff and family members believing they know what’s best for the patient

The most common prioritisations were focusing on saving the patient and wanting staff to
be able to work unimpeded. However, the outcome of this prioritisation differed
according to the value placed on FPDR. For example, health professionals who valued
FPDR spoke about the inherent right of family members to be with their loved ones
during resuscitation. These health professionals were able to create a balance between
prioritising patient care and supporting family members who were present to ensure the
resuscitation was unimpeded. However, some health professionals seemed to prioritise

their own needs above family members and excluded them from the room based on a
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personal preference to not be observed. Further, family members allowed this

prioritisation to occur, most likely due to their high regard for professional status.

| think still there is a sort of deity thing with doctors, and their rights, and what
they’re doing is more important that what anybody else is doing ... | think it’s
Australian society, that doctors are here [holding hand high in the air], and he is
god like and he will be able to fix this. That’s why they accept the fact that, well
he’s doing something wonderful so I'll just leave, and let him do his work.

(Helen: Paramedic)

Personal preferences have been previously shown to influence health professionals’
clinical practice, particularly in the absence of formal guidelines.'® For example, Needle et
al. (2012) reported that doctors were more likely to offer and recommend treatments
similar to their own end-of-life preferences; while Vermeulen and colleagues (2007)
found that health professionals’ wound dressing choices were based on their personal

preferences.

In the current study, personal preferences impacted individual FPDR practices.
Furthermore, these personal preferences impacted the way in which individuals

perceived the preferences and rights of others, as discussed in the following section.

Projecting personal preferences and values

Experts have written about the concept of projection in several guises. For example,
‘attributive projection’ where people see others as they see themselves —i.e. a helpful
person will see others as more helpful (Sherman, Presson & Chassin 1984); ‘functional
projection’ where people with particular goals or emotions then over perceive those same
goals or emotions in the people around them (Maner et al. 2005); and ‘social projection’
where a person who believes or does something also deems that others would believe or

act in the same way (Gilovich 1990).

Health professionals in the current study exhibited both functional and social projection
when constructing conditional permission. In many cases, projection of personal
preferences was a major influence on decisions around FPDR, as evidenced by the

following excerpts;

 None of the health professional participants worked in a setting with formal FPDR policies or protocols
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One doctor has said to me that he’s based the decision on the fact that if it was his
family member, he wouldn’t want to watch. So he, on principle, doesn’t allow
anybody in. (Mandy: RN)

It probably depends on your own belief set and your own professional clinical
experience. If it’s your belief that if you were the patient you’d want someone
there, or if you were the family member you’d wanna be there for your family
member, then | think that you would obviously try to overcome the barriers to

implement [FPDR] for someone else. (Jane: RN)

If it were me, | would probably want to be in there and see it ... | would like to
know that everything’s been done that could be done. And based on that, | feel
it’s their right, if they wanna come in and see it then they should be able to.

(Sarah: Paramedic)

Health professionals’ personal attitudes, beliefs and values about FPDR appeared to
influence their perceptions of how widely those attitudes, beliefs and values were shared
with others. This phenomenon has been previously labelled as the ‘false consensus
effect’, whereby people overestimate the degree to which others share the same
characteristics, behaviours, attitudes, values and beliefs as they do (Ross, Greene &
House 1977; Sherman, Presson & Chassin 1984; Gilovich 1990; Burns & Knussen 2005). In
order for this to occur, an individual must first interpret what the phenomenon means to

them before then projecting it onto others.

When deciding whether to practice FPDR, health professionals in this study first
determined exactly what the practice meant to them. How they constructed this
phenomenon subsequently impacted not only their own preferences, but their estimates
of the preferences of others (Gilovich 1990). To illustrate this point, when a health
professional viewed FPDR primarily in terms of potential risks and barriers, they projected
this negative view onto family members and presumed they would not want to be
present. Conversely, health professionals who viewed FPDR in terms of its multiple
benefits projected a similar view onto family members and believed they would want to

be present in order to experience those benefits.

The danger of the false consensus effect in relation to FPDR is that health professionals

may fail to recognise that people can attribute different interpretations or meanings to
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the same phenomenon. Indeed, many health professionals in this study failed to make
adequate allowances for those different interpretations when making consensus
estimates. A possible explanation for this failure could be that the process of interpreting
the meaning of FPDR is so reflexive and immediate that it is often overlooked. In other
words, health professionals assumed that their interpretation was an objective reality of

FPDR and shared by everyone involved.

Some health professionals (particularly those who denied FPDR in their everyday practice)
rationalised their projection of personal values and beliefs onto others as ‘knowing what’s
best’ for patients and family members. These health professionals spoke about wanting
to protect family members and patients from perceived hazards and risks (the process of
‘protecting others and self’ is detailed later in this chapter). However, some health
professionals went further to question the nature of value-laden judgements made by

staff under the guise of protecting others.

| wonder whether we as staff are actually impeaching (sic) that onto the patient
when we don’t even know what they want. So we say we’re protecting their
privacy, but what do you mean you’re protecting their privacy? You don’t know.
You haven’t asked the family. Coz you might find the family know what the
patient’s wishes are. Or they’ve got power of attorney... (June: RN)

Here June is questioning rationales for denying FPDR, suggesting that health
professionals’ motivations do not always withstand deeper questioning and critique. In
other words, health professionals do not always know what is in the best interests of the
patient or family member - and those who believe they do without direct input from
those parties are making value-laden judgements about the preferences and rights of

others.

The accuracy of value-laden judgements has been questioned previously by health
professionals. They were concerned that, when the patient was unconscious, end-of-life
decisions were biased by personal values rather than those of the patient and their family
(Oberle & Hughes 2001). The literature on decision-making on behalf of adult others
focuses on ‘proxy’ or ‘surrogate’ decision-makers whose role it is to make a decision on

behalf of another person unable to make those decisions for themselves (Beresford &
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Sloper 2008; Kelly, Rid & Wendler 2012; Lederman, Garasic & Piperberg 2014). These
studies suggest that, in contrast with health professionals’ assumptions in this current
study that they know what is best for the patient, family surrogate decision-makers were
able to predict patient preferences more accurately than doctors (Shalowitz, Garrett-
Mayer & Wendler 2006). However, the latter study focused on surrogates predicting what
the patient would want to receive in terms of treatment; whereas decisions about FPDR
impact both the patient and the family member — which raises the question of who FPDR

is for, which is discussed later in this chapter.

Rather than projecting their own preferences and values onto family members, health
professionals need to understand that each resuscitation event is unique and that each
family member and patient is different. A flexible approach to decision-making around
FPDR that considers individual preferences and rights is therefore needed, as evidenced
by the following excerpt from Darren who, like other health professionals in this study,

was passionate about offering flexible options and supporting informed choices.

We give them the choice. If they’re not in the room then we give them a choice
whether they wish to be present or not. On one occasion I’'ve had a family member
who wanted to remain in the corridor just outside the resuscitation room, with the
curtains closed ... not seeing the person being resuscitated and so it depends ...
some people just don’t want to be present, but by far the majority of people have
wanted to be there. (Darren: RN/NP)

Yet even when offering flexible choices, the language used by health professionals to
describe their approach to FPDR (bolded in the following excerpts for emphasis) once
again often reflected the subjective and value-laden nature of their decision-making

around FPDR.

My personal thing is | think it’s really, really important that family be given at
least a choice. If they don’t wanna be [present], that’s fine. But they should at
least be given the choice to come in, at any part of the resus. If they don’t want to
come in straight away, that’s fair enough. If they wanna come in half way
through, so be it. But | think they should at least be given the opportunity to do
that. (Sally: RN & FM, Sister)
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When I’m in charge, I’ll always go look for a family member and bring them in.
Personally what I do is | call the family in ... we would have already had a
discussion of who’s who and introduced ourselves and | speak to whoever’s the
head of the family or who appears to be in authority and they sort of decide who’s
coming in. (Grace: RN)

The introduction of formal yet flexible guidelines was often suggested as a way to reduce
the current reliance on value-laden preferences. Yet, despite most health professionals
stressing the importance of structured protocols to guide consistent FPDR practices, none
of them worked in a setting with formal policies or guidelines, further perpetuating the
implementation of subjective practices based on personal preferences and past

experiences.

The facade of team consensus

While individual preferences played a large part in the decision to practice FPDR, some
health professionals also considered team consensus an important determinant of

conditional permission.

I think it has to be a team decision, | don’t think there can be any leader ...
everybody has to be comfortable with it. If you’ve got one person that’s not
comfortable with it, it just changes the dynamics completely coz there’s the
potential that they won’t want to do their work [if] they’re not comfortable with
it. (June: RN)

However this reliance on a team consensus was often a facade, with individual team
leaders (most often the senior doctor on duty) being able to override the competing

preferences of other team members.

It’s the senior person involved in the resuscitation, and that’s usually the doctor ...
I think the person who has the responsibility of coordinating the resuscitation
should have the right to make that decision. If there was a member who felt
uncomfortable, I’'m not sure if | would agree [that] you have to have a straw poll
and everyone has to agree ... | think it has to be more divulge [acquiesce] to the
boss, who’s running the resuscitation. (Anthony: Doctor)

The ultimate decision would be the team leader of the resuscitation. So if it’s
gonna compromise the treatment of the patient - that should be the paramount
consideration. | think that if you’ve got a couple of team members who are not
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comfortable, then they need to come to terms [with the decision]. (Darren:
RN/NP)

It really should be the team’s decision - but in the end, it often is the team leader,

which by default is usually the emergency consultant or registrar. (Katherine: RN)

In situations where competing preferences for FPDR became an issue of debate, several
solutions were offered - such as team debriefs and simulation training. Some health
professionals described heated debates around FPDR that ended with the most assertive
person dictating the level of presence at the time of the resuscitation — followed by a

discussion of the process after the event.

We’ve had MET [medical emergency team] calls before where someone will want
the partner out of the room and others will say they can come in ... that’s usually a
heated discussion ... We’ve had discussions at the desk after to say, why did they
have to leave? If they’re not in the way, if they’re not obstructing any of the
management we’re trying to instigate - but usually it’s whoever screams the

loudest will usually get [their way]. (Gemma: RN)

Unresolved competing preferences often led to family member preferences being
overridden by health professionals, and staff conflicts between those who did and did not
support FPDR. Staff-to-staff conflicts were deemed most detrimental due to the potential
to compromise patient care — and as such, junior health professionals would often

acquiesce to senior staff in order to maintain a facade of team harmony.

Thus far, personal preferences have been shown to significantly impact the decision to
practice FPDR and lead to potential conflicts. These preferences were driven by personal
values and beliefs and, importantly, beliefs about who FPDR is for, which is discussed in

the following section.

Determining who family presence is for

When making decisions to practice or participate in FPDR, individuals were making value-
laden judgements about who they believed family presence was for. In other words - who
would benefit from FPDR if and when it was practiced? Some participants stressed the
importance in terms of benefits for the patient; for example to comfort the patient and to

ensure they were not alone when they died.

153



CHAPTER NINE: MAKING VALUE-LADEN JUDGEMENTS

When | talked to my son, he said he could hear our voices and he found that quite
comforting. (Carol: FM, Mother & RN)

| believe that the patient, no matter how unwell, can still have some awareness of
what’s happening and can maybe hear their family member speaking to them, or
feel them holding their hand. (Jane: RN)

Others spoke about the benefits for both the patient and their families. However, overall,

participants believed FPDR was most beneficial for family members. They emphasised

that the majority of resuscitation events they had been involved with were unsuccessful

and that FPDR should therefore focus on supporting the people who are left behind.

I think [FPDR] benefits the patient the most if they live, and the family the most if
they die ... The patient is at the worst possible time of their life. If they have any
insight into their family being present, then I think they find that very reassuring. If
the resuscitation has not gone well and the person has died, then the grieving
process is aided by understanding that everything was done, and that death
became inevitable. (Darren: RN/NP)

I think particularly in poorer outcomes - and usually, you know, a lot of our
resuscitation efforts are unsuccessful once you get to CPR - | think you’re doing it
for the family; you’re not doing it for the person on the table anymore. (Lauren:

Doctor)

When sharing preferences for their own resuscitation (whether they would want their

family member present) most participants offered a philosophical argument that, as the

dying patient, their preferences and rights were less important than their family

members’ and that support should be directed toward the living.

In a way I’'m the least important in that decision process. Coz | think this issue is

actually for the observer... (Anthony: Doctor)

... if ’'m dead I’'m dead, you know, it’s not going to affect me. It’ll be about the
people that are left behind. So if they felt they needed to see that, then | have no
problem with that. And so for me, it’s for the people who are living. (Katherine:
RN)

Questions were also raised about why FPDR practices should be any different for a

resuscitation event than for patients in an intensive care unit (ICU); where a family-
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centred approach to care supports consistent family presence, even when the patient is

unresponsive.

... you’ve got someone three days into a coma who’s got no brain activity
whatsoever, but you still encourage those family members to be there and hold
their hand and you can see that they respond to those things ... That’s something
we actively encourage in an ICU situation with a very unconscious patient. How
can you not extrapolate that into a resus situation where you’ve got someone
with fluctuating levels of consciousness? How would that not be a supportive and

calming presence for someone? (Bella: RN/RM)

Prioritising preferences and rights of the people involved in FPDR was the first value-
laden judgement made when constructing conditional permission. On most occasions,
health professionals took control of the prioritisation process, and often elevated their
own preferences and rights over those of family members and patients. Following on
from this, health professionals began assessing suitability of the people, the space and

the resuscitation context before setting boundaries around conditional presence.

ASSESSING SUITABILITY

The process of assessing suitability was undertaken on an initial and ongoing basis by
health professionals and to a much lesser extent by family members to determine the
level of FPDR implemented. More specifically, participants performed a series of
assessments in order to identify any potential risks in relation to; 1) the people involved,
2) the resuscitation space and 3) the resuscitation context. Assessing suitability in this
way was a form of risk assessment, which is a key quality improvement strategy for
Australian health care (ACHS 2013). The Australian Council on Health Care Standards
(ACHS 2013, p. 5) define risk as;

...the effect of uncertainty on objectives. In the context of risk, uncertainty is
defined as ‘the state, even partial, of deficiency of information related to
understanding or knowledge of an event, its consequence, or likelihood’. Any
deviation from the expected can result in a positive and/or negative effect.
Therefore, any type of risk, whatever its nature, may have either (or both) positive

or negative consequences.
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This definition was certainly appropriate to describe how potential risks of FPDR were
identified and responded to. However, risk assessments in the current study did not
appear to be based on any existing models of risk management.15 Instead, they were
based on personal judgements and preferences about FPDR. The subjective, value-laden
nature of risk assessment has been discussed previously in the literature (Clemens &
Hayes 1997; Slovic & Gregory 1999; Slovic 2001), highlighting the significant impact that

values, emotions and preferences can have on clinical decision-making.

In the rush of what was usually an unexpected resuscitation, there was little time for
informed, conscious decision-making in the current study about whether it was suitable
or desirable for family members to be present. When making decisions in a time
pressured situation such as a resuscitation event, emotions will often drive those
judgements because emotional processes are faster than cognitive processes (Svenson
2003; Beresford & Sloper 2008). As such, these assessments were often made
unconsciously, based on setting norms, or on previous experiences, preferences and

attitudes about FPDR, as discussed previously.

Some people made a decision about the level of FPDR they found desirable, and then
justified that choice with reasons or ‘evidence’ in what has been referred to previously as
blurring the ‘fact-value distinction’ (Nielsen 2012). In other words, some health
professionals spoke about multiple barriers to FPDR as if referring to scientific fact, and
used those ‘facts’ as reasons to deny family presence. Conversely, some health
professionals highlighted multiple benefits of FPDR in the same way. | support Nielsen’s
(2012) argument that using ‘science’ to substantiate an individual’s value-laden
judgements and preferences in this way is misleading, and | propose that a lack of
consistent FPDR policies and protocols in Australia is contributing to this. The current
dependence on personal judgements in the absence of formal policies and guidelines that
was evident in the current study increases the subjectivity of FPDR assessments and
decision-making (Clemens & Hayes 1997; Slovic 2001). Further, it contravenes core

evidence-based practice goals, which include "...the conscientious, explicit and judicious

15 5. . . . . .. .

Risk management involves the systematic application of management policies, procedures and practices
to the activities of communicating, consulting, establishing the context, and identifying, analysing,
evaluating, treating, monitoring and reviewing risk (ACHS 2013, p. 5).
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use of current best evidence in making decisions about the care of individual patients’
(Sackett et al. 1996, p. 71) in conjunction with individual clinical expertise, while also

considering client preferences and values (Sackett et al. 2000; Melnyk et al. 2014).

The following sections provide an in-depth discussion of the value-laden judgements
made by participants when assessing suitability of the people, the space and the

resuscitation context.

Assessing the people

Assessing suitability of the people involved in the resuscitation was undertaken by health
professional and family members in various contexts. This assessment was performed on
an ongoing, case-by-case basis, with the major intention of keeping people safe and
ensuring health professionals and family members were able to cope with all that FPDR

entailed.

Keeping people safe

For the most part, family members were calm and unobtrusive when present during a
resuscitation event. However, there were several occasions where they became
particularly distressed and even verbally disruptive and subsequently needed to be
removed from the room. The removal of distressed family members was viewed not only
as a way of keeping them safe, but also to preserve the safety of staff, who at times
became distressed by family members grief or worried that distraught families might

disrupt the resuscitation.

Keeping the patient safe from family members who had or might potentially harm them
was an uncommon but important consideration. For example, Michael shared an
experience where parents who had remained with their child were later implicated in the
death of that child. This example highlighted the importance of careful and ongoing (risk)
assessment of all family members who wish to be present during resuscitation, and

indeed during any stage of hospitalisation.

One instance | can remember ... is a non-accidental injury. [We] had both parents
at the bedside for a child with quite a severe head injury ... the head injury looked

like it was going to be un-survivable ... there were legal considerations then, coz
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we’d had questions about the description of how the injury occurred, and the
seriousness of the injury ... and there were other indications that this child had

suffered quite long term abuse. (Michael: RN)

The cultural implications of FPDR were also considered in light of Australia’s multi-cultural
society, and the wide variety of people who present to hospital departments. Participants
spoke about people from different cultural backgrounds having varying expectations and
reactions to FPDR, highlighting the importance of individual, ongoing assessment and

open communication between all family members and health professionals.

I do sometimes think that culture has a lot to do with it ... I've had some Italians in
there that throw themselves around, and it’s, ‘hang on guys; you’re going to have
to leave.” But then you have some other cultures where it’s actually very quiet.
They will stand back, they will take it all on board and then they will ask you
questions afterwards. (Mandy: RN)

We’re very culturally diverse, our areas, so we have some groups who bring a lot
of people, some of them, you know, everyone they know shows up when someone
is unwell, so normally we leave it to the head of the family who comes in.

(Grace: RN)

The diverse expectations, preferences and needs of all family members around FPDR was
raised by most participants, and the importance of offering options and supporting
informed choices was stressed consistently. However in order to do this, it was first
necessary to evaluate the coping mechanisms of family members requesting or being

offered FPDR.

Evaluating coping mechanisms

Coping mechanisms of family members who were/wanted to be present during
resuscitation were assessed by health professionals, by other family members and by the
family member themselves. Health professionals performed this assessment in various
ways; including gauging the family member’s initial reaction to being invited into the

room;

| would ask them, would you like to come in? And if they looked shocked and

horrified and terrified at the very thought then that’s fine - we’ll just back away
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from that. If they look as though they’re considering it then I’d go on and explain a

bit more. So | guess | would assess their initial response. (Lauren: Doctor)

The importance of ongoing assessment of how family members were coping was also
stressed - something that has been noted previously in the FPDR literature (Oman &
Duran 2010). Some health professionals suggested removing family members from the
resuscitation room if they did not appear to be coping, with the option of returning at a
later time. In the following excerpt, Bella’s detailed explanation of her assessment
process demonstrates a considered approach. However, the subjective nature of her
assessment is also evident, highlighting once again the variability of current decision-

making around FPDR.

... there’s no formalised process. | think you look at how emotional, how distressed
they are. If they come in and they’re a complete riot of emotions and distraught,
usually what I’d try and do would be direct them out to a relative waiting area ...
then go and see them in a couple of minutes and check on them ... and then put it
to them if they wanna come in. Coz they do often come in so hysterical because
it’s been so sudden ... they haven’t quite, had a breath ... those sorts of people | try
and direct so they don’t come straight in, but they can have a moment to compose
themselves, and then work out what they wanna do from there. (Bella: RN/RM)

A utilitarian approach to (risk) assessment was evident when health professionals

weighed up the benefits and risks of FPDR, as evidenced by Gemma and Katherine.

I s’pose it depends on whether the family members are going to impede or
become a hindrance to the resus, especially if you’ve got all hands on deck - you
usually don’t have a lot of room so it’s what resources you have you want to [be
able to] get to fairly quickly. So if you’ve got people in the way and they can be
more of a hindrance then yeah. | think you’ve got to weigh it up too, to what suits
in certain environments, the personalities, are they actually going to benefit from
this, will they have closure, and what sort of follow up we have for them. (Gemma:
RN/RM)

It’s about decision-making. So if you’ve got someone that’s not reasonably in
control then they need to be out because it’s going to impact the team working on

their family. And in the end the priority will always be the patient. (Katherine: RN)

People who used a utilitarian approach to assessing the suitability of people to participate

in FPDR considered the ‘right’ decision as one that resulted in the best outcome for the
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greatest number of all people involved (Smart & Williams 1973; Beauchamp & Childress
2001; Day 2006). Application of utilitarian theory to FPDR therefore considered whether
the outcome of practicing FPDR was better than the outcome of not practicing FPDR. If
the outcome was considered to be better if FPDR was practiced (i.e. the benefits

outweighed the risks), then practicing FPDR was viewed as the ‘right’ action (Day 2006).

A significant risk of a utilitarian approach to FPDR was the difficulty in accurately
comparing the benefits and risks overall and for individual cases when they were
perceived differently by the individual people involved. The symbolic interactionist and
social constructionist approach of this research viewed FPDR as a social construction
made possible by the perceptions of individuals as they interacted with each other and
with their environment. The subjective and interactive nature of what constitutes a ‘risk’
or ‘benefit’ thus requires a more considered approach to determining the suitability of

FPDR.

| agree with Day (2006) and Timmermans (1999a, 1999b, 2005), who argue that FPDR
should be less about ‘good outcomes’ and more about basic human values. If we start
with the utilitarian assumption that family members should be excluded unless we can
demonstrate a more beneficial outcome with their presence, the focus remains on the
individual patient at the expense of family members. However, if we see the patient as a
person who lives as part of an interconnected society with family and community, we can
start from a humanistic perspective where family involvement is already valued (Day

2006).

One of the most common ‘risks’ cited by health professionals when assessing suitability of
family members to be present was that they would not be able to cope with resuscitation
scenes, and this was sometimes used as a reason to deny FPDR. However, most
participants stressed that family members were best placed to know their own coping
abilities and should therefore be responsible for choosing the level of family presence

they desired.

I think it’s important, depending if the family wants it. | mean some people, my
mother for example, would have run a million miles from that kind of situation,

but not me. | wanted to be part of it. (Trevor: FM, Husband)
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Some people know they’re gonna cope quite well. And then others know they’re
just not going to. (Mandy: RN)

Some people wouldn’t be able to handle it and some people can. Coz | know a lot
of blokes, the first time you go near them with a bloody needle and they’re gone.
(Dooley: FM, Father)

For me, | mean - if he'd died on the table it would have been awful. But | think it
would have been worse for a lay person. Because | mean, I've seen deaths on the
table. You just sort of cope with it. (Mary: FM, Wife & RN)

The main exception to the widespread philosophical agreement of allowing family
members to choose their own level of presence was when the family member was a child.
However, there were no consistent recommendations about this, with most participants
relying on personal preferences and beliefs to guide their decisions. Some participants,

like Grace, preferred the child’s family members to make that decision.

I normally leave it up to the family; they know their family best. It’s not for me to
make those decisions. I’d probably explain what they’re going to see when they
come in, and some people will go ‘Oh they can wait with another relative

somewhere else’, or I’'ve had children in there before. (Grace: RN)

Other participants gave varying opinions about the suitability of a child being present,

once again based on personal preferences and values.

Family who wanted to take young children under 10 in, | would probably
recommend not ... the middle of a huge trauma resus wouldn’t be the place for a
child. (Lauren: Doctor)

Very young, you know like 4 or 5, I’'m not sure that it’s a problem because they see
the world in a different light ... they’re not worried because they’re totally

fascinated by all the lights, bells and whistles. (Anthony: Doctor)

...we don’t have an absolute number. So it really depends on the capacity of the
child to understand what’s going on. (Darren: RN/NP)

One family member participant spoke at length about the unsuccessful resuscitation of
his 14 year old son, who drowned while swimming in a lake with his 12 year old brother.
Dooley sent his younger son home, believing he was protecting him from the trauma of
watching his older brother being resuscitated. However, rather than feeling protected,
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Dooley’s younger son was angry for many years about being excluded from the
resuscitation scene because he wanted to know what was happening and be with his
brother at the end. When asked his opinion about an appropriate age for children to be

present, Dooley replied;

Oh, that’s a hard one. | made that call because | didn’t think a 12 year old needs
that sort of thing ... seeing his own brother dead or anyone else dead for that
matter ... | think, to a degree, not till they’re, 14 or 15, something like that. When
you think they can possibly handle something like that a bit better ... | made the
call and | was wrong, but - it depends, because my [younger] son didn’t like the
fact that | sent him home and went away with [older son] to the hospital and he
didn’t know he was dead. (Dooley: FM, Father)

Determining an appropriate age for FPDR if the family member is a child is complex and
requires a holistic and collaborative approach to decision-making. Findings from this
study support a considered and informed assessment by family members and health
professionals about the benefits and risks along with careful consideration of the child’s
ability to cope and their own personal, informed preferences for FPDR. No literature
could be found relating to the experiences of child family members being present during
resuscitation and it was therefore not possible to compare current findings with a wider
body of evidence. However, insights can be drawn from the literature surrounding child

attendance at funerals.

Much like adults, children grieve in a variety of ways and according to Doka (2000) there
is no ‘correct’ age at which children should attend funerals. Instead, children need the
support of family and peers to use their own inherent strengths. Thus, it is not
chronological age but cognitive and emotional development that is a better measure of a
child’s ability to cope with death and grief (Doka 2000). Consideration must also be given
to the child’s preference around funeral attendance. For example, Sgfting, Dyregrov &
Dyregrov (2015) interviewed eleven 7-12 year olds who had suffered the loss of a parent
or sibling. Most children wanted to see the deceased person and all of them took part in
the wake or funeral. The authors concluded that it was very important for the children to
be included in the death rituals and be recognised as grievers in the same way as adults in

order to legitimatise their status as a ‘full’ member of the family system. By being
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included, the children were given the opportunity to ‘see for themselves’ what was
happening which allowed them to understand and accept the reality of the loss and say

goodbye their loved ones.

According to Holland (2010), bereaved children often feel starved of information and
control, and having the seriousness of the prognosis hidden from them can increase the
impact of the sudden death if their family member dies. Children have similar needs for
information and clarity as adults at a level and in language that they (the children) can
understand (Holland 2010, p. 11). A lack of communication about death may result in
adverse consequences for children (Doka 2000; Toller & McBride 2013), which further
supports the holistic and collaborative approach to decision-making around FPDR for
children recommended by the current study. The literature outlined above also suggests
that assessment of a child’s cognitive and emotional development is a more accurate
determinant of their ability to cope than their chronological age if they express a

preference to be present during resuscitation.

Considering staff comfort and competence

The decision to practice FPDR was impacted considerably by health professionals’ level of
comfort and competence under observation. Some health professionals were
comfortable being observed by family members, even when performing very invasive
procedures. While others worried about the impact of performance anxiety on their

colleagues and, at times, on themselves.

Having other people present, if you’ve got people who are not sure of their roles,
or don’t have a good team leader, often they get a little edgy and toey and don’t
perform as well as they can ... Where the team is poorly led, or where you have
semi functional team members, that often leads to more questions in the minds of

people who have been present. (Neil: RN/NP)

As a result, some health professionals raised the possibility of excluding family members
in order to minimise staff discomfort and potential poor performance. However, they
went on to say that excluding family should not be a first resort in response to staff
discomfort, and that focus should instead be placed on increasing staff competence and

confidence.
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You could imagine scenarios where that might be a problem. But | can only see it’s
a problem if the conduct of the resuscitation falls outside guidelines that someone
with knowledge picks up and ... it might be uncomfortable but the solution isn’t
not have people there, the solution is to make sure your teams are competent.
(Anthony: Doctor)

Assessing the suitability of the people involved in resuscitation was an important step in
determining the level of family presence enacted. While this assessment was taking place,

participants were also assessing suitability of the resuscitation space.

Assessing the space

Health professionals assessed the resuscitation space mostly in terms of safety hazards
(i.e. the defibrillator) and having enough room to work unimpeded. Similarly, family
members spoke about not wanting to be in the way during a resuscitation event. The
importance of being able to work unimpeded has been raised previously in the FPDR
literature (refer to appendix 5 on page 257) and was an important factor for health
professionals in the current study to be able to focus on life-saving interventions and
reduce the risk of injury. However, the outcome of resuscitation space assessments
differed considerably in relation to previous ownership claims and the value placed on
FPDR. For example, health professionals who did not value FPDR often determined there
was not enough room to accommodate family members and used their professional
authority and ownership claims in conjunction with this assessment outcome as a reason
to deny FPDR. In contrast, health professionals who valued FPDR acknowledged the

existence of space limitations but offered suggestions to overcome this potential barrier.

We have very small resus areas [but] we make room, you always make room. It
might be right up the back, it might be in an awkward corner but you just work
around it. It’s what you do in your normal nursing you know, there’s always
someone sitting in front of whatever machine you want or anything you want and

you work around them. (Grace: RN)

Normally you feel like you’re a bit stuck for space ... but in this case there was
room made for her, and then at any opportunity we’d move her chair closer to her
husband so she could hold his hand and then if we were defibrillating him, we
obviously had to move her back again. (Jane: RN)
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Similar to assessing the people involved, assessment of the resuscitation space involved a
series of subjective and value-laden judgements based on personal preferences, past

experience and attitudes toward FPDR.

Assessing the context

Assessing the resuscitation context involved considering the circumstances leading up to
and surrounding the resuscitation event (including the severity of the patient’s injuries
and their prognosis), and the nature of resuscitation interventions (including the level of

invasiveness).

At times, family members were excluded from the room if the patient’s condition
appeared reversible; with staff wanting to focus on the patient in a series of life-saving,
often invasive interventions. However, if the prognosis was assessed as poor, health
professionals considered bringing family members in to be with the patient just before or
after they died. For example, Elizabeth was not supportive of FPDR but conceded that
family members should be present if the patient died. Whereas Grace, who was
supportive of family members being in the room, but away from the patient, went further

to encourage physical contact if she knew the patient was going to die.

| think, depending on how the resuscitation is going and if we know that there’s no
hope of success, | think the family member should be allowed into the room.
(Elizabeth: RN)

If it’s looking very [grim], and we’re sort of coming to the end of our treatment,
we’ll generally bring them up to stand and hold their hand, [to] talk to the patient.
(Grace: RN)

At times, the decision to exclude family members was based on a value-laden assumption
that resuscitation scenes would be too traumatic for family members to cope with.
However this judgement was often incorrect, with many family members believing they
were best able to determine their own coping mechanisms, and rationalising that

resuscitation scenes were not all the same.

I can appreciate from the emergency room’s perspective; if it’s messy ... | can
understand why they might want you out. But [my wife] was intact, if you know

what | mean. She hadn’t been in a traumatic accident ... | can imagine if
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someone’s been mangled in a car accident people might have a bit of queasiness
associated with it. But in the case that | was in, | thought it was fairly my decision
to stay. (Trevor: FM, Husband)

Some health professionals allowed family presence during some interventions but not
others. Yet there was no structure or consistency to these decisions, apart from personal
preferences and beliefs about what they thought was suitable to observe. For example,

Grace and Katherine believed CPR was suitable, but not the insertion of central lines.

The only time we don’t bring in relatives is during an actual procedure, if we’re
actively intubating, if we’re putting lines in, you know central lines, thing like that.
We won’t usually bring them in during that time, but we’ll bring them in during
CPR ... (Grace: RN)

So if the patient’s in the arrest [CPR phase] they’re [FM] generally not too much of
an issue. But if it’s that peri-arrest [phase] we’ll often, if we’ve got family in and
we’ve got an output back and so then we’ll start to put in lines and things so -
we’ll get them to step out for that part. (Katherine: RN)

Several health professionals believed all facets of CPR were too traumatic for family
members to watch, but many others disagreed that resuscitation scenes were too
graphic. These diverging views highlighted once again the subjective nature of these
assessments and the prevalence of the projection of personal preferences and beliefs

onto others during the assessment process.

As far as graphic scenes go, | can’t really think of much graphic scenes happening
in a resus, you know. | mean everything is done with precision.
(Sally: RN & FM, Sister)

We [are] just jumping on their chest, you know ... and it’s always messy, it’s never
pretty. Their clothes are ripped up high; it’s not just a pretty sight. They don’t
want that image in their head ... | mean we’re trying to help the patient but -

sometimes it’s just really ugly. (Jackie: RN)

Many health professionals, while acknowledging the often graphic nature of
resuscitation, emphasised the importance of considering family preferences when

determining the level of presence. Health professionals maintained that as long as family
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members were fully informed about what to expect during the resuscitation event, they

were almost always best-placed to know their own coping abilities.

So, when they come in and - there’s my wife and there’s blood all over the place
and someone’s pushing on her chest and there’s obviously open wounds and —
they get a little bit distressed about that ... But | don’t think that we should be
making that decision for people, | think we really should be giving them the
opportunity [to be present]. (Neil: RN/NP)

Offering options and supporting informed choices was therefore seen as an important
step in the assessment process when determining the level of FPDR and setting

boundaries around this practice.

SETTING BOUNDARIES

Setting boundaries involved health professionals imposing a series of conditions around
FPDR prior to and during implementation. A similar process of setting pre-requisites was
identified during the preliminary literature review (see page 25). Some of the pre-
requisites previously identified were similar to those raised by participants in the current
study. However, unique to this study was an in-depth examination of how and why these

boundaries were set and their subsequent outcomes on clinical practice.

In healthcare settings where FPDR was practiced in an ad-hoc manner or as a result of
opportunistic presence, boundaries were set unconsciously and based on personal
preferences or setting norms (i.e. this is the way I've/we’ve always done it). Conversely, in
healthcare settings where FPDR was practiced in a more structured and consistent
manner, boundaries were set more deliberately in what appeared to be an effort to

ensure the best possible outcomes for everyone involved, as exemplified below.

... it has to be policy that this [FPDR] is accepted; that should they chose to [be
present] that they have that right to be there ... certainly it can be very beneficial if
you have the right team, and the right people watching ... | think that it can be
very positive for the family and | think that it’s beneficial for staff as much as
anybody else to see that, not that they’ve done the best that they can do but that
the best is understood [by FMs]. (Neil: RN/NP)
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However in all settings, boundaries were variable and often dependant on the personal
preferences of staff on duty. As outlined previously, health professionals went through a
process of assessing the people, the space and the resuscitation context for suitability.
The outcome of this assessment then determined the type of boundaries subsequently
set and the level of FPDR implemented. For example, health professionals set boundaries
around being able to ask family members to leave for certain procedures, being able to
delay family presence until staff were ready or until family members were calm, or
delaying until staff believed the patient’s prognosis was suitable for presence. June
referred to this period of setting boundaries as applying ‘ground rules’, a term that
succinctly summarised the views and actions of most health professional participants

when setting boundaries.

Some boundaries were physical; such as having enough space for safe presence or being
able to limit the number of family members in the room during the resuscitation event.
Other boundaries were emotional; for example being able to remove distressed family
members from the room to minimise disruptions. A final type of boundary was
theoretical; for example where ‘setting norms’ or ‘standard practices’ influenced or
guided the way in which FPDR was practiced. The following sections outline the way in

which boundaries around FPDR were set and maintained by health professionals.

Offering options and supporting informed choices

Health professionals stressed the importance of offering choices and recognising and
supporting individual family member preferences around FPDR. While some family
members were eager to be present with their loved one during the resuscitation, others
preferred to wait in another room and receive regular updates about the patient’s
condition. The importance of being flexible about the level of FPDR enacted was also
highlighted, such as allowing family members to choose their preferred level of presence,

or being able to leave the resuscitation room and return if they chose.

[FPDR is] variable and quite individual. Some [FMs] are glued to the events; others
just find it so overwhelming they will retire, presumably process what’s going on
and then want to return. Or they’ll want to retire and contact other family

members, and then return. (Darren: RN/NP)

168



CHAPTER NINE: MAKING VALUE-LADEN JUDGEMENTS

There was a particular emphasis on ensuring family members were making an ‘informed’

choice about whether and to what extent they wished to be present during resuscitation.
Health professionals likened these informed choice to informed consent, and stressed the
importance of providing adequate information to family members in order to facilitate

this process.

It’s almost like getting an informed consent. That if you describe the nature of the
injuries and what the person will potentially see, and that person still says yes, I'm
prepared for that, I’'m willing to come through with you, well | would be inclined to

let that person come through. (Michael: RN)

Preparing and supporting family members

Preparing and supporting family members was one of the most important boundaries or
conditions placed on FPDR. Health professionals stressed the need for a dedicated
support person to prepare family members for what they might see, to explain what is
happening and to stay with and support family members throughout the resuscitation.
This finding supports previous evidence that stresses that the availability of a support
person is an important facilitator for FPDR (Holzhauser & Finucane 2007, 2008; Pasquale

et al. 2011; Porter, Cooper & Sellick 2013; Porter, Cooper & Sellick 2014).

In the current study, the role of the support person was valued so highly that most health
professionals who cited multiple benefits of FPDR and/or practiced it consistently for all
resuscitation events would not practice FPDR unless a dedicated support person was
available. These health professionals claimed that unsupported presence was worse than

no presence during resuscitation.

... we always allocate someone to them ... | mean the person, we don’t know what
they’re seeing, and what they’re seeing may or may not be a reality. It’s clearly
their reality; but how they decipher that is unknown ... they need to understand
what is happening, otherwise it just becomes an overload of information and
situation which they may not be able to decipher, and [they] will put on only the
worst interpretation. (Darren: RN/NP)

Some health professionals went further to say it wasn’t enough just to allocate a support
person to the family member. It must be the ‘right’ support person; someone who has
the necessary preparation and training to competently support family members.
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However, when a dedicated support person was not available (which often occurred
during opportunistic presence), some health professionals still practiced FPDR. They
suggested ways in which the resuscitation team could support family members and keep

them informed about what was happening, while also focusing on patient care.

... it’s important to explain what’s happening, and in fact that helps the
resuscitation process anyway; ‘we are now gonna do this, and we’re gonna use
this’ ... ‘we’re going to put the tube in now’ ... ‘and we’re going to start the heart
compressions, someone’s gonna put a catheter in to give some medications’. We
usually enunciate what we’re doing. Not necessarily directly to them but as part of

the team process. (Anthony: Doctor)

Some healthcare settings that practiced FPDR on a regular basis provided a dedicated
family support person as part of their standard practice; however the classification and
nature of this role varied from setting to setting. In some settings this role was
undertaken by junior staff, the scribe nurse or staff members who were called in to assist
from another department. More commonly however, this role was undertaken by a
senior staff member on duty — either alone or in conjunction with social work staff — so
they were able to competently explain what was happening. In all cases, the main
function of the dedicated support person was to offer choices about the level of FPDR, to
adequately prepare family members for the sights and sounds of resuscitation, and to
explain what was happening and support the family member as the resuscitation

progressed.

I ask them first, ‘do you want to go in?’ | explain what they might see while they’re
in there ... some people will say ‘oh | don’t want to go in’ or ‘I definitely want to go
in.” Then I'll take, normally only one or two of the closest relatives in, and straight
away | explain what they’re seeing. There’s that person pushing on their chest and
that’s making their blood pump around their body, and they’ve got a tube in their
mouth and we’re breathing for them ... | explain what all the lines are, who
different people are, what they’re doing. And then | ask them, do you have any
questions ... and | try to stay with them as much as | can. (Grace: RN)

However, despite increasing recognition of the importance and value of a family support
person during FPDR, designation of this role appears to be a low priority among

resuscitation teams (Porter, Cooper & Taylor 2014).
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Minimising disruptions

Another important boundary placed on FPDR was allowing family members to be present
on the condition that disruptions were kept to a minimum and that health professionals
were able to work unimpeded. For example, health professionals imposed a boundary of
being able to remove disruptive family members from the resuscitation room. However,
on most occasions family members were calm and rarely needed to be evicted. These
non-disruptive family members were also able to meet other boundaries such as staying
out of the way, watching from a safe distance and not distracting staff, i.e. with loud
crying or yelling. When family members did inadvertently get in the way, they were easily

moved following staff requests.

They’re [parents] sort of asked to step back so that the resuscitation can take
place. But they’re often still in the unit. We just ask them to move if we feel that
they’re impeding the progress. (Dana: RN/RM)

However, there were infrequent occasions where family members were so disruptive that
their presence impeded the resuscitation and distressed staff. Health professionals
responded to these disruptions in various ways. Some allocated a support person to calm
the family member while others tried to ignore the family member and kept working
among the commotion. However, in some situations, the ideal option was to remove the

family member from the room — yet this was not always possible.

In the following example, Mandy recounted a distressing experience with a disruptive
family member who refused to leave the room. In this case, Mandy and the team were
able to continue working amongst the disruption and successfully resuscitated both
patients. However, a post resuscitation debrief was necessary to counsel staff. Despite
this negative experience, Mandy remained supportive of FPDR and stressed that there
were many more benefits than risks. Mandy’s example highlights the need for staff to be
aware of the unpredictable nature of FPDR and the importance of risk assessment and

setting boundaries in order to implement the practice safely and effectively.

I had a young lady who delivered in the emergency department ... she didn’t know
she was pregnant, or hadn’t warned anybody. It was premature, probably about

32 weeks. So we had two resusses going at the same time, one on the mother and
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one on the baby. The young girl’s mother was in there, and she was constantly
telling us to not work on the baby, not do anything for it. It was ruining her
daughter’s life, and basically to throw it in the bin. She kept yelling over at us, just
telling us to stop, we were going to ruin her daughter’s life, and just throw it [the

baby] in the bin. It was very distressing. (Mandy: RN)

Delaying FPDR until staff were ready or until the resuscitation context was assessed as
suitable was another boundary set by health professionals. For example, as mentioned
previously, some health professionals believed certain invasive interventions were not
suitable for family members to observe. Others expressed a form of performance anxiety
when undertaking certain interventions while being observed by family members.
Delaying family presence was therefore a way of health professionals allowing FPDR on

their own terms or, as June referred to previously, being able to set the ‘ground rules.’

The danger of individual health professionals determining the conditions under which
they will or will not practice FPDR (conditional permission) is the wide variation and
inconsistency this promotes; because individual preferences are guiding practice instead

of standardised evidence-based policies and guidelines.

Practicing within setting norms in the absence of policy

None of the health professionals who took part in this study worked in a setting with a
formal FPDR policy, and only one participant (Darren) worked in an ED where FPDR was
practiced as standard. However, the extent to which Darren’s standard practice was
formalised was the inclusion of a ‘box’ on the advanced life support protocol for staff to

tick if a family member was present.

Similar to previous research (see pages 23-26 in the preliminary literature review), some
participants in the current study were unsure if their workplace had a formal FPDR policy.
Participants in the current study described ad-hoc and inconsistent FPDR practices which
highlighted the wide variation within and across healthcare settings in Australia. These
practices were often dependant on staff preferences, which at times developed into
setting norms. For example, some health professionals claimed there was no policy, but
did not allow FPDR as part of their usual practice. Hence, their setting norm was to deny

FPDR.

172



CHAPTER NINE: MAKING VALUE-LADEN JUDGEMENTS

There’s no written policy; depends on the staff, the situation, the team. (June: RN)

If there is a policy I've never heard of it. It’s always case by case coz you look at a
situation and say alright, this is what | think it’s the best to do. (Jackie: RN)

Other health professionals claimed there was no policy but did allow FPDR as part of their
usual practice. In other words, FPDR was accepted as a setting norm —yet it wasn’t

practiced consistently by all staff.

Not that I’'m aware of. | think it’s just an individual choice, you know, regarding
the medical officer and the nursing staff at the time. (Sally: RN & FM, Sister)

No, and it probably varies from person to person. | would say it generally happens
on every shift but | couldn’t tell you if that’s the rule. | know on my shifts, that’s
the rule, or that’s the way | practice and | would say most of our senior nurses are
supportive of it too. (Grace: RN)

There isn’t any sort of formal policies or procedures around it at our facilities that
I’m aware of. So it’s really based upon the feelings of the staff involved, to wanna
do the best thing for the parents. (Michael: RN)

Some setting norms were viewed as inherent, or what Bella referred to as an ‘unspoken

practice’ among all staff.

... outside the standard unspoken practice of all parents can be there for
paediatric resuscitation, which is a general, it’s universal wherever I've worked,
there’s nothing about adults. (Bella: RN/RM)

This universal acceptance of what appears to be an established setting norm can be
explained by the social interactionist notion that people within society are continuously
fitting their actions into what they and their particular society deem appropriate in a
particular situation or context (Blumer 1969; Shalin 1991). Through a process of what
Blumer (1969) referred to as collective action, health professionals working in the same
setting often fit their lines of action to one another on a day-to-day basis to constantly
reinforce a setting norm. As a result, the action appeared to be well established.
However, it is important to note that if a procedural norm became re-interpreted (for
example if a staff member questioned FPDR practices) there is the potential for the group

to change their ideas and in turn their actions.
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Formal guidelines and policies were recommended by participants as essential to the
successful and widespread implementation of consistent FPDR practices. Formal but
flexible guidelines were seen not only as a of way supporting and guiding evidence-based
FPDR practices, but to also provide ‘permission’ or justification to implement a practice
that is still viewed by some health professionals as controversial and is strongly resisted

by others.

The onus of having guidelines to say - this is what the hospital sticks by. It’s still up
to the discretion of the team leader but you know the majority of the times this
will happen ... | think that if the hospital adopts policy then it’s going to make it a
lot easier. (Gemma: RN/RM)

There would probably need to be some sort of written code of practice ... it would
be nice to have sort of a standard practice across Australia or even just across the
state ... you know the same standards and opportunities are offered to your

patients and your patients’ family members. (Jane: RN)

Some health professionals went further to suggest the implementation of position
statements from professional nursing and medical bodies in order to facilitate widespread
acceptance and implementation of family presence during resuscitation. In most cases,

they did not realise that many of these position statements already exist.

I think it comes down to standardising the processes around it ... having policy;
recommendations from bodies like the Australian College of Emergency Medicine
[ACEM)] or other such bodies, you know the College of Emergency Nursing
Australasia [CENA] ... and suggest this is best practice, and this is how it’s done.
(Michael: RN)

... you’d need a position statement from ACEM, you’d need a position statement
from CENA. Then from that would come the impetus to develop a policy, because
part of a position statement is to make a recommendation about having a certain
policy, so that would hopefully, you know, the slow wheels would turn. (Katherine:
RN)

The use of evidence-based clinical practice guidelines can translate findings from health
research into recommendations for clinical practice (NHMRC 1999) and can improve

health outcomes (Buchan et al. 2010). However, some health professionals in the current
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study warned that the introduction of formal policies and clinical guidelines was

sometimes not enough to modify individual and group practices.

Similar concerns about the effectiveness of clinical guidelines to change practice have
been raised previously. For example, Greenhalgh et al. (2014, p. 2) noted an
‘unmanageable and unfathomable’ number of available guidelines and wide variations in
implementing evidence-based practices as a significant problem. Other barriers to the
implementation of clinical practice guidelines include negative attitudes (Taba et al.
2012), insufficient training and limited access to resources (Francke et al. 2008;
Donnellana, Sweetmana & Shelleyb 2013), and a lack of awareness of the existence of
guidelines (Francke et al. 2008). These barriers were taken into account when making
recommendations regarding the development and implementation of FPDR policies and

guidelines - which are detailed in chapter eleven.

Thus far, this chapter has detailed the value-laden judgements being made around FPDR
practices. These judgements have included prioritising preferences and rights, assessing
suitability and setting boundaries around FPDR. The final value-laden judgement

presented in this chapter is protecting others and self.

PROTECTING OTHERS AND SELF

Protecting others and self was often cited as a rationale for denying or limiting FPDR. As
participants went through the process of assessing suitability and setting subsequent
boundaries, a major consideration in this process was balancing the need to protect
others and self from any perceived risks of FPDR against the potential benefits of FPDR (as
detailed in chapter eight).The perceived risks identified in the current study (summarised
in table 9 on page 176) were similar to barriers identified previously in the literature (see
tables 2 and 3 on pages 33-34). What this study adds is an in-depth examination of how
the aim of protecting others and self from these perceived risks impacted subsequent
FPDR practices; including how potential risks were minimised or overcome by some

health professionals while being used by others as justification to deny FPDR.
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Table 9: Perceived risks of FPDR identified in the current study

Perceived Risks

Details about perceived risks and concerns

Inhibiting the resuscitation

Family will be in the way

Family will interfere / distract from patient care
Impacting / limiting open communication between staff
Impacting staff actions i.e. to delay stopping CPR
Limiting staff coping mechanisms i.e. black humour
Dividing staff attention between patient and family
Junior staff not able to acquire new skills

Room too crowded

Not being able to remove disruptive family members

Emotional impact

Some family members won’t cope with resuscitation scenes
Family members becoming anxious/distressed/scared

Long term psychological effects for family members

Family member reaction making staff anxious or upset

The burden of presence for family — especially those who are
HPs

Family members may feel obligated to be there

Performance anxiety

Fear of being judged or critiqued

Fear of looking incompetent

Feeling anxious and afraid under observation

Fear of losing control

Fear of looking unprofessional and disorganised

Fear of performance being negatively impacted by FPDR

Considering patient rights

Potentially breaching patient privacy/confidentially/dignity
Advocating for patient treatment preferences

Legal implications

Forensic implications i.e family members caused the arrest
Worried about being sued
Worried about family member safety / hazards i.e defibrillator

Focusing on the patient

A focus on saving (protecting) the patient was a priority for all people involved. To that

end, participants strove to minimise interruptions to the resuscitation in various ways.

Some family members spoke about not wanting to be in the way, and did not enter the

resuscitation room for that reason; yet they wanted to remain nearby in order to see the

patient if they recovered or to be with the patient if they died.

I wouldn’t want to interfere or interrupt any of the processes and | would probably

be in the way ... you know I'd like to be there as soon as possible after either way if

you know what | mean. (Rosy: FM, Daughter)
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However, other family members stressed the importance of being there to advocate for
the patient and protect their treatment rights and preferences; once again highlighting

the importance of offering options for FPDR based on individual preferences and rights.

If it was my mother I’d be in there like Flynn saying ‘Stop!” Coz (sic) that’s her
wishes. She does not want to be resuscitated. She’s got heart failure. Her distinct

wishes are, ‘do not resuscitate me!’ (June: RN)

Protecting the patient’s privacy and dignity was stressed to a lesser extent than saving
their life. However, it was still an important consideration for health professionals when
making decisions around FPDR. Privacy was also considered by participants when placing
themselves in the hypothetical position of resuscitated patient and deciding whether they

would want their family present and why.

Maybe my husband, maybe not the kids? That might be more of a privacy,
intimacy thing. Because, obviously you’re intimate with your husband, but you
don’t walk naked around your children ... you probably wouldn’t want your kids to
remember you [like that]. (Carol: FM, Mother & RN)

I think maybe that’s why we don’t have them [FM] in for things that are exposing
them [patient] ... Because you don’t know what the relationship was like between
the person and their relative. They may never have seen their mother with no
clothes on. And then why is it suddenly ok to have her chest out and someone

pushing on it ... (Grace: RN)

Some health professionals denied any form of FPDR in order to eliminate all chances of
family members disrupting care; while others placed limits around the level or type of
presence, for example by allocating a dedicated support person to stay with family. Either
way, the outcome of wanting to protect the patient was impacted by the value placed on
FPDR. Health professionals who valued FPDR were able to minimise disruptions and focus
on saving the patient while at the same time catering to family needs and preferences. In
contrast, health professionals who did not value FPDR denied it under the guise of

wanting to protect the patient.

Minimising emotional impacts

Health professionals wanted to protect family members from the emotional impact of

being present and from observing potentially distressing resuscitation scenes. However,
177



CHAPTER NINE: MAKING VALUE-LADEN JUDGEMENTS

while there was a legitimate need to protect some family members who did not wish to
be present or did not think they would cope with presence — such protection was not
necessary in the majority of cases. As discussed previously, some family members had
often already seen or even taken part in the resuscitation in the pre-hospital setting and
wanted to continue this presence in the acute setting. Other participants believed family
members were best placed to determine their own coping abilities and stressed the
importance of offering flexible options and supporting whatever level of presence family

members chose.

Importantly, none of the family members who had been present during resuscitation
regretted it and most participants wanted FPDR for themselves or their family in the
future. These findings echoed previous studies that reported unfounded fears that family
members would suffer long term emotional affects from FPDR (Robinson et al. 1998;
Compton et al. 2011; Pasquale et al. 2011). In addition, a recent randomised controlled
trial has demonstrated a measurable benefit from FPDR regarding the long term
psychological health of family members (Jabre et al. 2014). This finding further supports
the notion that family members do not often want or need the paternalistic protection

from FPDR that is offered or thrust upon them by some health professionals.

Preserving professional identities

It was not always clear whether participants’ actions were aimed toward protecting
others (as they claimed), or protecting themselves. For example, some health
professionals initially spoke about wanting to protect others; for example protecting
patients from disrupted care, or family members from emotional distress. Yet upon
deeper examination, it appeared health professionals were often as (and sometimes
more) concerned with protecting themselves from many of the performance anxieties
outlined previously in table 9 (see page 176). Beyond health professionals’ concerns
about being judged on their performance was a fear of damaging their professional
identify - of no longer being viewed or perceived as confident and competent

professionals in control of the care they provide.
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... during those things [invasive interventions] there’s a lot of pressure, on all the
team members. Intubation can sometimes be difficult ... we don’t want families to

see us struggling with anything ... (Grace: RN)

Some health professionals were particularly concerned that their ability to communicate
with each other would be inhibited with family members present. Further, they believed
staff would become anxious about communication limitations and their performance
would suffer; which in turn could negatively impact patient care. Another concern was
that family members could misinterpret staff communication and become alarmed that

health professionals may not be doing everything possible to save the patient.

... staff in resus don’t really want to be observed by people who don’t understand
what they’re doing ... you don’t want a family member being there while you go
[animatedly] ‘Oh shit! Sorry! Forgot about that!” or ‘Whoopsy, I've given the
wrong drug’ or ‘Oh crap, | don’t know how to use this defib’ ... and the importance
of ‘Oh crap, | don’t know how to use the defib — oh THAT button’ may not have
any effect on the outcome at all and may not really be important; but the family
members might think that’s important ... that if you’re there to defib, then you
KNOW it ... (Carol: FM, Mother & RN)

However, these (often hypothetical) fears were mostly unfounded. Most health
professionals claimed their performance was not adversely affected by FPDR and
highlighted that it was unlikely family members would be able to accurately critique

patient care.

There’s that fear of failure. There’s the fear of maybe not doing everything 100%
correctly and having that either observed or examined. Having said that, most
family members from the general public wouldn’t be able to identify errors or
missed steps or all those sorts of things; [so] that’s not a fear that’s probably well
grounded. (Michael: RN)

Indeed, some health professionals went further to claim that staff were often more
professional in the presence of a family member. Others questioned the reluctance of
health professionals to be observed in practice and recommended that the most effective
way to preserve their professional identity was for staff members to be competent and

confident in their role.
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... well if they [staff] don’t want them [FMs] watching them - why not? Are they
doing something they shouldn’t be doing? You know if you’re doing your job to the
best of your ability then it won’t matter who’s watching you. (Sally: RN & FM,
Sister)

Some participants went further to talk about open disclosure as an ideal response

to errors, rather than hiding them from family by excluding them from the room.

Misadventures happen, and my policy is that’s it’s better to tell people. They’re
not deliberate acts of badness. They’re acts where someone didn’t quite have the
skill set that was appropriate, and they can have very poor outcomes. But | think
it’s better to be honest about those things and wear that rather than try and

pretend it didn’t happen. (Anthony: Doctor)

However, open disclosure was not a universal recommendation, and some health
professionals were reluctant to disclose adverse events in order to preserve the image of

the health professional at all cost.

Open disclosure involves an open discussion with a patient and/or family about any
incident that resulted in harm and has been adopted by a number of healthcare services
both locally and internationally for over two decades (ACoSaQiHC 2013; SA Health 2015).
However, despite recent endorsement of a national Australian framework for open
disclosure by government ministers and multiple nursing and medical professional
organisations (ACoSaQiHC 2013), many health professionals in the current study and in
the wider literature were reluctant to engage in open disclosure processes (Johnstone
2008; Byrth & Aromataris 2014). Barriers to open disclosure cited in the literature
included fear of legal implications, a reluctance to admit error and uncertainty about
what and how much to disclose (Finlay, Stewart & Parker 2013; Byrth & Aromataris 2014).
These barriers were similar to those cited by health professionals in the current study as

rationales to exclude family members from the resuscitation room.

Minimising the burden of presence

An important consideration for some participants was a desire to protect family members
from the burden of presence during resuscitation. While the majority of people in this

study expressed a preference to be present at the resuscitation of a loved one, several
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people reported a strong inclination not to be present. These divergent findings
highlighted once again the importance of assessing the suitability of people (including
their preferences), before offering flexible options and supporting individual informed

choices for FPDR.

Unique to this study was an in-depth examination of the experiences of family members
who were also health professionals (HP-FMs) and their opinions about FPDR. Most HP-
FMs were passionate about wanting to be present during resuscitation of their loved one,
and were willing to use their professional status to gain special access to the patient not
afforded general public family members. Some HP-FMs stressed a need to watch over
their loved one and ensure that everything possible was done, while others just wanted

to be there with and for their loved one.

However, several participants warned that HP-FMs faced an additional burden because of
their specialised knowledge and experience, a concern that has been raised previously in
the literature (Salmond 2011; Giles & Hall 2014; Giles & Willamson 2015). An example of
this additional burden was described in detail by Sally, who was with her sister when she
birthed a still-born baby. Sally thought something was wrong during her sister’s labour,
and believed staff error may have led to the baby’s death. However, Sally’s sister was not
aware of this alleged error, and Sally struggled with this additional knowledge and

whether to alert her sister.

At 1 o’clock in the morning, [the midwife] checked the foetal heart and, to me it
was quite slow, and | thought, | hope you’re going to get the doctor. Because in
my book — and | still maintain this to this day, you know, this baby should have
been born at 1 o’clock ... | was like three days wondering if | should say anything ...
so I did tell her [that she thought the staff had made an error] and now I regret
telling her because it took four years for the nurses’ board to act on anything ... |
regretted telling her because it took four years for her to get any response, and it

prolonged her grieving. (Sally: RN & FM, Sister)

Sally’s account highlights the need to recognise that HP-FMs may have different needs
and preferences than general-public family members (Salmond 2011; Giles & Hall 2014;
Giles & Willamson 2015) and is a reminder of the need for adequate follow-up and

support for all family members who are present during a resuscitation event. It is also
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important to note that, despite believing staff error had contributed to an adverse
outcome for the baby, neither Sally nor her sister considered litigation. Instead, Sally and
her sister wanted someone to acknowledge and apologise for the alleged error and, in
order to ensure a similar incident did not occur in the future, they reported the case to

the Nurses Board for further investigation.

Unfounded legal implications

Legal implications have been raised previously as a major perceived risk of FPDR. As
presented previously in the preliminary literature review (see table 2, page 33), a
perceived fear of litigation was one of the most commonly cited barriers in the FPDR
research, with 49 studies including a question about litigation in their closed response
surveys. However, these fears appear unfounded, with none of these studies reporting
litigation incidents as a result of FPDR. Furthermore, during an extensive search of the
literature no evidence could be found that supports the notion of litigation resulting from
FPDR. Very few participants in the current study mentioned potential litigation of their
own accord, and when specifically asked, no participant could recall a situation where a

family member had sued and most believed the likelihood of this occurring was remote.

I think it’s [fear of litigation] overstated and fear-mongering. | think that if people
understand what we’re doing is everything we possibly can in the circumstances,
it’s deciphered appropriately and they feel that all of their enquiries are honestly
answered then, | think that, I’'ve never had a family member say to me you know
‘we’re going to sue you’ or have had subsequent problems ... | think it’s a much
greater risk that if they are isolated and separated from the events that they can
build around that secrecy which just is not there.(Darren: RN/NP)

Evidence from this current study and the wider literature suggests that concerns about
litigation as a result of FPDR are currently unfounded and should not be used as a
rationale to deny FPDR. Rather, the implementation of informed and supported FPDR
appears to reduce the mystery surrounding resuscitation which in turn could actually
reduce litigation risks, something that has been reported previously by Porter, Cooper

and Sellick (2014).

182



CHAPTER NINE: MAKING VALUE-LADEN JUDGEMENTS

CHAPTER SUMMARY

Chapters six, seven, eight and nine provided an in-depth understanding of the major
processes enacted by health professionals and family members when deciding to practice
or participate in FPDR in an acute healthcare setting. In particular, these chapters have
highlighted the subjective nature of current practices in the absence of any formal
guidelines and the impact of opportunistic presence. These chapters have also
emphasised the significant relationship between valuing and practicing FPDR, and
between valuing FPDR and the legitimate power and authority to enforce personal

preferences around the practice.

Chapter nine detailed the way in which people involved in a resuscitation event made a
series of value-laden judgements in order to determine if and to what extent FPDR would
be implemented in a particular setting or context. These judgments included prioritising
the preferences and rights of people involved, assessing suitability of the people, the
space and the context, and setting boundaries around the level of presence. These value-
laden judgments were made in order to protect others and self from potential or
perceived risks associated with FPDR, and were enacted in an ad-hoc manner. The cyclic
and interconnected nature of these subjective judgements was evident by the varying
order in which these decisions were made in different resuscitation contexts. Further, the
subjective and value-laden nature of these judgements was evident from the wide
variation in practices in the absence of standardised guidelines or policies. The people
involved in the decision to practice or participate in FPDR enacted each of these
processes in a variety of ways with varying outcomes. These large variations suggest
current practices are based mainly on the personal preferences of people with the

highest level of perceived or actual power in a particular setting or context.

The interconnected categories and processes examined thus far comprised the central
theory of this thesis. Conditional permission was a social construction made possible by
the perceptions of individuals and groups as they interacted with each other and with
their environment. A theoretical discussion of the social construction of conditional

permission is presented in the final findings chapter.
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Conditional Permission

CHAPTER OVERVIEW

The purpose of this study was to construct a substantive grounded theory of FPDR using
the constructivist approach developed by Charmaz (2006, 2014). More specifically, this
study examined the factors influencing decision-making around FPDR. Flexible GTM
guidelines were used to examine social processes by studying meanings and actions, and
to create an abstract, theoretical understanding of the data (Charmaz 2014). The use of
GTM allowed me to move beyond exploration and description to the generation of a
conceptual theory that explained FPDR from the perspective and in the context of the
people who experienced it. Chapters five to nine presented the conceptual categories and
properties of the substantive theory. Chapter ten offers a theoretical discussion of the
grounded theory and discusses how the theory is situated in and builds upon existing

knowledge.

CONSTRUCTING THE SUBSTANTIVE THEORY

The substantive theory developed during this study was The Social Construction of
Conditional Permission. This theory explains the major social process at work when
people were faced with a decision to practice or participate in FPDR. The conceptual
model depicted previously as Figure 4 (see page 97) and presented again as Figure 10 (see
page 185) was constructed to symbolise and explicate the social processes of the theory.
This model depicts the cyclic and inter-connected nature of the processes enacted from
the moment a patient required cardiopulmonary resuscitation in the direct or indirect

presence of a family member to determine the implementation and type of FPDR.

This theory was constructed using conceptual abstraction (as detailed in chapter four),
beginning with and always grounded in the participants perspectives of their own reality
of FPDR (Charmaz 2014). Theory construction involved developing abstract concepts and
specifying the relationships between them. The theoretical concepts presented in this

thesis were constructed as part of an iterative process of going back and forth between
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progressively focused data and abstract conceptualisations of them (Bryant & Charmaz

2007b, p. 25).

Prioritising .
preferences Assessing
and rights suitability

Conditional
Permission

Setting
boundaries

Figure 10: Conceptual model
The Social Construction of Conditional Permission
A grounded theory of family presence during resuscitation

This grounded theory contributes to an understanding of decision-making around FPDR in
Australian acute healthcare settings. However, it is important to note that this theory
provides an interpretation and conceptual understanding (Charmaz 2014) of FPDR within
the contexts outlined in this thesis and therefore may not be applicable to experiences in
different contexts. While a central role of GTM is to construct theory, they are not meant
to be seen as universal explanations (Bryant 2009). This thesis employs Charmaz’s (2014,
p 344) theory definition to provide a theoretical explanation of a delimited problem in a

particular area that is abstract and interpretivist. As such, the understanding from this
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theory relied on my interpretation of the studied phenomenon and used an interpretive
approach to theorising in order to allow for indeterminacy, which is compatible with

social constructionism and symbolic interactionism.

DEFINING CONDITIONAL PERMISSION

The term ‘conditional permission’ has been used previously in several contexts outside of
healthcare. In the building and construction industry, conditional permission is granted
when all specified associated conditions have been satisfied (ProSyst 2015), or as an
alternative to outright refusal (defra 2011). Conditional permission has also been
discussed in relation to conditional deontic logic - the logical theory of the ethical
concepts of permission, disallowal, obligation and (moral) commitment (Rescher &
Anderson 1962). However, deontic logic was not relevant to the grounded theory
constructed in this thesis because it involves the consideration of what we may, must or

should do (Manktelow & Over 1991), rather than what was, is or will actually be the case.

Deontic logic researchers have examined the prediction of conditional permission in
relation to pragmatic reasoning or permission schema (Cheng & Holyoak 1985, 1989),
social contract theory (Cosmides 1989), and subsequent amalgams of both approaches
(Manktelow & Over 1991). The latter researchers defined conditional permission as the
action that can be taken if a particular condition is filled; i.e. you may do X if you first do
Y. However, in contrast with this thesis, the approaches outlined by deontic researchers
focus on testing and predicting what participants would do in response to a ‘conditional
permission statement.” More specifically, they examined whether participants would be
able to correctly choose whether a ‘conditional permission’ was true or false. The premise
of Manktelow and Over’s (1991) research was therefore not able to explain the
complexities of conditional permission for FPDR. In contrast, the grounded theory
constructed in this thesis explains the processes enacted by individuals and groups during
the social construction of conditional permission and provided an interpretive

understanding of peoples’ meanings and actions in relation to FPDR.

In general terms, a ‘condition’ is a situation that must exist before something else is
possible or permitted, while ‘conditional’ means subject to one or more conditions

or requirements being met (Oxford Dictionaries 2015). The term ‘permission’ describes
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the process of officially allowing someone to do a particular thing; or
consent or authorisation (Oxford Dictionaries 2015). The phrase ‘officially allowing’ in this
definition suggests the person providing or granting permission has some form of

legitimate power over the person receiving this permission.

Building on these general definitions, conditional permission for FPDR referred to a
situation whereby a person with actual or perceived power allowed or invited a family
member or significant other to be in the room with the patient during a resuscitation
event if and when a series of conditions or requirements were first met. Conditional
permission was enacted through a series of inter-related processes by the people
involved, directly or indirectly, with a resuscitation event. The nature of these conditions,
the way in which they were constructed and the factors influencing these constructions
were detailed in chapters six to nine. In essence, participants made a series of value-laden

judgements that, together, determined the type and level of FPDR that was enacted.

FPDR always required some form of permission (overt, inadvertent or implied) and was
always conditional, continually reassessed, and subject to retraction if the established
boundaries of conditional permission were breached. The only exception to successful
retraction was when family members refused to leave the room (an uncommon response
which is discussed later in this chapter). Established boundaries varied widely and were
influenced by the subjective attitudes and beliefs of the people setting these boundaries.
Health professionals and family members who valued FPDR placed fewer conditions on
presence, and were more likely to ensure those conditions could be met in order to
ensure FPDR was implemented. Conversely, health professionals and family members
who did not value FPDR placed multiple conditions on the practice; sometimes to the
extent where meeting them became impossible. Often, the conditions placed on FPDR
were used as rationales to justify denying the practice. In essence, conditional permission
was impacted most by the extent to which FPDR was valued by individuals and groups

who claimed control of permissions.

PERMISSION AS A SOCIAL CONSTRUCT

As stated previously, the term permission describes the process of officially allowing or

authorising someone to do a particular thing. Permission has not been previously
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discussed as a distinct concept in the FPDR literature. Yet the body of FPDR literature
examining attitudes, beliefs and practices is inherently linked to the concept of
permission. So too is the endorsement of FPDR from professional organisations, which
indicates an implied permission. The language used throughout most published FPDR
studies clearly demonstrates a taken-for-granted assumption that health professionals
are or should be in control of whether family members are present during a resuscitation

event.

The majority of published FPDR studies included in chapter two were quantitative and
used fixed response questionnaires to generate their data. As a result, participants were
exposed to the researchers’ taken-for-granted meanings as they completed
guestionnaires. For example, participants were asked if they had or would ‘allow’,
‘permit’, ‘forbid’, ‘oppose’, ‘invite’, ‘approve’ or ‘deny’ FPDR. Appendix 23 (see page 316)
contains a comprehensive summary of the permission terminology used within the FPDR
studies included in this thesis. The use of these permission terms supports an inherent
assumption (or social norm) that health professionals are in charge of who is or can be
present during a resuscitation event. In other words, health professionals were assumed

to be in control of permissions for FPDR.

In order to be reflexive about my research and acknowledge my role in the co-
construction of this grounded theory (Charmaz 2006, 2014), it was important to
acknowledge influences and taken-for-granted meanings that have helped shape the
emergent grounded theory. During analysis and theory construction, it became evident to
me that the taken-for-granted meanings outlined above and my previous experiences as a
registered nurse influenced the wording of my interview questions and the terminology |

used during analysis and theory construction.

For example, several of my interview questions asked; ‘whose decision do you think it
should be whether a family member is allowed to be present during resuscitation?’ and
‘what are your thoughts about whether family members and/or patients should be given
the option to be present during resuscitation of their loved one?’ My use of the terms
‘allowed’ and ‘given the option’ suggests the granting and receiving of permission from

one person or group to another, and may have influenced participant answers. However,
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these questions were posed toward the middle and end of interviews - after more open
guestions had been asked, such as ‘can you tell me about your experience of being a
family member who was either present or wanting to be present during a resuscitation
event’ and ‘can you tell me about your experience of having a family member present or

wanting to be present during an active resuscitation?’

Many participants used permission terminology in response to these open questions,
before | had included them in a question. Some health professional participants spoke
about ‘allowing’, ‘letting’, ‘inviting” or ‘asking’ family members to remain in the room
during the resuscitation. Others used less overt permission terms such ‘being happy’ for
family members to be present or ‘choosing to leave them in the room.” Family member
and patient participants also used permission terminology that indicated an inherent
deferral to health professionals, who they viewed as being in charge of permissions
around FPDR. For example, ‘they haven’t offered me that’, ‘she's not allowed in’, ‘they

won't let her in” and ‘you can’t come in.’

These findings highlight shared, taken-for-granted meanings and assumptions about FPDR
permissions between health professionals, family members and patients, and support the
wider social construction of ‘permission’ that is evident in the healthcare system.
Traditionally, health professionals are seen as having expert authority and as such are
perceived as ‘being in charge’ in particular contexts. The dominant position of medical
knowledge has long been considered an important factor in decision-making in healthcare
settings (Freidson 1970a; May 1995; Netherton 1995; Elston 2002; Coombs & Ersser
2004). Further, medical authority is commonly viewed as a type of social authority -
where medical professionals can control the actions of others by giving commands; and
also as a cultural authority - where medical judgments and definitions of what is real and
acceptable are more likely to be accepted by the rest of society as valid and true (Elston

2002).

In the current study, health professionals used their expert, professional authority (May
1995; Kettunen, Poskiparta & Gerlander 2002) to take control of permissions for FPDR. At
the same time, family members fit themselves into what has been referred to as the

‘normal’ or ‘expected’ role of passive recipients of healthcare (Joseph-Williams, Elwyn &
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Edwards 2014). According to Joseph- Williams and colleagues (2014), health consumers
often allow or even expect health professionals to make decisions on their behalf, and
many consumers are hesitant to question professionals to avoid undermining their status
and authority. This reluctance to query authority could explain the often passive

acquiescence seen by family members in the current study.

Deference to medical authority has been discussed in the literature for many years. More
than half a century ago, Parsons (1951) argued that for the doctor-patient relationship to
function effectively, patients need to be assigned a ‘sick role’ and defer to medical
authority. Similarly Freidson, (1970a, 1970b) asserts that medical dominance and
authority were the hallmarks of a true profession. However, since that time May (1995)
cautions that the exercise of authority by one person over another can restrict freedom
and that exerting such authority over another adult may in fact be illegitimate. More
recently, there has been a move away from paternalism toward a more patient (and
family) centred approach to healthcare (Goodenough & Brysiewicz 2003; Luxford,
Gelbsafran & Delblanco 2011). This is being driven in part by increasing public access to
specialised information that was previously accessible only by expert professionals, and in
part by a growing recognition of consumer rights (Berwick 2009). However, the
paternalistic attitude of health professionals ‘knowing what’s best’ for patients and their

families is still evident — both in this current study and in the wider literature.

For example, Protheroe and colleagues (2012) reported that patients with chronic iliness
were reluctant to ask questions about their care, and that many had a preconceived idea
not only of what was expected of them as patients but of their expectations of
paternalistic care from health professionals. Similarly, Frosch et al. (2012) reported that
many patients were reluctant to engage in shared decision-making for fear of being
labelled ‘difficult.” Instead, these patients conformed to socially accepted roles by
deferring to their doctors advice. Nyman, Downe & Berg (2011) also wrote about
asymmetrical power relationships, describing how expectant parents often felt inferior
and exhibited obedient acceptance of health professionals as they waited for ‘permission’

to enter the labour ward.
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Asymmetrical relationships in healthcare have been reported frequently in the literature
over many decades (Abbott 1988; Kettunen, Poskiparta & Gerlander 2002; Nyman,
Downe & Berg 2011; Rees, Ajjawi & Monrouxe 2013). These asymmetrical relationships
are often supported and even perpetuated by health professionals and health consumers.
These socially constructed roles and expectations that were evident in the current study

exerted a significant impact on the social construction of conditional permission.

THE SOCIAL CONSTRUCTION OF CONDITIONAL PERMISSION

The social constructionist perspective of this research allowed me to examine and
interpret the subjective meanings that people attributed to what they said and did in
relation to FPDR in order to categorise their experiences (Guba & Lincoln 2005; Charmaz
2014). This approach also allowed me to learn the way in which FPDR was entrenched in
larger and often hidden situations and relationships, and highlighted hierarchies of power
involved in decision-making around FPDR (Charmaz 2006). This grounded theory study
thus elucidated taken-for-granted meanings and assumptions around FPDR practices, and

explained the way in which conditional permission was constructed and by whom.

The interconnected processes enacted during the social construction of conditional
permission were subjective, variable and dynamic, and reflected the multiple realities of
the people involved. People’s meanings shaped their actions and their actions conveyed
their meanings. Interpretation of these actions helped make taken-for-granted meanings
visible as | examined how people interpreted and acted upon the larger social meanings

available to them in their particular setting (Charmaz 2004).

When deciding whether to practice or participate in FPDR, people acted according to their
interpretations of the phenomenon in a particular context and for a particular set of
people. For example, if health professionals believed FPDR was risky or traumatic, they
sought to reduce that risk by setting particular boundaries around the type and intensity
of presence or by excluding family members from the room altogether. If family members
shared this negative interpretation, they were likely to acquiesce to particular boundaries
or even complete exclusion. Similarly, if health professionals and family members shared
a beneficial interpretation of FPDR, then it was implemented with fewer boundaries and
support was provided to overcome any risks or barriers.
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In contrast, there were occasions when meanings and interpretations clashed. This
occurred when some individuals and groups believed FPDR to be more beneficial than
others or when individuals and group misinterpreted the meanings and interpretations of
others. For example, some health professionals excluded family members from the
resuscitation room in order to protect them from potentially ‘traumatic’ scenes.
However, family members often did not want or need this protection and wanted to be
asked about their own interpretations of what they considered too traumatic for them to
observe. In other words, some health professionals used their own meanings and
interpretations rather than trying to understand family members’ meanings for those

same processes.

In addition to being influenced by meanings and interpretations of FPDR, people acted
according to their pre-determined social roles and status. Role theory was developed in
the 1920s and 1930s (Brookes et al. 2007) and is concerned with patterns of human
conduct or the roles they play in society - including expectations, identities and social
positions. In his writings on role theory, Biddle (1979, 1986) explains that social roles and
status’ are created through shared expectations for how those roles should act in a
particular context. In other words, people learn the behaviours expected of them (as a
result of their social roles) by socialising with others. Further, these roles are often
associated with a set of people who share a common identity or social position, i.e. health
professionals and health consumers. According to Biddle (1979, p. 8) role theory is based

on five assumptions;

1) Some behaviours are characteristic of people in a particular context.

2) Roles are associated with a set of people who share a common identity or social
position.

3) People are aware of these roles and in some cases their behaviour is impacted by
expectations around these social roles.

4) Roles often persist because of the function they provide and because they are
often embedded in larger social systems.

5) People must be taught roles (ie must be socialised) and may be happy or unhappy

with their subsequent roles.
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Role theory has been used previously to explicate relationships between healthcare
providers and consumers, including family caregiver role acquisition (Schumacher 1995),
community nurse roles in contemporary health systems (Brookes et al. 2007) and the
nature of consultations between childcare providers and nurse childcare consultants
(Crowley 2008). Role theory has also been associated with symbolic interactionism
(Biddle 1979; Brookes et al. 2007) and as such is a suitable framework to explicate

behaviours and decision-making in the current study.

Due to their pre-existing authority and shared expectations of their role, health
professionals were automatically perceived as being ‘in charge’ of who could and could
not be present during a resuscitation event. Whereas family members accepted the
submissive role of health consumer outlined in the previous section, and acquiesced to
health professionals’ instructions and commands. These pre-existing social roles and
expectations often appeared fixed or static, as the frequently repeated actions and
processes enacted as part of the social construction of conditional permission became
patterns that were reproduced with minimal effort. As a result, these repeated actions
and processes become embedded as routines that formed the current state of knowledge
in a particular healthcare setting. According to Andrews (2012), repeated actions are then
institutionalised by society to the extent that future generations experience that
particular knowledge as objective. This knowledge is then continuously reaffirmed during
ongoing interaction between individuals and groups. Similarly, Charmaz (2014, p. 271)
argues that people learn and absorb routine meanings and practices during their daily
interactions with others. This was certainly evident in the current study. When their FPDR
interactions became routine, people were less interpretative about their actions and

instead started to follow setting norms without question.

In healthcare settings where FPDR was practiced consistently and the conditions placed
on presence were achievable, health professionals and consumers viewed that shared
construction as a social norm. Similarly, shared constructions also became a routinised
norm in settings that did not practice FPDR. As setting norms become routinised, people

were unlikely to change their practices or the meanings those practices had for them
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unless those situations became problematised and their habitual responses no longer

worked, or when new unanticipated situations or opportunities arose (Charmaz 2014).

Fixed routines were able to be disrupted when people challenged traditional social roles.
This occurred when a family member refused to accept that health professionals should
automatically be in charge of who has access to the patient, or when health professionals
actively involved family members in decisions around FPDR. The subsequent shared
decision-making in these cases saw family members and health professionals negotiating

a suitable agreed level of FPDR.

Embedded routines were also interrupted as a result of opportunistic presence.
Unplanned exposure to FPDR often resulted in people altering their meanings and
interpretations of the phenomenon. People’s pre-existing fears were often revealed to be
unfounded and they re-interpreted FPDR as more beneficial and less risky. As a result,

they began to question the traditional roles evident in many health care settings.

FPDR was therefore practiced most successfully in settings where individual meanings
were explicated and new shared meanings were established. When this occurred, family
members were offered options around FPDR and supported throughout agreed levels of
presence. The impact of professional power and authority on decision-making was an
important factor in this collaborative approach and the likelihood of success relied on
health professionals’ willingness to collaborate and engage in a more family/consumer-

centred approach to care.

Family-centred care (FCC) emerged in the late twentieth century to involve families in the
promotion of health and well-being of their children (American Academy of Pediatrics
Committee on Hospital Care 2003). It is now considered an integral dimension of quality
health care in all populations (Luxford et al. 2010; ACoSaQiHC 2011b; Coyne et al. 2011;
Luxford, Gelbsafran & Delblanco 2011). FCC builds partnerships between families and
health professionals, helps family members feel comfortable in the healthcare setting,
recognises their needs and contributions and improves their access to information and to
the patient (Cypress 2012). Similarly, consumer-centred care focuses on the importance

of partnerships between health services, health professions and health consumers
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(ACoSaQiHC 2011b). Standard two of the National Safety and Quality Health Service
Standards, partnering with consumers, highlights the importance of involving healthcare

consumers in decision-making around their own health care (ACoSaQiHC 2011a).

A family/consumer centred approach to FPDR was viewed as an important and achievable
goal for many participants in this study. However, while there was evidence of such an
approach in some settings, many others fell short of meeting the inherent requirements

of this collaborative approach to care.

CHAPTER SUMMARY

This chapter presented the substantive grounded theory that interpreted and explained
decision-making around FPDR in acute healthcare settings. Conditional permission was
shown to be a social construction made possible by the ongoing interactions and
interpretations of people playing a particular role in a particular setting or context.
Conditional permission was influenced by people’s values and preferences, their previous
experiences with FPDR and the pre-existing role and status expectations of individuals
and societies. The interconnected processes enacted during the social construction of
conditional permission were therefore subjective and dynamic, and reflected the multiple

realities of the people involved.

Although some findings in this study were shown to link to existing constructs, this theory
is original in how it has used a new approach to interpret and explain rather than merely
describe FPDR attitudes and practices. This theory contributes to an enhanced
understanding of FPDR practices in Australian acute healthcare settings and offers an
explanation for the wide variations and inconsistencies evident within and between
health care settings. Construction of this theory and the conceptual model led to new
insights into current FPDR practices and has important implications for future practice,
education, research and policy around FPDR. The study implications are discussed in the
conclusions chapter, along with strengths and limitations of the study and

recommendations for future education, practice, policy and research.
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CHAPTER OVERVIEW

Chapter ten presented the substantive grounded theory of family presence during
resuscitation: The social construction of conditional permission. This theory captured the
meaning and actions of participant experiences and explained the major social process at
work when people were faced with a decision to practice or participate in FPDR. This
theory offers new insights into attitudes and practices that have not been previously
documented in the FPDR literature, and offers an explanation for the wide variation and
inconsistencies evident within and between healthcare settings. This final chapter begins
with a discussion of the overall study contribution before detailing the strengths and
limitations of the research. This is followed by the implications of the study in relation to
future research, practice, education and policy development. Chapter eleven finishes with

some concluding remarks and the thesis epilogue.

CONTRIBUTION OF THE STUDY

Family presence during resuscitation has been discussed extensively in the literature since
the 1980s. The preliminary review presented in chapter two established baseline
attitudes, beliefs and practices over several decades - mainly from the perspective of
health professionals. There is also a growing body of evidence that FPDR provides
important benefits to family members such as helping with closure and grieving, and
reducing the incidence of post-traumatic stress disorder (for example see Jabre et al.
2014). However, many gaps and inconsistencies were identified that limit our current
understanding and effective implementation of FPDR practices. In particular, the
literature has not previously examined factors that impact current practices - more
specifically, how decisions are made to practice or participate in FPDR. Instead, existing
research is significantly skewed toward descriptive, quantitative designs, and has
occurred outside Australia in different health care systems and cultures. Despite a
growing body of evidence supporting multiple benefits and despite being endorsed by the

Australian Resuscitation Council, FPDR is still not practiced widely or consistently in
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Australia and most healthcare settings do not appear to have policies in place. This

current research was designed to address some of these knowledge gaps.

As stated in chapter one, the aim of this research was to examine factors and perceptions
that impacted decisions around FPDR in Australian acute healthcare settings. The aim was
deliberately broad in keeping with core GTM tenets and to allow for the flexible and
dynamic nature of GTM methods. This study examined and interpreted the socially
constructed meanings that formed the experiences of health professionals, family

members and patients and the actions that resulted from those meanings.

A constructivist GTM was chosen for this study for its ability to provide a behavioural
perspective, enable explanation of behaviour and facilitate the development of a
conceptual theory that could be applied in practical situations (Glaser & Strauss 1967;
Charmaz 2006). With its theoretical underpinnings of symbolic interactionism and social
constructionism, constructivist GTM was particularly suited to this research because it
endeavoured to understand and explain the processes people used to construct meaning

from their inter-subjective experiences (Charmaz 2004; Suddaby 2006).

The systematic application of core GTM methods and processes during data generation
and analysis facilitated the generation and integration of the substantive grounded
theory. Chapters five to ten presented the theory, and detailed how this theory is situated
in and built upon existing literature. The findings detailed in the substantive theory
illustrate new contributions to knowledge and understanding of peoples’ FPDR
experiences and practices which will have relevance both nationally and internationally.
This theory interprets and explains the meanings and actions of health professionals,
family members and patients involved in FPDR, and as such the aims of this study have
been met. Further, this study provides a unique perspective into the factors impacting
FPDR practices from multiple perspectives; something that has not been done previously
in Australia. This grounded theory contributes a theoretical understanding of FPDR and
also has practical implications for clinical practice, education, research and policy. A
discussion of the strengths and limitations of the research is presented in the following

sections, followed by the study implications and recommendations.
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STRENGTHS OF THE RESEARCH

The systematic and rigorous application of core GTM methods facilitated the construction
of a substantive grounded theory that was both grounded in the data and further
enhanced during integration of the theory with existing knowledge. Rigorous application
and evaluation of the GTM processes and methods employed during this research
ensured the final theory demonstrated appropriate credibility, originality, resonance, fit,
relevance and practical applicability against established criteria (evaluation and rigour are
detailed in chapter four on pages 90-92, and in appendix 22 on page 314). Publication of
several peer reviewed methodological articles (Giles, King & de Lacey 2013; Giles, de
Lacey & Muir-Cochrane 2016) and the construction of a comprehensive methodological
diary (see page 284) further increased the rigour of the study. So too did monthly critical

discussions with the study supervisors.

Healthcare participants worked in a variety of acute healthcare settings in five different
Australian states and as such provided a rich and varied set of FPDR experiences. The
inclusion of several family members who were also registered nurses provided an
important and unique perspective of FPDR from multiple roles. Most importantly, all
participants had experienced FPDR in some way and were therefore able to contribute to

a rich data set around actual as well as hypothetical experiences.

A comprehensive preliminary literature review was undertaken prior to the study in order
to fully comprehend the current state of knowledge and to avoid the conceptual and
methodological limitations of previous research. As a result, the constructivist grounded
theory approach taken in this study was unigue and has made an important contribution
to the existing body of FPDR knowledge. The grounded theory and conceptual model
developed during this study will help to inform education, practice and policy
development as well as making important recommendations for future research, both in

Australia and internationally.

STUDY LIMITATIONS

Several limitations must be taken into account when interpreting and applying the

research findings and final substantive theory. Results from this study also need to be
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balanced against related research that was detailed in chapter two and integrated

throughout the findings chapters.

The theory constructed during this study provides an interpretation and conceptual
understanding of FPDR within acute healthcare settings in Australia and therefore may
not be applicable to experiences in different contexts. However, the theory is general
enough to have a wide reach and may be useful when considering how conditional
permission is constructed and applied in other health-related situations and contexts such

as family presence during invasive procedures.

Data was limited to five Australian states and thus may not represent views from people
living in other states, nor be transferable to experiences outside Australian healthcare
settings and systems. Further, the moderate sample size of this study limits any
subsequent claims and recommendations. However, as detailed in chapter four,
theoretical saturation was achieved and the sample size was deemed adequate for the

claims being made in this thesis.

The aim of this study was to examine FPDR practices from multiple perspectives; including
health professionals, family members and patients. While every effort was made to
recruit adequate numbers of all three types of participants, the final ratios were skewed
toward registered nurses, with only two doctors registering their interest in the study
despite widespread advertising among professional publications and organisations. This
may reflect a lower level of import placed on FPDR by doctors than nurses; a view which

is supported by the wider literature presented in chapter two (see pages 17-18).

Low survival rates made recruitment of resuscitation patients difficult, something that has
also been noted previously in the literature. The sole patient recruited into this study
provided an important and rarely heard voice to the final theory. However, it is
recognised that one patient cannot and does not speak for all potential patients. Family
members were also difficult to recruit due to difficulties with gatekeepers and ethics
committees in healthcare settings. However, inclusion of the often-missing family
member voice in this study provided a vital addition to the theory and ensured multiple

role contributions to this social construction were considered.
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In-depth interviews were used as the primary method of data generation to facilitate the
telling of individual stories and experiences. While the use of observational data may
have strengthened the final substantive theory, interview data was deemed the most
effective way of addressing the research aims within the constraints of this doctoral
research. Furthermore, this thesis met Charmaz’s (2014) recommendations for generating
‘rich data’ in GTM research, which comprises detailed and focused accounts that reveal
participants attitudes, beliefs, intentions and actions within the contexts of their
experiences. In order to determine the adequacy of data generated for this thesis, |
applied Charmaz’s (2014, p. 33) criteria for ‘rich and sufficient’ data which included;
sufficient background data, a wide range of participant views and actions, an examination
of hidden meanings, sufficient data to reveal changes over time, multiple views of
participants’ range of actions, data that enabled the development of analytic categories
and the ability to make comparisons between the data in order to generate and inform

abstraction and conceptualisation of the final theory.

As with all constructivist GTM research, this thesis was a co-construction of knowledge
and experiences, and my ongoing interpretations were influenced by my past experiences
as a registered nurse and as a family member. In order to address potential bias, | used
reflexivity (as detailed in chapter four) to critically examine the research process and to
assess how and to what extent my attitudes and experiences may have influenced
processes and outcomes. Being actively reflexive during the research process made my
personal assumptions explicit and | was able to articulate how prior knowledge and

experience influenced data analysis and theory construction.

Despite these limitations, the aim of this study, which was to generate a substantive
theory of family presence during resuscitation, was achieved. As a consequence, new
knowledge has been generated about this phenomenon that forms a useful and unique
addition to the existing body of work. The implications of this new knowledge are

presented in the following sections.

IMPLICATIONS OF THE STUDY

The final grounded theory - the social construction of conditional permission - has led to

an enhanced understanding of FPDR in acute healthcare settings. While this research took
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place in an Australian context, the theory is also relevant in an international context due
to similarities in healthcare between Australia and many other countries such as the
United Kingdom and Canada This research highlights a number of significant implications
that are relevant to health professionals, managers, policy makers, health consumers and
the general public, both in Australia and internationally. The following discussion details
these implications in relation to their contribution to future clinical practice, education,

research and policy development.

Education and practice implications

Opportunistic presence was identified as an important facilitator for FPDR in this study
and demonstrated how attitudes, and subsequent practices, could be influenced through
exposure and role modelling. In particular, health professionals who had never practiced
or even thought about FPDR often experienced significant attitude changes following the
inadvertent presence of a family member. In the majority of cases, opportunistic
presence was a catalyst for people to become more supportive of family presence during
future resuscitation events. Building on the influence of opportunistic presence, providing
education and awareness about the benefits and risks of FPDR and addressing
unsubstantiated fears is an important first step to ensure clinical practice is based on

evidence rather than personal preferences.

FPDR requires health professionals to combine high level technical skills with empathy to
provide safe, effective and compassionate family/consumer-centred care. It is therefore
imperative that health professionals are adequately prepared to cope with all aspects of a
resuscitation event that recognises and involves family members as an integral part of the
healthcare team. There is a current expectation that resuscitation staff complete regular
education and training to maintain and update their skills. The addition of simulation
training would expose health professionals to realistic FPDR scenarios and prepare them
to work competently and confidently under observation while supporting family

members throughout and beyond the resuscitation event.

While the value-laden nature of clinical decision making has been discussed extensively in
the literature (refer to page 146), it has not been considered previously in relation to

FPDR. This study provided a unique, in-depth examination of the impact of value-laden
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judgements on FPDR practices. The subjective nature of these judgements led to wide
practice variations based on individual values, preferences and pre-existing expectations
around social roles and statuses. However, the implications of value-laden decision-
making reach well beyond emergency resuscitative care to a wide range of clinical
practices; for example, prescribing antibiotics for very elderly patients and discussions
around not-for-resuscitation orders, end-of-life care and organ donation. Many
healthcare professionals are not aware of the subjective nature of value-laden decision-
making and associate risks - such as the danger of projecting personal preferences and

beliefs onto others and making decisions that contradict consumer preferences or beliefs.

Increasing awareness and education around the implications of value-laden clinical
decision-making is an important first step to reducing unnecessary practice variations.
This education should be implemented both in clinical healthcare settings and
undergraduate curriculums. The inclusion of guided clinical decision-making during
simulation training could also be offered to encourage consistent and evidence-based
practices that are focused on consumer safety and welfare rather than personal

preferences and setting norms.

It is understandable that some health professionals are reluctant to practice FPDR due to
performance anxiety and fears of being critiqued or judged by family members. However,
discomfort and personal preference are not acceptable reasons to exclude family
members from the resuscitation room, and in turn from the known benefits of FPDR.
Once again, adequate education and training are key to ensuring health professionals are

competent and confident to practice FPDR safely and effectively.

Also understandable is the reluctance of some health professionals to surrender a portion
of their professional power by sharing ownership of the patient, the space and the
resuscitation act with family members. Some staff perceived such ownership sharing as a
threat to their professional role/status, and it is important to acknowledge these fears.
However, such concerns should not influence practice or impede progress. Society needs
to challenge old fashioned views and traditional roles where health professionals are
considered all-knowing ‘experts’ while family members are viewed as submissive

recipients of care. Instead, family members and patients should be empowered to
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become part of the healthcare team and be involved in end-of-life care decisions if they
wish. Shared ownership through partnering with consumers should be highlighted as a
way to enhance professionalism, empower family members and promote family-centred

care.

Evidence from this study and the wider research highlights the importance of a dedicated
support role for family members during FPDR. This study went further to suggest that
implementing FPDR in the absence of a support person could do more harm than good.
However, in many healthcare settings that practice FPDR, a dedicated support role does
not exist consistently or at all. Current barriers to the widespread implementation of a
support role include financial limitations, staff shortages and a low value placed on the
role and on FPDR in general. However, the increasing body of evidence supporting the
benefits of FPDR and the potential harm of forced separation of family members from

their loved ones during resuscitation necessitates a rethink of all events.

‘Allowing’ fathers into labour wards in the western world required a paradigm shift in the
20" century. Many health professionals at the time believed fathers would be in the way,
impede the birth and potentially divert staff attention from the mother and baby. Yet,
change occurred over time as attitudes shifted and fears were shown to be unfounded.
Similarly, there needs to be a widespread paradigm shift among health professionals,

managers and policy makers for the 21* century in relation to resuscitation events.

Cardiopulmonary resuscitation has been practiced for many years in an attempt to
reverse sudden death, and ‘saving the patient’ is still prioritised over supporting family
members in many healthcare settings. Certainly, when death is reversible and when there
is no one available to stay with and support family members, such prioritisation is
warranted. However, it is time for all healthcare settings to acknowledge that FPDR has
been practiced successfully for almost three decades, and that it is not only possible but
desirable to attend to the needs of family members while providing effective

resuscitation care.

Consistently low resuscitation survival rates also mean that if FPDR is denied, many family

members are missing out being with their loved ones at one of the most important
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moments in their lives. Segregation of family members from their dying loved ones
violates core family-centred care principles and denies the patient and their families a
‘good death.’ The family member’s inherent right to be with their loved one needs to be
recognised and facilitated in the same way as other end-of-life contexts such as palliative
care. Health professionals need to stop perceiving unsuccessful resuscitations merely as
medical failures and instead seek the opportunity to facilitate the best possible end-of-life
event for the patient and their families. Structured yet flexible FPDR guidelines and
policies would facilitate the opportunity for health professionals to promote a ‘good
death’ for patients and their families, even in the rush of an unexpected resuscitation

event.

Policy implications

Dying should not be thought of as just a biological or medical event. According to the
Australian Commission on Safety and Quality in Health Care’s National Consensus
Statement (ACoSaQiHC 2015) on the essential elements for safe and high quality end-of-
life care, dying should be viewed as a normal part of the human experience. In order to
deliver safe and high quality end-of-life care, there must be a focus on patient/family-
centred care during every resuscitation event. Whenever possible, end-of-life care should
be aligned with the values, needs and wishes of the patient and their family. Offering
flexible options and supporting individual, informed choices around FPDR would promote

these aims.

There is now a significant body of evidence supporting the benefits of FPDR (as discussed
in chapter two and throughout the findings chapters), and the practice has been
endorsed for many years by professional organisations and resuscitation bodies. Yet the
current FPDR practices highlighted in this study and in the wider literature are
inconsistent and sporadic, both between and within healthcare setting and between
health professionals. The ad-hoc and subjective nature of current FPDR practices in the
absence of structured guidelines violates the core principles of evidence-based practice
and family-centred care. Policy makers and healthcare systems need to develop a

consistent and structured approach to FPDR to ensure family members and patients are
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not missing out on known benefits or being harmed by forced separation from loved

ones.

The widespread introduction of standardised guidelines would be an effective way to
bring about necessary changes to ensure that clinical practice is guided by standards for
consumer safety and welfare rather than personal preferences and values. Guidelines
would need to be developed in consultation with policy makers, academics, health
professionals and the public to ensure care is based on the best available evidence and
clinical expertise alongside patient and family preferences. A collaborative approach to
policy development would ensure that new guidelines are safe, effective, flexible, realistic

and cost effective.

The conceptual grounded theory model developed in this study (see figure 10 on page
185) explains the major social process enacted when health professionals and family
members were faced with a decision to practice or participate in FPDR. This model could
be used as a framework to assist the development of structured guidelines. To illustrate,
the FPDR framework for guideline development depicted in figure 11 (see page 207) was
developed using the conceptual grounded theory model. This framework is offered as a
starting point for policy makers and health professionals who are interested in developing

structured guidelines for FPDR in Australian and international acute healthcare settings.

Recommendations for future research

The current body of FPDR evidence is significantly skewed toward simple descriptive
research, examining the attitudes and beliefs of health professionals using closed-
response surveys. While these designs can provide useful baseline information about
contextual attitudes and beliefs, they do not offer additional insights beyond the current
body of knowledge. Future research needs to focus on the planning, implementation and
evaluation of FPDR guidelines and practices to guide the development of safe and
effective family/consumer-centred care. There is also a need for future research that
measures the impact of FPDR on resuscitation processes and outcomes and on family

members, patients and health professionals.
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This thesis provides an enhanced understanding and valuable insights into how decisions
are made to practice or participate in FPDR. Understanding rationales for practice is an
important first step when practice changes are needed. Future research could build on
this foundation to examine decision-making in different contexts and to explore the lived
experience of relevant parties to ensure a holistic and collaborative approach to FPDR.
This study also provided a unique, in-depth examination of the impact of value-laden
judgements on FPDR practices. Future research could examine how this concept

translates to a wide range of clinical practices.

The following recommendations for future research were formulated during the

production of this thesis.

e Development, implementation and evaluation of structured but flexible clinical
guidelines and policies

e Development and evaluation of FPDR simulation training to ensure health
professionals are adequately prepared for their holistic role

e Development and evaluation of dedicated support roles during resuscitation
events

e Measuring the emotional and psychological effect of FPDR on family members,
patients and health professionals

e Measuring the impact of FPDR on the clinical performance of health professionals

e Exploring the family member role during FPDR to determine their preferences for
shared care and decision-making

e Exploring the role of advanced care planning and advanced care directives in
relation to FPDR practices

e Exploring ways to improve end-of-life care during/after unsuccessful resuscitation
events

e Examining the impact of value-laden judgements on emergency resuscitative care
events in relation to family presence and family participation in care.

e Examining the impact of value-laden judgements on a diverse range of clinical

care.
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Family Presence during Resuscitation Framework for Guideline Development
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Figure 11: Proposed framework to guide the development of a clinical guideline for FPDR
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CONCLUDING REMARKS

Sudden cardiac arrest is the leading cause of death in Australia and impacts millions of
people and their families worldwide every year. Despite ongoing advances in
resuscitation technology and the implementation of universal CPR, survival rates have
remained consistently low for decades. Family presence during resuscitation was
introduced in the 1980s so that family could be with their loved ones during their dying
minutes and has been practiced successfully for many decades overseas. FPDR has
demonstrated many important benefits such as facilitating closure and grieving, and
reducing the incidence of post-traumatic stress. Yet in Australia, implementation of the
practice is sporadic and inconsistent. This thesis has identified the highly subjective and
ad-hoc nature of FPDR practices in Australian acute healthcare settings and the absence
of consistent guidelines and policies. Unique to this study was an enhanced
understanding of rationales for practice - which were commonly based on personal
preferences, past experiences and the inherent value placed on FPDR by individuals and
groups. Elucidating the social construction of conditional permission for FPDR has raised
important implications for future education, practice, and policy development.
Furthermore, this thesis has highlighted the way in which socially constructed meanings
and actions can become fixed as part of our social norms and — more importantly — how
these meaning and actions can change in order to meet the needs of an evolving society
that values family-centred healthcare. More specifically, this thesis identified that
awareness, exposure, structure and education are vital to socially constructed changes

around FPDR.

In order to provide safe and effective end-of-life care during emergency resuscitative
events for patients and their families, we also need to re-contextualise CPR from its
current ‘high tech’ status. There is an urgent need for a more holistic approach to
emergency resuscitative events that combines advanced technologies with
patient/family-centred care. By excluding family members from the resuscitation room,
health professionals are separating family from their dying loved ones at one of the most
important periods of their life. But if we include them, we can help family members to

make sense of sudden death and allow them to come to terms with losing a loved one.
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It is likely that the concept of FPDR will receive increasing attention in Australia in light of
the current emphasis on providing high quality end-of-life care and consumer
participation in health care. Given the large number of family members affected by the
sudden death of a loved one, any attempts to improve care and family support during

emergency resuscitative care are both welcome and imperative.

EPILOGUE

I am sometimes discouraged by the reluctance of some health professionals and
organisations to implement important clinical change in response to rigorous new
evidence. This frustration derives in part from a belief that patients and their families are
not receiving the best possible care and in part from feeling powerless to affect change.
During the construction of this thesis, | gained significant insight into why people think
and act as they do in healthcare environments — both as individuals and as groups. The
philosophical and epistemological foundations of this research allowed me to learn the
way in which FPDR practices are entrenched in larger and often hidden situations and
relationships, and highlighted the hierarchies of power involved in decision-making
around FPDR. | learned how social meanings and processes form and reform over time,
and how those meaning-making activities largely shape action or inaction. As such, |
learned that seemingly fixed healthcare practices around FPDR can be changed if people’s
meanings and subsequent actions are challenged or disrupted through exposure,
education, role modelling, structured guidelines or by challenging traditional social and
professional roles. Explicating and challenging existing meanings can expedite new,
shared meanings and potentially facilitate a collaborative approach to safe, effective,

flexible and family-centred FPDR practices in Australia.
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APPENDIX 1
ARTICLE SELECTION PROCESS FOR THE PRELIMINARY LITERATURE REVIEW

A comprehensive search of the literature was undertaken between May 2011 and November
2011 (and updated during June 2014 and June 2015). The review began by searching electronic
databases CINAHL, Proquest, Journals@Ovid, SCOPUS, Cochrane Library and Google Scholar, using
the following search terms and phrases; family presence during resuscitation, family presence
during cardiopulmonary resuscitation, family witnessed resuscitation, family witnessed
cardiopulmonary resuscitation, parental presence during resuscitation, parental presence during
cardiopulmonary resuscitation, family presence AND resuscitation, parent* presence AND
resuscitation. This search yielded several thousand articles on FPDR which were then refined as

described in the following sections in an attempt to include only primary research studies.

Hand searching was then undertaken which involved reviewing the bibliographical details of
published studies, PhD dissertations, review papers and position statements and guidelines in
order to locate additional relevant literature. Several more primary studies were accessed using
this strategy and from professional colleagues. In order to ensure all relevant primary studies
were retrieved, all 120 electronic databases in the Flinders University Library online catalogue
were searched using the same key words and phrases listed above, with 34 of these databases

yielding literature relating to FPDR.

No date restrictions were applied to the search and all relevant studies since the seminal FPDR
study was published in 1987 (Doyle et al. 1987) were retrieved. This decision was made to allow
an in-depth exploration of the developing phenomenon and practice of FPDR from its inception

through to current practices.

Once retrieved, each abstract was read and duplicate studies were removed. Studies that were
not relevant to the review aims and objectives, and those that failed to meet the inclusion criteria
(listed in appendix table 1 on page 230) were also removed. Several methodological restrictions
were applied to the search. Opinion pieces using anecdotal evidence, case-study examples from
clinical practice and conference abstracts and proceedings were excluded because it was not
possible to determine study rigour and findings were scantly reported and added little to the
analysis and discussion. Secondary sources such as literature reviews were also excluded in
keeping with recommendations that a well-conducted literature review contains mainly published
primary sources (Taylor Kermode & Roberts 2011) so it is not reliant on the interpretation of
secondary sources and has gone through a peer review process. For this reason unpublished

theses were also excluded from the review.
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Appendix Table 1: Inclusion and exclusion criteria applied to the literature search

Inclusion criteria

Exclusion Criteria

Original (primary) research

Studies published in English

Acute care settings

Main focus is on family presence during CPR

Dual focus but main focus on FPDR

Patients from all age groups included
Attitudes, beliefs of relevant HP, patients and
FM

All methodologies included

No time restrictions applied

No geographical restrictions applied

Rural and metropolitan settings included

Literature reviews and case studies

Studies published in languages other than
English

Aged care settings and out of hospital settings
Main focus on IP/ trauma resuscitation, not
CPR

Dual focus but main focus on FPDIP’s

Child family members

HP groups must include nurses and/or doctors

Opinion pieces, anecdotes, clinical exemplars
Unpublished theses
Participants included HP students only

Pre-hospital setting

Table key: CPR = cardiopulmonary resuscitation; FPDR = family presence during resuscitation;

FPDIP = family presence during invasive procedures; HP = health care professional; FM = family

members; IP = invasive procedures; trauma resuscitations excluding CPR
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This is the peer reviewed version of the following article:

Giles, T., King, L. and De Lacey, S. (2013). The timing of the literature review in grounded
theory research: An open mind versus an empty head. Advances in Nursing Science, 36(2)
pp. E29- 40, which has been published in its final form at
http://dx.doi.org/10.1097/ANS.0b013e3182902035 Copyright © 2013 Lippincott Williams
&Wilkins.

INTRODUCTION

Contentious debate has taken place about the role of the literature review in grounded theory research ever
since the publication of The discovery of Grounded Theory.! Concerns have been raised about how
researchers should approach the related literature,? with timing of the literature review in grounded theory
research an issue of ongoing confusion and misunderstandings.>*? Conflicting advice, in particular the
commonly held belief that all grounded theorists should delay the literature review until during or after data
collection, can lead to inexperienced researchers becoming confused and in some cases discounting grounded

theory as a potential methodology.*®

The timing of the literature review is often influenced by the researcher’s epistemological perspective, and
previous background and knowledge in the study area.’ In quantitative research the review is undertaken
prior to data collection to guide the development of the research question and the methods used, and to
provide the rationale for future research by considering previous gaps and inconsistencies.* The guidelines
about the use of the literature review in qualitative research differ, with some approaches recommending
delay of the review until after data collection.* One research approach that sometimes recommends

postponing the literature review is grounded theory.

Two broad perspectives about the timing of the literature review in grounded theory are apparent in the
literature; 1) to delay the literature review until after data collection and analysis begins, and in some cases
until codes and categories begin to emerge, or 2) to undertake a preliminary literature review prior to the
study and then either expand this review or write a secondary review during data collection and analysis. Few
articles and texts discuss this issue in depth, and most sources offer conflicting advice which contributes to
the ongoing confusion about the “‘correct’ use of the literature in grounded theory research. This article
provides a critical review of the extant literature and debate about the timing of the literature review and

makes recommendations for researchers to consider when planning their grounded theory studies.

HISTORICAL POSITIONING OF THE LITERATURE REVIEW IN GROUNDED THEORY
RESEARCH

Several styles of grounded theory have been developed and used over the years, each reflecting the
epistemological underpinnings of the researchers developing these styles. Literature plays an important and
varied role in grounded theory research®® depending on the chosen style. The following section explores

historical and current recommendations and rationales about use of literature in grounded theory research by

15,19-21 2,4,22,23

Glaser and Strauss,* Glaser,**® Strauss and Corbin and Charmaz.
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Glaser and Strauss

The recommendation to delay reviewing the literature until after data collection begins, or even until after the
substantive theory has been generated, first arose in relation to the classical grounded theory method
developed by Barney Glaser and Anselm Strauss.® In The Discovery of Grounded Theory Glaser and Strauss
advised researchers to ‘literally ignore the literature and fact on the area under study, in order to ensure that
the emergence of categories will not be contaminated by concepts more suited to different areas.’* (p37) They
assured readers that similarities and differences with the literature could be established after the analytic core

of categories has emerged.

However, several contradictions to this advice are evident further along in the text. The first of these is their
recommendation that researchers should be sufficiently theoretically sensitive in order to conceptualise and
formulate a theory as it emerges from the data.’ ( p 46) They acknowledge that researchers have previous
knowledge in their substantive area (p 92), and advise that the theoretical sensitivity developed over many
years within the researcher can be used to generate his specific theory if ‘the fit and relevance to the data are
emergent’ (p46). This begs the question - exactly how can this sensitivity be developed without knowledge of
existing literature? The second contradiction is evident in their chapter about new sources of qualitative data.
Here, Glaser and Strauss® agree that documents ‘may be used — especially in the early days of research — to
help the researcher understand the substantive area he has decided to study ... and help him formulate his

earliest hypotheses’ (p 162).

In light of this contradictory advice within their co-authored text, it is not surprising then that Glaser and
Strauss went on to make opposing recommendations about the timing of the literature review in grounded

theory research in their subsequent publications. These differences are explored below.
Glaser

Since the publication of The Discovery of Grounded Theory Glaser has maintained that the literature should
not be reviewed prior to the study for fear of contaminating, constraining, inhibiting or impeding the
researcher’s analysis of theoretical codes emerging from the data.’**® More specifically Glaser advises ‘do
not do a literature review in the substantive area and related areas where the research is to be done; and when
the grounded theory is nearly completed during sorting and writing up, then the literature search in the
substantive area can be accomplished and woven into the theory as more data for constant comparison’.” (p
67) Glaser’s claim that the researcher in traditional or classical grounded theory must be a tabula rasa (or
blank slate) when beginning a study however is at odds with some of his writings in Theoretical Sensitivity.**
In this text Glaser alludes to possessing prior knowledge of the research issue when he writes ‘it is necessary
for the grounded theorist to know many theoretical codes in order to be sensitive to rendering explicitly the
subtleties of the relationship in his data’ (p 72). This leads us to question, as Charmaz* does, how researchers
could know these theoretical codes if they are not part of their existing knowledge. If the researcher does

know these codes as Glaser suggests, this implies knowledge of the relevant literature.

Glaser also acknowledged the problems of presenting a research proposal to dissertation committees and

funding agencies in light of recommendations to delay the literature review until after analysis. Glaser
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concedes that if a preliminary literature review is necessary to satisfy university requirements then it should

be done, recommending that researchers not waste time and ‘do what people want.”*’

(p 72) He assures us
that concepts from the literature ‘will constantly be corrected, put in perspective and proportioned in
relevance by the constant comparative method.”*” (p72), and falsify, confirm or extend the applicability of the

theory to the substantive area under study.
Strauss and Corbin

While Glaser remains adamant about delaying the literature review in grounded theory research to this day,
Strauss appears to have changed his view over time. Strauss (together with Glaser) also initially advocated
delaying the literature review,' but later Strauss suggests they may have overemphasised the inductive
aspects of grounded theory in their earlier work.?* Strauss also acknowledges that his earlier advice to delay
the literature review applied less so to experienced researchers. Strauss indicates that experienced researchers
are able to subject a theoretical statement to comparative analysis and would be capable of questioning
whether such a decision would hold true under different conditions.? In his later works with Corbin,***%?!
Strauss highlights both the advantages and disadvantages of the initial literature review stating that while
there is a risk that familiarity with the relevant literature can block creativity, familiarity can also enhance

sensitivity to subtle nuances in data.*

In Basics of Qualitative Research Strauss and Corbin'® acknowledged that researchers bring with them life
experience and knowledge of related literature. They stress the importance of acknowledging and using that
knowledge to enhance theoretical sensitivity, stimulate research questions and direct theoretical sampling.
Strauss and Corbin elaborate on these recommendations in the second® and third™ editions of their text,
adding that before a research project begins the literature can formulate questions that ‘act as a stepping off
point” during initial observations and interviews, and during data analysis can stimulate questions about
‘what is going on” with the data.* (p 51) In these later editions they also maintain that the literature can help
the researcher to assist theoretical sampling, and add that it can direct the researcher to situations they might
not have considered otherwise. Strauss and Corbin? conclude that if the researcher is careful not to allow the
literature to stand between themselves and the data, it can also be used as an analytic tool to foster

conceptualisation.
Charmaz

One of the founders of a constructivist approach to grounded theory research and a previous student of
Glaser, Kathy Charmaz* presents her version of grounded theory as a return to the classic statements of the
past century, which have been re-examined through a methodological lens of the present century. In
Constructing Grounded Theory* Charmaz writes that institutional and ethical requirements often dictate the
need for a preliminary literature review but warns if the literature is reviewed in-depth prior to data
collection, the novice researcher may be influenced by existing theories and force data into pre-existing
categories.** However Charmaz fails to define exactly what an in-depth review consists of in such a study.
Together with Antony Bryant’ Charmaz later acknowledges that advice to delay the literature review usually
comes from experienced researchers who have extensive knowledge of the literature and general familiarity
with key topics and concepts.? This knowledge in effect becomes a literature review on tap, a concept that is
mentioned again later in this paper in relation to Glaser.
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Although Charmaz believes grounded theory research aims to minimise pre-conceived ideas about the
research problem and data, she concedes that each person brings a past to the present and will most certainly
bring pre-conceived knowledge and ideas to their research.? In her later collaboration with Antony Bryant,’
Charmaz contends that a researcher should account for these pre-conceived ideas in some way and not simply
ignore them. Together they recommend a balance between using the literature to provide a beginning
framework to the research study and having a level of understanding to provide an orientation to the research.
On the latter point they cite Lempert® who strongly advocates a preliminary literature review in order to
avoid ignorance of existing evidence and to participate in the current theoretical conversation, while

maintaining that the review does not have to define your research.

Charmaz’s constructivist view therefore appears to allow a preliminary literature review prior to the study,
which is then put aside and ‘allowed to lie fallow’ until the researcher has begun to develop categories during
analysis.” (p 166) She asserts that during data collection and analysis, ‘completing a thorough, sharply
focused literature review strengthens your argument — and your credibility.”* (p 166) This secondary
literature review provides a place to engage with the ideas and research in the areas relevant to the grounded

theory, and helps the researcher position the study and clarify its contribution to knowledge.*
THE ONGOING LITERATURE REVIEW DEBATE

One of the most often cited rationales for delaying the review is to ensure that the emergent theory will be
grounded in the data rather than being forced to fit into a pre-conceived theory. 1461517202627 Gager!?
famously stated that everything is data, something to be constantly compared and analysed with everything
else that is data. Many researchers have interpreted this statement in different ways, with some arguing that
the data Glaser refers to includes literature that may have been examined at some time before or during the
study. The following discussion focuses on the apparent contradiction that exists between recommendations

made by Glaser and Strauss about the use of literature in grounded theory and their own research practices.
Glasserian and Straussarian Grounded Theory: Recommendations versus Practice

As far back as the 1970’s, Blumer®® argued that Glaser and Strauss’s original tabula rasa view of inquiry was
open to serious doubt. More recently, Mills and colleagues’ and Dey? argue that Glaser could not have really
thought it possible to begin a research study with an actual blank slate. Indeed, few researchers today begin a
study with no knowledge of a topic due to the enormous amounts of information available freely online, and

experts argue that exposure to this knowledge cannot be simply put aside and forgotten.®**%?

While they originally warned against engaging with the literature prior to beginning a study, it appears that
both Glaser and Strauss did not always follow their own advice. It has been said* that Glaser provided
ambiguous advice about the timing of the literature review to his students, such as advising them not to
review the literature prior to data analysis but not actually telling them when they should review it. Some
students reported being increasingly frustrated that their analysis was hampered by their poor knowledge of

the literature while at the same time Glaser used the huge amount of data in his head
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(referred to by his students as a literature review on tap) to identify categories and enhance his theoretical

sensitivity.*

Strauss too did not always appear to follow his original advice of avoiding the literature prior to a study, with
a previous student attributing Strauss’s skill in analysis and coding to his wide experience and reading.**
Wiener goes on to say that while studying with Strauss, she and Strauss both found the literature useful from
the very beginning of their research to widen their horizons and enrich their interviews. Wiener claimed that
rather than avoiding the literature, they used it extensively and in fact remaining current was the pressing

challenge of their research.®

The differing opinions of the founders of grounded theory discussed so far have already highlighted
conflicting and at times confusing advice regarding what extent the literature should be scrutinised, and
exactly when it should be reviewed. Many authors have contributed to this timing debate. Some have
supported Glaser’s approach of delaying the literature review until after analysis begins and in some cases
until codes and categories begin to emerge, while others defend their use of literature at any point from the
very beginning of the research onwards. Some of the most common concerns about undertaking a
preliminary literature review are discussed below along with strategies to ensure these issues do not

adversely affect or bias the research process or outcomes.
Dealing with Preconceptions

Delaying the literature review in grounded theory studies has been recommended in the past to avoid the
influence of previous knowledge, values, beliefs and experiences on the research. This was thought to
decrease any chance of personal bias, which some people maintain was to gain credibility with researchers
who use quantitative or positivistic methods.® It has since been said that grounded theory (and in particular
constructivist grounded theory) has moved beyond the positivist stance that we should come to the data with

a clear mind and no pre-conceptions.*

The fundamental tenet of grounded theory research to minimise pre-conceived ideas about the research
problem and data is being questioned more and more in the literature. Bryant® contends that the belief that
researchers can approach a topic without any preconceptions or having rid themselves of all prejudices and
bias is now largely derided by many experts. Rather than being thought of as disadvantageous and
undesirable, it is argued that a priori assumptions should not only be expected, but in fact welcomed as a way
of making the study worthwhile and possible.** Bryant agrees that sometimes it is precisely someone’s
prejudices (in the sense of prior judgements) that can lead to innovative insights.®> He also argues that if we
move away from the idea of grounded theory as a purely inductive process and instead stress the ways that
‘theoretical sensitivity can be encouraged and advanced as a form of abduction’ then whether or not we use
existing literature at the beginning of a study loses relevance.? (p 14) In other words it is possible to access

existing knowledge without ‘being trapped in the view that it represents the final truth in the area.”* (p 341)

Evidence suggests that forcing pre-conceived ideas on the data from existing literature can be minimised or
even avoided with careful thought and planning. For example McCallin*! used classical grounded theory in

her nursing research, but undertook a pre-study literature review in order to satisfy university
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authorities and ethics committees. She avoided literature she considered had the potential to emerge as a
significant concept, but justified her significant reading in other related areas. McCallin used Glaser’s
argument that any literature is data that can be neutralised or integrated using the constant comparison
method if the researcher can put aside personal perspectives in order to understand the participant’s
viewpoint.* More recently, several lecturers in Health Studies presented opposing approaches to using the
literature in grounded theory research. McGhee et al. concluded that the use of literature or any other pre-
knowledge should not prevent a grounded theory emerging if reflexivity is used to prevent prior knowledge

distorting the researcher’s perception of the data.’®
Reflexivity in Grounded Theory Research

The constant comparison method of grounded theory where emergent themes are grounded in the data rather
than gained from pre-conceived concepts requires a consciously reflective process called reflexivity.®
Reflexivity is a process during which a researcher overtly scrutinises his or her research experiences,
decisions and interpretations in order to allow the reader to assess to what extent the researcher’s interests,
positions and assumptions influenced the research.? Glaser® does not appear to believe reflexivity to be an
appropriate grounded theory strategy, warning that it will lead to ‘reflexivity paralysis’ (p 47) during
analysis. However Corbin and Strauss™ argue that reflexivity is now considered an essential part of the
grounded theory research process. They state the meaning a researcher gives to reflexivity and the extent to
which it is used varies depending on their philosophical orientations and perceived degree of relevance.
Using a constructivist approach, Charmaz* believes grounded theorists are obligated to incorporate
reflexivity into their research design, arguing that we are “part of our constructed theory and this theory

reflects the vantage points inherent on our varied experience, whether or not we are aware of them.” (p 149)

Reflexivity acknowledges that the researcher as an individual, with a particular background and social
identity, will inevitably influence the research process and should be subject to the same critical analysis and
scrutiny as the research itself. >** Reflexivity can make research findings more credible by making explicit

the researcher’s contribution to the interpretive process through self-critical appraisal and self-awareness.®

Self-awareness expressed through analytic memo-writing is integral to the process of reflexivity, making
personal assumptions explicit and enabling a turning back on initial reactions to the data.* In other words
reflexivity requires the researcher to develop a self-aware, self-questioning approach and be prepared to
allow prejudices to be eliminated by data that oppose them.®*" Corbin wrote about how self-reflection
allowed her to identify when she was slanting the data, at times noting that her memos were more reflective
of her emotional response to the data rather than a conceptualization of what the respondents were telling her.
This allowed her to go back and re-analyse the data and increase the truthfulness and credibility of the

findings."

McGhee and colleagues® argue that reflexivity can prevent a researcher who is already very familiar with the
literature on the study topic from distorting perceptions of the data, or forcing pre-conceived concepts and
theories. The fear that a researcher might stifle their analysis can also be addressed by being self-aware and

able to appreciate other theories without imposing them on the data.®* Reflexivity therefore can
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allow researchers to be informed by and build on previous knowledge gained through a literature review
without assuming that concepts discovered in the preliminary literature review would be the only solution to

a research problem.”*®

An Empty Head versus an Open Mind

Pre-conceived ideas themselves then are not the problem, but rather how they are dealt with by the grounded
theory researcher in order to minimise bias and avoid imposing existing theories on the data. As we have

already shown, a blank slate is neither desirable nor possible,*

and instead the main goal should be that the
researcher does not start with an existing theory to prove or disprove but rather allows theories to emerge

from the data.*

More and more experts are now questioning the recommendation to avoid the literature at the beginning of a
grounded theory study, arguing that we can never enter a research area with an empty head, but that we can
try to approach research with an open mind.>*° It could in fact be argued that the researcher is no more likely
to adversely influence the inductive research process by prior reading of the literature than from any
knowledge gained through professional experience.** In addition, knowledge and concepts drawn from the
immediate field can provide a useful guide to analysis provided we keep an open mind about their cogency

and relevance to the data.*’

Preconceptions are acknowledged and accepted by many experts as unavoidable and by some as necessary to
contribute to the worth of the study. Their acceptance adds weight to the argument in favour of a preliminary
literature review in grounded theory research. The point therefore is not to avoid pre-conceptions, but to
ensure they are well-grounded in arguments and evidence and always subject to further investigation,
revision and refutation.* It is therefore important for researchers to account for their pre-conceived ideas in
some way,? and openly acknowledge the influence of prior work in their perspective of what is emerging

from the data.*

Using the Constant Comparative Technique to deal with Pre-conceptions

Researchers have used Glaser’s™” all is data tenet to justify their use of literature in grounded theory research
in many different ways. For example, McCallin'! (p 66) used classical grounded theory for her dissertation,
yet conducted a preliminary search of relevant literature which she concedes was not strictly in accordance
with the grounded theory style used. She argued that some sense of direction was needed to satisfy university
and ethics committees, and that any literature was data which according to Glaser could be neutralised or

integrated as long as it was constantly compared with emerging concepts.

Although Urquhart® delayed the bulk of her literature review while using a classical grounded theory
approach, she developed a preliminary theoretical framework using minimal aspects of the literature, arguing
that this framework increased her theoretical sensitivity. Urquhart claimed her thinking was not overly
coloured by this literature because she took an inductive rather than a deductive approach and listened to the
data rather than imposing pre-conceived ideas on the data. She also used the constant comparative approach

to confirm, deny or extend the applicability of the theory to the substantive area under study.*’
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The constant comparison used in grounded theory research therefore validates, modifies, or rejects the

researcher’s observations. For the researcher with professional experience in the substantive field of research
or in-depth knowledge of the related literature, constant comparison is a valuable feature of the grounded

theory method to reduce the risk of bias-induced interpretations and analysis of the data.*
TO REVIEW OR NOT TO REVIEW

Two broad perspectives have been explored in this paper concerning the timing of the literature review in
grounded theory; 1) to delay the literature review until after data collection and analysis begin, and in some
cases until theoretical codes and categories begin to emerge, or 2) to undertake a preliminary literature
review prior to the study and then either expand this review or write a secondary review during data
collection and analysis. Advocates of the delayed literature review seem concerned primarily with avoiding
pre-conceived ideas and assumptions, while those recommending a preliminary literature review argue that
any concerns can be overcome with correct and transparent techniques and procedures. Table 1 presents
rationales for and against a preliminary review of the literature in grounded theory research. We argue that
the evidence favours a preliminary review of the literature, and provide a detailed discussion of the rationales

that support our position below.

Table 1: Rationales for the timing of the literature review in Grounded Theory Research

Timing of the review Rationale

Preliminary review Become familiar with the literature and identify gaps ™

Identify new approaches the researcher might not have otherwise considered **

6,15, 21

Stimulate research questions

Provide justification, background and framework for the study and demonstrate
the potential of new knowledge % %18 %

Meet ethics committee requirements * **

Avoid conceptual and methodological pitfalls of previous studies > ® *

Gain a critical knowledge of key concepts > ®

Direct theoretical sampling * > *

Enhance theoretical sensitivity > > ® 1> 1 2> 31 40.45,43

Provide secondary source of data to stimulate thinking ® = **

Delayed review To be strictly in keeping with a post-positivist ontology of Classic GT **/

Avoid recognised or unrecognised assumptions and preconceptions * ** < #

d 1,6, 15,16, 20, 21, 23, 24, 27,

Avoid being constrained, contaminated, inhibited or blocke
42

Prevent generating a focus from the literature rather than from the emerging data;
avoid forcing data into pre-conceived categories ™+ & 1 16 17: 20, 21, 24,27, 41

Avoid being ‘stuck” with a lot of information outside data analysis categories ** *°
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To Meet Committee Requirements and Assist with Methodological Choices

Most ethics committees and funding agencies demand a thorough literature review prior to collecting
data,®®'* which is a compelling reason for many researchers (particularly PhD students) to undertake a
preliminary review. Some Departments of Health also argue that research which needlessly duplicates other
work is unethical,* further supporting a preliminary review to ensure that research adds to the body of
evidence rather than just replicating it.

A preliminary review allows the researcher to become familiar with the literature and gain a comprehensive
knowledge of the key concepts and issues seminal to the topic at hand.° Some experts warn that it can be

hard to know which literature is relevant for the initial review**

while others point out that the researcher
may be stuck with information that lies outside of the analysis of the gathered data.”® (p 123) However, other
grounded theory researchers may choose to review the literature prior to the study because they have not yet
chosen their methodology and therefore all literature is relevant at this stage in order to guide methodological

choices.®*

The literature can be used to identify that a new approach is needed to solve an old problem even though it
has been well studied in the past.%***® Marland® found this to be true when he was able to develop a theory
free of the methodological and conceptual pitfalls of previous studies whilst also bridging perceived gaps in
existing knowledge. He argued that his preliminary review of the literature was vital to demonstrate his
proposed approach had not been taken before and therefore the result would constitute a unique addition to

knowledge.®
To Identify Current Knowledge and Gaps in the Literature and help Formulate Questions

Hutchinson®” believes a literature review should precede data collection and analysis to identify current gaps
in knowledge and help provide a rationale for the proposed research. This preliminary review can sensitize
concepts and add to conceptual clarity. McCallin** and McGhee et al® agree that a preliminary review is
necessary at the very least to determine whether the proposed study or something similar has been done

before.

Sound preliminary work can demonstrate that researchers know exactly what they are doing even if they do
not know exactly what they are looking for.'* A literature review as an orientating process can be useful to
ensure researchers know about current thinking, without taking a position on the research to be done.** At
the beginning of a project, the literature is also useful to help formulate questions that act as a stepping off
point during initial observations and interviews.? Then as the study progresses the literature becomes an

effective analytical tool to stimulate thinking.
To Enhance Theoretical Sensitivity

Glaser and Strauss have both noted that grounded theory methods seem to be easier to use when the
researcher is sensitive through having professional experience or knowledge about the study field.**’
Theoretical sensitivity, a major tenet of grounded theory, relates to the ability to have insight, to understand

and give meaning to the data, and to detach the relevant from the irrelevant>*>%
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With these purposes in mind, some experts advocate an early review of the literature in order to enhance
theoretical sensitivity.>?**®*® Gibson goes further to question how researchers can be expected to develop
theoretical sensitivity without some familiarity with the relevant literature®® The theoretical sensitivity
gained by an initial review of the literature can help emphasize the need to not be guided by an existing
conceptual framework, and to demonstrate that the research question would be likely to generate new

knowledge.®

Lempert® used the literature extensively during data collection, coding, memo writing and write up. He
argued that “in order to participate in the current theoretical conversation, | need to understand it. I must
recognise that what may seem like a totally new idea to me — an innovative breakthrough in my research —

may simply be a reflection of my ignorance of the present conversation.” (p 254)

A preliminary review of the literature can therefore be used to enhance sensitivity and to help researchers
know the types of themes and categories to look for during analysis. Researchers must be careful to ensure
that themes and categories from the literature actually exist in their own data to avoid imposing pre-existing
ideas and theories.>?* However, if used reflexively, a preliminary literature review can enhance a research
study without defining it.”®

DISCUSSION

Grounded theory research is continually evolving and different styles are used by researchers throughout the
world. Whatever style is used, a defining feature of grounded theory is that emergent categories and themes
arise from and are thus grounded in the data rather than being imposed on the data from existing evidence
and theories. Some experts (most notably Barney Glaser) argue that reviewing the literature prior to
beginning a grounded theory study threatens this defining feature by causing the researcher to force
preconceived ideas on the data. However we agree instead that a constructivist grounded theory style has
moved beyond the positivist stance that we should come to the data with a clear mind and no pre-
conceptions.'? We believe the use of literature or any other pre-knowledge should not prevent a grounded
theory emerging if: reflexivity is used to prevent prior knowledge distorting the researcher’s perception of the
data;® essential grounded theory methods are used consistently and correctly; and the entire process is

transparent.

There is a growing body of evidence that supports a preliminary literature review to contextualise the
background, identify knowledge gaps, avoid conceptual and methodological pitfalls of previous research,
satisfy ethical committees, provide a rationale for the study, stimulate research questions and enhance
theoretical sensitivity (refer again to table 1). We agree with Charmaz that the preliminary literature review

should then be put aside and be “allowed to lie fallow™* (p 166) until data analysis begins.

A secondary review of the literature during data collection and analysis can link existing research and theory
with the concepts, constructs and properties of the new research,*’ and validate emerging theory.?***°
Charmaz asserts that during data collection and analysis, ‘completing a thorough, sharply focused literature
review strengthens your argument — and your credibility.”* (p 166) This second literature review provides a

place to engage with the ideas and research in the areas relevant to the
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grounded theory, and allows researchers to situate their work among and within the body of related literature

and demonstrate how they built upon and went further than previous research.**®

CONCLUSION

The timing of the literature review in grounded theory research has been an issue of ongoing debate since its
inception in the 1960’s. Previous recommendations to delay the review of the literature in order to minimise
pre-conceived ideas and bias are questioned by experts who argue that such pre-conceptions are unavoidable.
There is now a considerable body of evidence arguing a preliminary review of the literature does not
jeopardise the rigour of grounded theory research. Rather it can be seen to enhance creativity, theoretical
sensitivity and rigour. Previous knowledge and experience can lead to innovative insights. However it is
important for researchers to openly acknowledge the influence of prior work in their perspective of what is
emerging from their own data. The recommendation from this paper therefore is not to avoid pre-
conceptions, but to ensure that they are well-grounded in arguments and evidence and always subject to
further investigation, revision and refutation. If used reflexively, a preliminary literature review can enhance

grounded theory research without defining it.
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Appendix Figure 1: Number of FPDR studies published each year since 1987 (n
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NUMBER AND COUNTRY OF ORIGIN OF FPDR STUDIES PUBLISHED EACH YEAR SINCE

1987
50
m uUS
B UK
45
M Australia
MW Asia
40
M Turkey
B Canada
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M Israel
30 W Europe
B Sweden

25

W Saudi Arabia
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m Jordan
Greece
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M Rwanda
US & Germany
Iran & Austria
West Indies

24 Countries

Appendix Figure 2: Published FPDR studies according to country of origin (n = 122)
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Policy Status

Number

Studies in each category (n=122)

Policy existed at 15 Al-Mutair, Plummer & Copnell 2012; Baumhover & Hughes 2009; Boyd & White 2000; Davidson et al. 2011; Doyle et al. 1987; Eichorn

time of study et al. 2001; Hayajneh 2013; Lowry 2012; Mangurten et al. 2006; Maxton 2008; Mian et al. 2007; Oman & Duran 2010; Pasquale et al.
2011; Tinsley et al. 2008; Zavotsky et al. 2014

Policy existed in 11 Axelsson et al. 2010; Booth, Woolrich & Kinsella 2004; Duran et al. 2007; Fallis, McClement & Pereira 2008; Fulbrook, Albarran &

some study settings Latour 2005; Fulbrook et al. 2007; Gold et al. 2006; Goldberger et al. 2015; Kuzin et al. 2007; MacLean et al. 2003; Mortelmans et al.
2009

No policy existed at 24 Badir & Sepit 2007; Bassler 1999; Chapman et al. 2014; Demir 2008; Goodenough & Brysiewicz 2003; Grice, Picton & Deakin 2003;

time of study Gunes & Zaybak 2009; Hallgrimsdottir 2000; Havugitanga & Brysiewicz 2014, Itzhaki, Bar-Tal & Barnoy 2011; Kianmehr et al. 2010;
Kotkis & Tabak 2008; Lederman & Wacht 2014; Madden & Condon 2007; McGahey-Oakland et al. 2007; Monks & Flynn 2014; Nykiel
etal. 2011; Timmermans 1997; Tomlinson et al. 2010; Twibell et al. 2008; Vavarouta et al. 2011; Wacht et al. 2010; Weslien et al.
2005; Weslien et al. 2006

Policy was not 64 Albarran et al. 2009; Back & Rooke 1994; Barratt & Wallis 1998; Beckman et al. 2002; Benjamin, Holger & Carr 2004; Berger et al.

mentioned in the 2004; Boie et al. 1999; Bradford et al. 2005; Chalk 1995; Chapman et al. 2012; Chapman et al. 2013; Compton et al. 2011; de Beer &

research article Moleki 2012; Egemen et al. 2006; Ellison 2003; Ersoy et al. 2006; Fein, Ganesh & Alpern 2004; Fernandez et al. 2009; Ganz & Yoffe
2012; Gordon et al. 2011; Harvey & Pattison 2012; Helmer et al. 2000; Holzhauser, Finucane & De Vries 2005; Holzhauser & Finucane
2007; Holzhauser & Finucane 2008; Hung & Pang 2010; Isoardi, Slabbert & Treston 2005; James, Cottle & Hodge 2011; Jarvis 1998;
Jones et al. 2011; Kirchoff et al. 2007; Knott & Kee 2005; Koberich et al. 2012; Kosowan & Jensen 2011; Lam et al. 2007; Leske,
McAndrew & Brasel 2013; Leung & Chow 2012; Macy et al. 2005; Mahabir & Sammy 2012; McClement, Fallis & Pereira 2009;
McClenathan, Torrington & Uyehara 2002; Mcmahon-Parkes et al. 2009; Meyers, Eichorn & Guzzetta 1998; Miller & Stiles 2009;
Mitchell & Lynch 1997; Monks & Flynn 2014; Mortelmans et al. 2010; O’Brien et al. 2002; O’Brien & Fothergill-Bourbonnais 2004;
Omran, Ali & Alshahrani 2015; Ong et al. 2004; Ong, Chung & Mei 2007; Perry 2009; Porter, Cooper & Taylor 2015; Redley & Hood
1996; Robinson et al. 1998; Sheng, Lim & Rashidi 2010; Soleimanpour et al. 2015; Tudor et al. 2014; Wagner 2004; Waseem & Ryan
2003; Weslien & Nilstun 2003; Yanturali et al. 2005; Zakaria & Siddique 2008

Policy implemented 4 Basol et al. 2009; Curley et al. 2012; Feagan & Fischer 2011; Meyers et al. 2000

after the study

Not relevant 3 Chew & Ghani 2014; Dwyer 2015; Mazer, Cox & Capon 2006;

(General Public QA)

Researcher unsure if 1 Bashayreh & Saifan 2015

policy existed

Please note that within all tables in the appendices, author details are presented alphabetically for ease of identification.
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Health professionals self-reported practices relating to FPDR in health care settings with a formal policy

Country Setting HPs who claim HPs who have = HPs who have FM who Study
they work with a invited FPDR previously requested to be
formal policy experienced FPDR present for resus
Europe Conference (Cardiac 7% 13% 44% 22% Axelsson et al. 2010
nurses)
UK 162 ED’s (nurses & 11% 50% - - Booth et al. 2004
physicians)
USA One hospital, multiple units 5% - 66% - Duran et al. 2007
Canada Online survey (Crit Care 8% 65% - 18.5% Fallis et al. 2008
nurses) (have or
would)
Europe Conference (critical care 5.7% 12% 46.8% 28.2% Fulbrook et al. 2005
nurses)
Europe Conference (critical care 2% 36.3% 70.1% 50% Fulbrook et al. 2007
nurses)
USA Postal survey (physicians) 9% - 83% - Gold et al. 2006
Jordan Critical care/non CC 8.1% 2.3% 64% 61% Hayajneh 2013
Germany Conference (ICU nurses) 6% 0.6% 42.2% 10.2% Koberich et al. 2010
24 countries Online survey 12% do not have - - - Kuzin et al. 2007
a policy
USA Postal QA (critical care & 5% 36% - 31% Maclean et al. 2003
ED nurses)
Germany 85 ED’s (managers) 2% - 80% 41% Mortelmans et al.

2009
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BIBLIOGRAPHIC DETAILS OF STUDIES REPORTING PERCEIVED BARRIERS TO FPDR

PERCEIVED No. of | SOURCE

BARRIER studies

PERCEIVED BARRIERS RELATING TO HEALTH PROFESSIONALS

Fear of litigation 49 Al-Mutair 2012; Axelsson et al. 2010; Badir & Sepit 2007; Booth Woolrich & Kinsella 2004; Bradford et al. 2005; Chapman et al. 2012; Chapman et
al. 2013; Chew & Ghani 2014; Demir 2008; Ellison 2003; Fallis McClement & Pereira 2008; Fein Ganesh & Alpern 2004; Fernandez et al. 2009;
Fulbrook Albarran & Latour 2004; Fulbrook Latour & Albarran 2007; Gordon et al. 2011; Grice Picton & Deakin 2003; Gunes & Zaybak 2009; Helmer
et al. 2000; Holzhauser & Finucane 2007; Jones et al. 2011; Kianmehr et al. 2010; Kirchoff et al. 2007; Kosowan & Jensen 2011; Lam et al. 2007;
Lederman & Wacht 2014; Leung & Chow 2012; Lowry 2012; MacLean et al. 2003; Macy et al. 2006; Madden & Condon 2007; Mahabir & Sammy
2012; McClement Fallis & Pereira 2009; McClenathan Torrington & Uyehara 2002; Mian et al. 2007; Mitchell & Lynch 1997; Meyers et al. 2000;
Mortelmans 2009; Ong et al. 2004; Porter, Cooper & Taylor 2015; Redley & Hood 1996; Soleimanpour et al. 2015; Timmermans 1997; Tomlinson et
al. 2010; Twibell et al. 2008; Tudor et al. 2014; Vavarouta et al. 2011; Wacht et al. 2010; Yanturali et al. 2005

FM could interfere, 43 Axelsson et al. 2010; Back & Rooke 1994; Badir & Sepit 2007; Booth Woolrich & Kinsella 2004; Chapman et al. 2012; Chapman et al. 2013; Chapman

argue, be disruptive, et al. 2014; Chew & Ghani 2014; Curley et al. 2012; de Beer & Moleki 2012; Demir 2008; Doyle et al. 1987; Dwyer 2015; Duran et al. 2007; Egemen

interrupt care et al. 2006; Fallis McClement & Pereira 2008; Fulbrook Albarran & Latour 2004; Fulbrook Latour & Albarran 2007; Ganz & Yoffe 2012; Grice Picton
& Deakin 2003; Goodenough & Brysiewicz 2003; Gunes & Zaybak 2009; Hayajneb 2013; Holzhauser & Finucane 2008; Jarvis 1998; Koberich et al.
2010; Kosowan & Jensen 2011; Mahabir & Sammy 2012; McClement Fallis & Pereira 2009; McClenathan Torrington & Uyehara 2002; Meyers et al.
2000; Mitchell & Lynch 1997; Nykiel et al. 2011; Oman & Duran 2010; Omran, Ali & Alshahrani 2015; Ong et al. 2004; Redley & Hood 1996; Taraghi
et al. 2014; Timmermans 1997; Tomlinson et al. 2010; Twibell et al. 2008; Tudor et al. 2014; Zakaria & Siddique 2008

Increased stress and 40 Al-Mutair 2012; Badir & Sepit 2007; Bradford et al. 2005; Davidson et al. 2011; de Beer & Moleki 2012; Demir 2008; Doyle et al. 1987; Duran et al.

emotional trauma for 2007; Fallis McClement & Pereira 2008; Fein Ganesh & Alpern 2004; Goodenough & Brysiewicz 2003; Helmer et al. 2000; Grice Picton & Deakin

HPs 2003; Holzhauser & Finucane 2007; Jarvis 1998; Kianmehr et al. 2010; Kirchoff et al. 2007; Knott & Kee 2005; Kosowan & Jensen 2011; Lam et al.
2007; Leung & Chow 2012; Maclean et al. 2003; Macy et al. 2006; Madden & Condon 2007; Mahabir & Sammy 2012; McClement Fallis & Pereira
2009; Mian et al. 2007; Monks & Flynn 2014; Nykiel et al. 2011; Ong et al. 2004; Perry 2009; Redley & Hood 1996; Soleimanpour et al. 2015;
Taraghi et al. 2014; Timmermans 1997; Tomlinson et al. 2010; Vavarouta et al. 2011; Wacht et al. 2010; Waseem & Ryan 2003; Yanturali et al. 2005

Team/HPs performance 37 Al-Mutair 2012; Axelsson et al. 2010; Back & Rooke 1994; Basol et al. 2009; Bradford et al. 2005; Demir 2008; Doyle et al. 1987; Duran et al. 2007;

could be negatively Fein Ganesh & Alpern 2004; Fernandez et al. 2009; Goodenough & Brysiewicz 2003; Gordon et al. 2011; Grice Picton & Deakin 2003; Gunes &

affected Zaybak 2009; Havugitanga & Brysiewicz 2014; Helmer et al. 2000; Holzhauser & Finucane 2007; Jarvis 1998; Kianmehr et al. 2010; Kirchoff et al.
2007; Koberich et al. 2010; Kosowan & Jensen 2011; Lam et al. 2007; Lederman & Wacht 2014; Leung & Chow 2012; Madden & Condon 2007;
MacLean et al. 2003; Macy et al. 2006; McClement Fallis & Pereira 2009; Omran, Ali & Alshahrani 2015; Redley & Hood 1996; Soleimanpour et al.
2015; Taraghi et al. 2014; Tomlinson et al. 2010; Twibell et al. 2008; Tudor et al. 2014; Yanturali et al. 2005

Resuscitation may be 25 Al-Mutair 2012; Axelsson et al. 2010; Badir & Sepit 2007; Chapman et al. 2014; Curley et al. 2012; de Beer & Moleki 2012; Demir 2008; Fulbrook

prolonged, difficulty
stopping resuscitation

Albarran & Latour 2004; Fulbrook Latour & Albarran 2007; Ganz & Yoffee 2012; Gordon et al. 2011; Gunes & Zaybak 2009; Havugitanga &
Brysiewicz 2014; Helmer et al. 2000; Holzhauser & Finucane 2008; Kianmehr et al. 2010; Lam et al. 2007; Mahabir & Sammy 2012; Meyers et al.
2000; Mitchell & Lynch 1997; Mortelmans 2009; Porter, Cooper & Taylor 2015; Soleimanpour et al. 2015; Taraghi et al. 2014; Yanturali et al. 2005
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No support person 22 Al-Mutair 2012; Axelsson et al. 2010; Back & Rooke 1994; Badir & Sepit 2007; Bassler 1999; Booth Woolrich & Kinsella 2004;Chalk 1995; Davidson

available, not enough et al. 2011; Ellison 2003; Fulbrook Albarran & Latour 2004; Fulbrook Latour & Albarran 2007; Ganz & Yoffe 2012; Gordon et al. 2011; Grice Picton &

staff Deakin 2003; Gunes & Zaybak 2009; Hallgrimsdottir 2009; Jarvis 1998; Koberich et al. 2010; Lam et al. 2007; MacLean et al. 2003; Wacht et al.
2010; Weslein & Nilstun 2003

Performance anxiety, 20 Chapman et al. 2014;Doyle et al. 1987; Duran et al. 2007; Ellison 2003; Fulbrook Albarran & Latour 2004; Fulbrook Latour & Albarran 2007; Ganz &

difficult to concentrate Yoffe 2012; Gunes & Zaybak 2009; Havugitanga & Brysiewicz 2014; Holzhauser & Finucane 2008; Jones et al. 2011; Koberich et al. 2010; Knott &

or make decisions Kee 2005; McClement Fallis & Pereira 2009; McClenathan Torrington & Uyehara 2002; Meyers et al. 2000; Monks & Flynn 2014; Omran, Ali &
Alshahrani 2015; Vavarouta et al. 2011; Waseem & Ryan 2003

Space limitations 20 Axelsson et al. 2010; Badir & Sepit 2007; Bassler 1999; Booth Woolrich & Kinsella 2004; Davidson et al. 2011; Demir 2008; Ellison 2003; Fulbrook
Albarran & Latour 2004; Fulbrook Latour & Albarran 2007; Gordon et al. 2011; Koberich et al. 2010; Knott & Kee 2005; Lederman & Wacht 2014;
MacLean et al. 2003; Macy et al. 2006; McClement Fallis & Pereira 2009; Nykiel et al. 2011; Ong et al. 2004; Timmermans 1997; Zakaria & Siddique
2008

Staff reluctance to 11 Booth Woolrich & Kinsella 2004; Fulbrook Albarran & Latour 2004; Fulbrook Latour & Albarran 2007; Ganz & Yoffe 2012; Grice Picton & Deakin

practice FPDR 2003; Goodenough & Brysiewicz 2003; Gunes & Zaybak 2009; Hallgrimsdottir 2009; Koberich et al. 2010; Miller & Stiles 2009; Redley & Hood 1996

Staff worried they may 10 Axelsson et al. 2010; Back & Rooke 1994; Fulbrook Albarran & Latour 2004; Fulbrook Latour & Albarran 2007; Ganz & Yoffe 2012; Koberich et al.

say something 2010; McClement Fallis & Pereira 2009; Mitchell & Lynch 1997; Weslein & Nilstun 2003; Zakaria & Siddique 2008

inappropriate

Staff worried about 8 Bradford et al. 2005; Duran et al. 2007; Knott & Kee 2005; Lowry 2012; Madden & Condon 2007; McClement Fallis & Pereira 2009; Timmermans

being seen as 1997; Weslein & Nilstun 2003

inexperienced, doing

something wrong

May inhibit 7 Duran et al. 2007; Fallis McClement & Pereira 2008; Kirchoff et al. 2007; Lederman & Wacht 2014; McClement Fallis & Pereira 2009; Oman &

communication Duran 2010; Tudor et al. 2014;

between team

members

May affect staff training 7 Bradford et al. 2005; Curley et al. 2012; Fein Ganesh & Alpern 2004; Jarvis 1998; Macy et al. 2006; Mian et al. 2007; Vavarouta et al. 2011

opportunities

Focus distracted from pt 6 Bassler 1999; Booth Woolrich & Kinsella 2004; Demir 2008; Duran et al. 2007; Knott & Kee 2005; McClement Fallis & Pereira 2009
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PERCEIVED BARRIERS RELATING TO PATIENTS

Concerns about 14 Al-Mutair 2012; Axelsson et al. 2010; Badir & Sepit 2007; Fulbrook Albarran & Latour 2004; Fulbrook Latour & Albarran 2007; Gunes & Zaybak

confidentiality 2009; Hayajneb 2013; Koberich et al. 2010; Lam et al. 2007; Leung & Chow 2012; Mian et al. 2007; Porter, Cooper & Taylor 2015; Soleimanpour et
al. 2015; Tomlinson et al. 2010

Concern for patient 10 Bassler 1999; Chapman et al. 2014; Chew & Ghani 2014; Gordon et al. 2011; Grice Picton & Deakin 2003; Lowry 2012; MaclLean et al. 2003;

privacy, dignity Timmermans 1997; Tomlinson et al. 2010; Weslein & Nilstun 2003

Staff believe FP NOT 7 Al-Mutair 2012; Axelsson et al. 2010; Badir & Sepit 2007; Chapman et al. 2012; Fulbrook Albarran & Latour 2004; Gunes & Zaybak 2009; Holzhauser

beneficial to patient & Finucane 2008

No consent from 3 Chapman et al. 2012; Jarvis 1998; Lam et al. 2007

patient

PERCEIVED BARRIERS R

ELATING TO FAMILY MEMBERS

Too distressing, 47 Al-Mutair 2012; Axelsson et al. 2010; Badir & Sepit 2007; Booth Woolrich & Kinsella 2004; Chew & Ghani 2014; Davidson et al. 2011; Demir 2008;

traumatic for FM Dwyer 2015; Duran et al. 2007; Fallis McClement & Pereira 2008; Fernandez et al. 2009; Ganz & Yoffe 2012; Goodenough & Brysiewicz 2003;
Gordon et al. 2011; Grice Picton & Deakin 2003; Gunes & Zaybak 2009; Havugitanga & Brysiewicz 2014; Holzhauser & Finucane 2007; Holzhauser &
Finucane 2008; Jarvis 1998; Jones et al. 2011; Kirchoff et al. 2007; Koberich et al. 2010; Knott & Kee 2005; Lam et al. 2007; Leung & Chow 2012;
Lederman & Wacht 2014; Lowry 2012; Macy et al. 2006; Mahabir & Sammy 2012; McClement Fallis & Pereira 2009; McClenathan Torrington &
Uyehara 2002; Meyers et al. 2000; Mian et al. 2007; Mitchell & Lynch 1997; Mortelmans 2009; Nykiel et al. 2011; Oman & Duran 2010; Omran, Ali
& Alshahrani 2015; Ong et al. 2004; Soleimanpour et al. 2015; Timmermans 1997; Vavarouta et al. 2011; Wacht et al. 2010; Weslein & Nilstun
2003; Yanturali et al. 2005; Zakaria & Siddique 2008

Staff worried FM may 20 Badir & Sepit 2007; Demir 2008; Ellison 2003; Fernandez et al. 2009; Fulbrook Albarran & Latour 2004; Ganz & Yoffe 2012;Goodenough &

not understand and Brysiewicz 2003; Grice Picton & Deakin 2003; Holzhauser & Finucane 2007; Kianmehr et al. 2010; Knott & Kee 2005; Lam et al. 2007; Lowry 2012;

consider CPR offensive MacLean et al. 2003; Meyers et al. 2000; Mitchell & Lynch 1997; Omran, Ali & Alshahrani 2015; Redley & Hood 1996; Soleimanpour et al. 2015;

or chaotic Weslein & Nilstun 2003

Potential long term 15 Axelsson et al. 2010; Badir & Sepit 2007; Chapman et al. 2012; Chapman et al. 2013; Fulbrook Albarran & Latour 2004; Fulbrook Latour & Albarran

psychological effects 2007; Grice Picton & Deakin 2003; Gunes & Zaybak 2009; Holzhauser & Finucane 2007; Lederman & Wacht 2014; Meyers et al. 2000; Mitchell &
Lynch 1997; Omran, Ali & Alshahrani 2015; Twibell et al. 2008; Tudor et al. 2014

Unpleasant/traumatic 11 Duran et al. 2007; Ellison 2003; Fein Ganesh & Alpern 2004; Goodenough & Brysiewicz 2003; Grice Picton & Deakin 2003; Holzhauser & Finucane

memories of patient 2007; Jarvis 1998; Knott & Kee 2005; Lowry 2012; Omran, Ali & Alshahrani 2015; Timmermans 1997

FM may panic 3 Chapman et al. 2013; Twibell et al. 2008; Tudor et al. 2014

FM do not ask for FPDR 1 Booth Woolrich & Kinsella 2004

FM do not arrive in time 1 Timmermans 1997
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PERCEIVED FACILITATOR NO. SOURCE

Family facilitator / support person 22 Al-Mutair 2012; Bassler 2009; Fein Ganesh & Alpern 2004; Fernandez et al. 2009; Fulbrook Albarran & Latour 2004; Gordon et al. 2011;
Hallgrimsdottir 2009; Holzhauser & Finucane 2007; Jarvis 1998; Jarvis 1998; Koberich et al. 2010; Knott & Kee 2005; Kosowan & Jensen
2011; Lam et al. 2007; Lowry 2012; MacLean et al. 2003; McClement Fallis & Pereira 2009; Meyers et al. 2000; Oman & Duran 2010; Perry
2009; Porter, Cooper & Taylor 2015; Weslein & Nilstun 2003

Existing policies, guidelines and 14 Bassler 2009; Fallis McClement & Pereira 2008; Fein Ganesh & Alpern 2004; Fernandez et al. 2009; Hallgrimsdottir 2009; Jarvis 1998;Knott

conditions & Kee 2005; Lam et al. 2007; MacLean et al. 2003; Madden & Condon 2007; Meyers et al. 2000; McClement Fallis & Pereira 2009;
Tomlinson et al. 2010; Zakaria & Siddique 2008

Staff education and support 11 Davidson et al. 2011; Ellison 2003; Fein Ganesh & Alpern 2004; Madden & Condon 2007; Mian et al. 2007; Mitchell & Lynch 1997;
Mortelmans 2009; Mortelmans 2009; Ong et al. 2004; Perry 2009; Tomlinson et al. 2010

Previous experience with FPDR 4 Duran et al. 2007; Macy et al. 2006; Mitchell & Lynch 1997; Perry 2009

Consensus among staff 2 Madden & Condon 2007; Tomlinson et al. 2010
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Perceived Benefit

No.

Source

PERCEIVED BENEFITS FOR THE PATIENT

FM can provide support to patient 8 Basol et al. 2009; Ellison 2003; Holzhauser & Finucane 2007; Holzhauser & Finucane 2008; Lowry 2012; MacLean et al. 2003; Meyers et al.
2000; Miller & Stiles 2009

Personalises, humanises the 6 Davidson et al. 2011; Doyle et al. 1987; McClement Fallis & Pereira 2009; Meyers et al. 2000; Monks & Flynn 2014; Oman & Duran 2010

patient

FP is beneficial for the patient 4 Fein Ganesh & Alpern 2004; MacLean et al. 2003; Meyers et al. 2000; Zakaria & Siddique 2008

FM can advocate for the patient 2 Ellison 2003; Meyers et al. 2000

Provides holistic care 1 Basol et al. 2009

PERCEIVED BENEFITS FOR FAMILY MEMBERS

Help FM with the grieving process

34

Axelsson et al. 2010; Badir & Sepit 2007; Bashayreh & Saifan 2015; Booth Woolrich & Kinsella 2004; Chalk 1995; Chapman et al. 2012;
Chapman et al. 2013; Chapman et al. 2014; Chew & Ghani 2014; Davidson et al. 2011; de Beer & Moleki 2012; Ellison 2003; Fulbrook
Albarran & Latour 2004; Fulbrook Latour & Albarran 2007; Grice Picton & Deakin 2003; Gunes & Zaybak 2009; Holzhauser & Finucane
2007; Jarvis 1998; Kianmehr et al. 2010; Knott & Kee 2005; Lam et al. 2007; Leung & Chow 2012; MacLean et al. 2003; Mahabir & Sammy
2012; Mitchell & Lynch 1997; Mortelmans 2009; Ong Chung & Mei 2007; Porter, Cooper & Taylor 2015; Soleimanpour et al. 2015; Taraghi
et al. 2014; Twibell et al. 2008; Tudor et al. 2014;Weslein & Nilstun 2003; Zakaria & Siddique 2008

Help FM know/see everything was
done

32

Axelsson et al. 2010; Badir & Sepit 2007; Booth Woolrich & Kinsella 2004; Chapman et al. 2014;Chew & Ghani 2014; Davidson et al. 2011;
de Beer & Moleki 2012; Demir 2008; Fulbrook Albarran & Latour 2004; Fulbrook Latour & Albarran 2007; Ganz & Yoffe 2012; Grice Picton
& Deakin 2003; Gunes & Zaybak 2009; Havugitanga & Brysiewicz 2014; Holzhauser & Finucane 2008; Jarvis 1998; Knott & Kee 2005; Lam et
al. 2007; Leske, McAndrew & Brasel 2013; Lowry 2012; MacLean et al. 2003; McClement Fallis & Pereira 2009; Meyers et al. 2000; Miller &
Stiles 2009; Oman & Duran 2010; Ong Chung & Mei 2007; Ong et al. 2004; Porter, Cooper & Taylor 2015; Taraghi et al. 2014; Timmermans
1997; Weslein & Nilstun 2003; Zakaria & Siddique 2008

FM can share last moments with
loved one

14

Axelsson et al. 2010; Bashayreh & Saifan 2015; Dwyer 2015; Ellison 2003; Fulbrook Albarran & Latour 2004; Fulbrook Latour & Albarran
2007; Grice Picton & Deakin 2003; Holzhauser & Finucane 2007; Lam et al. 2007; Leung & Chow 2012; McClement Fallis & Pereira 2009;
Meyers et al. 2000; Timmermans 1997; Zakaria & Siddique 2008

Closure for FM, ability to say
goodbye, helps them accept the
death

13

Booth Woolrich & Kinsella 2004; Davidson et al. 2011; de Beer & Moleki 2012; Demir 2008; Fulbrook Albarran & Latour 2004; Knott & Kee
2005; MacLean et al. 2003; Meyers et al. 2000; Miller & Stiles 2009; Oman & Duran 2010; Porter, Cooper & Taylor 2015; Weslein & Nilstun
2003; Yanturali et al. 2005
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Prevents a distorted image of CPR, 11 Axelsson et al. 2101; Fulbrook Albarran & Latour 2004; Fulbrook Latour & Albarran 2007; Grice Picton & Deakin 2003; Holzhauser &

allows a more realistic view Finucane 2008; Jarvis 1998; Knott & Kee 2005; Lowry 2012; McClement Fallis & Pereira 2009; Soleimanpour et al. 2015; Timmermans 1997

Staff can provide support to FM 6 Davidson et al. 2011; Leske, McAndrew & Brasel 2013; Lowry 2012; MacLean et al. 2003; McClement Fallis & Pereira 2009; Miller & Stiles
2009

FM can be informed of patient 5 Havugitanga & Brysiewicz 2014; Lam et al. 2007; Leung & Chow 2012; MaclLean et al. 2003; Tudor et al. 2014

progress

Can decrease FM anxiety 4 Basol et al. 2009; Holzhauser & Finucane 2007; Holzhauser & Finucane 2008; Meyers et al. 2000

Helps FM to adjust to the illness 3 Holzhauser & Finucane 2007; MacLean et al. 2003; Meyers et al. 2000

Enables FM to give last religious 2 Bashayreh & Saifan 2015; Chew & Ghani 2014

rites

Decreases fear of the unknown 2 Fein Ganesh & Alpern 2004; McClement Fallis & Pereira 2009

FM will suffer fewer psychological 1 Fallis McClement & Pereira 2008

complications

PERCEIVED BENEFITS FOR HEALTH PROFESSIO

NALS

FM more likely to accept treatment 9 Al-Mutair 2012; Axelsson et al. 2101; Badir & Sepit 2007; Fulbrook Albarran & Latour 2004; Fulbrook Latour & Albarran 2007; Gunes &
withdrawal Zaybak 2009; Koberich et al. 2010; McClement Fallis & Pereira 2009; Miller & Stiles 2009

Team performance positively 9 Axelsson et al. 2010; Demir 2008; Fulbrook Albarran & Latour 2004; Fulbrook Latour & Albarran 2007; Jones et al. 2011; Lowry 2012;
affected, improves professional McClement Fallis & Pereira 2009; Meyers et al. 2000; Porter, Cooper & Taylor 2015

behaviour

FM more satisfied with care, 6 Fallis McClement & Pereira 2008; Knott & Kee 2005; McClement Fallis & Pereira 2009; Meyers et al. 2000; Miller & Stiles 2009; Twibell et
appreciate HPs efforts al. 2008

Reduces litigation 5 Grice Picton & Deakin 2003; Jarvis 1998; Jones et al. 2011; Meyers et al. 2000; Yanturali et al. 2005

Easier to tell FM the outcome 2 Holzhauser & Finucane 2008; Yanturali et al. 2005
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PERCEIVED BENEFITS FOR HEALTH CARE PROFESSIONALS AND FAMILY MEMBERS

Creates a stronger bond between 12 Axelsson et al. 2010; Chew & Ghani 2014; Fulbrook Albarran & Latour 2004; Fulbrook Latour & Albarran 2007; Gunes & Zaybak 2009;
FM and HPs Havugitanga & Brysiewicz 2014; Leske, McAndrew & Brasel 2013; Miller & Stiles 2009; Ong Chung & Mei 2007; Monks & Flynn 2014;
Twibell et al. 2008; Tudor et al. 2014;

FM can provide information, help 8 Basol et al. 2009; Chapman et al. 2014; Grice Picton & Deakin 2003; Holzhauser & Finucane 2008; MaclLean et al. 2003; Meyers et al. 2000;
make decisions Miller & Stiles 2009; Mortelmans 2009

FM included as part of the team 5 Holzhauser & Finucane 2007; Jones et al. 2011; Koberich et al. 2010; Lowry 2012; Miller & Stiles 2009

Can enhance communication 3 Ellison 2003; Tudor et al. 2014;Yanturali et al. 2005

between staff and FM
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HUMAN RESEARCH ETHICS COMMITTEE FINAL APPROVAL NOTICE

FINAL APPROVAL NOTICE

Project No.: 5890

Project Title: Factors and perceptions that impact on decision-making about Family

Presence during Resuscitation in an acute care setting

Principal .

Researcher: Mrs Tracey Giles

Email: tracey.giles@flinders.edu.au
Address: School of Nursing and Midwifery

Approval Date:

27 November
2012

Ethics Approval Expiry Date: 31 December 2018

The above proposed project has been approved on the basis of the information contained in the
application, its attachments and the information subsequently provided.

RESPONSIBILITIES OF RESEARCHERS AND SUPERVISORS

1.

Participant Documentation
Please note that it is the responsibility of researchers and supervisors, in the case of student
projects, to ensure that:

all participant documents are checked for spelling, grammatical, numbering and formatting
errors. The Committee does not accept any responsibility for the above mentioned errors.

the Flinders University logo is included on all participant documentation (e.g., letters of
Introduction, information Sheets, consent forms, debriefing information and questionnaires
— with the exception of purchased research tools) and the current Flinders University
letterhead is included in the header of all letters of introduction. The Flinders University
international logo/letterhead should be used and documentation should contain
international dialling codes for all telephone and fax numbers listed for all research to be
conducted overseas.

the SBREC contact details, listed below, are included in the footer of all letters of
introduction and information sheets.

This research project has been approved by the Flinders University Social and Behavioural Research Ethics
Committee (Project Number ‘INSERT PROJECT No. here following approval’). For more information regarding
ethical approval of the project the Executive Officer of the Committee can be contacted by telephone on 8201
3116, by fax on 8201 2035 or by email human.researchethics@flinders.edu.au.

Annual Progress / Final Reports

In order to comply with the monitoring requirements of the National Statement on Ethical
Conduct in Human Research (March 2007) an annual progress report must be submitted each
year on the 27 November (approval anniversary date) for the duration of the ethics approval
using the annual progress / final report pro forma. Please retain this notice for reference when
completing annual progress or final reports.
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If the project is completed before ethics approval has expired please ensure a final report is
submitted immediately. If ethics approval for your project expires please submit either (1) a
final report; or (2) an extension of time request and an annual report.

Your first report is due on 27 November 2013 or on completion of the project, whichever is the
earliest.

3. Modifications to Project
Modifications to the project must not proceed until approval has been obtained from the Ethics
Committee. Such matters include:

proposed changes to the research protocol;

proposed changes to participant recruitment methods;

amendments to participant documentation and/or research tools;
extension of ethics approval expiry date; and

changes to the research team (addition, removals, supervisor changes).

To notify the Committee of any proposed modifications to the project please submit a
Modification Request Form to the Executive Officer. Please note that extension of time
requests should be submitted prior to the Ethics Approval Expiry Date listed on this notice.

Change of Contact Details

Please ensure that you notify the Committee if either your mailing or email address changes to
ensure that correspondence relating to this project can be sent to you. A modification request
is not required to change your contact details.

4. Adverse Events and/or Complaints
Researchers should advise the Executive Officer of the Ethics Committee on 08 8201-3116 or
human.researchethics@flinders.edu.au immediately if:

e any complaints regarding the research are received;
e a serious or unexpected adverse event occurs that effects participants;
e an unforseen event occurs that may affect the ethical acceptability of the project.

Andrea Fiegert
Executive Officer
Social and Behavioural Research Ethics Committee

c.c Dr Lindy King
Dr Sheryl de Lacey

Andrea Fiegert (nee Mather)

Executive Officer, Social and Behavioural Research Ethics Committee

Research Services Office |Union Building Basement

Flinders University

Sturt Road, Bedford Park | South Australia | 5042

GPO Box 2100 | Adelaide SA 5001

P: +61 8 8201-3116 | F: +61 8 8201-2035 | Web: Social and Behavioural Research Ethics Committee

CRICOS Registered Provider: The Flinders University of South Australia | CRICOS Provider Number 00114A
This email and attachments may be confidential. If you are not the intended recipient,
please inform the sender by reply email and delete all copies of this message.
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APPENDIX 9
LETTER OF INTRODUCTION

Flinders

UNIVERSITY

ADELAIDE * AUSTRALIA

Dear Sir / Madam,

This letter is to introduce Ms Tracey Giles who is a Lecturer and PhD student in the School of
Nursing and Midwifery, Flinders University. Tracey will produce her student card which carries a

photograph as proof of her identity.

Tracey is undertaking research exploring the factors and perceptions that impact decision-making

about Family Presence during Resuscitation in an acute care (hospital) setting.

e Family Presence during Resuscitation refers to the situation where a family member or

significant other (eg partner, loved one) is present in the resuscitation room at one point or
continuously during a cardiopulmonary resuscitation attempt by health professionals in an
acute care setting including the emergency department, intensive care unit, coronary care

unit and any other ward in a hospital setting.

e Health Professional refers to registered nurses and medical doctors who have performed CPR

on a patient while on duty in an acute care setting where a family member (or significant

other) was present in the resuscitation room, or wanted to be present.

e Family Member refers to a family member or significant other who was present in the
resuscitation room (or wanted to be) in an acute care setting during active cardiopulmonary

resuscitation (CPR) of their family member (or significant other).

e Former Patient refers to a person who underwent CPR in an acute care setting who had a
family member (or significant other) present in the room during that resuscitation, or would

have liked a family member to be present.

You are invited to volunteer to be part of this research project by granting an interview lasting
approximately 60 minutes. Following the interview some participants may be invited to take part
in a follow up interview of 30 — 45 minutes or to be part of a focus group®® lasting approximately
60 - 90 minutes.

®Focus groups were included in the ethics application (and associated documents) because they were
considered as a possible means of data generation. While writing the ethics application, | observed
recommendations from GTM experts to ensure ethics approval was broad and allowed for all possible
means of data generation. However, following the completion of 27 interviews with 28 people and
emergence of the core category, my PhD supervisors and | decided that focus groups would not add
anything further to the emerging theory.
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Be assured that any information provided will be treated in the strictest confidence. Your name
will not be used in the resulting thesis, research report or other publications, and it will not be
possible to identify you in these reports and publications. You are free to discontinue your
participation at any time during the interview or focus group, or to decline to answer particular

questions.

Tracey intends to audio-record the interviews and focus groups and will seek your consent for this
on the attached form. By signing this form you will also be agreeing to the use of the recording
and transcription in preparing the thesis, research report or other publications, on condition that
your name and identity is not revealed. The recording and transcript will also be available to
Tracey’s supervisors under the same conditions of confidentiality. Transcription of the interviews
and focus groups will be performed by Tracey and by a professional transcription service that is
bound by the same confidentiality conditions as the researchers; therefore your identity and

responses will remain confidential.

Any enquiries you may have concerning this project can be directed to me at the address
provided above or by telephone on 82015907 or by email at

eimear.muircochrane@flinders.edu.au

Thank you for your attention and assistance.

Yours sincerely,

Professor Eimear Muir-Cochrane

Chair of Nursing (Mental Health Nursing)

School of Nursing and Midwifery

Flinders University

This research project has been approved by the Flinders University Social and Behavioural
Research Ethics Committee (Project Number 5890). For more information regarding ethical
approval of the project the Executive Officer of the Committee can be contacted by telephone on
8201 3116, by fax on 8201 2035 or by email human.researchethics@flinders.edu.au
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Flinders

ADELAIDE * AUSTRALIA

Research Project Title:
Factors and perceptions that impact decision-making about Family Presence during Resuscitation
in acute care settings.

Why is this research being done?

This study will explore the experiences, attitudes and beliefs of health professionals, family
members and former patients who have experienced family presence during resuscitation in an
acute care setting. A specific aim of the research is to find out what influences decision-making
around whether to participate in or allow family presence during resuscitation.

Who can participate in the research?

Family Presence during Resuscitation refers to the situation where a family member or significant
other (eg partner, loved one) is present in the resuscitation room at one point or continuously
during a cardiopulmonary resuscitation attempt by health professionals in an acute care setting
including the Emergency Department, Intensive Care Unit, Coronary Care Unit and any other ward
in a hospital setting.

Three types of participants are eligible to take part in the research

1. Health Professionals refers to registered nurses and medical doctors with a minimum of 2
years’ experience post completing their degree and who have ever performed CPR on a
patient while on duty in an acute care setting with a family member (or significant other)
present in the resuscitation room or who wanted to be present in the room.

2. Family Member refers to a family member or significant other who has ever been present in
the resuscitation room (or wanted to be present) in an acute care setting during active
cardiopulmonary resuscitation (CPR) of their family member (or significant other).

3. Former Patient refers to a person who has ever required CPR in an acute care setting who had
a family member (or significant other) present in the room during that resuscitation, or
wanted them to be present.

What choices do | have?

Participation in this research is entirely your choice. Whether or not you agree to participate, your
decision will not disadvantage you in any way. By returning the signed consent form, you are
agreeing to take part in the research. You are free to discontinue your participation at any time
during the interview or focus group, and you can decline to answer particular questions.

If | agree to participate what will | be asked to do?

You will be invited to take part in a face to face interview with the researcher at a mutually
convenient location. You may also be invited to take part in a follow up interview or a focus
group, again at a mutually convenient location with the same researcher.
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How much time will it take?
The initial interview will take between approximately 60 minutes and any follow-up interviews
will take between 30 — 45 minutes. The focus group will take approximately 60 - 90 minutes.

What will happen if | wish to withdraw from the study?

Participation in this research project is entirely voluntary. If you decide at any point to withdraw
from the interview or focus group you will be free to do so without any disadvantage or
repercussion. If you do not want to answer certain questions during the interview or focus group
your decision will be respected.

After the interview / focus group you will be asked if you would like to view your typed transcript
before data analysis begins. If you elect to view your transcript, once you have agreed to the
content you will be asked again if you are happy for your transcript to be included in the research
project. After that time you will no longer be able to withdraw your transcript from the research
project.

How will the information provided by me be used?

The information gained from your responses will be collated together with that of other interview
/ focus group participants. It will then be analysed to form a thesis which is part of the
requirements of the PhD degree at Flinders University School of Nursing and Midwifery. The
findings from this study will also be published in professional journals and research reports. You
will be offered a digital copy of the final research report.

How will my privacy be protected?

Your identity will remain confidential at all times. During interviews / focus groups you will use a
pseudonym and this pseudonym will be used in all subsequent reports and publications to ensure
that you cannot be identified in any way. Your age, gender and participant type (eg Health
Professional, Family Member, Former Patient) will be used when discussing the findings but the
names of any Health Care Institutions will not be used. Instead they will be referred to generically;
for example ‘a large metropolitan hospital’.

All collected data will be stored in a locked filing cabinet when in print form, and password
protected when in digital form. Only the researcher, the researcher’s supervisors and a
professional transcription service will have access to the data. All people with access to the data
are bound by the same confidentially conditions as the researcher.

How will the data be stored?

Digital data will be stored in a password protected format. Any paper based data will be stored in
a locked filing cabinet at the School of Nursing and Midwifery Flinders University. All data
pertaining to this study will be destroyed after 5 years.

What should | do with the consent form after | have signed it?

Please bring your consent form with you when you attend the interview / focus group. You will be
asked to sign two copies of the consent form and you should keep a copy of the signed consent
form and the information sheet for your own records.

Will | be paid for my participation in the study?
No you will not receive payment for your participation in this study.

What are the benefits and risks of taking part in the study?
Family Presence during Resuscitation (FPDR) has been shown to provide many benefits such as
helping with the grieving process, decreasing fear of the unknown, family being able to support
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and be with the patient in a time of need, and promoting holistic and family-centred care. Yet
FPDR is not widely practiced in Australia and there are no national policies. By taking part in this
research study, you have the opportunity to share your attitudes, beliefs and experiences about
FPDR and contribute to the development of recommendations about FPDR in South Australia. This
in turn may influence the development of standard policies and procedures to guide practice to
ensure the best level of family centred care is offered to relevant patients and their family
members.

Because you will be reminiscing about an experience that involves a serious illness and or death,
you may become upset during the interview / focus group. Please be assured that you will be free
to stop the interview / focus group at any time. It is a priority of the researcher that you remain
emotionally safe during the interview / focus group. Free confidential counselling services are
available from Lifeline. This service can be accessed by phoning 13 11 14 or by visiting the website
at http://www.lifeline.org.au You will also be given the opportunity to debrief at the end of the
interview / focus group with the researcher who is a Registered Nurse.

During the focus groups, four to six people will be sharing their experiences and beliefs with each
other. To protect your privacy, at the beginning of the focus group participants will be informed of
the rights and responsibilities of group members in relation to confidentiality of each individual
member of the group. Participants will be asked to sign a consent form that outlines these
conditions prior to the focus group commencing. The researcher will explain that the focus group
is being carried out in order to explore and understand both similar and different experiences,
attitudes and beliefs and not to pass judgement. The researcher will facilitate the discussion in
such a way to allow all participants to contribute and ask that personal and/or judgement
statements are ceased should they occur.

Who should I contact if | have any questions about the study?
For further information or if you have any questions please contact Tracey Giles using the details
provided below.

Thank you for considering this invitation.

Principal Researcher

Tracey Giles

RN, GradCert HDN, MN, MCNA, PhD Candidate
Phone: 8201 3481

Email: tracey.giles@flinders.edu.au

Principal Supervisor

Professor Eimear Muir-Cochrane

BSc Hons RN (University of London), Grad Dip Adult Ed. (UniSa), MNS (Deakin), PhD (RMIT)
FACMHN, Credentialed Mental Health Nurse

Chair of Nursing (Mental Health Nursing)

Phone: 82015907

Email: eimear.muir-cochrane@flinders.edu.au

This research project has been approved by the Flinders University Social and Behavioural Research Ethics
Committee (Project Number 5890). For more information regarding ethical approval of the project the
Executive Officer of the Committee can be contacted by telephone on 8201 3116, by fax on 8201 2035 or by
email human.researchethics@flinders.edu.au
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CONSENT FORM FOR PARTICIPATION IN RESEARCH (By in-depth interview)

Factors and perceptions that impact on decision-making about

Family Presence during Resuscitation in an acute care setting

being over the age of 18 years hereby consent to participate in the research project on Family Presence
during Resuscitation.

| have read the information provided in the letter of introduction and information sheet
Details of procedures and any risks have been explained to my satisfaction.
| agree to audio recording of my information and participation.

| am aware that | should retain a copy of the Information Sheet and Consent Form for future reference.

A

| understand that:

e | may not directly benefit from taking part in this research.

e | am free to decline to answer particular questions

e | am free to withdraw from the project at any time prior to the commencement of data analysis.

e | will be asked if | would like to view my typed transcript of the interview. Once | have agreed to
the content of this transcript, | will be asked again if | am happy for this transcript to be included in
the research project. After this time | understand that | will no longer be able to withdraw my
transcript from the research project

e While the information gained in this study will be published as explained in the information letter, |
will not be identified, and individual information will remain confidential.

e Confidentiality will be maintained by the use of a pseudonym in all subsequent writing up and
publication of data.

e | may ask that the recording be stopped at any time, and that | may withdraw at any time from the
interview session without disadvantage.

| understand the conditions outlined above and consent to participate in this research project.

Participant’s
SIBNATUN ... e e e creere e sae e s sessseeenessasss e seesasssnanssessss annans sassrnasssessas senansses sesennnnen Date....cccoccerveeeennnnns

| certify that | have explained the study to the volunteer and consider that she/he understands what is
involved and freely consents to participation.

Researcher’s

Researcher’s
SIBNATUN ... e ee e e creere e seeraseses s e eenessness e seesassenanssessss esnans sasssnasssnssas eenansses sesesnnnes Date....ccceeeerveerennennns

This research project has been approved by the Flinders University Social and Behavioural Research Ethics Committee (Project Number
5890). For more information regarding ethical approval of the project the Executive Officer of the Committee can be contacted by
telephone on 8201 3116, by fax on 8201 2035 or by email human.researchethics@flinders.edu.au
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APPENDIX 12
DEMOGRAPHIC QUESTIONNAIRE

Demographic Questionnaire for participants who have experienced FPDR

Name (pseudonym) of interviewee
Age
Gender

Ethnicity

1

2

3

4

5 Education
6 Occupation

7 Years since qualified (for health care professionals)

8 Relationship to person being resuscitated (for family members)
9 Relationship to the family member present (for former patients)
10 Are you happy to be contacted again for a follow up interview

11 Preferred contact information
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INTERVIEW GUIDE USED FOR INTERVIEW 1 (HEALTH PROFESSIONALS)

INTERVIEW QUESTIONS

POSSIBLE PROMPTS

Can you tell me about your experience of
having a family member present or wanting
to be present during an active
resuscitation?

How long ago? Which department? le ED

Events that led up to the FM being/wanting FPDR?
What relationship did the FM/s have to patient?

Was the FM in the room before or enter the room
after?

Who else was in the room during the resus?

Did the patient survive?

What was your interaction like with the FMs during and
after the resus?

Was there anyone supporting FM during the resus?

Whose decision was it for the FM to be
present or not present?

How was the decision made? What do you think
contributed to this decision?

Did everyone in the room agree with the decision? Did
you?

Can you tell me your thoughts about
whether FMs should be given the option to
be present during resuscitation of their
loved one?

What factors do you think would affect your decision?

Can you tell me your thoughts about
whether patients should be given the
option to have FMs present if they required
resuscitation?

What factors would affect or change your decision?

Ultimately — whose decision do you think it
should be whether a FM is present during
resuscitation

FM, Patient, Registered Nurse, Medical Doctor, Policy?
Other?

As you look back on the resuscitation — are
there any events that stand out in your
mind?

What do you remember most about the resuscitation
with the FM in the room / or wanting to be in the room
and not being permitted?

Tell me about whether you want your FM /
loved one present if you needed
resuscitation?

What would impact this decision if anything?

Tell me about whether you would want to
be present if your loved one required
resuscitation?

What would impact this decision if anything?

Thinking back on your experience - is there
anything you would change if you were in
this situation again?

Could you tell me the most important thing you
learned?

Is there anything else you would like to tell
me about?

About your experience? Your thoughts on FPDR in
general?

Were you aware of FPDR before this interview?

How — if at all — have your feelings changed about FPDR
since your experience?

What do you think were the advantages and
disadvantages of FPDR?

Have you ever talked about FPDR with anyone?

Is there anything you would like to ask me?

Would you like to check your transcript?

Thank you so much for your time and for sharing your experiences about FPDR.
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INTERVIEW GUIDE USED FOR INTERVIEW 23 (HEALTH PROFESSIONALS)

INTERVIEW QUESTIONS

POSSIBLE PROMPTS

Can you tell me about your experience of
having a family member present or wanting
to be present during resuscitation?

What was your interaction with FMs during/ after
resus?

Who provided information to the FMs?

Was there anyone supporting FMs during the resus?
Is this the first time you have had a FM present during
a resus? How often does it occur?

Whose decision was it for the FM to be
present or not present?

How was the decision made? What do you think
contributed to this decision?

Did everyone in the room agree with the decision?

*If FMs are already present are you/HP more likely to
allow them to stay?

*What do you think drives different
decision-making and practices between
clinical settings that will or will not allow
FPDR

What are your thoughts about whether FMs
and or patients should be given the option
to be present during resuscitation of their
loved one?

What factors do you think would affect your decision?

Ultimately — whose decision do you think it
should be whether a FM is allowed to be
present during resuscitation

FM, Patient, Registered Nurse, Medical Doctor,
Hospital or unit Policy? Other?

As you look back on the resuscitation — are
there any events that stand out in your
mind? Is there anything you would change?

What do you remember most about the resuscitation
with the FM in the room / or wanting to be in the room
and not being permitted?

Would you want your FM / loved one
present if you needed resuscitation? What
is the reason for your answer?

What would impact this decision if anything?

Would you want to be present if your loved
one required resuscitation? What is the
reason for your answer?

What would impact this decision if anything?

* In your opinion what would need to
happen for FPDR to occur as standard
practice?

In your health care setting? In all health care settings?

Is there anything else you would like to tell
me?

About your experience? Your thoughts on FPDR in
general?

Were you aware of FPDR before this interview?

How — if at all — have your feelings changed about FPDR
since your experience?

Advantages and disadvantages of FPDR?

*Who do you think FPDR is for?

Have you ever talked about the FM being present
during the resus with anyone?

Is there anything you would like to ask me?

Would you like me to send you the
transcript to check?

Thank you so much for your time and for sharing your experiences about FPDR.
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EARLY INITIAL THEORETICAL MEMO

Type of theoretical memo | Initial theoretical memo written after initial coding

Topic of memo Second interview, RN ‘Elizabeth’

Date memo was written 21% October 2013

Initial Theoretical Memo (abbreviated version)

| noted quite a few similarities between the attitudes and beliefs expressed by Jackie and
Elizabeth. They work in health care settings where there is no policy or standard practice,
do not allow FPDR and prefer FMs to wait quietly in a separate room. They also
experienced a situation where a FM was present during the resuscitation because it was
unexpected. In Jackie’s case the FMs stayed for the entire resus because no one
remembered to ask them to leave, whereas for Elizabeth, the FM was asked to leave
almost immediately and did so without hesitation but asked for regular updates on the

patient’s status.

Like Jackie, Elizabeth appeared to have an internal conflict between her desire to protect
family members from ‘graphic’ resuscitation scenes while at the same time considering
family centred care and the rights of family members present. For example, Elizabeth
believed the resus would be too traumatic for FMs to witness and worried about the long
term effects. Yet she also spoke about family centred care and stated that if FMs and the

patient wanted FPDR then it should be allowed - but that it never was.

Similarly, Elizabeth presented conflicting reasons for not wanting FMs present. At times
she spoke about wanting to protect FMs from the resuscitation, but at other times
seemed more concerned about protecting HPs from distressed or disruptive family
members, or being ‘watched’ and ‘judged’ by family members, particular those who are

also HPs and possess specialised knowledge against which to measure staff performance.

In keeping with GTM methodology, | referred back to what Jackie had shared during the
first interview about not allowing Nurse-FMs into the resus room, but making special
allowances if they worked in the same hospital. When asked if she agreed with this

opinion, Elizabeth was emphatic that Nurse-FMs should never be present because they
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would ‘judge’ the resus team and make them uncomfortable. However, when asked
whether a Doctor-FM would be allowed to stay, Elizabeth conceded they would. In other
words, Elizabeth would not allow a Nurse-FM to stay for fear of being judged by someone
with specialised knowledge, but would allow a Doctor-FM to stay despite them possessing

as much if not more specialised knowledge and potentially judging HPs in the same way.

Jackie’s and Elizabeth’s views raise an interesting point about power in health care
settings. Who holds the power to be present? Who holds the power to decide? What is
the source of this power? Under what circumstances will a FM be awarded the ‘special
privilege’ of being present when others in that same setting are not permitted? | need to
follow this up with future participants to see whether certain HP statuses are consistently
afforded special privileges and whether the anxiety that may arise from being ‘watched’
and ‘judged’ by a HP is always overridden by the fear of denying a ‘powerful’ HP (in this
case a doctor) to be present during the resus when other HPs (in this case a nurse) are

not.

While Jackie and Elizabeth appeared to have different personal beliefs about whether
FPDR should be allowed, upon closer examination these beliefs were more similar than
they first appeared. Both Jackie and Elizabeth spoke about how FMs and patients should
be (in theory) given the option of FPDR. However, in reality, neither RN practiced FPDR

and instead quite emphatically stated they would always prefer to ask the FM to leave.

When asked specifically about a FM asking permission to stay, Elizabeth said for her to
even consider this request the FM would have to be able to demonstrate they would not
be emotional, both for their own wellbeing but also in order to avoid HPs having to deal
with an anxious and potential disruptive FM in the room in an already ‘uncontrolled’
environment. It is interesting that Elizabeth inferred she does not wish to deal with
‘emotional’ FMs, and yet it would be very unusual for a FM to not be emotional with their
loved one in a critical condition. Are nurses reluctant to deal with an ‘emotional’ FM at a
time when they themselves are feeling emotional and stressed and out of control? During
Jackie’s interview, she implied a loss of control during a resuscitation that would be
exacerbated by the presence of a FM. Elizabeth spoke even more overtly about a loss of

control, emphasising that allowing FP into an already uncontrolled environment would
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cause even more disruption for the already anxious HPs, which in turn would make them
even more anxious. She also emphasised that FM should not be privy to HPs in an

uncontrolled situation, which again raises the issue of performance anxiety.

It is likely that Elizabeth’s attitudes and beliefs about not wanting FPDR stems from her
own personal experiences about what FMs should and should not be exposed to, and also
her preferences as a nurse. In other words, because she (a nurse) does not feel she would
cope emotionally with being present, she does not believe anyone else will. In addition,
because she does not like being ‘watched’ when attending to a patient, she herself did
not feel comfortable to ‘watch’ her own HPs during her husband’s admission. In a sense,
she may be ‘projecting’ her own beliefs onto other FMs. In both settings, the decision to
not allow FPDR appears to be based on the personal opinions of HPs, which have
developed over time into a non-formal but standardised practice of not allowing FM to be
present. In both settings, beliefs about what could or should happen are quite different to
what actually happens in practice. Personal beliefs and preferences therefore appear to
play a significant role in decision-making among other participants also. The more
supportive HPs are of FPDR, the more likely they are to overcome barriers to make it

happen. This requires further exploration in future interviews.
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Type of theoretical memo Initial memo written immediately after initial coding
Topic of memo Eighth interview ‘Mandy’ RN
Date memo was written 15" November 2013

Initial Theoretical Memo (Abbreviated version)

Mandy spoke about positive and negative experiences with FPDR but overall believed it
was beneficial, not only to FMs but also patients and HPs. Mandy acknowledged that not
all FMs would be suitable or even want to be present, but repeatedly stressed the
importance of offering the option of being present. While most of her experiences had
been positive, Mandy also shared a particularly distressing situation where a disruptive
FM asked HPs to stop resuscitation on a new born because she wanted the baby to die,
telling HPs repeatedly to ‘throw it in the bin.” HPs tried to remove her from the room, but

were unsuccessful.

Mandy’s experience once again raised the importance of assessing the suitability of FMs

to stay. According to participants, this is vital because some FMs may not be able to cope
with graphic resuscitation images, while others may become disruptive and hamper HPs

efforts. However Mandy maintained throughout the interview that despite the potential

disadvantages of having FM there, the option to stay should be offered to all suitable

FMs.

Some of the previous RN participants (particularly Jackie and Elizabeth) have shared
feelings of intimidation as a result of a Nurse-FM’s presence. Yet Mandy, Sally and Dana
were unaffected by this, stressing that as long as they were doing their job, they did not
mind who was watching. This raises questions about why some RNs appear to be affected
by performance anxiety while others do not. Length of service does not appear to be a
factor because, while Jackie was only 3 years post registration, Elizabeth had been an RN
for many years. Further exploration of performance anxiety is warranted in future

interviews.

Once again the issue of power in health care settings emerged in relation to whose
decision it would be to allow FMs to stay. Mandy currently works night duty in a rural
hospital and as such is the senior HPs member present on all shifts. As such she makes
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the decision to allow FMs to stay — but she also spoke about gaining retrospective support

for this decision from the doctor once they arrived.

A strong theme to emerge from this interview was the fact that if FMs were already
present, they were more likely to be allowed to stay. Interestingly, all participants so far
have verbally identified FMs as the most important person when making the decision to
stay or go. Yet in practice, the final decision appears to rest with HPs, who provide
‘permission’ for FMs to stay or ask them to leave. Once again, this comes down to
ownership of the space and of the patient, and | suspect this will be a key theme in future
interviews. Once again HPs were seen to focus on the patient as their number one priority
and then attend to FMs as a secondary duty. Understandably, when there are limited HPs
to attend to the needs of the critically ill patient, FMs are often forgotten and left
unattended. Interestingly though, Mandy was not concerned with an unaccompanied FM

watching from the back of the room so long as they stayed ‘out of the way’.

This interview once again highlighted the importance of the FM playing their ‘role’
correctly and highlights the difference between a ‘good’ FM and ‘bad’ FM. However some
RNs are so afraid that all FMs will be ‘bad’ - they do not allow any FMs to be present,
while others appear to deny FPDR due to performance anxiety. Others still appear to base
their decision to deny FPDR on their own personal preferences which they project onto
the FM. The overall sense from this interview was that Mandy’s positive attitude toward
FPDR strongly impacts her decision to offer FMs the option to be present. Despite some
bad experiences with disruptive FMs, Mandy believes the benefits of FPDR outweigh the
risks. In addition, because of her positive attitude and the belief that FPDR is every FMs
right, Mandy overcomes any potential barriers by assessing FMs for suitability, and by
providing explanations and information to the FM to ensure they have an adequate

understanding of what could happen, what is going to happen, and what did happen.
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Type of theoretical memo Theoretical Memo

Topic of memo Free writing exercise at 3 Day GTM Master Class with
Professor Kathy Charmaz, Melbourne, March 2014.

Date memo written 18™ March 2014

PROTECTING OTHERS (free writing exercise)

‘Protecting others,’ is about protecting people from certain situations that might cause
them discomfort. There are three groups of people who are being protected in regards to
FPDR — the patient, the HPs and FMs. This tentative category also overlaps several others;

‘holding decisional power’ and ‘ownership of the space.’

First and foremost, HPs are protecting themselves and their colleagues from being
observed, often for fear of being judged by family member- who in this case may be seen
as ‘outsiders.” In order to protect themselves, HPs are claiming ownership of the
resuscitation space, and as such are making decisions about who can and cannot be let
into the resus room. In our current health care settings, there is a distinctive power
imbalance between HPs and health care consumers. As such, HPs often make unilateral
decisions about what they believe is best for the patient and for the family - this
paternalistic ethos seems to be driving many of the decisions made by HPs under the

guise of ‘protecting others.’

Protecting HPs seems to be a significant factor impacting whether FMs are let in to
observe a resuscitation. When HPs are comfortable and confident in their own practice,
they are more likely to allow FMs to observe them in practice. Conversely, HPs members
who are not confident in their practice do not seem to be comfortable being observed,
and were much more likely to feel they were being judged by observers. Not only did they
exclude FMs to protect themselves from being observed, they also appeared to be
projecting this need for protection onto their colleague. Similarly, HPs who were
confident and comfortable in their practice -while they acknowledged that not all HPs
may feel this way -expected them to increase their competence and overcome this

performance anxiety.

HPs who were reluctant to allow FPDR justified this stance by explaining they were

protecting FMs from graphic resus scenes. As such they were making a judgement about
280



APPENDIX 17
ADVANCED THEORETICAL MEMO

the fact that those FMs needed protection. What they did not take into account was that
often family members did not want protection and had in fact already seen (and
participated in) the resus in their home. By making this judgement on the FMs behalf,
they were almost disempowering FMs. HPs were not trusting the FM’s ability to assess
their own coping mechanisms and were instead enforcing the paternalistic attitudes that

exist in healthcare.

| think HPs were sometimes using the notion of ‘protecting’ FMs almost as an ‘excuse’ to
exclude them from the room, and that they were in fact protecting themselves from
being observed, from appearing to lose control, from having to justify their
actions/practices and to ensure they were not observed making mistakes. Several HPs
also mentioned that fact that they were protecting their patient’s privacy but also about

protecting FMs from...

(The writing exercise ended here).
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Question guide for follow up interviews

1. Since we last spoke, have your views about FPDR changed? What do you think is the
reason for this?
2. Do you think decisions about FPDR are made consciously or unconsciously? What is
the reason for your response?
3. Who do you think FPDR is for and why?
4. Can you please read the matrix*’ on the following page which summarises some of
the decision-making processes used by the people in this study.
a. What are your thoughts about the matrix?
5. Canyou please read the table®® on the following page which represents the criteria
used by the people in this study to make decisions about FPDR
a. What are your thoughts about the table?

6. Do you have anything else you would like to add about FPDR?

Thank you so much for your time and participation in this study.

Y This matrix can be found on page 139 of the thesis.
'8 This table can be found in appendix 19.
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KEY FINDINGS PRESENTED TO ALL PARTICIPANTS FOR COMMENT

Value judgements used by study participants for decision-making related to FPDR

VALUE JUDGEMENTS TOPIC OF JUDGEMENT

SOME EXAMPLES OF HOW PEOPLE APPLIED THEIR
VALUE JUDGEMENTS TO EITHER ALLOW OR DENY
FPDR

Prioritising preferences,  Of the Patient
rights and needs

Of HPs

Of Family members

e Protecting the patient as a priority

e  Protecting privacy, confidentiality

e Valuing the benefits of FPDR for patient

e Preference to be unobserved / unimpeded

e HPs preferences to allow/deny FPDR

e Valuing the benefits of FPDR for FM

e Respecting FM right to choose whether they
want to be present and level of presence

e FM best placed to know patient preferences

Assessing suitability Context e Intervention being witnessed (deciding what is
suitable for observation; CPR, defib, invasive
procedures, traumatic injuries)

e Policy or procedure supporting practice
e  Working within setting ‘norms’
e  Cultural implications
Setting e Safety of the setting (defib, radiation, trip
hazards etc)
e Space limitations — will FP impede resus
People e FM preferences to stay or go
e FM ability to cope / level of distress
e  FM risk of becoming disruptive
e FMinvolvement in cause of illness
e Patients’ preferences for FPDR
e  HPs ability/willingness to be observed
e HPs competence under observation
Setting boundaries Physical e HPs being able to control the environment
e Limiting the number of FM present
e Having enough HPs
e Having space available
e FM staying out of the way
e Delaying FP until patient presentable/stable
Emotional e Conditional permission (FM remaining calm)
e Preparing and supporting FM for presence
e HPs supporting/removing distressed FM
e FM deciding which other FM can be present
e Patient wanting only some FM present
Theoretical e  Watching from a ‘safe’ distance

e Being present but not involved

e Being able to remove disruptive FM

e Asking FM to leave for certain procedures

e Differences between FP for child/adult resus
e  Weighing up risks and benefits of FPDR
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ACTIVITY

DESCRIPTION

Initial Sampling

One-on-one, in-depth interviews

Initial memo writing

Developing important recurring
themes and concepts

Further interviews, ongoing
constant comparisons

Ongoing interviews, initial
coding, constant comparisons

Key factor emerged as a
potential tentative category

Focused sampling — adding
paramedics

Ongoing interviews, initial
coding, constant comparisons.

Attending to emergent areas of
possible theoretical interest

Focused coding

Attended a 3 day Master Class
with Kathy Charmaz (Melbourne,
March 17" - 19" 2014)

Development of focused codes
and tentative categories

Focused coding against tentative
categories and the emerging
properties of each category

Identifying category properties
and conditions

Sampling from a specific population of people who have experienced
FPDR commenced September 2013

In-depth, semi-structured interviews (commenced October 2013)

| wrote initial memos after each interview to allow me to start thinking
about important recurring statements and concepts and to start
comparing participant experiences and views.

After interview 4 (Dana), several key themes and codes were
identified: Already being present, Being assessed as ‘suitable’ to stay,
Ownership - of the patient /the space, Ability to support parents/FMs,
Positive attitudes toward FPDR (this later became valuing Family
Presence)

With each subsequent interview | compared recurring, important
themes between and within the same interview. | also started to
modify and focus the interview questions.

After interview 6, (Sally) | revisited the GTM literature to ensure | was
following correct processes. | also sought feedback from my PhD
supervisors about future processes.

During interview 12 (Darren) | realised an in vivo statement about
valuing FPDR was an important recurring process throughout the 11
previous interviews. | raised this code to a tentative category to check,
and found this tentative category within the remaining interviews.

During interview 3 (Trevor) it first became apparent that paramedics
play an important role in directing FMs upon arrival to hospital.
Following interview 12 (Darren), | made a note to interview
paramedics about their experiences.

During interviews 13 — 21 (December 10" 2013 to April 23™ 2014), |
continued to compare interview with interview, and compared
recurring/important themes between interviews.

| continued to modify/focus interview questions. Started focused
coding by treating recurring interview statements as ‘theoretically
plausible.” (Charmaz 2006).

March/April 2014 | re-coded all interview transcripts thus far and made
a list of recurring / important codes.

| was able to further develop my initial coding, focused coding,
constant comparisons and theoretical memo writing. | also used mind
map clustering and free writing to increase the level of abstraction in
my memoing and analysis.

Tentative categories became more focused, some major codes
collapsed to form categories to test. Tentative categories at this stage.
1) Valuing FPDR, 2) Protecting others, 3) Holding decisional power, 4)
Claiming ownership

Constant comparative method used to refine and redevelop five
tentative categories. 1) Valuing FPDR, 2)protecting self and others, 3)
Holding and relinquishing decisional power (initially Holding decisional
power), 4)Practicing within setting norms, 5)Claiming ownership

| constructed a list of all tentative categories and their properties and
the conditions under which the properties exist
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Focused coding

Discussion of tentative
categories

Focused coding against each

tentative category
Purposive sampling

Theoretical sampling

Refining Categories and
subcategories

Constant comparisons

Theoretical Memos

(Constant comparisons)

Theoretical sampling
Clustering using lists and

diagrams

(Constant comparisons)

Constant comparisons

Refining Codes and Categories

Constant comparisons

April 2014: Focused coding of interviews 2, 3, 4, 5, 6 against current
tentative categories. The tentative categories and properties were
evident in and fit into each interview.

Discussion of tentative categories took place with principal PhD
supervisor to increase transparency and study rigour

Focused coding of interview against each tentative category.
Theoretical memo written after each category was coded.

Purposive sampling, but also theoretical sampling was undertaken
(interviews conducted with 3 paramedics) to develop the properties of
one tentative category Holding & Relinquishing Decisional Power —
‘Being present by default’

Following interview 21 | considered that ‘Ownership of the space’
should be moved to fit under ‘Holding and Relinquishing Decisional
Power.’

| changed the category of ‘Protecting self and others’ to ‘Protecting
others and self’

I am continuing to develop each category / code through memo
writing (what Charmaz (2014) refers to as ‘rendering the data’).
Theorising about the links between 1) valuing FPDR, 2) holding and
relinquishing decisional power, 3) protecting self and others, 4)
practising within setting norms, 5) setting boundaries, 6) default
presence and 7) claiming ownership.

Interview 24 with Carol focused on developing the properties of the
tentative categories.

May 8™ 2014: Re-considered sub categories and categories in order to
determine how they fit together using clustering lists, then memoing. |
was initially unable to decide how the tentative category of ‘Valuing
FPDR’ fit with the sub-categories | had allocated: Attitudes, weighing
benefits and risks, personal experiences and beliefs, prioritising
preferences/rights/needs, and dealing with barriers.

When | considered Charmaz’s question Under what circumstances do
priorities change? | realised that all of the other subcategories | had
placed under ‘Valuing FPDR’ now answered this question. | therefore
made them properties of ‘prioritising preferences/rights/needs.’ |
realised that ‘Valuing FPDR’ — which | had until now considered to be a
major category — now also fit within ‘prioritising
preferences/rights/needs’ as a property to explain Under what
circumstances do priorities change?

I now had seven major categories — all with developing properties.1)
Prioritising preferences, rights and needs, 2) Assessing suitability, 3)
Protecting others and self, 4) Claiming ownership, 5) Being present by
default, 6) Setting boundaries, 7) Experiencing power differentials

9" May 2014: | re-read through Interviews 1 — 23 searching for every
process and situation where participants talked about Decisional
Power. | realised there were more variables at work than just holding
and relinquishing decisional power. | would need to develop an
overarching title for this category that has a better fit. Possibly The
fluctuating nature of decisional power.

May 19" 2014: | merged some categories. My most recent list of
categories is: 1) The fluctuating nature of decisional power, 2)
Experiencing power differentials, 3) Claiming ownership, 4) Being
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Diagramming

Refining major categories and
their properties

Diagramming

Literature review (secondary)

Follow-up interviews with
several key participants
Theoretical Sampling

Theoretical Saturation

Addressing the completeness of
data collection

Study rigour

A plan for writing up the theory

Theoretical analysis

Analysing data, Sorting, ordering,
integrating memos, codes,
categories

Refining the categories and
properties

present by default, 5) Protecting others and self, 6) Assessing
suitability, 7) Prioritising preferences, rights and needs, 8) Setting
boundaries.

I then collapsed some categories: Numbers 1, 2, and 3 are about
power, Numbers 6, 7, 8, are all about making judgements. Number 4
is first about opportunistic presence but then becomes about making
judgements (and also about having the power to exert those
judgements). Number 5 — I am not sure where this fits in yet?

May 23" 2014: Diagramming helped me redefine the categories and
determine which can be subsumed by others, which stand alone, and
how they all fit together. Note: An example of my diagramming is
included at the end of this methodological diary.

June 20" 2014: Considering connections between ‘making
judgements’ and ‘power differentials’ and ‘valuing FPDR.’

As | continued to compare phrases, codes and processes | realised that
every person in every decision-making situation was making value
laden judgements along a power continuum”.

October 2014: Consulting the decision-making literature to consider
my findings against existing knowledge

November 2014: | wrote several broad follow up questions in order to
saturate the properties of my categories and also to evaluate the key
findings.

| determined that after 27 interviews with 25 participants | have
reached theoretical saturation (by saturating the properties of my core
categories) and | have also addressed Charmaz and Glaser’s criteria for
study rigour.

In order to pay respect to my participants for their time and valuable
input, | sent all participants who were not re-interviewed a copy of the
decision matrix and the value judgement table.

December 2014: | need to undertake a secondary literature review,
sorting and re-ordering (and possible renaming) of my core categories
and theory properties.

December 2014: Literature search, ‘value-laden’ decision-making.
Many articles related to risk assessment, risk management. In my
study — assessing suitability is a type of risk assessment that is also
value based. This requires further exploration during the secondary
review.

December 2™ 2014: Two previous categories, Setting Boundaries and
Assessing Suitability can be consumed by a higher category Giving &
Receiving Conditional Permission.

December 2014:

GIVING AND RECEIVING CONDITIONAL PERMISSION (category)
e  Prioritising preferences rights and needs (property)

e Setting Boundaries (property)

e  Assessing suitability (property)

e Protecting others and self (property)

THE FLUCTUATING NATURE OF DECISIONAL POWER (category)

e  Experiencing power differentials (property) —include legitimate
power versus perceived power here

e Power versus opportunity —or Opportunistic presence (property)
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Updating the preliminary
literature review

Renaming and reordering
categories

Renaming the core category to
improve fit and resonance

Theoretical Integration

Writing the theory

e Claiming ownership of the patient, the space and the resus act
(property)

As | continue to analyse and sort the data and write the theory, | may
reorder these categories / properties

| completed my preliminary literature review in 2012. Given the nature
of thesis expectations — | completed a literature search update in
November, December 2014 that covered the years 2011 — 2014. | was
therefore careful to wait until AFTER my core categories emerged
before | went back to update my preliminary review.

Feb 2015: Two major categories merged into one core process
(category)

Major category = conditional permission

Feb 2015 — May 2015: | wrote an article for peer review publication
detailing the analysis and emergence of the core category in order to
strengthen the analysis and increase transparency.

April 2015: Constant comparisons allowed me to progress the
emergence of conceptual data and to compare the final analyses with
relevant theoretical and research literature.

May 2015: As | continue to reflect on the major processes at play for
participants - | realise that the subjective nature of every action and
process enacted by participants is a social construction as they engage
in meaning making through their interactions with each other.

The name of the grounded theory is thus ‘The social construction of
conditional permission.” and the core category is conditional
permission.

Writing the theory was an iterative process — going back and forth
between sections and chapters to revise the emergent theory and
theoretical integration using the extant literature.
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Diagram of major tentative categories: version 4. May 23" 2014.

POWER (fluctuating) — Someone
saying who can and can’t be
present — someone else complying
or rebelling; Claiming ownership
justifies their decision / REASONS

WHY (to themselves - others)

The
fluctuating
nature of
decisional
power

Experiencing
power
differentials

WHAT IMPACTS
DECISION
MAKING

AROUND FPDR?

? Valuing FPDR?

Claiming

ownership
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Article accepted for publication 20 August 2015, Advances in Nursing Science

Journal.

Title: Coding, constant comparisons and core categories: a worked example for

novice constructivist grounded theorists.
Introduction

Grounded Theory Method (GTM) is one of the most widely used qualitative research
methodologies across a variety of disciplines.* The increasing use of GTM in nursing
research has directed attention on the quality of studies using this approach and the
credibility of subsequent study findings.? In order to provide safe and effective evidence-
based care, clinicians must be able to access rigorous research in their related fields. Yet
many researchers who claim to be using GTM fail to apply the core tenets of this
methodology/methods package®?, possibly due to an inadequate understanding of the

approach.

Whilst GTM has been described extensively in the literature, less attention has been given
to providing practical examples of the key methods and processes inherent to this research
approach. In particular there are limited worked examples that track the development of
initial and focused codes, through to the construction of tentative and major categories and
emergence of the core category. The purpose of this paper is to offer a step-by-step

example of how a grounded theory develops and is systematically constructed.

Grounded theory method (GTM) is a research methodology used to create substantive
theories through inductive and abductive data analysis, rather than hypothetical
deductions.®** More specifically, GTM is a research/methods package which includes the
cyclic application of ‘...data collection, coding and analysing through memoing,
theoretical sampling and sorting to writing, using the constant comparative method.” 5
At its core, GTM aims to understand behaviour and meanings that participants give to their
experiences in a particular setting.® Further, the aim is to generate conceptual theories that
explain a phenomenon from the perspective and in the context of the people who

experienced it’ that can be applied to practical situations.*

Since its inception in the late 1960’s GTM has evolved from positivist beginnings* to a
constructivist paradigm.® Charmaz’s constructivist approach adopts the methodological
strategies developed by an objectivist Glaser, while also building on the social

constructionism that underpinned Strauss’s symbolic interactionist perspective.®®
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Charmaz’s approach also incorporates Strauss’s emphasis on meaning and action inherent
in pragmatist traditions.® As such, Charmaz’s constructivist approach actively repositions

the researcher as a co-constructor of experience and meaning.2*°

According to Charmaz®, researchers construct grounded theories through their past and
present interactions with people, their personal perspectives and their research practices. A
constructivist approach therefore allows a representation of experience rather than an exact
replication of it> and sees the researcher as an interpreter during analysis rather than the

ultimate authority in defining the data." *>?

A constructivist approach to GTM starts with the lived experience, then asks how
participants constructed that experience.®* The researcher can then explore how and why
participants constructed meanings and actions in certain situations, while keeping in mind
that the resultant theory is itself an interpretation that is dependent on the researcher’s
view.® 1" Using this approach, what researchers see and hear will depend on their past
experiences and interests, their prior interpretation of the phenomenon, the research
context, the researcher-participant relationship, and the methods of generating and
recording the data.®'® As such, the researcher should treat the research process itself as a

social construction, and scrutinise all research decisions and directions.®

Charmaz’s GTM comprises systematic yet flexible guidelines for collecting and analysing
(primarily qualitative) data in order to construct theories that are grounded in the data.>* A
key feature of this method is the concurrent collection and analysis of data, with each
informing and focusing the other; this allows analysis to become progressively more
theoretical as the research progresses.®* Other core tenets include theoretical sampling,
constant comparison of data to theoretical categories, writing theoretical memos and a
focus on the development of theory through theoretical saturation of categories rather than
through substantive verification.'® Each of these core GTM tenets are discussed and

exemplified within this paper.

Stern*® believed GTM:s are difficult to explain in writing because of the multitude of
different methods used and because the analytical activity required is a primarily cerebral
process. Many experts agree that the best way to learn GTM is by doing GTM***%, and
from our personal experience this is certainly true. Further, we believe that detailed worked
examples from grounded theorists can help elucidate analysis, category development and

theory building for novice researchers.
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The study - a grounded theory of family presence during resuscitation

This article details the data analysis phase of a constructivist grounded theory study that
examined decision-making around family presence during cardiopulmonary resuscitation.
Our initial research question was ‘what factors impact decision-making around family
presence during resuscitation in an acute care setting.” Our example depicts the methods
and processes undertaken to construct the substantive grounded theory “The Social
Construction of Conditional Permission.” This article traces the construction of the core
category ‘Conditional Permission’ from initial and focused codes, subcategories and

properties, through to its position in the final substantive grounded theory.

Family presence during resuscitation (FPDR) is the practice where family members or
loved ones are in a location where they can see and sometimes touch the patient during
active cardiopulmonary resuscitation.** FPDR is a contentious area of practice that has

attracted widespread international debate.?? Despite support for the practice from the

23 24
l, l,

Australian Resuscitation Council,” European Resuscitation Council,”” the American Heart

26-28

Association,”® and increasingly from the public, views among health care professionals

remain divided - with support for the practice ranging from 3% to 98% in surveys.??%

International research suggests there are multiple benefits for family members who are
present during resuscitation of a loved one. Yet health professionals continue to report
concerns and anxieties about FPDR and many hospitals do not have written policies to
guide this practice. Many of the reported barriers seem to be based on perceptions of
negative outcomes rather than on actual events and the influence of personal values and
preferences appear to be an important consideration in the decision to practice FPDR. The
possibility that individual value systems may have a considerable impact on FPDR
practices warranted further investigation in order to examine how decisions are influenced

in relation to FPDR, and the rationales behind these decisions.

The aim of this study was to examine decision making by health care professionals and

family members in relation to family presence during resuscitation in an acute care setting.

This doctoral study was conducted by the lead author, and supervised by the co-authors.
The study was approved by the relevant Social and Behavioural Research Ethics
Committee, conducted in accordance with the Australian Code for the Responsible
Conduct of Research, and ethically reviewed and monitored in accordance with the

National Statement on Ethical Conduct in Research.*® Pseudonyms were allocated to
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promote confidentiality and any events and experiences that could potentially identify
participants have been de-identified, including workplaces and specialties.

In the study, health care professionals (registered nurses, doctors and paramedics), family
members and surviving resuscitation patients were interviewed by the lead author. A
flexible interview guide was used to explore participant experiences.® Open ended
questions included; Can you tell me about your experience of having/being a family
member present or wanting to be present during an active resuscitation? Can you tell me
your thoughts about whether family members should be given the option to be present
during resuscitation of their loved one? As you look back on the resuscitation are there any
events that stand out in your mind? As recommended by Charmaz,® questions were not
asked in a linear fashion and in some cases not all questions within the guide were posed.
Instead, questions were used to guide each interview in order to learn about individual

participants’ attitudes, beliefs, experiences and actions.®

Comparisons of knowledge, truth and reality over time and across cultures make it quite
clear that there have been and continue to be very different interpretations of the same
phenomena.** For example, the meaning of ‘marriage’ has changed over time and differs
significantly between countries and cultures. Relativism then is necessary to account for
the fact that different people inhabit different worlds with diverse ways of knowing. As
such, in keeping with a constructivist approach to GTM? narration and description of the
in-depth interviews in this study was not seen as a straight forward representation of
reality. Rather, when the researchers described something, they were reporting on (and
therefore interpreting) how something was seen and reacted to and therefore meaningfully

constructed within a particular community or society.™*

Data analysis began after the first interview to facilitate simultaneous collection, coding
and analysis of the data, and to provide the focus for subsequent data collection as per

GTM requirements.*
Constructing the core category

The core category constructed in this study was ‘Conditional Permission.” This article does
not present detailed findings from the study, but instead describes how the core category
was constructed and traces how initial and then focused codes were elevated to tentative
categories which were then refined into the final core category. The GTM process is not
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linear; so while the methods used are presented in a linear fashion within this article they

were applied in a cyclical process (see Figure 1) in line with GTM tenets.’

Weriting Initial and Advanced Theoretical Memos

Secondary
literature
review

Concurrent
Data
Generation
and
Analysis

Writing the
Substantive
Grounded Theory

N

Theory Building
Sorting and
Integrating Memos
Diagramming and Theorising

N

Focused Coding and
Categorising
Building categories
and properties

-

Initial Coding
Line by line coding
In-Vivo coding

-

Data Generation
Using in-depth interviews

N

Sensitising
concepts, prior
knowledge and

preliminary

literature review

Sampling and Recruitment
Purposive sampling initially

Saturating category
properties to reach
Theoretical
Saturation

Theoretical
Sampling
to develop
theoretical
categories

)

)

)

Developing the research
problem and the opening
research questions

Figure 1: Grounded theory processes and methods used to guide the current study

Constant Comparative Method (Theoretical Sensitivity)
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Coding the data

GTM coding allows researchers to define what is happening in the data and begin to
understand its meaning.® A constructivist approach to GTM acknowledges that codes are
constructed by the researcher because they are interpreting and naming what they see in
the data based on their previous knowledge and experience.® Coding for processes, actions
and meanings breaks the data up into their properties or components, and defines the
actions that shape or support these data.*! Close attention to correct GTM coding methods
in this study ensured implementation of a core grounded theory mandate - to study the
emerging data.° Complete interview transcripts were coded by the lead author to provide a
deep understanding of the phenomenon and to generate ideas that might otherwise have
been missed.® The transcripts were typed into a word document table with two columns;
one column contained the interview transcription while the other column was used to enter
the codes. The initial and focused coding phases described by Charmaz*® were employed

during analysis.
Initial coding

Initial coding took place immediately after each interview to comply with a core GTM
tenet — simultaneous data collection and analysis.>** During initial coding, each line of the
interview transcript was allocated a short label (code) that both summarised and accounted
for each portion of data.>* This initial coding was done quickly and spontaneously to
prompt analytic thinking about the data, while at the same time engaging in reflexivity
(detailed later in the article) to avoid forcing the data into preconceived codes.? Initial line
by line coding kept the researcher studying the data in order to start to build ideas
inductively while at the same time limiting the researcher from imposing existing theories
or their own beliefs on the data.®* This form of coding therefore helped the researcher
remain attuned to participant’s views of their own realities rather than assuming the

researcher and participants shared the same views and worlds.

Examples of initial codes generated from the analysis are included in Table 1. In order to
facilitate effective coding and to ensure the codes fit the data rather than forcing the data -
initial codes were kept simple and precise, using gerunds (the verb form of nouns) to
preserve actions while continually comparing data with data from subsequent interviews.?
Initial codes assisted the separation of data into tentative categories and enabled the

researcher to see processes and actions in the data.®
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As depicted in Table 1, the initial codes allocated immediately after the first interview

were too lengthy, too descriptive and lacked the analytical grab required in a grounded

theory study. These initial codes were therefore treated as provisional and comparative in

order to remain open to other analytic possibilities.’

Table 1: Initial codes allocated immediately after the first interview and initial codes
allocated when the interview was re-coded after the first five interviews had taken

place.

Interview Excerpt -
Interview 1 with *Jackie’
Registered Nurse

Initial Codes
immediately after the first
interview

Initial codes after re-
coding the interview

...we would normally not
allow the family member to
come in but because they
were there all along and we
were trying to fix the
problem quickly, we kind
of forgot about them and
they were there for most
part of the resus...No-one
really made the decision to
let them stay, coz usually
we never let them
stay...They don’t really
have a choice... If anything
is about to happen we say
can you excuse us we are
about to do a resus can you
just step outside we’ll come
and get you when we’re
ready

Family members usually
not permitted in room

FM already present

Staff focusing on saving the
patient

Staff forgetting about
family members

Excluding Family Members
as standard practice

Family members not being
given a choice

Asking FM to leave the
room

FMs waiting away from
resus until staff ready

Practicing within setting
norms

Already being present
Placing patient needs above

Family Members

Practicing within setting
norms

Delaying presence until
staff ready

While coding the first five interviews, the lead author gained confidence and skill in the

initial coding process and thus re-coded the interview transcripts available to that time to

improve the analytical fit of initial codes. The codes allocated during the second initial

coding attempt demonstrated a higher level of conceptual abstraction and included codes

from subsequent interviews as part of the constant comparative analysis process inherent to

GTM research. Table 1 shows the difference between the first and second attempts at

initial coding of the first interview.
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As initial coding progressed, codes that were interpreted by the lead researcher to most
closely fit the data were compared with further data to explore and develop these codes.?
Codes that most closely fit the data were those that explicated how people enacted or
responded to FPDR, what meanings they held toward those events and the way in which
those actions and meanings evolved.® Some codes were reworded later to improve their fit
or the degree to which they captured and condensed participants meanings and actions.®
For example, some codes from Table 1 (third column) were renamed as the study
progressed. The initial code ‘already being present” was raised to a focused code in order
to explore this process further as the analysis progressed. The focused code ‘already being
present” was renamed later in the analysis to ‘opportunistic presence’ (because it
conceptualised a wider range of experiences, rather than merely describing an action or
process) and became a sub-category of the core category ‘conditional permission.” Further

and more detailed examples of focused coding are presented in the following section.

As the analysis progressed, line by line coding identified and defined significant
actions/processes, as well as the role participants played within these processes and their
beliefs concerning them.>® Line by line coding also provided insight very early on in the
research into the kind of data that needed to be collected next. For example, two initial
codes from Table 1 “already being present’ and “delaying FPDR’ were both raised to the
level of focused code in order to explore these processes further. This was accomplished in
two ways — by looking for these processes in previous transcripts and by modifying
interview questions in order to examine these (and other) processes in subsequent

interviews as part of the theoretical sampling process.**!

Focused Coding

As depicted previously in Figure 1, moving from initial coding to focused coding was not a
linear process. During the coding process the lead researcher moved back and forth
between initial and focused coding whenever new threads for analysis became apparent.®®
The codes developed during focused coding were more selective and conceptual than the

initial coding examples presented in Table 1.

The purpose of focused coding was to synthesise and explain larger segments of the data.*®
This was achieved by identifying the most significant and/or frequent initial codes —
raising them to the level of focused codes - then using those focused codes to sift through

large amounts of data. Further data were then compared to these focused codes in order to
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refine them. Focused coding was used to move across interviews and compare people’s
experiences, actions and interpretations. This process determined the adequacy of the
earlier codes and some codes were subsequently re-named to improve their fit. This re-
naming highlights initial and focused coding as emergent processes, which is consistent
with the logic of GTM.?

During focused coding a decision was made (using theoretical sensitivity and reflexivity)
about which of the initial codes made the most analytic sense to categorise the data
incisively and completely.® For example, several initial codes previously presented in
Table 1 were subsequently developed into focused codes as depicted in Table 2. The
initial code ‘placing patient needs above family members’ to the focused code “prioritising
preferences rights and needs’ and the initial code ‘delaying presence until staff ready’” was
changed to the focused code ‘protecting others and self.” Constant comparison of data with
data, and codes with data, allowed the lead researcher to continually refine these codes and
check to what extent they were able to account for other data. As a result the codes became
more analytical and theoretical, which allowed the lead researcher to achieve a higher level

of abstraction and conceptual analysis.

Table 2: Focused codes constructed from initial codes during the study

INITIAL CODE (Selected Examples) FOCUSED CODE (Selected Examples)
Placing patient needs above family members Prioritising preferences rights and needs
Staff deciding ‘what’s best’ for patient/families

Respecting individual preferences Supporting informed choices

Allowing family member to choose level of FPDR

Personal preferences impacting staff practices Staff preferences impacting practice

Staff prioritising staff preferences

Deciding if prognosis suitable for family presence  Assessing prognoses
Delaying family presence until patient condition

suitable

Delaying family presence until staff are ready / in Protecting others and self
control

Determining FM coping abilities

FM watching from a distance Watching from a safe distance
Being aware of forensic or legal implications

FM staying out of the way Minimising disruptions

Being able to remove disruptive FMs

Preparing and supporting FM Informed supported presence

Having a dedicated support person available
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As focused codes were constructed during the analysis process, the lead author combed
through interview transcripts looking for incidents in the data where these
processes/actions were evident. If these processes/actions are not evident, Charmaz®
recommends asking focused questions in subsequent interviews to determine whether those
processes or actions could explain participant experiences. Using theoretical sensitivity,
ongoing decisions were made about the suitability of each of the focused codes to
adequately explain and categorise what was actually happening every time a decision was

made about whether to practice family presence during resuscitation.

Engaging in focused coding allowed the researcher to do two things; to determine the
adequacy and conceptual strength of the initial codes allocated to the data, and to consider
which focused codes could be raised to the level of tentative category to be tested against
further data using the constant comparative analysis method detailed in the following
section.® Two of the focused codes in Table 2 that were treated as tentative categories -
‘prioritising preferences rights and needs’ and “protecting others and self’ - subsequently

became sub-categories of the core category (discussed later in the article).
Constant comparative analysis method

One of the core tenets of GTM research is the constant comparative analysis method that
was first described by Glaser and Strauss.* Charmaz®®*#" defined the constant comparative
method as ‘a method of analysis that generates successively more abstract concepts ...
through inductive processes of comparing data with data, data with category, category
with category and category with concept’. Throughout the analytic process in this study,
constant comparative analyses were used to; a) compare different people’s beliefs, actions
and experiences, b) compare data from the same individuals with themselves at different
points in time, ¢) compare incident with incident, d) compare codes with categories, €)

compare categories with other categories, and f) to compare categories with memos. 3%

An example of constant comparative analysis during the focused coding phase of this study
involved using the focused code ‘watching from a safe distance’ to compare different
participant accounts in relation to this process. The interview excerpts presented in Table 3
demonstrate how the process ‘watching from a safe distance’ was experienced and
recounted by several different participants, and tracks the emergence of this focused code

from initial codes.
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The constant comparative method was used throughout all stages of analysis to recognise
similarities and differences in the data, to refine emerging concepts, to progress the
emergence of conceptual data®® and to compare the final analyses with relevant theoretical
and research literature.®* These constant comparisons were reflected upon when writing
theoretical memos (detailed later in this article) which helped to develop interpretations of
the data, focus further data collection as well as inform and refine the developing

theoretical analysis.**®>%

Table 3: Constant comparisons of the same process between interview participants

EXCERPT (Selected examples) INITIAL CODE FOCUSED
CODE

... they’re [FM] sort of asked to step back so that the Staying out of the ~ Watching from a

care can be given and the resuscitation can take place. way safe distance

But they’re often, they’re often still in the unit. We just
ask them to move, if we feel that they’re impeding the
progress. (Dana: Registered Nurse/Midwife)

Stepping back

The husband, we actually just popped him off to one
side. I actually said to him, “If you want to stay that is
fine. But we do need you to keep out of the way.” ... So
basically we just popped him off to one side. He was out
of the way of the actual action, and he just kept out of
the way but he watched everything. (Mandy: Registered
Nurse)

Staying out of the
way

Stepping back

I have been cautious about how close family members
get because there’s forensic implications. So there may

Watching from a
distance — forensic

be implications at the scene of assault, or of actual implications
murder ... but I’ve never actually had a family member

be removed.

(Darren: Nurse Practitioner)

... generally they’ll stand towards the foot of the bed Staying out of the
near the scribe nurse ... um generally we’ll bring a chair  way

in, they can sit in a chair if they choose to, sort of out of
the way at the back. (Grace: Registered Nurse)

Theoretical sensitivity and reflexivity

Theoretical sensitivity relates to the researcher’s ability to have insight, to understand and
give meaning to the data, and to separate what is relevant from what is irrelevant.***" The

lead author used professional knowledge and experience (both her own and her
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supervisors’) as sources of theoretical sensitivity throughout the study, while at the same
time using reflexivity to avoid being blocked by these previous experiences.®” A

preliminary review of the literature was undertaken at the beginning of the study to gain
and apply theoretical insight to the study phenomenon. The use of literature in GTM lies
outside the scope of this particular article. However, the lead author published a detailed
critique and discussion of their use of the literature in GTM that novice researchers may

find useful

The lead author was aware that what was seen and heard during data generation and
analysis was dependent upon prior knowledge, past experiences, interests and prior
interpretation of the phenomenon.®%* In order to learn the meaning that participants
attributed to their beliefs, actions and experiences, and to minimise bias and to avoid
imposing preconceived ideas on the data, the lead researcher was actively reflexive about
her own meaning for those same beliefs, actions and experiences. This reflexivity was
engaged through the systematic writing of analytic theoretical memos and through

discussion between the lead author and PhD supervisors.
Memo writing

Memo writing (memoing) is a core tenet of GTM research.>**" Memoing was undertaken
throughout this study to actively interact with the data, speed analytic momentum, question
and clarify what was emerging from the data, see data and codes in new ways and increase
the level of abstraction.®** Memoing was also used to demonstrate rigour and
trustworthiness, providing an audit trail of the evolving theory and documenting the lead
author’s thinking and decision making throughout the study.’

Memos were written immediately after each interview to prompt reflection upon and
critique of the interview process. Such writing prompted thinking about important
recurring statements/concepts and allowed comparisons between participant experiences
and views — all of which were necessary to help direct and focus further data collection.®
Memoing also allowed the lead author to specify the conditions under which a process
arose, persisted or changed and to ask various questions of the data such as who was
involved, how, when, why, what they did and the consequences of their actions.* The
following memo (excerpt) was written immediately after the eighth interview with

registered nurse ‘Mandy.’
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This raised an issue that many participants, including Mandy, have mentioned — the
importance of assessing the suitability of the FM to stay. According to participants,
assessing FM’s suitability is vital because some may not be able to cope with
graphic resuscitation images, while others may become disruptive and hamper staff
efforts. However, Mandy maintained throughout the interview that despite the
potential disadvantages of having FMs there, the option to stay should be offered to

all suitable Family Members.

While writing this memo, an important focused code, ‘assessing suitability,” was first
constructed to explain a recurring process that was evident (but not yet named) in the first
eight interviews. This code was then raised to a tentative category in order to explore the
related processes further.® Previous and subsequent interviews were examined with this
tentative category in mind and multiple examples of ‘assessing suitability” were found. For

example:

We dragged her off the bed; we moved the bed away so they had a nice open space
to work with .... and the head paramedic said ‘you OK with this?” and I said

‘yeah.” (Trevor, Family Member (husband), Interview 3)

I would ask them, would you like to come in. And if they looked shocked and
horrified and terrified at the very thought then that’s fine, we’ll just back away
from that. If they look as though they’re considering it then 1’d go on and explain a
bit more. So I guess | would assess their initial response. (Lauren, Doctor,

Interview 11)

If they come in and they’re a complete riot of emotions and distraught, usually
what I’d try and do would be direct them out to a relative waiting area ... then go
and see them in a couple of minutes and check on them and see how they’re going,
and then put it to them if they wanna come in. (Bella, Registered Nurse, Interview
17)

As the study progressed, memos were written to describe how categories and sub-
categories emerged, evolved and inter-related, and to refine conceptual categories.®®® For
example, the following memo excerpt depicts how the lead author considered the
relationship between ‘assessing suitability’ and other focused codes and tentative
categories such as ‘valuing family presence.’
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The significance and ordering of each focused code and tentative category is
becoming both more and less clear. I previously hypothesised that the value
someone placed on FPDR would impact the extent to which they would overcome
barriers to allow and even invite FPDR - the greater the value a person assigned to
FPDR, the harder they would work to ensure it took place. For example, Darren
valued FPDR so highly for its perceived benefits that he worked hard to overcome
barriers such as staff attitudes, space limitations and staff shortages. He also
assessed the context, setting and people involved to determine whether FPDR was
suitable, and ensured that people who chose to accept the offer of presence were

adequately prepared.
Theoretical sampling

In keeping with the logic and inherent requirements of GTM research, theoretical sampling
was used to develop and refine the properties of the developing categories,® which in turn
increased category precision and made the analysis more abstract.® Theoretical sampling
was also used to demonstrate links between categories, and participants for whom
particular concepts appeared significant were asked to add their experiences to the existing
data set about a particular concept or category. For example during Interview 12 it first
became apparent that ‘valuing FPDR’ was an important tentative category that required
further exploration in subsequent interviews. After exploring this category with subsequent
participants, the significance of ‘valuing FPDR’ to the emerging theory became apparent,

as depicted in the previous memo.

As data generation and analysis progressed, the range of interview topics and questions
became progressively narrower in order to gather specific data to develop the emerging
theory.? For example, questions were added to the interview guide relating to who FPDR is
for and what drives different decision making and practices between clinical settings that
do and do not allow FPDR.

Category development and refinement

The development of categories was made possible by making constant comparisons and
writing theoretical memos about the analysis as described in the previous sections. After
the first 10 interviews, five tentative categories had emerged; 1) valuing family presence,
2) protecting self and others, 3) holding decisional power, 4) practicing within setting

norms and 5) claiming ownership.
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All interviews to that point in time, as well as subsequent interviews, were re-coded against
these tentative categories to determine their fit. Some tentative category names were
subsequently changed to encompass the data more completely. For example, ‘holding
decisional power’ was re-named ‘holding and relinquishing decisional power’ in order to
fully account for the different experiences involving power differentials. One of these
tentative categories ‘practicing within setting norms’ later became a property/condition of
a new category rather than being considered a category of its own. In other words, the
tentative category ‘practicing within setting norms’ became a property of the new category

‘setting boundaries.’

After 20 interviews, eight major categories had been constructed; 1) prioritising
preferences, rights and needs, 2) assessing suitability, 3) protecting others and self, 4)
claiming ownership, 5) being present by default, 6) setting boundaries, 7) experiencing

power differentials and 8) valuing family presence.

Further memoing and constant comparisons facilitated the continual refinement of
categories, subcategories and properties, and helped determine which categories could be
subsumed by others, which categories could stand alone, and how they all fit together. The
following memo excerpt details the analytical thinking behind the construction and
ordering of some of these new categories, subcategories and properties.

I was initially unable to decide how the tentative category ‘Valuing FPDR’ fit with
the sub-categories | had allocated to it; Attitudes, weighing benefits and risks,
personal experiences and beliefs, prioritising preferences/rights/needs, and dealing
with barriers. I realised the subcategories | had allocated to “Valuing FPDR’ were
all related to the question ‘under what circumstances do priorities change?’” |
therefore made them properties of the category “prioritising preferences, rights,
needs.’ | realised ‘Valuing FPDR’ now also fits within “prioritising preferences,

rights, needs’ however this relationship requires further exploration.

Diagramming and tabling were also used to re-order and refine the major categories. For
example, during the construction of Table 4, it became apparent how the core
categories/processes identified thus far (highlighted in capital letters in table 4) were
related, and the order in which these processes occurred during a resuscitation event
became clearer. It also became evident that some categories were properties rather than

stand-alone categories. For example at this stage, ‘experiencing power differentials’ was
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identified as a condition under which many of the other core processes (categories) took

place and was therefore no longer considered to be a category.

The categories presented in Table 4 all impacted the decision to allow or deny family

presence during resuscitation in an acute care setting. However at this point in the analysis,

the core category had not yet emerged from the data and the properties of the study

categories had not yet been saturated. Data generation and analysis therefore continued

until theoretical saturation occurred.

Table 4: Diagramming and tabling to redefine and reorder categories and subcategories

CATEGORY

EXPLANATION

CLAIMING OWNERSHIP
Experiencing power differentials

Claiming ownership of the space, the patient and
the resuscitation act. Someone says who can and
cannot be present; someone else complies or
refuses.

Claiming ownership is closely related to power and
authority. Whoever is considered to have the most
power successfully claims ownership.

Being present by default (*later re-named)
OPPORTUNISTIC PRESENCE

If are already present, a person’s chance of
remaining in the resuscitation room increases.
Once already present, that person is either
permitted to stay or asked to leave.

If asked to leave they either comply or refuse
Or the person stays by default because no-one
asked them to leave

PRIORITISING PREFERENCES, RIGHTS
AND NEEDS

ASSESSING SUITABILITY

SETTING BOUNDARIES

VALUING FAMILY PRESENCE

Assessing who and what situation is suitable, and
then setting boundaries around permissions
(PROVISIONAL PERMISSION) based on the
priority placed on that person’s preferences rights
and needs.

The value placed on family presence during
resuscitation determines how this prioritisation is
done and influences the assessment and boundaries
set.

PROTECTING OTHERS AND SELF

Protecting family members from resuscitation
scenes — whether they want this protection or not.
Protecting staff from being observed and
potentially judged. The level of protection judged
to be required influences the other processes at

play.
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Theoretical saturation

Data generation in GTM research continues until subsequent data is yielding scant/no new
information and further generation would not add anything useful to the study. Theoretical
saturation occurs when the category properties are saturated rather than the data itself.*® After
24 interviews with 25 participants (a husband and wife team were interviewed together), a
major/core process emerged that was subsequently developed into the core category. The lead
author then re-interviewed three key participants (a registered nurse, doctor and family
member) in order to fully saturate the properties of each major category. Existing transcripts
were also re-coded against the major categories as part of the theoretical saturation process. As
analysis progressed, the lead researcher continued to refine categories and re-order them as the

final substantive theory was constructed.
Emergence of the core category

During the processes of refining the major categories (see Table 4), the lead author used the
phrase ‘provisional permission’ to explain four of the major categories; 1) prioritising
preferences, rights and needs, 2) assessing suitability, 3) setting boundaries, and 4) valuing
family presence. At the time, this term did not resonate with the lead author and further
interviews were conducted. However, during the final interview and subsequent theoretical
memo construction, the phrase ‘conditional permission” prompted further refinement of
categories and sub-categories that led to the emergence of the core category, as evidenced in

the following memo excerpt.

| have used the term ‘conditional permission’ as a code/category previously when
analysing data. However during this interview | suddenly realised my two previous
categories of Setting Boundaries and Assessing suitability can both be subsumed by a
higher category - Constructing Conditional Permission. Thus ‘conditional permission’
becomes the category and Setting Boundaries and Assessing suitability become the
subcategories, along with the other already existing subcategory of prioritising

preferences rights and needs.

The systematic application of the grounded theory methods and processes detailed in this
article thus facilitated the emergence of the core category conditional permission. Table 5
traces the evolution of this core category from related initial and focused codes, and depicts the
relationship between this core category and its sub-categories. The core category - conditional
permission - explained the major process at work when health care professionals and family
members were involved in decision making around whether to allow or deny family presence

during resuscitation.
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Table 5: Development of the major category — ‘Conditional Permission’

INITIAL CODE EXAMPLES FOCUSED CODE SUBCATEGORY (Properties) CATEGORY
EXAMPLES
Placing patient needs above FMs Making value judgments Prioritising preferences, rights, needs Conditional
Permission
Staff deciding ‘what’s best’ for
patient/FM
Respecting individual preferences Supporting informed choices

Allowing FM to choose level of FPDR

Personal preferences impacting staff Staff preferences impacting

practices practice

Staff prioritising staff preferences

Deciding if prognosis suitable for FP Assessing prognosis Assessing Suitability (context, setting,
people)

Delaying FP until patient condition

suitable

Delaying FP until staff are ready / in Delaying presence Protecting others and self

control

Determining FM coping abilities

FM watching from a distance Watching from a safe distance  Setting Boundaries (physical, emotional,
theoretical)

Being aware of forensic implications

FM staying out of the way Minimising disruptions
Being able to remove disruptive FMs

Preparing and supporting FM Informed supported presence
Having a dedicated support person

available

FM, Family Members; FPDR, family presence during resuscitation; FP, family presence
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As mentioned previously, the aim of this article was not to present detailed findings from
the study; but instead to describe how the core category was constructed. However, a brief
explanation of the substantive grounded theory is presented below to further elucidate the

relationship between the grounded theory, the core category and its properties.
Conditional Permission: A Grounded Theory of Family Presence during Resuscitation

According to Charmaz*®** a substantive grounded theory is a ‘theoretical interpretation
or explanation of a delimited problem in a particular area.” Charmaz’s definition of theory
emphasises a theoretical understanding that is abstract and interpretivist, where the
understanding from the theory relies on the theorist’s interpretation of the studied

phenomenon.

The systematic application of the grounded theory methods and process detailed
throughout this paper facilitated the emergence of a core category (process) and
substantive grounded theory which created an abstract understanding of the data.® The
grounded theory developed in this study accounted for most of the relevant behaviour
when people were deciding to practice or participate in FPDR. As such, this grounded
theory meets the requirements of theory construction outlined by Charmaz®® and Glaser
and Strauss.* During the final stages of analysis and writing of the theory as part of the
doctoral thesis, existing literature was accessed by the lead author to support the emerging

3,4,37

theory, to situate the theory within the body of related literature and to demonstrate

how the current study built upon this body of evidence.>***°

The substantive theory developed during this study was The Social Construction of
Conditional Permission. This theory captured the patterns of meanings and actions that
reflected participant experiences, and explained the major social processes at work when
people were faced with a decision to practice or participate in FPDR. The core category,
conditional permission, comprised several major processes. These processes were enacted
by participants in a cyclic and interconnected manner in order to determine the level of
conditional permission for each FPDR event.

In the absence of formal policies or guidelines, the value placed on family presence by
health care professionals and family members had a significant impact on decision making
- demonstrated by particular groups claiming ownership of the patient, the setting and the
resuscitation act. Groups who claimed ownership were then able to determine or construct

‘conditional permission’ for FPDR by prioritising individual preferences, rights and needs,
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assessing suitability of the setting and the people involved, and setting physical, emotional
and theoretical boundaries around that presence, while at the same time protecting others

and self from potential risks.

FPDR always required some form of permission (inadvertent or implied), and was always
conditional, continually reassessed, and subject to retraction if the established boundaries
of conditional permission were breached. Established boundaries varied widely and were
influenced by the subjective attitudes and beliefs of the people setting these boundaries.
Health professionals and family members who valued FPDR placed fewer conditions on
presence, and were more likely to ensure those conditions could be met in order to ensure
FPDR was implemented. Conversely, health professionals and family members who did
not value FPDR placed multiple conditions on the practice; sometimes to the extent where
meeting them became impossible. Often, the conditions placed on FPDR were used as
rationales to justify denying the practice. In essence, conditional permission was impacted
most by the extent to which FPDR was valued by individuals and groups who claimed

control of permissions.

Our research indicates a strong need for formal protocols and associated education to
ensure that clinical practice is guided by evidence and standards for consumer safety and
welfare rather than by personal values and preferences of the individuals ‘in charge’ of

permissions.
Conclusion

GTM research is being increasingly employed to contribute to the current body of nursing
knowledge due to its ability to explain behaviour and facilitate the advancement of
conceptual theories that can be applied in practical situations. As such, attention to study
rigour is imperative to ensure subsequent clinical practice is safe, effective and based on
the best available empirical evidence. Appropriate rigour and enhanced transferability of
findings can be strengthened by the systematic application of the core GTM methods and
procedures that have been detailed and exemplified in this article. Researchers using
grounded theory methods can also strengthen the knowledge claims of their research if
they are explicit about the way in which they employed core methods to construct their
grounded theory. This article provides a worked example of the systematic application of
grounded theory methods and processes and traced the construction of the core category

‘Conditional Permission’ from initial and focused codes, subcategories and properties,
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through to its position in the final substantive grounded theory. Such elucidation of data
from initial codes to substantive category can assist novice researchers to develop rigorous

analytic techniques in order to strengthen their study outcomes.
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CRITERIA

HOW THE CRITERIA WERE MET IN THE CURRENT STUDY

Credibility

Intimate familiarity with the topic achieved

Sufficient data generated to warrant claims

Systematic comparisons made between

incidents and categories

Strong logical links made between data,

the argument and the analysis

Enough evidence provided for the claims to

allow the reader to form an independent
assessment of credibility and agree with

the claims?

Previous knowledge and experience, a comprehensive preliminary literature review, multiple in-depth
interviews, the constant comparative method, and a secondary literature review all contributed to
intimate familiarity with the phenomenon

27 in-depth interviews with 25 participants — all with personal experiences relevant to the research aims
The constant comparative method was used throughout the research, together with memoing in order to
systematically compare data with data, data with incidents and processes, codes with categories etc as
outlined earlier in this chapter

Constant comparisons in conjunction with memoing, diagramming and dialoguing are presented
throughout the thesis and within the appendices

The thesis contains a comprehensive audit trail that would allow the reader to independently assess

credibility of the research processes and findings and draw the same or similar conclusions.

Originality

Categories are fresh, offer new insights
The analysis provides new conceptual
rendering of the data

The social and theoretical significance has
been considered

The theory challenges, extends refines

current ideas, concepts, practise

The core categories offer insights that both support and build upon the current body of knowledge

All stages of analysis are transparent and provide examples of conceptual analysis and theorising

Both the theoretical significance and social and practical implications have been considered and are
presented within the findings / discussion chapters
The substantive grounded theory offer insights that both challenge and support current theories, and build

upon the current body of knowledge
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Resonance

The categories portray the fullness of the
studied experience

Both liminal and taken for granted
meanings have been revealed

Links made between larger collectives and
individual lives when data indicated

The Grounded Theory make sense to

participants

The analysis offer participants deeper

insights about their lives and worlds

Multiple in-depth interviews exploring the phenomenon from multiple perspectives provide a full and
robust presentation and analysis of the studied experience

This was addressed during the in-depth interviews by ensuring that taken-for-granted meanings and beliefs
were clarified with participants

In keeping with the symbolic interactionist perspective used for this research, both individual and collective
interpretations and constructions of meaning have been considered

Participants who viewed preliminary findings could see the relevance to both themselves and others. For
example Carol could easily place herself in the ‘high power’ quadrant of the findings matrix. ‘Yeah — that’s
probably where | sat. And perhaps because of my, familiarity with emergency departments and resus and,
and, and sort of hospital procedures — perhaps that, made me feel like | had more, more power in that
situation. And because I’'m a leader in that situation, quite frequently.” Carol could see where HPs and
family members would fit within the matrix, and also how value judgements could be applied in various
FPDR scenarios.

June stated, ‘It really made sense, and that’s why, it wasn’t until we were talking about it — | thought — |
looked at that [the findings matrix] and went ‘Of course!’ It just clicked in my brain, what | was thinking. |

hadn’t, conceptualised it that way before. But seeing it written that way, made a lot of sense.’

Usefulness

The analysis offers implications that people
can use in their everyday worlds

The analytic categories suggest generic
processes

The analysis could spark further research in
other substantive areas

The research contributes to knowledge and

to making a better world

The findings provide pragmatic implications that could be used to formulate relevant policies around FPDR

The core categories are sufficiently generic to allow application to decision-making in other contexts

The substantive grounded theory could be applied and built upon in subsequent research into decision-
making in many different health care contexts
The substantive grounded theory builds upon our current body of knowledge and offers useful and

importance insights into decision-making around FPDR
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Terminology

Study

Allow, Allowing, Not

allowed

Given the option,

opportunity, choice

Consider inviting

Excluded

Permission, Permit

Oppose or favour
Forbid

Deny / denied
Support
Appropriate /
acceptable
Approve / not

approve

Al-Mutair et al. 2012, Basol et al. 2009, Bassler 1999, Beckman 2002,
Booth et al. 2004, Chalk 1995, Davidson et al. 2011, Jarvis 1998;
Hallgrimsdottir 2000; Helmer et al. 2000; Ellison 2003; Goldberger et al.
2015; Goodenough & Brysiewicz 2003; Fernandez 2004; Gold et al. 2006;
Kuzin et al. 2007; Kotkis & Tabak 2008; Gunes & Zaybak 2009; Koberich et
al. 2010; Gordon et al. 2011; Jones et al. 2011; Kosowan & Jensen 2011;
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