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Summary

Depression is poorly recognised, under-assessedratat-treated in patients
receiving palliative care for a life-limiting illrss. There are barriers to assessment
and diagnosis, and limited access to specialisicidins who might assist in these

complex assessments and who could provide optmrisdatment.

The three studies presented, using different reeeaethodologies, and using
both qualitative and quantitative analysis, see#dcofy these issues and to
provide some solutions. A questionnaire was seatl tBalliative Care Services
(PCS) in Australia. Questions included what paeicsist psychological
clinicians played in multi-disciplinary team meefnand in the treatment or
coordination of patient care. Very few PCS usedla&\screening instrument for
psychological distress and very few had regulapstfrom a psychiatrist or

psychologist. Many did not have access to sociakwapport.

There are two competing issues with regard to neisatg and assessing
depression in palliative populations. A rapid releascreen that points to a likely
problem would be useful, but also there is a neathtlerstand something of the

patient experience of depression.

In the second study, the one- and two-item scregenstruments widely used in
palliative care are examined and limitations treatenbeen found in other settings
are confirmed. A new novel screening tool is depetbfrom this data and tested
empirically. This algorithm is short, has good gsymetric properties and is
validated for an Australian palliative care popuat Depending on the response
pattern it is possible to identify that a partieydatient has significant symptoms
of depression by asking between one and four quesstProfessional carer and

patient acceptability of the questions is high.

The understanding of the experience and symptofilgoad depression in



Australian palliative care patients is addresseatiénthird study. Patients and
family carers were recruited prospectively fromlipéil’e care and oncology
ambulatory clinics of two teaching hospitals infarstralian capital city. The
Geriatric Depression Scale (GDS) was administesetd patient and the
Collateral Source version of this instrument wdsedf the carer. A subset of
this sample completed the measures twice. Thetsassihg this 30-item scale
were then compared with all the known previousllhed short versions of this
scale. Two short forms met as many psychometrerdaiias the longer forms.
None of the versions of the GDS showed sufficiehtth correlations between
carer-completed and patient-completed forms. Téguency of symptoms was
also assessed. Patients more frequently repotigddaand anhedonia than

depressed affect.

Despite many screening instruments being avail@oldepression, their use is
limited in Palliative Care Services. Although thesedies have validated several
options for Australian palliative care patients® thsues behind the low uptake
rates for screening have not been resolved. Tla¢ dimapter of this thesis
constructs known and potential barriers into adabstructure and then offers
some solutions to improve access to mental heattfe gsionals by considering
service models and applying this theory to the lemobof depression and its

assessment in palliative care populations.
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Chapter 1

Thesis structure and contributions

The interface of two major issues, depression atithpive care, is considered in

this thesis.

Developing interest

The first sparks of my interest in this particudaea of palliative medicine arose

in discussions with colleagues. Increasingly | hadome aware of the burden of
depression for both palliative care patients aed ttarers. The combination of
terminal illness and depression seemed too mucarfpione person to bear; these
patients made me feel inadequate and frustratedy Mamy acquaintances and
colleagues seemed to expect that depression watldatly accompany a

terminal condition, but not all of my patients welepressed.

Case study

To face either depression or the end of one’sdifeot easy. Even when the
diagnosis of depression was apparent, major diffgziof care were obvious to
me. But depression may not always be obvious, amkIchallenged to consider
my skills of assessment, and to wonder how oftiead not considered depression
as an issue, or missed the diagnosis completelycéike study described in
Chapter 2 was a particularly pertinent episodeal a pivotal experience, one

with the potential to change personal and profesdigalues and interests.

Early influences

| had read some of the palliative care literatireut depression and was able to
visit Dr (now Prof) Mari Lloyd-Williams in 1999 whreshe was working in



Leicester, UK. | had worked in Leicester in my gaobst-graduate years and the
coincidence of another Palliative Medicine colleaguith a general practice
background and an interest in depression was eagingy. Prof Lloyd-Williams
generously spent an afternoon with me. Her knowdesigd enthusiasm left me
wanting to know more. | was stimulated to considether the dilemma of
depression in my clinical practice. Prof Lloyd-Wélns kindly allowed me to
adapt her questionnaire of psychosocial serviceigion in hospices in the
United Kingdom for Study 1.

Availability of staff and the use of screening instruments

The first of the studies of this thesis was a gastavey of psychological and
social service provision in all specialist PallatiCare Services in Australia. The
survey assessed the availability of psychologindl social service providers and
the knowledge and use of screening instrumentgdpchological distress in
Australian Palliative Care Services. The modificatof the questionnaire,
distribution, collation, data entry, statisticabiysis and writing are all my work

entirely.

Current brief screening instruments and developing a new one

| met Dr Julie Robinson, an academic psychologith the School of Psychology
at Flinders University, at about the same time. Isdetbeen studying cognitive
failure in Daw House hospice patients. My growintgrest in depression in this
population led to a collaboration that resulte&indy 2. This study addressed the
issue of screening within the palliative care pagioh and assessed the
psychometric properties of a one- and two-itemestireg instrument for
depression in an Australian in-patient and comnyypetlliative care population.
This study did not confirm previously publisheddings of a Canadian
population using similar questioh# novel brief screening tool with sound
psychometric properties, not based on a scoringsysvas derived empirically
to offer a quick validated tool for use in Austaalipopulations. The algorithm or

“Short Screen for Depression Symptoms (SSDS)” heerias of conditional
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steps, which lead to a judgement, rather than besgpred screening instrument.
This new instrument provides an alternative sotutmthe problem of

recognition. A minimum of one and a maximum of fquestions are asked, with
less than 50% of participants being required tavansll questions. The
psychometric properties of the SSDS were assessed three different
classification systems for depression; the Diago@std Statistical Manual of
Mental Disorders (DSM), the International Classifion of Disease (ICD) and
the Psychogeriatric Assessment Scales-Depressi-[P. These assessments
were independently confirmed by deriving consisteames from an unstructured

patient interview about emotions and feelings.

The research question about the utility of one-taaditem screening questions
in Australian palliative care patients was minee Tesign and organisational
issues of the research became a joint effort. Ithvadead clinician being
responsible for discussions with and educatiomefdinical team who asked the
initial screening questions of patients admitteditber the in-patient or
community palliative care program. | provided atigli and emotional support to
the research assistants who conducted the intes\aéwatients. The research
assistants were honours students from the Schd@dyathology at Flinders
University. They had interviewing skills but no ex@nce of the confronting
issues associated with terminally ill patients.Rabinson has played no part in
recruitment or the writing of Chapter 5 of thisslee However, part of the data on
which Chapter 5 is based led to a co-authored gatidin, with her as the lead
author (Appendix 5.1} The concept of creating a stepped algorithm was he
The development of this instrument, the writingrad Palliative Medicinearticle
and data analysis for this article was conductedljo This publication was
written to introduce a novel brief screening instant to palliative clinicians. One
of the honours students, Ms Grace Ellis was giveamjpssion to conduct a
sub-study, in which part of the data on which Chaptwas based was
supplemented with additional data collection. Slas granted ethics approval for
this work and it was presented as her Honoursgh8&éie was assisted by us to

publish her study and this is cited in Chapter thinliterature review.No part of
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that publication is in common with any chapterto$tthesis.

Multi-item screening instruments tested in palliative care patients

The third study in this thesis also addresseddteei of assessing depression in
palliative care patients. There are two complemgnssues with regard to
recognising and assessing depression in thesegimmsd. A rapid reliable screen
that points to a likely problem, such as the oneetiged in Study 2, is useful, but
there is also a need to understand something gfatient experience of
depression. Palliative clinicians need to have Ipettspectives in mind and to

have access to instruments that help examine Ispiécts of depression.

The Geriatric Depression Scale (GDS) is an instnirtteat is widely used in
psychiatric practice and has many published sloom$. This instrument allows
clinicians to gain insight into the experience agchptom profile of depression.
The utility of the GDS in Australian palliative epatients is the focus of the
third and final study. Patients and family careesewecruited prospectively from
attenders at palliative care and oncology ambulattnics of two teaching
hospitals in an Australian capital city. Patienerevassessed for cognitive
capacity and a symptom assessment scale was athredisvhich included a
visual analogue scale for depression. The GeriBiglgression Scale (GDS) was
administered to the patient and the Collateral &owersion of this instrument
was asked of the carer. Carers and family membereguently asked to

provide information about symptom issues of thamily member, to act as
proxies or to act as alternate or collateral saiafenformation. This is often
done in clinical practice with little thought fdre implications of such
assessments. Many palliative care patients cammoplete standard assessments
of psychological symptoms and illness becausdradsk-related fatigue,

cognitive decline or cognitive failure. The valuepooxy assessments in this
population was measured. A subset of patients arets£completed the measures

twice.

12



The third study also examined and compared thesénecy with which patients
showed a wide range of non-somatic symptoms ofedspwn. Very few studies of
depression that have used multi-item scales haarterl the frequency of
specific symptoms of depression. There is relagilitle quantitative data about
the way in which symptoms of depression are expresspalliative populations.
Neither has there been a focus on the types of ®yngof depression that
collateral sources report being present in patjetfisough it is often clinical
practice to ask a personal or professional careomoment on a patient’s
condition or symptoms. Patients more frequentlypregu fatigue and anhedonia

than depressed affect.

The data on which the third study was based foranedb-study of a National
Health and Medical Research Council (NH&MRC) fungedject known as “The
Objective Assessment of the Trajectory of the CewfsTerminal Illiness Study”.

| was one of the chief investigators and am ind&ktemy fellow chief
investigators, Prof Neil Piller, Prof Adrian Esteamand Dr Roger Hunt, for
allowing me to use this component of the reseawclthis thesis. | provided the
majority of the recruitment for the cancer armfo$ tmulti-site, multi-disease
study and the clinical support for the researcistes® who was employed by this
project to collect and enter data. The design efp$ychological and cognitive
components of this study was developed in consoiftatith Dr Robinson,
although she is not a chief investigator of thggmb Some of the analyses of this
data were performed jointly and it is now impossitdl separate individual
contributions between myself and Dr Robinson. Maténcluded in Chapter 6
has been submitted for publication to the jouRelliative & Supportive Care

with me as the primary author.

Other barriers to the assessment and management of depression

Some of the patient, clinical and organisationatibes to the assessment of
depression are then explored in Chapter 7, ussymenesis of the literature.
Possible service delivery models are presentedaas/af increasing access to
psychological and mental health professionals. phesides clinicians and

13



administrators of Palliative Care Services with sarptions to maximise existing
resources, to improve linkages, relationships axeéss to mental health
professionals. It is argued that there is a regpiitg not only to detect
depression but also to have adequate resourceartaga the outcome of these
assessments.

The synthesis of the literature and thoughts alealtand perceived barriers to
the assessment of depression in palliative caredrags from conversations
between me and Dr Robinson. | have presented tieeof the subject matter of
Chapter 7 as an oral presentation at th&lgtional Palliative Care Australia
Conference in Sydney in 2005. The preparation isftdik and the writing of
Chapter 7 are my own work entirely. Dr Robinson wited as a co-author for

this oral presentation because of her input intoréfasoning behind this work.

Summary

Three separate studies, using different researthadelogies, and using both
qualitative and quantitative analysis, have denmratest the paucity of mental
health professionals in Australian Palliative C8egvices and the limited use by
palliative care clinicians of screening tools fayphological distress. The one-
and two-item screening instruments widely usedati®ive Care Services are
examined and limitations that have been found esettings are confirmed in
this Australian palliative care patient populatidnnew novel screening tool is
developed from this data and tested empiricallygeamulti-item screening
instruments are likely to provide understandinghef symptom burden in
palliative care patients. A screening instrumeat tias been used extensively in
psychiatric practice, the GDS and the many pubtigtert forms, are examined

in another palliative population and the value afec-reports assessed.

Despite many screening instruments for depressamgkavailable, their use is
limited in Palliative Care Services. Although thesedies have validated several
options for Australian palliative care patient thsues behind the low uptake

rates for screening have not been resolved. Otmeiebs are likely to exist.
14



The final chapter of this thesis constructs knowd potential barriers into a
logical structure and then tries to offer some sohs to improve access to
psychosocial professionals by considering serviodets and applying this theory

to the problem of depression and its assessmeuatliative care populations.

Diagram 1.1 is a pictorial representation of thhacttire of this thesis.

This thesis is limited to the identification ang@ssment of depression. It is
acknowledged that the actual nosology of depredsiopen to diverse
interpretations, but they are beyond the scophistthesis. Furthermore,
decisions about treatment options and the relatiegts of different interventions

and therapies for depression will not be considered
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Diagram 1.1 Pictorial representation of the thesis structure
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Chapter 2

Introduction

| sat by the bedside of a 15-year-old girl. She eeh diagnosed with a primary
hepatocellular malignancy 18 months earlier. Tlna initially been great hope
of cure and great expectations had been investedrgery and chemotherapy to

effect a cure.

Unfortunately the disease was now progressing.€ltvas a large metastasis in
her pelvis and this was now causing urinary ditfies and deep pelvic pain. She
had exhausted simple analgesics and opioids hadib&#educed. Over the next
weeks, bilateral leg oedema developed and her gdiyfsinction was
deteriorating. She had fallen several times. Dicsdtad been introduced and a
trial of steroids had been contemplated. All trise in the context of a young
woman on the brink of adult life, living with heingle mother and two younger
sisters. There were many physical symptoms andseasie-modifying therapies
available. The mother and the girl herself hadided|to have palliative

radiotherapy because of a previous bad experience.

Was she depressed? She was talking about deatheantterlife, and there were
many stories about fairies. She was not eating nergh and her sleep pattern
was very disturbed. Was this normal teenage behe¥iat times she was tearful.
Who would not cry at a time like this? At other &#snher mood appeared overly
cheerful and forced. And then she was withdrawmayand less reactive. What

is normal for a 15-year-old girl facing the endhef life?

And how did | feel about this? Was | being totailyjective? | attempted to
provide this girl and her family with supportivewrselling. | sought assistance
from the psychologist from the tertiary paediatraspital where she had initially

been treated. This girl was no longer able to tragsily. She and her mother

17



asked me about a priest and | located a young wgmaest who visited several

times.

After several weeks | prescribed an antidepres3émere had been some disquiet
from some members of the multi-disciplinary PailiatCare team with
suggestions that perhaps | was trying to medicat@mal and expected reaction.
The nausea became somewhat more of an issue, mbsibpy caused by the
antidepressant. And after two weeks there did ppear to be any benefits,
although most of the other side effects were legasive. She continued taking

the medication for another 10 days.

| sought advice from the adult liaison psychiagywice in the hospital in which |
am based. | sought advice from the tertiary pagdipsychiatric service. | was
getting conflicting recommendations. | changeddapgressants and with some

trepidation visited 10 days later.

A smiling young woman, who was dressed, greete@miie driveway. She
almost ran to meet me. Her leg oedema was resolkiagpain was diminishing
and she had insisted that the urinary catheteeim®ved on the previous day and
she was micturating normally. | had a sense of woathd failure at the same
time. What was happening? Why had | not startesirttedication earlier? Was it
an effect of the medication at all? Was this respamnd its magnitude possible? It

raised more questions than there were answers.

Was this depression? Could it have been diagnasdidr®@ How can one
recognise depression in the seriously ill and tieg? Are their symptoms
different from the general population? What areltbst interventions, and are
responses to therapies different in this popul&tioimad seen some barriers to
diagnosing depression. It appeared that commusifgtpatric support was not
always readily available. What other barriers asti¢s are there and what other
resources might | have used? As a palliative meéispecialist | have some skills

in assessing symptoms of depression and am abtotdinate supports and

18



initiate treatments, but how might this be improvedothers in my position or

clinicians with less access to advice and support?

| had been accused of medicalising a normal prdogs®me of the other team
members. There had been large anxieties about atexdis and uncertainties
about which to use. General Practitioners and Comitjnilurses are often the
only palliative care health professionals for lapgets of Australia. | am fortunate
to work in a multi-disciplinary specialist Pallie¢i Care team with access to many
different professional services. What are the pshadical supports available to
Australians facing the end of their lives? Can psjogical distress be recognised
more readily and care be improved for this groupexple? What are the barriers
to recognising and managing this problem? Thesea@re of the questions that

have led me to this study.

19



Chapter 3

Literature review

Introduction

Palliative Care, the care of those anticipatingetheé of their lives, is a developing
area of medical care. Depression is a significesue for all Australians. There is
a growing body of research about depression ingpak care populations and
concern that it is a difficult and not particulavigell-managed problem. This may
relate to the inherent nature of depression, bpwssibly compounded by the
difficulties of assessment and management in piaiigoopulations, a group of
people with many physical symptoms and the addedeouof the existential
issues associated with anticipating the end of Tifes review of the literature will

consider depression, palliative care and how theseareas intersect.

Depression

Depression is a major health issue in Australthas a significant and often
unseen impact on the well-being and quality offifef the people it affects and
on those around them. However, the construct afiditiien of depression is
difficult. It is poorly understood. The general fiatand even health professionals
may have quite different and divergent conceptdetstandings and beliefs about
what depression is. The general public may consideng, feeling sad, being
melancholic or feeling “upset” or “down and blue’lie depression. Palliative
care professionals are often untrained in psychcdbdpealth assessment and
management. They are likely to have varied andiplyssiaccurate concepts
about psychological illness. A mental health prei@sal diagnosis of a major
depressive illness requires a constellation ofifipexymptoms that may include
feelings of sadness and feeling “down and bluet #ina pervasive and
persistent'® Symptoms are on a spectrum of severity and camexo a
psychotic illness with loss of contact with reakyd with loss of hope for the

20



present or the future. Even the diagnostic systamsosed by specialist
psychological authorities vary in the symptom cangs that are described to
make a diagnosis, and the instructions and adv¥feeeal may be difficult to

interpret and implement.

Depression is a prevalent problem in our soci&ly Depression is poorly
recognised and poorly treatéd®*°within palliative care patienfsgausing
increased suffering and hardship for these patemdstheir carers and families.
Physical symptom control can be much more diffitolachieve in these
patients’® Carers’ ability to support their depressed familgmber or friend may
be diminished, at a time when there may be vetlg lgleasure remaining in their
lives. Interaction with and assistance from hea#tie providers can be impeded,
resulting in poorer health outconf@&> Depressed patients are less likely to
attend appointment$.They are likely to feel bad about themselves anuake
people around them feel uncomfortable, further @ergting their isolation. They
are more likely to be seen as “bad” or “difficuttatients, further reinforcing these

negative feelings.

Diagnosis of depression

There are accepted systems for classifying the &ymgpand signs required to
make a diagnosis of depressiofiThere is however no single universally agreed
system to confirm such a diagnosis and no one tigemeasure. The “gold
standard” for making a diagnosis remains a systiepstuctured clinical

interview followed by the judgement of a mentalltiearofessional. The two

2 In this thesis people living with a known life-litimg illness, those diagnosed with a terminal
illness and those being cared for or supported Bslbative Care Service, as well as those
admitted to hospice or palliative care in-patiexdilities, will all be referred to as “patients’his

is not meant to be disrespectful or pejorative. $ene disciplines “clients” may be the preferred

term of reference. The terms used should not karréeb to understanding.
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widely accepted classifications of mental illnessesthe Diagnostic and
Statistical Manual of Mental Disorders (DSM) of thmerican Psychiatric
Associatiorl’ and the International Classification of Diseas€®j developed by
the World Health OrganisatiohMany of the symptoms that might be considered
may be on the continuum from normal variation timical disease or condition.
There is also possible overlap of symptom critesith other known physical and
psychological diseases and conditions. The diagnpsicess requires the patient
to have the physical, mental and psychological lodipato participate. There are
clearly potential and real barriers to the assessamad diagnosis of depression,

particularly in terminal iliness.

Diagnostic and Statistical Manual of Mental Disogjeversion IV (DSM-1V)

The DSM-IV is a widely accepted diagnostic systémequires that symptoms
have been present and persistent for two weekseThast be depressed affect or
anhedonia and at least four other symptoms, inetuduilt or worthlessness,
thoughts of death or suicide, diminished conceioimadisturbances in sleep, loss
of appetite or weight, lack of energy or fatiguel asychomotor agitation or
retardation. These symptoms can be divided intecéffe, i.e. related to mood,

somatic, i.e. bodily symptoms, and cognitive, anpyoms of thinking.

The International Classification of Diseases, \@rgi0 (ICD-10)

The International Classification of Diseases (I®@3$ been developed by the
World Health Organisation. For a severe depresspigode it states that the
patient “suffers from lowering of mood, reducticihemergy, and decrease in
activity. Other symptoms may include reduced capdor enjoyment, interest,
concentration, and marked tiredness after evermmaingffort. Sleep is usually
disturbed and appetite diminished. Self-esteemseifeconfidence are almost
always reduced and, even in the mild form, somasdd guilt or worthlessness
are often present. The lowered mood varies litdenfday to day, is unresponsive
to circumstances and may be accompanied by sadcalenatic” symptoms,

such as marked psychomotor retardation, agitali@s, of appetite, weight loss
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and loss of libido. These symptoms are marked &icedsing in a severe
depression, typically with loss of self-esteem attes of worthlessness or

»n9

guilt.”” Suicidal thoughts and acts are common and a nuaitsomatic”

symptoms are usually present.

These two reference standards have different decrsies and different
classification systems. Patients meet DSM-IV symptwiteria if they report five
or more of the listed symptoms, at least one otWinnust be anhedonia or
depressed affect. Patients meet ICD-10 symptorriiif they report two or
more of the three “typical symptoms” (anhedonigyrdesed affect and fatigue)

and at least four of the “other symptoms” (TablE) 3.
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Table 31 Comparison of symptoms assessed by DSM-1V and ICD-10

Concentration problems or ~ Concentration or thinking
indecisiveness problems

DSM-IV ICD-10
=  Depressed affect Depressed affect z
=8 2
5 Q
® O . . —
@ >  Anhedonia Anhedonia s
m O
e,
Fatigue Fatigue >
(7]
()
5 Weight loss or change in Change in appetite
3 appetite
3 z
c Insomnia or hypersomnia Sleep disturbance ®
Py o
= S
::DT' Psychomotor agitation or Psychomotor agitation or C
@ retardation retardation fg
) =
§ Worthlessness or guilt Guilt o
=] @
=) (%))
3 <
® 3
=t
o
3
(7))

Recurrent thoughts of death oRecurrent thoughts of death or
suicide ideation suicide

The similarities between the DSM-IV and ICD-10 siéisations are striking and
the differences relatively minor. These have bestewed recentf and it has
been suggested that the “small differences in diefim[be] ironed out and a

single set be used both clinically and for rese&fth

Barriers

Three types of barriers to effective managemeuneptession in palliative care
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have been identified: recognition barriers, diagiedzarriers, and treatment

barriers related to patients, clinicians and hegdile systems.

Recognition and diagnostic barriers
Patient

Patients create an important barrier to the rec¢imgnof depression by their
failure to disclose psychological distré&Reasons may include a belief that talk
about emotions is a waste of doctors’ tifiéhat they are responsible for their
own distress? that depression is too common to be notewottiand patient
“stoicism” 3! Indeed, patients may actively deny their psychicligdistress in
order to avoid the stigma associated with psychobglisorders, because they
believe depression is a sign of weakness, to asaniding additional worry to
their families, or because they fear being seamgsateful for the efforts of their
family and clinicians® Patient disclosure is also influenced by clinisian
conscious or unconscious use of tactics that lingitexpression of emotional
distress®

Clinicians

Clinicians also directly contribute several basier the recognition and diagnosis
of depression. Clinicians may have low motivationdentify patients with
depressiori® Depression can be difficult to detect accuratilis a syndromal
disorder: no biological markers can be used totifleit. Diagnosis relies on
emotions, behaviours, and cognitions that ovetiage reported by patients with
other psychological disorders and patients witlpsychological disorder. As a
result, it is known that symptoms of depression matybe recognised accurately
by day care staff? nurses>**3°or doctoré*****who do not have specialist
mental health training. Nurses recruited to paleatare services are rarely
required to have mental health training and thentiouing education generally

fails to focus on these issu¥s.
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Health care systems

Health care systems also provide barriers to andisig of depression. Psychiatric
illnesses detected prior to the patients’ referal Palliative Care Service are
often not mentioned in transfer lettErbecause such information is not explicitly
asked for. The referral form designed for the ti@nsf information between
specialist PCS in Adelaide, “Metropolitan PalligiCare Referral”, is an example
of such a gap in information provision. It has pptsifor demographic
information and physical diagnosis but no spegfiampts for psychological

information and very little space for free text (fgmdix 3.1).

Treatment barriers
Patient

Patients can present barriers to the treatmen¢mfedsion. They may be unable to
participate in psychological “talking-therapies&dause of a lack of

psychological mindedness, cognitive deterioratiofadure, or because of
physical symptoms such as impaired speech andi&tithe oral route for the
administration of medication may be unreliable of possible because of the
patient’s disease process or deteriorating phy§iceition. Compliance may be
erratic because of fears about medications andtitp@ma associated with taking
anti-depressant medications. The concern abouteffdets such as drowsiness

may also limit willingness to take these prepareio

Clinician

Palliative care clinicians may create barriersfteative treatment. There may be
a belief that patients cannot respond to anti-desanets at the end of their

lives 383 Gate-keeping behaviours may occur because offgéfiat these people
have suffered too much already and that the adtratisn of further medication
or the provision of psychotherapy may cause anceassary and intrusive burden.

The known delay in therapeutic benefit of anti-ésgants may be a barrier to
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prescribing such medication.

Health care system

Health care systems can add to the difficulty eating depression. There may be
concerns that expending limited resources on darirent of psychological
illness may divert funds from other significant ggethaps more visible needs.
Many palliative care services lack sufficient ascesmental health specialists to

allow timely and appropriate treatment of deprasig’

There are only limited drugs for the pharmacololgicanagement of depression.
They are all oral preparations. Palliative caregoas frequently have difficulty
with oral preparations as the end of their livegrapches. There is only one
medication that is available as a liquid preparatioAustralia, i.e. Fluoxetine,
and this formulation has recently been removed frioenPharmaceutical Benefits
Schedule (PBS), decreasing ease of access andsimggehe cost to the patient.
Fluoxetine is available as a dispersible tabletMirthzapine has an orally
disintegrating preparation, both of which are aa# on the PBS. There are no
parenteral anti-depressant drugs available in AliatrSome of the
anti-depressants have Pharmaceutical Benefits 8thegstrictions limiting when
they may be prescribed, e.g. in severe depredsioa,major depressive disorder,
for obsessive-compulsive disorder, for panic disosdThese restrictions may

cause a delay in prescribing for a palliative qaagent with a limited prognosis.

Prevalence of depression

In Australia, the current 1-month prevalence ofanaiepression in the general
population is 3 — 5% This is similar to the reported prevalence inltmited

States of America and the United Kingd8mepression is reported to be more
common in the unemployed, smokers, and those havingdical conditioi>*®

as well as being in mid lif&*°those previously married and in femafé&&®

Depression is predicted to be one of the leadimgritutors to the burden of
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disease in the next two decad®s.

In the medically unwell, the assessment of deppassimore problematic and the
prevalence is much more difficult to determinealsystematic review of the
prevalence of depression in patients with advanitszhase, particularly advanced
cancer and amongst mixed hospice populationgaléative care populations,
Hotopf et at® found that depression was a common problem; howéwe quality
of research was poor. The prevalence of depressioad between 1% and 50%.
This variation is likely to be because of small ptersize, and large attrition and
exclusion rates, due to deteriorating physical medtal function and death, and
different definitions for making a diagnosis of degsion. Many studies provided
limited information about participants includingndegraphic and clinical details,
and failed to provide “any data on the extent @esiéy of the participants’
disease and their survival.” The generally agraedgence of depression in the
medically unwell and in palliative care populatidsa25%>° Depression in this
population is greater in the youfi@nd in some particular diseases (e.g.
carcinoma of the pancrea$)There have been studies of the interaction between
asthma and diabetes with depression, showing titlatinereased physical

symptoms there is also an increase in depressiin.

Diagnosing depression and somatic symptoms

A DSM-IV diagnosis of a major depressive episodpiies that five symptoms,
which may include both psychological and somatimgipoms, be present during
the same period and that one of these is eitheesdspd affect or anhedorifa.
DSM-IV diagnostic criteria for a major depressiygsede include somatic
symptoms that are common amongst medically illgpasi. These somatic
symptoms of depression may overlap with the symptofrmany medical
illnesses. DSM-1V instructs doctors to exclude pttd somatic symptoms of
depression “when they are clearly and fully accedribor by a general medical
condition.”™® But this advice creates practical proble¥hBor a population with a
large number of “somatic symptoms,” this instructis not as easily translated

into practice as might be suggested. It is oftegpassible to determine the
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aetiology of symptoms. There is concern that incigégomatic symptoms of
unknown aetiology may lead to over-diagnosing degioa®>°>’ Alternatives to
DSM-IV and ICD-10 classifications of depression édeen proposed to
differentiate depression from symptoms of a wideyeaof medical conditions,
including cancer! Parkinson’s Diseas& dementia; chronic paifi’ and
generally for the elderly/®* They include three approaches: “aetiological”
(case-by-case or blanket exclusion from diagnastieria of symptoms judged
likely to be due to medical iliness or ageing);clumsive” (inclusion of all
symptoms regardless of aetiology); and “substi&itigubstitution of additional

psychological symptoms for most or all somatic songs)**3"°76263

Judging whether a symptom is “clearly and fully@aated for” by the patient’s
medical condition may be impractical. Ellis et @mpared the two extreme

approaches that do not require this judgement:

a) inclusion of somatic symptoms regardless of aagipl.e. the DSM-IV

guideline is ignored) and

b) exclusion of somatic symptoms which might be causethe patient’s

medical condition or ageing.

Somatic symptoms regardless of their aetiologyndiladversely affect the
identification of patients who showed evidence ®fghological distress
warranting follow-up. In contrast, the exclusionsoimatic symptoms potentially
due to disease or ageing led to under-recognitignsychological distress.
Suggestions that somatic symptoms be excludedbstituted when assessing
older and medically ill adult§°*®>were not supported. Whether somatic
symptoms should be included, treated in a spewdig or be excluded needs

further clarification and investigation.
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Screening instruments

One option to assist in the difficulty of makingliagnosis of depression is the use
of screening instruments or tools. Screening ie stematic application of a test
or inquiry, to identify people at sufficient risk @ specific disorder to warrant
further investigation or direct preventative actiamongst persons who have not
sought medical attention on account of symptontsatfdisorder.® A wide

range of screening tools for depression is ava&bi*

However, concerns have been raised about the ityatilmany palliative patients
to complete then?® the appropriateness of their cont&Ht: length/® and their

psychometric properties when used in palliativetexis %%

Brief versus multi-item instruments

Assessment of depressionpalliative care patients has taken two formsicivh
reflect two different aims. Brief screening instremts! often consisting of only
one or two items, have been developed within galéacare populations to
identify patients who warrant further assessmeimtervention. Longer
multi-item instruments and interviews, originallgweloped for other populations,
have been applied ifi*? or adapted f6f* use in palliative care. Their aim is to
provide insight into the patient’s experience aawge of symptoms in addition to
identifying patients who warrant further assessnogmtervention. The
multi-item tools currently in widest use have a emof disadvantages in
palliative populations. Many include somatic synmpsoof depressioff.#48
include more than 10 iterff*and use changing and complex response

alternative$® 73

A single question: Are you depressed?

A possible solution to the problem of screeningdepression in palliative care
patients was provided by a single question conngrdepressed affect, drawn
from the Schedule for Affective Disorders and Soplzrenia (SADSY® This
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guestion accurately identified depression in Caaratiospital in-patients
receiving palliative caréHowever, these results do not appear to genetalise
other care settings or other cultural contexts.gxample, the single question
about depressed affect has poor sensitivity famtitleng depression in British
palliative patients receiving community cHrer attending day carg;.e. it fails

to detect many patients who are depressed.

Two-question screening instruments

A similar screening tool consisting of two questiarlating to depressed affect
and anhedonia is drawn from the Primary Care Evialiaf Mental Disorders
Patient Health Questionnaire (PRIME-MB)Patients warrant follow-up for
depression if they answer “Yes” to either questiims tool identifies depressed
medical patients in several populatitiand is sensitive to the effects of
anti-depressants in palliative patiefitéiowever, its psychometric properties in
palliative care populations are unknown and itlbasspecificity in other
populations. That is, it yields positive judgemeistsmany patients who do not
have depression. Despite this, the tool has beblicmed as the PRIME-MD
two-question screen for depressi8mnd has been adopted for the screening of

medical patients in draft guidelines for the NatibHealth Service, UK®

Priority

Until recently, the low priority palliative clinians have given to screening for
depressioff has reflected its low priority for health careteyss. However, this
may now be changing. Screening for depressionwsatyocated for all medical
patients, cancer patients and palliative care pistiey the U.S. Preventive
Services Task Force (USPSTE}he National Institute of Health, USRand the

European Association of Palliative Cdteespectively.

Clinical utility of a screening tool
The clinical utility of a screening tool can beessed by using six measures that
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draw comparisons between the screening tool (egobthe many screening
tools available for depressitfif*) and a reference standard (such as DSM-tv
ICD-102)

1. Total agreement: concordance between the scretohgnd a reference

standard, uncorrected for chance.

2. Cohen's Kappa statisti:concordance between the screening tool and a
reference standard, corrected for chance. Kappeesdletween .61 and
.80 indicate “substantial’ concordance, and thds®/a .81 indicate

“almost perfect” concordance.

3. Sensitivity: Percentage of positive and negativsesadentified by a

reference standard that were also so identifietheyscreening tool.

4. Specificity: Percentage of positive and negativ&sadentified by the

screening tool that were also so identified byfarence standard.

5. Positive predictive value: Percentage of positiases identified by the
screening tool that were also identified as positigses by a reference

standard.

6. Negative predictive value: Percentage of negatases identified by the
screening tool that were also identified as negatases by a reference

standard.

Ideally, the criteria for judging clinical utilitysing these psychometric properties
would be informed by the relative cost of treatomdailing to treat palliative care

patients with symptoms of depression.
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Instruments in use

Screening tools used in palliative populationsudel the Hospital Anxiety and
Depression Scale (HADS):**"the Edinburgh Postnatal Depression S&athe
short form of the Beck Depression Inventory (BD)3the Mood Evaluation
Questionnairé! the Brief Assessment Schedule Depression CardS[HZC)?®
the Rotterdam Symptom Checkltétand a single item visual or verbal analogue
scale*®” When the reference standard was a psychiatricviete, all of these
screening tools had sensitivity and/or specificitgler 80% and a positive
predictive value under 80% (under 60% for all inet GHQ). When Kappa was
reported, it was under .611n other areas of medical care, the potential of
missing or misclassifying more than 20% of casesldvaot be considered

adequate.

Proxies and collateral sources

Because palliative patients are often able to nogike limited contributions to the
assessment of their psychological symptoms, iisis desirable for assessment
tools to be psychometrically sound when they amepieted by an informant,
such as a nurse or family caregiver. Informantdikedy to be relied upon during
the assessment of depression when patients apsyatologically minded, or
when they show cognitive impairment, are withdraamhave symptoms that

interfere with communication.

Informants may be asked to respond on behalf op#étient (proxy or surrogate),
for example, “Would your husband say he felt deggd8” or to provide their own
subjective report about the patient (collaterakrse)y for example, “Do you think
your husband is depressed?Past research suggests that there is moderate to
strong agreement between self-reports and reppitsikateral sources
concerning observable symptoms and lower agreeaoegerning the patient’s

subjective experiences, such as depresSfoi®
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Palliative Care

Palliative care is defined as “an approach tharawgs the quality of life of
patients and their families facing the problem®aisded with life-threatening
illness, through the prevention and relief of siffge by means of early
identification and impeccable assessment and tegdtof pain and other
problems, physical, psychosocial and spiritd&t Patients’ mental health is

therefore an integral dimension of palliative care.

History of Palliative Care

Care and hospitality to those in need, particuldrbse facing death has always
been a part of caring communities. Religious ordswavents and monasteries
were traditional refuges for the dying. The modeospice or palliative care
movement grew from unrest about the managemergaglp with a life-limiting
or terminal illness in the context of twentieth ey health caré®® Death had
become a failure of the health system and of médara and these people were
seen as failures. The focus was returned not orlye physical issues and
symptoms but also to the emotional, psychologioald and spiritual domains of

the person’s lifé®*

In contrast to the United Kingdom where the hospimwement developed
mainly in the charitable and religious sector algsif traditional health care,
palliative care in Australia has been establish#limvmainstream health
funding°® Dedicated in-patient units, hospices or Pallia®aze Units, were
established in Australia particularly in the1980smmunity outreach programs
to support primary health providers such as geneedlical practitioners and
community nursing agencies were also establistggilly within mainstream
publicly-funded health care institutions. Many lo¢ tmedical practitioners
working in specialist Palliative Care Services &odpices in Australia, as in the
United Kingdom, have come from a variety of meduiatiplines and

backgrounds, mostly without formal training in plsiatry or psychological
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medicine’®"*%®Even those that are currently receiving speciatishing in
palliative medicine do not have a formal requiretrfensome experience in

psychiatric mediciné®

Symptoms and palliative care

Symptom control is a significant part of the heedtie interventions provided by a
palliative care team. Physical symptoms are gelyenadll recognised and have a
considerable prevalence (e.g. lack of energy (73.4%n (63.1%), nausea
(44.7%), lack of appetite (44.5%), constipation.638), cough (29.4%) and
shortness of breath (22.99§} Psychological symptoms are much more
challenging to elicit and more controversy existewt what is normal and what
might require intervention. Symptoms such as agaetd depression may not be
as easily acknowledged, diagnosed or treated lgnpat carers or healthcare

providers’®111-115

What is normal — sadness and depression

The diagnosis of an incurable illness is associatédan expected emotional
response to the loss of well-being and to a pa#yntimited and altered future.
Sadness, tearfulness, altered sleep and changeetite and eating habits are a
normal response to receipt of this information #relimpending loss it conveys.
These symptoms constitute a grief reacti§i®The symptoms of grief and
sadness, as responses to such a situation, caem¢osbe on a continuum with
those of a major depressive illness. Depressiontisiecessarily the inevitable
response to such a situation. This raises the dilewf defining thresholds® at
which a diagnosis is made and what might be coresiti® be the “normal”
reaction to considering the possible end of one/s life. Kiibler-Ross introduced
the concept of different types of depression -aatree and a preparatory
depression — the latter being seen as a normabptre dying process and
something that should not be interruptétiShe believed that “an understanding
person will have no difficulty in eliciting the ceei [of the depression]”. This is

not as transparent as she has suggested but npaipedplain why some
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palliative care clinicians feel inhibited or mayl t@ intervene in depression or

even to assess systematically for psychologicapsyms.

Who is referred to Palliative Care?

People referred to a specialist Palliative CareviSerare facing a life-limiting
illness. Previously, Palliative Care Services tehtdeaccept only patients with a
diagnosis of cancer. Now there is a greater readiteaccept referrals of people
with a wider variety of diagnoses and needs. Thegueage of patients referred to
Australian Palliative Care Services with a non-gradint diagnosis is known to be
increasing'?® This population may have a greater incidence wéipslogical
symptoms:?* With this change in the referral pattern to Péil@Care Services,
there is an increasing need to improve the assessmd management of

psychological issues.

Specialist Palliative Care Services support printeaglth care providers. Their
aim is to provide a comprehensive service with #indisciplinary team
approach? Specialist Palliative Care Services usually cdrefispecialist
nursing and medical staff with varying access lie@dhealth professionals,
usually including social workers. Access to othéed health disciplines such as
occupational therapy and physiotherapy, as weathaplaincy, pastoral care and
trained volunteer support is less uniform. Availi&piof mental health

professionals in multi-disciplinary teams is evessl consistertt>

Increasingly people being referred to specialidlid®iae Care Services have
complex needs that are not easily met by the pyirpesviders. These referrals
are increasingly for difficult patient symptoms etlp physical and psychological,
or for complex family issues. In Australia referimenerally not dependent on a
specific diagnosis nor prognosis but on assessoferged Increasingly
Palliative Care Services are supporting patientiffring times in the trajectory
of their illness, not just in the terminal phasaeTability to assess quickly and

reliably, and to have understanding about likelgraes in psychological distress
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and in particular depression, is increasingly intgoat:

People who are referred to a specialist Palligfiaee Service are much more
likely to have coordinated care. The use of homsebaervices is more likely to

be appropriate and these people are more likedjetin their own home&¥*1?

Depression and Palliative Care

Patients

Depression has pervasive effects on outcomes flatpae care patients. It
affects their physical healfi®**’reduces their quality of life and subjective
wellbeing”®21128Depression, or patients’ ability to cope with degsion, also
predicts mortality>*2****Patients’ depression also adds to carer burdenamece

above illness severity and functional limitatidns.

Clinicians

Depression affects clinicians’ ability to managéqras’ care. It adversely affects
patient adherence to medication, compliance withcadrom clinicians, and
attendance at medical appointmefit€: 13333t reduces the efficacy of
conventional treatments for physical symptdfifé.t is also associated with
desire for death, requests for physician-assisigilde or euthanasia, suicidal

ideation and suicid® 36140

Health systems

Depression also affects outcomes for health sesficé' It precipitates admission
to hospice and hospital and contributes to otleatinent costs over and above the

influence of illness severity alori&**

Despite the importance of depression, its recagmitissessment and treatment in
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palliative care may deviate from best practicenme¢ ways:

1. patients with moderate or severe depression age afit identified or

treated12,17,18,123,145

2. palliative care patients who may not have depresaie treated for

depressiori?

3. treatment for depression may be ineffective. Degiomsmay not be of a
severity likely to be responsive to antidepress%ﬁri't@or there may be
insufficient time prior to death for antidepressatut have a therapeutic

effect®® Cognitive therapies may not be appropriate, ptssibavailable.

Depression symptom profile in palliative care

There is little literature about the prevalencemécific symptoms of depression
in palliative care patients suffering depressidmerE is discussion about
depression having different symptom dominance,a&medominantly depressive
affect, anhedonic depressitii;***melancholid®® and demoralisatiott®*** There
is increasing interest in more global concepts sichsychological distre$¥,

including the development of instruments to measisgess:=>

To treat or not to treat?

The information and understanding that comes widlagnosis may be sufficient
to provide better care for the patient and supfoorthe carers, even if remaining
life is short. Many clinicians are unclear aboutatvaction should follow the
discovery that a patient meets DSM-IV or ICD-10 gyom criteria for

depression.
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Summary

Palliative is derived from the Latin word palliumhich means, “a cloak'®* The
focus of care in palliative care is the relief pirgptoms, that is the covering or
cloaking of symptoms. Perhaps the cloaking of sypmgst has not always been
useful for every symptom and issue. Perhapsiiinis to try to further lift the
cloak, as it were, to see more clearly the probdéatepression and to seek some
understanding and some possible solutions to itsfieant, debilitating

problem. Before an intervention can be considenedst must be identification

and assessment.
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Chapter 4

Specialist psychological and social service provesi in Australian
Palliative Care Services (Study 1)

Introduction

Depression is common in people living with a lifieiting illness and is
frequently unrecognised and untreat&t?®> One possible reason may be that
Palliative Care Services (PCS) have inadequatesatoespecialist psychologiéal

and social service providers.

This study aimed to determine the current levedpefcialist psychological and
social professional support available within Péila Care Services in Australia
during 1999, to determine the roles and expertiggaiessionals providing these
services and their contribution to the multi-didicigry team. This research is
based on similar work by Lloyd-Williams in 1997, which 160 questionnaires
were sent to a representative sample of hospiceaahn region of the United

Kingdom?®

Method

Questionnaires were mailed to all Palliative Cagevi8es in Australia. Palliative
Care Australia, the peak national body represemtaitigtive care in Australia,

provided mailing labels from national census daitected in 1999%° Responses

® |n this thesis the term “specialist psychologiealvice providers or professionals” will be used to
mean both psychiatrists and psychologists. “Spistiasychological and social service providers”
will be used to mean psychiatrists, social workpsychologists, chaplains, pastoral care workers

and counsellors.
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were not marked or tracked and were anonymous.varag letter (Appendix
4.1) explaining the purpose of the study was inetudith a reply-paid envelope
and the questionnaire (Appendix 4.2).

The questionnaire was similar to that used to sphsyghological and social
service provision in hospices in the United Kingdion1997?% The original
guestionnaire was piloted and tested for face-camtient-validity by professional
groups and then distributed to a representativeplaai 160 United Kingdom
hospices. Modifications were made to account folat@ns in practice in
Australia. Questions were also added to exploreahge of other palliative
services offered, the amount of Palliative Medicpeecialist input available and
the age of the Service, in order to understandgitteof the Service and the type

of palliative care services they offered.

Enquiries were made about the level of accessdoiaist psychological and
social professionaf§® such as psychiatrists, social workers, psychalegis
chaplains, pastoral care workers and counsellersic&s were asked whether
these professionals were full-time or part-timeisited only if needed. Full- or
part-time access implies a commitment by the Radé#aCare Service to a salaried
position, whereas “visiting” means a paid or ungdsional arrangement only.
Information was sought about whether these prajasss had special skills in
palliative care and the approximate number of raferof patients, relatives and
staff made to them during 1999. Services were agkéédfine the roles of each
professional group and the frequency with whicly tharticipated in
multi-disciplinary meetings or ward rounds. Sersgieeere asked to indicate
whether they used any formal screening instrum@ngssychological, social or
spiritual distress and whether they had accessyt@#ner psychological or social

services.

This study was approved by the Social and BehaaldResearch Ethics
Committee, Faculty of Social Sciences, Flindersvdrsity. Data were entered

and analysed using the Statistical Package forab8ciences 12.0.
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Results

Two hundred and forty seven questionnaires weréethaising the labels

provided by Palliative Care Australia. Eight questiaires were returned because
the addressee did not or no longer provided acdiri®alliative Care Service.
There were 175 valid responses (73.2% response &geenteen were clearly
identified as generalist nursing services only wede excluded from analysis.
Three respondents provided information for twoed#ht programs within their

Services.

Information about the number of new patient refsrta Palliative Care Services
was given for 97 Services (61%). The range wa8832 patients; mean 332,
median 150. Eighty percent of Services had 50@%8 hew patient referrals per
year. Only six per cent of Services received grehtn 1000 new referrals per
year. Seventy Palliative Care Services (45%) hadsecto dedicated in-patient
beds (Range 1 — 52 beds). The mean number of kesi4 @vand the median
seven. The majority of Services provided a ComnyuDiitreach Program (78%).
Fifty-two Palliative Care Services (33%) provide€@ammunity Outreach
Program only. Seventy-two percent had access tiliative Medicine Specialist.
The majority of Palliative Care Services (70%) kbadhmenced in the last 15
years (Table 4.1). These statistics give some gtateting of the variety and

breadth of Palliative Care Services in Australia.

The availability of different psychological and &dqrofessionals in Palliative
Care Services in Australia is shown in Table 4.2e @undred and fifty-seven
Services responded to this question. All Servi@gsdccess to at least one
specialist professional; i.e. a psychiatrist, soe@rker, trained counsellor,

psychologist, chaplain or spiritual adviset.
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Table 4.1 Range of different services offered by Palliative Care

Services in Australia (n=158).

Number (n) %
In-patient beds 70 44.6
Community Outreach Program 123 78.3
Hospital Consultation Service 67 42.7
Outpatient Service 34 21.7
Day Program 17 10.8
Community Outreach only 52 32.9
Palliative Medicine Specialist available 113 72.4

Table 4.2  Availability of specialist psychological & social professionals

in Palliative Care Services in Australia (n=157).

Full-or Part-time Visits None available
n % n % n %

Psychiatrist* 20 12.9 74 47.7 61 394
Psychologist 23 14.6 53 33.8 81 51.6
Social worker** 81 52.9 50 32.7 22 14.4
Chaplain 46 29.2 84 53.5 27 17.2
Pastoral care 43 27.4 33 21.0 81 51.6
worker
Counsellor 47 29.9 51 325 59 37.6
Missing data * n =155 **n=153
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Social workers were the most widely available psyogical or social
professional group (86% of PCS), although they veerlg available on a

full-time or part-time basis for 53% of Servicemrmiments from many Palliative
Care Services suggest that social workers are ai@nbeld in very high regard.
There was frustration about an inability to attfactding for a social work
position, despite repeated applications, by se\Rabiative Care Services. Others
only had access to social workers with shared respiities to many other
community Health Service teams, or at regional halksp some with long waiting
lists and often there was no option for home assest Accessibility to

chaplains was at a similar rate (83%), however @886 were available on a
full-time or part-time basis; i.e. were employethsa than just visiting. Very few
PCS (<15%) had regular support from a psychiatrigtsychologist, although
61% said that they had some access to a psychads48% to a psychologist.
Services with dedicated in-patient beds had batteess to social work (96%) and

chaplaincy professionals (96%) (Table 4.3).

Table 4.3  Availability of specialist psychological & social professionals
in Palliative Care Services with in-patient beds in Australia (n=70).

Full-or Part-time Visits None available
n % n % n %

Psychiatrist* 13 18.3 43 60.6 15 21.1
Psychologist 9 12.9 24 34.3 37 52.9
Social worker 44 62.9 23 32.9 3 4.3
Chaplain* 31 40.3 43 55.8 3 3.9
Pastoral care 26 36.1 19 26.4 27 37.5
worker*

Counsellor 18 26.1 24 34.8 27 39.1

* Some PCS have professionals in more than ongagtef employment
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Most Services were able to provide data about revemt referrals to the PCS;
however information about patient referrals to sést psychological and social
professionals was not as available. Informatioruabeferrals of relatives and
staff to these professionals was even less availdbbst information was
provided about social work referrals, which wasilatéde for 80 (51%) Palliative
Care Services. The range was 0 — 1400 patientsedfto social work with a

mean of 139 and median of 50 patients.

Fifty Services (32%) provided information aboutieat referrals to psychiatrists.
The mean number of referrals was 17 patients, hentie median was 5
patients, with a range of 0 — 250 patients. Sealelve Care Services referred
more than 35 patients per year. These Servicestladr had more than 15

dedicated beds or had dedicated psychiatric session

Patient referral data to chaplains was provide83Y34%) Services. The range
was 0 — 576 patients with a mean of 92 and a maxfi&0 patients being referred.
The ability of Services to provide data about nefisrto psychologists, pastoral
care workers and counsellors was much less (22%,d#d 19% responses
respectively). Even less information was known aleferrals of relatives and

staff to specialist psychological and social preiesals.

Respondents were able to define the roles of satigters (84% response rate),
chaplains (82%), psychiatrists (60%) and counsell6£%) much more readily

than the roles of psychologists (47%) and pastaed workers (48%).

Social workers were identified as providing patieotinselling in 53% of PCS
and family support in 35%. Bereavement support vasided in 27% and staff
support in nine per cent of PCS. Social workerseveensidered by 77% to have
specialist skills in palliative care. One hundred &venty-nine respondents
(82%) defined the chaplain’s role. The dominanesolere of spiritual guidance,
pastoral care, patient and family counselling. Tiveye involved in bereavement

services for 15 (10%) PCS and staff support fof888) Services. The conducting
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of Memorial Services was indicated as a role optdias by only four PCS.
Counsellor roles were divided between patient celling, family counselling
and bereavement programs. The psychiatrist’s e defined by 60% of
respondents. Of those Services with access to fayisks, only fifty-one percent
of these psychiatrists were considered to haveapgdlls or interest in palliative
care. The definitions of their roles were evenljidid between providing a
consultation service to patients and advice td atadut mental health issues.

Staff support was provided for ten (6%) Services.

Access to other psychological and social servicerewavailable to 67 (42%)
PCS. The majority of Services cited private coumsgpractitioners, government
mental health agencies, specific support groupgelaghone help lines (e.g. Life
Line). Only one Service described a Complementduwgrdpy Service, with 100

referrals per year, one Service had a music th&rapd one a meditation class.

Attendance at multi-disciplinary meetings reflettts availability of the different
specialist professionals (Table 4.4) and gives sioieation of the ease of access
to these disciplines. Social workers attended thesetings regularly in 50% of

all PCS. All other groups attended rarely or westavailable. Even in PCS with
in-patient beds, attendance at multi-disciplinagetngs was not significantly
better (Table 4.5).
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Table 4.4  Attendance at multi-disciplinary meetings in Palliative Care

Services in Australia (n=158)

: If Not
Regularly  Occasional requested Never available

n % n % n % n % n %

Social worker 79  50.0 4 25 21 133 14 89 40 254

Pastoral care 42 26.6 5 32 15 95 17 108 79 50.0
worker

Counsellor 31 196 2 1.3 21 13.3 27 17.1 77 48.7
Psychologist 18 114 5 3.2 13 8.2 27 171 95 60.2

Psychiatrist 8 51 6 3.8 22 139 45 285 77 487

Table 4.5  Attendance at multi-disciplinary meetings in Palliative Care

Services with in-patient beds in Australia (n=70).

. If Not
Regularly  Occasional requested Never available
n % n % n % n % n %
Social 42 60.0 1 14 12 171 7 10.0 8 114

worker

Pastoral care 27 38.6 3 43 12 171 5 7.1 23 329
worker

Counsellor 10 143 1 14 14 200 13 186 32 457
Psychologist 6 8.6 4 5.7 8 114 10 143 42 60.0

Psychiatrist 5 71 4 5.7 13 186 24 342 24 34.2
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Smaller palliative care services without in-patibatls and less than 100 referrals
per year were much less likely to have combinatadnssychological and social
professionals available. These were frequently lsmedl and semi-rural Services.
They had better access to counsellors and pas@m@lworkers but much poorer
access to psychiatrists, psychologists, social arsrknd chaplains than larger
Palliative Care Services. Seventy-five per cergméll PCS did not employ any

spiritual professionals at all.

Palliative Care Services do not appear to regulastyscreening instruments to

assess psychological, social or spiritual distrakkough 50 (32%) indicated use
of a screening instrument, only 13 (8%) were abledminate a valid instrument
used in their current practice. Many consideredicdil judgement and the use of

admission documentation to be a valid screeningument.

Discussion

Australians with mental health illness have diffi®s gaining appropriate
assessment’ People referred to specialist Palliative Care Besvare likely to
have at least comparable and possibly greatersi@fehental illness. Australian
and United Kingdom standards for the provisionp#calist palliative care both
require that access to specialist multi-discipynamofessionals is available for
holistic assessment and care-planriiig>°There are recommended levels of
staffing of psychiatrists and other psychologiaad aocial health professionals
based on a population model for Austraffawithout the expertise of such
professionals in psychological, social and spitit@ae, the recognition,
assessment and effective management of psycholatigteess and illness is
likely to be compromised. Depression is the mostalent of psychological
disorders in palliative care populatiof&2and is known to affect quality of
life®%! and mortality*>**°and adds to carer burd&fi.Depression precipitates

inpatient admissiof&***and increases treatment cdéfs->°
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The levels of psychological services in hospicethéeUK and Ireland have
recently been described, confirming the earlieeaesh of Lloyd-Williams:2%16°
Australian Palliative Care Services appear to mueh less accessibility to
psychological and social professionals than doieespn the United Kingdom
(Table 4.6). The analysis of Australian Palliativare Services was further
divided into those with access to in-patient b&dsdliative Care Services with
in-patient beds are more likely to be larger andawe greater access to a wider

range of services. The median number of beds in bt studie$?**%°

was 12,
compared with a median of seven in Australia. Huk lof access to psychosocial
professionals has previously been identified aohlem for Australian cancer

service provisiort™

Table 4.6 Comparison of availability of specialist psychological & social

professionals in Australia and United Kingdom®?® Palliative Care Services

Available for multi-

Available to PCS o .
disciplinary meeting

Australia K%rg:j?)dm Australia K%Jnr:;::jeodm
% % % %

Psychiatrist 60.6 85.7 51.3 79.4
Psychologist 48.1 61.9 39.8 61.9
Social 85.6 93.8 74.6 94.8
worker
Chaplain 83.2 100 N/A 95.9
Pastoral care 48.4 N/A 50.0 N/A
worker
Counsellor 62.4 74.2 51.3 74.2
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Social workers

Medical and nursing staff in specialist Palliatvare Services may have skills in
psychosocial care that varies from generic to acednSome social workers may
only have time, energy or skills to deal with ficgi and practical
accommodation issues rather than being able tovmdvied in family counselling
and more advanced psychological support. The n@especific professionals
with advanced psychosocial skills has been longgeised as an important need.
Social workers are the most prevalent of theseegsibnals. However, there is
still relatively low access, even in the largerlidtl’e Care Services with in-
patient beds. Staffing guidelines for AustraliafiiReéve Care Services have been

recommended by Palliative Care Austrafia.

Chaplains and Pastoral care workers

Chaplaincy was available in almost all Palliativer€ Service in the two
studie$?***°conducted in the United Kingdom (100% and 98 %eetively), but
only 86% in Australia even if chaplaincy and pastaare workers were
considered together. The majority of Australianvi®ers with access to chaplains
were more likely to have a pastoral care workexel§in their team, rather than

choosing between these spiritual advisers.

Psychiatrists and Psychologists

There are shortages of psychiatrists and psyctsiii general health cal®: 1%
It should not be surprising that there is limitedess in palliative care
populations. In the UK, National Institute for Gtial Excellence (NICE)
guideline&® for professionals trained in psychological andgbsatric problems
cannot be met because of “limited and inconsigtentision of specialist

services.*®
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Screening instruments

The inability to identify a valid screening instrant is of concern.
Evidence-based practit®@is not a new concept and not foreign to palliatisee.
Palliative care practitioners would not wish to jsgbtheir patients to
interventions that are unlikely to provide a bendfhis should not be any
different when considering psychological assesssnamtl interventions.
Transferring knowledge into practice is a contiiguatnallenge for all health care
practitioners:®® However, there are a wide range of screeninglimsnts for
psychological distress, depression and anxietyithe¢ been validated in
palliative care populations and widely publishedhie palliative care

H 1,2,64,68,81-83,85,90,93,96,97,153,167-176
literaturel264:68.81-83,85,90,93,96,97,153,

Summary

This study not only confirms the findings of othérat there is limited access to
specialist psychological care in specialist Pall@Care Services, but highlights
the apparent greater paucity of access for Auatrgialliative care patients.
Whether this lack translates into direct patiesadivantage is difficult to
ascertain at an individual level. However, easyeasdo psychological and social
professionals will only improve immediate servigeypsion and also the
awareness and skills of other clinicians workinghwhese professionals. There
are national guideliné%*?21%-1"%or clinical service availability. There is a
general shortage at all levels of expertise ofeh@sfessionals in Australig>*®3
There is a need for continuing advocacy at Palka@are Service delivery level,
but also a need for increased funding by governsyémtaddress the gap between

national guidelines and current professional adlogisg
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Chapter 5

Identifying palliative care patients with symptomsof depression:

A novel short screening algorithm (Study 2)

Introduction

Palliative care is defined as “an approach tharawgs the quality of life of
patients and their families facing the problem®aisded with life-threatening
illness, through the prevention and relief of suffg by means of early
identification and impeccable assessment and tesdtof pain and other
problems, physical, psychosocial and spiritd&f.Consequently, caring for the

mental health of patients is integral to the diutgare of palliative clinicians.

The assessment and treatment of depression iatpadlicare is a serious issue

113,173
)

because it is both prevaleh its consequences are pervasive, and

long-lasting in this populatiotf:*°

This study was divided into four parts.

1. to examine the clinical validity of the Whooleyattquestions in
Australian patients in two palliative care settifig€linical validity refers

to a tool’s ability to distinguish affected and ffeated populations.

2. to empirically derive an algorithm that showed &etlinical validity than
these questions. It was desirable for the algorithninclude conditional

steps, since these minimise the number of questiskisd of respondents.

3. to assess the construct validity of the algorithymétermining whether

positive cases provided other evidence of deprassio

4. to examine the patients’ and nurses’ perceptioteeficceptability of

guestions about depressed affect and anhedonia.
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This study was approved by the Social and BehaaldResearch Ethics
Committee, Faculty of Social Sciences, Flindersvdrsity, Australia and the
Research and Ethics Committee, Repatriation Gehkrgjpital, Daw Park, South
Australia. Data were entered and analysed usin§thiistical Package for Social

Sciences 12.0.

Part 1

A possible solution to the problem of screeningdepression in palliative care
patients was provided by two questions concernamessed affect and
anhedonia, or a single question concerning depteaféect, specifically designed
for use by palliative cliniciansThese questions accurately identified depression
in Canadian hospital in-patients receiving paN@tcare. However, these results
may not generalise to other care settings or tined with different patterns of
disclosure. For example, the single question ableptessed affect has poor
sensitivity for identifying depression in Britiskalpative patients receiving
community car¥ or attending day caré.That is, it fails to detect many patients

who are depressed.

A similar screening tool consisting of two quessialrawn from the
PRIME-MD,? “During the past month have you often been bothesefeeling
down, depressed or hopeless?” and “During therpasth have you often been
bothered by a lack of interest or pleasure in ddiggs?”, has been propos&d.
Patients warrant follow-up for depression if thegwer “Yes” to either question.
This tool identifies depressed patients in othedics populations in several
culture§®*°and is sensitive to the effects of anti-depressamnpalliative
patients’* However, it has low specificity in these populasoThat is, it yields
positive judgements for many patients without depi@n. Despite this, the tool
has been publicised as the PRIME-MD two-questisaestfor depressihand
has been adopted in draft guidelines by the Naltimstitute for Clinical

Excellence of the National Health Service, ik
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This part of the study examined the clinical utilitf the questions proposed by
Whooley et &° in community and hospice patients in Australidnichl utility
refers to the effectiveness, clinical relevance medningfulness of the
information an assessment provides. To overcomgicism of previous
studies;’* one of the reference standards used to asse&stilitility was
specifically designed for elderly Australiatf§.

Method

Participants

Participants were recruited from hospice (n=22) emdmunity-dwelling (n=69)
patients of a specialist Palliative Care Servictnaicatchment of 350,000 people
in an Australian urban centre. Malignancy accoufite 6% of referrals to the
Service. During the study, the average lengthayf 8t the hospice was 9.5 days
and the discharge rate was 50%. The average lehgtre for community

patients was 126.2 days (Median = 50 days).

Only patients who were over 18 years of age, abtelerate a 40 minute
interview, willing to answer questions about emosigable to provide informed
consent, passed the Mini Mental State EXari°with a cut-point score of 24 and
fluent in English were eligible. In addition, ortlyose patients who clinicians
judged to have a prognosis sufficient for the wieaw to be completed were
invited to participate (hospice 3-days; community 2 weeks). Interviews were
conducted at the hospice, in the patient’s honia another place of the patient’s
choice.

Data concerning recruitment were available for B8Brrals to the community
service (Table 5.1). Of the 134 community patievit® were eligible to
participate, contactable, and alive at the timemthey would have been
interviewed, 68% were recruited and 52% completedriterview. Data for two

patients were withdrawn. Data were available foh8dpice patients who were
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invited to participate in the study. Twenty-six @gd to participate and 22
provided useable data.

Table 5.1 Recruitment details for 355 referrals to community-based

palliative care

Outcome n %

Not contacted

Clinician did not ask permission for contact 38 10.7
Ineligible 133 37.5
Attempt to contact unsuccessful 9 2.5
Died 41 11.5
Declined 43 12.1
Recruited 89 25.6
Useable data obtained 69 19.4
Measures

Screening questions

The time frame of two questions used by Whoolegi®€twas changed to “the
past two weeks” to match that for Diagnostic aratiStical Manual 4th ed.
(DSM-1V),*° 1ICD-10? the Clinical Evaluation Guide for PRIME-MPand the

Psychogeriatric Assessment Scales-Depression (PA&-D

Also, the final word in the question about deprdsaféect was changed to
"without hope" for ethical reasons, on the advitepecialist palliative nurses.

The resulting two screening questions were:

* “During the past two weeks have you often beendetth by feeling

down, depressed or without hope?” (depressed affect
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* “During the past two weeks have you often beendetth by a lack of

interest or pleasure in doing things?” (anhedonia).

The clinical validity of a single question aboupdessed affect has sometimes
equalled that for two-question screening tdolherefore, the clinical validity of

using only the question about depressed affeciafgasexplored.

Screening tools were compared to three refereacelstds:

1. Psychogeriatric Assessment Scales-Depression (PA& Dhis 12-item
screening questionnaire was specifically designeaksess clinical
changes in depression among elderly Australianspibethis, it has been
widely used as a screening instrument. This isiplesbecause it provides
a cut-point that identifies 80% of cases of magpréssion as defined by
DSM-IV in a number of different populatioh¥ However, the scales were
not designed to maximize sensitivity and specifiaiith any diagnostic
criteria, and were not designed for use with mddiatients. Response
alternatives were “No’, “Depends on situation”, ‘8"eand “Does not
know”. It was delivered in an interview format. Twdteria for follow-up
suggested in previous research were assessedl adote above
three®-*%2and a total score above four, which has been stegjdor use

with medically ill-patients®

2. Symptom criteria for a major depressive episod@iénDiagnostic and
Statistical Manual of Mental Disorders (fourth ésfi) (DSM-IV).*° This
was assessed by using questions from the PAS-Bupplementing these
with questions from the Canberra Interview for Biderly (CIE)!3* The
interview indicated whether or not the patient méga sufficient relevant
symptoms to meet the DSM-1V diagnostic criteriadarepisode of

depression.

3. Symptom criteria for F32.1 Moderate depressiveagsor F32.2 Severe

depressive episode without psychotic symptomseririternational
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Statistical Classification of Diseases and Rel&tedlth Problems (tenth
revision) (ICD-10)? A similar process using questions from the PAS-D

and supplementing these with questions from the Wik again used.

The symptoms assessed by the three reference staratdy partially overlap

and they use different decision rules to identdges.

Stringent criteria for clinical validity were apptibecause screening tools for
depression are unlikely to be adopted unless tfieical validity and
generalisability is similar to those for biomedisateening tests (e.g. chest X-ray

for tuberculosis). The four criteria were:

1. Total agreement 80%. That is, the screening tool and the reference

standard lead to the same decision in at least@02ases.

1% That is, concordance between the

2. Cohen’s Kappa statistic.6
screening tool and the reference standard remahsaffter corrections for
chance. Kappa values between .61 and .80 indisatestantial”

concordance, and those above .81 indicate “almargeqt” concordance.

3. Sensitivity>80%. That is,at least 80% of the positive and negative cases

identified by the reference standard were deteyetthe screening tool.

4. Specificity >80%. That is,at least 80% of the positive and negative cases

identified by the screening tool were detectedhgyreference standard.

Two additional “desirable” criteria were:

1. Positive predictive value80%. That is, at least 80%f positive cases
identified by the screening tool were also ideatfas positive cases by

the reference standard.

57



2. Negative predictive valugd9%. That is, at least 80%f negative cases
identified by the screening tool were also ideatfas negative cases by

the reference standard.

Procedure
Clinical validity of screening questions

Patients completed an ordered sequence of asséssmarsingle session: the
Mini Mental State Examination (MMSEJ? an unstructured interview about
moods and emotions, questions relating to the tlefegence standards, the two
screening questions and questions about the atdégtaf the timing and
content of screening questions. All interviewerd bampleted an undergraduate
degree with a major in psychology and had beenigeovwith supervised
training in the administration and scoring of teéerence standards.

Results

Background

Recruitment of hospice and community patients folake between March 2001
and July 2002 and between January 2001 and Maf@®, 28spectively. In the
Palliative Care Service from which these patierdsendrawn, hospice patients
generally have more difficult and complex symptans lower levels of social
support than those living in the community. Comntyipatients generally have
social and other support that allows them to beatéor, and often to die, at
home. Thus the profile of patients in the hospit@ @mmunity samples differs
(Table 5.2).
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Table 5.2 Clinical and demographic details for participants

Hospice (n=22) Community (n=69)
Gender (%)
Males 45.5 56.5
Females 54.5 43.5
Age (years)
Mean 66.9 67.1
Range 43 — 88 36 — 85
Primary Diagnosis (%)
Malignancy
Gastro-intestinal 9.1 20.3
Lung 13.6 17.4
Breast 13.6 145
Gynaecological 18.2 4.3
Urological 13.6 8.7
Haematological 9.1 7.2
Skin 4.5 4.3
Brain 4.5 1.4
Head and neck - 1.4
Unknown primary 4.5 4.3
Non-malignancy 9.1 13.0
Missing data - 2.9
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Symptoms of depression were prevalent in both tepise and community
samples, even though participants were among ttst mbust members of their
populations (Table 5.3). Note that the PAS-D>3neziee standard is not useful in
the hospice dataset since it identifies near agliwels of patients as requiring

follow-up for depression.

Table 5.3 Percentage of community and hospice patients warranting

follow-up for depression

Hospice (n=22) Community (n=69)
PAS-D>3 91% 52%
PAS-D>4 64% 36%
DSM-IV symptom criteria 59% 42%
ICD-10 symptom criterfa 65% 41%
a%%(1)=10.6, p<.01 ®x*(1)=5.1, p<.025 °n=20

Clinical validity of screening questions

In contrast to the findings of Chochinov et ghe single question concerning
depressed affect showed poor sensitivity and dpigifor both reference
standards. Poor sensitivity and specificity hawe &leen reported in other

research®’

Sensitivity and specificity for a single questidroat depressed affect has
sometimes been greater than that for a two-questimrening toot.Neither
screening tool showed clinical validity acrossiegt of care (Table 5.4 and
Table 5.5). The single question about depressedtatid not meet the essential
criteria for clinical validity for any of the refence standards in either hospice or
community settings. The two-question screening toel the four essential and
two desirable criteria for clinical validity for ¢hlCD-10 reference standard, and

came close to meeting these criteria for the DSMdférence standard, in the
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hospice setting. However, it did not meet the esmsletriteria for clinical validity

for any of the reference standards in the commusatting.

Both reference criteria identified a large percgataf patients in both samples
warranting follow-up for depression. The resultafamned previous findings that
many palliative care patients meet the symptoneatfor a diagnosis of

depressiori* 1318

The two-item screening tool showed good clinicditytin identifying hospice
patients who needed follow-up for depression. Hewgethese results did not
generalise to the community sample. In contra§tochinov et al’s findings the
two-item screening tool did not meet the criteaadlinical utility among

palliative patients receiving care in the communidgspite this, the results for the
community sample are similar to those reportedfeoresearch. When the
reference standard was DSM-IV symptom criteriadigpression, the specificity
and sensitivity of the two-item screening tool weeey similar to those reported
by Arroll et af° and Whooley et &

The reasons for the greater similarity betweemtiesent findings and those
reported by Whooley, than those reported by Chashis unclear. Differences in
the wording of the questions, differences in thgsweulture influenced patterns
of response to the screening questions and diffeseim medical condition may

all have contributed.
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Table 5.4
settings (n=22).

Clinical validity of screening questions for patients in hospice

Screen and Psychometric properties
reference
standards
- Essential Desirable
= w o
= g o - g
S g S S ° 2
E 8.2 > > o 22
o =2 2 S Se¢ Co
T F© c @ e = g
= [¢5) o )
s O 0 ) 3 2
|_
Depressed affect
guestion alone
PAS-D>3 41 -0.03 40 50 89 7.7
PAS-D>4 59 0.22 50 75 78 46
DSM-IV 73 0.47 62 89 89 62
symptoms
ICD-10 80 0.61 69 100 100 64
symptom$§
Both screening
guestions
PAS-D>3 68 0.09 70 50 93 86
PAS-D>4 73 0.41 79 63 79 63
DSM-IV 91 0.81 100 78 87 100
symptoms
ICD-10 100 1.00 100 100 100 100
symptom$
#n=20
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Table 5.5 Clinical validity of screening questions for patients in
community settings (n=69).

Screen and Psychometric properties
reference
standards
Essential Desirable
S @ 5 0
g 8 g s & 3
= S N Q

] 0 S S ) S =

S o > >, = Q=

5] o = = 5= o>

Q ] 2 = = o3

5 < 3 5 8% 22

© c c Q S T g

T 9] @ Q. o

~ S o z
Depressed affect
guestion alone
PAS-D>3 75 0.51 69 82 81 71
PAS-D>4 77 0.52 80 75 65 87
DSM-IV 74 0.55 72 75 68 79
symptoms
ICD-10 78 0.47 75 81 72 83
symptom$§
Both screening
guestions
PAS-D>3 73 0.45 78 67 72 73
PAS-D>4 69 0.38 84 59 54 87
DSM-IV 74 0.49 86 65 64 84
symptoms
ICD-10 78 0.57 89 71 78 91
symptom$

n=20
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Part 2

This part of the study aimed to derive the optinalmical decision rules for
identifying palliative patients with symptoms offatession. The aim was to
identify a brief set of questions that was effeetior both hospice and community

patients.

Method

The community sample was randomly allocated toswasamples. Subsample 1
(n=35) was used to derive an algorithm involvingmare than 4 questions that
maximised concordance with the DSM-1V referencedsad. The psychometric
properties of this algorithm were then assessewyusommunity subsample 2
(n=34) and the hospice sample (n=20). Data forquestions required by the

algorithm were missing from two hospice patients.

Clinical validity of the algorithm

An algorithm is a “systematic procedure that pregue in a finite number of
steps — the answer to a question or the soluti@npsbblem™®® Algorithms have
been used in many areas of decision-makihg®particularly in health care
settings for diagnostic and treatment decisiSh$>*including for
depressiott>*®and other mental health issdésThe simplicity of an algorithm
is that it does not rely on a scoring system, htiter a simple decision making
process which comes to a decision. The decisionisiggkocess behind such an
algorithm mirrors a “fast and frugal heuristi®>**frequently used for rapid

medical assessments.

The empirically-derived algorithm comprised foulegtions: items concerning
fatigue, depressed affect and psychomotor agitatimhretardation from the
PAS-D, and the screening question about anhedbmégiam 5.1). The algorithm

met all essential criteria and at least one ofdésrable criteria for clinical
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validity for the DSM-IV and ICD-10 reference standin all three datasets
(Table 5.6). However, for each of the PAS-D>3 aA&#>4 standards, the

algorithm met the essential criteria for clinicalidity for only one dataset.

Decisions informed by the algorithm met the crador clinical utility by

showing high positive and negative predictive vaJuegh Kappa statistics, and
high levels of total agreement in all samples (€&bb). Thus, the algorithm
simply, quickly, and accurately screens for pallatcare patients who meet the
DSM-IV symptom criteria for depression. One advgataf the algorithm format
is that not all patients need to be asked all singequestions. In fact, fewer than
50% of patients in any of the datasets would haenlkasked all four questions
(Table 5.7).

In addition, the clinical validity of the algorithmas generalisable within the

limits in which it was tested (Table 5.8).
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Diagram 5.1 The Short Screen for Depression Symptoms (SSDS)

SHORT SCREEN FOR DEPRESSION SYMPTOMS (SSDS)

PatENt: oo oome s awsoms swmans sonwnss sovinas i Staff member: ...
Record INO summs swssms vassmn o s s v Dates sies sovsss s ewammmmemsmen svssonans § 555 woms s 0
INSTRUCTIONS: Ask questions verbatim Tick positive response Cross for negative response
Document the decision of algorithm Plan follow-up if appropriate

O In the past 2 weeks, have you been
worn out or had too little energy, even NO
when you haven't been doing a lot?

C =z

YES

O During the past 2 weeks, have you

often been bothered by a lack of
/\_ interest or pleasure in doing things? —_
YES TO NO TO
BOTH [ In the past 2 weeks, have you been BOTH
feeling depressed or sad at all?
YES
TO

ONE
ONLY

go--oOm
comrom

In the past two weeks, have you

L [talked or moved more slowly than
YES TO is normal for you? NOTO

EITHER U] had to be moving some part of your BOTH
body all the time — that is, you were

so restless you couldn't sit still?

a-Nen
N

Judgement of algorithm
DOES/DOES NOT warrant follow-up for depression
PLANS ccomasssuswes sosws somvssnws S S SR SRS SRR ST SRR SRR & v

........................................................................................




Table 5.6

patients in hospice and community settings

Screen and reference
standards

Clinical validity of an empirically derived algorithm for

Psychometric properties

Essential Desirable
¢ 2 =z g g8
OX c= = QO o Q2o
[ oS = = o3> oS
8 59 & o 28 o8
S O 6 & N
PAS-D>3
Community datasef’1 83 0.65 80 85 80 85
Community dataset’2 85 070 76 100 100 72
Hospice dataset 85 0.69 63 100 100 22
PAS-D>4
Community datasef'l 74 0.45 80 72 53 90
Community dataset2 79 058 80 79 75 83
Hospice datasét 85 0.69 83 88 91 78
DSM-IV symptoms
Community datasef'l 94 0.88 100 91 87 100
Community dataset2 94  0.88 94 94 94 94
Hospice dataset 85 0.69 83 88 91 78
ICD-10 symptoms
Community datasef'l 94 0.88 100 91 87 100
Community datase? 91  0.82 93 90 88 94
Hospice dataset 90 0.79 85 100 100 78
2n=35 ®n=34 ©n=20
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Table 5.7 Number of questions algorithm required for judgement about

follow-up
Number Patients
of

. Community dataset 1 Community dataset 2 Hospice dataset

guestions
(n=35) (n=34) (n=20)

1 29 18 5

3 46 41 60

4 26 41 35
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Table 5.8 Diversity in three datasets in which the algorithm showed

clinical validity

Patients (%)

Community Community Hospice
dataset 1 dataset 2 dataset
(n=35) (n=34) (n=20)
Demographic
characteristics
Male 46 54 59
Patients warranting
follow-up
DSM-IV 59 37 a7
ICD-10 65 37 44
Prevalence of symptoms
assessed in algorithm
Fatigue 96 1 82
Depressed affect 46 54 35
Anhedonia 55 31 44
Psychomotor 91 74 65

retardation or agitation
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Part 3

It is unclear what clinical action should followetdiscovery that a patient meets
DSM-IV symptom criteria for depression. The overlsiween symptoms of
depression and those of approaching death hasl thisgossibility that both
screening tools and DSM-IV falsely classify manylipave patients as being
depressed>1%>2%The possibility of confusion between depressiot gief has
also been a concettf?**This study examined the validity of judgements mad
using the algorithm by determining whether it seledy identified patients who
showed other evidence of psychological distresscated with depression.

Method

Participants were the community patients. Patieset® asked an open-ended
guestion about their mood/feelings (e.g. “Can yalunhe about the feelings you
have had during the past few weeks?”). To avoidaraimation, this question
preceded all other measures except the Mini M&tate Exam. Responses were
usually brief. The typical duration of interviewssv5 to10 minutes. All usable
interviews were audio-taped, transcribed, and stijeto qualitative content
analysis using standard inductive techniques (8)2% The themes were
identified by use of particular words: “depressedépression”, “dysphoria”, or
“suicide”, or the expressions “very down in the qagh “very sad” or “mourning

for yourself” or “grief”.

Patients were sorted into three groups:

1. those who were identified as warranting follow-op depression by the
algorithm and who fulfilled DSM-IV symptom criterfar depression.

2. those who were identified as not warranting follopvfor depression by
the algorithm and who did not fulfil the DSM-1V syitom criteria.
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3. those patients for whom the algorithm and DSM-I\d #GD-10 reference
standards disagreed (n=4). In this subsample, ICRAI DSM-IV
reference standards agreed in all cases.

All four transcripts in the last group were anabysi addition, successive
random samples of equal numbers of transcripts franiirst two groups were
analysed until theoretical saturation was reaciidt is, sampling of transcripts
continued until three consecutive transcripts yadldo novel themes. Theoretical
saturation was reached after 28 transcripts (li2matwho warranted follow-up
for depression, 12 patients who did not warranb¥lup for depression, and four
patients for whom the two criteria made differardgements). After each

sampling, transcripts were placed in random ordeanalysis.

Two assessors independently identified the themeach transcript and the
particular words and expressions related to thHesmés. They were blind to the
identity of the patients and the group from whiceyt were drawn. Cases in
which the assessors disagreed about themes wetessisl in depth until

consensus was reached.

Construct validity of the algorithm

The algorithm selectively identified patients whaserview responses referred
to three themes: depression, suicide and grief logsrof self (Table 5.9). Fifteen
(88%) of the 17 patient who referred to these treewere identified by the SDSS
as warranting follow-up for depression. Another pagent of the 17 (5.9%)
indicated that he was receiving effective antidepaat therapy. An additional six
patients actively denied being depressed. Theighgojudged that some of these
warranted follow-up for depression (33.3%) whilbers (66.7%) did not.
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Table 5.9

Construct validity: Distinctive interview themes for patients

identified by the algorithm as warranting follow-up for depression

Theme

Example

Depression “I've had feelings of deep depression and probalijtle bit of

guilt. ... I've never felt so low in all my life...l wain that awful
down depressed situation and | just didn’t warttatk to
anybody. | just wanted to lie in bed and die”.

“Three weeks ago | was a basket-case virtuallywas
overcome by moods...I spoke to Dr X about depres#ibnit’s
hard to describe depression ‘cos | dunno if I'verdvad it
before. But ...l was definitely down the chuite”

“Depression really has just really hit....I think tt{es) probably
a little bit of a concern. | don't like feeling kkthat. | don’t like
that feeling at all ...I'm not coping as well whém depressed?®

“1 did feel a bit depressed”.
“I have been feeling a bit down, well, very dowrtle dumps”

“A new word that I've discovered, dysphoria, whislthe
opposite of euphoria, brought home to me by Dr Xtl&t's
what | was experiencing. But | was experiencing/\ead
feeling”

Suicide

“The options are from suicide to ...to anything gibke really.
That, depends on my mental state probably. Youheee
disappointed | feel”

“('m not) doing anything about it myself. | havemgjot the guts
to do — but I'm very much for euthanasia... | can eember
saying, ‘...Get hold of Philip Nitschke (Australiadwcate for
physician-assisted suicide and euthanasia)”

Mourning
for loss of
self

“Very sad... You smile and act happy and get on witnd
inside you don't. Inside you... you're mourning fayuyrself,
what it used to be.”

“I feel self-pity... | feel sad, grief. | already gwue the losses I've
had. ...There’s just one more loss. And obviouslyid\ge over
those losses. | guess losses of all sorts of tHiggsve over, and
| think that's the hardest part to accept — whateweept means
— those losses?

& patients judged to warrant follow-up by the altfori but not by DSM-1V or
ICD-10 reference standards
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This suggests that the algorithm is identifyingguats with psychological distress
rather than patients who predominantly show sonsgticptoms of depression.
The results are not consistent with an interpresatinat either the algorithm or
DSM-IV symptom criteria falsely identified patientsth medical symptoms but

without depression.

Discussion

All the reference standards used in this reseadicated that a large percentage
of patients in both settings warranted follow-updepression. This is consistent

with previous researct;!38318°

The psychometric properties of the screening qoestproposed by Whooley et
al®® were often better than those reported for othelstd®’ However, by the
stringent criteria used in this study, neitherdhe- nor the two-question

screening tools showed clinical validity acrossecsettings. Previous research has
reported relatively poor sensitivity or specificfty similar screening

tools 198789901 ha finding that the two-question tool showed drett
psychometric properties for hospice than for comityyratients is consistent

with previous research on in-patienamd out-patient®*° Overall, the findings
suggest that the clinical validity of these scragribols has limited

generalisability across care settings.

The psychometric properties of the empirically dedi algorithm were superior to
those for the screening questions proposed by Velyaeil af° and for other
screening tools in palliative populations: the H@dpAnxiety and Depression
Scale (HADS$9¢°"2%he Edinburgh Postnatal Depression S&athe short

form of the Beck Depression Inventory (BDI-£3the Mood Evaluation
Questionnairé! the Brief Assessment Schedule Depression CardS[HC)?®
the Rotterdam Symptom Checkl%§£%and a single item visual or verbal
analogue scalt’"®"When the reference standard was a psychiatricviete, all

of these had sensitivity and/or specificity undeé¥8and a positive predictive
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value under 80%. When Kappa was reported, it wasu612’

Use of the algorithm by clinicians is likely to cftge the patients who are
identified as warranting follow-up for depressi@thuse the algorithm includes
symptoms that palliative clinicians rarely includeghe assessment of

depressioit’

Despite debate over the status of somatic sympioitie diagnosis of depression
among patients receiving palliative caf&!2°32%"2%w0 somatic symptoms
(fatigue and psychomotor agitation or retardatiwaje included in the
empirically-derived algorithm. Previous researchmarts the inclusion of

somatic symptoms in the assessment of depreSsiomarticular fatigue has

been identified as a marker of depression in pressi@search and is accorded the
same status as anhedonia and depressed affedihd@iagnoses of

depressioﬁ7,159,209—211

The construct validity of the algorithm was suppdrby a content analysis of
patients’ interview responses. This demonstrataisttte algorithm and the
DSM-IV and ICD-10 reference standards selectivegntified patients who
showed other evidence of psychological distressistant with the construct of
depression. This strategy for assessing constaliclity overcame limitations

associated with using a diagnostic interview agad' standard”.

Because interviews that allow a clear differerdialgnosis of depression are
lengthy, and may not to be tolerated by many mégiatents® researchers may
only ask questions about a subset of disofd&f&*or include only the most
robust patient&°’ The first strategy has no advantage over theaaéer
standards used in this research, since it doealloot a differential diagnosis to
be made. The second strategy limits the generdligatf results to clinical

populations.

The validity of standard diagnostic interviews padliative patients has been
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contested. It has been argued that over-diagnbsispsession may be frequently
due to the overlap between symptoms of depressyonptoms of advanced
disease, the side effects of palliative intervamjd1831404365203nd the

f182%and appropriate sadn€s§This study

characteristics of normal grfé
overcame these disadvantages by locating indepeetiglence, from the
patients’ unstructured interviews about mood andtams, that patients

identified by the algorithm warranted follow-up fdepression.

The algorithm was designed for maximum clinicalityti Data on clinical validity
and construct validity show that the algorithm pdeg meaningful and relevant
information. The algorithm shows generalisabilityass samples that differ in the
prevalence of the symptoms it assesses and therpage of patients that warrant
follow-up for depression. By using conditional sefhe algorithm minimises the
number of questions that need to be asked. Theitaigosupplies the wording for
the questions and states the decision, makingyt ause and eliminating the
need for scoring and interpretation. Use of thewtlgm requires no special

training and the algorithm is widely available @wlcost.

Part 4

Acceptability

Screening tools are unlikely to be used if theypmeeived by patients or clinical
staff to be inappropriate in their timing or corttéFherefore, Part 4 of this study
considered the social validity or acceptabilityttod algorithm. Social validity
refers to consumers’ subjective evaluations ofefifiectiveness and acceptability
of a tool and the desirability of the outcomes l@sy from the use of the to6t?
Patients’ and clinical staff members’ perceptiohthe acceptability and
effectiveness of the two questions that were judgdeke potentially confronting

were assessed.

Some palliative care clinicians are reluctant fo@sestions about depressiSn.
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This may reflect personal discomfort or a fear thath questions will cause
distress to patienfs:?**Such fear is likely to influence the uptake ofesring

tools even though it is usually unfoundéd*®

Questions regarding anhedonia and depressed affeaicluded in the algorithm.
This study assessed whether it was acceptabldiemfsaand clinicians to ask
about these two psychological symptoms aroundithe of referral to a Palliative

Care Service.

Method

There were two samples. The first sample compai@dhed data from patients
and clinicians for 60 of the community patients wiaoticipated in the interviews.
The second sample provided staff responses only,.8® community patients
who did not participate in the study, but who an®dehe two screening
guestions as part of their admission process. th famples, the clinicians were
palliative care clinicians (two doctors and eightses), who asked the screening
guestions concerning anhedonia and depressed dffeng the patients’ initial

clinical assessment after referral to the Pallea@are Service.

Clinicians and patients were asked parallel questabout the acceptability of the
content (“Would you rather not have asked thisgratone or both of the
guestions about mood?”) and timing of the screegumgstions (“Was the timing
of questions about mood appropriate for this ptignParticipants were also
asked to comment on each issue. Clinicians weredaekrespond immediately
after having asked the patient the questions. atireade judgements

retrospectively, as the last step in the researmteglure.

Results

In the vast majority of cases, both patients amdazhns in both samples judged

that the content and timing of the questions weceptable (Table 5.10).
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Table 5.10 Acceptability of the two screening questions for patients and

clinicians in two samples

%

Respondent Content of both  Ask in first visit
questions acceptable
acceptable

Patient did participate in Study 1

(n =60)
Patient 96.7 91.7
Clinician 93.3 88.3

Patient did not participate in
Study 1 (n = 188)

Clinician 96.8 91.8

Relatively few patients or clinicians acceptedithatation to make additional
comments. However, in five instances, cliniciansilddave preferred to ask the
guestions on the second visit to the patient. Soihtieese clinicians had indicated

though that the original timing was still accepgabl

Discussion

The question about anhedonia included in the dlgorand the question about
depressed affect similar to the one in the algorittere acceptable to almost all
patients and clinicians. This is consistent witevimus researcf(:?*°Clinicians
perceived that the questions were equally apprepfoa patients who did and

who did not subsequently agree to participatestudy that involved disclosure

of emotions. Nevertheless, in some cases cliniciandd prefer to defer such
guestions to their second visit to patients. Supbstponement remains consistent
with recommendations to screen for depression @s as possible after

referral?®
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General Discussion

Routine screening for depression among palliatare patients requires the
availability of a simple, quick and psychometrigadbund screening tool. The
current findings and previous studie®’suggest that the clinical validity of a
single question about depressed affect or two guressabout anhedonia and
depressed affect is specific to particular cultoratare contexts. In this study,
such questions did not meet the criteria for chhi@lidity for any of the

reference standards across two care settings.

In contrast, a brief empirically-derived algoriththe Short Depression Symptom
Screen, met stringent criteria for clinical valyd#icross care settings for two
reference standards; DSM-IV symptom criteria fonaor depressive episode and
ICD-10 symptom criteria for a moderate or sevenerelgsive episode without
psychotic symptoms. It appears to be the firstestrgy tool to do this. The
construct validity of the algorithm was demonstiabg its ability to selectively
identify patients whose unstructured interviewsvpted independent evidence
that they warranted follow-up for depression. Tlygoathm includes questions
about depressed affect and anhedonia, which magtoeived as sensitive or
intrusive. However, the vast majority of patientsl Zlinicians judged that the
content of these questions was acceptable and thas acceptable to ask them
during the first or second contact between theepatind the Palliative Care

Service.

The algorithm has two limitations. First, althoughclinical validity generalised
across datasets that differed in important varghile algorithm is unlikely to be
universally applicable. At present, the boundaoiethe cultures, care settings and
medical populations within which it is generalisabtmain unknown. Second,
like other screening instruments, the algorithmdasigned to be used in contexts
in which follow-up can be provided. It does notyde sufficient information to
inform treatment because it does not allow a diagnhat differentiates patients
with depression from those with other disorders ti@ve overlapping symptoms

(e.g. dementia, schizophrenia) but that might befrein different
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interventions. However, it is not realistic to egpthat any brief tool would allow

staff without specialist mental health trainingtake such a diagnosis.

Rather, the availability of psychometrically sowsmleening tools provides
patients, family members and clinicians greatereustdnding of patient
behaviour. This may yield clinical benefits whetbemnot interventions for

depression are pursued.

In conclusion, widely publicised one- and two-qigsscreening tools for
depression have relatively poor clinical validitysome care settings. In contrast,
a brief empirically-derived algorithm met stringeniteria for clinical validity
across care settings, had construct validity, aasl acceptable to patients and

clinicians.
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Chapter 6

The Geriatric Depression Scale in palliative careStudy 3)

Introduction

This research used the original form of the Gedddepression Scale (GDS-36)
for two distinct purposes; as the point of comparig an examination of the
psychometric properties of short forms of the GID8 as a means of determining
the prevalence of a broad range of non-somatic kymgpof depression among

patients receiving palliative care.

The Geriatric Depression Sclés a multi-item scale that has many
characteristics that are desirable in palliativeecl has excellent sensitivity and

v #8and primary-care sampléS,was specifically

specificity in aged communit
designed for use with aged populations, uses siameconsistent response
alternatives, focuses on non-somatic symptomsdardio minimise
over-diagnosis in medically ill populations, is dahle in a wide range of
Asiar? and European languag&s”#identifies patients with suicidal ideation
without direct questioniné** and uses both positively and negatively worded
guestions to avoid “yea-" or “nay-saying” and efisdting expectations. Most
other multi-item scales used in palliative carendbshare these

advantage&3+377797

The GDS is also of interest because one of its$dras been recommended for
routine use by the Royal College of Physicianstaedritish Geriatrics
Society?® and in many countrié®??it is the tool of choice for assessing
depression during a Comprehensive Geriatric Assess(CGA)?% One form of
the GDS is also a component in the Abbreviated Gehgnsive Geriatric
Assessmerft®**CGA has been advocafét®*3and widely adopted in oncology

and haematolog§?***®*Forms of the GDS are also widely used in cancer
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researc>’ 2%

Because the length of the original form of the QB®S-30§* precludes its use
in many clinical settings, a variety of “short” fos of the scale have been
developed. As a result, palliative clinicians ieed in using the GDS are faced
with a bewildering array of forms from which to dse. These include three
different 4-item form&3%?*!two different forms containing orfé>?*°and five
items?*22**forms containing tefi*! twelve®** and fifteen item$*° and an
algorithm based on two of these short fofffsThis study assists clinicians in
making informed choices between these alternabyesomparing the
psychometric properties of previously publishedrsfarms with those of the
original GDS in patients receiving palliative caf@ere are few previous reports
of short forms of the GDS being used in patienthailvanced diseaddé2*°and

these reveal little about their psychometric propsr

One innovation in the present study is the exananaif the psychometric
properties of short forms at two points in thedcapry of iliness. Patients
receiving palliative care often show more markedngjes in physical and
cognitive function than other medical patients. §,ithe utility of particular
symptoms (e.g. fatigue, changes in sleep) in tagrdisis of depression in
palliative care patients may change over time. Hareew studies have
examined the properties of either single- or mitdtin screening tools at more

than one visit.

The original form of the GDS will also be used x@mine the prevalence of

non-somatic symptoms of depression among patieotsiving palliative care.

Thus far, research on depression in palliative basegiven greater attention to

identifying effective screening tod5">#3%7a

h207,250

nd determining the prevalence of
depressio than to understanding how symptoms associated with
depression are expressed in palliative populatidhis shortcoming may have

important implications for assessment. There isatkeabout the role that somatic
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symptoms of depression should play in the diagnafsikepression in palliative
patients. Suggestions that diagnosis should fooutems concerning

non-somatic symptonis?®®assume that these do not show elevated endorsement
due to disease processes or treatment. Althougghdinpirical evidence relevant
to this assumption is available, it has been shinahsome non-somatic items are
endorsed by most patients receiving palliative &&r€his is not surprising
because it is well-documented that some non-sorsgtnptoms (e.g. impaired
cognition) may result from disease processes sideeffects of treatments
commonly used in palliative café®***This research uses the broad coverage of
non-somatic symptoms provided by the GDS-30 toideodescriptive data about
the way in which these symptoms are expressed andnulatory palliative
population. Although many previous studies havelusalti-item scales with
patients receiving palliative care, very f@have reported the frequency of

specific symptoms of depression.

Because palliative patients are often able to nogike limited contributions to the
assessment of their psychological symptoms, iisis desirable for assessment
tools to be psychometrically sound when they aremdeted by an informant,
such as a nurse or family caregiver. Informantdikedy to be relied upon during
the assessment of depression when patients apsyatologically minded, or
when they show cognitive impairment, are withdraamhave symptoms that
interfere with communication. Informants may beekko respond on behalf of
the patient (proxy or surrogate); for example, “Wdoyour husband say he felt
depressed?” or to provide their own subjective repbout the patient (collateral
source), for example, “Do you think your husbanddpressed?® This study
examines the agreement between patient and cpatsef the items of the

GDS-30 when family caregivers serve as collatevatcees.

The extent of agreement between patient-reportpemnd/surrogate reports
reflect the informant’s knowledge of and abilitydemmunicate the patient’s
view. The patient’s report is the gold standardragavhich the accuracy of the
proxy’s report can be judged. The extent of agregrnetween self-reports and

reports by collateral sources reflects the ovelketween the patient’s and the
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informant’s views and their ability to communicétese views. Neither the
patient’s nor the informant’s report is considetethe a gold standard and

measures of agreement are not interpreted as nesasiccurac§>*%>°

This study also reports on patient- and carer-cetadlforms of the GDS at two

time points.

In summary, this research had three aims

1. To compare, at two points in time, the psychomeiraperties of ten
previously published multi-item short forms of 8®S>°%**to those of

the GDS-38* in ambulatory patients receiving palliative care.

2. To document the prevalence with which ambulatotyepss receiving
palliative care reported a range of non-somaticptgms of depression at

two points in time.

3. To compare, at two points of time, the agreemedtralative frequency of
symptom items between the patient-reported versighe GDS-36 and
the collateral source version of the GDS2C@hen it was answered by

family carers.

Method

Participants

One hundred and three patients attending outpgi@hative care and oncology
clinics at two teaching hospitals in Adelaide wapproached to participate. All
patients were fluent in English, over 18 yearsg#,and judged by their primary
medical specialist to be in the palliative phasthefr illness, to be sufficiently
robust to tolerate a 40-minute research interveavd, to be free from severe

cognitive impairments. Eighty-four patients wererugted (81.6%). Four
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patients declined to participate (3.9%), and 15ewaTable to complete data

collection due to physical decline (14.6%).

Sixty-six carers of these patients, who accompaitfiech to the clinic, were also
recruited as collateral sources. Most carers wergatient’s husband (21%), wife
(52%) or daughter (19%) and were in daily contaithh whe patient (89%). All
carers had lengthy relationships with the patittggn = 35 years, range 2-66

years).

Useable data were collected on a second clinit fvegn 34 of these patients and
35 of the carers. The mean interval between tkedimd second data collection
points was 35 days and was primarily determinethbypatient’s clinical needs.
In every case, failure to complete the second cialtaction was due to physical
decline or death.

Measures

Data were collected immediately after the patiestsieduled clinic visit by a
research nurse who was not associated with thentaticare. Three measures

were used:

1. Geriatric Depression Scal@DS). The original 30-item form of the
GDS™ was administered. From this, the?322%04- 239-2415_242.243 19_241

122 and 15%* item short form scores were calculated (Table.6.1)

2. The single-item relating to depression from Htkinonton Symptom
Assessment Syst¢ESAS)’® This self-report item uses an 11-point

numerical analogue format.

3. Custom-designed, single-items for self-reporteshgadf will-to-live and

hope using an 11-point numerical analogue format.
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4. Geriatric Depression Scale Collateral Sour@DS-CS). The 30-item
version of the Geriatric Depression Scale adjuiiedollateral source use

was administered to carers away from the patienabthe same time?”

This study was approved by the Research Ethics Guesof Flinders Medical
Centre, Adelaide, South Australia and the ReseandhEthics Committee, North
Western Adelaide Health Service, South AustraliataDvere entered and

analysed using the Statistical Package for Soci@nges 12.0.
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Table 6.1

Depression Scale

I[tems included in full and short forms of the Geriatric

ltem OO0 0O o
O O 0O 0O 0O U U U o g g
»e oo onnnn
W Rk P 2 o0 0o &>~ BB b PP P
o 92 N O A A~ A~ N~ ~ ~ ~
2 I 0035 92
2 22 »5 » 3
= o 88 5 =z5 @
z, =
3
1 Basically satisfied with Vv v Y v v v v v v
life? (No)
2 Dropped many activites ., v v
and interests? (Yes)
3 Feel that life is empty? v v v v v v
(Yes)
4 Often getbored? (Yes) v v Vv 4
5 Hopeful about the future? v
(No)
6 Bothered by thoughts that
can't get out of head? 4
(Yes)
7 Ingood spirits most of the ,
time? (No)
8 Afraid that something bad v v v v
is going to happen? (Yes)
9 Feel happy most of the v v v v v v v
time? (No)
10 Often feel helpless? (Yes) v v v v Vv Vv Vv

86



ltem OO0 OO o
U U U U U U U U g o o
@ o O o o6nonnonpE
W Rk P 2 oo M DM PFP P
o Ul \S} O A A~ A ~ —~ ~ ~
2 I 0035 92
e 2 & » 5 » 3
=2 23 z3¢2
5 Q) — > ~— o
~— - SZD
= =
=
11 Often get restless and v
fidgety? (Yes)
12 Prefer to stay at home
rather than going outand v* v 4 4
doing new things? (Yes)
13 Frequently worry about the ,
future? (Yes)
14 Feel that have more
problems with memory v v v v
than most? (Yes)
15 Thinkitiswonderfultobe v v v
alive now? (No)
16 Often feel downhearted v
and blue? (Yes)
17 Feel pretty worthless the v v %
way you are now? (Yes)
18 Worry a lot about the past? ,
(Yes)
19 Find life very exciting? v
(No)
20 Hard to get started on new ,
projects? (Yes)
21 Feelfull of energy? (No) v v v V
22 Feel that situation is vV v v v
hopeless? (Yes)
23 Think that most people are , v

better off? (Yes)
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24 Frequently get upset over v
little things? (Yes)

25 Frequently feel like v
crying? (Yes)

26 Have trouble
concentrating? (Yes)

27 Enjoy getting up in the v
morning? (No)

28 Prefer to avoid social v
gatherings? (Yes)

29 Easy to make decisions? v
(No)

30 Mind as clear as it used to v
be? (No)

Results

Psychometric properties of short forms

Six conventional psychometric properties were asskasing the following
criteria: a correlation above 0.75 with the GDS¢Bable 6.2); internal
consistency above 0.75 for scales with ten or rteras, above 0.65 for scales
with five items, and above .60 for scales with faems (Table 6.3); test-retest
reliability similar to that for the GDS-30 (Tabled®; convergent validity similar
to that shown by the GDS-30 for two related butinies constructs, will-to-live
and hope (Table 6.5); and concurrent validity samib that shown by the
GDS-30 for patient ratings of depression on the &$Pable 6.5). Short forms of

the GDS containing ten or more items showed gogdimsnetric properties
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according to most criteria. In general, scalesaiairig one, four and five items
showed different patterns of results for differeriteria. However, the 4-item
scale by D’Ath et &° and the 5-item scale by Molloy etdlmet as many criteria

as the longer forms.
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Table 6.2 Correlations between the full 30-item and short forms of the

Geriatric Depression Scale at Visits 1 and 2

Short form Visit 1 Visit 2
r(62) r(23)
GDsS-1 .40 44
Almeida (Qul)
D’Ath (Qu3) .55 .55
GDs-4
Galaria .63 a7
van Marwijk .65 740
D’Ath a7 .86"
GDS-5
Hoyl .81 .81n
Molloy .78 95"
GDsS-10 .88 941
GDS-12R .86 93"
GDsS-15 .94 92
"N r(22)
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Table 6.3 Internal consistency (Cronbach a) for multi-item forms of the

Geriatric Depression at Visits 1 and 2

GDS Visit 1 Visit 2
GDS-4

Galaria 0 .28

van Marwijk .20 .39

D’Ath .61 .68
GDS-5

Hoyl 41 .67

Molloy .68 .79
GDS-10 .66 .79
GDS-12R .76 .81
GDS-15 .75 .84
GDS-30 .87 .92
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Table 6.4 Test-retest reliability of forms of the Geriatric Depression

Scale
GDS r(27)
GDS-1
Almeida (Qul) .76
D’Ath (Qu3) 31
GDS-4
Galaria .83"
van Marwijk .897
D’Ath .65
GDS-5
Hoyl .60
Molloy .70
GDS-10 .84n
GDS-12R 73N
GDS-15 .82#
GDS-30 .85+

Nr(26) #r(24) +r1(22)
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Will to live

Hope

Depression

Visit 1 (n=77) Visit 2 (n=29)

Visit 1 (n=77) Visit 2 (n=29) Visit 1 (n=77) Visit 2 (n=29)

GDS-1
Almeida
D'Ath

GDS-4
Galaria
van Marwijk
D'Ath

GDS-5
Hoyl
Molloy

GDS-10

GDS-12R

GDS-15

GDS-30

1(75) = -.01
[(75) = -.39**
1(75) = -.14
1(74) = -.23*
r(74) = -.19
1(74) = -.23
[(75) = -.29%*
1(70) = -.27
r(70) = -.28
1(70) = -.31
r(61) = -.33

r(27) = -.38*
[(27) = -.47*
r(26) = -.30
r(26) = -.35
r(27) = -.61
r(25) = -.40

[(27) = -.63%*

((26) = -.52
1(26) = -.58.
r(24) = -.57
r(22) = -.62

r(73) = -.03
r(73) = -.17
r(73) = -.01
r(72) =0

1(72) =-.21
1(72) =-.16
r(72) =-.18
r(68) = -.30
r(68) = -.30
r(68) = -.30
r(59) = -.29

r(27) = -.14
r(27) = -.31
r(26) = -.26
r(26) = -.21
r(29) = -.35
r(27) = -.28
r(27) = -.41*
r(26) = -.42
r(26) = -.37
1(26) = -.44
r(24) =-.46

r(75) = .13
((75) = .37*
((75) = .27*
((74) =.14
((74) = .41
r(74) = .30
((75) = .33*
((70) = .42
((70) = .45
((70) = .40
r(61) =.33

r(27) = .28
r(27) = .48**
r(26) = .25
r(26) =.27
r(27) = .62
r(25) = .28
r(27) = .56**
r(26) = .48
r(26) = .50
r(24) = .52
r(22) = .55
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Table 6.6 Distribution of scores on GDS short forms with fewer than

ten items
Patients receiving score(%)
0 1 2 3 4 5
GDsS-1
Almeida
Visit 1 87.2 128
Visit 2 82.8 17.2
D’Ath
Visit 1 859 141
Visit 2 75.9 241
GDS-4
Galaria
Visit 1 154 295 333 192 26
Visit 2 214 179 321 214 7.1
van Marwijk
Visit 1 11.7 36.4 429 6.5 26
Visit 2 10.7 321 393 143 3.6
D’Ath
Visit 1 58.4 234 117 39 26
Visit 2 51.7 20.7 20.7 - 6.9
GDS-5
Hoyl
Visit 1 13.0 364 234 156 9.1 2.6
Visit 2 222 185 186 185 185 3.7
Molloy
Visit 1 474 218 141 115 26 2.6
Visit 2 41.4 31.0 6.9 13.8 — 6.9

The distribution was examined for the short fornithewer than ten items since
these necessarily yield a restricted range of scadeally, the distribution of
scores on brief screening instruments follow a r&a@ J-curve (i.e. bottom-heavy

with a long positive tail) that allows a range @fetent cut scores to be used in
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different clinical contexts. Such distributions wegroduced by the GDS-4 by
D'Ath et af*° and the GDS-5 by Molloy et%f (Table 6.6).

Prevalence of non-somatic symptoms of depression

Patients did not equally endorse all symptoms pfekesion included in the
GDS-30. The only somatic symptom included in theS=8D, fatigue (not “full of
energy”), was reported by more than half the p&tianhboth visits. However, this
was also true for non-somatic symptoms relateahk@donia (“Dropped many
activities and interests”; “Hard to get startednenv projects”, “Prefer to stay at
home rather than going out and doing new thingsboth visits, and for
psychomotor agitation (“Often get restless anddtg) at Visit 1. Patients also
commonly reported helplessness, hopelessnessh#ialives were not exciting
and that their thinking was not clear. In contrasije of the items relating to
depressed affect (“Often feel downhearted and blligequently get upset over
little things”; “Frequently feel like crying”) werendorsed by more than one-third
of patients at either visit. Indeed, at both visitsre than 80% of patients
endorsed items that reflected positive affect (iBally satisfied with life”; “In
good spirits most of the time”; “Feel happy mostla# time”; “Think it is

wonderful to be alive now”Worrying about the past was also uncommon.

The results also show the importance of the wordinguestions about
non-somatic symptoms. Although the majority of @ats endorsed anhedonia
items relating to behaviours (e.g. Dropped maniviiets and interests), only a
minority endorsed anhedonia items relating to patfors. That is, only about
one-third indicated that they were often bored lasd than one-quarter felt that
their lives were empty. Similarly, patients did mespond in the same way to the
four items assessing impaired cognition. In pakticunore patients rejected the
idea that their mind was “as clear as it used talien the idea that it was “easy

to make decisions”.

Despite the high frequency with which many itemsenendorsed, few

individuals endorsed a large number of symptomsthekfore most patients

95



did not meet the standard cut scores for the GDS-80Visit 1, 42.3% and 5.1%
of patients were identified as likely to be expecieg mild and severe
depression, respectively. At Visit 2, 25.9% anB%4 of patients were identified
as likely to be experiencing mild and severe degioes respectively. That is, at
Visits 1and 2, 47.4% and 40.7% of patients weratifled as likely to be
experiencing depression, respectively, althougtséwerity appeared to worsen at
Visit 2.

Most items on the GDS-30 were endorsed by at @astthird of patients at
Visitl and/or Visit 2. Despite this, 23 of the 3@ms discriminated between
patients identified as likely to have severe depogsand other patients at Visit 1
and/or Visit 2. Ten of these items were the samésats 1 and 2 (Table 6.7).
Included among these ten are the GDS-1 by D’Athl &F three items from the
GDS-4 by D'Ath et a?*° and four items from the GDS-5 by Molloy e’&l The
larger number of items included in the GDS-10, GI2R and GDS-15 did not

significantly improve their overlap with these igams.
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Table 6.7

Relative frequency of items from the Geriatric Depression

Scale differentially endorsed by patients likely to have severe depression

and other patients

Patients (%) Differential
endorsement ¥2)
Item Visitl Visit2  Visitl Visit 2
n=84 n=34 n=84 n=34
1 Basically satisfied with 13 17 0 3.1
life? (NO)
2 Dropped many activities 75 72 1.5 0
and interests? (Yes)
3 Feel that life is empty? 14 24 12.9%**  5.0*
(Yes)
4 Often get bored? (Yes) 36 36 7.5%* 0.5
5 Hopeful about the future? 28 21 1.0 7.6%*
(No)
6 Bothered by thoughts that 34 24 8.3** 5.9*
can't get out of head?
(Yes)
7 In good spirits most of the 6 14 33.1%*  27.0%**
time? (No)
8 Afraid that something bad 31 38 9.3* 6.8**
is going to happen? (Yes)
9 Feel happy most of the 12 10 16.6***  19.4***
time? (No)
10 Often feel helpless? (Yes) 42 45 5.7* 8.9**
11 Often get restless and 51 36 4.1* 5.9*
fidgety? (Yes)
12 Prefer to stay at home 52 64 3.9* 3.0

rather than going out and
doing new things? (Yes)
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Patients (%)

Differential

endorsement ¥2)
Item Visitl Visit2  Visit1l Visit 2
n=84 n=34 n=84 n=34
13 Frequently worry about the 31 28 9.5** 11.2%**
future? (Yes)
14 Feel that have more 35 36 0 8.9**
problems with memory
than most? (Yes)
15 Think it is wonderful to be 5 7 17.5%* 2.1
alive now? (No)
16 Often feel downhearted 27 24 5.0* 13.4%**
and blue? (Yes)
17 Feel pretty worthless the 35 31 3.0 9.4**
way you are now? (Yes)
18 Worry a lot about the past? 6 7 33.17* 21
(Yes)
19 Find life very exciting? 45 75 1.5 1.4
(No)
20 Hard to get started on new 62 62 2.5 2.8
projects? (Yes)
21 Feel full of energy? (No) 87 79 0.6 11
22 Feel that situation is 40 24 0.2 5.9*
hopeless? (Yes)
23 Think that most people are 23 31 14.1%* 3.7
better off? (Yes)
24 Frequently get upset over 31 31 3.9* 0.6
little things? (Yes)
25 Frequently feel like 32 17 9.1** 3.1
crying? (Yes)
26 Have trouble 30 21 0.9 16.4%**

concentrating? (Yes)
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Patients (%) Differential

endorsement ¥2)
ltem Visitl Visit2  Visitl Visit 2
n=84 n=34 n=84 n=34
27 Enjoy getting up in the 39 35 2.3 0.4
morning? (No)
28 Prefer to avoid social 39 52 24 14
gatherings? (Yes)
29 Easy to make decisions? 21 28 7.5%* 11.2%**
(No)
30 Mind as clear as it used to 39 48 24 5.9*
be? (No)

*p.<0.5 **n<0.01 **p<0.001

Relationship between patient-completed and canerpteted measures
Scores

At Visit 1, none of the versions of the GDS showetficiently high correlations
between carer-completed and patient-completed feorafiow substitution of
carer reports for patient reports (Table 6.8). Aif\2, insufficient matching data

were available to allow analysis.

Presence of symptoms

There was generally low to moderate agreement legtwarers and patients
concerning the presence or absence of particulap®yms (Table 6.8). Visual
inspection shows that the frequency with whichmsym was reported was
generally lower in patient-reports than in cargremts about the patient, and that
there was no consistent change in the level ofeageat from Visit 1 to Visit 2
(Table 6.9).
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Table 6.8 The agreement between patient and carer reports about

patient symptoms

Visit 1 Visit 2
ltem Kappa Kappa

1 Basically satisfied with life? (No) L36%** 27

2  Dropped many activities and interests? S3F** A49*

(Yes)

3  Feel that life is empty? (Yes) .38** 52**

4  Often get bored? (Yes) .28* AT*

5  Hopeful about the future? (No) A9rrx A43*

6  Bothered by thoughts that can’t get out of 13 A44*

head? (Yes)

7  In good spirits most of the time? (No) .13 A42*

8  Afraid that something bad is going to A3EH* .58*

happen? (Yes)
9  Feel happy most of the time? (No) 14 A7
10  Often feel helpless? (Yes) A QFE* 49*
11  Often get restless and fidgety? (Yes) 53rx* .22
12  Prefer to stay at home rather than going out .30* 12
and doing new things? (Yes)

13  Frequently worry about the future? (Yes) 36% 21

14  Feel that have more problems with memory .31* .82%**
than most? (Yes)

15 Think it is wonderful to be alive now? (No) 22* 13

16  Often feel downhearted and blue? (Yes) A 3EH* 5%+

17  Feel pretty worthless the way you are now? .44*** A49*
(Yes)

18  Worry a lot about the past? (Yes) .29* .18

19  Find life very exciting? (No) 31** AT*
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Visit 1 Visit 2

ltem Kappa Kappa
20 Hard to get started on new projects? (Yes) .23 02
21  Feel full of energy? (No) .26* -.08
22  Feel that situation is hopeless? (Yes) 37** .28
23  Think that most people are better off? (Yes) * .33 T6***
24  Frequently get upset over little things? (Yes) 41** AT*
25  Frequently feel like crying? (Yes) .33* 14
26  Have trouble concentrating? (Yes) A8rr* A43*
27  Enjoy getting up in the morning? (No) A2K** 14
28  Prefer to avoid social gatherings? (Yes) ST 54*
29  Easy to make decisions? (No) .33* .68**
30 Mind as clear as it used to be? (No) A9rrx B5*

" p<.05 ” p<01 ™ p<.001
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Table 6.9

Relative frequency of patient- and carer-reported patient

symptoms
% of informants
Visit 1 Visit 2
ltem Patient Carer Patient Carer
n=84 n=66 n=34 n=35
1 Basically satisfied with life? 13 37 17 35
(No)
2  Dropped many activities and 75 57 72 77
interests? (Yes)
3  Feelthat life is empty? (Yes) 14 23 24 33
4  Often get bored? (Yes) 36 44 36 57
5  Hopeful about the future? (No) 28 50 21 45
6  Bothered by thoughts that can't 34 39 24 36
get out of head? (Yes)
7  In good spirits most of the time? 6 27 14 26
(No)
8  Afraid that something bad is 31 53 38 50
going to happen? (Yes)
9  Feel happy most of the time? 12 33 10 31
(No)
10  Often feel helpless? (Yes) 42 56 45 68
11  Often get restless and fidgety? 51 50 36 50
(Yes)
12  Prefer to stay at home rather 52 63 64 68
than going out and doing new
things? (Yes)
13  Frequently worry about the 31 59 28 49
future? (Yes)
14  Feel that have more problems 35 28 36 40

with memory than most? (Yes)
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% of informants

Visit 1 Visit 2
ltem Patient Carer Patient Carer
n=84 n=66 n=34 n=35

15  Think it is wonderful to be alive 5 18 7 29
now? (No)

16  Often feel downhearted and 27 39 24 46
blue? (Yes)

17  Feel pretty worthless the way 35 33 31 51
you are now? (Yes)

18  Worry a lot about the past? 6 18 7 15
(Yes)

19  Find life very exciting? (No) 45 70 75 78

20 Hard to get started on new 62 55 62 73
projects? (Yes)

21  Feel full of energy? (No) 87 87 79 97

22  Feel that situation is hopeless? 40 36 24 a7
(Yes)

23  Think that most people are better 23 28 31 34
off? (Yes)

24 Frequently get upset over little 31 43 31 49
things? (Yes)

25  Frequently feel like crying? 32 30 17 42
(Yes)

26  Have trouble concentrating? 30 37 21 53
(Yes)

27  Enjoy getting up in the morning? 39 25 35 29
(No)

28  Prefer to avoid social 39 53 52 44

gatherings? (Yes)
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% of informants
Visit 1 Visit 2
Iltem Patient Carer Patient Carer
n=84 n=66 n=34 n=35

29  Easy to make decisions? (No) 21 31 28 29
30 Mind as clear as it used to be? 39 48 48 51
(No)
Discussion

Patient-centred care requires that clinicians hasight into patients’ experience
of psychological distress. For this purpose, mitdtin scales are superior to
single-item and algorithm-based screening toolsuBset of five previously
published short-forms of the GDS showed good psywiac properties in the
current samplé®® 2412432 yerall these captured most of the informatiomedi
from asking patients the full 30 items, had godénmal consistency and adequate
test-retest reliability, showed concurrent and evgent validity similar to that of
the full scale, and produced distributions of sedhat may be of use in clinical
contexts. In general, the psychometric propertidha4-item short form by
D'Ath et af*® and the 5-item short-form by Molloy ef&lwere similar to those
of the three short forms containing ten or morm@é***?**The 5-item tool

may be of particular interest in palliative contexh other settings it shows good

psychometric properties in patients with cogniiivgpairment*®

In summary, five short forms of the GEY&?41243244250|d promise as clinically
useful tools in palliative care since they are psynetrically sound and use
simpler and more consistent response alternatigsmost other multi-item
scales® "3 Preferences between these short forms will beénited by the
relative importance assigned to minimising burdersus understanding patients’
experience, the relevance of their content to linécal situation, and the results

of subsequent investigations examining their validgainst a gold standard.

This study also used the GDS-30 to gain insiglt the ways in which

104



non-somatic symptoms associated with depressioexamessed in palliative
populations. Some non-somatic symptoms of depnessére endorsed by more
than half the sample. These primarily related toalv@oural indices of anhedonia
that were also likely to be influenced by diseasgyession (e.g. “Dropped many
activities and interests”). A similar pattern waported by Sel&" who used a
different screening instrument. The high frequeway which patients at both
visits endorsed items relating to positive affead gatisfaction with life is
noteworthy given these patients’ prognosis and ganptom burden, and helps
to balance the high frequency with which thesegpaisi endorsed items relating to

loss of activities and interests and lack of energy

Despite the high level of endorsement of many ramegic symptoms, there was
little evidence that advanced illness and sidecedfef treatment led to an
over-diagnosis of severe depression by the GD348Peover, most of the items
on the GDS-30 helped to discriminate between pitigeely to have severe
depression and other patients at Visit 1 and/oit ZisThus, those ambulatory
palliative patients identified by the GDS-30 a®likto have severe depression
report most of the non-somatic symptoms that aze sethe other geriatric

populations on which the GDS was based.

The current research had several strengths, imguaisessment of the
psychometric properties of the scales at more éme&npoint during the trajectory
of illness. However, the findings should be intetpd with caution since the
sample size was limited, especially at Visit 2, arauded only patients well
enough to attend an ambulatory out-patient cliffere was explicit comparison
of these psychometric properties when these seades answered by carers as
well, although there was not sufficient correlatmtween carer-completed and
patient-completed forms to allow substitution ofesaeports for patient reports
of the GDS.

For obvious practical reasons, scores for the siet forms of the GDS were
derived from the GDS-30 rather than from the ingele@it administration of these

scales. The psychometric properties reported herefore need to be verified
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when the scales are administered independentbddition, the effectiveness that
the GDS-36""**%and these short forfig239243258.25h3ve shown in screening for
depression in other populations needs to be coafirm palliative contexts by
validating them against a gold standard diagnasst It will also be important to
verify that the high acceptability of these shoriis in other populations is also

observed among patients receiving palliative éire.

The current study yielded two outcomes. It ideatifthe five existing short forms
of the GD$3*#*143243h;t hold the promise of providing insight intdipats’
experience of depression while limiting burden atignts and staff. Two of these
are sufficiently brief to be included in routinegeening (Diagram 6.1 and
Diagram 6.2). It also showed that items concersmge non-somatic symptoms
of depression are endorsed by many patients recepalliative care. Despite
this, most of the non-somatic symptoms assess#usistudy were helpful in

identifying patients with severe depression.

Diagram 6.1 The GDS-4 (D'Ath et al)**°

Item
1 Basically satisfied with life? Yes No
3 Feel that life is empty? Yes No
8 Q‘rﬁ;(:)g;t?something bad is going Yes No
9 Feel happy most of the time? Yes No
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Diagram 6.2 The GDS-5 (Molloy et al)**®

Item
1 Basically satisfied with life? Yes No
3 Feel that life is empty? Yes No
9 Feel happy most of the time? Yes No
10 Often feel helpless? Yes No
16 Often feel downhearted and blue? Yes No
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Chapter 7

Identifying the advantages and barriers to assessjndepression in

palliative care settings: A way forward

Introduction

Many caring and competent palliative cliniciansndx routinely screen for
depressiof®123160.260.264agpite understanding the burden of depressiomgmo

S43,262

their patients; 1.17

and the wide variety of screening tests that aadable:
Arguments can be made both for and against rostireening for depression. To
date, reviews of the effectiveness of such screggmatve focused almost
exclusively on outcomes related to the treatmenwlepfressiofi®'*However,
screening and follow-up assessment for depressiva tosts and benefits
regardless of whether depression is treated. Tseigsue for clinicians is
whether to screen for depression, the second daaisincerns which patients to
screen. Both routine screening and screening anlpdtients “at risk” for
depression have been recommended. Poorer infommiateovailable to inform the
second of these choices because psychometric fiexpef screening tests are
usually only known for routine screening. The thdetision for clinicians who
choose to screen patients for depression concemsdilow-up assessment will

be provided.

There is a growing body of knowledge and work alssuvice delivery models. A
summary of service-delivery models and optionx@aed to offer palliative
care administrators and clinicians insight andan#ito structure their Palliative
Care Services and relationships with psychologieatice providers to better

manage psychological symptoms.
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Aims

The aims of this chapter are to understand whyesang may not happen

routinely and to find a possible way forward

To date, arguments for and against routine scrgeomdepression in

medically-ill populations have focused on whetheeesning increases the number
of patients who are offered treatment for depresaitd/or whether this treatment
is effective. This focus is overly narrow, ignoringny of the potential
advantages of screening for depression and noessidg the barriers to
screening that apply in clinical contexts. In garar, identification of depression
can be useful even when its treatment is not apatepor possible. Identification
of depression can of itself, provide patients, fgmiembers and clinicians with
greater understanding of difficult patient behavidif and reduce patient
anxiety®® It also allows improved case managenf&hthe dual burden
experienced by some carers can be recognté&inicians can be alert to the
increased likelihood of poor patient compliaffcé>**°and the need for more
effective symptom management strate§i¢é:**Palliative Care Services are more
able to plan for the development of appropriatexnigational and personal

coping strategies for staff dealing with depressihts°>2

Given these possible benefits, Palliative Care iSesvand individual clinicians

need to make four decisions:

1. whether or not to screen for depression
2. how to screen
3. what type of follow-up to provide

4. what model of service to use

1. whether or not to screen for depression

It appears that relatively few Palliative Care $@#s provide routine screening
for depression among their patiefftd?3160260263rhere are many reasons why
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Services and individual clinicians may choose nadreen for depression.
Firstly, little is known about the emotional impadtsuch screening. Questions
may focus patients’ attention on negative aspddiseir experience; there is a
danger of unwelcome insight; and patients’ selfesgt or the attitude of others
towards the patient may change in unhelpful ways (ee nurse now sees the
patient as someone with a mental health problensaritbes the patieftthere
may be a sense of being “labelled”. However, thieisee and emotional impact
of screening questions can be minimised if theypaesented as part of routine
assessment. In addition, there is evidence that smmeening instruments are
well-received by patientsin addition, alerting patients and staff to methigélith
issues is not necessarily a negative outcomectinsistent with the “whole
person” approach of the World Health Organisatiefinition of palliative car&*
and it increases the likelihood of patients withntaéheath needs having those
needs met. Unwelcome self-knowledge about depmessio be avoided by using
the same clinical strategies that are used to ptexeminimise unwelcome
self-knowledge about other medical issues, e.@agis progression. In both cases,
clinicians should consider the level of informatite patient has reported that
they wish to know, consider the relevant patiemties, and the benefit or distress

the information may cause in the patient’s curcamitext.

Cases of depression will be missed without scregfiirDespite this, palliative
clinicians’ approach to depression often deviatesifbest practice in two ways.
On one hand, patients with moderate or severe sgipreare often not identified
or treated?*"183%14%0n the other hand, patients are often treateddpression
when it is unclear that this treatment is apprdpripalliative patients are
prescribed antidepressants without a mental hep#hialist making a differential
diagnosi&® or determining that the depression is of a sewérit is responsive to
antidepressam?ﬁ8 and when there is insufficient time for antidepaeds to have

a therapeutic effect.
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Barriers to screening can be considered in thevatlg categories:-

a) Distress

Probing into psychological experiences during surggand assessment may
distress patiente® however other procedures in palliative care atsoyca risk of
causing distress to patients and their carers l(@rdar puncture, giving
diagnostic information, talking about death anchdyibut this does not prevent
them from being conducted if they are judged to/jo® a benefit. There are side

effects associated with many palliative care irgations.

b) Stigma

Screening may place the patient at risk of stight@ma is associated with the
word “depression” in the minds of members of thenowinity and palliative care
clinicians®’ Indeed, there is stigma associated even with dahkealth
assessmenf’ Stigma is associated with mental health problensswide range

of cultural contexts. However, palliative care ians are highly skilled in
dealing with patients with stigmatising conditidiesg. cancer, AIDS) and the
stigma of dying. Giving permission to speak abaytghological experiences may
act to reduce patients’ distress. It is not neagdsainterpret mental health
problems, such as depression, as a weaknessiimdikiglual, or as a failure in
masculinity, or as malingering. Mental health pewb$ are the outcome of a
person-situation fit. However, there may be leggrsd associated with depression
in palliative care than in other contexts becaleggession may be judged to be
“understandable” in the dying. Raising these issnag bring relief to patients —

it may give them understanding about their own bieha and help families and
staff to see reasons behind unhelpful behavioutbéypatient. The diagnosis of

depression can provide understanding of “difficthaviourg®
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c) Risk/Benefit ratio

The decision to screen is best considered as cli$tom the decisions about
whether to make a formal assessment and the deeibimut whether to intervene.
Like other decision-making in palliative care, thsues revolve around the
weighing of likely benefits against likely costsitlwthe patients’ values
informing assessment of costs and benefits. Tisdittleé empirical evidence
about diagnosis and interventions for depressiahishspecific to depression in
palliative care. Many medical interventions in wigke in palliative care have
limited empirical evidence of effectiveness in tbéfting and much clinical
practice in palliative care is based on evidenomfother medical disciplines.
Depression can be diagnosed and effectively managattier medical
populations and diagnostic criteria and methodstefvention used in other

medical contexts are appropriate and effective péliative care patients.

d) What is normal?

In the past, pain was judged to be part of the ebggketrajectory of many
life-limiting illnesses. Now it is judged to be péiliative care emergency” or at
least not to be accepted passively as inevitahle dOty of care to address the
suffering of patients with pain was not diminishegtause pain was recognised to
be present in a large number of patients. It igl baisustain an argument that
clinicians are absolved from a duty of care to oedsuffering due to depression
because it is perceived that this is a common sympin addition, although
Kibler-Ross argued that a stage of “preparatoryedeson” was part of the
trajectory leading to “a good death”, she also adwed for the aggressive
treatment of “reactive depression” which would ifeee with “a good death”.
Further exploration of the symptoms of depressipedaenced by patients is

therefore warranted.
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e) Spontaneous remission

There is a widespread belief that assessment sexdémtion for depression in
palliative care populations are unnecessary bedhese are high rates of
spontaneous remissiéf-2"21t is believed by some palliative care practiticne
that the number of symptoms and the severity ofetegion among palliative care
patients are likely to decline as a result of therfnal” activities of a palliative
care team, or by the standard measures provided apatient is admitted to a
hospice or Palliative Care Unit. That is, the nundreseverity of symptoms of
depression may decline following interventions tiaagiet factors that contributed
to the depression. For example, the severity ofptgms of depression may
decline as a result of social work interventiomaed at reducing family conflict,
medical interventions aimed at reducing physicatfsyms or nursing
interventions aimed at reducing the burden of daain may also show
spontaneous remission, but it is inconceivable ahaimpetent palliative care
practitioner would withhold treatment for pain assung that remission might be

the case.

f) Screening nihilism

Another potential barrier to proper assessmenepfekssion can be categorised as
“screening nihilism”. The argument is that ther@dsreason to screen for
depression as the instruments available are allpeor at detecting depression.
Most of the screening instruments available foringealliative care populations
have had low values of positive predictive valuewdver, brief screening

instruments with high positive predictive values apw availablé.

g) Therapeutic nihilism

“Why screen, as there is nothing that can be domerhedy the situation when
depression is detected? All you are doing is adthrthis patient’'s misery.” This
stance can be considered to be “therapeutic miiilisa belief that all

interventions have either no benefit, that therassfficient time for a
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therapeutic response or that they all have negatdeeffects only. A general
principle of good palliative care practice is tbat should not assess or
investigate an issue unless there is an intervethiat is effective. It is
well-known that therapeutic interventions for degsien do not provide an
immediate clinical benefit. Rather than this beamgargument for inertia and lack
of assessment, there is a need to recognise tlitioorearlier so that an
informed decision can be made at a time when iatgions are likely to be most
effective. Many clinicians would appear not to r&ealthat patients at the end of
their lives can still respond to interventions arehtments for psychological
disorders’’® One should never assume that there is not enimegtfor an
intervention to have an effect. The trajectoryh# tllness of a palliative care
patient is always uncertain. Many interventions ratiljbe possible, be desired
by the patient and family, and be likely to proviteme relief of distressing

symptoms.

h) Limited resources

There may be concerns that the costs in the wadgwste associated with
introducing a screening program may lead to therdien of limited time, energy
and funds from other areas of need. If it is badethat screening for depression
does not improve outcomes for patients, familiésjaans or health services,
then there will be no imperative to investigaterdspion in an orderly and
systematic manner. Expenditure of time and ressusoescreening for depression
is likely to require the diversion of resourcesnfrother areas of need, which may
be perceived to make a greater contribution teepatvell-being. There is also a
cost associated with not screening, assessingairtg depression for the
individual, the informal carers and the health smrvThe patient is consigned to
their continuing “misery of mood?*®the carers are left without clear explanation
and understanding for the reasons for the diffibaltaviours of their “bad
patient,” and the functional status of the patisrikely to be under-assessed,
increasing the possible loss of physical functiod emental agility. There are
simple validated screening instruments. There msatestrated benefit not only to

the patient but also to carers. This would seebetan issue that is too

114



important to neglect. Just because it seems tables not been an impediment
for palliative care clinicians to advocate and dareheir patients in other

situations.

The US Preventive Services Task Force recommeraedrsng for depression
among medical patients only when there were adeqeaburces for accurate
diagnosis, effective treatment and follow-up. Thaltenge for specialist

Palliative Care Services is to assess the resotlraeare available to them, to use
these in the most effective and efficient mannessfide and to advocate for

increased services if the current ones are inadedoatheir patients’ needs.

In summary, the decision whether to screen forekpon or not depends on:-

a) What the human resource costs are, in terms ofdiotical and
administrative staff and the physical resourcescosfuired, such as paper,

and computer access.

b) What the patients’, families’ and clinicians’ piitgs are for care.

c) The level of stigma associated with mental healthening in the catchment

population of the Palliative Care Service.

d) The culture of the Palliative Care Service:-

i) Whether mental health concerns are part of thealguitilosophy of care

i) To what extent do individual clinicians and clifiteams have control

over their own practice

e) The estimated prevalence of depression in the ptpaolseen by the
Palliative Care Service. A plan to implement schegmor depression is only
likely to be successful if the clinicians involvpdrceive that depression may

have a relatively high prevalence.
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2. how to screen

Routine versus targeted screening

If they do decide to screen, clinicians also needetcide who to provide

screening for (i.e. routine or targeted). Screetmgs definition suggests that an
entire population or group is at risk of having toadition it assesses. However,
it is not uncommon to hear of clinicians screerpagients whom they believe are

at risk of suffering the condition (e.g. depres}iae. targeted screening.

If true screening is desired then whole of popatatir cohort or group screening
should occur. This has obvious resourcing issuesl@es ensure that a whole of
population assessment of the burden of depressiassessed. By “gate-keeping”
who will be screened, i.e. targeting screening,esordividuals with depression
are likely to be missed. The reasons for gate-keepiay be in good faith.
Reasons have been explored in detail in the pnegewiragraphs. There are
examples of targeted screening in other areaslivdipae care practice, e.g. risk

assessment screening of bereaved clients.

Form of screening

Psychometric properties

To miss someone with depression or to label somasr&ving depression
erroneously are both most undesirable. To dateyrsameening tests for
depression in palliative populations have had ei@psychometric properties,
i.e. sensitivity, specificity, positive and negatipredictive values. Often one
parameter is compromised by an improvement in @mofhdesirable outcome is
a test that produces a reliable and reproduciktieoone psychometrically, is not

confronting, is easily scored and interpreted.
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Brief versus longer instruments

Most Australian Palliative Care Services that dovjte screening do not use a
validated instrument (Chapter 4). This certainiygs into question whether the
screening is efficient or effective. Decisions abehether to use a single-item
question or a longer and more detailed screening instrumeet to be made.
What instrument is used will depend on many fa¢teush as the cognitive state
of the patient, the level of physical function @dhd need or desire for a more
descriptive assessment of the symptoms of depreddiost screening
instruments rely on a scoring system with agreaeffipoints to delineate a
positive or negative result. Interpretation carcbmplex, answer sets may not be
consistent and there may be dispute about validffydoints in different
populations. The Short Screen for Depression Symptor algorithm developed
in Chapter 5 uses a simple Yes/No option to a lseeies of questions resulting in
a Yes/No result and is one possible solufiGtalliative Care Services need to

understand validated screening instruments and gheper use.

Patient versus proxy response

There are high levels of cognitive impairment andrative failure in palliative
populations. Physical deterioration and extremigdatcan also impact on a
person’s ability to participate in screening. Ihi uncommon for proxies to be
asked to make assessments for the patient — piariessarers and family
members and friends. Whether these screeninghasgésbeen validated in this
population as a proxy measure is important. lpissible that assumptions are
made without validating the modified instrument floe new respondent or proxy

form. This issue has been investigated and disduss€hapter 6.

3. what type of follow-up to provide

Palliative care best practice supports and encesraqilti-disciplinary
assessment for all patients. The input and relatimrtance of individual

disciplines’ expertise will depend to some degne¢he needs of the
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particular patient, and unfortunately on the avality of disciplines. For
someone with a possible mental health issue arnuatiegsychological
assessment is needed. Whether this involves sig¢ci@icians or generalists is
less clear and will depend on whether these céngiare available and how they
can be accessed for the particular patient. Allicagractitioners, nurses and
social workers should receive some knowledge af,skills in, managing mental
health issues and depression in their training.di&gnosis of mental disorders is
covered in the training provided to general pramigrs, oncologists and palliative
care specialist§*?"® Although they may wish to consult lecture notes or
textbooks or to conduct a brief literature reviewdfresh their knowledge of this
field, most are able to make a diagnosis of demeasing DSM-1V or ICD-10

diagnostic criteri&’’

If mental health professionals are not availabl iithe assessment for other
conditions with overlapping systems is negativelldws the clinician greater
confidence that the patient has depression, evemgthdepression is not a

“diagnosis of exclusion”.

Medical assessment

Regardless of whether a mental health assessmamtdsicted, a comprehensive
medical assessment is current best practice fqlpeeferred to a specialist
Palliative Care Service. There is a need to condpptopriate assessments to
ensure that another condition with overlapping syms (e.g. renal failure,
cerebral metastases, anaemia) are not being oikedqost because depression is
suspected as a result of screening. A positivdtrdeas not rule out the

possibility of co-morbid illness exacerbating ontrdouting to the depression.

Social assessment

It is important to investigate social stressorsjaldistory, coping strategies and
the meaning of events to the patient to deternfidepression is a more or less

likely explanation for the symptoms shown by thé&eyd.
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Nursing assessment

Nurses can use behavioural observations and infmmabout care needs to
determine if depression is a likely explanationtfer symptoms shown by the
patient. For example, if the patient requires fesglassistance with toileting and
often complains of a dry mouth, diabetes mightq@ared as an alternative

explanation for the patient’s fatigue, sleep disaunce and weight change.

Mental health assessment

What options there are for a mental health profesdiassessment and hence
management of patients with depression will depandvailability of
professionals such as psychiatrists, psychologistsal workers, counsellors and
pastoral care workers. The expertise of these gsafnals in palliative
populations and their availability in terms of plogd presence and accessibility
will dictate how these clinicians might be ableassist the specific patient. The
following section is designed to offer Palliativar€ Services some suggestions
about how current and potential psychosocial peifesl resources may be
harnessed for the best outcome for the patientavittental health issue. There is
clearly not one “correct solution,” and individWRdlliative Care Services may
come to quite different solutions for their own ptgdion, depending on the
population demographics, the major issues for {heulation and the availability

of psychosocial professionals.

4. what model of service to use

An important decision for clinicians who choosestween for depression concerns
models of care: who will provide follow-up assessmand/or decide on and

implement interventions. This will be dependenttba access to mental health
clinicians and how Services are structured. Thigsiien may be affected by the
size and composition of the population the Pall@tCare Service supports and
the availability of mental health specialists. Rnoity, ease of access, cost in
terms of time, travel and specific service provisiees will all influence the

reality of access to mental health specialist sttppoconsideration of models
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provides an opportunity for clarity of options amd structure to argue and

advocate for specific models.

A brief description of seven models of care is jmed to help clinicians to clarify
their options. Models are presented in order afdasing demand for specialists

or specialised training and a stepped care apprieadhcidated (Table 7.1).

Table 7.1 Models of psychological service delivery

Model Description
1 Clinicians already have the skills to assessmadage depression
2 Clinicians are given guidelines for assessingraadaging depression
3 Clinicians are all up-skilled in depression
4 One patrticular palliative care team member iggignhanced training

in assessment and management of depression

5 Psychological assessment and management is otgsou
6 Liaison support comes to the team or patiengs liaison psychiatry
7 A psychological professional is part of the aaliteam

1. It can be argued that professional training alrezglyips attending clinicians
in a Palliative Care Service to diagnose and manags episodes of
depression in their patients without specialistpgup i.e. they already have

the necessary skilfé’

2. A second model involves attending clinicians beadged by specific
decision-rules to assist assessment, diagnosisgiadltreatment but also

rules about which patients to refer to a mentalthespecialist’ if available.

3. The third model involves providing all palliativare clinicians with

additional training in the diagnosis and manageménepressiof>3*
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4. The fourth model involves focusing additional méhtsalth training
resources on one or two members of a palliative team, who subsequently
serve as the team’s resource for mental healtlessdthis maintains a focus

on mental health issues within the teZ2h.

5. In afifth model, patients judged to warrant follay for depression are
referred to a specialist mental health unit, whitky or may not have specific
links to the treating palliative team, i.e. theesssnent is “out-sourced’®
One disadvantage is that if this unit does not feast@ff member with
expertise in both palliative care and mental hedlfttre may be limited
appreciation of special issues relevant to palapatients. In addition,
transporting the patient to a different site ofecaray present practical
problems for bed-bound patients and may be burage@dor many palliative

patients.

6. A sixth model involves palliative care teams bgingvided with access to a
liaison mental health specialist. This can prowsgecialised support, but the
understanding of specific palliative patient issomes/ not be appreciated by a
generalist mental health specialist. Physical acaed site of assessment may
be problematic if the mental health specialistasphysically located at the

same site as the Palliative Care Service or therngat

7. A seventh model involves the palliative care teapa@ding to include a
mental health specialist as a core member. Thehaittant of a mental health
specialist to the team is a significant step. Tagidinitiative would be the
provision of support to clinicians at a regularmiauch as clinical review or
multi-disciplinary team meetings and as part oftcanng professional
development. The next step would be the additigoatient service delivery
and feedback to the palliative care clinicians sTreigular contact is likely to

enhance the diagnosis and management of depré$&idh.
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Stepped care

In reality, Palliative Care Services will accessaé health professionals in a
manner that is appropriate to the situation. Thisat unique to mental health
issues. Examples may include whether a surgicali@no for a patient requires
immediate transfer to a surgeon for assessmenp@sgible surgery, or that
advice is required between treating practitionexther than needing a direct
patient assessment. What the preceding discussjmefuily will clarify for
Palliative Care Services is the assessment of ielsatirces are available to them
proximately and further afield and to make effaot$orge links with mental
health professionals with some expertise in thelseé palliative populations.
For some Palliative Care teams it may be apprapt@employ a psychiatrist or
psychologist. For others it may be possible to muprthe skills of all palliative
clinicians to better recognise depression androtleer team it may be more
appropriate to seek special training for one memdxethat they can be a local

resource, providing information for other team mensf°®

The options that are available are resource-depeaahel will relate to the
priorities and other needs in the Palliative Cages/i8e and the population in
which they work. By considering possible servicedeils, clinicians should be
able to utilise a progressive approach to the ass&st and management of
patients that is location specific and appropri@itee important issue is to
consider the local and distant psychological serpioviders and to cultivate

relationships that will enhance patient assessareatare.

A stepped care approach implies that all optiorsaamilable. This is clearly not
the case. A pragmatic view needs to be taken ambgidering possible service
delivery models and linkages with existing psyclatal services, it places
palliative clinicians and administrators in a befiesition to clearly identify gaps
in service, to improve care by maximising the ulsali@ady available resources
and to advocate for increased resources to mdeadycarticulated and

well-assessed unmet need.
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Chapter 8

Conclusion

Overview

This thesis grew from my desire to provide bettedor patients with
psychological symptoms, particular those with syonp of depression. It came
from an awareness of my own inadequacies in the dapatients with obvious
symptoms of depression. This caused me to reflecbypown abilities to
recognise this complex issue; one made more diffiputhe potential for overlap
between physical and psychological symptoms. laveare of my limited skills
and knowledge of depression. | was aware of thiédiraccess to mental health
professionals with special expertise and understgraf the particular issues of
depression in palliative care. | wondered how mi{eegues were managing these

issues.

The first study asked all Palliative Care ServiceAustralia about their
knowledge and use of screening instruments fortpspgical distress. Access to
psychological and social service providers withcgdeskills in palliative care

was also explored. This study was conducted astlpgurvey. It confirmed that
there is very poor understanding of screeningunsénts by Palliative Care
Services and that there are limited numbers ofsggical and social
professionals, such as psychiatrists, psycholqogistsal workers, counsellors,
pastoral care workers and chaplains, availablessathese palliative clinicians. |
was able to compare Australian service provisiaih wie United Kingdom and
demonstrated that Australian Palliative Care Ses/appear to have poorer

access than those in the United Kingdth.

These results motivated me to a review of all treening instruments for

depression that are currently available. Therendidappear to be any that had
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been validated in Australian palliative care popatss. There had been several
studies in other populations that did not suppdahe excellent psychometric
properties of one- and two-item screening instrusidemonstrated by
Chochinov et at. These questions are attractive, particularly dligtive care
patients. The questions are short and would appdsr well-suited for patients
approaching the end of their lives, patients withited time and energy. | was
also interested in knowing something about howadliff it might be to introduce
routine screening for depression into clinical prac Study 1 had shown how
infrequently screening was performed. What werediffeculties and reasons for

this? These were the initial research questiortdedao Study 2.

The second study examined the validity of one-taraditem screening questions
for depression in palliative care patients. Thecpsynetric properties of these
screening instruments were measured in Austratigratient and community
palliative care populations. This study did notfawm previously published
findings using similar questions. A novel briefesening tool with sound
psychometric properties, not based on a scoringsysvas derived empirically.
This was to offer a quick validated tool for uséAmstralian populations,
particularly community palliative care patients.€Bk are the people with
potentially longer prognoses and therefore possitye time to gain benefit
from interventions. The algorithm or “Short ScréenDepression Symptoms
(SSDS)” has a series of conditional steps, whiel k a judgement. This new
instrument provides an alternative solution togheblem of recognition. A
minimum of one and a maximum of four questionsaaied, with less than 50%
of participants being required to answer all questi This algorithm is brief. It is
a novel instrument, not requiring a scoring systatgorithms are something that
are well-known in clinical medicin®?'*" The psychometric properties are good,
particularly in community palliative care patierts group likely to benefit from

interventions for depression.

The psychometric properties of the SSDS were asdassng three different
classification systems for depression; the Diago@std Statistical Manual of
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Mental Disorders (DSM}° the International Classification of Disease (IEBihd
the Psychogeriatric Assessment Scales-Depressk®-[B.'®! These
assessments were independently confirmed by dgreonsistent themes from
the unstructured patient interview about emotiardfaelings. The final part of
Study 2 assessed the acceptability of these guestio patients and clinicians. In
the vast majority of cases, both patients andaitins judged that the content and
timing of the questions were acceptable. This isantrast to the significant
concerns when the introduction of this study west fliscussed with the clinical

team.

Brief screening instruments by their nature prowdey little information about
the symptoms that depressed patients may be erperie | wanted to
understand more about the symptom issues for ppedliaare patients
experiencing depression. The Geriatric DepressaieSGDSY* is an instrument
that is widely used in psychiatric practice. It vaesigned for use in elderly
medically unwell patients. It has been recommeriddze used as part of a
Comprehensive Geriatric Assessmefit>'The GDS enquires about a range of
symptoms of depression. It has a simple and camtistsponse set. This
instrument allows clinicians to gain insight inketexperience and symptom
profile of depression. The collateral source varsibthe GDS was administered

to carers, allowing comparison with the patienésponses.

The GDS has many published short forms. Palliatawe patients are likely to
find burdensome the answering of the 30-item fulirf of the GDS. The ten
known short forms of the GDS were examined. Cotigia between the full
GDS-30 and the short forms were performed. Constconivergent and
concurrent validity were performed. Test-retegatelity and the spread of
responses for each scale were assessed to detevhetiger particular short
forms not only had psychometric validity but weikely to be useful in clinical
practice. In general terms, the short forms congjsif 10, 12 and 15 items all
showed good to excellent psychometric propertiesnndompared with the full

form. They all had a distribution of scores, makihgm likely to have clinical
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utility. However, in this population of palliativeare patients, it is likely that these
instruments may still be too burdensome, partityléthey are administered on
repeat occasions. The more brief forms of the GI28wnore variable in their
psychometric properties. The 4-item form of the GYD’Ath et af*° and the
5-item form by Molloy et & are likely to have clinical utility for Australian
palliative care patients. These two short formsetthivee items from the GDS in
common — two relating to anhedonia and one asHKiogiafeelings that something
bad is going to happen. The GDS-4 (D’Ath et alpasks another question about
depressed affect and the GDS-5 (Molloy et al) hdi$ferent question about
depressed affect and one question that exploreelésgness. Preference between
these short forms of the GDS should be governeitidoypalance between the
burden of administration and the benefit of un@erding of the patients’
experience. Both these recommended short formeedEDS have the same
advantage as the longer forms by containing questioat require both positive
and negative responses. This third study has edstliative care clinicians to
know whether using one of the many short forms ow@yinue to provide
meaningful information. These are useful additiforsPalliative Care Services
and palliative clinicians when considering the abeore detailed screening

instruments for depression.

The symptom profile of depression was also examinele third study.
Exploration of specific symptoms of depressionetgtl by patients is not
common and this analysis provides an innovativewsadul insight into patients’
experience. Patients did not equally endorse atiggms of depression included
in the GDS-30. The only somatic symptom includethen GDS-30, fatigue (not
“full of energy”), was reported by more than h&létpatients at both visits. The
results also show the importance of the wordingugstions about non-somatic
symptoms. Although the majority of patients enddraehedonia items relating to
behaviours (e.g. Dropped many activities and istsjeonly a minority endorsed
anhedonia items relating to perceptions. Only aboetthird indicated that they
were often bored and less than one-quarter feltiedr lives were empty.

Patients did not respond in the same way to theifems assessing impaired
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cognition. More patients rejected the idea thait timénd was “as clear as it used
to be” than the idea that it was “easy to makegiews”. This is an important
finding. The manner in which symptoms of depressiandiscussed with patients

has implications for whether they may or may noebdorsed.

Patient responses were compared with the cardtate@l reports, i.e. the carers’
assessment of how the patients would report eantf"**>There was generally
low to moderate agreement between carers and tgtiencerning the presence
or absence of particular symptoms. The frequently which a symptom was
reported was generally lower in patient-reportstimcarer-reports about the
patient. This is important for clinicians to undargl when they may need to rely

on collateral source information.

Depression in palliative care patients is not a pevblem and there is already a
significant body of evidence about assessment aarthgement. Many caring and
competent palliative clinicians still do not rowgly screen for depression, despite

understanding the burden of depression among phéientst®2%2

and knowing of
the wide variety of screening tests that are abhilaArguments can be made both
for and against routine screening for depressiaweéver, screening and
follow-up assessment for depression have costbanefits regardless of whether
depression is treated. The final chapter of thesihconsidered the likely barriers

and difficulties associated with the screening emashagement of depression.

There is a growing body of knowledge and work alssuvice delivery models. A
summary of service delivery models and options@vaal in this chapter offers
palliative care administrators and clinicians ptigdly new ways to structure their
Palliative Care Services and their relationship wsychological service
providers. This gives clear choices, allowing dians the opportunity to increase
their skills, to improve linkages and access tapsjogical and social

professional support.
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Research methods

A wealth of data is available from these studiesthRjuantitative and qualitative
analyses have been performed. A postal survey wreducted of all Palliative
Care Services in Australia, with an excellent resgorate. There has been
analysis of three different populations of palliatcare patients; namely hospice
in-patients, community-dwelling palliative careipats assessed in their homes
and ambulant patients attending outpatient clinitere has been access to
patients from three different Palliative Care Sexgi Some patients provided
information on more than one occasion. Paralledicassessments have been

conducted for some items.

Limitations

This thesis deals only with the early, initial isswof depression in palliative care
patients, i.e. identification and recognition. Aflthe studies in this thesis have
limitations. Postal surveys notoriously have pa@sponse rates and respondents
are likely to be those with a significant view, @atially biasing results. There is
no ability to clarify responses or to ask furthaestions that might arise from the

responses.

Both of the patient-based studies have relativelglssample sizes. The problems
of recruitment and attrition are significant inI@give care populations. The
algorithm was derived from the data of Study vds tested on two other
sub-sets of the data to confirm its psychometrapprties. However, it was not
administered as an independent instrument. Foralalation studies of the

algorithm and assessment against a gold standatitl irequired.

The short forms of the GDS were constructed fromiatstering the full 30-item
form of the GDS and deriving the shortened fornteese short forms need to be
administered independently to formally assess vdrétie findings of this study

can be reproduced. It is pertinent to reiteraté tth@precise nosology of
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depression is open to interpretation, but thiseigond the scope of this thesis and

neither this nor specific treatments have beenymats

Summary

This work should encourage palliative care climsido increase their awareness
and knowledge of the issues associated with ddpreaad lead to a change in
practice. With increased knowledge and skills seasing psychological issues,
there should come a greater acceptance and edsmaiitagement. And with
increased knowledge, improved outcomes for pati@misfamilies will follow.
The assessment of depression will become an accapteroutine part of

palliative care clinical practice.

Palliative Care Services should be making an ass=#sof the knowledge
currently within their teams, about whether moggning is required and what is
appropriate for them with regard to screening &préssion. Services need to
develop guidelines and document their best pradiicensure consistency for all
clinical encounters. They should consider refespions and models of service
delivery. This work provides a framework to asgishdvocating with fund

holders and administrators for increased resoutoes)prove the care for these
patients. Decision about whether to employ morégtiade clinicians with
advanced psychosocial knowledge and skills or tluitian of a worker trained in
a particular mental health discipline are for indinal PCS to make, in the context

of their own individual circumstances.

There are now instruments that have been validateflustralian palliative care
patients that address the two complementary issitegegard to recognising and
assessing depression. The SDSS or algorithm deinvgtiidy 2 is novel, brief
and easy to administer. It does not need scorihi. i$ an exciting and innovative
new instrument. The short forms of the GDS have heen validated in an
Australian palliative population. This will ass@inicians to understand

something of the patient experience of depresstafiiative clinicians need to
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have access to instruments that can provide ingighboth aspects of screening

for depression — brief and more detailed instrusient

This work came from my own sense of bewildermewtiaadequacy. | have
shown that this lack of knowledge and access taahéealth professionals is
widespread. This thesis sets the scene for chdihgee is now a choice of
instruments for Australian palliative care clinicgato use. What should Services
be doing? They should be learning how to use th8S[Palliative care clinicians
need to understand the prevalence of depressitinpractice. With greater
understanding of this problem, mental health pitesls will need to be a
greater part of the multi-disciplinary palliativare team. These clinicians will
further highlight the issues of psychological diss and depression and assist in
improving assessment and treatment for palliatare patients. There is much

still to be done.

The first steps for clinicians and Palliative C8exvices are to:

1. recognise the problem
2. decide how they will respond in their clinical sition
3. make and document policies

4. change practice.

In a medical emergency the priorities are the assest of danger, airway,
breathing and circulatioff® In a mental health emergency the focus should be
recognise, respond and restore functfSiepression in palliative care is not
always easy to recognise. None-the-less this imyportant added burden for
arguably one of the most vulnerable groups of oaiedy — the dying. The ability
to identify, to recognise and to assess depressae fully in this population is a

vital first step that must not be ignored.
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Appendix 3.1

Metropolitan Palliative Care Referral

So that we may process your referral please
a) complete all sections
b) attach relevant specialist letters and recent investigations
We are unable to respond to the referral until this information is made available

Date of Referral: Phone No:
Patient Name: Date of Birth:
Address:

Medicare No:

Current Location:

Carer/NOK Name & Number:

Referral Contact Name & Number:

General Practitioner Name & Number:

Diagnosis:

Date of diagnosis:

Extent of disease:

Treatments to date:

Active Co-morbidities:

All Current Medications:

Care Requested/Reason for Referral:

[ assessment / opinion O assessment / ongoing input
Has the referral been discussed with the patient? o Yes oNo

Desired Response: Urgent Next few Days When Convenient OPD
If referral is urgent or you have any other concerns please call the Palliative Care Service to which you wish
to refer.
Southern Adelaide Palliative Central Adelaide Palliative Western Palliative Care
Services Service Service
8277 4957 Fax 8222 5736 Fax 8222 6055
Phone 82751732 Phone 82222021 Phone 8222 6825
Lyell McEwin Palliative Care Modbury Palliative Care
Service
Fax 8182 9808 Fax 8161 2380
Phone 81829208 Phone 8161 2351
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Map showing the areas serviced by each metropolitan Palliative Care Service
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Appendix 4.1

FLINDERS UNIVERSITY GR0 Bal )

Adelaide 5001
ADELAIDE « AUSTRALIA Australia

Telephone: (+61 8) 8275 1603
International Institute of Hospice Studies Fax: (+61 8) 8374 4018
Faculty of Health Sciences Email: meredith.legg@flinders.edu.au
School of Medicine or cheryl.hamnett@flinders.edu.au

30 August, 2000

Dear Sir/Madam,

This is to introduce Dr Greg Crawford who is an MD student and a Lecturer in the
School of Medicine at Flinders University. He is undertaking research leading to the
production of a thesis on the subject of Depression in Palliative Care patients.

| would be most grateful if you would assist in this project, by completing a
questionnaire which touches upon the psychological and social supports that are
currently available to Palliative Care Services in Australia.

This should take no more than 10 minutes.

If within your Service there are programmes (e.g. inpatient, Day-care, community) that
have different access to these services, please copy the questionnaire and identify
which parts of your Service you are answering for each and return them all in the reply-
paid envelope.

Questionnaires have been distributed by Palliative Care Australia and individual
Services cannot be identified ensuring your confidentiality. Be assured that any
information provided will be treated in the strictest confidence and none of the
participants will be individually identifiable in the resulting thesis, or publications. You
are, of course, entirely free to not reply or to decline to answer particular questions.

Any enquiries you may have concerning this project should be directed to me at the
address given above or by telephone on (08) 8275-1732, fax (08) 8277-4957 or e-mail
ian.maddocks@flinders.edu.au or Dr Crawford at Greg.Crawford@rgh.sa.gov.au

This research project has been approved by the Fiinders University Sociai and
Behavioural Research Ethics Committee. The Secretary of this Committee can be
contacted on telephone (08) 8201-3513, fax (08) 8201-3756, or e-mail

Lesley.Wyndram@flinders.edu.au.

Thank you for your attention and assistance.

Yours sincerely,

Prof. lan Maddocks
Professor Emeritus
Flinders University of South Australia

GPOQO Box 2100
Adelaide-SA-5001

Location: Daw House Hospice, Repatriation General Hospital, 700 Goodwood Road, Daw Park, 5041
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Appendix 4.2

PSYCHOLOGICAL & SOCIAL SERVICE PROVISION IN PALLIATIVE CARE

Please describe your Service (tick as many boxes as are relevant)
Inpatient unit, hospice, dedicated Palliative Care beds ~How many beds? ........
Community Outreach Programme
Hospital Consultative Programme

Outpatient Service

ocoopo0;

Day Programme
Total number of referrals to your Service in 1999......................

2. Does your Service have access to a Palliative Medicine Specialist (FRACP/FAChPM)?
Yes/NoIf Yes

D Fulltime
D Part-time (please indicate number of sessions)

D Visits if requested

3. Does your Service have access to a Psychiatrist? Yes/No If Yes
D Fulltime
D Part-time (please indicate number of sessions)

D Visits if requested
Approx number of referrals in 1999 ... patients

................ relatives

Do they have special skills/interest in Palliative care? ~ Yes/No

What are the main roles of the Psychiatrist within your Service?

4. Does your Service have access to a Social Worker? Yes/No If Yes

D Fulltime

D Part-time (please indicate number of sessions)

D Visits if requested
Approx number of referrals in 1999 ... patients

................ relatives

Do they have special skills/interest in Palliative care? ~ Yes/No

What are the main roles of the Social Worker within your Service?
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5. Does your Service have access to a Psychologist? ~ Yes/No If Yes
D Fulltime
D Part-time (please indicate number of sessions)

D Visits if requested
Approx number of referrals in 1999 .. patients

................ relatives

Do they have special skills/interest in Palliative care?  Yes/No

What are the main roles of the Psychologist within your Service?

6. Does your Service have access to a Pastoral Care Worker(s)? Yes/No If Yes

D Fulltime

D Part-time (please indicate number of sessions)
D Visits if requested

Approx number of referrals in 1999 ... patients

................ relatives

What are the main roles of the Pastoral Care Worker(s) within your Service?

7. Does your Service have access to a Chaplains? Yes/No If Yes

D Fulltime

D Part-time (please indicate number of sessions)
D Visits if requested
Approx number of referrals in 1999 ... patients

................ relatives

What are the main roles of the Chaplain(s) within your Service?

136



8. Does your Service have access to other Counsellors? Yes/No If Yes

Are they Volunteer/Paid?

D Fulltime

D Part-time (please indicate number of sessions)

D Visits if requested
Approx number of referrals in 1999 ... patients

................ relatives

What are the main roles of the Counsellors within your Service?

9. Do these professionals attend multi-disciplinary meetings/ward rounds? Please tick relevant boxes.

Regularly | Occasionally | If requested | Never | Not available

Psychiatrist

Social Worker

Psychologist

Pastoral Care Worker

Counsellor

10. Does your Service have access to other psychological and social services?

Yes/No If Yes please specify

11. Does your Service use any screening instruments to assess psychological, social and spiritual distress?

Yes/No If Yes please specify

12. In which year did you Service begin? ~ ...................

Please return this questionnaire in the reply-paid envelope to: -

Psychological & Social Service Provision
The International Institute of Hospice Studies
700 Goodwood Road

Daw Park SOUTH AUSTRALIA 5041

Thank you for taking the time to complete this questionnaire.
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Appendix 5.1

Palliative Medicine 2005; 19: 278-287

Identifying palliative care patients with symptoms of

depression: an algorithm

Julie A Robinson Senior Lecturer, School of Psychology, Flinders University and Gregory B Crawford Senior
Consultant in Palliative Medicine, Repatriation General Hospital, Daw Park, Australia

Introduction: Even though depression has serious and wide-ranging effects on outcomes
in palliative care, errors in the identification of depressed patients are common. Objectives:
To examine the clinical validity of widely publicised one- and two-question screening tools
for depression in two palliative care settings. Also, to examine the construct validity and
acceptability of a new empirically derived algorithm. Method: Participants were Australian
palliative care patients in an inpatient hospice (n=22) or the community (n =69). Patients
completed an unstructured interview about their feelings, questions relevant to three
reference standards, two screening questions for depression and questions about the
acceptability of the screening questions. Results: The clinical validity of the one- and two-
question screening tools did not generalise across the two care settings. In contrast, the
algorithm met stringent criteria for clinical validity for two reference standards in both
settings. The algorithm also selectively identified patients whose unstructured interviews
referred to themes consistent with depression. The algorithm includes potentially sensitive
questions about anhedonia and depressed affect. However, almost all patients and staff
reported that asking such questions soon after referral was acceptable. Conclusions: A
four-question algorithm designed to identify patients who warrant follow-up for depression
showed clinical validity, generalizability and construct validity, and the content was

acceptable to patients and clinicians.

Palliative Medicine 2005; 19: 278-287

Key words: depression; palliative care; assessment; psychometrics; patients’ acceptance of health

care

Introduction

Patients’ mental health is an integral dimension of
palliative care, as defined by the World Health Organiza-
tion.! Depression is a serious mental health problem in
palliative care. It is both prevalent and long lasting in this
population.?~®

Moreover, it has pervasive effects on outcomes. De-
pression affects patients’ quality of life and mortality.” "
Patient depression also adds to carer burden.'® Depres-
sion restricts clinicians’ ability to manage patients’ care
by its effect on patient compliance, the efficacy of
treatments for symptoms and patients’ desire for
death.”"!~!° Depression also affects outcomes for health
services by precipitating inpatient admissions and in-
creasing treatment costs beyond those due to illness
severity,'6~1°

Despite its importance, the recognition, assessment
and treatment of depression in palliative care are often
less than ideal. Patients with depression are often not
identified or treated.>?*~>* Those patients who receive

Address for correspondence: Dr Julie Robinson, School of
Psychology, Flinders University, GPO Box 2100, Adelaide SA
5001, Australia.

E-mail: julie.robinson@flinders.edu.au

© 2005 Edward Arnold (Publishers) Ltd

treatment may not have depression or may be given
ineffective treatment.?

This paper focuses on one method of overcoming
barriers to the recognition of depression — the use of
screening tools by attending clinicians to identify patients
who warrant follow-up for depression. Until recently, the
low priority that palliative clinicians have given to
screening for depression has reflected its low priority
for health care systems.> However, screening for depres-
sion is now advocated for all medical, cancer and
palliative care patients by the US Preventive Services
Task Force (USPSTF), the National Institute of Health,
USA and the European Association of Palliative Care,
respectively.?* =26

A wide range of screening tools for depression is
available. However, many palliative patients cannot
complete them.?” Concerns have also been raised about
the appropriateness of their content and length, and their
psychometric properties when used in palliative
populations,?!+22:28-30

This research examined whether widely publicised one-
and two-question screening tools for depression have
clinical validity in two palliative care settings. Because the
properties of these tools proved to be setting-specific, a
new algorithm for identifying patients who warrant

10.1191/0269216305pm10210a
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follow-up for depression was empirically derived and its
clinical validity, construct validity and acceptability were
assessed.

Study 1

Two brief screening tools for identifying medical patients
who warrant follow-up for depression have been widely
publicised. One accurately identifies depression in Cana-
dian hospital inpatients receiving palliative care,’! but
fails to detect many depressed patients in other palliative
care settings.*>~** The other screening tool has unknown
psychometric properties in palliative populations.®
However, in other medical populations it yields false
positive judgements for many patients who do not have
depression.* This study focuses on the questions
proposed by Whooley et al., as they have been publicised
as the PRIME-MD screen for depression and adopted in
draft guidelines for the National Health Service,
UK 3537.38
Study 1 had three aims:

1) To examine the clinical validity of the Whooley et al.
questions in Australian patients in two palliative
care settings.>> Clinical validity refers to a tool’s
ability to distinguish affected and unaffected popu-
lations.

2) To empirically derive an algorithm that showed
better clinical validity than these questions.

3) To assess the construct validity of the algorithm by
determining whether positive cases provided other
evidence consistent with depression.

Method

Participants

Participants were Australian hospice- and community-
dwelling patients served by a specialist palliative care
service with a catchment of 350000 people. During the
study, malignancy accounted for 86% of referrals to the
service, the average length of stay in the hospice was 9.5
days, discharge rate from the hospice was 50% and the
average length of care for community patients was 126.2
days (median was 50.0 days).

Patients were eligible to participate if they were over 18
years of age, fluent in English, able to pass the Mini
Mental State Examination (MMSE),* and if clinicians
judged that they could tolerate a 40 minute interview and
had a survival time sufficient to allow data collection
(hospice >3 days; community >2 weeks).

Data concerning recruitment were available for 355
referrals to the community service (Table 1). Of the 134
community patients who were eligible to participate,
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Table 1 Recruitment details for 355 referrals to community-
based palliative care
Outcome n (%)
Not contacted
Clinician did not ask permission for contact 38 (11)
Ineligible 133 (37)
Attempt to contact unsuccessful 9 (2.5)
Died 41 (12)
Declined 43 (12)
Recruited
Deteriorated, failed MMSE or withdrew 20 (5.6)
Usable data obtained 69 (19)

contactable and alive at the time when they would
have been interviewed, 68% were recruited and 52%
completed the interview. Data for two patients were
withdrawn.

Data were available for 34 hospice patients who were
invited to participate. Twenty-six agreed to participate
and 22 provided usable data.

Measures

Screening questions. Adaptations of the questions
proposed by Whooley et al. were used: ‘During the
past two weeks have you often been bothered by feeling
down, depressed or without hope?’ (depressed affect) and
‘During the past two weeks have you often been bothered
by a lack of interest or pleasure in doing things?’
(anhedonia).* This wording matched the timeframe
usually used in identifying depression and addressed
palliative nurses’ ethical concerns about the word ‘hope-
less’.#0=%3

The possibility that a single question about depressed
affect had clinical validity equal to that for the two-
question screening tool was also explored.’!

Clinical validity. Screening tools were compared to
three reference standards:

1) Psychogeriatric =~ Assessment  Scales-Depression
(PAS-D): a brief standardized interview designed
to identify depressed elderly Australians.*’ Two
criteria for follow-up suggested in previous research
were assessed: a total score above three and a total
score above four,**46

2) Symptom criteria for a major depressive episode in
the Diagnostic and Statistical Manual of Mental
Disorders (fourth edition) (DSM-1V).*

3) Symptom criteria for F32.1 Moderate depressive
episode or F32.2 Severe depressive episode without
psychotic symptoms in the International Statistical
Classification of Diseases and Related Health Pro-
blems (tenth revision) (ICD-10).%*
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280 JA Robinson and GB Crawford

The symptoms assessed by the three reference standards
only partially overlap and they use different decision
rules to identify cases.

Stringent criteria for clinical validity were applied
because screening tools for depression are unlikely to
be adopted unless their clinical validity and general-
izability approaches those for biomedical screening tests
(e.g., chest X-ray for tuberculosis). The four criteria were:

1) Total agreement >80%: the screening tool and the
reference standard lead to the same decision in at
least 80% of cases.

2) Cohen’s Kappa statistic >0.61.*7 That is, concor-
dance between the screening tool and the reference
standard remains high after corrections for chance.
Kappa values between 0.61 and 0.80 indicate ‘sub-
stantial’ concordance and those above 0.81 indicate
‘almost perfect’ concordance.*®

3) Sensitivity >80%: at least 80% of the positive cases
identified by the reference standard were detected by
the screening tool.

4)  Specificity >80%: at least 80% of the negative cases
identified by the reference standard were detected by
the screening tool.

Two additional ‘desirable’ criteria were:

1) Positive predictive value >80%: at least 80% of
positive cases identified by the screening tool were
also identified as positive cases by the reference
standard.

2) Negative predictive value >80%: at least 80% of
negative cases identified by the screening tool were
also identified as negative cases by the reference
standard.

Procedure

Clinical validity of screening questions. Patients com-
pleted an ordered sequence of assessment in a single
session: the MMSE, an unstructured interview about
moods and emotions, questions relating to the three
reference standards, the two screening questions and
questions about the acceptability of the timing and
content of the screening questions. All interviewers had
completed an undergraduate major in psychology and
supervised training in the procedure.

Clinical validity of the algorithm. Data from the
community sample were randomly divided into two
sets. Dataset 1 (n =35) was used to derive an algorithm
that maximized concordance with the DSM-IV reference
standard. The psychometric properties of this algorithm
were then assessed using community Dataset 2 (n =34)
and the hospice dataset (n =20).

Construct validity of the algorithm. De-identified tran-
scriptions of community patients’ unstructured inter-
views (n=>58) were sorted into three groups: those for
patients identified as warranting follow-up for depression
by the algorithm and DSM-IV and ICD-10 reference
standards (n=21), those for patients that neither the
algorithm nor these two reference standards identified as
warranting follow-up for depression (n=33) and those
for patients for whom the algorithm and the two
reference standards disagreed (n =4). In this subsample,
ICD-10 and DSM-IV reference standards agreed in all
cases.

A qualitative content analysis using standard inductive
techniques was conducted.*’ Successive random samples
of transcripts were drawn from each group and presented
in a random order for independent coding by the two
authors. Cases of disagreement were discussed until
consensus was achieved. Theoretical saturation was
reached after 28 transcripts (i.e., three consecutive
transcripts yielded no novel themes). Transcripts were
then unblinded and themes that discriminated between
patients who were and who were not judged by the
algorithm to warrant follow-up for depression were
identified. The remaining 30 transcripts were then
blind-coded for these themes.

Results

Background

Recruitment of hospice and community patients took
place between March 2001 and July 2002 and between
January 2001 and March 2002, respectively. The profile
of patients in the hospice and community samples
differed (Table 2).

Symptoms of depression were prevalent in both the
hospice and community samples, even though partici-
pants were among the most robust members of their
populations (Table 3). Note that the PAS-D >3 reference
standard is not useful in the hospice dataset since it
identifies near ceiling levels of patients as requiring
follow-up for depression.

Clinical validity of screening questions
Neither screening tool met the essential criteria for
clinical validity across settings of care (Table 4).

Clinical validity of the algorithm

The empirically derived algorithm comprised four ques-
tions (Appendix). It met all essential criteria and at least
one of the desirable criteria for clinical validity for the
DSM-IV and ICD-10 reference standards in all three
datasets (Table 5). However, for each of the PAS >3 and
PAS >4 standards, the algorithm met the essential
criteria for clinical validity in only one dataset. Therefore,
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Table 2 Clinical and demographic details for participants

Hospice (n=22)  Community (n =69)

Gender (%)

Males 46 57

Female 55 44
Age (years)

Mean 66.9 67.1

Range 43-88 36-85
Primary diagnosis (%)

Malignancy

Gastro-intestinal 9.1 20

Lung 14 17

Breast 14 15

Gynaecological 18 4.3

Urological 14 8.7

Haematological 9.1 7:2

Skin 45 4.3

Brain 4.5 1.4

Head and neck - 1.4

Unknown primary 45 4.3
Non-malignancy 9.1 13
Missing data — 2.9

the algorithm cannot be recommended in settings in
which PAS-D is the most relevant standard.

Because the algorithm contains conditional steps,
fewer than 50% of patients in any of the datasets would
have been asked all four questions (Table 6).

In addition, the clinical validity of the algorithm was
generalizable within the limits in which it was tested
(Table 7). Kappa values remained high across datasets
that differed in the prevalence of cases and all measures
of clinical validity remained high across datasets that
differed in the frequency of the symptoms assessed by the
algorithm.

Construct validity of the algorithm

The algorithm selectively identified patients whose inter-
view responses referred to three themes: depression,
suicide and grief over loss of self (Table 8). Fifteen
(88%) of the 17 patients who referred to these themes
were identified by the algorithm as warranting follow-up
for depression. Another patient of the 17 (5.9%) indi-
cated that he was receiving effective antidepressant
therapy. An additional six patients actively denied being
depressed. The algorithm judged that some of these

Table 3 Percentage of community and hospice patients
warranting follow-up for depression

Reference standard Hospice (n=22) Community (n =69)
PAS-D >3 91 52°

PAS-D >4 64 36°

DSM-IV symptom criteria 59 42

ICD-10 symptom criteria® 65 41

2 x4)=10.6, P <0.01.
© &) =5.1, P <0.025.
¢ n=20.
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warranted follow-up for depression (33%), while others
(67%) did not.

Discussion

All reference standards indicated that a large percentage
of patients in both settings warranted follow-up for
depression. This is consistent with previous re-
search 2-432:50.51

The clinical validity of the one- and two-question
screening tools had limited generalizability across care
settings in this study. This confirms earlier reports of
relatively poor sensitivity or specificity for such tools in
some settings.>> ¢

The psychometric properties of the empirically derived
algorithm were superior to those for the screening
questions proposed by Whooley ef al. and those pre-
viously reported for other screening tools in palliative
populations:** the Hospital Anxiety and Depression
Scale,**? the Edinburgh Postnatal Depression Scale,*>!
the short form of the Beck Depression Inventory,’' the
Mood Evaluation Questionnaire,** the Brief Assessment
Schedule Depression Cards,*® the Rotterdam Symptom
Checklist,*? and a single item visual or verbal analogue
scale 313234

Because the algorithm includes symptoms that pallia-
tive clinicians rarely include in the assessment of depres-
sion, its use is likely to change the patients who are
identified as warranting follow-up.>*

Despite debate over the status of somatic symptoms in
the diagnosis of depression among patients receiving
palliative care, two somatic symptoms (fatigue and
psychomotor agitation or retardation) were included in
the empirically derived algorithm.?>* Previous re-
search supports the inclusion of somatic symptoms in
assessment of major depressive episodes.” In particular,
fatigue has been identified as a marker of depression in
previous research and is accorded the same status as
anhedonia and depressed affect in ICD-10 diagnoses of
depression.*®

The construct validity of the algorithm was supported
by a content analysis of patients’ interview responses.
This demonstrated that the algorithm and the DSM-1V
and ICD-10 reference standards selectively identified
patients who showed other evidence of psychological
distress consistent with the construct of depression. This
strategy for assessing construct validity overcame limita-
tions associated with using a diagnostic interview as a
‘gold standard’. Because interviews that allow a differ-
ential diagnosis are lengthy, researchers either assess a
subset of disorders or include only the most robust
patients.*'3*=3 The first strategy has no advantage over
the reference standards used in this research, while the
second limits the generalizability of results to clinical
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Table 4 Clinical validity of screening questions for patients in hospice and community settings

Screen and reference Psychometric properties
standard
Essential Desirable
Total Cohen Kappa Sensitivity (%) Specificity (%) Positive predictive Negative predictive
agreement (%)  statistic value (%) value (%)

Hospice patients (n=22)
Depressed affect question alone

PAS-D >3 41 —0.03 40 50 89 7.7
PAS-D >4 59 0.22 50 75 78 46
DSM-IV symptoms 73 0.47 62 89 89 62
ICD-10 symptoms® 80 0.61 69 100 100 64
Both screening questions
PAS-D >3 68 0.09 70 50 93 86
PAS-D >4 73 0.41 79 63 79 63
DSM-IV symptoms 91 0.81 100 78 87 100
ICD-10 symptoms? 100 1.00 100 100 100 100

Community patients (n=69)
Depressed affect question alone

PAS-D >3 75 0.51 69 82 81 71
PAS-D >4 77 0.52 80 75 65 87
DSM-IV symptoms 74 0.55 72 75 68 79
ICD-10 symptoms 78 0.47 75 81 72 83
Both screening questions
PAS-D >3 73 0.45 78 67 72 73
PAS-D >4 69 0.38 84 59 54 87
DSM-IV symptoms 74 0.49 86 65 64 84
ICD-10 symptoms 78 0.57 89 71 78 91
® n=20.
populations. Moreover, the validity of standard diagnos- In conclusion, the algorithm provides meaningful and

tic interviews for palliative patients has been con- relevant information in samples that differ in the
tested 222:28:34:55:57 prevalence of the symptoms it assesses and the percen-

Table 5 Clinical validity of an empirically derived algorithm for patients in hospice and community settings

Screen and reference Psychometric properties
standard
Essential Desirable
Total Cohen Kappa Sensitivity (%) Specificity (%) Positive predictive Negative predictive
agreement (%)  statistic value (%) value (%)
PAS-D >3
Community dataset 12 83 0.65 80 85 80 85
Community dataset 2° 85 0.70 76 100 100 72
Hospice dataset® 85 0.69 63 100 100 22
PAS-D >4
Community dataset 1° 74 0.45 80 72 53 90
Community dataset 2° 79 0.58 80 79 75 83
Hospice dataset® 85 0.69 83 88 91 78
DSM-IV symptom criteria
Community dataset 12 94 0.88 100 91 87 100
Community dataset 2° 94 0.88 94 94 94 94
Hospice dataset® 85 0.69 83 88 91 78
ICD-10 symptom criteria
Community dataset 1° 94 0.88 100 91 87 100
Community dataset 2° 91 0.82 93 90 88 94
Hospice dataset® 90 0.79 85 100 100 78
®n=35.
b n=34.
°n=20.
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Table 6 Number of questions algorithm required to make a
judgement about follow-up

Number of Patients (%)
questions
Community dataset ~ Community dataset  Hospice
1(n=35) 2 (n=34) (n=20)
1 29 18 5
3 46 41 60
4 26 41 35

tage of patients that warrant follow-up for depression. By
using conditional steps, it minimises the number of
questions that need to be asked. The algorithm supplies
the wording for the questions and states the decision rule,
making it easy to use and eliminating the need for scoring
and interpretation or any special training.

Study 2

Some palliative clinicians are reluctant to ask questions
about depression.” Questions regarding anhedonia and
depressed affect are included in the algorithm. This study
assessed whether it was acceptable to patients and
clinicians to ask about these two potentially sensitive
symptoms around the time of referral to a palliative care
service.

Method

Clinicians (two doctors and eight nurses) asked the
screening questions about anhedonia and depressed
affect during the patient’s initial clinical assessment.
Clinicians and patients were asked about the acceptabil-
ity of the content (“Would you rather not have asked this
patient one or both of the questions about mood?”) and
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timing of the screening questions (“Was the timing of
questions about mood appropriate for this patient?”’) and
to make comments. Clinicians responded after the
assessment. Patients made judgements retrospectively, in
the final step of the research procedure in Study 1.
Matched data for clinicians and 60 community patients
and clinician-only data for an additional 188 community
patients were available.

Results and discussion

In both samples, the vast majority of patients and
clinicians judged that the content and timing of the
questions was acceptable (Table 9). This is consistent with
previous research.**®  Clinicians perceived that the
questions were equally appropriate for patients who did
and who did not agree to participate in a study that
involved disclosure of emotions.

Relatively few patients or clinicians accepted the
invitation to make additional comments. However, in
five instances, clinicians would have preferred to ask the
questions on the second visit to the patient. Such a
postponement remains consistent with recommendations
to screen for depression as soon as possible after
referral ®

General discussion

Routine screening for depression among palliative care
patients requires a simple, quick and psychometrically
sound screening tool. The current findings and previous
studies indicate that the clinical validity of a single
question about depressed affect or two questions about
anhedonia and depressed affect is context specific.****
In contrast, a brief empirically derived algorithm met
stringent criteria for clinical validity across care settings
for two reference standards. It is the first screening tool

Table 7 Diversity in three datasets in which the algorithm showed clinical validity

Patients (%)

Hospice (n=35) Community dataset 1 (n1=34) Community dataset 2 (n=20)

Demographic characteristics

Male 46 54 59
Patients warranting follow-up

DSM-IV 59 37 47

ICD-10 65 37 44
Prevalence of symptoms assessed in algorithm

Fatigue 96 71 82

Depressed affect 46 54 35

Anhedonia 55 31 44

Psychomotor retardation or agitation 91 74 65
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Table 8 Construct validity: distinctive interview themes for patients identified by the algorithm as warranting follow-up for

depression
Theme Examples
Depression “I've had feelings of deep depression and probably a little bit of guilt. ... I've never felt so low in all my life ... | was in
that awful down depressed situation and | just didn't want to talk to anybody. | just wanted to lie in bed and die".
“Three weeks ago | was a basket-case virtually. .. .| was overcome by moods ... | spoke to Dr X about depression. Ah,
it's hard to describe depression ‘cos | dunno if I've ever had it before. But ... | was definitely down the chute"?
“Depression really has just really hit.. .| think that (is) probably a little bit of a concern. | don't like feeling like that.
| don't like that feeling at all ... I'm not coping as well when I'm depressed”?
| did feel a bit depressed".
| have been feeling a bit down, well, very down in the dumps”
A new word that |'ve discovered, dysphoria, which is the opposite of euphoria, brought home to me by Dr X. So that's
what | was experiencing. But | was experiencing very bad feeling”
Suicide “The options are from suicide to ... to anything possible really. That depends on my mental state probably. You see
how disappointed | feel”
“(I'm not) doing anything about it myself. | haven't got the guts to do — but I'm very much for euthanasia ... | can
remember saying, ‘... Get hold of Philip Nitschke (Australian advocate for physician-assisted suicide and
euthanasia)™’

Mourning loss of self

“Very sad... You smile and act happy and get on with it and inside you don't. Inside you. .. you're mourning for
yourself, what it used to be.”

| feel self-pity ... | feel sad, grief. | already grieve the losses I've had. ... There's just one more loss. And obviously |
grieve over those losses. | guess losses of all sorts of things | grieve over, and | think that's the hardest part to accept
— whatever accept means — those losses."?

@ Patients judged to warrant follow-up by the algorithm but not by DSM-IV or ICD-10 reference standards.

to do so. The algorithm also shows good construct
validity by selectively identifying patients who provide
other evidence that they warranted follow-up for depres-
sion. In addition, the vast majority of patients and
clinicians judged that it was acceptable to ask questions
about the sensitive topics in the algorithm soon after
referral to the palliative care service.

The choice of an algorithm rather than a scale format
avoids giving a score for symptoms that are not relevant
to decisions about follow-up. Fatigue was included
because its absence was the best single identifier of
patients who did not warrant follow-up. Similarly,
because the algorithm is an ordered sequence of ques-
tions, psychomotor retardation and agitation are assessed
only for patients with fatigue and either depressed affect
or anhedonia. The psychometric properties of the algo-
rithm were achieved without reference to the cause (e.g.,
disease, treatment) of the symptoms.

The algorithm is an effective screening tool for
symptoms of depression. However, it does not provide

Table 9 Acceptability of the two screening questions for
patients and clinicians in two samples

Respondent Content of both Ask in first visit

questions acceptable (%) acceptable (%)

Matched data (n=60)

Patient 97 92
Clinician 93 88
Clinician only (n=188) 97 92

sufficient information to inform treatment because it
does not differentiate patients with depression from those
with other disorders that have overlapping symptoms
(e.g., dementia, schizophrenia) but benefit from different
interventions. Rather, it allows clinicians to make three
choices that will influence outcomes for patients, carers,
themselves and their health service: whether or not to
screen patients for depression, which patients to screen
and who will provide follow-up assessment.

Assessment of depression provides patients, family
members and clinicians with greater understanding of
patient behaviour. This may yield clinical benefits
whether or not interventions for depression are pursued.
However, many clinicians who choose to screen for
depression do so with the intention to treat. There are
insufficient high quality evaluations of interventions for
depression in palliative care settings to inform treatment
decisions. Clinicians should therefore be guided by the
wider research literature on the treatment of depression
in medically-ill populations.>**°
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Appendix
SHORT SCREEN FOR DEPRESSION SYMPTOMS (SSDS)
PAENG:! o s s 3 w3 s smmmme s smwais 5 Staff EMBET; «scvss vomsssamrimsn vosssann
Record No: ....ooviiiiiiiiiins Date: oo s osmns somsmasmssvamemmumssns s seswess s o
INSTRUCTIONS: Ask questions verbatim Tick positive response Cross for negative response

Document the decision of algorithm

Plan follow-up if appropriate

YES TO
BOTH

<o om

YES TO
EITHER

e a

O In the past 2 weeks, have you been
worn out or had too little energy, even
when you haven't been doing a lot?

YES

NO

O During the past 2 weeks, have you
often been bothered by a lack of
interest or pleasure in doing things?

NO TO

[0 In the past 2 weeks, have you been
feeling depressed or sad at all?

BOTH

YES
TO
ONE
ONLY

In the past two weeks, have you

O tatked or moved more slowly than

is normal for you?

[ had to be moving some part of your
body all the time - that is, you were
so restless you couldn't sit still?

NO TO
BOTH

Judgement of algorithm

DOES/DOES NOT warrant follow-up for depression

PLANS isvsussessvssssvonsassnsines Gnisressnisneuisiesesasarnsasassrsncssanees

........................................................................................

........................................................................................

sorro= 0Oz

- New
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