Issues Paper

National Health Priorities
for People with Developmental Disability
Purpose

To advise the Senate Committee on Medicare on ways the structure of Medicare could help address the health needs of people with developmental disability who die of preventable diseases some 20 years younger than other Australians.

Background
The people

Developmental Disability includes:

Intellectual Disability

1.86% 
or 392,000 of the Australian Population 

(Wen 1997)
Cerebral Palsy 

0.2% or   40,000 of the Australian Population
(Nordmark, Hagglund et al. 2001; Wichers, van der Schouw et al. 2001; Winter, Autry et al. 2002)
Autistic Spectrum Disorders 
0.06% or 12,000 of the Australian Population
 (Fombonne 2003)



A total of over 2% or 444,000 Australians
The cause of developmental disability is not known for most people.  It is sometimes due to genetic disorders (eg: Down, Autism, Fragile X syndromes), or it may be due to disease, like rubella, or sometimes due to an injury. While we are finding out more about the causes, people with developmental disability continue to be born, develop as children into adults and live out their lives in Australia. Unlike in the past there are now more adults with developmental disability than children. 

This group has broad range of abilities ranging from a continual need for assistance for all of life’s requirements to total independence. Many people in this group also need to deal with other disabilities resulting from physical, intellectual, sensory or psychiatric impairments which like their developmental disability are life long.
Their health status

People with moderate or more severe levels of intellectual disability die 20 years younger than the general population.  One recent study found that this population was 58 times more likely to die before the age of 50 than the general population (Hollins, Attard et al. 1998). 

Research from Australia and overseas verifies that this population frequently have unrecognised diseases.  When these diseases are identified they are inadequately  treated (Beange 1996). There are significant increases in the prevalence of high blood pressure, obesity, vision and hearing deficits, medication use, hospitalisation and death rates. 

Appropriate assessments and management options are often missed in the following areas; vision and hearing, standard health screening (e.g. breast and testes checks), pain, reviews for dental care, medication review, specialist review of epilepsy, constipation, obesity, malnutrition, mental disorders, gastric problems, immunisation, osteoporosis, thyroid problems, and syndrome specific problems (like Alzheimer’s disease in people with Down Syndrome).
At times their problems with poor health are exacerbated by poverty, sexual and physical abuse and low self esteem. Many have an inability to understand or communicate what is happening in their own bodies; doctors may inadequately assess health problems; and there is a failure by the medical system to monitor and investigate problems.

General Medical Practice Response

General practitioners are the usual providers of healthcare to this population.  The great majority of GPs are aware of the many barriers to the provision of effective health care to people with developmental disability (Lennox, Diggens et al. 1997), acknowledge the inadequacy of their training and a need for further training. One of the barriers has been the inadequacy of the medicare rebate considering the amount of time needed to properly assess and manage the health problems in this group. Within the medical and academic professions, there is little recognition of the best practice for this population. Over the last 10 years 3 centres have been established at Medical schools within Australia, the first in Melbourne, followed by one in Sydney and another in Brisbane. These centres have provided the impetus for change in medical services but are a limited clinical resource for the health needs of over 400,000 Australians.
Comparison with overseas

The UK have regional registers of people with intellectual disability and a sub-specialty group of learning disability psychiatrists that help manage the health problems of this group. The Netherlands has a group of specially trained medical specialists. Similarly, in some states of the USA, there are state-based registers and recognised specialist physicians.

Working Partnerships 

In order to achieve productive change in the health status of this population, active communication would have to be facilitated between:

· Disability sector includes people with intellectual disability, their families, large advocacy organisations like National Council on Intellectual Disability NCID, state government and non-government community services;

· Academic Centres in Brisbane, Sydney & Melbourne (Appendix 1);

· Royal Australian College of General Practice;

· Royal Australian and New Zealand College of Psychiatry;

· Medical Schools throughout Australia, within undergraduate and postgraduate medical programs;
· Continuing medical education programs for General Practitioners;
· Commonwealth and State Government Departments
· State and Commonwealth politicians.

Recommendations
The development of a specific national strategy, across portfolios, would serve to promote improved health outcomes for this population. This strategy should include:  
· The adoption of the IASSID Health Targets for this population (attached).

· Funding of health assessment descriptors currently used for health issues in the aged and indigenous population under the “Enhanced Primary Care (EPC) Initiatives for General Practice” for people with developmental disability.

· Establishing equity in the support for health promotion and health research.

· Federal support for centres for health issues in adults with developmental disability within all Australian medical schools (e.g. QCIDD in Queensland , CDDHV in Victoria  and the CDDS in New South Wales) to promote education, facilitate research and develop clinical skills for general and specialist medical practitioners at both undergraduate and post graduate levels.
· Establishment of national medical training schemes for specialised practice in developmental disability for both children and adults.

· Provision of specialist medical and dental services within hospital settings.

· Monitoring of the health outcomes for people with developmental disability on a national basis. 
"We have found it too easy to ignore even their most obvious and common health conditions.  Just as important, we have not found ways to empower them to improve and protect their own health. No one who cares would suggest that this is acceptable.” (US Surgeon General 2002)
APPENDIX 1

Australian Centres in Developmental Disability Health

Queensland Centre for Intellectual & Developmental Disability

The University of Queensland
Director:
Assoc Professor Nick Lennox

Mission statement: To improve the health and wellbeing of adults with a developmental disability in Queensland, through multi-disciplinary research, education and clinical practice.  
Address:
Nurses’ Quarters, Mater Hospital, Wooloongabba Q 4101

Phone:  
07 38402413
Fax: 
07 3802445

E-mail:

n.lennox@sph.uq.edu.au
Centre for Developmental Disability Health Victoria

A Joint Initiative of the University of Melbourne and Monash University
Director:
Assoc Professor Bob Davis

Mission Statement: To improve health outcomes for people with developmental disabilities through a range of educational, research and clinical activities.
Address: 
Suite 202, 3 Chester Street, Oakleigh 3166 

Phone:

(03) 9564 7511 
Fax: 
(03) 9564 8330

E-mail:

robert.davis@med.monash.edu.au
Centre for Developmental Disability Studies

University of New South Wales

Director:
Professor Trevor Parmenter

Mission Statement: We design and develop research, teaching and clinical practice to inform policy and practice which impact on people who have developmental disabilities.

Street Address:  
59 Charles Street, Ryde  NSW 2113

Postal Address: 
PO Box 6, Ryde NSW 1680

Telephone:  
(02) 8878 0500
Fax:  (02) 9807 7053

Email: 

trevorp@med.usyd.edu.au
APPENDIX 2

International Association for Scientific Study of Intellectual Disability
Health Targets for Adults with Developmental Disability

Sponsored by World Health Organisation WHO
1. Dental Health should be assessed ideally every six months or at least annually.

2. Assess ocular health at time of diagnosis and regularly thereafter, usually every two years. If possible, this should be done by an Ophthalmologist.

3. Assess the hearing at time of diagnosis and at reasonable intervals thereafter, especially when communication disabilities occur.

4. Assess nutritional status regularly by weighing and measuring height. Body mass Index should be estimated in adults and growth measured in children. Nutritional disorders, including obesity and severe underweight should be treated appropriately, preferably with the advice of a dietician.

5. Prevent and treat constipation.
6. Epilepsy treatment should be kept up to date with frequent review of anticonvulsant drugs and referral to a neurologist at appropriate intervals.

7. Screen for thyroid disease at original assessment and at reasonable intervals thereafter, especially in people with Down Syndrome.

8. Identify and treat mental health problems.

9. Identify and treat dysphagia and gastro-oesophageal disease especially in individuals with cerebral palsy.

10. Identify and treat osteoporosis.

11. Review medications at frequent intervals, ideally at least every three months.

12. Ensure full vaccination status, including influenzal and pneumococcal vaccinations for the frail. Hepatitis A and Hepatitis B vaccination is indicated for people who live in institutions and Hepatitis B indicated for contacts of persons who are Hepatitis B carriers.

13. Provide exercise opportunities. Ensure moderate exercise for at least 30 minutes per day.

14. Organise regular comprehensive physical assessment and review by a medical practitioner.

15. Refer to a genetic clinic any patient without a definitive aetiological diagnosis and arrange review at intervals until diagnosis emerges.

16. Arrange mammography and Papanicolaou smears as for the general population.

Proposed by the Consortium of General Practitioners with clinical expertise in this population including Associate Professor Nicholas Lennox, Professor Trevor Parmenter, NSW, and Dr Bob Davis from CCDHV Melbourne.
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