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Introduction 
 
The Australian Association of Developmental Disability Medicine (AADDM) is an organisation of 
medical practitioners who specialise or have an interest in the health of the over 300,000 Australian 
children, adolescents and adults with intellectual disability (ID). The key aim of the AADDM is to 
improve the health of children, adolescents and adults with intellectual and developmental 
disability.  
 
We commend the Independent Hospital Pricing Authority (IPHA) for examining the evidence for 
adjustments to mental health care patients with concomitant ID.  The ANACC system is a new 
classification being established by IHPA to classify non-admitted care in the future. The new 
classification is being established with the aim of replacing the current Tier 2 Non-Admitted Services 
Classification with a more patient centric model that will benefit data capture and also be useful 
beyond ABF for policy and other purposes. The development of the ANACC builds on a significant 
program of work to refine the ABF framework for non-admitted care. 
 
There must be formal recognition in this new funding system that ID itself represents a risk for 
complexity of health care needs and poorer health outcomes. The health disadvantage for people 
with ID is stark. An analysis of NSW data highlights very high mortality rates in people with ID 
compared with the general population34, and that 38% of deaths are potentially avoidable in this 
group (over 2 x the proportion in the general population)35. Such stark differences in outcomes 
justified inclusion of this group as a specific focus in all healthcare initiatives, coding and outcomes 
analyses. 
 
ID is a complexity factor which needs to be accommodated in every aspect of health care in including 
non-admitted patient care services. For example, complexity for people with ID was clearly evident 
in an analysis of ambulatory mental health data (which is a non-admitted patient care dataset). In a 
recent analysis it was shown that service use profiles revealed that people with an ID had 1.6 times 
more face-to-face contacts, and a total face- to-face contact time which was 2.5 times longer than 
people without an ID36.  
 
An analysis of nationally representative GP data showed that people with ID had skewed 
demography, an over-representation of presentations for psychological, social and 'general and 
unspecified' reasons, and an under-representation of presentations for core physical health and 
preventive health measures. Administrative rather than medically related reasons dominated 
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presentations to general practice at ID encounters, making it harder for GPs to get to preventative 
healthcare37.  
 
In another analysis of nationally representative GP data it was shown that people with ID 
experienced significant differences in consultation types, consultation length, problem(s) managed 
during the consultation, medications, treatments provided, and referrals compared with people 
without ID. People with ID had longer consultations, more problems managed, but an under 
management of common health conditions in people with an ID. Administrative rather than 
medically related actions dominated clinical treatments for people with ID, and they received fewer 
procedural treatments, referrals to specialists, and medications compared with those at 'non-ID' 
encounters37.  
 
Furthermore, an analysis of trajectory after first mental health admission showed that the presence 
of intellectual disability independently and strongly predicted subsequent likelihood of emergency 
department visits and readmission to hospital, suggesting both complexity and lack of cohesiveness 
of non-admitted patient care for this group39. 
 
There are significant cost and resource implications for provision of health care services for people 
with ID. Consultations and other health care interventions typically take substantially longer and 
require the involvement of more than one health or other professional than standard models of 
care. People with ID often have many complex comorbidities that require a team of highly skilled 
clinicians to work in a collaborative approach to both diagnosis and treatment. Participation of the 
person with ID in their health care may also involve carers or other support people, and adjustments 
to the model of care, particularly in relation to the nature of communication between health 
professional, person with ID and their carer. Communication barriers have an impact on the capacity 
to accurately identify the diagnosis and associated comorbidities and develop an effective treatment 
plan.  
 
Emerging evidence documents that for people with ID, there are an increased number and more 
complex health encounters and that some elements of the health system are disproportionately 
affected, such as inpatient services. This is particularly relevant for this IHPA review, as effective 
outpatients/community care services may lead to better health outcomes and reduced inpatient 
services and costs.  
 

Funding of outpatients services that favours short, streamlined consultations,  
as currently occurs under Activity Based Funding models disadvantages  

people with ID as their health encounters are often longer,  
involve more services and professionals and address a range of health issues. Poorer health 

outcomes include shortened life expectancy of up to 30 years,  
with treatable health conditions contributing to at least 38% of this additional mortality.  

 

Recommendations: 
 
AADDM recommends that the Independent Hospital Pricing Authority (IPHA): 
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1. Supports integrated care between health settings and also involving other related services such 
as education and schools and the disability sector.  

a. A range of professionals, organisations and services may be involved in  
i. health related interventions such as monitoring health, eg seizures, 

providing treatment, eg exercise programs, administering medication. 
ii. Observing and reporting health related behaviours that contribute to 

diagnoses 
iii. Providing reports or treatment plans that are inefficiently shared amongst 

providers due to limitations in technology and health records 
iv. Specialist health care can be delivered in a variety of settings, and is best 

integrated with primary health care services. 
v. Disability and education sector professionals may have highly relevant 

information about individual needs, communication impairments and 
lifestyle choices for persons with ID. 

vi. Confidence and competence of different parts of the service sector can be 
extended by closer collaboration with specialists in ID health care 

vii. Lower health literacy requires more extensive support and resources in 
order to deliver safe and effective care. 

viii. Provision of high standard and comprehensive primary care services for 
people with disability is essentially unviable under current funding models 
due to complexities 

b. The location of the service should be flexible, provide  for the needs of the person 
with ID, and may involve a variety of settings such as schools, community clinics. 

2. Involve newer technology 
a. This could include technologies specifically to assist communication for people with 

ID 
b. Diarised prompts for health care interventions, eg appointments 
c. Anticipatory health guidance 
d. Tools such as CHAP that could be completed online 
e. Electronic records must accommodate access by person responsible or carers who 

support the health care of people with ID 
f. Include valuable clinical interaction with persons and their carers via email or other 

social media in line with professional standards/practice 
g. To upskill  a range of professionals involved with health care delivery, eg specialised 

health care teams supporting primary health care or accommodation services 
3. The classification principles 

a. There must be inclusion of a measure of equity in recognition that a substantial 
component of the poorer health outcomes for people with ID are due to 
socioeconomic disadvantage 

b. There ought to be recognition of the complexity of service offered, as important 
factors in the patient may not otherwise be identified 

4. Proposed definition of presenting problem 
a. Valuable clinical intervention can be provided to persons other than the patient, eg 

to care providers for a person living in supported accommodation 
5. Proposed complexity variables 

a. Intellectual disability and NDIS flag must be factored into the new funding system 
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b. This has relevance for people with ID but would need to be carefully developed so 
that indicators actually identify those with added health complexity. Simple systems 
of diagnosis or severity of impairment may not adequately capture complexity.  

c. Must include involvement of multiple health care and other professionals in a 
transdisciplinary model of care  

d. A range of factors that contribute to disadvantage must be captured as people with 
ID can be multiply disadvantaged 

 

Why should adjustments be made for People with Intellectual Disability? 
 

Poorer health status of people with ID 
 
People with intellectual disability have poor health status.  Overall they have very high rates of 
physical and mental health problems which are often not diagnosed or appropriately treated. 
Furthermore, their life expectancy is reduced by up to 20 years.1,2 They often have the added burden 
of socio-economic disadvantage and experience many barriers to receiving health services which 
directly impact there health and health care. 
 

Morbidity 
 
Children, adolescents and adults with ID experience higher rates of many treatable health conditions 
compared to the mainstream population. Three Australian randomised controlled trials found high 
levels of unmet health needs in Australian adolescents and adults with intellectual disability.3-5 These 
finding confirmed the community based population surveys of children and adolescents and adults 
with ID which demonstrates high levels of unrecognised and/or poorly managed physical and mental 
health conditions.6  The most comprehensive study of this type finding 5.4 conditions per person; 
half of which were unrecognised or poorly treated.7    
 
However, these finding underestimate the level of unmet health need in those with syndrome 
specific conditions. School age children with Down syndrome have high rates of ear (more than half) 
and of eye (more than three quarters) problems.8 These conditions contribute to a significant 
burden on the families to meet increased need for health care services and management. Mental 
health conditions occur in as many as 40-60% of adolescents with ID9 and 32% of adults with ID.10 
Young adults with Down syndrome continue to have high rates of health problems. Problems such as 
eye and vision (affecting 73%), ear and hearing (affecting 45%), cardiac (affecting 25%), respiratory 
(affecting 36%), musculoskeletal (affecting 61%), body weight (affecting 57%), skin (affecting 56%), 
mental health (affecting 32%) and menstrual conditions in young women (affecting 58%) significantly 
impact participation in employment and community leisure activities and contribute to safety 
concerns.11 
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Mortality 
 
Life expectancy for people with ID is substantially reduced compared to the general population. A 
population based study showed that median life expectancies were 74.0, 67.6 and 58.6 years for 
people with mild, moderate and severe ID respectively.1 Significant gain in life expectancy can be 
achieved with good medical care. People with Down syndrome now have a life expectancy of 50 
years, whereas in the 1950s it was barely 30 years, and much of these gains can be attributed to 
better health care.12 
 

Socioeconomic disadvantage compounds poorer health outcomes 
 
People with ID often have additional adverse determinants of health and wellbeing. Socioeconomic 
disadvantage has been demonstrated to affect not only the person with ID,13-16 but also their 
family.17 Further, children of mothers who are most disadvantaged are much more likely to 
experience ID.16 There is clear evidence that socioeconomic adversity has a substantial impact on 
overall health and wellbeing. 
 

Barriers to healthcare 
 
There are many causes of this situation; communication barriers between patients and health 
professionals, complexity of diagnosis, lack of general and specialised skills in the health workforce, 
passive or active discrimination with in the health systems and absences of tailored health 
promotion campaigns and research not focusing on people with intellectual disability.18,19  
 
People with ID encounter special challenges that are different to those of people with other types of 
disabilities in a number of important aspects; for example, they have difficulties in learning and 
applying knowledge and in decision making. They may also have difficulty in identifying and choosing 
options at key life transition points and difficulty adjusting to changed circumstances and unfamiliar 
environments and therefore need high support during times of change.20 
 
People with intellectual disability are more likely to receive inappropriate and inadequate treatment, 
or be denied healthcare altogether. As identified in international reports and by the WHO people 
with intellectual disability and their families, face enormous obstacles in seeking the kind of basic 
healthcare many of us take for granted.21-23 
  

Impact on health care services  
 
There is increased use of the health system by people with ID across the lifespan and is relevant for 
those with both physical and mental health conditions. For example children with an ID, Down 
syndrome or Autism Spectrum Disorder experience an increased risk of hospitalisation after the first 
year of life that varied from 2-10 times that of the rest of the population.24,25 Adults with Down 
syndrome continue to experience increased rates and longer periods of hospitalisation than the 
general community 26  
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The Royal Australian College of Physicians recommends that multidisciplinary models of care should 
be established at the time of diagnosis of intellectual disability. These should be characterised by 
effective and sustained collaboration across sectors, health, disability, education and family and 
community services, and professionals.27 Furthermore the RACP suggests adults with ID need access 
to multidisciplinary teams of specialists who are funded to give them the time and expertise needed 
for diagnosis and treatment of complex problems.28  
 

People with ID incur increased health care costs.  
 
People with ID and their families often experience increased costs compared to people without ID. A 
population based study of children and young people with Down syndrome found that mean annual 
direct health care costs were $4209 and that these decreased with age. Respite costs tended to 
increase with age.30 Data on all children, adolescents or adults with ID and hospital admission is not 
available because we do not identify if the patient has and ID during the admission process, unlike 
other at risk groups.    
 

Health problems in people with ID contribute to the overall health care burden of people with 
disability   
 
Although people with ID differ in important aspects of their health care needs to those with 
disability due to other causes, they do form a significant but varying component of the overall 
population with disability across the lifespan.  
 
There is a substantial gap in the health status of people with disability compared to those who do 
not. In 2007-8, almost half (46%) of Australian people aged 15-64 years with severe or profound ID 
reported poor or fair health compared to 5% of those without disability.31 People aged under 65 
years with severe or profound disability had a higher aged standardised prevalence rate of for all 
types of reported conditions than people without disability. The most commonly reported conditions 
were mental health problems, followed by back problems, arthritis, cardiovascular problems and 
asthma.  
 
The 2007 National Survey of Mental Health and Wellbeing reveals that people with disability aged 
16-64 years consult both mental health and non-mental health professionals 2-3 times those 
without disability.29 The high use of health services among people with severe or profound disability 
was associated with a high prevalence of multiple conditions, and comorbidity of mental and 
physical conditions.  
 

Comparison with a population acknowledged to be at high risk of adverse health outcomes 
 
Persons who identify as being of Aboriginal or Torres Strait Islander origin are able to receive 
evidence based price adjustments in NEP14 (IHPA, 2014).32 
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In comparison to Indigenous Australians, a population justifiably and widely recognised for its poorer 
health outcomes and lower life expectancy, people with ID may have even poorer health and lower 
life expectancy. While we acknowledge difficulties arise with direct comparison due to different 
methods of determining prevalence of health conditions and the health outcomes chosen for 
measurement. Nonetheless, the available data does lend strong support to affording people with ID 
a similar level of targeted health service support and adjustments within health care funding in order 
to address inequities of health outcomes.  

Responding to the special needs of people with ID in the health system 
 
Provision of health services for people with ID typically take substantially longer and require the 
involvement of more than one health professional than standard models of care. The presence of 
comorbid health conditions only partially explains the difference in health service usage, suggesting 
that other characteristics of this group of people influence the nature and frequency of health 
services access. Potentially, health system characteristics may also contribute to this difference.  
 
Person characteristics that may impact health service usage include; 

 difficulties with verbal communication 

 reliance on formal and informal carers for meeting health care needs 

 need for others to support decision making and provision of consent 

 needs for assistance to participate in community access and leisure activities that might 
restrict healthy lifestyles, e.g. adequate activity 

 limited literacy skills 

 inability to recall personal health information such as past major disease, operations or 
health interventions 

 
Health system characteristics that may impact health service usage include; 

 attitudes towards people with ID 

 limited skills with adapting communication styles or use of augmented communication 
strategies 

 short consultation times that don’t allow for adequate time for explanation 

 fragmentation of within health services and with other services 

 minimal availability of easy to read health literature 
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Case Study highlighting clinical complexity  
 
Specialist health services for children, adolescents and adults with ID tend to take more time and 
involve more clinicians than the general population.33 
 

An adult with ID and complex healthcare 
Andrew was born with cerebral palsy of unknown cause.  He has a good quality of life as his family 
have supported him to be as independent as possible. The health challenges he faces means he is 
wheelchair bound, unable to communicate verbally and has frequent seizures which are proving 
difficult to control.  He receives feeding through a tube into his stomach. In addition, he experiences 
recurrent constipation, pressure areas/ulcers and dependant oedemia and recurrent migraines. It is 
difficult for him to indicate where he has pain.  Recently, Andrew become very agitated, irritable and 
anorexic. It was only after multiple consultations requiring Andrew to be transported to various 
locations that included assessments by his GP and the local Emergency Department, then a 
gastroenterologist, neurologist and a dietician, and extensive investigation, that a diagnosis of a 
relapse of his reflux oesophagitis was made and adequately treated. Patients with such complexity 
require extra time with multiple clinicians as assessment can be very difficult and time consuming. 

The need to identify people with ID when they access health services  
 
Provision of appropriate funding for the complex health care requirements of people with ID would 
require health systems to routinely identify ID. This is done either inconsistently or not at all across 
Australia. The benefits that have ensued from identification of people with disability within national 
surveys, eg ABS, have enormous implications for both improved understanding of their health care 
needs and capacity to plan a system around those needs. 
 
An ABF system of funding health care is appealing for its simplicity and ease of cross jurisdictional 
comparison. However, implementation without adjustments, risks distortion of health care services 
towards more straight forward clinical care and those with fewer comorbidities providing a further 
barrier to healthcare for children, adolescents and adult with an intellectual disability.  
 

In conclusion 
 
AADDM would encourage the Independent Hospital Pricing Authority (IPHA) to specifically consider 
and fund people with Intellectual Disability, a vulnerable population with complex mental and 
physical health care problems. People with ID must be specifically considered due to unique aspects 
of their health care needs that must be adequately accommodated within outpatients and 
community health care settings. This population not only has complex health care needs, but aspects 
of their disability have significant impact on the way health care services are provided. Unless action 
is taken, people with ID will continue to experience substantial and preventable health inequality 
and poorer health outcomes. 
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