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Intellectual disability 
Intellectual disability is a lifelong condition that 
originates in the developmental period. It affects 
a person’s ability to learn, communicate, retain 
information and undertake everyday activities.1 
People with intellectual disability have a wide range 
of capabilities and needs2 and their neurological, 
developmental and co-existing health conditions, 
circumstances and experiences vary considerably. 

Safety and quality issues 
in health care 

People with intellectual disability can have 
high healthcare needs, often multiple health 
conditions, with frequent hospital admissions. 
A person with intellectual disability is at high risk 
of poor health, chronic disease and premature 
death from preventable illness.3 

The evidence and feedback on safety and quality 
issues suggest that health care can be improved 
by focusing on: 
	■ Person-centred care 
	■ Delivery of comprehensive care
	■ The inclusion of disability safety and quality 

issues in clinical governance systems.

Comprehensive care
Comprehensive care is the coordinated delivery of 
health care that is aligned to the person’s goals of care 
and healthcare needs, with consideration of the effect 
of the person’s health issues on their life and wellbeing, 
and is clinically appropriate.4

Comprehensive care involves teams of health 
professionals working together. Team work and 
collaboration are essential, particularly if the person 
has complex needs. 

Comprehensive health care may begin in primary 
care, with regular comprehensive health assessments 
conducted by primary health care providers. 
These assessments may occur in partnership with 
the person, and where appropriate when support 
is required, with a family member or NDIS service 
provider. Collaborative comprehensive care planning 
provides greater choice and control for the person.5 
These are both aspects of the National Roadmap for 
Improving the Health of Australians with Intellectual 
Disability that will be implemented as part of the 
10 Year Primary Health Care Plan.
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Fact sheet 3
This fact sheet provides information to 
support clinicians to provide better health 
care to people with intellectual disability. 
It focuses on comprehensive care strategies. 

It is part of a series of fact sheets for 
health service organisations. The aim of the 
fact sheets is to support improvement in 
the quality of health care for people with 
intellectual disability. Reflective questions 
and suggested strategies are linked to actions 
in the National Safety and Quality Health 
Service Standards (NSQHS) Standards.
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https://www.ndis.gov.au/participants/working-providers/what-service-provider
https://www.ndis.gov.au/participants/working-providers/what-service-provider
https://www1.health.gov.au/internet/main/publishing.nsf/Content/national-roadmap-for-improving-the-health-of-Australians-with-intellectual-disability
https://www1.health.gov.au/internet/main/publishing.nsf/Content/national-roadmap-for-improving-the-health-of-Australians-with-intellectual-disability
https://www1.health.gov.au/internet/main/publishing.nsf/Content/national-roadmap-for-improving-the-health-of-Australians-with-intellectual-disability
https://www.safetyandquality.gov.au/our-work/cognitive-impairment/intellectual-disability-consultation
https://www.safetyandquality.gov.au/standards/nsqhs-standards
https://www.safetyandquality.gov.au/standards/nsqhs-standards
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Comprehensive care involves identifying and 
addressing social and economic inequalities and other 
circumstances that impact on a person’s health and 
well-being. Many people with intellectual disability 
experience multiple needs and complex circumstances. 
These may include co-occurring mental illness, 
multiple health conditions, communication difficulties 
or behaviours that impede the provision of care or 
their daily activities and creates a risk to the person 
or others. 

People may face circumstances such as lack of support, 
family stress, multiagency participation or involvement 
in criminal justice or the forensic system.1 In addition, 
disability discrimination may intersect with other forms 
of disadvantage. For example, First Nation Peoples 
with intellectual disability may face institutional racism 
and difficulties with accessing housing, transport, food 
and money.6 People with intellectual disability from 
culturally and linguistically diverse communities or from 
rural and remote areas also face additional barriers.5 

Communication and attitudinal barriers may mean that 
people with intellectual disability can be excluded from 
conversations, including about their own end-of-life 
care or that of their loved ones. This includes not being 
given the opportunity to learn about death and dying 
or to communicate their preferences for information 
and care if diagnosed with a life-limiting condition. 
They may even be physically excluded from saying 
good bye to people who are dying. 

Partnering with the person and their support people 
will enable relevant information to be collected 
and risks to be identified. It facilitates shared 
decision making on which to base the development 
of a comprehensive care plan. The individualised 
comprehensive care plan should address the person’s 
goals of care and healthcare needs, minimise risks of 
harm, include referral to specialist or follow up services 
and early discharge planning. Effective communication 
and understanding the person and their mental, 
cognitive, behavioural and physical conditions is 
described in the person-centred care fact sheet 2. 

Appropriate risk assessment should be undertaken 
to reduce the risks of harm from care for people with 
intellectual disability. Assessments should always be 
undertaken to reduce the risks of harm from the use of 
restrictive practices, the use of high risk medicines and 
inappropriate polypharmacy.7 

Safety and quality issues related 
to comprehensive care 
While some people with intellectual disability have 
good care experiences and outcomes, many may 
encounter safety and quality issues related to their 
comprehensive care, such as:
	■ Difficulty undertaking a clinical assessment when 

a person is unable to describe symptoms and is 
unaccompanied by someone who knows them

	■ Stressful diagnostic procedures, particularly in 
emergencies or if a person is unprepared 

	■ Lack of a comprehensive assessment, with 
symptoms attributed to the person’s disability 
and not fully investigated (known as diagnostic 
overshadowing).6 This can lead to delayed, missed or 
incorrect diagnoses8 

	■ Traumatic hospital experiences, with escalating 
responses from the person that can impede 
investigations and the provision of care and may 
create a risk of harm to the person or others. These 
behaviours in turn can lead to restrictive practices 
and further complications

	■ Lack of investigation of possible pain as a reason 
for onset or escalation of behaviours6, for example, 
people with intellectual disability are more likely 
to have oral health problems such as tooth decay, 
gum inflammation and mouth infections that 
go undetected9 

	■ Multiple health conditions with multiple medicines 
that are not adequately monitored

	■ Greater risk of mental health disorders 
with significant barriers in accessing mental 
health services

	■ Risks of harm related to psychotropic medicines 
used for co-existing mental health problems or to 
manage behaviours of concern, such as self-injury 
or aggression 

	■ Lack of collaboration across mental health, health, 
disability and aged care services for people with 
dual diagnosis and complex care needs, or who 
are ageing10

	■ Difficulties in obtaining diagnoses and disputes 
about whether a person in crisis is displaying 
behavioural or mental health issues and 
which discipline should be responsible for the 
person’s care1 

	■ Lack of teamwork and poor communication, leading 
to contradicting treatment recommendations.6CO
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https://www.safetyandquality.gov.au/our-work/comprehensive-care/essential-elements-comprehensive-care/essential-element-4-develop-single-comprehensive-care-plan
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How to support comprehensive 
care in your organisation 
To provide high quality health care for people with 
intellectual disability, health service organisations need 
to have systems and processes in place to support 
clinicians to: 

1  Undertake comprehensive clinical assessment
2  Identify, prevent or minimise risks of harm
3  Collaborate and work effectively in teams to 

develop the comprehensive care plan 
4  Safely deliver care and effectively manage 

transitions of care
5  Evaluate comprehensive care delivery against the 

patient’s goals of care. 

Determining how well a service is performing needs 
feedback from people with intellectual disability, 
carers, family and support people as well as the 
workforce. Feedback provides information on the gaps 
in comprehensive care and allows strategies to be 
developed to improve comprehensive care. 

The following reflective questions focus on specific 
issues of comprehensive care for intellectual disability: 

1  Comprehensive assessment

	■ How does the health service organisation identify 
children with developmental delay or adults with 
intellectual difficulties? Has this process been 
evaluated?

	■ What strategies are in place to minimise distress 
during procedures? 

	■ What processes for shared decision-making are in 
place that include the person and their identified 
support person in comprehensive planning?

	■ Are clinicians trained in understanding and 
discussing end of life care issues with people with 
intellectual disability? 

2  Risks of harm 

	■ Are the possible causes of behavioural changes 
in people with an intellectual disability routinely 
investigated? 

	■ Are disability support staff consulted, asked if there 
is a positive behaviour support plan in place and 
how it might translate to the health setting? 

	■ What policies and training opportunities exist to 
support clinicians to minimise and where possible 
avoid the use of restrictive practices? 

	■ Is the use of restrictive practices routinely monitored 
and reported to the governing body? 

	■ Are de-escalation techniques and other non-
pharmacological strategies11 to reduce distress 
included in training and education programs 
accessed by clinicians?

	■ Are people with intellectual disability included in the 
identification of people who have a higher risk of 
medication-related problems or potential harm from 
inappropriate polypharmacy? When a person at high 
risk is identified, does a medication review occur?7 

3  Collaboration 

	■ Does the health service organisation collaborate 
with external disability and aged care service 
providers to support pre-admission planning and 
coordinated follow up?

	■ Are clinicians supported to participate in intellectual 
disability clinical networks to foster interdisciplinary 
collaboration?

4  Transitions of care

	■ Are there agreed referral pathways and protocols 
to specialised disability health services (where 
available), mental health expertise, palliative care, 
and from paediatric to adult health services and to 
external disability and aged care services?

5  Evaluation

	■ Are the person and family member, carer or support 
person involved in reviewing the alignment of 
comprehensive care delivery with the person’s goals 
of care? 
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NSQHS Standards 
Improving the health care of people with intellectual 
disability requires health service organisations to meet 
the NSQHS Standards. While all actions in the NSQHS 
Standards apply to people with disability these two 
standards are particularly important: 
	■ Medication Safety Standard 
	■ Comprehensive Care Standard.

Actions in these standards that warrant specific 
consideration are in Table 1. 

Figure 1: The relevant NSQHS Standards

Person-
centred care 

for people 
with 

intellectual 
disability

Clinical 
Governance

Medication 
Safety

Comprehensive 
Care

Partnering with 
Consumers

Communicating 
for Safety

IMPORTANT IMPORTANT

Table 1: Relevant actions in the NSQHS Standards

NSQHS Standard Action Item

Medication 
Safety

4.05, 4.06 Medication reconciliation 

4.10 Medication review 

4.11 Information for patients 

4.12 Provision of a medicines list 

Comprehensive 
Care

5.04 

Designing systems to deliver comprehensive care:
	■ Develop, document and communicate comprehensive plans 
	■ Provide care in the setting that best meets their clinical needs
	■ Ensure timely referral to patients with specialist healthcare needs to 

relevant services 
	■ Identify, at all time, the clinician with overall accountability

5.05 Collaboration and teamwork 

5.10, 5.11 Screening of risk and clinical assessment 

5.12–5.14 Developing and using the comprehensive plan 

5.20 Comprehensive care at the end of life 

5.29, 5.30 Developing and using a system for caring for patients with cognitive impairment 

5.33, 5.34 Predicting, preventing and managing aggression and violence 

5.35 Minimising restrictive practices: restraint 
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Learning from others
Suggested strategies and resources for improving the 
care of people with an intellectual disability:

1  Comprehensive assessment

Comprehensive health assessments 

	■ There is a Medicare Benefits Schedule item 
that supports GPs to undertake annual health 
assessment for people with an intellectual disability 

	■ The comprehensive health assessment program 
(CHAP tool) is available from the University of 
Queensland 

	■ The Positive Cardiometabolic Health for People 
with an Intellectual Disability resources address the 
specific cardiometabolic health needs of people with 
an intellectual disability.

Dual diagnosis

	■ E-Learning | Department of Developmental 
Disability Neuropsychiatry (3DN) (unsw.edu.
au) provides health and mental health e-learning 
modules for disability support workers and 
professionals.

2  Risks of harm 

Medication safety 

	■ Australian Prescriber has an article on 
Prescribing psychotropic drugs to adults with an 
intellectual disability12

	■ The Responsible Psychotropic Prescribing to 
People with an Intellectual Disability Podcasts 
aim to educate health professionals on safe and 
effective prescribing practices for the treatment 
of mental health disorders in people with an 
intellectual disability.

Responding to behaviour 

	■ Caring for people displaying acute behavioural 
disturbance13 from Safer Care Victoria notes the 
importance of pain, in people with intellectual 
disability or autism as a possible underlying causes 
of acute behavioural disturbance

	■ Autism and developmental disability: Management 
of distress/agitation is the Royal Children’s Hospital 
Melbourne’s guidance on for inpatient management 
of anxiety, and agitation in young people with 
developmental disabilities (including autism) who 
may require medical or surgical care

	■ POSSUM Restraint-free Sedation for Kids is a model 
of care implemented at the Sunshine Coast Hospital 
and Health Service aimed at reducing anxiety and 
distress experienced by children as a result of 
previous medical procedure.

End of life 

	■ Talking End of Life with people with intellectual 
disability provides a series of modules and resources 
aimed at disability support professionals (DSPs), 
families, health professionals, and educators on 
how to teach people with intellectual disability about 
end of life. 

3  Collaboration 

	■ NSW Intellectual Disability Network, supported by 
the NSW Agency for Clinical Innovation (ACI) works 
to improve the experience and delivery of health 
care for people with intellectual disability through 
clinical leadership, research and education

	■ The Centre for Developmental Disability Health 
in Victoria supports mainstream health services 
to build their capacity to address the health 
needs of adults with intellectual and associated 
developmental disabilities

	■ Mater Intellectual Disability and Autism Service 
(formerly QCIDD) is a Queensland state-wide service 
that supports health practitioners and service 
providers to improve the health and wellbeing of 
adults with intellectual and neurodevelopmental 
disabilities 

	■ Queensland Metro South Disability Nurse 
Navigators support people with disability during 
hospital admission and work closely with the 
person’s GP and NDIS provider. 

4  Transitions of care

	■ Trapeze is the specialist adolescent chronic care 
service for the Sydney Children’s Hospitals Network 
that supports the transition from the children’s 
hospital to adult health services

	■ The Royal Australasian College of Physicians 
(RACP) has released a policy statement to support 
adolescents’ transition to adult health care.
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https://www1.health.gov.au/internet/main/publishing.nsf/Content/mbsprimarycare_mbsitem_intellectual_disability
https://qcidd.centre.uq.edu.au/resources/chap
https://www.3dn.unsw.edu.au/positive-cardiometabolic-health-ID
https://www.3dn.unsw.edu.au/positive-cardiometabolic-health-ID
http://E-Learning | Department of Developmental Disability Neuropsychiatry (3DN) (unsw.edu.au)
http://E-Learning | Department of Developmental Disability Neuropsychiatry (3DN) (unsw.edu.au)
http://E-Learning | Department of Developmental Disability Neuropsychiatry (3DN) (unsw.edu.au)
https://www.nps.org.au/australian-prescriber/articles/prescribing-psychotropic-drugs-to-adults-with-an-intellectual-disability
https://www.nps.org.au/australian-prescriber/articles/prescribing-psychotropic-drugs-to-adults-with-an-intellectual-disability
https://www.3dn.unsw.edu.au/education-resources/health-mental-health-professionals/positive-cardiometabolic-health-people-id/responsible-psychotropic-prescribing-people-intellectual-disability-podcasts
https://www.3dn.unsw.edu.au/education-resources/health-mental-health-professionals/positive-cardiometabolic-health-people-id/responsible-psychotropic-prescribing-people-intellectual-disability-podcasts
https://www.bettersafercare.vic.gov.au/clinical-guidance/emergency/acute-behavioural-disturbance
https://www.bettersafercare.vic.gov.au/clinical-guidance/emergency/acute-behavioural-disturbance
https://www.rch.org.au/clinicalguide/guideline_index/Autism_and_developmental_disability__Management_of_distress/agitation/
https://www.rch.org.au/clinicalguide/guideline_index/Autism_and_developmental_disability__Management_of_distress/agitation/
https://clinicalexcellence.qld.gov.au/improvement-exchange/possum-restraint-free-sedation-kids
https://www.caresearch.com.au/tel/
https://aci.health.nsw.gov.au/networks/intellectual-disability
https://cddh.monashhealth.org/
https://www.mater.org.au/midas
https://metrosouth.health.qld.gov.au/news/nurse-navigators-bridge-care-gap-for-patients-with-disability
https://metrosouth.health.qld.gov.au/news/nurse-navigators-bridge-care-gap-for-patients-with-disability
http://www.trapeze.org.au/content/referral-pathway
https://www.racp.edu.au/docs/default-source/advocacy-library/transition-to-adult-health-services-for-adolescents-with-chronic-conditions.pdf
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Fact sheet series
Other fact sheets in this series include: 

	■ Fact sheet 1: Intellectual disability – safety and 
quality issues

	■ Fact sheet 2: Intellectual disability – 
person‑centred care

	■ Fact sheet 4: Intellectual disability – governance
	■ Safe and high quality care for people with 

intellectual disability: Actions for clinicians.
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