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National Centre of Excellence in Intellectual Disability Health
The establishment of the National Centre of Excellence in 
Intellectual Disability Health was in response to the significant 
health disadvantage experienced by people with intellectual 
disability. The Centre supports the delivery of the Australian 
government’s National Roadmap for Improving the Health of 
People with Intellectual Disability. 

The Centre builds on the work of 3DN and the Centre’s nine 
Consortium organisations – First Peoples Disability Network, 
Council for Intellectual Disability, Down Syndrome Australia, The 
Kids Research Institute Australia, Queensland Centre of Excellence 
in Intellectual Disability and Autism, Queenslanders with Disability 
Network, Centre for Disability Studies, University of Melbourne 
and UNSW. 

Our vision is that every person with intellectual disability in 
Australia gets high quality health care. 

Our mission is to work together with people with intellectual 
disability to make their health as good as it can be. 
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Our values

	• We support the leadership of people with intellectual disability 
in their own lives and in the Centre. 

	• We are leaders in accessible communication and other inclusive 
practices. 

	• We respect family members and other advocates. 
	• We include people from diverse backgrounds. 
	• We listen to each other and value all perspectives. 
	• We are honest and open. 
	• We are accountable to people with intellectual disability and 

each other for what we do.
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Preamble
The Trust Guide has been developed to support health workers, 
health services, and health systems in providing trauma-
transformative care with people with intellectual disability. Its 
development was prompted by the widespread experiences of 
trauma described by people with intellectual disability, often 
beginning in childhood. Of the 2 per cent of Australians with 
intellectual disability, nearly two-thirds of those aged 15 years and 
over have experienced at least one incident of violence (Bourke et 
al., 2024; Disability Royal Commission, 2023). The Trust Guide is a 
direct response to these experiences, providing practical guidance 
to foster trust, safety and positive health care interactions.  

The Trust Guide is grounded in a trauma-transformative rather 
than a trauma-informed approach. While trauma-informed care 
has made an important contribution to improving services, recent 
critiques suggest that its principles largely reflect broader notions 
of good practice and do not fully capture the complex ways 
trauma shapes a person’s engagement with healthcare (Tucci 
et al., 2024). Trauma-transformative practice extends beyond 
awareness of trauma and its impacts. It recognises both acute and 
everyday experiences of trauma and shifts the focus from what 
has happened to an individual to how health workers, services and 
systems can actively address the enduring and cumulative effects 
of trauma. In doing so, it encourages changes to the structures, 
practices and cultures of healthcare systems to foster trust, safety 
and healing for people who have experienced trauma over time. 
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Executive Summary
The Trust Guide provides implementation-focused recommendations 
for delivering trauma-transformative practice in health services 
with people with intellectual disability. The recommendations are 
structured across three levels - health workers, health services, and 
health systems. This reflects the understanding that everyone has 
a role to play in trauma-transformative practice, which requires 
ongoing change at the interpersonal, organisational, and systemic 
levels. Underpinning the recommendations across the three levels is 
a single guiding principle that applies to all: treat everyone with respect, 
compassion, and kindness.  

A summary of the three levels is as follows:

	• At the health worker level, recommendations call for 
awareness and person-centredness. 

	• At the health service level, recommendations call for improved 
organisational capability, support, and culture. 

	• At the health system level, recommendations call for 
connectivity and leadership. 
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Each recommendation is accompanied by a set practical Actions 
to support its implementation. The Actions were co-designed with 
people with intellectual disability to ensure they are informed by, 
and responsive to, their lived experiences and support needs. 
There are also suggestions for monitoring and evaluation, 
along with links to additional resources and sources of further 
information. Together, these recommendations and accompanying 
supports embody the core values of the Trust Guide.
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The nine guiding recommendations of the Trust Guide are listed 
below (See Section 2 for Actions, Monitoring, and Resources).

Level # Recommendation

Health 
workers

1
Know that people with intellectual disability often 
experience more trauma in their lives than other people.

2
Centre the voice and choice of the person with intellectual 
disability in all health care interactions.

3
Focus on the person with intellectual disability, working 
together with family or support people to balance 
everyone’s needs.

Health 
services

4
Support health workers to deliver safer care through 
evidence-based training and resources.

5 Build a culture where everyone feels safer and valued.

6
Make the service environment more inclusive and 
accessible.

Health 
systems

7
Ensure different health workers, services, and systems 
stay connected and work together.

8
Establish strong, positive leadership and a committed 
workforce.

All 9 Treat everyone with respect, compassion, and kindness.
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Purpose and scope

The Trust Guide is intended for health workers, health services and 
managers, and health systems, as well as the broader community 
and social services sectors supporting people with intellectual 
disability. In addition, it prioritises inclusiveness and accessibility 
to benefit a wider population than its primary audience alone.

The overall objective was to develop an evidence-based clinical 
practice guideline for trauma-transformative practice with people 
with intellectual disability. Specific objectives were to:

	• Improve trauma-transformative practice regardless of trauma 
diagnosis or disclosure

	• Improve health service outcomes with recommendations 
grounded in methodological rigour and the latest evidence

	• Use co-design to ensure accessibility, inclusiveness and practicality
	• Align with several national initiatives, including:

	> The Disability Royal Commission into Violence, Abuse, Neglect 
and Exploitation of People with Disability (2023)

	> The National Roadmap for Improving the Health of People 
with Intellectual Disability (2021)

	> Australia’s Intellectual Disability Health Capability Framework 
(2024)

	> The National Centre of Excellence in Intellectual Disability 
Health’s submission on the National Safety and Quality Health 
Service (NSQHS) Standards (third edition)

	> Australia’s Disability Strategy 2021-2031 (2024 update)
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Conceptualisations of disability and trauma

The Trust Guide’s conceptualisation of intellectual disability is 
grounded in the social model of disability, which considers a 
person’s physical, mental, intellectual, or sensory impairments 
together with their interactions with the environment, recognising 
that it is the environment, rather than impairment itself, that 
hinders equitable and active participation in society (Convention 
on the Rights of Persons with Disabilities, 2006). The Trust 
Guide aligns with the obligations set out in the United Nations 
Convention on the Rights of Persons with Disabilities 2006, which 
was ratified by Australia in 2008.

Trauma has been defined as:

An event, series of events, or set of circumstances that is 
experienced by an individual as physically or emotionally harmful 
or life threatening and that has lasting adverse effects on the 
individual’s functioning and mental, physical, social, emotional, or 
spiritual well-being (Substance Abuse and Mental Health Services 
Administration, 2014).



14  |  National Centre of Excellence in Intellectual Disability Health 15  |  National Centre of Excellence in Intellectual Disability Health

This traditional, event-based conception of trauma does not fully 
capture the living reality of many people with intellectual disability, 
for whom harm is often cumulative, ongoing, and embedded in 
everyday interactions rather than confined to discrete events. 
The Trust Guide therefore also draws on the concept of insidious 
trauma - an indirect trauma that shapes a person’s worldview 
and sense of self, fundamentally associated with the devaluation 
of their identity (Root, 1992) and arising from oppression and 
stigmatisation rather than isolated incidents of violence or 
abuse. Because insidious trauma can be subtle, ambiguous, and 
easily overlooked, it closely aligns with the notion of ‘everyday 
harm, defined as the accumulated effect of negative, everyday 
experiences occurring at the interpersonal level (Smyth et al., 
2024). Recognising both forms of trauma is critical to health 
care practice, as the ongoing, less visible nature of insidious and 
everyday trauma means it can go unidentified and unaddressed 
within health systems, yet still profoundly shape how people with 
intellectual disability experience trust, and engage with care.
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Development of the Trust Guide

The Trust Guide was developed with the GRADE-ADOLOPMENT 
framework, a structured, rigorous approach to adapting and 
adopting evidence-based recommendations (Klugar et al., 2024). 
Several source guidelines were identified, with one standing out as 
a priority guideline: The Taking Time Framework (Jackson & Waters, 
2015). Development was co-designed with two Expert Advisory 
Committees: one with people with living experience, and another 
with healthcare and research professionals. Broader consultation 
with key community stakeholders was also undertaken.

Living experience was embedded throughout the Trust Guide’s 
development through co-production principles. The term ‘Living’ is 
favoured by the committee to represent the ongoing experiences 
that are faced daily. The Living Experience-Expert Advisory 
Committee was actively involved throughout the whole process, 
including in defining the Trust Guide’s objectives, shaping research 
questions, and developing recommendations. The Trust Guide was 
further strengthened through a community consultation process 
and internal peer review.
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Intended impact

The Trust Guide represents a significant step toward improving 
the health care experiences and quality of life of people with 
intellectual disability in Australia. At the practice level, its 
implementation is intended to improve health worker knowledge 
and confidence in delivering trauma-transformative care, reduce 
experiences of healthcare betrayal among people with intellectual 
disability, support the wellbeing of families and carers, and 
strengthen the uptake of healthcare services for this population.

Realising this vision requires commitment at every level. Health 
workers are called to reflect on and transform their individual 
practice. Health services, including hospitals, primary care, and 
allied health, are called to build a culture, environment, and 
workforce capable of delivering safer, accessible, and inclusive care. 
Health systems are called to ensure connectivity, leadership, and 
accountability across the system. Lastly, further funding and systemic 
support are needed to make equitable, high-quality health care for 
people with intellectual disability not only possible but sustainable.

People with intellectual disability deserve health care that 
recognises the full spectrum of their experiences - not only 
discrete traumatic events, but the cumulative, everyday harm that 
shapes how they approach, engage with, and trust the systems 
meant to support them. The Trust Guide offers a practical, 
evidence-based, and co-designed pathway toward that care. 
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How to use the Trust Guide
There are nine guiding recommendations written in plain 
language to support clarity, accessibility, and uptake. Each 
recommendation is grounded in relevant research, aligns with 
trauma-transformative practice, and was co-developed with 
input from a Professional Expert Advisory Committee and a 
Living Experience Expert Advisory Committee.. The descriptions 
within the recommendations offer context and living experience 
examples that lead into the Actions, Monitoring and Resources. 

The Actions outline practical steps that health workers, services, 
and systems can take to support implementation of each 
guiding recommendation. Each Action contains a judgement on 
its strength (strong, conditional) and is further categorised as 
evidence-based, consensus-based, or good practice statement 
(good practice statements are judged conditional to indicate that 
there are considerations to implementing the Action) according to 
the criteria in Table 4.  The Monitoring section provides examples 
of how the Actions can be evaluated or monitored. Resources 
provides useful links to further information that may support or 
enable implementation.
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Table 1 Categories for the type of Action.

Type of Action Evidence base

Evidence-based 
(EB)

Action formulated with evidence-informed source 
guideline recommendations and/or systematic review 
findings that clearly link to the Action.

Consensus-
based (CB)

Action formulated in the absence of high-quality 
evidence, but with Expert Advisory Committee 
Consensus.

Good practice 
statement 
(GPS)

Action co-designed by the Expert Advisory Committees 
that was formulated outside the scope of the source 
guidelines and systematic review.

Each guiding recommendation has an accompanying justification 
table presenting a summary of the Evidence-to-Decision 
framework highlighting the Expert Advisory Committee’s key 
considerations in the co-design and adaptation of the Actions. 
These are available in Appendix 1 of the full version of the Trust 
Guide. For further details on how the frameworks were applied, 
see Section 3; Phase 2 of the full version for further information.
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Notes on terminology

	• The two Expert Advisory Committees will be referred to as 
Professionals-EAC or Living Experience-EAC.

	• The term “living experience” is used in favour of “lived 
experience” to represent the ongoing experiences of the Living 
Experience–Expert Advisory Committee. This decision was made 
by the Living Experience–EAC. “Lived experience” is used only as 
a general descriptive term, not as a reference to the committee.

	• The Trust Guide is grounded in trauma-transformative practice, 
however trauma-informed care may be referred to throughout 
the guide where it is more closely aligned to the source of the 
information.

	• The term ‘safer’ is used instead of safe throughout the Trust 
Guide to reflect the ongoing journey of providing safety in 
health care.

	• ‘Health worker’ is used to refer to staff working in health 
services, which was indicated by the Living Experience-EAC as 
their preferred term.
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The Trust Guide
1. �Know that people with intellectual 

disability often experience more trauma in 
their lives than other people

People with intellectual disability experience significantly higher 
rates of trauma and are more likely to experience violence, 
abuse, neglect, and exploitation, and to be victims of violent 
crimes (Australian Institute of Health and Welfare, 2025). Article 
16 of the CRPD (2006) states that all people with disability should 
be protected from exploitation, violence, and abuse, and that 
appropriate measures must be taken to promote “the physical, 
cognitive and psychological recovery, rehabilitation and social 
reintegration” in environments that “foster the health, welfare, self-
respect, dignity and autonomy of the person and takes into account 
gender- and age-specific needs.” Trauma-transformative practice 
requires going beyond the individual level of ‘what has happened 
to you’ to a sociocultural perspective that considers the complexity 
of trauma’s impacts through an intersectional lens and across 
social ecological systems (Tucci et al., 2024).



21  |  National Centre of Excellence in Intellectual Disability Health

Traumatic experiences can have lifelong consequences, as 
the effects of trauma may become embodied and manifest in 
emotional, psychological, and physical difficulties throughout 
a person’s life. These include mental illness (Byrne, 2022; 
Cummings et al., 2012); deficits in cognitive, social, and emotional 
competencies (Enoch, 2011; Gur, 2026);and an increased risk 
of chronic disease (Dong et al., 2003; Mann et al., 2023). The 
lifelong manifestations of trauma require more than an informed, 
personalised approach. Trauma-transformative practice provides 
a framework for deep-rooted, interpersonal and systemic 
transformation. This starts with the knowledge and recognition 
that people with intellectual disability often experience more 
trauma in their lives than other people. A member of the Living 
Experience-EAC said, “[Health workers need to be] willing to 
understand, listen, learn, [be] challenged, and open minded. That is 
crucial. They need to be willing to open their hearts.”
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Actions

Health workers to:

1a.

Adopt a trauma-transformative practice for all people, 
regardless of whether trauma is known or disclosed, and 
tailor support to each person’s needs.

(Strong)

EB

1b.

Prepare for appointments in advance.

i.	 Review relevant history.
ii.	 Contact the person before the appointment to explain 

what to expect (e.g. waiting times, processes, triage) 
and check if they prefer to be introduced to unfamiliar 
health workers. 

iii.	 Liaise with family, support people, and the broader care 
team where appropriate.

(Strong)

CB

1c.

Ask about, identify, and reduce restrictive practices and 
potential triggers before appointments occur.

i.	 Understand the person’s baseline functioning, 
health care anxiety, psychotropic medications, and 
comorbidities.

ii.	 Review behaviour support plans, where available.
iii.	 Provide reasonable adjustments (see 6a and 6b).
iv.	 Potential triggers may involve unfamiliar health workers, 

diminishing or infantilising the person, speaking about 
the person as if they are not present, racism, touching 
without consent or dominating postures.

(Strong)

EB
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Health workers to:

1d.

Recognise common signs of trauma and distress.

i.	 May include physical, emotional, psychological, and 
behavioural signs. 

ii.	 Do not minimise, dismiss, or deny experiences or signs 
of distress.

(Strong)

CB

1e.
Consider integrating a trauma checklist, if useful in raising 
awareness or supporting care pathways (see resource 1.1).

(Conditional)
GPS

Note. EB = evidence-based; CB = consensus-based; GPS = good practice 
statement
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Monitoring

	• Ensure continued access to professional development 
opportunities.

	• Assess understanding of trauma-informed practice against 
the Quick Guide for Busy Clinicians - the Integrated Trauma-
Informed Practice Guide (see resource 1.3).

Resources

1.1 �Trauma Checklist for People With a Learning Disability 
Accessing Community Health and Support Services (Wigham et 
al., 2026)

1.2 �Trauma-informed service provision fact sheet – Disability 
Services and Inclusion Act 2023 | Australian Government 
Department of Health, Disability and Ageing

1.3 �Quick Guide for Busy Clinicians - Trauma-Informed Care 
Framework | NSW Government

https://onlinelibrary.wiley.com/doi/10.1111/bld.70018
https://onlinelibrary.wiley.com/doi/10.1111/bld.70018
https://www.health.gov.au/resources/publications/trauma-informed-service-provision-fact-sheet-disability-services-and-inclusion-act-2023?language=en
https://www.health.gov.au/resources/publications/trauma-informed-service-provision-fact-sheet-disability-services-and-inclusion-act-2023?language=en
https://www.health.gov.au/resources/publications/trauma-informed-service-provision-fact-sheet-disability-services-and-inclusion-act-2023?language=en
https://www.health.nsw.gov.au/patients/trauma/Pages/itic-guide.aspx
https://www.health.nsw.gov.au/patients/trauma/Pages/itic-guide.aspx


25  |  National Centre of Excellence in Intellectual Disability Health

2. �Centre the voice and choice of the person 
with intellectual disability in all health 
care interactions

Trauma-transformative practice maintains that meaning making 
is derived from personal experience (Tucci et al., 2024). Therefore, 
health workers should prioritise the perspectives and lived 
experiences of people with intellectual disability during health care 
encounters, adapting their communication approaches to support 
each person’s preferred way of expressing themselves. The Living 
Experience-EAC said that “It can be very frustrating when doctors are 
talking and you don’t understand what they’re talking about,” and that 
it was important to “make sure the person is always involved in decision 
making… and that the doctor is properly asking them questions instead 
of just their family members.” Centring the voice and choice of the 
person with intellectual disability may look different depending on 
their preferences, so health workers must ensure they uphold the 
principles of the CRPD (2006) which states, “respect for inherent dignity, 
individual autonomy, including the freedom to make one’s own choices…” 

The Professionals-EAC raised that there may be differences between 
a person with intellectual disability’s ‘legal capacity’ to make decisions 
and their ‘decision-making ability.’ In this case, exercise appropriate 
duty of care and work with family, support people, and carers to 
centre the voice and choice of the person with intellectual disability 
in a way that “affirms the right to be supported to exercise their equal 
legal capacity in a way that respects their will, preferences, and human 
rights” (Article 12, CRPD, 2006). Actions 2e and 2f address supported 
decision-making in more detail. 
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Actions

Health workers to:

2a.

Offer choices in ways that are clear, manageable and 
responsive to the person’s preferences and needs during all 
aspects of health care.

i.	 Involve the person in all decisions.
ii.	 Direct communication to them first.
iii.	 Provide information in accessible formats (e.g. 

Easy Read, visual supports, or with support from a 
trusted person where appropriate) and check for 
understanding using methods such as teach back.

iv.	 Use resources 2.3 and 2.4 to centre the voice of the 
person with intellectual disability.

(Strong)

EB

2b.
Seek informed consent at each stage of care and respect 
the person’s boundaries.

(Strong)
EB

2c.

Explain each step of the process clearly and transparently.

i.	 Recognise and be responsive to diverse communication 
methods and functional abilities.

ii.	 Demonstrate the skills, values, and attitudes needed to 
communicate effectively and respectfully.

(Strong)

EB

2d.
Promote genuine autonomy and self-determination, to 
uphold the person’s human rights and freedoms.

(Strong)
CB
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Health workers to:

Actions for supported or substitute decision-making:

2e.

When a supportive or substitute* decision-maker is 
involved, work with family, support people, and/or 
the supportive or substitute decision-maker to ensure 
the person with intellectual disability is included in all 
discussions so their views are expressed and considered.

i.	 Refer to your State’s relevant ‘Supported and 
Represented Decision-Making Act’ (see resource 2.1 for 
further details).

(Strong)

CB

2f.

When decisions are made for the person with intellectual 
disability by a substitute decision-maker (e.g. taking 
medications, preventive health care measures, lifestyle 
changes) that may or may not align with their preferences, 
acknowledge the potential for distress, and work with them 
and the substitute decision-maker. 

i.	 Provide health information and check for 
understanding. 

ii.	 Exercise clinical judgement and investigate for further 
information if needed.

iii.	 Maximise opportunities for the person to make 
informed decisions, when appropriate.

(Conditional)

GPS
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Health workers to:

Note. EB = evidence-based; CB = consensus-based; GPS = good practice 
statement

*�’Supportive’ decision-maker refers to ‘supported decision-making’ which 
is when a person with disability is supported to make their own decisions 
about their lives. ‘Substitute’ decision-maker refers to ‘substitute decision-
making’ which is when someone else is appointed to make decisions on 
behalf of the person with disability (Council for Intellectual Disability, 2026).
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Monitoring

	• Use peer reflective practice or case study discussion in team 
meetings to reflect on communication methods and how to 
improve.

	• Monitor non-verbal communication skills.
	• If possible, use healthcare experience measures with people 

with intellectual disability (see resource 2.5).

Resources

2.1 �Recommendation 6.4 – Terms and definitions in guardianship 
and administration legislation | Australian Government 
Department of Health, Disability and Ageing

2.2 �Supported Decision Making | Disabiltiy Gateway

2.3 �Good communication and positive behaviour support - Easy read 
| Australian Commission on Safety and Quality in Health Care

2.4 �Effective Communication in Health Care for People with Intellectual 
Disability | Excellence in Practice: Voices for Better Care (Podcast) - 
National Centre of Excellence in Intellectual Disability Health 

2.5 �Listen to me | CHSSR | AIHI | Macquarie University (ongoing 
co-design project of patient-reported experience measures 
with people with intellectual disability to improve health care 
quality and outcomes)

2.6 �Article 12 - Equal recognition before the law | Division for 
Inclusive Social Development (DISD)

2.7 Say less show more | Agency for Clinical Innovation

https://www.health.gov.au/resources/publications/disability-royal-commission-progress-report-2025/volume-6-enabling-autonomy-and-access/recommendation-64-terms-and-definitions-in-guardianship-and-administration-legislation
https://www.health.gov.au/resources/publications/disability-royal-commission-progress-report-2025/volume-6-enabling-autonomy-and-access/recommendation-64-terms-and-definitions-in-guardianship-and-administration-legislation
https://www.health.gov.au/resources/publications/disability-royal-commission-progress-report-2025/volume-6-enabling-autonomy-and-access/recommendation-64-terms-and-definitions-in-guardianship-and-administration-legislation
https://www.disabilitygateway.gov.au/sdmhub
https://www.safetyandquality.gov.au/publications-and-resources/resource-library/good-communication-and-positive-behaviour-support-easy-read
https://www.safetyandquality.gov.au/publications-and-resources/resource-library/good-communication-and-positive-behaviour-support-easy-read
https://www.buzzsprout.com/2506240/episodes/17535746
https://www.buzzsprout.com/2506240/episodes/17535746
https://www.buzzsprout.com/2506240/episodes/17535746
https://www.mq.edu.au/faculty-of-medicine-health-and-human-sciences/departments-and-schools/australian-institute-of-health-innovation/our-research-centres/centre-for-health-systems-and-safety-research/our-research/listen-to-me
https://social.desa.un.org/issues/disability/crpd/article-12-equal-recognition-before-the-law
https://social.desa.un.org/issues/disability/crpd/article-12-equal-recognition-before-the-law
https://aci.health.nsw.gov.au/networks/intellectual-disability/resources/say-less-show-more
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3. �Focus on the person with intellectual 
disability, working together with family or 
support people to balance everyone’s needs

Person-centred care is not just ingrained in trauma-transformative 
practice but is the foundation of all high-quality health care. It 
allows people to be supported in ways that respect their needs, 
preferences, histories and backgrounds (Jackman-Galvin & 
Partridge, 2022; Ouellette-Kuntz et al., 2019; Pinals et al., 2022). 
This is especially important when the person with intellectual 
disability has diverse needs and preferences. “It just depends on 
the person and that person’s needs,” said a family member from the 
Living Experience-EAC. 

A key preference among the Living Experience-EAC during health 
care was having choice over how their family is involved. One 
member preferred to go to the GP with their carer and then “ring 
mum and let her know, I’ve been to the GP…”  Another member said 
they hear stories of people with intellectual disability attending 
appointments with family members, only to be left out of 
conversations and spoken about behind their backs, “the [people 
with intellectual disability] were happy to have their families and carers 
involved in their health care, but they themselves would also like to be 
directly involved in it as well.” Families and carers also highlighted the 
importance of working with the person with intellectual disability 
first, then including them, “Just listen to her. Actually acknowledge 
what she’s saying... Don’t brush her off and look directly at me.”
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Effective person-centred care should focus on the person first, 
but when involving family and support people, it is important to 
carefully balance everyone’s needs. This may become complex 
if families or carers feel they have a better understanding of the 
person with intellectual disability’s needs (Geuze et al., 2023; 
Lahaije et al., 2024; Nieuwenhuijse et al., 2023; Zaal-Schuller et 
al., 2016), or feel stress or vicarious trauma from their day-to-day 
care (Griffith & Hastings, 2014; Hoogstad et al., 2026; Xiong et al., 
2022). Where possible, ensure advocacy and support services are 
available to them, and, if preferred by the person with intellectual 
disability, work together with family and support people 
throughout the provision of health care. 
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Actions

Health workers to:

3a.

Take a holistic approach to understand all areas of a 
person’s life that may be affecting their health.

i.	 Understand support needs, strengths, and functioning 
to guide care planning and delivery.

(Strong)

EB

3b.

Support the person to take an active and informed role in 
decisions and everyday aspects of their care.

i.	 If supported or represented decision-making occurs, 
remain transparent and support the person with 
intellectual disability’s involvement as much as possible 
(see 2e and 2f for further detail).

(Strong)

EB

3c.

Gather relevant information about the person to inform care.

i.	 Contact the person, their family, carers, support people, 
and other involved health workers, where appropriate 
and with consent.

ii.	 Review available records, case notes, and personal 
health resources (see 7e for personal health resources).

iii.	 See 1b when preparing for appointments in advance.

(Strong)

EB

3d.

Recognise and respect the person’s cultural, religious, 
gender, and sexual identities, and how these may shape 
their experiences and needs.

(Strong)

EB
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Health workers to:

3e.

Use a preventive approach relevant to the person and their 
needs to support health and wellbeing, before challenges 
escalate (see resource 3.1 for preventive health care 
examples).

(Conditional)

EB

3f.

Create regular opportunities for the person (and their 
family, carers, and support people, where possible) to raise 
concerns before, during, and after appointments.

(Strong)

EB

3g.

Respect the person’s preferences about how family, carers, 
and support people are involved in their care.

i.	 Offer choice about the person attending appointments 
with or without support people, where possible.

ii.	 Work collaboratively over time to support the person’s 
preferred ways of accessing care.

iii.	 Advocate for the support person to be present in 
any setting, including when in-person healthcare 
restrictions are in place (Recommendation 6.31b of the 
Royal Commission into Violence, Abuse, Neglect and 
Exploitation of People with Disability, p.230).

(Strong)

EB

https://disability.royalcommission.gov.au/system/files/2023-11/Final%20report%20-%20Executive%20Summary%2C%20Our%20vision%20for%20an%20inclusive%20Australia%20and%20Recommendations.pdf
https://disability.royalcommission.gov.au/system/files/2023-11/Final%20report%20-%20Executive%20Summary%2C%20Our%20vision%20for%20an%20inclusive%20Australia%20and%20Recommendations.pdf
https://disability.royalcommission.gov.au/system/files/2023-11/Final%20report%20-%20Executive%20Summary%2C%20Our%20vision%20for%20an%20inclusive%20Australia%20and%20Recommendations.pdf
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Health workers to:

Actions when family, carers, or support people are involved:

3h.

Understand and be responsive to the level of health 
knowledge of the person’s family, carers, and support people.

i.	 Work with the family, carer and support people on how 
they can be involved in the person’s care.

ii.	 Consider English literacy when working with people 
from communities where English is not their first 
or only language and offer accessible and inclusive 
resources.

iii.	 Consider digital literacy when formulating plans and 
communication.

(Strong)

CB

3i.

Utilise carer burden tools (see resource 3.2 for an example 
of a caregiver assessment) to understand support needs of 
family and carers. Where possible, refer them to support 
services.

(Conditional)

GPS

Note. EB = evidence-based; CB = consensus-based; GPS = good practice 
statement
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Monitoring

	• Self-reflection of person-centred skills (see resource 3.3).
	• Assess cultural capabilities (see resource 3.4).
	• Assess person centredness at the organisation level against the 

Australian Commission standards (see resources 3.5 and 3.6).

Resources

3.1 Types of preventive healthcare to stay healthy | UNSW 

3.2 Caregiver Self Assessment Questionnaire | HealthInAging.org 

3.3 �Person-centred care | Australian Commission on Safety and 
Quality in Health Care

3.4 �Cultural Capability Resource Checklist - The First Nations 
Training Strategy - Cultural Capability Resource - Publications | 
Queensland Government

3.5 �Person-centred organisations - Self assessment tool | 
Australian Commission on Safety and Quality in Health Care

3.6 �Partnering with Consumers: A guide for consumers | 
Australian Commission on Safety and Quality in Health Care

https://nceidh.org.au/sites/default/files/2025-02/Preventive_health_care_to_stay_healthy_Easy_Read_v2.pdf
https://www.healthinaging.org/tools-and-tips/caregiver-self-assessment-questionnaire
https://www.safetyandquality.gov.au/our-work/partnering-consumers/person-centred-care
https://www.safetyandquality.gov.au/our-work/partnering-consumers/person-centred-care
https://www.publications.qld.gov.au/dataset/cultural-capability-resource/resource/96052f24-0816-4109-8e55-394095698add
https://www.publications.qld.gov.au/dataset/cultural-capability-resource/resource/96052f24-0816-4109-8e55-394095698add
https://www.publications.qld.gov.au/dataset/cultural-capability-resource/resource/96052f24-0816-4109-8e55-394095698add
https://www.safetyandquality.gov.au/publications-and-resources/resource-library/person-centred-organisations-self-assessment-tool
https://www.safetyandquality.gov.au/publications-and-resources/resource-library/person-centred-organisations-self-assessment-tool
https://www.safetyandquality.gov.au/our-work/partnering-consumers/partnering-consumers-guide-consumers
https://www.safetyandquality.gov.au/our-work/partnering-consumers/partnering-consumers-guide-consumers
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4. �Support health workers to deliver  
safer care through evidence-based 
training and resources

Health services and systems need to ensure they are fostering 
an environment where health workers feel supported and have 
the knowledge, skills, and resources to provide safer care. The 
Professionals-EAC discussed that health workers have the right to 
be and feel safe; and acknowledged that exposure to trauma may 
affect their ability to provide trauma-transformative approaches to 
care. This is reflected in research where health workers involved in 
the care of people with intellectual disability felt secondary trauma 
and burnout in the absence of support (McNally et al., 2022; Mercer 
et al., 2023; Truesdale et al., 2019). Delivering trauma-transformative 
practice requires supporting the wellbeing of health workers.

Workforce capabilities are another key component of trauma-
transformative practice. Starting with new recruits through to 
senior leadership, ongoing training, resources, and professional 
development should be provided for trauma-transformative 
practice, (Tucci et al., 2024) and for the human rights and needs 
of persons with disabilities as outlined in Article 25 of the CRPD 
(2006). This knowledge must then be integrated within the 
knowledge and practices that are specific to the health service, in 
line with Article 26 which promotes the “development of initial and 
continuing training for professionals and staff working in habilitation 
and rehabilitation services”. 
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This allows for a broader, transformative understanding of how 
trauma can impact people with intellectual disability, as well as 
health workers; and the role that health services play in supporting 
people after traumatic experiences. 

Actions

Health Services to:

4a.

Provide training that:

i.	 Is role-appropriate in the delivery of trauma-
transformative practice.

ii.	 Equips health workers with knowledge, skills and 
confidence to support people with intellectual disability.

iii.	 Assists health workers to engage in reflective (thinking 
back on your experience) and reflexive practice 
(examining your role, assumptions, and influence) (see 
resource 4.1 for the Reflective Practice Workbook).

iv.	 Builds the capacity of health workers to understand 
their own wellbeing needs so they know when they 
need to access wellbeing support.

(Strong)

EB

4b.

Recognise that exposure to trauma and violence can affect 
health workers’ wellbeing and capacity to provide safe, 
effective care.

i.	 Wellbeing support should be prioritised, clear and 
accessible (e.g. Employee Assistance Programs).

(Conditional)

CB

4c.
Promote a culture where wellbeing, safety, and help-
seeking are supported.

(Strong)
EB

Note. EB = evidence-based; CB = consensus-based
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Monitoring

	• Regular supervision that considers the impact of individual, 
social and environmental factors.

	• Consider the use of consensual recording of appointments to 
evaluate adherence to trauma-transformative practice.

	• Establish formal methods to provide feedback on strategies and 
barriers of trauma-transformative practice.

	• Use assessments to monitor health worker’s levels of quality of 
life (e.g. Professional Quality of Life Scale; see resource 4.3.

Resources

4.1 �Clinical Excellence Commission - Reflective Practice Workbook | 
NSW Government 

4.2 �Laying the Groundwork for Trauma-Informed Care | Center for 
Health Care Strategies 

4.3 �Professional Quality of Life (ProQoL)

https://www.cec.health.nsw.gov.au/__data/assets/pdf_file/0010/750529/reflective-practice-workbook.pdf
https://www.cec.health.nsw.gov.au/__data/assets/pdf_file/0010/750529/reflective-practice-workbook.pdf
https://www.traumainformedcare.chcs.org/resource/laying-the-groundwork-for-trauma-informed-care/
https://www.traumainformedcare.chcs.org/resource/laying-the-groundwork-for-trauma-informed-care/
https://proqol.org/
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5. �Build a culture where everyone feels safer 
and valued

The Living Experience-EAC valued health services that felt “safe 
and comfortable” and described positive care experiences as 
those in which health workers “made [them] feel safe.” In trauma-
transformative terms, this aligns with relationally integrative 
practice (Tucci et al., 2024). At a service level, this means 
establishing care processes and a culture that supports the person 
with intellectual disability to feel safer, welcomed, and valued 
during health care. 

The Living Experience-EAC emphasised that a continuing, non-
judgemental relationship should form the basis of therapeutic 
alliance, with one member stating that “it’s just about [health 
workers] building relationships with you for you to feel safe.” 
The Professionals-EAC also commented that feeling safer is 
relational and bidirectional, with one member noting, “We cannot 
provide safety if we ourselves do not feel safe.” This highlights 
the importance of fostering continuity, consistency, and relational 
approaches to care across the service, rather than limiting safety 
to isolated interactions during care. Relational safety depends 
on a workforce culture and service processes that enable health 
workers to provide safe and responsive care, while also feeling 
safe, and is a key component of trauma-transformative practice. 



40  |  National Centre of Excellence in Intellectual Disability Health 41  |  National Centre of Excellence in Intellectual Disability Health

Actions

Health Services to:

5a.

Foster a healthcare environment where everyone feels 
safer, welcomed, and respected.

i.	 This includes the person with intellectual disability, 
their family, carers and support people, and other 
health workers in the care team.

ii.	 The service culture should support authentic, 
consistent, and non-judgemental interactions. 

(Strong)

EB

5b.

Put processes in place to support clear, accessible 
explanations and the involvement of support people in 
communication where needed.

(Strong)

EB

5c.

Maintain respectful and consistent relationships between 
everyone.

i.	 Establish consent, roles, and boundaries within care 
relationships and between the care team.

(Strong)

EB

5d.

Provide support after initial appointments or treatment (e.g. 
follow-up appointments, referrals, resources, check-ins).

i.	 Also offer psychological support or counselling to 
everyone.

(Strong)

CB

Note. EB = evidence-based; CB = consensus-based
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Monitoring

	• Establish systems that enable delivery of safer processes. For 
example, documentation systems and clinical alerts for required 
adjustments, behaviours, and relevant trauma history.

	• Assess relational safety of the person (see resource 5.1).

	> Where possible, assess in collaboration with the person with 
intellectual disability (e.g. I START Toolkit for social and sexual 
safety of people with intellectual disability; see resource 5.2)

Resources

5.1 �Measures of patient safety culture | Australian Commission on 
Safety and Quality in Health Care

5.2 �National Guidelines for workers to create social and sexual 
safety for, and with, people with disability | Safer Me Safer You

5.2.1 I START Toolkit (link above)

5.3 �Australian Open Disclosure Framework - Better 
communication, for better care | Australian Commission on 
Safety and Quality in Health Care

https://www.safetyandquality.gov.au/our-work/indicators-measurement-and-reporting/patient-safety-culture/measures-patient-safety-culture
https://www.safetyandquality.gov.au/our-work/indicators-measurement-and-reporting/patient-safety-culture/measures-patient-safety-culture
https://safermesaferyou.org.au/projects/guidelines
https://safermesaferyou.org.au/projects/guidelines
https://www.safetyandquality.gov.au/resources/australian-open-disclosure-framework-better-communication-better-care
https://www.safetyandquality.gov.au/resources/australian-open-disclosure-framework-better-communication-better-care
https://www.safetyandquality.gov.au/resources/australian-open-disclosure-framework-better-communication-better-care
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6. �Make the service environment more 
inclusive and accessible

Accessible service environments enhance health care experiences 
for people with intellectual disability (Heslop et al., 2018; 
Lokman et al., 2025; Malapela, 2024; Marsden & Giles, 2015). 
This recommendation expands understanding of the concept 
of reasonable adjustments. It involves collaborating with the 
person with intellectual disability to understand their preferences 
and support needs. This was consistently raised by both Expert 
Advisory Committees. The Living Experience-EAC discussed a 
participant’s MRI scan, “I was allowed to keep my teddy with me… So, 
I thought because I’ve got anxiety issues and sensory issues as well, 
that really did help…”  

What specifically makes the service environment more accessible 
depends on the person with intellectual disability. For some it 
may be consideration of the sensory environment including light, 
sounds, texture and comfort of furniture. For others — visual aids, 
plain language resources, interpreters/support people, or holding 
appointments in homes or places where they regularly spend 
time. A family member reflected on a time when the environment 
had a negative impact on the health care interaction for their 
daughter “She couldn’t even see over the desk... Independence was 
really important to her.” Article 9 of the CRPD (2006) affirms this 
call for accessibility, “…to enable persons with disabilities to live 
independently and participate fully in all aspects of life…”
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Trauma-transformative practice advocates for a collaborative and 
participatory driven approach (Tucci et al., 2024). This ensures 
the person with intellectual disability is responded to holistically 
through the shared lens of their preferences and living experience. 
Unfortunately, there may be barriers when implementing 
adjustments in some contexts (for example, hospitals) due to clinic 
constraints, or policy and compliance requirements. However, 
trauma-transformative practice calls for organisational change (Tucci 
et al., 2024), which means advocacy and lobbying for the resources 
required to make service environments more accessible is needed.
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Actions

Health Services to:

6a.

Provide logistical reasonable adjustments to reduce distress 
and support access to care (for examples see resource 6.1).

i.	 Offer longer appointments where needed.
ii.	 Offer care in less restrictive settings where appropriate 

and feasible (e.g. the person’s home or community, or 
via teleconferencing or phone).

(Strong)

EB

6b.

Provide environmental reasonable adjustments to reduce 
distress and support access to care (for examples see 
resource 6.1).

i.	 Sensory (e.g. comfort and sensory items, rooms with 
dimmed lighting).

ii.	 Communication (e.g. respectful pacing, clear 
explanations, no pressuring, offering accessible 
communication formats).

iii.	 Physical (e.g. mobility aids, assistive technology, 
comfortable seating).

(Strong)

EB

6c.

Put clear escalation pathways in place so health workers 
know how to seek approval for reasonable adjustments 
when barriers arise.

(Conditional)

GPS

Note. EB = evidence-based; GPS = good practice statement
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Monitoring	

	• Use the Australian Commission on Safety and Quality in Health 
Care’s four steps to making reasonable adjustments (see 
resource 6.2).

	> Plan — for reasonable adjustment
	> Understand — the person and their disability
	> Communicate — directly with the person
	> Act — on a person’s health needs

	• Environmental auditing tools (see resource 6.3).

Resources

6.1 �Reasonable adjustments | Australian Commission on Safety 
and Quality in Health Care

6.2 �Four Steps to Making Reasonable Adjustments - Fact Sheet | 
Australian Commission on Safety and Quality in Health Care

6.2.1 Infographic Poster

6.3 �Neuro-affirming Environment Audit Tool: Health | National 
Autism Implementation Team 2025 (also designed for adults 
with intellectual disabilities) 

https://www.safetyandquality.gov.au/our-work/intellectual-disability-and-inclusive-health-care/reasonable-adjustments
https://www.safetyandquality.gov.au/our-work/intellectual-disability-and-inclusive-health-care/reasonable-adjustments
https://www.safetyandquality.gov.au/publications-and-resources/resource-library/intellectual-disability-actions-clinicians-fact-sheet
https://www.safetyandquality.gov.au/publications-and-resources/resource-library/intellectual-disability-actions-clinicians-fact-sheet
https://www.safetyandquality.gov.au/publications-and-resources/resource-library/me-intellectual-disability-actions-clinicians-infographic-poster
https://nait.scot/wp-content/uploads/2025/07/NEAT-Health-Short-Form-2025.pdf
https://nait.scot/wp-content/uploads/2025/07/NEAT-Health-Short-Form-2025.pdf
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7. �Ensure different health workers, services, 
and systems stay connected and work 
together

Quality and equitable health care with those with intellectual 
disability depends on health workers, services, and systems 
staying connected and working collaboratively. A reflection from 
the Living Experience-EAC was about a new physiotherapist who 
became involved in the care team of one of the members, their 
support person said, “it really helped you were supported by Mum 
and Dad, and they had some communication with the physiotherapist. 
We all worked together as a team and that helped a lot.” 

Care should be “based on the multidisciplinary assessment of 
individual needs and strengths” (CRPD, 2006). This means sharing 
information, using clear communication, and creating smooth 
pathways between services so no one falls through gaps. 
Members of the Professionals-EAC advocated for partnerships with 
consumer experts to protect these gaps and foster authentic and 
safe outcomes. A family member reflected on a time when she felt 
her daughter fell through the gaps, “If there was that person that 
coordinated the safe transition home, then that could have potentially 
saved her life.” 
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Trauma-transformative practice is inherently a multi-disciplinary 
collaboration and a congruence of language and shared meaning 
between organisations and practitioners. This is essential when 
working with the person with intellectual disability as they are 
often engaged with multiple services. When hospitals, GPs, allied 
health, disability services, and community support coordinate their 
work, care becomes safer, more consistent, and easier to navigate 
(Keesler, 2016; Rich et al., 2021; Truesdale et al., 2019). Strong 
relationships, shared planning, and a common understanding of 
the person’s needs help everyone provide care that is respectful, 
timely, and truly person-centred. At a systems level, leadership 
must ensure that multi-disciplinary care pathways are accessible 
and integrated.
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Actions

Health Systems to:

7a.

Design care pathways (see resource 7.1) and transitions 
(see resource 7.2) in partnership with the person and, 
where appropriate, their family, carers, support people, and 
involved health workers.

i.	 Ensure they are clear, accessible, and responsive.
ii.	 Integrate them to reduce fragmentation and barriers 

between services.
iii.	 Focus care coordination on outcomes that matter to the 

person (e.g. quality of life, care satisfaction).
iv.	 Include health workers and advisors with living 

experience in the design and improvement of care 
pathways.

(Strong)

EB

7b.
Establish clear leadership and accountability for 
coordinating care pathways across services and systems. 

(Conditional)
EB

7c.

Ensure collaboration and continuity between all 
stakeholders, including providers and settings.

i.	 Identify and partner with/consult relevant specialist 
intellectual disability health teams, if available.

(Conditional)

EB

7d.
Put clear processes in place for sharing information across 
stakeholders.

(Strong)
CB
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Health Systems to:

7e.

Utilise and promote health resources (see resource 7.3) to 
support continuity and consistency of care, e.g. 

i.	 My Health Matters folder.
ii.	 Julian’s Key Health Passport.

(Strong)

GPS

Note. EB = evidence-based; CB = consensus-based; GPS = good practice 
statement
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Monitoring

	• Ensure people with intellectual disability are involved in co-
developing and planning models of care to ensure good cross-
sectoral care (see resource 7.4).

	• Partner with paid experts with living experience for consultation 
and guidance.

Resources

7.1 �Australian models of healthcare for people with intellectual 
disability - A scoping review | National Centre of Excellence in 
Intellectual Disability Health

7.2 �Transitions of care for people with intellectual disability - Easy read 
| Australian Commission on Safety and Quality in Health Care

7.3 �Personal Health Resources for people with intellectual 
disability

7.3.1 My Health Matters folder | Council for Intellectual 
Disability

7.3.2 Assembling an Admission2Discharge (A2D)  
Together Folder | South Eastern Sydney Local Health District

7.3.3 Julian’s Key Health Passport | Queensland Health

7.4 �Chapter 3: Partnering with Consumers| Australian Commission 
on Safety and Quality in Health Care

https://apo.org.au/sites/default/files/resource-files/2025-08/apo-nid332162_2.pdf
https://apo.org.au/sites/default/files/resource-files/2025-08/apo-nid332162_2.pdf
https://apo.org.au/sites/default/files/resource-files/2025-08/apo-nid332162_2.pdf
https://www.safetyandquality.gov.au/publications-and-resources/resource-library/transitions-care-people-intellectual-disability-easy-read
https://www.safetyandquality.gov.au/publications-and-resources/resource-library/transitions-care-people-intellectual-disability-easy-read
https://cid.org.au/mhm-download/
https://cid.org.au/mhm-download/
http://a2d.healthcare/resources/
http://a2d.healthcare/resources/
https://www.health.qld.gov.au/public-health/groups/people-with-disability/julians-key
https://www.safetyandquality.gov.au/standards/nsqhs-standards/partnering-consumers-standard
https://www.safetyandquality.gov.au/standards/nsqhs-standards/partnering-consumers-standard
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8. �Establish strong, positive leadership  
and a committed workforce

Health services and systems need strong, positive leadership and 
committed health workers to provide trauma-transformative care 
(Tucci et al., 2024). When teams have clear guidance, ongoing 
learning, and a culture that encourages openness rather than 
blame, and curiosity instead of judgement; they are better 
equipped to provide care that is healing, consistent, and centred 
on the person with intellectual disability (Bryson et al., 2017; 
Fernández et al., 2023). This means leaders who model respect, 
safety, and compassion, and who create environments where 
health workers feel supported, valued, and encouraged to engage 
in reflective and reflexive practice. 

The Professionals-EAC reflected that often the “culture of inclusivity 
is missing at the top-down level” and made calls for more senior staff 
to get involved in all aspects of training and discussion, rather than 
just leaving the responsibility to the health workers directly involved 
in health care. This notion is set in the General Obligations of the 
CRPD (2006) which calls on organisations to, “take all appropriate 
measures, including legislation, to modify or abolish existing laws, 
regulations, customs and practices that constitute discrimination 
against persons with disabilities” and “take into account the protection 
and promotion of the human rights of persons with disabilities in 
all policies and programmes”. A strong leadership team sets the 
foundation for trauma-transformative practice to grow and remain 
sustainable among services and staff over the long term.
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Actions

Health Systems to:

8a.

Train directors, senior leaders, and managers in trauma-
transformative practice.

i.	 Involve senior staff in training, reflection, and ongoing 
discussion about trauma-transformative practice.

(Strong)

CB

8b.
Embed trauma-transformative values and approaches 
across organisational policy, systems, and governance.

(Strong)
CB

8c.

Establish a dedicated disability liaison officer to ensure 
responsive care and identify gaps in care quality and safety 
(see resource 8.1).

(Strong)

GPS

8d.

Invest in a workforce culture that supports safe, skilled, and 
trauma-transformative practice.

i.	 Recruit, train, and retain health workers (particularly 
front-facing health workers and social workers) with the 
knowledge, skills, and support needed to provide high-
quality care.

(Conditional)

CB
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Health Systems to:

8e.

Include the voice of living experience.

i.	 Share power and governance in genuinely inclusive ways 
across planning and decision-making.

ii.	 Improve and develop resources, procedures, and service 
improvements through co-production (see resource 8.1).

(Conditional) 

CB

8f.

Integrate data systems to monitor key safety and quality 
indicators, including restrictive practices and chemical 
restraint.

(Conditional)

GPS

8g.

Ensure organisational policy addresses health workers’ 
burnout, moral injury, and wellbeing through clear and 
accessible system supports.

(Conditional)

GPS

Note. CB = consensus-based; GPS = good practice statement
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Monitoring

	• Monitor high-impact safety indicators (e.g. restrictive practices, 
chemical restraints; see resource 8.2).

	• Use the Trauma-Informed Care and Practice Organisational 
Toolkit (see resource 8.3) to audit policies and procedures.

	• Ongoing review of trauma-transformative culture against the 
Handbook of Trauma-Transformative Practice (see resource 8.4).

	• Build a shared understanding of trauma-transformative practice.
	• Leadership should seek health workers’ feedback on trauma-

transformative processes.
	• Team case studies with evaluation of cases involving trauma.

Resources

8.1 �Partnering with Consumers Standard | Australian Commission 
on Safety and Quality in Health Care

8.1.1 �Effectiveness of a Disability Liaison Officer service in a 
metropolitan emergency department (O’Shannessy 2025)

8.2 �Indicators, measurement and reporting | Australian 
Commission on Safety and Quality in Health Care

8.2.1 �Psychotropic Medicines in Cognitive Disability or 
Impairment Clinical Care Standard | Australian 
Commission on Safety and Quality in Health Care

8.3 �Trauma-informed Care and Practice Organisational Toolkit 
(TICPOT) | Mental Health Coordinating Council

8.4 The Handbook of Trauma-Transformative Practice (Tucci et al. 
2024)

https://www.safetyandquality.gov.au/standards/nsqhs-standards/partnering-consumers-standard
https://www.safetyandquality.gov.au/standards/nsqhs-standards/partnering-consumers-standard
https://onlinelibrary.wiley.com/doi/full/10.1111/1742-6723.14513
https://onlinelibrary.wiley.com/doi/full/10.1111/1742-6723.14513
https://www.safetyandquality.gov.au/our-work/indicators-measurement-and-reporting
https://www.safetyandquality.gov.au/our-work/indicators-measurement-and-reporting
https://www.safetyandquality.gov.au/standards/clinical-care-standards/psychotropic-medicines-cognitive-disability-or-impairment-clinical-care-standard
https://www.safetyandquality.gov.au/standards/clinical-care-standards/psychotropic-medicines-cognitive-disability-or-impairment-clinical-care-standard
https://www.safetyandquality.gov.au/standards/clinical-care-standards/psychotropic-medicines-cognitive-disability-or-impairment-clinical-care-standard
https://mhcc.org.au/resource/ticpot-stage-1-2-3/
https://mhcc.org.au/resource/ticpot-stage-1-2-3/
https://www.compassaustralia.com.au/product/the-handbook-of-trauma-transformative-practice
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9. Treat everyone with respect, compassion, 
and kindness

Everyone deserves to be treated with respect, compassion, and 
kindness. This includes health workers and other staff, people 
with intellectual disability, and their families and supporters. A 
member of the Living Experience-EAC described the importance of 
something as simple as a smile, “It all just goes back to if the doctor 
or the nurse has got a smile on their face as well… Make your patient 
think it’s gonna be OK, I know what I’m doing, I know what I’m talking 
about, here to help…their body language is really important.” 

Being treated with respect, compassion and kindness is the basis of 
trust. The Living Experience-EAC said, “trust is basically everything.” 
They also reflected that “patience and compassion is important to 
let them [the person with intellectual disability] know they’re safe”. 
Trauma-transformative practice has a strong focus on compassion, 
which, alongside trust, cultivates empathy and understanding 
towards everyone’s unique experiences (Tucci et al., 2024). 
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To build trust, it is imperative that health workers are responsive 
and sensitive to the needs of the person with intellectual disability, 
including experiences of shame and loss. It is important that 
health workers clearly explain each step of the process and 
reassure them throughout. This was highlighted by a member 
of the Living Experience-EAC who said, “If they don’t reassure you, 
things are going to be fine, things will be OK... If they don’t say that, 
you’re not going to want to trust them again.” If a mistake occurs, 
be open and transparent by immediately acknowledging what 
happened and take accountability when appropriate. A member of 
the Living Experience-EAC shared a story of a healthcare incident 
where they fell off their bed, “they should have like, as soon as 
it happened... they should have at least told my mum, ‘Hey, this is 
what’s happened. She’s OK, but we’ve addressed it, I’m sorry that that 
happened.’” Trust is more likely to be damaged by a perceived lack 
of openness and communication after an incident, rather than by 
the incident itself. 
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Actions

All to:

9a.

Build trust through clear and honest communication, 
teamwork, and genuine rapport, including family, carers, 
and support people where appropriate.

(Strong)

EB

9b.
Always respect the person’s privacy.

(Strong)
CB

9c.

Clearly explain why assessments, procedures, and other 
aspects of care are needed, particularly during supported 
decision-making.

i.	 See 2e and 2f for further details on supported decision-
making.

ii.	 Be open and transparent during disclosures (see 
resource 9.1).

(Conditional)

EB

9d.
Show genuine care, compassion, and kindness in all 
interactions.

(Strong)
EB

9e.

Consider using clear indicators of accessibility and 
experience in working with people with intellectual 
disability (e.g. sunflower lanyard).

(Strong)

GPS

9f.
Use open, respectful body language that helps the person 
with intellectual disability feel at ease.

(Strong)
CB
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All to:

9g.

Establish informed consent and boundaries in collaboration 
with the person with intellectual disability, their families, 
carers, and support people, and representative decision-
makers.

i.	 See 2e and 2f for working with substitute decision-
makers.

(Strong)

CB

9h.
Offer calm, reassuring verbal and non-verbal 
communication.

(Strong)
CB

9i. 

Consider unconscious biases and examine them with 
reflexive practice when working with the person, to remain 
open-minded, responsive and compassionate.

(Strong)

GPS

Note. EB = evidence-based; CB = consensus-based; GPS = good practice 
statement
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Monitoring
	• Reporting pathways for incidents and complaints (see resource 

9.1).
	• Monitor practice to ensure it is compassionate (see resource 9.3 

for possible tools).

	> If the person with intellectual disability has capacity, ask 
them to evaluate compassionate care.  If necessary, involve 
families, carers and support people

	• Monitor the person with intellectual disability’s level of distress 
throughout care (see resource 9.4).

Resources

9.1 �Australian Open Disclosure Framework - Better 
communication, for better care | Australian Commission on 
Safety and Quality in Health Care

9.2 �Fact Sheet: Preparing and participating in open disclosure 
discussions | Australian Commission on Safety and Quality in 
Health Care

9.3 �See Me. Hear Me. Respect Me. campaign resources for adults | 
Queensland Health

9.4 �Understand and respect my rights and care preferences” Working 
with people with intellectual disability | Queensland Health 

9.5 �An Interactive Tool for Selecting the Best Measure to Assess 
Compassion Across the Healthcare System | Compassion Measure 

9.6 Disability Distress Assessment Tool (DisDAT)

9.7 �Human Rights Act 2019 - Queensland Legislation - Queensland 
Government

https://www.safetyandquality.gov.au/resources/australian-open-disclosure-framework-better-communication-better-care
https://www.safetyandquality.gov.au/resources/australian-open-disclosure-framework-better-communication-better-care
https://www.safetyandquality.gov.au/resources/australian-open-disclosure-framework-better-communication-better-care
https://www.safetyandquality.gov.au/sites/default/files/2022-01/preparing_and_participating_in_open_disclosure_discussions.pdf
https://www.safetyandquality.gov.au/sites/default/files/2022-01/preparing_and_participating_in_open_disclosure_discussions.pdf
https://www.health.qld.gov.au/public-health/groups/people-with-disability/see-me-hear-me-respect-me-campaign/for-adults
https://www.health.qld.gov.au/public-health/groups/people-with-disability/see-me-hear-me-respect-me-campaign/for-adults
https://www.health.qld.gov.au/__data/assets/pdf_file/0028/1459531/Fact-Sheet-Intellectual-Disability-SeeMe-HearMe-RespectMe.pdf
https://www.health.qld.gov.au/__data/assets/pdf_file/0028/1459531/Fact-Sheet-Intellectual-Disability-SeeMe-HearMe-RespectMe.pdf
https://www.compassionmeasure.com/blog/the-compassion-calculator-health-system-compassion-measures
https://www.compassionmeasure.com/blog/the-compassion-calculator-health-system-compassion-measures
https://connect.humber.nhs.uk/wp-content/uploads/2024/09/Dis-DAT_Tool.pdf
https://www.legislation.qld.gov.au/view/whole/html/asmade/act-2019-005
https://www.legislation.qld.gov.au/view/whole/html/asmade/act-2019-005
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