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ABSTRACT

People with communication access needs are known to face elevated risk factors for
poor mental health. Existing research and reports from the Australian Disability Royal
Commission identify that this group are frequently exposed to events that negatively impact
mental health and wellbeing. Consequently there are social and legislative imperatives to

improve the communication accessibility of mental health supports.

Research Question. This study explored mental health support for people with
communication access needs with the objective of identifying potential improvements to
promote inclusion in mental health care. The researcher sought the perspectives of three
populations: people with communication access needs, their everyday communication
partners (ECPs), and mental health workers (MHWS) to respond to the following research

guestions:

1. What strategies and resources for promoting the inclusion of people with
communication access needs in psychoeducational support have previously been
tried? Refer to the published scoping review (E. Watson et al., 2022).

2. What do people with communication access needs and their ECPs know, or want
to know, about mental health and related supports and services?

3. What are the barriers and facilitators to mental health help-seeking for people
with communication access needs?

4. What are the experiences, perceptions, and skills of MHWSs relating to the
provision of mental health care to people with communication access needs?

5. How can mental health care be adapted to improve access to systemic resources

that promote the mental health of people with communication access needs?

Method. A participatory-social justice mixed methods design, underpinned by a
transformative paradigm and the Human Rights Model (Degener, 2016; Mertens, 2007), was
utilised to promote the inclusion of stakeholders throughout the research process. Online
surveys and interviews were designed in collaboration with lived-experience research
advisors and delivered to stakeholder groups: people with communication access needs
(n=9 survey, n=6 interview), their ECPs (n=9 survey, n=6 interview), and MHWs (n=24
survey, n=9 interview). Framework Analysis (Ritchie et al., 2014) was used to analyse the
interviews and survey data was analysed using descriptive statistics. Quantitative and
qualitative data were integrated using the Framework approach. Levesque et al.’s (2013)
Conceptual Model of Access to Health Care was applied to contextualise the findings among

the empirical research, legislation, and contemporary social policy.
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Findings. The scoping review revealed a range of communication access strategies
(for example, using communication partner skills, providing accessible written information,
and incorporating AAC) that have been utilised in research and practice to promote
participation in psychoeducational interventions. Additionally, analysis of interview and
survey data from the three groups yielded two key themes:

1. Experiences: Informing mental health knowledge and practice.

2. Factors that influence access to mental health care: Barriers and facilitators.

Within key theme one, data revealed that experiences informed the mental health
awareness of people with communication access needs and ECPs, rather than proactive
education. People with lived experience and ECPs desired more information about mental
health and support pathways. MHWSs’ accounts revealed a lack of pre-service education to
prepare them to provide communication access, they had learned on the job to
accommodate communication diversity. Data yielded insights into positive and negative
influences on mental health in people with communication access needs. Social
connectedness had substantial positive impacts, while loss of autonomy presented negative
impacts for lived-experience participants. In key theme two, barriers and facilitators occurred
across five sub-themes: Communication Access Factors, Systems Factors, ECP Supporter

Factors, MHW Practitioner Factors, and Environmental Factors.

Conclusions. Mental health support can benefit people with communication access
needs, and a range of strategies are available to enhance communication access. Research
that prioritises the perspectives of lived-experience stakeholders provides rich information
about the barriers to engaging with mental healthcare. Applying the Conceptual Model of
Access to Health Care (Levesque et al., 2013) clarified the pinch-points encountered by
people with communication access needs across the mental health system.
Recommendations for ECPs, MHWSs, and disability and mental health service providers have
been developed to improve inclusivity in mental healthcare for people with communication

access needs.

viii



DECLARATION

| certify that this thesis:

1. does not incorporate without acknowledgment any material previously submitted for a

degree or diploma in any university

2. and the research within will not be submitted for any other future degree or diploma

without the permission of Flinders University; and

3. to the best of my knowledge and belief, does not contain any material previously

published or written by another person except where due reference is made in the text.

Signed: Eleanor Watson

Date: 02/06/2024



ACKNOWLEDGEMENTS

To begin | would like to acknowledge the traditional custodians of the land on which
the PhD research was conducted. This thesis was completed on Kaurna, Peramangk, and
Wurundjeri country. Through this research, which draws on concepts of communication
diversity and inclusion, | recognise the fortitude of First Nations communities in maintaining
culture and language despite the colonial forces that have sought to extinguish them.

| have benefited from an amazing team of supervisors who are motivated towards
social justice in the communities they serve: Associate Professor Pammi Raghavendra,
Professor Sharon Lawn, and Dr. Jo Watson. Your guidance and encouragement made it
possible to navigate turbulent circumstances and find confidence as a researcher — your
wise ways and words will remain with me. | extend my special thanks to A/P Pammi
Raghavendra, whose undergraduate AAC course fuelled my interest in communication
rights.

To those who contributed to the PhD project with their expertise, | thank Margie
Charlesworth and Dr Darryl Sellwood, the research advisors who challenged my thinking in
valuable ways. | also thank Flinders University staff: research librarian Shannon Brown for
assistance in developing the scoping review search strategy; and statistical consultant Dr.
Pawel Skuza whose workshops were indispensable in reacquainting me with SPSS. | thank
Dr. Jenny Barnett who provided professional editing services in the preparation of this thesis.
I have been a grateful recipient of an Australian Government Research Training Program
Scholarship.

Critical to the project were the participants who shared their experiences and
perspectives with generosity and grace, | thank every one of the survey respondents and
interviewees. Special thanks to Fleur, Laura, Amelia, Lisa, Hope, and Chris who persisted in
making sure | got their stories right. Chris sadly passed away in the late stages of the study,
this thesis is dedicated to his formidable spirit.

| thank the Disability & Community Inclusion Higher Degree Research students, past
and present, Dr. Abi Thirumanickam, Dr. Emma Grace, Dr. Ellen Fraser-Barbour, Dr. Alison
Nuske, and (soon to be Dr.) Natalie Parmenter. Our study sessions, memes, chats, shared
snacks, and friendship were a source of motivation when the well was close to dry.

Last, but not least | give my deepest gratitude to my partner, Arif, and son, Angus.
Arif, thank you for always being on my team, without your love and support this thesis would
not have eventuated. | can’t wait to go on some weekend adventures with you both! Dawn,
thank you for offering a refuge for “the boys” when | was bunkered down writing. To Mum
and Dad, | thank you for nurturing my curious wonderings. Finally, to the village of friends

who have supported me in ways they may never know, thank you for being there.



LIST OF FIGURES

Figure 3.1 Scoping Review PRISMA FIOW Diagram ............cevvviiiiiiiiiiiiiiiiiiiiieieeeieeeeeeeeeeeeee 40
Figure 3.2 Aims of Psychoeducational Interventions for People with Communication Access
AN == 0 PP PPPPPPPPPPPPP 56
Figure 3.3 Outcomes of Psychoeducational Interventions with Communication Access

Y1 =1 (=10 1= 70
Figure 4.1 An Overview of the Transformative Paradigm ...........cccccvvvviiiiiiiiiiiiiiiiiiiiiiiiieee, 77
Figure 4.2 The Conceptual Model of Access to Health Care..........ccccoooeeeeiiiiiiiiiinieec, 81
Figure 4.3 The Convergent Mixed Method DeSIgN ..........cuvvvviiiiiiiiiiiiiiiiiiiiieeieeeeeeeeeeeeeeeee 84
Figure 4.4 Four Levels of Research Design Considerations............ccccoeveeeviiiiiiiiiiiiieeeeceeinnns 86

Figure 4.5 Researcher Actions and Stakeholder Considerations in the Research Process . 89

Figure 4.6 Simultaneous Data Analysis in a Predominantly Qualitative Mixed Methods Study
......................................................................................................................................... 115

Figure 5.1 Factors that Negatively Impact Mental Health of People with Communication
ACCESS NBEUS .....cciiiiiiiiiiiee ettt ettt e ettt ettt et et e e et e e et e e e e e e e e e e aaeaeaeees 131

Figure 5.2 Mental Health Self-help Strategies Used by People with Communication Access
AN LSRR 135

Figure 5.3 Sources of Emotional Support for People with Communication Access Needs 155
Figure 5.4 Sources of Formal Mental Health Support for People with Communication Access

Needs who Sought Mental Health SUPPOIt (NZ7) ....ooovviiiiiiei e e 156
Figure 5.5 Sources of Mental Health Education for People with Communication Access
AN LS SSRPPUPUR 159
Figure 5.6 Sources of Current Mental Health Information for People with Communication
oo LTS NN =TT £ 159
Figure 5.7 Sources of Current Mental Health Information for ECPS............cccvviiiiiiiiiinnne. 162
Figure 5.8 Desired Mental Health Knowledge of People with Communication Access Needs
......................................................................................................................................... 165
Figure 5.9 The Desired Mental Health Knowledge of ECPS ..........cccccoiiiiiiiiiiiiiiiiie e, 166
Figure 6.1 Most Helpful Communication Partner Behaviours: Comparison of Survey Data
from People with Communication Access Needs and ECP Respondents. ........................ 183
Figure 6.2 Important Attitudes for MHWs Working with People with Communication Access
AN TS0 LSRR 238
Figure 7.1 Conceptual Model of Access to Mental Health Care with Integrated Findings,
Adapted from Levesque et al. (2013). .....ccooiiiiiiiiiiii e 255

Xi



LIST OF TABLES

Table 3.1 Research Team Member Contributions to the Scoping Review........................... 32
Table 3.2 PESICO Framework of Search TErmMS.........oooovviiiiiiiii, 37
Table 3.3 Overview of Psychoeducational Interventions for People with Communication

ACCESS INEEBUS ...ttt ettt ettt ettt ettt et e e e e e eeeees 42

Table 3.4 Summary of Adaptations to Promote Access in Psychoeducational Interventions57
Table 3.5 Stakeholder and Interview CharacteristiCS...........uuuiiiiieeriiiiiiiiiiee e 65
Table 4.1 Participant Criteria and ReCruitment SOUICES .........cviiieeriiiiiiiiiiiie e 90

Table 4.2 Demographic Characteristics of Survey Respondents with Communication Access
NN == o LSRR 94

Table 4.3 Characteristics of Interview Participants with Communication Access Needs...... 96

Table 4.4 ECP Online Survey Respondent CharacteristiCS ............oooovvvveeiiiiiiiieeeeeeeeeee, 97
Table 4.5 ECP Interview Participant CharacteristiCs ...........cceeeiiieeriiiiiiiiiie e, 98
Table 4.6 MHW Survey Respondents’ Demographic Characteristics ...............cccceeeeeeeeen.. 100
Table 4.7 MHW Interview Participant CharacteristiCs.........cccceviiiiiiiiiiiiiiiie e, 102

Table 4.8 Overview of Survey Questions for People with Communication Access Needs. 105
Table 4.9 Overview of Interview Questions for People with Communication Access Needs

......................................................................................................................................... 107
Table 4.10 Summary of Communication during INtErVIEWS............coovviiiiiiieeeecccee e, 108
Table 4.11 Summary of the Framework Analysis APProach ...........ccccceeeeieiiiieeeeeeeeeeeeen 117
Table 4.12 Research Strategies to Maintain Rigour in Qualitatively Driven Mixed Methods
T2 (o o PP 122
Table 6.1 Overview of Communication Access Factors: Barriers and Facilitators ............. 175

Table 6.2 Summary of Communication Access Factors as Barriers to Mental Health Carel178

Table 6.3 Summary of Communication ACCESS SIrategi€s .........coevvveeeeeeieiiieiieeeeeeeeeeeee 193
Table 6.4 Summary of Mental Health System Barriers and Facilitators ............................. 197
Table 6.5 Summary of System Factors as Barriers to Mental Health Care Access............ 200
Table 6.6 Summary of ECP Supporter Related Barriers and Facilitators........................... 210
Table 6.7 ECP Supporter Factors as Barriers to Mental Health Care Access.................... 212
Table 6.8 Summary of MHW Practitioner Related Barriers and Facilitators....................... 224
Table 6.9 MHW Practitioner Factors as Barriers to Mental Health Care Access................ 228
Table 6.10 MHW Skills Required to Work with People with Communication Access Needs

......................................................................................................................................... 234
Table 6.11 Summary of Environmental Access Barriers and Facilitators...............c........... 244
Table 6.12 Environmental Access Factors as Barriers to Mental Health Care................... 246

Xii



3DN

AHRC
AIHW
CA
CALD
CGF
CRE-DH
CRPD
CTPRG
DIRC
ECP
GCAPP

GP
HREOC
MHW
NHMRC
NMHC
NSW
PBS

SA
UDHR
WHO

ACRONYMS

Department of Developmental Neuropsychiatry, University of NSW
Augmentative and Alternative Communication

Australian Human Rights Commission

Australian Institute of Health and Welfare

Communication Assistant

Culturally and Linguistically Diverse

Calouste Gulbenkian Foundation

Centre for Research Excellence in Disability Health

United Nations Convention on the Rights of Persons with Disability
Clinical Trials Project Reference Group

Disability Inclusion Resource Centre, South Australia

Everyday Communication Partner

Global Consortium for the Advancement of Promotion and Prevention in
Mental Health

General Practitioner

Human Rights and Equal Opportunity Commission

Mental Health Worker

National Health and Medical Research Council

National Mental Health Commission

New South Wales

Pharmaceutical Benefits Scheme

South Australia

Universal Declaration of Human Rights

World Health Organization

Xiii



GLOSSARY OF TERMS

Accessibility: Accessibility refers to the extent to which a person with disability can use or
access services, environments, and information on an equitable basis to others without

disability.

Augmentative and alternative communication: Augmentative and Alternative
communication (AAC) refers to a range of unaided (facial expressions, gestures, manual
signs, speech, vocalisations) and aided (assistive technologies for communication)
communication modes. These strategies can be used in combination to comprise a

multimodal system of communication.

Better Access to Mental Health Care: The Better Access to Mental Health Care initiative
facilitates access to funds to subsidise psychological services through the Medicare health

insurance scheme.

Communication Access: Communication access refers to the ability of people to
understand information and to be understood by other people. The United Nations
Convention on the Rights of People with Disability (UNCRPD, 2006) refers to the right of
people with disability to seek, receive and impart information on an equal basis with other
people.

Communication Access Needs: People with communication access needs are described
as individuals who “cannot rely on speech alone to be heard and understood”
(Communication First, 2023). People with communication access needs use adaptations to
assist in meeting the everyday demands of communication, such as expressing or

understanding spoken or written information.

Disability: In this thesis the UNCRPD definition of disability has been adopted, recognising
the interaction between an individual's physical, intellectual, cognitive, sensory, and
psychosocial functioning and elements in the environment, including attitudes, which may

inhibit equitable participation and access.

Disability Royal Commission: The Disability Royal Commission refers to the Australian
Royal Commission into the Abuse, Neglect and Exploitation of People with Disability, which

was established in April 2019, with final recommendations delivered in September 2023.

Everyday Communication Partners: Everyday communication partners (ECPs) are those

people who have a supportive relationship and frequent contact with a person with
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communication access needs. ECPs include natural supports such as family members,

spouses, and friends, as well as paid people such as disability support workers.

Medicare: Medicare is the Australian universal health insurance scheme. Funds from the
scheme is contributed to cover the full or partial cost of eligible health services.

Mental Health: Mental health refers to the health of one’s mind, it includes the emotions,
thoughts, behaviour, and capacity to cope with stressors. An interaction of biological,

psychological and social factors contributes to an individual's state of mental health.

National Disability Insurance Agency (NDIA): The National Disability Insurance Agency
(NDIA) is the statutory agency that administers the funds and operation of the National

Disability Insurance Scheme (NDIS).

National Disability Insurance Scheme (NDIS): The National Disability Insurance Scheme
(NDIS) provides funding for individualised supports for Australians with disability who are

eligible to access the scheme.

NDIS Independent Review: The NDIS Independent review was established in October
2022 with final recommendations released in December 2023. The purpose of this review
was to examine the design, operations and sustainability of the scheme.

Wellbeing: Wellbeing is a positive state that includes quality of life and personal autonomy
in the matters that influence one’s life. Wellbeing is determined by a complex interaction of
social, economic, and environmental factors. Emotional wellbeing refers to a person’s

capacity manage feelings constructively and maintain a sense of purpose or meaning.
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CHAPTER 1. INTRODUCTION

1.1 Background

Mental health is a foundational factor in human engagement, societal contribution,
self-determination, regulation of emotional states, and personal satisfaction with life. The
World Health Organization (WHO) provides the following conceptualisation of mental health:

... a state of wellbeing in which the individual realises his or her own

abilities, can cope with the normal stresses of life, can work productively

and fruitfully, and is able to contribute to their community.

(World Health Organization & Calouste Gulbenkian Foundation [WHO &

CGF], 2017)
This conceptualisation does not infer an absence of mental illness, rather it recognises that
people who experience mental illness have the capacity to live fulfilling lives (Keyes, 2005;
WHO & CGF, 2017). It makes the multi-dimensional connection between mental health and
wellbeing.

The social and economic consequences of poor mental health are experienced
collectively at individual, familial, and societal levels (Global Consortium for the
Advancement of Promotion and Prevention in Mental Health [GCAPP], 2009). However,
people who experience social inequality are often disproportionately affected by the impacts
of poor mental health (GCAPP, 2009; WHO, 2021a). Access to the conditions that promote
optimum mental health and wellbeing is a fundamental right to be afforded to all citizens of
all nations, during all stages of life (WHO & CGF, 2014). Consequently, where a population
experiences a greater prevalence of risk factors for poor mental health, access to the means
to mediate and promote positive mental health and wellbeing must be provided (GCAPP,
2009; WHO, 2021a). Access to education, housing, employment, financial security, as well
as meaningful social connections are determining factors in mental health and should be
considered in mental health promotion strategies (WHO & CGF, 2014). As such, when
individuals experience decreased mental health, they have the right to access support to
restore mental health and improve wellbeing (National Mental Health Commission [NMHC],
2023; WHO, 2021a).

People with intellectual and developmental disability are persistently identified as a
population under-served in mental health care delivery in Australia (Human Rights and Equal
Opportunity Commission [HREOC], 1993; NMHC, 2014; New South Wales [NSW]
Department of Health, 1983; Weise et al., 2021). While concerted efforts have been made to
examine the mental health care help-seeking experiences of people with intellectual
disability (Lake et al., 2021; Weise et al., 2018, 2021; Whittle et al., 2018), there is a lack of



empirical research focused on the mental health help-seeking experiences of people with
disabilities who experience significant communication difficulties unrelated to diagnoses of

intellectual disability.

1.1.1 Communication and Mental Health

Communication is an underpinning factor in all human interaction (Light, 2003). It
facilitates social connectedness (Callus, 2017; Therrien, 2019), the sharing of knowledge
and the pursuit of information (Donaldson et al., 2023; Turnbull et al., 2022), and allows the
expression of desires, preferences and identity (Sellwood et al., 2022; Williams et al., 2009).
As such communication is a defining aspect of mental health. Communication allows
individuals to express emotions, seek support from others and address concerns that impact
mental health and wellbeing (E. Watson et al., 2021). Communication is foundational in
developing and maintaining the interpersonal relationships that remediate psychological
distress. This human connectedness has protective benefits for mental health and is
important in sustaining wellbeing by upholding intrinsic personhood and human-value of
persons with disability (Petroutsou et al., 2018; J. Watson et al., 2017). These human
connections rely upon the communicative awareness of the people involved to identify and
resolve misunderstandings, fostering trust, reciprocity, and friendship (Therrien, 2019).

Communication is a key factor in sharing one’s feelings and experiences, developing
coping strategies, and managing stressors (Hagiliassis, Gulbenkoglu, et al., 2005;
Hagiliassis & Di Marco, 2017; E. Watson et al., 2021). Dialogical processes which are
heavily dependent on speech to facilitate a deeper understanding of the thoughts and
behaviour of oneself and of others. Sharing the narratives of our lives enables us to make
meaning of our experiences and integrate achievements and challenges into a positive
conceptualisation of self (Averill et al., 2013). While psychotherapeutic relationships rely on
both verbal and non-verbal models of communication, speech is by far the dominant mode of
expression (Del Giacco et al., 2019; Noyes & Wilkinson, 2022). When speech is unavailable
or unreliable, communication requires an intentional approach to ensure that the skills to
reconcile distressing emotions and seek mental health care are conveyed in a manner that is
useful and effective (Hagiliassis, Gulbenkoglu, et al., 2005; E. Watson et al., 2022). In some
instances, non-verbal cues or behaviour may provide a better understanding of mental
health status than spoken words (Bowring et al., 2019; Painter et al., 2018). The connection
between communication and mental health is multifaceted, consisting of protective and
remediating benefits. As such, approaches to mental health support require intentional

consideration of the challenges faced by individuals with communication access needs.



1.1.2 People with Communication Access Needs

People with communication access needs are described as individuals who “cannot
rely on speech alone to be heard and understood” (Communication First, 2023). People with
communication access needs use adaptations to assist in meeting the everyday demands of
communication such as sharing information, expressing wants and needs, and establishing
and maintaining social relationships (Beukelman & Light, 2020; Light & McNaughton, 2014).
Some people with communication access needs also use adaptations to assist them in
understanding spoken and/or written information (Solarsh & Johnson, 2017). Communication
access needs may originate from motoric, cognitive, sensory, psychological, or
environmental factors (Beukelman & Light, 2020). They may be temporary (e.g., resulting
from intubation for a surgical procedure), acquired (e.g., due to a brain injury or progressive
neuromuscular condition), or lifelong (e.g., occurring alongside a developmental condition
such as cerebral palsy, intellectual disability, or autism) (Light et al., 2019). The population of
people with communication access needs is diverse; comprising people across a range of
ages, and social, cultural, and linguistic groups (Amery et al., 2022; Beukelman & Light,
2020). Accordingly, the amount of support required to manage communicative participation
is varied (Blackstone et al., 2007).

Terminology. With diversity among the population of people with communication
access needs, there are diverging opinions regarding the terminology used to describe this
group, though strengths-focused and anti-ableist terminology is preferred (Donaldson et al.,
2023; Zisk & Konyn, 2022). There is a growing movement towards terminology that is
defined by lived-experience perspectives (Communication First, 2023; Speech Pathology
Australia, 2024; Zisk & Konyn, 2022) and the social model of disability (Dee-Price et al.,
2021). Many people with communication access needs are multimodal communicators,
using augmentative and alternative communication (AAC); a combination of unaided and
aided communication strategies to meet their communication requirements. Throughout the
thesis, terminology that reflects current community preferences (Communication First, 2023)
has been used and conforms to academic conventions of person-first language. The terms
people with communication access needs, people who use AAC, person, and lived
experience have been used throughout this thesis. These terms are not abbreviated in the
thesis. Some documents that were developed earlier in the project used the term complex
communication needs as this was the term used in the AAC field and the AAC journal, and
was the preferred terminology of the research advisors and community at the time (Speech
Pathology Australia, 2024). This shift in terminology demonstrates a commitment to

representing the perspectives of people with communication access needs.



1.1.3 Augmentative and Alternative Communication (AAC)

People who experience communication access needs often use AAC to circumvent
the challenges that may arise in communicative interactions (Beukelman & Light, 2020).
AAC refers to a range of communication strategies that aim to enable greater communicative
participation and self-expression, broadening the scope of potential communication partners
(McNaughton et al., 2019). AAC comprises aided and unaided strategies to facilitate more
effective communication. Unaided strategies do not require the use of an external aid or
assistive device, such as speech, pointing, gesturing, vocalising, and facial expression
(Beukelman & Light, 2020). An extensive range of aided communication systems also exist,
from low-tech graphic symbol boards and books to higher-tech computerised speech-
generating systems that enable the user to communicate unlimited messages via a keyboard
(Beukelman & Light, 2020; Ripat et al., 2019).

In most instances, people with communication access needs will use a range of
strategies to get their message across, depending on the communicative task,
environmental demands, and familiarity of the communication partner (Williams et al., 2009).
The use of a combination of aided and unaided methods of communication is referred to as
multimodal communication (Beukelman & Light, 2020). People who use AAC identify the
importance of having multiple modes of expression that are received and respected by
communication partners, as no singular approach to communication is sufficient to fulfil all

communicative requirements (Williams et al., 2009).

1.1.4 Everyday Communication Partners

Communication partners are those people who interact with people with
communication access needs. They are referred to as partners because communication is a
two-way process, requiring collaboration to co-construct a jointly understood meaning
(Beukelman & Light, 2020). Everyday communication partners (ECPs), the term used
throughout this thesis, are those who have a supportive relationship and frequent contact
with a person with communication access needs. ECPs include natural supports such as
family members, spouses, and friends, as well as paid people such as disability support
workers. ECPs play an important role in facilitating communication with unfamiliar people
and demonstrating multimodal communication strategies, including AAC (Beukelman &
Light, 2020). Due to their close affiliation with the person, ECPs are likely to have deep
knowledge about their communication styles and are well positioned to notice changes in
physical and emotional states. Many people with communication access needs rely on ECPs
to provide information, assistance, and advocacy to promote their health and wellbeing
(Brolan et al., 2012; Halmetoja et al., 2023; Nicholas et al., 2017). ECPs can, through their

approach and responsiveness to communication, empower the person in making choices



relating to health and wellbeing (Paynter et al., 2022; J. Watson et al., 2017). However,
ECPs may lack awareness of mental health issues, resulting in apprehension about referring
to mental health care services for additional help (Costello et al., 2007; Holub et al., 2018;
Rose et al., 2007; E. Watson et al., 2021).

1.1.5 Communication Access

Communication access has been summarised as the ability to understand and to be
understood (Solarsh & Johnson, 2017). The communication access movement seeks to
enshrine and protect communication rights with similar legislation and standards as exist for
physical access (Speech Pathology Australia, 2018). The case for improved communication
access has been propelled by the recognition of communication and access to human rights.
The United Nations Universal Declaration of Human Rights ([JUDHR], 1948) in Article 19 first
identified the right of all people to freedom of opinion and expression, to hold opinions and
share information. The United Nations Convention on the Rights of Persons with Disability
([CRPD], 2006) expanded upon the Universal Declaration to specify actions for State Parties
to promote communication accessibility. Article 21 of the CRPD states that people with
disability have the right to seek, receive, and impart information and ideas on an equal basis
to all other persons, using communication methods of their choosing (CRPD, 2006). Specific
actions to promote communication access are: a) providing information intended for the
general public in accessible formats; b) accepting and enabling the use of AAC, braille, sign
languages, and other modes of communication in official dealings; ¢) imparting the
responsibility of service providers to offer information and services in accessible formats; d)
supporting and promoting accessibility of online platforms (CRPD, 2006). Communication
accessibility measures also promote access for people with low literacy, culturally and
linguistically diverse populations, as well as Deaf and hard-of-hearing communities (McLeod,
2018; Mitchell, 2021; Solarsh & Johnson, 2017). Taking action to preserve and promote
communication rights facilitates the participation of people with communication access
needs in the community (Taylor et al., 2021). To date, there is limited evidence of efforts to
improve communication access in mental health support provision (Dew et al., 2018;
Newman et al., 2022; E. Watson et al., 2022).



1.1.6 Mental Health of People with Communication Access Needs

People with disabilities report mental health problems and psychological distress at a
greater prevalence than the broader Australian community (Australian Institute of Health and
Welfare [AIHW], 2022). In a recent Australian survey of health, 40% of respondents with
severe and multiple disabilities, including those with communication support needs, reported
high or very high levels of psychological distress (AIHW, 2019). This statistic does not
represent those who were unable to self-report and therefore the percentage is likely to be
higher. Previous research finds that people with communication disability face additional
susceptibility to risk factors for poor mental health, such as experiences of discrimination and
stigma, physical health concerns, challenges to developing close relationships, and reduced
engagement in employment and education (Di Marco & lacono, 2007; Hagiliassis,
Gulbenkoglu, et al., 2005; Richardson et al., 2019; Sellwood et al., 2022; Therrien, 2019).
Increased risk of poor mental health is further implicated by increased levels of exposure to
trauma and abuse for people with communication access needs (Bell & Cameron, 2003;
Centre of Research Excellence in Disability and Health [CRE-DH], 2021; Collier et al., 2006;
Ottmann et al., 2017; Powers et al., 2002), reduced self-determination (Di Marco & lacono,
2007; J. Watson, 2023), loneliness (Balandin et al., 2006; Cooper et al., 2009; Petroutsou et
al., 2018), and challenges to establishing approaches to convey and regulate emotions
(Hagiliassis, Gulbenkoglu, et al., 2005; Hsieh et al., 2012; Kneebone, 2016).

In the Australian context, the Royal Commission into Violence, Abuse, Neglect and
Exploitation of People with Disability (Disability Royal Commission) highlights the breadth of
disadvantage experienced by many people with disabilities (CRE-DH, 2021; Commonwealth
of Australia, 2020). A further risk to wellbeing is presented when a person with
communication access needs is not equipped with the necessary vocabulary to broach
issues that impact mental health and wellbeing (Bell & Cameron, 2003; Collier et al., 2006;
Johnson & Yee, 2020; E. Watson et al., 2021) and when they lack trusted or skilled
communication partners with whom to discuss issues such as grief and loss (Dark et al.,
2011). Additionally, progressive communication loss related to both acquired and
developmental conditions may place further pressure on mental health and wellbeing (Aoun
et al., 2015; Baker et al., 2021; Dark et al., 2011; Northcott et al., 2017). Despite this
heightened exposure to risk factors for mental ill-health, people with communication access
needs are under-represented in their use of services and programs that aim to address
issues pertaining to reduced mental health and wellbeing (Foley & Trollor, 2015; Holub et al.,
2018; Howlett et al., 2015; Weise, Cvejic et al., 2020; Weise et al., 2021).



1.1.7 Imperatives for Access to Mental Health Care

In Australia, there is a legislative and social imperative for the provision of accessible
mental health support for people who experience disabilities and mental health problems.
This imperative is driven by statistical data indicating a high prevalence of severe
psychological distress among people with communication access needs (AIHW, 2019), as
well as, legislation (Disability Discrimination Act, 1992; CRPD, 2006), policy (Australian
Government, 2010; Commonwealth of Australia, 2021; SA Health, 2019; WHO, 2021a), and
systemic inquiries (Commonwealth of Australia, 2023a; HREOC, 1993; NMHC, 2014; NSW
Department of Health, 1983). However, these various drivers have not positively influenced
the quality or quantity of services required to assist people with communication access
needs to address issues of mental health and wellbeing (Howlett et al., 2015; NMHC, 2023;
Weise et al., 2021).

The Australian Government ratified the United Nations CRPD in 2008, heralding the
commencement of a period of reform and commitments to strategic action to promote the
human rights of people with disabilities (Commonwealth of Australia, 2011; McCallum,
2020). Endorsement of the CRPD required the Australian government to commit to action
toward the promotion of a human rights orientation in policy, legislation, and service
provision (CRPD, 2006). Two of the critical strategic commitments underpinning the
provision of services to people with disability in Australia are the National Disability Strategy
(Commonwealth of Australia, 2011, 2021) and the National Disability Insurance Scheme
(National Disability Insurance Scheme [NDIS] Act, 2013). The Disability Strategy and NDIS
Act make specific provisions for the social and economic resources that enable greater
participation of people with disabilities in Australian society. The NDIS, under the direction of
the federal National Disability Insurance Agency, delivers individualised supports to eligible
Australians with disability, including psychosocial disability. However, the recent independent
review of the NDIS indicates shortcomings in the delivery of service to people who
experience co-existing disability and mental ill-health (Commonwealth of Australia, 2023e).
The Disability Strategy also highlights the need for improvements in the mental health
system, with a key health and wellbeing policy priority being dedicated to improving
accessibility of mental health care for people with disability (Commonwealth of Australia,
2021).

1.2 Theoretical Overview

Communication stands at the intersection of mental health and human rights. The
journey to mental well-being is inextricably connected to the ability to convey the emotions,

thoughts, and concerns that impact upon wellbeing, and to be understood in return. For



people with communication access needs, this fundamental aspect of human experience
can present significant barriers. In this theoretical overview, we delve into the Transformative
Paradigm (Mertens, 2007) and the Human Rights Model of Disability (Degener, 2016) and
the implications of these theoretical perspectives for mental health care provision. The
theoretical foundation of the research project is congruent with Levesque et al.’s (2013)
Conceptual Model of Access to Health Care, which guides the discussion of research
findings in Chapter six. The Conceptual Model of Access to Health Care offers a lens
through which we can conceive a more inclusive and equitable system of mental health care
for people with communication access needs, and form recommendations for policy and

practice.

1.2.1 Transformative Social Justice Paradigm

A paradigmatic approach was adopted to ensure a cohesive theoretical underpinning
for the study and methodology clearly oriented towards the purposes of social justice and
meeting the objectives of people with lived experience of communication access needs.
Theories and models are integrated within the study to ensure that the exploration of the
phenomenon is consistent with the transformative paradigm (Mertens et al., 2010), which
provides a philosophical scaffold that encompasses axiology, ontology, and epistemology
comprising a cohesive worldview. This enables researchers to address systemic inequity
and make methodical decisions that are attuned to the requirements of communities

involved in the research (Mertens, 2007).

1.2.2 Human Rights Model of Disability

The Human Rights Model of Disability (Degener, 2016), embedded in the principles
of dignity, equity, and inclusion, posits that every individual possesses rights to accessibility,
autonomy, and full participation in society. The study applies the Human Rights Model of
Disability to demonstrate the imperative for accessibility measures in mental health care, and
because the assumptions of the transformative paradigm intersect with the endeavour to
promote human rights through formal channels such as the CRPD (Mertens et al.,
2010). The Human Rights Model of Disability has developed within the context of the social
model of disability (Oliver, 2009), a model with continued relevance in understanding the
systemic oppression that people with disability face in structures that are not designed with
diversity in mind (Berghs et al., 2019; Lawson & Beckett, 2021; Shakespeare, 2018). The
Human Rights Model extends upon the social model as a tool to implement the rights
codified by the CRPD:; in civil and political, as well as economic, social, and cultural life
(Degener, 2017). In the context of this study, the Human Rights Model attends to both the



entitlement to equal access to health care and denial of human rights as a contributing factor
in psychological distress leading people to seek mental health support.

The CRPD provides the framework for Australian legislation regarding equitable
access to civil, political, economic, social, and cultural entittements (CRPD, 2006). Although
Australia became a signatory of the CRPD 2008, some articles are believed to be in breach
or are yet to be fully implemented in Australian law (McCallum, 2020). Presently action is
underway to develop a federal Australian Human Rights Act, which would further progress
the implementation of human rights legislation (Australian Human Rights Commission
[AHRC], 2022). Multiple articles from the CRPD incite the right to access mental health care,
key among which are: Article 9 - Accessibility; Article 21 — Freedom of expression and
opinion, and access to information; Article 25 — Health; and Article 26 — Habitation and
rehabilitation (CRPD, 2006). The literature review in Chapter 2 will expand upon the rights
pertinent to people with communication disability in seeking mental health care and

maintaining optimum mental wellbeing.

1.2.3 Conceptual Model of Access to Health Care

To examine the accessibility of mental health support for people who experience
communication access needs, a Conceptual Model of Access to Health Care was utilised
(Levesque et al., 2013). This dynamic model of access has been used across a variety of
health care settings with a multitude of populations, including mental health care (Cu et al.,
2021; Davy et al., 2016; Haggerty et al., 2020; Schwarz et al., 2022; Song et al., 2019). This
model has utility as it examines service and system factors, as well as personal and
community factors that may impact access. The authors of the model propose six stages in
the trajectory of health care practice that can impact access: 1) emergence of mental health
care needs; 2) perception of mental health support needs and desire for care; 3) mental
health care seeking; 4) mental health care reaching; 5) mental health care utilisation; and 6)
mental health care consequences (Levesque et al., 2013). The underpinning assumption of
the model is that access to quality health care is a human right to be afforded to all

populations.

1.3 Purpose of the Study

The purpose of this study was to explore the intersecting perspectives of three
groups — people with communication access needs, their ECPs, and Mental Health Workers
(MHWSs) — to better understand issues impacting access to mental health supports for people
with communication access needs. The overarching objective was to identify how
mainstream mental health supports can be adapted to improve access to the resources that

promote the mental health of people with communication access needs.



1.4 Research Aims

The aims of the research project were:

e To conduct a comprehensive scoping review of literature on the inclusion of people
with communication access needs in psychoeducational mental health support.

e To explore the issues that impact the mental health help-seeking of people with
communication access needs, such as mental health literacy among support
networks.

e To investigate the current skills, experience, and perceptions of MHWs regarding
working with people who experience communication access needs.

e To examine the ECP and MHW practices that help or hinder mental health care
access for people with communication access needs.

e To establish an understanding of the systemic resources that improve access to

services and promote the mental health of people with communication access needs.

1.5 Research Questions

This study explored mental health support for people with communication access
needs with the objective of identifying potential improvements to promote inclusion in mental
health care. The researcher sought the perspectives of three groups — people with
communication access needs, their ECPs, and MHWSs — to respond to the following research
guestions:

1) What strategies and resources for promoting the inclusion of people with
communication access needs in psychoeducational support have been tried
already?

2) What do people with communication access needs and their ECPs know, or want
to know, about mental health and related supports and services?

3) What are the barriers and facilitators to mental health help-seeking for people
with communication access needs?

4) What are the experiences, perceptions, and skills of MHWSs relating to the
provision of mental health care to people with communication access needs?

5) How can mental health care be adapted to improve access to systemic resources

that promote the mental health of people with communication access needs?

1.6 Rationale

This research builds upon the researcher’s previous Honours study which explored
the views and perceptions of people with communication access needs regarding mental
health and wellbeing (E. Watson, 2018; E. Watson et al., 2021). The previous study found
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that while participants experienced events that impacted their mental health, they
encountered significant barriers to obtaining mental health care. A possible component of
this issue was suggested as a lack of awareness among people with communication access
needs and their ECPs about the indicators of poor mental health and help-seeking
pathways. Additionally, some MHWSs may not have been aware of the adaptations required
to include a person with communication access needs in psychotherapeutic programs and
other mental health services.

There are social, legislative, and policy-based imperatives to improving the
communication accessibility of mental health support (Disability Discrimination Act, 1992;
Commonwealth of Australia, 2021; CRPD, 2006; WHO, 2021b). Existing research (CRE-DH,
2021; Collier et al., 2006; Ottmann et al., 2017; Petroutsou et al., 2018; Powers et al., 2002;
E. Watson et al., 2021) and government inquiries (Commonwealth of Australia, 2023a)
highlight frequent exposure to events that negatively impact the mental health and well-being
of people with communication access needs. However, mental health care remains

inaccessible to much of this population.

1.7 Significance of the Study

Current research has not yet provided an in-depth exploration of access to mental
health support as perceived by people with communication access needs. While there are
practice guidelines available to support access to mental health services, these have been
generated by experts in the field rather than those with lived experience (Department of
Developmental Disability Neuropsychiatry [3DN], 2014, 2016, 2017; Hagiliassis et al., 2006).
Engaging with the populations who experience access issues directly can establish a deeper
understanding of the factors that inhibit or enhance access (Mertens, 2007; Seekins &
White, 2013; Walmsley et al., 2018). Additionally, incorporating the perspectives of
practitioners who deliver mental health care to the general population may provide insight
into some of the systemic barriers and facilitators. Solutions to access issues gain salience
when they are generated by the populations concerned (Mertens et al., 2014).

The findings of this study advance the body of knowledge currently guiding mental
health practitioners in their interactions with people with communication access needs. This
PhD research project drew upon existing evidence to inform the study design, building upon
the current understanding of what contributes to good mental health care for people with

communication access needs.

1.8 Thesis Synopsis
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This thesis consists of eight chapters. Chapter 1 has introduced the research project,
presenting the background to the study, problem statement, and significance of the research
project, concluding with this overview of the thesis chapters.

The literature review in Chapter 2 introduces central issues related to mental health
service provision for people with communication access needs. Key aspects include the
historical basis for the provision of mental health care provision, the connection between
human rights and mental wellbeing, a review of human rights related to the accessibility of
mental health care, and a framework to explore access to mental health care.

The scoping review in Chapter 3 is a pre-print version of the scoping review titled
Improving communication access in psychoeducational interventions for people with
complex communication needs: A scoping review and stakeholder consultation (E. Watson
et al., 2022) which was published in the journal Disability and Rehabilitation. The scoping
review was developed in response to research question one and explores the
communication access strategies that have been used in psychoeducational interventions
with people with communication access needs.

Chapter 4 details the design of this research project, including detailed descriptions
of the underpinning theoretical framework and methodology. This chapter also explains the
research methods, recruitment approaches, data collection strategies, and analysis of data.
An overview of the characteristics of each of the three groups is included.

The research findings are presented in Chapters 5 and 6. Chapter 5 examines the
key theme Experiences: Informing Mental Health Knowledge and Practice. The chapter
explores the perspectives of each group to define mental health, and the connection
between experience and knowledge about mental health supports. Chapter 6 explores the
second key theme of the study, Factors That Influence Access to Mental Health Care:
Barriers and Facilitators.

In Chapter 7, the findings are discussed, with the Person-centred Conceptual Model
of Access to Health Care (Levesque et al., 2013) providing a scaffold to organise the
discussion along a trajectory of mental health care help-seeking. Further, this chapter
provides key recommendations for policy and practice in mental health care provision for
people with communication access needs.

Chapter 8 provides concluding statements, emphasising the significant contributions
of this research to the field of knowledge about how to improve access to mental health care

for people with communication access needs.
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CHAPTER 2. LITERATURE REVIEW

Communication is an essential component in the maintenance of mental health and
wellbeing (Hagiliassis & Di Marco, 2017; E. Watson et al., 2021). Speech is the dominant
mode of contemporary mental health support provision (Del Giacco et al., 2019). Previous
studies have examined access to mental health care, directed toward understanding and
addressing challenges faced by various populations across the lifespan (Cu et al., 2021).
While this field of inquiry acknowledges and addresses the mental health needs of various
populations, the experiences of adults with communication access needs remain under-
explored. This often-overlooked demographic comprises individuals who encounter
significant difficulties in the use of speech for expressive and/or receptive communication.
The intersection of mental health and communication access needs presents a unique
juncture characterised by unacknowledged accommodations, barriers to support, and under-
servicing. This literature review explores the existing body of research to elucidate the key
issues relating to mental health care provision among adults with communication access
needs. To develop a thorough understanding of the mental health care landscape for people
with communication access needs it is essential to explore the history of mental health care,
the role of human rights, challenges to accessing services, and communication access in
mental health care. The literature review concludes with an examination of a model that
supports the analysis of health care barriers, with a view to enhancing access and inclusion.
The literature has been continuously updated and synthesised throughout the course of the
research project to provide a contemporaneous summary of the evidence regarding mental
health support for people with communication access needs.

This literature review builds upon the researcher’s previous pilot study which
explored the views and perceptions of people with communication access needs regarding
mental health and wellbeing (E. Watson, 2018; E. Watson et al., 2021). The previous study
found that while participants experienced events that impacted their mental health and
wellbeing, they encountered significant obstacles in obtaining mental health support. The
threats to their mental wellbeing included experiences of discrimination and stigma, physical
health concerns, challenges to developing close relationships, and reduced engagement in
employment and education (Hagiliassis, Gulbenkoglu, et al., 2005; Hagiliassis & Di Marco,
2017; Richardson et al., 2019; E. Watson et al., 2021). Furthermore, mental wellbeing was
impacted by reduced self-determination (Di Marco & lacono, 2007; E. Watson et al., 2021),
loneliness (Balandin et al., 2006; Petroutsou et al., 2018), and elevated exposure to trauma
and abuse (Bell & Cameron, 2003; Collier et al., 2006; Commonwealth of Australia, 2023c;
CRE-DH, 2021; Ottmann et al., 2017; Powers et al., 2002). Despite elevated exposure to
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risk factors for mental ill-health, Australians with communication access needs are under-
represented as consumers of mental health care services (Di Marco & lacono, 2007; Howlett
et al., 2015). Many of the threats to mental wellbeing confronted by people with
communication access needs relate to infringements upon human rights. Additionally,
access to mental health care is a human rights issue (CRPD, 2006; WHO & CGF, 2014),
which governments throughout Australia have sought to ameliorate with legislation and
policy (Australian Government, 2010; Disability Discrimination Act, 1992; NDIS Act, 2013;
Commonwealth of Australia, 2021). These legal and ethical imperatives exist to ensure
equitable access to mental health care for people with communication access needs.
However, people with communication access needs continue to experience marginalisation
and exclusion from services. This literature review will examine the relationship between
human rights and access to mental health care, identifying the conditions that underpin
optimal mental health and wellbeing.

This chapter provides an overview of the historical context of mental health care
provision for people with disabilities and explores the association between human rights and
mental health, including an analysis of legislation and policy associated with the provision of
mental health care. The chapter also establishes the basis for the scoping review in Chapter
3, which explores strategies to improve communication access in mental health

psychoeducation for people with communication access needs.

2.1 The History of Mental Health Care for Australians with Disability

Historical information does not provide a meaningful distinction between disability
and people with communication access needs, instead focusing on the perceived capacity of
individuals to contribute to society (Jolly, 2022). Therefore, in the following section on the
history of mental health care, people with communication access needs represent a
subgroup among the broader population of people with disability. The provision of mental
health services for people with disability in Australia has shifted from routine
institutionalisation of people with disability alongside those with mental illness, to a system of
mental health care that divides services among these groups with limited recognition of co-
existing support needs (Hallahan, 2021; Weise et al., 2021). This historic overview of mental
health care focuses on more recent models of service provision, from the devolution of
institutional care from the 1970s to 1990s, to present day models of funding and support
provision. Accounts of the early history of mental health service provision for people with
disability are focussed on South Australia, the state where this research was undertaken.
However, these practices are broadly reflective of those throughout Australia (Gerrand et al.,

2012). The purpose of providing an overview of the historic approaches to mental health
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care for people with disability is to better understand the legacy of these practices on current

barriers to mental health care access for people with communication access needs.

2.1.1 Institutional Care: A Persistent Legacy

From the occupation of Australia by British colonists in 1787 through to the 1970s the
dominant model of services for people with physical, intellectual, or psychosocial disability
deemed unable to contribute to the betterment of the colony, according to the views of the
time, was segregation in state-run institutions, asylums and hospitals (Bell, 2003; Goldney,
2007; Hallahan, 2021). The South Australian Lunacy Act was passed in 1846, in the first
decade of the colony (Goldney, 2007). Under the Lunacy Act, there was little distinction
between the impacts of poverty, aging, mental iliness, and disability (Goldney, 2007). People
with disability were commonly admitted to the Adelaide Destitute and Lunatic Asylum on the
basis that their families were unable to care for them (Bell, 2003; Lunacy Act, 1847). In 1858,
long-term accommodation in the form of specialised hospital wards was established for
adults and children with lifelong disability (Jolly, 2022; Piddock, 2011). In subsequent years
several institutions were opened to house people with disability; the Home for Incurables,
Minda Home for Weak-Minded Children, and Magill Old Folks’ Home (Disability Information
& Resource Centre [DIRC], 2014; Jolly, 2022; Piddock, 2011). People with mental illness
continued to be housed in a succession of asylums until the establishment of the Enfield
Receiving House. This institution operated between 1922 and 1982, housing and treating
people with intellectual disability and psychosocial disability together under the Mental
Deficiency Act (George, 2014).

This account of South Australian disability and mental health services highlights a
history of congregate treatment, confining people with disability and those with mental ill-
health in institutions, with little distinction of individual support requirements (Bell, 2003). The
greater objective of the institutions was to educate and contain people with disability under a
social policy that enforced the eugenics agenda (Hallahan, 2021; Lewis, 1988). To the
current day, most of the mental health legislation is dedicated to outlining conditions of
involuntary detainment and treatment, rather than promoting and mandating inclusive mental
health care systems (Mental Health Act, 2009; Pandos et al., 2023).

2.1.2 Deinstitutionalisation and the Emergence of Rights Movements

In the 1950s, the separation of services for individuals with intellectual disability and
psychosocial disability commenced in Australia (DIRC, 2007; Lewis, 1988). However, the
model of large institutional care for people with disability and mental illness was prevalent
until the 1970s and 1980s when the disability and mental health consumer rights movements

emerged. Increasing awareness of the human rights of people with disability and people with

15



mental illness was provocation for Australian constituencies to examine disability and mental
health policy and service provision (Disability Royal Commission, 2021; HREOC, 1993;
NSW Department of Health, 1983). Inquiry and subsequent reform of the Australian mental
health system coincided with the release of the United Nations Principles for the Protection
of Persons with Mental lliness (United Nations, 1991). The changes in Australian policy to
deinstitutionalise disability and mental health services reflected the global movement to
improve the treatment of people experiencing mental ill-health and their supporters (Weise et
al., 2021). The National Inquiry into the Human Rights of People with Mental lliness, also
known as the Burdekin Report, was a pivotal moment in mental health care in Australia
(Gerrand et al., 2012; HREOC, 1993). As a result of the inquiry the mental health system
was centralised and Australia’s first federal mental health strategy was released in 1993
(Gerrand et al., 2012; Rosen, 2006).

The National Inquiry into the Human Rights of People with Mental lliness formalised
the process of deinstitutionalisation of people with disability and mental ill-health with a
greater focus on community-based supports (HREOC, 1993). The emerging distinction
between the differing requirements of these populations was welcomed by MHWSs and
service users (Weise et al., 2021). The inquiry recommended that people with disability
experiencing mental health problems should be treated by community-based, disability-
specific services. However, under this model of separated mental health care, services
became siloed resulting in poor MHW awareness of the various specialists and a lack of
integration of services (Weise et al., 2021). Separation of specialist disability services
resulted in a lack of choice regarding service providers and treatment options, as well as
extensive wait times for assistance.

Australia’s Disability Strategy (Commonwealth of Australia, 2011, 2021), the National
Disability Insurance Scheme (NDIS) Act (2013) and the Contributing Lives, Thriving
Communities Report (NMHC, 2014) provide the direction for mainstream agencies to
develop inclusive, accessible approaches to mental health service provision. Implemented in
2006, the Better Access to Mental Health Care initiative represented major reform to public
funding for mental health services under Medicare, intending to make private mental health
services more financially accessible (Council of Australian Governments, 2006; Gerrand et
al., 2012). The systemic reforms to mental health care of the 1990s and 2000s set the

underpinnings of the current Australian mental health system.
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2.1.3 Contemporary Mental Health Care Provision

As introduced in the previous chapter, Australia’s Disability Strategy (Commonwealth
of Australia, 2011, 2021) and NDIS Act (2013) direct social and economic resources to
improve the inclusion of people with disability. The NDIS has consolidated funding and policy
directives for two of Australia’s largest and most complex systems of social support, the
disability and mental health systems. The NDIS Act (2013) informs a model of service
provision that aspires towards the self-determination of people with disability and responsive
action by service providers to support autonomy and participation in society. With the NDIS
roll-out, the historically siloed disability and mental health services began to combine
resources and offer services to people with persistent mental ill-health alongside other
populations of people with disability (NMHC, 2017b). However, there are persistent
limitations to the collaboration of the disability and mental health care systems under the
NDIS (Commonwealth of Australia, 2023e), resulting in a lack of accessibility for people with
disability and mental ill-health (NMHC, 2022; Weise et al., 2021).

In national reporting, Australians with intellectual disability have consistently been
identified as a population facing a greater burden of mental ill-health and discrimination in
mental health care provision (NMHC, 2014, 2017a). From 2017, NMHC reporting begins to
consider the intersectional experiences of people with disability, describing a diverse
population requiring particular attention from the mental health care sector (NMHC, 2017b,
2022). Women with disability (NMHC, 2022) and survivors of abuse, neglect, and
exploitation (NMHC, 2021) are identified as two groups of interest. In more recent reports
there is recognition of the challenges faced by people with disability navigating the mental
health system (NMHC, 2021) as raised by the Disability Royal Commission (Commonwealth
of Australia, 2023c). The need for improved collaboration between the disability and mental
health sectors to enable major systemic reform is highlighted in multiple service reviews
(Commonwealth of Australia, 2023b; NMHC, 2017b, 2022). However, disability and mental
health services remain poorly integrated (NMHC, 2018). This summary of the NMHC'’s
reports on mental health service provision indicates increasing recognition that people with
disability have an entitlement to equitable treatment in the mental health system. Notably,
there is an absence of recognition of the requirements of individuals with communication
access needs from mental health reporting. Bridging the gaps between the disability and
mental health service systems calls for an investigation from multiple perspectives: lived-
experience perspectives of people with communication access needs who seek mental
health care and their ECPs, as well as MHWSs with insider knowledge of the mental health

system.
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2.2 Human Rights and the Mental Health of People with Disability

Access to the circumstances to live a fulfilling life on one’s own terms, with equal
conditions to all other citizens are the underpinnings of optimum mental health and
functioning (WHO & CGF, 2014). Realisation of social, economic, and environmental rights
can determine one’s capacity to attain good mental health and wellbeing. These conditions
are referred to as social determinants of mental health (WHO, 2021a; WHO & CGF, 2014).
As previously identified, the right of Australians with disability to equal participation in social,
cultural, economic, and political life is protected by legislation and policy. However, existing
legislation does not guarantee human rights (AHRC, 2022; McCallum, 2020). The Disability
Royal Commission brought to focus the systemic and individual abuses of the rights of
Australians with disability (Commonwealth of Australia, 2023a). It is apparent that the
realisation of human rights impacts both the psychological wellbeing of people with
communication access needs, as well as their capacity to access mental health care. This
section will explore the role of substantive human rights in the realisation of optimal mental
health and wellbeing.

2.2.1 Everyday Rights and Mental Health

The disability rights movement has been driven by the resolve of disabled people to
gain control of the conditions that govern their everyday lives on an equal basis with all
citizens (Clifton, 2020; Disability Royal Commission, 2021; Hallahan, 2021). The CRPD was
born of the disability rights movement (Kayess & Sands, 2020). Substantive rights refer to
those human rights that involve the everyday circumstances of our lives — where we live,
who we spend time with, where we learn and work, and how we make choices. These
substantive rights are detailed in the CRPD Atrticles five through thirty, and reinforced by the
fundamental principles of CRPD; 1) respect for inherent dignity, individual autonomy and
independence, 2) non-discrimination, 3) full participation and inclusion in society, 4) respect
for human diversity and acceptance of person’s with disability, 5) equal opportunity, 6)
accessibility, 7) gender equality, and 8) respect for children with disability to discover
capabilities and identities (CRPD, 2006). Notably, these principles are factors that are
generally protective of mental health and wellbeing (GCAPP, 2009; WHO & CFG,
2014). The introduction chapter outlined the issues that impact the mental health and
wellbeing of people with communication access needs. Here, these issues are brought into
line with the CRPD. Accessibility, health, and communication access rights are addressed

alongside the systemic issues related to access to mental health care later in this section.
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2.2.2 The Social Determinants of Mental Health

It is well accepted that social factors play a significant role in shaping the mental
health and wellbeing of people with communication access needs (Compton & Shim, 2015).
These social factors, referred to as social determinants, include: access to education and
health services, employment opportunities, social support networks, and economic
resources, and all influence mental health outcomes (Shim & Compton, 2015; WHO & CGF,
2014). Additionally, there is a cross-disciplinary body of research that identifies stigma as a
fundamental determinant of health inequity (Hatzenbuehler et al., 2013; Holub et al., 2018).
Stigma in mental health care is compounded by legacy issues of institutionalisation,
historical mistreatment, over-medicalisation, lack of access to equal education, and systemic
discrimination.

Social determinants are closely connected to human rights and therefore require
intersectoral responses to address disadvantage and promote equity across the lifespan.
Strategies to tackle the social determinants of mental health must draw upon lived-
experience perspectives to produce solutions that are relevant to the group with
communication access needs (Shim & Compton, 2015; WHO & CGF, 2014). However there
is a lack of research into the social determinants and how they influence the mental health of
people with communication access needs (Friedman, 2021). Further research is required to
clarify the influence of social determinants on the mental health and help-seeking capabilities

of people with communication access needs.

2.2.3 The CRPD and People with Communication Access Needs

Access to the conditions for optimum mental health is aligned with the rights detailed
in the CRPD. While attaining each of the rights detailed in the CRPD is important, there are
articles pertinent to people with communication access needs. These articles are: equality
and non-discrimination (Article 5), accessibility (Article 9), equal recognition before the law
(article 12), freedom from violence, abuse and exploitation (Article 16), living independently
and community inclusion (Article 19), freedom of expression and access to information
(Article 21), respect for the home and family (Article 23), education (Article 24), health
(Article 25), habilitation and rehabilitation (Article 26), work and employment (Article 27), the
equitable standard of living and social protection (Article 28), and participation in cultural life
and recreation (Article 30) (CRPD, 2006).

The connection between the absence of these everyday rights and impacts on the
mental health and wellbeing of people with communication access needs has been explored
in the following research. Negative implications for mental health and wellbeing have been
linked to exposure to discriminatory microaggressions (Kattari, 2020), lack of autonomy and

respect for personal choices (Di Marco & lacono, 2007; E. Watson et al., 2021), access to
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safe places to live with good support (E. Watson et al., 2021), exposure to heightened rates
of exposure to trauma and abuse (CRE-DH, 2021; Collier et al., 2006; Powers et al., 2002),
and access to employment (Richardson et al., 2019). Social connections are imperative to
maintaining mental health; however, people with communication access needs often
experience loneliness due to isolation (Balandin et al., 2006; Petroutsou et al., 2018), and a
lack of trusted communication partners to share wellbeing concerns with (Dark et al., 2011).
The realisation of human rights will have tangible impacts on the mental health of
many people with communication access needs. However, the stalled implementation of
CRPD in Australian legislation leaves many people with communication access needs reliant
on the will of others to obtain these rights (McCallum, 2020). Mental health legislation is
predominantly focused on the terms of involuntary detainment of people in crisis rather than
the conditions for providing early access to mental health care (Mental Health Act 2009,
2009; Pandos et al., 2023). Furthermore, anti-discrimination legislation has been
demonstrated as ineffective in changing persistent access issues, leading to a recent push
towards a national Human Rights Act (AHRC, 2022; Commonwealth of Australia, 2023a),
and the Disability Royal Commission recommendation for the implementation of a Disability
Rights Act (Commonwealth of Australia, 2023b). Integration of the CRPD principles into
legislation and policy requires action from state signatories to advance access to the

conditions to attain and preserve optimum mental health and wellbeing.

2.2.4 The Communication Bill of Rights

Article 21 of the CRPD addresses communication access and has resulted in
legislation that has supported the movement for improved communication access in the
community (Solarsh & Johnson, 2017). The Communication Bill of Rights offers people with
communication access needs, and also the public, concise guidelines regarding the
communication rights of all people in contemporary legislative contexts (Brady et al., 2016).
In the context of mental health and wellbeing, communication access means greater
inclusion in the community, as well as improved access to services that support the mental
health and wellbeing of the broader population (Collier et al., 2012; Solarsh & Johnson,
2017). Mental health services in Australia are required by legislation and industry standards
to consider the needs of diverse populations (Australian Government, 2010; Disability
Discrimination Act, 1992; NMHC, 2014, 2022). The implementation of communication
access strategies can contribute to efforts toward increased inclusion of people with
disability, as well as other communication-diverse populations (Solarsh & Johnson, 2017).
Exploring experiences of engaging with mental health support may clarify the role of human
rights in achieving an equitable standard of mental health and wellbeing among people with

communication access needs.
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2.3 Challenges to Accessing Mental Health Care

According to the available literature, people with communication access needs
confront a unique set of challenges in gaining access to mental health care (Di Marco &
lacono, 2007; Torr et al., 2008; E. Watson et al., 2021; Weise, Cvejic et al., 2020; Weise,
Fisher et al., 2020). The systemic barriers to accessing mental health care are threefold: the
mental health knowledge of ECPs, the capacity of MHWSs to adequately collaborate with

people with communication access needs, and diagnostic overshadowing.

2.3.1 ECPs mental health knowledge

ECPs may lack awareness of mental health issues, resulting in apprehension to refer
people with disabilities to mental health specialists for additional help (Costello et al., 2007,
Holub et al., 2018; Rose et al., 2007; E. Watson et al., 2021). Therefore, a need exists for
ECPs to develop basic mental health literacy, including knowledge of referral pathways
when additional help is required to address matters of mental health and wellbeing. In
mental health care literature ECPs hold an important position in the circle of care in the
mental health support team and are uniquely positioned to identify psychosocial risk factors
and activate mental health support systems (Costello et al., 2007; Lawn et al., 2017).

Collaborative alliances between MHWs and ECPs may assist in enacting strategies
to support mental health, providing observation and giving timely feedback regarding
behavioural changes (Dark et al., 2011; 3DN, 2014; Di Marco & lacono, 2007; Hagiliassis et
al., 2006; Kneebone, 2016; Wark, 2012). ECPs may provide MHWSs with information about
communication preferences and model effective communication partner techniques (3DN,
2014; Hagiliassis et al., 2006). Dark et al. (2011) identified the importance of having skilled
and sensitive communication partners to engage in conversations about challenging topics
such as grief and emotional distress. This study emphasised the need for support workers to
be equipped with skills to discuss issues that impact mental health and wellbeing (Dark et
al., 2011).

Few training initiatives have sought to improve the capacity of formal carers to
recognise the signs and symptoms of mental health problems in people with intellectual
disabilities and provide referrals to mental health support (Costello et al., 2007, 2010;
Tsiantis et al., 2004). Costello et al.’s (2007) trial found that exposure to training significantly
improved the knowledge, attitudes, and referral decisions of support workers, compared with
those who did not receive training. Tsiantis et al. (2004) used the same training package to
train support staff based in institutional and community settings in Greece. Although staff
from the institutional setting had lower mental health knowledge and attitudes before
training, post-training results indicate a significant improvement in these domains, with

institutional staff achieving the same results as community-based staff (Tsiantis et al., 2004).
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These studies demonstrate that training can positively influence ECPs' capacity to identify
and refer people with intellectual disabilities to mental health support. However, there is a
lack of studies demonstrating the flow on benefits to people with communication access
needs. Additionally, these studies do not include lived-experience perspectives on the
efficacy of the mental health support provided by ECPs.

2.3.2 Mental Health Workforce Capability

The capability of MHWSs to deliver appropriate and effective mental health support is
a critical issue impacting the accessibility of mental health care (Cvejic et al., 2018; 3DN,
2016, 2017; Weise et al., 2016). MHWs’ knowledge, skill and attitudes regarding
communication influence the efficacy of the mental health care that they provide to people
with communication access needs (Morrow-Odom & Barnes, 2019; Rose et al., 2012;
Venville et al., 2015; Weise, Fisher, et al., 2020). MHWSs identify a lack of pre-service training
to equip them to communicate effectively with people with disability (Morrow-Odom &
Barnes, 2019; Rose et al., 2012; Whittle et al., 2018). This lack of training and education
influences the confidence of MHWSs to provide services to people with communication
access needs (Morrow-Odom & Barnes, 2019). Additionally, MHWSs’ lack of knowledge and
experience can lead to biases and attitudinal barriers to the person with communication
access needs acquiring mental health care (Rose et al., 2007; E. Watson et al., 2021).
Knowledge and attitudinal barriers result in people with communication access needs being
adversely impacted by diagnostic overshadowing, unequal service provision, lack of early
intervention, and limited treatment options (Whittle et al., 2018). All are reflections of deficits
in workforce capacity to appropriately service people with communication access needs.

Most research regarding the capacity of MHWSs to meet the requirements of people
with communication access needs comes from the field of intellectual disability mental health
(Costello et al., 2010; Man et al., 2017; Rose et al., 2007; Venville et al., 2015; Weise et al.,
2020). Significant work has been undertaken to identify the workforce capacity gaps in
serving the population of people with intellectual disability, with communication being
consistently identified as an area of deficit among MHWs (Cvejic et al., 2018; Weise et al.,
2017). Efforts have been invested in developing a practice framework to develop the
capabilities of Australian MHWSs to improve the inclusion of people with intellectual disability
in mental health care (3DN, 2016, 2017; Weise et al., 2016, 2017). The Intellectual Disability
Mental Health Core Competency Framework comprises a practice guide (3DN, 2014), a
manual (3DN, 2016), and a toolkit (3DN, 2017) to assist MHWSs in their work. A further toolkit
has been developed to assist MHWSs in adapting communication to support access to mental
health services for people with communication access needs (Newman et al., 2020). This

toolkit is complemented by previous practice guides such as Beyond Speech Alone:
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Guidelines for Practitioners Working with People with Disabilities and Complex
Communication Needs (Hagiliassis et al., 2006). Because communication is a focal point for
developing the capacity of MHWS, input from lived-experience populations is required to
provide information that can guide such development.

Although accessible mental health care has been identified as a policy priority area
(Commonwealth of Australia, 2021), there is presently no strategic approach to enhancing
service delivery to populations impacted by people with communication access needs
(Weise et al., 2021). Data regarding the implementation of the Intellectual Disability Mental
Health Core Competence Framework is yet to become available. Further, the implications of
the framework for other populations impacted by communication access barriers are yet to
be explored. The fact remains that many people with communication access needs are not
diagnosed with intellectual disability and do want to access mental health services (E.
Watson et al., 2021). There is a need for research that explores the interplay of MHW
capability and the implementation of communication access strategies in mental health care
beyond diagnostic bounds. Such an exploration will bring to light the communication access
strategies that MHWs can employ to benefit people with communication access needs more
broadly.

2.3.3 Diagnostic Overshadowing as a Barrier to Access

A component of the issue of mental health access may be attributed to diagnostic
overshadowing (Bennett, 2014; Hagiliassis & Di Marco, 2017; Jamieson & Mason, 2019).
Diagnostic overshadowing represents practice, skill, knowledge, and attitude barriers that
prevent the MHW from integrating disability and mental health care requirements (Holub et
al., 2018; Noyes & Wilkinson, 2023; Pinals et al., 2022a, 2022b). Diagnostic overshadowing
occurs when behavioural communication of psychological distress is misattributed to factors
relating to the person’s diagnosis (Hagiliassis & Di Marco, 2017). People with
communication access needs are continually under-represented as users of mental health
support services in Australia and this is likely due to inadequate diagnostic processes
(Hagiliassis, DiMarco, et al., 2005; Jamieson & Mason, 2019). Few diagnostic assessments
are designed having people with communication access needs in mind (Brinkman et al.,
2022; Di Marco & lacono, 2007). For this population, the use of diagnostic assessments that
are reliant on spoken responses presents a persistent barrier to mental health care access
(Di Marco & lacono, 2007; Foley & Trollor, 2015; Hemmings et al., 2013). The use of
unsuitable assessment tools may lead to underdiagnosis or misdiagnosis of mental health
problems in people with communication access needs and may result in ineffective
treatment (Di Marco & lacono, 2007; Hemmings et al., 2013; Noyes & Wilkinson, 2023;
Pinals et al., 2022b).
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2.3.4 Ableism in Mental Health Care

Ableism influences the mental health and wellbeing of people with communication
access needs, as well as their capacity to access mental health care services. Ableism
refers to the prejudicial treatment of people with disability, inclusive of attitudes, stereotypes,
policies, and practices that lead to disadvantage and discrimination (Bogart & Dunn, 2019;
Nario-Redmond, 2020). Ableist prejudice has pervasive impacts on the way that people with
disability live, relate, and access human rights, as described by Nario-Redmond (2020, p.
10): “Prejudice, and disability prejudice in particular, can be benevolent and kind,
paternalistic, pitying, and inspired by charitable intentions that nevertheless allow for the
justification of control, restricted rights, and dehumanising actions”.

Ableism occurs at personal, interpersonal, and group levels, and has both individual
and institutional effects. For people with communication access needs ableism presents as
the prioritisation of speech over other forms of communication (Donaldson et al., 2023),
assumptions regarding personal competence/ incompetence (DeThorne & Gerlach-Houck,
2022), and restricted opportunities for social relationships (Sellwood et al., 2022). The
manifestations of ableism in health care provision include lack of practitioner knowledge
regarding communication partner skills, discrediting descriptions of symptoms, disparity in
treatment options, underservicing of people with disability, and lack of education and
accessible information about mental health (Mladenov & Dimitrova, 2023; Nicolaidis et al.,
2015). Examples of ablism in mental health care provision include diagnostic overshadowing
and the misconception that people with communication access needs do not experience
deep emotions or precipitating life events. In the delivery of therapeutic supports, ableism
may manifest in practices that reinforce able-bodied characteristics, or normalisation, as the
most desirable outcomes (Campbell, 2009; DeThorne & Gerlach-Houck, 2022; Donaldson et
al., 2023).

Ableism is fundamentally harmful to people with disability and may result in further
harm to one’s self-identity and induce limitations to one’s functioning (Campbell, 2009).
Ableist microaggressions are the smaller interpersonal interactions that perpetuate
devaluating attitudes towards people with disability in the form of assaults, insults, and
invalidations (Kattari, 2020). Recent research reports that ableist microaggressions are
encountered by most disabled people, with people with physical disability reporting higher
levels of impact on their mental health than individuals diagnosed with psychosocial disability
(Kattari, 2019, 2020). This finding indicates the potential for exposure to ableist
microaggressions to influence the status of one’s mental health (Kattari, 2020). Further
inquiry is required to understand the latent effects of ableism on mental health and its
implications for engagement with the mental health care system for people with

communication access needs. By centring people with lived experiences of disability and
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adopting a Human Rights Model of Disability, researchers can recognise and rectify
tendencies towards ableist norms in research (Berghs et al., 2016).

2.4 Communication Accessible Mental Health Supports

The prevalent use of “talk therapies” in mental health care support depends upon
spoken dialogue to facilitate outcomes that enhance emotional wellbeing (Del Giacco et al.,
2019; Hagiliassis et al., 2006). This may lead to the misconception that people with
communication access needs will not gain value from mental health services such as
counselling and psychology (Hurley et al., 1998). However, there is emerging evidence
indicating that with an adapted approach that considers the cognitive and communicative
abilities of the person, mental health support is beneficial (Noyes & Wilkinson, 2023; E.
Watson et al., 2022).

Literature regarding the inclusion of people with communication access needs in
mental health service settings consists of opinion pieces (Bennett, 2014; Hagiliassis & Di
Marco, 2017; Trollor, 2014), practice guides (3DN, 2014, 2016, 2017; Hagiliassis et al.,
2006; Howlett & Trollor, 2013; Hurley et al., 1998; Newman et al., 2020), and limited
intervention research (Bell & Cameron, 2003; Crawford, 1987; Hagiliassis, Gulbenkoglu, et
al., 2005; Kneebone, 2016; Wark, 2012). Of the original research, most are case studies that
describe adaptions to counselling approaches to enable the inclusion of people with
communication access needs using AAC (Bell & Cameron, 2003; Crawford, 1987;
Kneebone, 2016; Wark, 2012). Hagiliassis, Gulbenkoglu, et al. (2005) conducted a
randomised controlled trial testing the efficacy of a psycho-educational program aimed at
equipping participants with skills to manage anger. The anger-management program used
pictographic symbols to support written information and resources provided to participants.
Some participants used AAC methods such as electronic communication aids, static
communication boards, manual signs, as well as facial expressions and gesture. Participants
in the anger-management program experienced reduced levels of anger, as measured by
the Novaco Anger Scale, sustained over a four-month follow-up period (Hagiliassis,
Gulbenkoglu, et al., 2005).

2.4.1 AAC Supports in Mental Health Care

Practice guides for mental health practitioners suggest that the most promising
practices for enhancing the inclusion of people with communication access needs come from
the field of AAC (3DN, 2014; Hagiliassis et al., 2006; Hurley et al., 1998). The use of AAC to
support access to mental health services has been documented for well over thirty years.
Crawford’s (1987) case studies provide a basic introduction to the use of early electronic

communication aids to enable people with dysarthria to engage in psychotherapy. Crawford
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(1987) does not report on the outcomes of psychotherapy, instead suggesting AAC as a tool
to assist the therapeutic process; this represents the emergence of AAC as an assistive
technology of benefit in psychotherapeutic relationships.

More recent studies have discussed non-electronic communication aids (Bell &
Cameron, 2003; Hagiliassis, Gulbenkoglu, et al., 2005; Kneebone, 2016; Wark, 2012). Wark
(2012) presents case studies detailing the use of narrative therapy with three people with
communication access needs resulting from intellectual disability and autism.
Communication aids such as pictographic symbols, photographs and sign language were
used assist each person to tell their story and address issues such as anxiety and grief. Bell
and Cameron (2003), a psychologist and speech language therapist team, describe using
the Talking Mats©* picture communication system to enable a young woman with
communication access needs to establish a vocabulary to discuss sexual abuse, while
Kneebone (2016) describes the use of pictographic symbols and a tablet computer to assist
a woman with post-stroke aphasia to communicate as part of a strategy to address
symptoms of depression. These studies demonstrate how psychoeducational approaches
can be adapted using AAC to ameliorate communication barriers and assist in the promotion
and restoration of mental health and wellbeing with people with communication access
needs. However, engagement with mental health supports and services remains limited for
people with communication access needs (Hagiliassis & Di Marco, 2017). Investigation of
the individual and systemic factors that affect MHWSs’ capacity to incorporate communication
access strategies is lacking in the research literature. Further, the benefits of different
communication strategies have not been examined through the lens of lived expertise. There
is thus a requirement for further exploration of the communication access strategies that
have been used in psychoeducational interventions that include the perspectives of people

with communication access needs.

2.4.2 Multidisciplinary Mental Health Care

The practice guides and frameworks identified above discuss the value of
collaborative practice in promoting access to mental health care for people with
communication access needs (3DN, 2014, 2016, 2017; Hagiliassis et al., 2006; Hurley et al.,
1998). Previous research provides examples of successful interdisciplinary collaborations
between a Speech Pathologist and Psychologist to support a woman with communication
access needs to establish a vocabulary to enable her to discuss sexual abuse (Bell &

Cameron, 2003). This case study demonstrates how the expertise of professionals from

1 Talking Mats®© is the copyright of Talking Mats Limited, Stirling, Scotland.
www.talkingmats.com
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different disciplines can work together to establish a therapeutic environment that recognises
and values diverse communication. Noyes & Wilkinson (2022) propose a framework and
advice to guide collaborations between speech pathologists, therapists, communication
assistants and people with communication access needs in psychotherapeutic interventions.
However, Northcott et al.'s (2017) survey of speech pathologists working with people with
acquired communication access needs identified that funding, time constraints, and the
availability of therapists all presented barriers to multidisciplinary collaborations in
psychotherapeutic support.

Other collaborative alliances may be formed between mental health professionals
and carers or support workers. These collaborations may be beneficial in enacting strategies
to support wellbeing, providing opportunities for observation and feedback regarding
changes in behaviour, and gaining information about preferred methods of communication
(Dark et al., 2011; 3DN, 2014; Di Marco & lacono, 2007; Foley & Trollor, 2015; Wark, 2012;
E. Watson et al., 2021). When engaging in multidisciplinary practice, the primacy of the
person with communication access needs must be maintained and consent must be sought

before collaboration begins (Hagiliassis et al., 2006).

2.4.3 Learnings from Other Communication Diverse Populations

The Deaf and hard-of-hearing population also experience communication access
issues in engaging mental health services (Garcia & Bravo, 2015). Issues experienced by
the Deaf community in mental health services (such as a lack of familiarity with
communication methods, violations of confidentiality, reduced access to information, and
increased risk of misdiagnosis) are common themes among people with communication
access needs (Cabral et al., 2013; Garcia & Bravo, 2015). Deaf communities and mental
health practitioners have undertaken systemic action to counter exclusion, establishing Deaf
mental health care as a discipline (Brice et al., 2013). However, the Deaf community is
connected by shared languages and culture (Glickman, 2013). In contrast, people with
communication access needs are a heterogeneous group with diverse means and methods
of communication (Beukelman & Light, 2020).

Lived-experience perspectives are an established component of the research into the
effectiveness and availability of mental health services for Deaf people (Cabral et al., 2013;
Sheppard & Badger, 2010; Steinberg et al., 1998). Steinberg et al. (1998) identified that
most participants in their qualitative study learned mental health terminology from other Deaf
friends. Interestingly, two further qualitative studies identified apprehension among
participants to engage with peer mental health support due to perceived stigma and
challenges to confidentiality in the Deaf community (Cabral et al., 2013; Sheppard & Badger,

2010). Resoundingly, participants in all studies identified that they preferred their mental
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health professional to have familiarity with their method of communication (Cabral et al.,
2013; Sheppard & Badger, 2010; Steinberg et al., 1998). The above studies have drawn on
the lived experiences of the Deaf community and offer essential insights into the barriers and
facilitators encountered in seeking mental health support. This lends credence to the
inclusion of people with lived experience of communication access needs in the

development of knowledge that informs mental health support provision.

2.4.4 Psychoeducation and Mental Health Care

A common and broad-based approach to enhancing community mental health
literacy is through psychoeducational interventions that can be delivered in a group format or
personalised within 1:1 worker/client interactions to respond to the requirements of an
individual (Sarkhel et al., 2020). The aims of psychoeducational intervention include:
improving awareness of mental illnesses and mental health; teaching stress management,
resilience and coping skills; aiding recovery of optimum mental health; reducing stigmatising
attitudes; and identifying sources of mental health care (Sarkhel et al., 2020; Zhao et al.,
2015). Because ECPs are critical in providing information about mental health and wellbeing
these individuals must be included in these interventions (Brady et al., 2017; Brolan et al.,
2012). Existing studies have identified the characteristics of psychoeducational approaches
with individuals with intellectual disability and neuromuscular disorders, which may impact
upon communication (Dagnan et al., 2018; Walklet et al., 2016). However these studies
have not explored the influence of communication access on the suitability of
psychoeducational interventions for people with communication access needs. Further
investigation is required to identify what strategies have been used to improve

communication access in psychoeducational interventions.

2.5 Examining Mental Health Care Accessibility

Access to mental health care is fundamentally rooted in human rights (CRPD, 2006;
WHO & CGF, 2014). Reviewing the current body of literature has revealed the interplay
between rights and accessibility in mental health care provision. Furthermore, a gap has
emerged between existing research and the need for clarity regarding the actions that can
improve access for people with communication access needs. Examining the accessibility of
health care systems for marginalised groups requires a model that reflects population factors
and health care system factors. The Conceptual Model of Access to Health Care provides a
framework to examine service and system factors, as well as personal or community factors
that impact access and is conducive to the ethos of human rights and mental health care
equity (Cu et al., 2021; Levesque et al., 2013). The Conceptual Model of Access to Health

Care proposes six stages in the trajectory of health care practice: 1) emergence of mental
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health care needs; 2) perception of mental health support needs and desire for care; 3)
mental health care seeking; 4) mental health care reaching; 5) mental health care utilisation;
and 6) mental health care consequences (Levesque et al., 2013). This dynamic model of
access has been applied across a variety of health care settings and with diverse
populations (Cu et al., 2021; Kourgiantakis et al., 2023; Schwarz et al., 2022; Shady et al.,
2022; Shea et al., 2022).

Levesque’s model has been used to examine access to general practice health care
incorporating people who experience communication difficulties (Selick et al., 2022; Shady et
al., 2022; Shea et al., 2022; Song et al., 2019) These studies included indirect accounts from
people with communication access needs via previously published studies (Shady et al.,
2022; Shea et al., 2022), and proxy reports from care providers (Song et al., 2019). Selick et
al. (2022) qualitative study explored the experiences of people with developmental disability
engaging with telehealth during the COVID-19 pandemic. Though direct accounts were
collected, the communication access requirements of participants were not specified. The
Conceptual Model has been used to examine access to mental health care, albeit not with
people with communication access needs directly. Schwarz et al. (2022) used the model to
explore service access for older people with mental illness, while Kourgiantakis et al. (2023)
studied access to youth addiction services. Levesque et al.’s (2013) model supports the
examination of access barriers and facilitators related to mental health care provision with
people with communication access needs. Additionally, the model allows for incorporating a

range of perspectives including lived experiences, ECPs and MHWSs.
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2.6 Chapter Summary

To summarise, there are a range of historical and systemic issues that influence the
mental health and wellbeing of people with communication access needs. However, this
group has been largely excluded from mental health care due to lack of accessibility. Critical
factors influencing access to mental health care for this group relate to the mental health
knowledge of ECPs, the capacity of MHWSs to adequately collaborate with people with
communication access needs, diagnostic overshadowing and systemic ableism. Further
research is required to clarify the factors that influence the mental health and help-seeking
behaviours of people with communication access needs. Exploring experiences of engaging
with mental health support may identify solutions that enable access to health care.

There is emerging literature that advances the case for communication access in
psychoeducational interventions, such as the use of AAC strategies to enable access to
resources that promote and restore mental health and wellbeing (Bell & Cameron, 2003;
Crawford, 1987; Hagiliassis, Gulbenkoglu, et al., 2005; Kneebone, 2016). Additionally, there
is guidance to assist mental health practitioners in developing more inclusive mental health
supports (3DN, 2014, 2016, 2017; Hagiliassis et al., 2006; Hurley et al., 1998; Kneebone,
2016). However, lived-experience perspectives have largely been absent in the development
of these strategies. Further, there is a necessity for mental health information for ECPs who
can assist in identifying psychosocial risk factors and connect people with mental health care
(Costello et al., 2007; Lawn et al., 2017).

Literature highlights the capacity of the Australian mental health system and
competencies of MHWSs to include and support people with communication access needs
(Weise, Cvejic, et al., 2020; Weise et al., 2017, 2021). Current literature and government
reports indicate that there is a persistent lack of collaboration between the disability and
mental health care systems, resulting in a lack of accessibility for people with disability and
mental ill-health (Commonwealth of Australia, 2023c, 2023e; NMHC, 2022; Weise et al.,
2021). Much of the research and practice advice for MHWSs regarding communication relates
to people with intellectual disability (Cvejic et al., 2018; 3DN, 2014, 2016, 2017; Howlett &
Trollor, 2013; Newman et al., 2022; Trollor, 2014; Weise, Cvejic, et al., 2020; Weise et al.,
2016, 2017, 2018, 2021; Weise, Fisher, et al., 2020). The population of people with
communication access needs is diverse and includes many people who are not diagnosed
with intellectual disability yet face significant barriers to gaining mental health support (Di
Marco & lacono, 2007; Noyes & Wilkinson, 2023; E. Watson et al., 2021). Because
communication is a critical factor in service provision there is a requirement for input from

individuals with lived experience to develop inclusive mental health care systems.
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Further inquiry is vital to improve understanding of the latent barriers to maintaining
emotional wellbeing and obtaining mental health support for people with communication
access needs. Bridging the gaps in mental health support calls for the exploration of
multifaceted perspectives of people with communication access needs, along with ECPs and
MHWSs, to better understand the complex factors influencing access to mental health
support, and to seek improvements that promote inclusion in mental health care.

The following chapter responds to the first research question and describes a
scoping review identifying strategies and resources that have been used to promote the
inclusion of people with communication access needs in mental health care (E. Watson et
al., 2022). The scoping review responds to research question one. Chapter 4 will present the
methodology, drawing together the evidence from the literature, theoretical underpinnings,

and research design elements.
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CHAPTER 3. SCOPING REVIEW AND STAKEHOLDER
CONSULTATION

One of the major outputs of this research project was a scoping review of the
literature and stakeholder consultation. The scoping review relates to research question 1:
What strategies and resources for promoting the inclusion of people with communication
access needs in psychoeducational support have been tried already? The objective was to
generate a comprehensive scoping review of the literature on the inclusion of people with
communication access needs in mental health interventions. The researchers sought the
perspectives of stakeholders; people with communication access needs, everyday
communication partners (ECPs) and mental health workers (MHWS). The stakeholder
consultation contextualised the literature amid the perspectives of informants with
experience of participating in, observing, or delivering mental health care. This chapter
contains a pre-publication version of the manuscript: Watson, E., Raghavendra, P., Lawn,
S., & Watson, J. (2022). Improving communication access in psychoeducational
interventions for people with complex communication needs: A scoping review and
stakeholder consultation. Disability and Rehabilitation, 1-19.
https://doi.org/10.1080/09638288.2022.2127932

The concept for the scoping review was devised in a supervision meeting and the
process was led by the PhD researcher with contributions from the supervision team,
research advisors and Research Librarian. The role and contribution of each author and
advisor are detailed in Table 3.1 in accordance with the Higher Degrees by Research Policy

of Flinders University.

Table 3.1
Research Team Member Contributions to the Scoping Review
Author/ Role Contribution (%)
E. Watson e Scoping review research design (85%)
PhD researcher. e Data collection, review, and analysis (55%)
e Writing and editing (80%)
Raghavendra. P. e Scoping review research design (5%)
Supervisor. e Data collection, review, and analysis (15%)
e Writing and editing (10%)
Lawn. S. e Scoping review research design (5%)
Supervisor. e Data collection, review, and analysis (15%)
e Writing and editing (5%)
J. Watson e Scoping review research design (5%)
Adjunct Supervisor. e Data collection, review, and analysis (15%)
e Writing and editing (5%)
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Further acknowledgement is made to Shannon Brown, Senior Librarian in the
Research Engagement Team at Flinders University, for their valuable instruction, and
guidance in developing the literature search strategy. Additionally, research advisors Dr.
Darryl Sellwood and Margie Charlesworth are acknowledged for their expertise in reviewing
and providing critical feedback on the interview question schedule delivered to stakeholders.

3.1 Background

Australians with disability experience a higher incidence of mental health problems
and psychological distress in comparison with the broader Australian community (AIHW,
2019). People with communication access needs are included among this population facing
increased risk to mental health (Beukelman & Light, 2020). As a result of multiple physical,
cognitive, intellectual, sensory, and psychosocial factors, people with communication access
needs experience significant difficulties in meeting the everyday demands of communication
such as exchanging information, expression of wants and needs, and establishing and
maintaining social relationships (Taylor et al., 2021). Many people with communication
access needs employ a range of strategies and assistive technologies referred to as
augmentative and alternative communication (AAC) to assist them to communicate with
independence in a range of settings (Light et al., 2019; Ripat et al., 2019).

People with communication access needs face mental health risk factors, such as
experiences of discrimination and stigma, physical health concerns, challenges to
developing close relationships, reduced engagement in employment and education, and
fewer community connections (E. Watson et al., 2021). Mental health may be further
impacted upon by exposure to trauma and abuse (Collier et al., 2006; Johnson & Yee,
2020), reduced self-determination (Ripat et al., 2019), loneliness (Balandin et al., 2006;
Petroutsou et al., 2018) and challenges to establishing approaches to convey and regulate
emotions (Hagiliassis, Gulbenkoglu, et al., 2005). Without access to appropriate vocabulary
or a means of expression, such as AAC, an individual may be unable to broach concerns
pertaining to mental health and wellbeing (Collier et al., 2006). Furthermore, the absence of
trusted or skilled communication partners with whom to discuss issues such as grief and loss
may compound emotional distress (Dark et al., 2011). Additionally, progressive
communication loss related to both acquired conditions, and developmental conditions may
place further pressure on an individual’s psychological wellbeing (Northcott et al., 2017).

People who require more extensive disability supports have experienced
disproportionate mental health challenges resulting from biological, psychological, and social
factors associated with the COVID-19 pandemic (Buonaguro & Bertelli, 2021; Rosencrans et

al., 2021). People with disabilities have expressed frustration at limited access to suitable
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mental health services. In responding to the pandemic mental health services have
developed novel approaches to support provision, such as the expansion of telehealth
services which has benefited some people with disabilities (Lake et al., 2021). However, the
communication accessibility of these services has not yet been examined.

Despite this heightened exposure to risk factors for mental ill-health, people with
communication access needs are under-represented in their use of services and programs
that address mental health and wellbeing (Whittle et al., 2018). Under-representation may be
due to lower awareness among people with communication access needs and their ECPs
about the indicators of poor mental health and pathways to enable recovery of optimum
mental health. People with communication access needs often rely on ECPs, such as family
members, friends, and support workers to provide assistance, advocacy and information that
promotes health and wellbeing (Brolan et al., 2012; Donley et al., 2012; E. Watson et al.,
2021). However, low awareness of mental health supports may result in apprehension to
refer people with disabilities to mental health specialists (Holub et al., 2018; Rose et al.,
2007).

Psychoeducational interventions for mental health aim to be person-centred and
adapt to the requirements of the participant and their supporters (Sarkhel et al., 2020). This
flexibility of intervention delivery is important to people with communication access needs
who require that mental health practitioners apply adaptive communication strategies.
Psychoeducational interventions have the following aims 1) improve awareness of either
specific mental illness, or mental health generally; 2) teach stress-management, resilience,
and coping skills; 3) aid recovery of optimum mental health; 4) provide information that
reduces stigmatising attitudes; and 5) identify help-seeking pathways and foster advocacy
(Sarkhel et al., 2020; Zhao et al., 2015). Psychoeducational interventions may include ECPs,
acknowledging their role in enabling engagement with information and supports for mental
health and wellbeing (Brady et al., 2017; Brolan et al., 2012). Previous systematic reviews
have demonstrated the benefit of psychoeducational approaches with individuals with
intellectual disability or neuromuscular disorders, which may impact upon communication
(Dagnan et al., 2018; Walklet et al., 2016). However, communication access was not
explored in these studies.

Communication access is a broad approach which aims to address systemic barriers
to the use of speech or writing, and comprehension of information (Parr et al., 2006).
Communication access strategies are relevant to all communication formats; face-to-face,
written documents, online, as well as communication that is mediated by a human assistant
(Solarsh & Johnson, 2017). The CRPD (2006) informs the legislation of signatory nations
and includes items relating to communication access and health services. Communication

access is addressed in Article 21, access to services in Article 9 and equitable access to
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health supports in Article 25. Communication access has been examined in the context of
health support provision (Hemsley & Balandin, 2014), however, examples from mental
health services are lacking.

Literature on the provision of mental health support for people with communication
access needs is scarce. Thus, this scoping review seeks to identify the psychoeducational
approaches that have been applied with the population of people with communication
access needs to promote awareness about mental health, coping strategies and help-

seeking for mental health concerns.

3.1.1 Aims

The purpose of this scoping review is to explore the psychoeducational interventions
that have been utilised with people with communication access needs. The scoping review
has included ECPs where the primary focus of the intervention has been to benefit the
individual who experiences communication difficulties. Their inclusion recognises the
important role that ECPs play in connecting people with communication access needs with
information and supports for mental health and wellbeing (Brolan et al., 2012; E. Watson et
al., 2021).

The key objectives of the scoping review are to: 1) ldentify the psychoeducational
interventions that have been utilised with people with communication access needs; 2)
Identify the adaptations used to improve communication access in psychoeducational
interventions; and 3) report on the outcomes of psychoeducational interventions for mental

health problems in people with communication access needs.

3.2 Method

3.2.1 Study Design

The scoping review methodology allows an overview of the breadth and topography
of the existing research, as well as seeking social validation from the populations concerned
(Arksey & O’Malley, 2005; Colquhoun et al., 2014). Multiple study designs are
accommodated within the bounds of a scoping review, enabling inclusion of diverse literature
which is particularly important in an area where literature is scarce such as this one (Arksey
& O’Malley, 2005; Levac et al., 2010). The scoping review methodology
has relevance among disciplines that are establishing a common ground for research and
practice (Daudt et al., 2013), as is the case in the field of mental health support for
individuals with disability, where multiple disciplines contribute to intervention.

Arksey & O’Malley’s (2005) systematic guidelines for conducting scoping studies
consist of six phases:1) Identification of the research question; 2) Identification of relevant

studies; 3) Selection of studies for analysis; 4) Charting the data; 5) Collation,
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summarisation, and reporting of the data; and 6) Consultation and social validation of
findings. Arksey & O’Malley (2005) regarded the sixth phase of consultation as optional;
however, more recent contributors to scoping review methodology highlight the essential role
of stakeholder consultation in asserting relevance of the scoping review’s results (Daudt et
al., 2013; Levac et al., 2010). In this review we considered consultation as a means of giving
social validation to our findings. An in-depth description of the scoping review process is

provided below.

3.2.2 Identifying the Research Question

The PESICO framework was employed to support the development of the research
guestion. Originally developed to enable identification of evidence-based practices pertinent
to people who experience communication access needs (Schlosser et al., 2007), PESICO
includes the domains “Environment” (E) and “Stakeholders” (S), in addition to PICO;
population, intervention, comparison, and outcome model commonly applied in health
research. By including these considerations, researchers can attune their literature searches
to the influence of both environment and communication partners in the efficacy of
interventions as communication requirements frequently vary dependent on the context and

partner involved. The PESICO template outlining search terms are presented in Table 3.2.

3.2.3 Identifying Relevant Studies

In consultation with a research librarian, the search terms from the PESICO table
were mapped across to a basic search string that was used to perform database searches.
The search string was modified as required to meet the specific requirements of each
database’s search engine. Database searches were conducted in ProQuest, Scopus,
PsycINFO, CINAHL, and Medline. Grey literature was sourced through the following
databases: Open Grey; South Australian Health Library Service (SALUS); and Google.
Additionally, we conducted a hand-search of the reference lists of systematic reviews,
articles included for data extraction, and the professional journal of the Australian
Psychological Society. The search was limited to articles published in English, after 1980
until November 2019. Search alerts were created for each database and monitored until

February 2022; however, no additional articles met the inclusion criteria.
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Table 3.2
PESICO Framework of Search Terms

S
Stakeholders

I C

Interventions Comparison

(0

Outcome

P E
Population Environment
Adults Any
Complex Community-based

Communication Needs
Intellectual disability
Physical disability
Developmental
disability

Stroke

Aphasia

Autism

Dual diagnosis
Cerebral palsy
Multiple Sclerosis
Motor Neuron Disease
Amyotrophic Lateral
Sclerosis

Huntington’s Disease
Traumatic Brain Injury
Acquired Brain Injury

Muscular dystrophy

Informal supports
Family

Parents

Spouse

Siblings

Friends

Peers

Co-workers
Caregivers
Informal carer*
Natural supports
Paid supports
Support workers
Carer*

Personal assistant
Personal attendant
Disability support workers
Care workers

Paid supports

Psychoeducation Nil comparison
Psycho-education
Psycho education

Mental Health Literacy
Mental health first aid
Mental health awareness
Mental health education
Mental health training
Mental health awareness
Mental health knowledge
Promotion of mental
health

Mental health promotion
Primary prevention
Preventative psychiatry
Affective awareness
Emotional awareness
Emotional wellbeing
Wellbeing

Improvement of general
mental health literacy.
Improvement of
awareness of specific
mental health problems.
Promotion of coping
skills and resilience.
Recovery of optimum
mental health.
Identification of mental
health support.
Pathways.

Enhanced advocacy and

help-seeking capacities
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3.2.4 Study Selection

Articles that were included focused on persons over 18 years of age with communication
access needs, or severe communication difficulties resulting from developmental, acquired, or
progressive conditions. All studies discussed psychoeducational interventions and their outcomes.
For inclusion in this scoping review, psychoeducational interventions had one or more of the
following aims: 1) Improve awareness of either specific or general mental health problems; 2)
Promote coping skills and resilience; 3) Aid recovery of optimum mental health; 4) Identify of
pathways for mental health support; 5) Foster advocacy and help-seeking capacities in mental
health. Excluded articles focused on the paediatric population (people under 18 years of age), only
described outcomes for ECPs, or included participants experiencing communication difficulties
primarily due to hearing-impairment.

As recommended by previous authors (Daudt et al., 2013; Levac et al., 2010), the
screening and review of studies was conducted by a multi-disciplinary team, including researchers
from disability studies, social work, and speech pathology. The initial screening of titles and
removal of duplicates was conducted by the first author. The title and abstract of each article were
screened by two authors. The first author (E. Watson) screened all articles with the second
screening divided among the three co-authors (Raghavendra, Lawn, J. Watson). Full text review
was conducted for the retained articles. Again, all articles were reviewed by the first author with the
second review divided among the co-authors. The review process was managed using Covidence
software. Where conflicts occurred as to an article’s inclusion, the two reviewers met, discussed
the article, and determined its inclusion status.

3.2.5 Charting the Data

Key information such as intervention type, population and location of research was
recorded from each article and data were entered into a Microsoft Excel data extraction
spreadsheet. The first nine articles were checked by two researchers: the first author and one of
the three co-authors. The remaining data extraction was conducted by the first author.

Following the extraction of key information, further thematic analysis was conducted using
the six-step process described by (Braun & Clarke, 2006). The first author (E. Watson) was
primarily responsible for transcription, initial data coding, and generating themes. The process of
data analysis was overseen by the three co-authors through monthly meetings which proved a
forum to discuss coding and define themes. NVivo software was used to support the analysis of

both articles and consultation data and to promote the transparency of the analytic process.

3.2.6 Reporting the Results

Results are reported in two ways; numerically and thematically. The study designs, key
research aims, context of studies, and demographic and diagnostic information about the
participant populations are reported numerically to provide an overview of the included studies.

The results of the thematic analysis are presented under three theme headings with sub-themes
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generated through the process of thematic analysis described above (Braun & Clarke, 2006). The
key theme headings each responding to one of the research questions stated previously in the

scoping review aims.

3.2.7 Consultation

Following preliminary thematic analysis to identify psychoeducational interventions and
communication accommodations, consultations were held with stakeholders from three groups:
people with lived experience of communication access needs; supporters of people with
communication access needs; and mental health workers (MHWSs). All stakeholders had
experience of participating in, observing, or delivering psychoeducational interventions for people
with communication access needs. Stakeholder interviews were conducted with ethical approval
from (Flinders University Human Research Ethics Committee, project number 1885).

Stakeholders were recruited via emails containing the study information pack which were
sent to professional networks, and disability and mental health service providers in South Australia.
Two individuals from each group participated in a semi-structured interview about
psychoeducational interventions and communication access accommodations. The stakeholder
interviews were audio recorded, transcribed, member checked, and then thematically analysed
using the process described previously (Braun & Clarke, 2006). Findings from the stakeholder
consultations are reported alongside the results as they provide important contextual information
and extend upon the scoping review findings.

3.3 Results

3.3.1 Numerical analysis

A total of 2112 unique papers were located through searching the literature; of these, 24
papers met the inclusion criteria and were retained for data extraction. The PRISMA flow diagram
presents the results of the study selection process (see Figure 3.1). The 24 papers were located
from various sources including peer-reviewed database searches (n=9), handsearching systematic
reviews and journals (n=11), known articles (n=3), and grey literature searches (n=1). The articles

retained for data extraction ranged in publication date from 1987 to 2018.
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Figure 3.1
Scoping Review PRISMA Flow Diagram

Records identified through Additional records identified
database searching through other sources
(n=2789) (n=17)

Grey literature search (n=2)
Hand search (n=11)
Known papers (n=4)

Records after duplicates removed

(n=2112)
Records excluded

Titles and abstracts screened (n=1929)

(n =2112) P Further duplicates (n= 166)

Full-text articles excluded,
4 {n =159)

Full-text articles assessed for

eligibility Reasons for exclusion:

(n =183) ® 74 Wrong patient
population
\ » Paediatric population
> ECPsonly
o Professionals only

. 46 Not CCN
> Unable to establish

. s . CCN in description.
Studies included in e 14 Wrong study design

qualitative synthesis . Opinion piece
(n=24) e 16 Wrong/No intervention

> Program descriptions
o protocols

3.3.2 Study Designs

Empirical research comprised 23 articles and one case description sourced from the
professional journal of the Australian Psychological Society. The empirical research included
descriptive case studies (n=7), pre-post studies (n=6), randomised controlled trials (n=4), single
subject experimental design (n=2), clinical case study (n=2), and a feasibility study (n=1). One
study described both pre-post and observational design elements (Douds et al., 2014). A further
study was described broadly as a qualitative research design and applied focus groups to assess
the effectiveness of Multi-Family Group Therapy (Couchman et al., 2014).

3.3.3 Context of Studies

All the research was conducted in high-income countries; the United Kingdom (n=8),
Australia (n=7), the United States of America (n=5), Italy (n=2), France (n=1), and New Zealand
(n=1). Interventions were delivered in predominantly community-based settings (n=18). Most
interventions were delivered in affiliation with specialist disability services including public disability
support services (n=4), outpatient health services (n=3), forensic support (n=2), recreational day-

options (n=1), counselling service (n=1), and an acute mental health treatment unit (n=1). A
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portion of the interventions were provided in the participants’ home (n=3). Additionally, intervention
delivery related to organisations that provided support to specific populations including those who
experience brain injury (n=2), Motor Neuron Disease (MND) or Amyotrophic Lateral Sclerosis
(ALS) (n=2), and developmental disabilities (n=1).

3.3.4 Participant Populations

As communication access needs frequently coexist with other conditions, the primary
diagnoses of participants were varied. Further detail regarding participant populations can be
found in Table 3.3. Most papers focused on a singular, primary diagnostic group (n=20):
intellectual disability (n=11), acquired brain injury (n=4), MND (n= 3), autism spectrum disorder
(ASD, n=1), dementia (n=1). However, some studies included participants with different diagnoses
(n=5), including individuals with diagnoses such as intellectual disability, ASD, brain injury, and/or
physical disabilities. Many of the included papers identified that participants had a co-existing
psychiatric diagnosis including depression (n=5), specific phobia (n=3), schizophrenia (n=3), post-
traumatic stress disorder (PTSD, n=2), bipolar disorder (n=2), or generalised anxiety disorder
(n=1). Articles also described broader mental health concerns, such as: trauma (n=8), grief and
loss (n=6), dysregulated anger (n=5), emotional distress (n=3), behavioural concerns (n=2), and
suicidal ideation (n=1).

In the selected studies, the experience of having communication access needs was
identified using various terminology such as ‘non-verbal’ (Cravero et al., 2016; Magai et al., 2002),
‘non-vocal’ (Crawford, 1987), ‘without functional verbal communication’ (Webber & Harkness,
2016), and ‘unable to speak’ (Palmieri et al., 2012). Participants were described as having very
low verbal intelligence quotient (Willner, 2004), speech impairment (Aoun et al., 2015), or
significant communication disabilities (McClean et al., 2007). Only one paper used the term
‘complex communication needs’ (Hagiliassis, Gulbenkoglu, et al., 2005). Determining the presence
of communication access needs was more frequently implied by the description of the participant,
diagnostic factors, and support requirements (Boso et al., 2007; Cambridge, 2013; Chapman et
al., 2006; Couchman et al., 2014; Douds et al., 2014; Douglass et al., 2007; Fernando & Medlicott,
2009; Hsieh et al., 2012; Kay et al., 2015; Kreutzer et al., 2018; Summers & Witts, 2003). Some
authors addressed the participants’ preferred methods of communication and use of AAC (Aoun et
al., 2015; Averill et al., 2013; Hagiliassis, Gulbenkoglu, et al., 2005; Wark, 2012). Most studies did
not identify the proportion of participants with communication access needs. Exceptions include
McClean et al. (2007) and Wark (2012) who noted that all participants experience significant
communication difficulties, and Hagiliassis, Gulbenkoglu, et al. (2005) who provided a detailed

breakdown of the communication needs of psychoeducational group members.
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Table 3.3

Overview of Psychoeducational Interventions for People with Communication Access Needs

Author/
Year/

Country

Aoun et al.
(2015)
Australia

Averill et
al. (2013)
USA

Study Intervention
design
Pre-post Dignity Therapy
study (DT)
RCT Expressive
emotional
disclosure

Psychoeducational

aims

Test the acceptability
and feasibility of DT to
reduce distress for
people living with
MND.

Themes:

¢ Enhance coping

and wellbeing.

e  Symptom reduction.

Examine the effects of
expressive emotional
disclosure on the
psychological
wellbeing in people
with ALS.

Theme:

Intervention delivery

Practitioner:

Psychologist

3-7 x sessions.
Averagel?2 hours per
intervention.
Sessions focussed on
the Dignity Therapy

Questions Protocol

Practitioner: Clinical

Psychologist

Intervention participants
wrote or spoke (44%)
about their thoughts and
feelings related to ALS
for 20 mins per day for 3

42

Participants and

evidence of

n= 27 people with MND
(18 male/ 9 female)

n= 18 care givers

11 participants
experienced bulbar
onset MND, resulting in

speech difficulties.

n=48 participants w. ALS
(24 intervention)

Participants were able to
complete the
intervention by writing

(56%) or speaking

Outcomes

No significant changes to
quality of life (ALSAQ-5),
spiritual wellbeing (FACIT-
spl2), hopefulness (HHI), or
distress (PDI).

89% agreed that DT was
helpful to them.

70% felt more connected to
family and friends.

37% felt reduced

sadness/depression

No increase in negative
affect from baseline to 3
months (ABS, GDS).
Improvement in wellbeing
from baseline at 3 months
and at 6 months (McGill

QoL Questionnaire).



Boso et al.
(2007)
Italy

Cambridge
(2013)

UK -
England

Pre-post Music Therapy
study
Case study Individual

(descriptive  counselling
practitioner

reflection)

¢ Enhance coping

and wellbeing.

Investigate the effects
of music therapy on the
behavioural profile of
young adults with

severe autism.

Themes:
e Education.

e  Symptom reduction.

Application of a
person-centred, rights-
based approach to
address concerns
regarding a sexual
fetish.

Theme:

days.

Practitioners: Multi-

disciplinary

Music Therapists and

Psychiatrist

52 x weekly 1 hr music
therapy sessions.
Group sessions
consisted of musical
activities including
drumming, piano, and

singing.

Practitioner: Social
Worker

1:1 psychoeducation
session delivered over a
3-year period.

1hr session followed by

43

(44%), including the use
of AAC.

n= 8 adults with severe
ASD.
7 male/l female

23-38 years of age

Participants experience
of communication
access needs (CAN)
was not stated,;
diagnosis of severe ASD
is associated with
communication

difficulties.

n=1 Adult w. ASD and
ID.

CAN was not stated; the
author described
adapting written and
spoken information to
enable comprehension,

as well as the

Mode of disclosure (written
or spoken) had no further

effect on wellbeing.

Significant improvements in
psychiatric symptomology
(BPRS) from baseline to T2.

Non-significant
improvement on BPRS from
T21to T3.

88% of participants
experienced improvement in
functioning (CGI-I) between
Tlto T2.

Concerning behaviours
related to the individual's

fetish diminished.

The participant displayed
greater autonomy in his
sexual life, at times ceasing

to engage with his fetish.



Chapman
et al.
(2006)
USA

Clinical

case study

Cognitive
Behaviour
Therapy (CBT)

¢ Enhance coping
and wellbeing.

e Education.

Demonstrate the use of
the Stop-Think-Relax
training for people with
dual diagnoses; ID and

mental ill-health.

Themes:

¢ Enhance coping
and wellbeing.

e Education.

e  Symptom reduction.

mediated dialogue with

service provider.

Practitioner: Multi-
disciplinary

(disciplines not
specified).

5x 45 min sessions per
week.

Group format and 1:1.

Training protocol
consists of; teaching and
review, identifying
feelings, listening skills,
anger control and

relaxation.

44

participant's use of AAC

(writing and images).

n = 3 Adults

1 male, ID, and
depression.

1 male ID, panic
disorder.

1 female. Foetal alcohol
syndrome, anxiety

disorder.

CAN is not stated;
participant descriptions
of indicate
communication access

needs.

The participant expressed
his rights and wishes with
support people through

person-centred planning.

All participants experienced
a reduction in scores across
all domains of the Aberrant
Behaviour Checklist (ABC).

The greatest reductions
were in the irritability and
hyperactivity scales related
to reduced anxiety and

anger.



Couchman et Focus

al. (2014) group
Australia evaluation
(qualitative
design)
Cravero et  Clinical
al. (2016) case study
France

Multi Family
Group Therapy
(MFGT)

Positive
Behaviour
Support (PBS)

Identification of factors
that influence the
success of MFGT
programmes with
families impacted by
ABI.

Themes:
¢ Enhance coping
and wellbeing.

e Education

Describe the approach
used to alleviate
distress and
concerning behaviours
in person with multiple
coexisting diagnoses in
a neurobehavioral

support unit.

Theme:
e Symptom
reduction.

Practitioner: Clinical

Psychologists

12 sessions over 12
weeks:

2x ‘getting to know you’
sessions.

2 X education sessions.
8 x solutions focussed
problem solving

sessions.

Practitioner: Multi-
disciplinary
Psychiatry, Nursing,

Dermatology, Pharmacy

Daily support
3 months
Neurobehavioral in-

patient unit.

45

n=29 adults w. ABI, and

n=30 caregivers

CAN was not stated; the
authors describe
communication access
strategies to include
participants. The
researchers also
describe communication
barriers faced by
participants with ABI

during interviews.

n=1

21-year-old Male
ID, ASD,

Cornelia de Lange
Syndrome, Ehlers-
Danlos Syndrome
Severe behavioural
disorder, depressive
syndrome.

The participant is
described as 'non-

verbal'.

Results are reported under

the following themes:

1. Connectedness —
relationships and feeling
understood. Connectedness
led to reduced feelings of
grief, frustration, and
despair.

2. Identity - sense of self
and identity within the family
unit.

3. Knowledge and

understanding of ABI.

Reductions in aggressive
behaviours, self-injury, and
aggression directed at other
people/property. Return to
supported-living support in
the community.

Reduced hospital
admissions related to
distress/behavioural
concerns. Description of

outcomes were limited.



Crawford Case
(1987) studies
USA

Crowley et  Pre-post
al. (2008) study
UK -

England

Individual

Psychotherapy

Group
psychoeducation
(CBT model)

Descriptions of the use
AAC in counselling and
psychotherapy to
assist adjustment to

disability.

Theme:
e Enhance coping

and wellbeing.

Test an adapted
psychoeducational
group for people with

ID and psychosis.

Themes:

¢ Enhance coping
and wellbeing.

e Education.

e Symptom
reduction.

Practitioner: Clinical

psychologist

The author provided
dynamic psychotherapy
to the individuals
described in the case

studies.

Practitioner:
Multidisciplinary Team
(disciplines not

specified).

6 x 1.5hr weekly
sessions.

4 participants per group.
Each participant was
invited to bring a support

person.

46

n=7 adults with anarthria
and dysarthria
associated with various
diagnoses.

4 females

Each Participant was
able to use an electronic
communication aid to
engage in
psychotherapy.

n=8

Adults with mild-
moderate ID and
schizophrenia or manic
depression (Bipolar 1 or
2).

CAN was not stated,; it is
indicated by the
adaptations applied to
the intervention to
support communication

access.

All participants were able to

use electronic AAC in
individualised
psychotherapeutic support.
The period of
psychotherapy varied

among participants.

No significant changes to
self-esteem pre and post
intervention (Crown Self
Esteem Scale).
Significant changes to
psychosis knowledge

measure (p>0.01).

All participants developed a

support plan with

pictographic symbols.



Douds et
al. (2014)
UK -

Scotland

Douglass
et al.
(2007)

UK - Wales

Pre-post

study

Pre-post

study

Group
psychoeducation
(CBT model)

Group
psychoeducation
(CBT model)

Improve participants
understanding of
schizophrenia,
treatments, early signs,

and symptoms.

Theme:

e Education

Investigate the
effectiveness of a
psychoeducational
group for people with

ID and anxiety.

Theme:

e Enhance coping
and wellbeing.

e Education.

e Symptom

reduction.

Practitioner:
Multidisciplinary Team
(Psychiatry, Nursing,
Social Work, Speech
Pathology)

6-7 X 1hr sessions
weekly

3-5 participants per
group

Practitioner:
Multidisciplinary Team
(Occupational Therapy,
Psychology,

Disability Nursing).

12 x 2hr weekly
sessions.
Homework between

sessions. Support

workers were available.

47

n=20 people with ID and

schizophrenia.

CAN was not stated;
communication
difficulties are implied by
the inclusions of
communication access
strategies for written and

spoken information.

n= 6 people with ID and
anxiety
4 female, 22-65 years of

age.

CAN was not explicitly
stated; diagnoses
indicate that some
individuals experienced
CAN.

All participants completed a
'Staying Well Plan'.
Participants could identify
early indicators for mental
ill-health and strategies to
maintain their wellbeing.
Participants continued to
use the 'Staying Well Plans’
two years after completion

of the first groups

All participants reported
using new coping
strategies. Three out of six
participants experienced
reduction in anxiety (GAS-
ID).

For two participants, the
reduction in anxiety was
clinically significant.

No information about

analysis.



Fernando Case study Individual

& Descriptive  psychotherapy
Medlicott (CBT model)
(2009)

UK - Wales

Hagiliassis RCT Anger

et al. Management
(2005) Group
Australia (CBT model)

To report on the
treatment of a woman
with ID and PTSD
related for romantic

partner violence.

Themes:
e Enhance coping
and wellbeing.

e Education.

e Symptom
reduction.
Examine the

effectiveness of an
anger management
skills program for
people with varied
communication support

requirements.

Themes:

e Enhance coping
and wellbeing.

e Education.

e Symptom

reduction.

Practitioner: Clinical

Psychologist

9 x sessions with a
clinical

psychologist. Treatment
was comprised of:
education, relaxation
training, problem solving,
cognitive restructuring,

and exposure.

Practitioner: Clinical

Psychologists

12 x weekly 2hr
sessions.
Each session follows a

standardised format.

48

n= 1 34-year-old woman
with diagnosis of ID and
PTSD.

CAN was not stated;
participant scored below
average in the
communication skill
domains (ABAS-II).

n= 29 people with ID
and/or CAN.
n=14 intervention group

Participants with diverse
communication support
needs, including eight
“non-verbal

communicators.”

Participant reported a
reduced conflict with partner
and improved relationship

with her mother.

Participant reported
reduced intrusive thoughts

and improved mood.

Significant reduction in
participants’ Novaco Anger
Scale (NAS) scores
measuring the cognitive,
arousal and behavioural
aspects of anger.

Improved NAS scores were
sustained at 4-month follow-
up.

Data did not demonstrate
and improvement in quality

of life.



Hsieh et al.
(2012)
Australia

Single-
subject
research

design.

CBT

To describe two client
cases with
moderate/severe TBI
demonstrating the
benefit of using CBT

for anxiety.

Themes:

e Enhance coping
and wellbeing.

e Education.

e Symptom

reduction.

Practitioner: Clinical

Psychologist

9x lhrindividual CBT
sessions

Delivered weekly by a
doctoral level
psychologist

Manual developed for

the study

49

n=2

'‘Alex’ - male 40+ years.

Severe TBI and

depression.

'Sara’' - female 30+ years.

Moderate TBI and post

TBI anxiety disorder

CAN was not explicitly
stated; challenges
experienced by ‘Alex’ in
accessing written and
spoken information imply
CAN.

Participants reported using
new coping skills to manage

anxiety.

Alex - statistically significant
reduction in distress (SUDS).

'‘Sara’ - statistically significant
reduction in anxiety and
stress scores, but not
depression score (DASS).
Participants and researchers
recommend access
strategies:

1) Include depression and
anxiety resources due to high
co-morbidity.

2) Use decision-trees for
flexible delivery of content.

3) Use visual supports

alongside written materials.



Kay et al.
(2016)
UK -
England

Feasibility
study.

Kreutzer et RCT
al. (2018)

USA

Psychomotor

therapy

Resilience and
Adjustment
Intervention
Group

(CBT model)

Identify adverse
behavioural effects
resulting from PsyMot

treatment.

Themes:
e Enhance coping

and wellbeing.

e Symptom
reduction.
Examine the

effectiveness of a
psychoeducational skill
development
intervention following
TBI.

Themes:

e Enhance coping
and wellbeing.

e Education.

e Symptom

reduction.

Practitioner:
Multidisciplinary Team
Physiotherapist, Clinical
Psychologist.

6-8 x 1hr psychomotor

therapy sessions

Practitioners: Doctoral
Psychologists

7x 1hr sessions
Facilitated by doctoral

level Psychologists

50

n= 12 adults with
intellectual disability and

mental health condition.

CAN was not stated;
three participants were
unable to complete the
assessment due to
severe communication

difficulties.

n= 160

n= 83 intervention group
36% of participants had
sustained a moderate-
severe TBI.

CAN was not stated; two
sessions focussed on
communication skills
indicating CAN.

Psychomotor therapy did
not increase the number of
reported incidents on the
day of treatment/
assessment.

Further outcomes for
psychomotor therapy were

not reported.

Intervention participants had
clinically significant increase
in resilience (CD-RISC).
Clinically significant
improvement in psychiatric
symptomology (BSI-18).
Improved MPAI-4 scores
indicating reduced

psychological distress.



Magai et RCT Non-verbal
al. (2002) sensitivity
USA training
McClean et Single PBS
al. (2007) case

design.
UK -
Ireland

Test the effectiveness
of non-verbal
communication training
for caregivers of

people with dementia.

Theme:
e Symptom
reduction.

Evaluate the
implementation of PBS
for five individuals with
severe challenging

behaviours.

Themes:

e Enhance coping
and wellbeing.

e Symptom

reduction.

Practitioner: Clinical

Psychologist

10 x 1 hr information

sessions delivered to

caregivers over 2 weeks.

Sessions covered facial,
vocal, and bodily
indicators of emotion;
distinguishing emotions;
responding to emotional
expression; and

validating emotions.

Practitioner:
Multidisciplinary Team
(Psychology, Psychiatry,
Behaviour Therapy,

support staff and family).

Personalised PBS plans
were developed.
Caregivers were
supported to implement
PBS by the multi-

disciplinary team.

51

n= 91 people w. mid to
late-stage dementia
n=41 intervention

93% female

CAN was not stated,;
participants’ diagnoses,
and the researchers’ use
of non-verbal
communication training
is indicative of CAN.

n= 5 adults with
intellectual disability and
psychiatric diagnosis.

n= 3 male

All five participants
experienced significant
communication

difficulties.

Significant improvement in
positive affect (joy),
subsiding by 12 weeks post
intervention.

Reduction in depression,
agitation, behavioural and
psychological symptoms
(BEHAVE-AD, CMAI, CDS).

Four participants
experienced a reduction in
PAS-ADD scores.

Three participants had
significant increases in
quality of life (QoLQ) from

baseline to 24 months.

All participants experienced
a reduction in the use of

behaviours of concern.



Palmieri et
al. (2012)
Italy

Summers
& Witts
(2003)

UK -
England

Pre-post
study.
Pilot study.

Case study
Treatment

description.

Hypnosis-based

treatment

Individual
psychotherapy

Investigate the
effectiveness of
hypnosis-based
psychological
wellbeing intervention

for people with ALS.

Themes:

¢ Enhance coping
and wellbeing.

e Education.

e Symptom
reduction.

Provide a case study

illustration of the

theoretical

underpinnings in

providing support for

grief and loss in people

with ID.

Theme:
e Enhance coping

and wellbeing.

Practitioner: Clinical

Psychologist

4 x weekly 2hr sessions.
Sessions included
personalised hypnotic
suggestion tailored to
symptoms.

Participants used an
audio recording of the
hypnosis to practice

every day.

Practitioner: Clinical
Psychologist
12 x sessions of

psychotherapy

52

n=8 adults with ALS

(4 male)

One participant is
described as having 'no
speech’, and two
participants had bulbar
onset ALS more
commonly associated
with CAN.

n=1 Adult female with ID.

CAN was not explicitly
stated; the participant’s
lifelong difficulties with
language and
comprehension are

described.

Participants experienced
reductions in anxiety and
depression (HADS)
Participants experienced
reductions in negative
emotion subscale scores
(ALSQoL-r).

Support staff reported that
the participant experienced
fewer angry outbursts, was
no longer distressed and
tearful, no longer
incontinent, and her cough
had ceased.

12 months post-treatment,
the participant was able to
demonstrate understanding

of her father’s death.



Walker et
al. (2010)
Australia

Wark
(2012)
Australia

Pre-post

study

Case

studies.

Descriptive

Anger
Management
Group
(CBT model)

Narrative

Therapy

Evaluate the

effectiveness of a

group anger

management

programme for
individuals with TBI.

Themes:

Enhance coping
and wellbeing.
Education.
Symptom
reduction.

Explore the use of

narrative therapy with
people with ID, ASD,
and/or CAN.

Theme:

Enhance coping and
wellbeing.

Education.

Practitioner: Multi-
disciplinary Team
Clinical Psychologist,
Brain Injury Case

Manager

12 x 2hr group sessions
+1 follow-up session
4-8 participants per
group

Practitioner: Clinical

Psychologist
The intervention is highly

personalised to meet

individual requirements.

53

n= 52 adults with anger
control difficulties

following a severe TBI.

CAN was not stated;
strategies were used to
improve access to
written and spoken
information indicating
communication support

requirements.

n= 4 adults

All participants
experience complex
communication support

needs and/or use AAC.

Significant decreases in
anger (trait and expression)
and an increase in anger
control post treatment
(STAXI).

Participants who had the
support of a friend or family
member were more likely to
complete the follow-up

session.

Participants worked with the
therapist to create
resources to address
specific phobia, anger, grief
and loss. Resources were

shared with support people.



Webber &  Case PBS Describe clinical
Harkness studies. psychologists work
(2016) Descriptive with people with
Australia complex support

needs.

Theme:

¢ Enhanced coping

and wellbeing

Willner Case study Individual To describe a brief
(2004) psychotherapy intervention for
UK - Wales (CBT model) recurrent nightmares.

Theme:

e Symptom reduction

Practitioner: Clinical
Psychologist
No description of the

intervention delivery.

Practitioner: Clinical
Psychologist

1 x 1hr session w.

psychologist

54

n= 1 adult with ID and
complex support needs

(‘fJames’).

James is described as
having no functional

verbal communication.

n= 1 adult male

29 years old with ID.
The author refers to the
participant as ‘a man
with a very low verbal
Q.

James’ support people were

able to apply PBS practices.

James ceased self-harming
and mechanical restraints

were withdrawn.

No subsequent recurrence
of the nightmare during
treatment.

The participant reported that
the nightmare had only
occurred once more at 6-

month follow-up.



3.4 Thematic Analysis

Thematic analysis was conducted with a specific focus on the scoping review aims. The
key themes explored were:

o Types of psychoeducational interventions that have been trialled with people with
communication access needs;

e Adaptations used to include people with communication access needs in
psychoeducational interventions; and

o The effectiveness of psychoeducational approaches as reported by people with
communication access needs and their ECPs.

3.4.1 Types of Psychoeducational Intervention

Cognitive Behavioural Therapy (CBT) was the most prevalent intervention, with seven
interventions described as such (Chapman et al., 2006; Douglass et al., 2007; Fernando &
Medlicott, 2009; Hsieh et al., 2012). Group anger management interventions (Chapman et al.,
2006; Hagiliassis, Gulbenkoglu, et al., 2005; Walker et al., 2010) were based upon a cognitive-
behavioural approach. However, these interventions are identified separately due to their very
specific objectives, particularly stress reduction and self-management. An overview of the
objectives of each intervention can be found in Table 3.3.

Eight interventions were delivered in a group format (Boso et al., 2007; Couchman et al.,
2014; Crowley et al., 2008; Douds et al., 2014; Douglass et al., 2007; Hagiliassis, Gulbenkoglu, et
al., 2005; Magai et al., 2002; Walker et al., 2010). Chapman et al. (2006) applied a mixed delivery
approach whereby content is partially delivered in group sessions and supported by individual skill
development sessions. The objectives of interventions delivered in groups settings were
predominantly educational. Some focused on addressing mental health issues for a specific
diagnostic group (Couchman et al., 2014; Walker et al., 2010). Other interventions provided
education and skills training to enable management of mental health problems generally (Douds et
al., 2014), or specific concerns such as anger (Hagiliassis, Gulbenkoglu, et al., 2005; Walker et al.,
2010), psychosis (Crowley et al., 2008), or anxiety (Douglass et al., 2007). One intervention sought
to educate ECPs in non-verbal communication of emotions to benefit wellbeing and reduce
agitation in individuals living with dementia (Magai et al., 2002). A final intervention taught music to
participants with ASD and communication access needs with the aim of reducing psychiatric

symptomology (Boso et al., 2007).

3.4.2 Aims of Psychoeducational Interventions

Psychoeducational interventions may form a broad category defined by some common
aims (Sarkhel et al., 2020; Zhao et al., 2015). Through the process of thematic analysis, the aims
of selected studies were grouped based upon three overarching themes: 1) Education; 2)

Enhancing coping and wellbeing; and 3) Reduction of symptoms. Figure 3.2 specifies the
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characteristics of each theme. Outcomes of the interventions are addressed using these same

thematic groupings

Figure 3.2
Aims of Psychoeducational Interventions for People with Communication Access Needs

Reduce symptoms

eEmotional distress
sAnger

eInterpersonal conflict
sAnxiety

«PTSD/ Trauma responses
eDepression

sHarmful behaviour
sGrief

Psychoeducational
interventionaims

'. Educate

*|nformation about diagnosis
sRights & responsibilities
*Problem solving skills
eStress reduction strategies
eAssertiveness training
sEducating supporters

Enhance coping &
wellbeing

*Resilience development
eNetworks of support
eAdjustment to functioning
+Coping with trauma
*Self-management

¢|dentifying help-seeking pathway

3.4.3 Adaptations to Psychoeducational Interventions

All articles described adaptations to improve the accessibility of the intervention for people
with communication access needs. Key adaptations related to personalisation of the intervention,
utilisation of communication access strategies, and the inclusion of ECPs. Table 3.4 identifies the

adaptations applied in each study.
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Table 3.4

Summary of Adaptations to Promote Access in Psychoeducational Interventions
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Aoun et al. (2015) Dignity Therapy v 2
Averill et al (2013) Expressive emotional disclosure v 1
Boso et al. (2007) Music Therapy v v 2
Cambridge (2013) Individual counselling v v 2
Chapman et al. (2006) | Cognitive Behaviour Therapy v v v v v 5
(CBT)
Couchman et al. Multi Family Group Therapy v V4 v v 4
(2014)
Cravero et al. (2016) Positive Behaviour Support v v v 3
Crawford (1987) individual psychotherapy v v 2
Crowley et al. (2008) Group Psychoeducation v v v V4 V4 V4 N4 v 8
(CBT model)
Douds et al. (2014) Group Psychoeducation v v 3
(CBT model)
Douglass et al. (2007) | Group Psychoeducation v V4 V4 V4 N4 v 7
(CBT model)
Fernando & Medlicott | Individual psychotherapy v v v 3
(2009) (CBT model)

57



< e | S S
< g |88 ¢ g
Q| © = Q > |2 e | o S| >
Sl S| |0 § |5 |25 ¢g|¢8 2
Author/ Year Intervention o | E B2 2| 8= & © £ = S 2 S
= L ® | @€l © < |5 S o i) 8|2 = | 48 g =
213|288 | 2|2 |8 |8 |S|2|82|g|= |88
ol c | 2125 2 2|2 |5 |3 | 8|25 |5|c |88
(] Q ) S35 5 = ° 2 3] < S = = T =
313|258 2|22 |e|8&|&|a|c | 2|2 |88
Hagiliassis, Anger Management Group v v v NG v 5
Gulbenkoglu, et al. (CBT model)
(2005)
Hsieh et al. (2012) Cognitive Behaviour Therapy v v v v v v 8
Kay et al. (2016) Psychomotor therapy v v v v 4
Kreutzer et al. (2018) | Resilience and Adjustment Group v v 2
(CBT model)
Magai et al. (2002) Non-verbal sensitivity training v v v 3
McClean et al. (2007) | Positive Behaviour Support N4 N4 V4 V4 4
Palmieri et al. (2012) | Hypnosis-based treatment v v 3
Summers & Witts Individual psychotherapy v v v 3
(2003)
Walker et al. (2010) Anger Management Group v v v v v 6
(CBT model)
Wark (2012) Narrative Therapy N4 N4 N4 V4 4
Webber & Harkness Positive Behaviour Support N4 N4 V4 V4 4
(2016)
Willner (2004) Individual psychotherapy V4 v v 3
(CBT model)
Total adaptations by 3 4 1 13 4 8 4 7 7 9 7 3 9
type
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Personalisation. Personalisation, or person-centredness, requires mental health
practitioners to respond to the unique requirements of the individual, working collaboratively
in goal setting and intervention implementation (Neale et al., 2019). Hsieh et al. (2012) noted
the importance of striking a balance between manualisation for consistency, and
personalisation of content to ensure that it met the participant’s capabilities. Personalisation
of resources occurred both in the planning phase (Douds et al., 2014; Hagiliassis,
Gulbenkoglu, et al., 2005; Hsieh et al., 2012; McClean et al., 2007; Palmieri et al., 2012),
and during implementation in response to participants’ reactions and feedback (Chapman et
al., 2006; Couchman et al., 2014; Crowley et al., 2008; Douglass et al., 2007; Kay et al.,
2015). In responding to personal factors, researchers tailored their approaches to meet
individuals’ mobility (Crowley et al., 2008; Hagiliassis, Gulbenkoglu, et al., 2005), cognitive
capacities (Chapman et al., 2006; Douglass et al., 2007; Hsieh et al., 2012), and fatigue
levels (Palmieri et al., 2012). In their psychomotor therapy intervention, Kay et al. (2015)
responded to participants’ previous exposure to traumatic events, adopting a trauma-
informed approach to intervention. Adaptations were made to levels of competition and
physical contact dependent on the participants' comfort and security. Personalisation of
specific communication access requirements is addressed in the following theme:
communication access strategies.

Communication Access Strategies. All included articles discussed strategies that
improved communication access within the psychoeducational intervention. Key
communication access strategies are identified in Table 3.4. Interventions described as
having a CBT approach applied the most adaptations (n=5), these studies applied over 50%
of the adaptations categories identified. Of these CBT interventions, the majority were
delivered as group psychoeducational programs (Crowley et al., 2008; Douglass et al., 2007;
Hagiliassis, Gulbenkoglu, et al., 2005; Walker et al., 2010), with one manualised program
delivered to individuals (Hsieh et al., 2012). The exception was Wark’s (2012) case studies
of narrative therapy delivered in individual counselling sessions; the only study to use over
half of the adaptations that did not apply a CBT approach.

Communication access strategies fell into the following categories: changing mental
health practitioner communication behaviours, incorporating individuals’ AAC, inclusion of
other stakeholders, reduced requirement for speech in the intervention delivery, and time.

Inclusion of ECPs. Inclusion of ECPs was the most frequently cited adaptation to
intervention delivery (n=11 studies). ECPs’ involvement in intervention varied, ranging from
inclusion as participants in the study (Aoun et al., 2015; Couchman et al., 2014; Douglass et
al., 2007; Magai et al., 2002; Palmieri et al., 2012; Walker et al., 2010) to incidental
supporters in the implementation of the intervention and providing observations of participant
functioning (Cambridge, 2013; Crowley et al., 2008; Douds et al., 2014; Fernando &
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Medlicott, 2009). One training intervention was delivered to support workers to promote their
capacity to respond to non-verbal communication from people with advanced dementia
(Magai et al., 2002). ECPs were also included to support attendance of groups, assisting
participants’ uptake of information, and promoting implementation of strategies beyond the
group (Crowley et al., 2008; Douglass et al., 2007; Hagiliassis, Gulbenkoglu, et al., 2005;
Walker et al., 2010).

Changing practitioner communication behaviours. Authors discussed the
communication behaviours adopted by mental health practitioners to better include
individuals experiencing communication difficulties. These changes in behaviour related to
improving accessibility of spoken and written materials, incorporating memory aids, and
employing teaching strategies.

The key strategies for improving accessibility of written information in
psychoeducational interventions were: 1) using plain language documents (Crowley et al.,
2008; Douds et al., 2014; Douglass et al., 2007; Summers & Witts, 2003); and 2) using
visual aids or pictographic symbols with simplified text (Chapman et al., 2006; Crowley et al.,
2008; Hagiliassis, Gulbenkoglu, et al., 2005). In addressing adjustments to spoken
communication researchers noted the benefit of using the participant’s existing vocabulary to
explain unfamiliar terms (Hsieh et al., 2012), using simultaneous visual cues when providing
instruction (Chapman et al., 2006; Wark, 2012), repetition or rehearsal of coping statements
(Douglass et al., 2007; Willner, 2004), and using concrete explanations of concepts rather
than metaphors (Summers & Witts, 2003; Walker et al., 2010).

Teaching new skills to support coping is a core element of psychoeducational
interventions (Zhao et al., 2015). Researchers who sought to teach participants new skills
used strategies to promote engagement, such as multi-media content (Crowley et al., 2008),
peer-presentations (Couchman et al., 2014), boardgames (Douglass et al., 2007), roleplay
(Hagiliassis, Gulbenkoglu, et al., 2005; Hsieh et al., 2012), and drawing or painting
(Fernando & Medlicott, 2009; Wark, 2012). These teaching strategies enabled participants to
practice skills such as conflict resolution, distress management, and challenging intrusive
thoughts.

To support the inclusion of participants experiencing cognitive difficulties,
researchers utilised memory aids such as frequent recaps of content (Couchman et al.,
2014; Crowley et al., 2008; Hsieh et al., 2012), visual prompts with short written cues
(Chapman et al., 2006; Fernando & Medlicott, 2009; Hsieh et al., 2012; Wark, 2012), and
collated, hardcopy resources to be retained by the participant (Kreutzer et al., 2018; Walker
et al., 2010). Hardcopy resources included written plans to assist self-management of mental
health problems (Crowley et al., 2008; Douds et al., 2014; Douglass et al., 2007).
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Use of AAC modes. AAC refers to the range of multimodal expression employed by
people with communication access needs and their communication partners