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Regular access to health care 
January 2025
Key points
Participants have a right to maintain good physical, oral and mental health.
People with disability can experience barriers to accessing health care which can result in poor health, chronic disease, mental health conditions and early death.
Accessing health care services regularly can reduce health risks and poor health outcomes by preventing illness or diagnosing and treating problems early. 
Providers should monitor participants’ health and wellbeing, and support participants to maintain their health. This includes supporting participants to access health care services and health checks.
A Comprehensive Health Assessment Program (CHAP) identifies health issues and conditions that are preventable for people with intellectual disability. It enables management of health needs and reduces health risks and poor health outcomes.
Risk of poor health for people with disability
[bookmark: _Ref153804651][bookmark: _Ref153802204][bookmark: _Ref153806404][bookmark: _Ref153806477][bookmark: _Ref153805418][bookmark: _Ref153806873][bookmark: _Ref153815913]People with disability are at greater risk of poor health, chronic conditions, and developing health problems and mental health conditions.[endnoteRef:1],[endnoteRef:2],[endnoteRef:3],[endnoteRef:4] People with disability also have poorer access to health care services and inadequate attention to care needs compared to people without disability4,[endnoteRef:5] resulting in greater unmet health care needs.[endnoteRef:6],[endnoteRef:7],[endnoteRef:8],[endnoteRef:9] This can affect quality of life and increase severe illness and early death.8,[endnoteRef:10],[endnoteRef:11],[endnoteRef:12],[endnoteRef:13],[endnoteRef:14],[endnoteRef:15] [1:  Australian Institute of Health and Welfare (2022) Health of people with disability, Australian Institute of Health and Welfare, accessed 28 July 2023.]  [2:  Campbell ML, Sheets D and Strong PS (1999) ‘Secondary Health Conditions Among Middle-Aged Individuals with Chronic Physical Disabilities: Implications for Unmet Needs for Services’, Assistive Technology, 11(2):105–122, doi:10.1080/10400435.1999.101.]  [3:  VicHealth (2012) Disability and health inequalities in Australia: research summary [PDF 432.21KB], VicHealth, accessed 28 July 2023.]  [4:  Havercamp SM and Scott HM (2015) ‘National health surveillance of adults with disabilities, adults with intellectual and developmental disabilities, and adults with no disabilities’, Disability and Health Journal, 8(2):165-72, doi:10.1016/j.dhjo.2014.11.002.]  [5:  Australian Institute of Health and Welfare (2017) Access to health services by Australians with disability, Australian Institute of Health and Welfare, accessed 29 July 2023.]  [6:  Horner-Johnson W, Dobbertin K, Lee JC and Andresen EM (2014) ‘Disparities in Health Care Access and Receipt of Preventive Services by Disability Type: Analysis of the Medical Expenditure Panel Survey’, Health Services Research, 49(6):1980-99, doi:10.1111/1475-6773.12195.]  [7:  Gulley SP and Altman BM (2008) ‘Disability in two health care systems: Access, quality, satisfaction, and physician contacts among working-age Canadians and Americans with disabilities’, Disability and Health Journal, 1(4):196–208, doi:10.1016/j.dhjo.2008.07.006. ]  [8:  Molloy R, Brand G, Munro I and Pope N (2023) ‘Seeing the complete picture: A systematic review of mental health consumer and health professional experiences of diagnostic overshadowing’, Journal of Clinical Nursing, 32(9-10):1662-1673, 1662-1673. doi:10.1111/jocn.16151.]  [9:  Krahn GL, Hammond L and Turner A (2006) ‘A cascade of disparities: Health and health care access for people with intellectual disabilities’, Mental Retardation and Developmental Disabilities Research Reviews,
12(1):70–82. doi:10.1002/mrdd.20098.]  [10:  Iffland M, Jorgensen M and Gillies, D (2023) ‘Contributing causes of mortality and potentially avoidable deaths of people with intellectual or learning disability: A data‐linkage study.’ British Journal of Learning Disabilities, 1-9. doi:10.1111/bld.12569]  [11:  Australian Institute of Health and Welfare (2017) Risk factors to health, Australian Institute of Health and Welfare, accessed 29 July 2023.]  [12:  Williams JS and Egede LE (2016) ‘The Association between Multimorbidity and Quality of Life, Health Status, and Functional Disability in Adults’, The American Journal of the Medical Sciences, 352(1):45-52, doi:10.1016/j.amjms.2016.03.004]  [13:  Glover G, Williams R, Heslop P, Oyinlola J and Grey J (2017) ‘Mortality in people with intellectual disabilities in England’, Journal of Intellectual Disability Research, 61(1):62-74. doi:10.1111/jir.12314.]  [14:  Reppermund S, Heintze T, Srasuebkul P, Reeve R, Dean K, Smith M, Emerson E, Snoyman P, Baldry E, Dowse L, Szanto T, Sara G, Florio T, Johnson A, Clements M, McKenzie K and Trollor J (2019) ‘Health and wellbeing of people with intellectual disability in New South Wales, Australia: a data linkage cohort’, BMJ Open, 9(9):e031624, doi:10.1136/bmjopen-2019-031624.]  [15:  Salomon C and Trollor J (2019) A scoping review of causes and contributors to deaths of people with disability in Australia, report to the NDIS Quality and Safeguards Commission, Department of Developmental Disability Neuropsychiatry UNSW.] 

A person’s individual social, medical and lifestyle factors can influence their health. People with disability can be at greater risk of health problems due to one or more of the following factors: 
Social determinants of health – non-medical factors can influence health outcomes such as income, education level, housing, unemployment and early childhood development.[endnoteRef:16],[endnoteRef:17] [16:  World Health Organization (n.d) Social determinants of health, WHO website, accessed 27 September 2023.]  [17:  Emerson E (2013) ‘Childhood exposure to environmental adversity and the well-being of people with intellectual disabilities’, Journal of Intellectual Disability Research, 57(7):589-600, doi:10.1111/j.1365-2788.2012.01577.x. ] 

Access to health care services – people with disability experience difficulties accessing health care services due to a variety of reasons such as lengthy waiting times, cost, inaccessible buildings, discrimination by health professionals, inaccessible communication and information, limited health literacy, lack of support, and lack of knowledge and understanding of disability from health care providers.4,5,6,[endnoteRef:18] [18:  Newton DC and McGillivray JA (2019) ‘Perspectives of carers of people with intellectual disability accessing general practice: “I’d travel to the ends of the earth for the right person”⁣’, Journal of Intellectual & Developmental Disability, 44(1):64-72, doi:10.3109/13668250.2017.1310821.] 

[bookmark: _Ref153813005]Type of disability or other health conditions – people with intellectual disability, people with vision impairment and people with two or more chronic conditions or disabilities are at the greatest risk and experience greater unmet health needs.4,6,10,[endnoteRef:19],  [19:  Australian Institute of Health and Welfare (2022) People with disability in Australia, Australian Institute of Health and Welfare, accessed 28 July 2023.] 

Diagnostic overshadowing – symptoms or changes in behaviour can be assumed as part of the person’s disability and not recognised as a sign of a health problem. This can cause health problems to go untreated.8 People with disability may communicate in ways that are specific to them and not understood by others. For example, people with intellectual disability may not be able to explain their symptoms or say they feel unwell.[endnoteRef:20] [20:  Monash Health Fact Sheet – Working with people with an intellectual disability in healthcare settings, Centre for Developmental Disability Health website, accessed 4 August 2023.] 

Lifestyle risk factors – some conditions and choices of a person can lead to developing health conditions or worsen existing ones for a variety of reasons such as poor diet and nutrition, lack of exercise, isolation, stress, smoking and alcohol intake.4 For more information on lifestyle risk factors and reducing risk, see Practice Alert: Lifestyle Risk Factors. 
Barriers to maintaining health – certain barriers exist for people with disability to manage their own health or affect what is in their control. For example, needing assistance to be physically active, or taking medication that increases appetite or affects behaviours.12 
[bookmark: _Ref158968033]These factors can lead to a person with disability at increased risk of: 8,10,[endnoteRef:21],[endnoteRef:22],[endnoteRef:23] [21:  Irwin KE, Park ER, Fields LE, Corveleyn AE, Greer JA, Perez GK, Callaway CA, Jacobs JM, Nierenberg AA, Temel JS, Ryan DP and Pirl WF (2019) ‘Bridge: Person-Centered Collaborative Care for Patients with Serious Mental Illness and Cancer’, The Oncologist, 24(7):901-910, doi:10.1634/theoncologist.2018-0488. ]  [22:  National Mental Health Commission (2016) Equally well consensus statement: Improving the physical health and wellbeing of people living with mental illness in Australia [PDF 2506KB], National Mental Health Commission.]  [23:  Heslop P and Lauer E (2023) ‘Strategies to prevent or reduce inequalities in specific avoidable causes of death for adults with intellectual disability: A systematic review’, British Journal of Learning Disabilities, doi:10.1111/bld.12576.] 

· Having more than one chronic condition, often a mental health disorder such as depression or anxiety, and/or secondary disability 
· Increased hospitalisation, longer hospital stays and post-surgery complications 
· Reduced functional capacity or reduced physical functioning
· Increased psychological distress
· Increased use of multiple medications (polypharmacy) 
· Misdiagnosis of symptoms 
· Respiratory illness and cardiovascular diseases
· Diabetes
· Cancer
· Dental problems
· Early death 
Many health problems experienced by people with disability can be prevented or reduced by managing health needs and accessing appropriate health care services regularly. 
Regular access to health care services 
[bookmark: _Ref153814274]Maintaining good physical and mental health is an important factor in a person’s quality of life and a way to maintain their independence and ability to continue to participate in society.[endnoteRef:24]  [24:  Drum CE, Krahn G, Culley C and Hammond L (2005) ‘Recognizing and Responding to the Health Disparities of People with Disabilities’, Californian Journal of Health Promotion, 3(3):29-42, doi:10.32398/cjhp.v3i3.647.] 

[bookmark: _Ref153814254]Regular access to health care services is part of preventive health care. Preventive health care are actions aimed to keep people healthy, and prevent the risk of poor health, illness, injury and early death.11,[endnoteRef:25],[endnoteRef:26] This can include regular and comprehensive health checks determined by their health professional. Health checks can include a physical exam, blood tests, cancer screening, vaccinations, swallowing tests and dental care.4,23,[endnoteRef:27] This can prevent health risks by finding and treating health and mental health conditions early before they become a problem or get worse,16,17,[endnoteRef:28] and support the management of health and chronic conditions.[endnoteRef:29],[endnoteRef:30] [25:  Australian Institute of Health and Welfare (2014) ‘8.1 Prevention for a healthier future’ in Australia's health 2014, AIHW, accessed 4 August 2023, doi:10.25816/5ec1e4122547e.]  [26:  Carey IM, Hosking FJ, Harris T, DeWilde S, Beighton C, Shah SM and Cook DG (2017) ‘Do health checks for adults with intellectual disability reduce emergency hospital admissions? Evaluation of a natural experiment’, Journal of Epidemiology and Community Health, 71(1):52–58, doi:10.1136/jech-2016-207557.]  [27:  Skoss R (2022) Health care for people who need extra support: A health literacy guide to support the health of people with a cognitive impairment or intellectual disability [PDF 14.6MB], Fremantle Institute for Health Research, The University of Notre Dame Australia, accessed 12 December 2023.]  [28:  Robertson J, Hatton C, Emerson E and Baines S (2014) ‘The impact of health checks for people with intellectual disabilities: an updated systematic review of evidence’, Research in Developmental Disabilities, 35(10):2450-62, doi:10.1016/j.ridd.2014.06.007.]  [29:  Moore G, du Toit A, Hutchinson J, Thompson S, Gordon R, Knight A, Graham E and Davenport D (2021) The effectiveness of comprehensive health assessments for people with a disability: an Evidence Snapshot, report to the Australian Commission on Safety and Quality in Health Care, Sax Institute.]  [30:  National Disability Service (2016) Chronic illness and people with disability: prevalence, prevention and management [PDF 272KB], National Disability Service, accessed 4 August 2023, , accessed 4 August 2023.] 

Some people with disability may be eligible for specific health assessments under Medicare. A health professional will be able to determine eligibility. See the Department of Health and Aged Care | MBS Health Assessments Items 701, 703, 705, 707 and 715 for further information.
Providers should monitor participants’ health, safety and wellbeing, and support participants to manage their health and access appropriate health care services under the Practice Standards of Provision of Supports Environment and Risk Management. 
Participants should be supported to regularly access health care services, take care of their health and improve their knowledge of health care. Providers should support participants in the following ways:
Monitor participants’ health
Early detection of changes in a participants’ health and wellbeing means that the participant can access health care services earlier and may prevent illness and health conditions from progressing. It is important to have good record keeping and knowledge of the participants’ usual health so that observed changes can be noted. Changes to observe include:
· Unexpected weight loss or gain
· Sudden change in eating habits
· Sudden breathlessness
· Drop in activity due to fatigue
· Expressions of pain  
· Changes in behaviour or functioning 
Providers should ensure participants are supported to promptly access a doctor when participants are unwell or changes to their usual health are noticed. 
Support participants to access health care services 
People with disability have health care needs and require access to health care services to meet these needs. Health care services can range from different health professionals such as their regular doctors, specialists, and other health professionals. A person’s care may require coordination between different health professionals. 
Consider the level of support and accessibility needs the participant has to make and attend the health appointment, or to have tests, scans or other procedures.
Where appropriate schedule longer appointment times to give adequate time for participants to discuss concerns. Consider encouraging family members or supporters to attend appointments to support participants health needs.
Time appointments on a day and time when it is likely to less busy. Often Mondays and Fridays are very busy times. Talk to the office and make a time that works for both the participant and the doctor.
Assist the participant to use their preferred method of communication during appointments.
Bring along any important health history, such as support plans, health care plans, any written records of health issues affecting the individual and list of medications including over the counter supplements.
Ensure that any information received from the health practitioner is provided to the participant in an accessible format.
Support the participant to participate in the development of their health care plan.
Work with the health practitioner to support the participant to understand their symptoms, treatment or health care plans and recommended changes.
Ensure that any health care recommendations are documented, implemented with the participant and monitored.
Support the participant to attend follow up and regular medical appointments including dental appointments. 
Using the Comprehensive Health Assessment Program to promote comprehensive health assessments for people with intellectual disability
Having regular health assessments is a key strategy to reduce health inequalities experienced by people with intellectual disability.23 Regular health assessments have been found to be help identify previously unrecognised health needs, promote healthy lifestyles and reduce preventable emergency admissions.23
The Comprehensive Health Assessment Program (CHAP) is a free evidence-based heath assessment tool that can be used to effectively screen for health needs that are commonly unrecognised or poorly managed for people with intellectual disability.[endnoteRef:31],[endnoteRef:32] [31:  Lennox N, Bain C, Rey-Conde T, Purdie D, Bush R. and Pandeya N (2007) ‘Effects of a comprehensive health assessment programme for Australian adults with intellectual disability: a cluster randomized trial’, International journal of epidemiology, 36(1):139–146, doi:10.1093/ije/dyl254.]  [32:  Lennox N, Bain C, Rey-Conde T, Taylor M, Boyle FM, Purdie DM, and Ware RS (2010) ‘Cluster randomized-controlled trial of interventions to improve health for adults with intellectual disability who live in private dwellings’, Journal of Applied Research in Intellectual Disabilities, 23(4):303–311, doi:10.1111/j.1468-3148.2009.00533.x.] 

The CHAP is a booklet that can be taken to the doctor to guide conversations and record and plan for health concerns. It involves the participant and doctor discussing and reviewing the participants’ medical history, current health conditions, medications and any lifestyle risks. It is a two-part questionnaire to compete with the participant, their support person and their doctor. 
1. Part one of the questionnaire asks about health history and is completed by the participant and/or with a support person. This is shared with the participant’s doctor.
2. Part two requires the doctor to fill in the rest the questionnaire working with the participant and their support person. The doctor will perform an assessment of the participant’s health. 
3. On completion of the doctor’s assessment, a health action plan can be made. This should be done in collaboration with the doctor, the participant and their support person.
It is important that providers support participants to follow their health care plan. This might include follow up appointments with other health professionals, changes to medication and additional tests.
The CHAP is available online and is free for use. 
Support participants to understand their health needs and to make informed health decisions 
Work with health professionals to support participants to understand their health through the provision of accessible health information. See Resources below for ideas and tools.
Support informed decision-making using the participant’s preferred communication methods. Involve the participant’s family, other supporters, or guardian in the decision-making process, where appropriate.
Encourage participants to let you know if they do not feel well using their preferred communication methods. Developing trust with a participant and knowing how they communicate will assist participants to tell you that they are unwell.  
If required, work with a speech pathologist to create or expand a personal communication system for the participant so that they have a way of communicating when they are unwell. This could include words, signs, symbols that can describe pain, nausea and fever, or anxiety, emotional distress.
Support the participant to be involved in carrying out their health care plan and any health-related routines. 
Provider obligations  
NDIS Code of Conduct 
Providers and workers must comply with the NDIS Code of Conduct when providing supports or services to NDIS participants.
The NDIS Code of Conduct requires all NDIS providers and workers who provide NDIS supports or services to NDIS participants to, among other things:
· Act with respect for individual rights to freedom of expression, self-determination and decision-making in accordance with applicable laws and conventions.
· Provide supports and services in a safe and competent manner with care and skill.
· Promptly take steps to raise and act on concerns about matters that may impact the quality and safety of supports and services provided to people with disability.
NDIS Practice Standards 
If you are a registered NDIS provider, you must comply with the NDIS Practice Standards contained in the National Disability Insurance Scheme (Provider Registration and Practice Standards) Rules 2018 as part of your conditions of registration. The NDIS Practice Standards relate to the delivery of safe, quality supports and services, and the management of risks associated with the supports you provide to NDIS participants.
To achieve compliance with the NDIS Practice Standards, providers should demonstrate compliance with the National Disability Insurance Scheme (Quality Indicators for NDIS Practice Standards) Guidelines 2018. The NDIS Commission’s guidance on the NDIS Practice Standards and Quality Indicators provides a further resource to assist registered NDIS providers to understand their obligations in relation to participants. 
The NDIS Practice Standards that are most relevant to this alert include: 
· Support planning: each participant is actively involved in the development of their support plans. Support plans reflect participant needs, requirements, preferences, strengths, and goals, and are regularly reviewed. 
· Access to supports: each participant accesses the most appropriate supports that meet their needs, goals and preferences.
· Responsive Support Provision: Each participant accesses responsive, timely, competent and appropriate supports to meet their needs, desired outcomes and goals.
· Incident Management: Each participant is safeguarded by the provider’s incident management system, ensuring that incidents are acknowledged, responded to, well-managed and learned from. 
· Information Management: Each participant’s information is managed to ensure that it is identifiable, accurately recorded, current and confidential. Each participant’s information is easily accessible to the participant and appropriately utilised by relevant workers. 
· Safe Environment: Each participant accesses supports in a safe environment that is appropriate to their needs.
· Risk Management: Risks to participants, workers and the provider are identified and managed.
Worker Capability 
Providers should consider how to increase NDIS workers’ training and skills in line with the NDIS Workforce Capability Framework. 
[bookmark: _Resources][bookmark: Resources]Resources 
About health and health care services 
These websites have information about staying healthy and getting a health or mental health assessment. There is also information on rights and ways to access health care.
Mental Health
· Resources | Department of Developmental Disability Neuropsychiatry (3DN) (unsw.edu.au) has tools and training resources for all audiences, including resources for people with lived experience of disability and Easy Read fact sheets on getting help with your mental health. 
Mental Health - Easy Read Information
· Preventive healthcare for people with intellectual disability | Department of Developmental Disability Neuropsychiatry (3DN) (unsw.edu.au) contains a 4-part Easy Read series on preventative health.
· Mental health - Council for Intellectual Disability (cid.org.au) and Tips to help mental health - Council for Intellectual Disability (cid.org.au) are Easy Read information about what mental health is, and tips for good mental health.
General Health Checks
· Our health fact sheets - Council for Intellectual Disability (cid.org.au) covers 30 topics in Easy Read about health and health services for people with intellectual disability. You can download the topics that interest you.
· Resources & Links – CDDH (monashhealth.org) contains health resources for people with an intellectual disability, families, carers, providers and health practitioners. 
· Health Care Guide (notredame.edu.au) is a comprehensive guide for families, carers, providers and health practitioners to better understand and meet the healthcare needs of people with cognitive impairment or intellectual disability. 
· IDEAS provides independent information for people with disability, family, carers and workers. This links to health resources.
· Find a health service | healthdirect is the national virtual public health information service with a web-based health directory.
· Your local Primary Health Network | Australian Government Department of Health and Aged Care can help participants, families and providers seek advice and assistance with information about health services, special interests and languages spoken. 
· Understanding your rights | Australian Commission on Safety and Quality in Health Care information about your health care rights and high quality standards of care.
· Department of Health and Aged Care | Medicare Benefits Schedule (MBS) Health assessment for people with an intellectual disability factsheet. The Medicare Benefits Schedule allows for brief, standard, long or prolonged consultation times with the doctor.
General Health Checks - Easy Read Information
· Yearly Health Check fact sheet - Council for Intellectual Disability (cid.org.au) tells you about yearly health checks at the doctors to help people with disability stay healthy in Easy Read.  
· Types of Health Checks fact sheet - Council for Intellectual Disability (cid.org.au) tells you about the different types of health checks in Easy Read.
· Goals of Care - Easy English | Australian Commission on Safety and Quality in Health Care  Easy Read information about your goals of health care.
Health assessment tools and resources
The following websites provide a variety of tools, easy read documents and resources to assist participants, families and NDIS workers with health appointments and procedures.
Participants, families and workers 
Adult Comprehensive Health Assessment Program (CHAP) – Annual Health Assessment for People with Intellectual Disability | Australian Government Department of Health and Aged Care is a validated tool to assist the participant and/or support person to gather information for a comprehensive health assessment for people with intellectual disability. Workers can assist the participant to gather information and provide it to the doctor for review. 
Health Screening Tool – Down Syndrome Australia provides information about additional health screenings that should be available to people with Down syndrome.
My Health Matters folder - Council for Intellectual Disability (cid.org.au) is an Easy Read folder created to improve communication between people with an intellectual disability and their healthcare providers and can be used to collect all of a person’s important health information. 
Microsoft Word - hc_symptoms_worksheet.doc (autismandhealth.org) is a worksheet to help you better describe your symptoms to talk to your healthcare providers.
Say less show more | Agency for Clinical Innovation (nsw.gov.au) is a collection of Easy Read and photo story resources explaining the steps involved in common medical procedures.
Carers and Family – Intellectual Disability Health Education by 3DN (idhealtheducation.edu.au) is an e-Learning resource for carers on intellectual disability mental health.
Communication Hub - Home highlights the importance of communication in everyday life and provides information for those with communication difficulties to empower themselves and others. 
Medical Encounter Communication Board (patientprovidercommunication.org) is a free downloadable communication sheet with images, simple questions and statements that may help communicating with health practitioners.
Providers
ABLEx Series - Queensland Centre for Intellectual and Developmental Disability - University of Queensland (uq.edu.au) is a self-paced learning series to improve the physical and mental health of people with intellectual disability.
E-Learning | Department of Developmental Disability Neuropsychiatry (3DN) (unsw.edu.au) is a health and mental health e-learning resource for workers and health professionals.
Working with people with intellectual disabilities (monashhealth.org) is an information sheet on working with people with intellectual disabilities in healthcare settings.
Intellectual Disability Resources | Agency for Clinical Innovation (nsw.gov.au) contains resources to support the healthcare of people with an intellectual disability.
Supported decision-making resources
The resources below are supported decision-making tool kits to assist participants and their families, guardians and providers learn about decision-making and choice.
It’s my Choice Toolkit! - Inclusion Melbourne is a five-booklet toolkit to assist people with a disability make choices about their life. 
Supported Decision Making | WA’s Individualised Services (waindividualisedservices.org.au) is a resource about understanding and doing supported decision-making.
Support My Decision – The A.C.T. Disability, Aged and Carer Advocacy Service (support-my-decision.org.au) contains information and questions that may help you make decisions and support decisions.
Supported decision-making and capacity | NSW Trustee and Guardian is a tool kit to assist people with disability, families, carers and providers to understand the need for supported decision-making.
IDEAS provides independent for information for people with disability, family, carers and workers. This links to supported decision-making resources.
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