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! Why are people with intellectual disabilities sicker than the general population?

Associate Professor Nicholas Lennox

The National Preventative Health Strategy (2008) recommended that Australia face up to its responsibili-
ties with those who have the poorest health. There are over 300,000 Australians who have intellectual dis-
abilities. Australian research clearly shows that for people with intellectual disabilities:

Only 29% of health conditions are being diagnosed and appropriately treated. 42% of health condi-
tions are undiagnosed and half of the diagnosed conditions are inadequately managed. [1]

Obesity is up to three times the level in the general population. [2]
Dental disease is up to seven times more frequent than in the general population. [3]

42% of people who die in care are underweight and some die because of critical illnesses being un-
treated [4]

Life expectancy is much lower than the general population, and approximately twenty years lower
for people with severe disabilities. [5]

Their poor health status arises from the interplay of various factors [1, 6-8]. Communication issues between
professional and patient become problematic with the person’s reduced capacity to communicate and the
poor training of professionals in communication techniques. This population often have high rates and com-
plex ranges of health problems, and some are at increased risk due to genetic syndromes. Health profession-
als need to spend more time with them but the health system often does not allow for this. Problems of diag-
nostic overlay occur wherein the symptoms are mistakenly related to the disability. They experience pov-
erty and health promotion campaigns and research tend to ignore them.

Our centre has run the largest randomized controlled trials (RCTs) of preventive health assessments in peo-
ple with intellectual disabilities in the world. Our health assessment, (CHAP) the Comprehensive Health
Assessment Programme is a primary health tool which shows how prevention can work. It leads doctors to
take action on improving hearing and vision, increasing immunizations, taking weight measurement, review-
ing epilepsy and investigating constipation. In Australia, the CHAP is used in most states and the public
health system, Medicare funded over 7,000 health assessments between July 2007 and May 2008. Alongside
the growing international recognition of poor health outcomes for people with intellectual disabilities, our
centre has shown that simple improvements in their health are possible, and that “good prevention works”.

(1) Beange, H., A. McElduff, and W. Baker, Medlical disorders of adults with mental retardation: a population study. American Journal of Mental Retar-
dation, 1995. 99(6): p. 595-604.

(2.) Stewart, L., H. Beange, and D. McKerras, A survey of dietary problems of adults with learning disabilities in the community. Mental Handicap Re-
search, 1994. 7: p. 41-50.

3) Scott, A., L. Marsh, and M.L. Stokes, A survey of oral health in a population of adults with developmental disability: Comparison with a national oral
health survey of the general population. ADJ, 1989. 43: p. 257-261.

(4.) Torr, J., The Psychiatry of Intellectual Disability. 1999, Melbourne: University of Melbourne.
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of 211 people with disabilities who died in care berween 1991-1998 in NSW. 2001, New South Wales Community Services Commission,: Sydney.
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Fragile X Syndrome

BRIDGE TO BRISBANE

L

' The Fragile X association of Australia (Queensland Branch) is looking to be part of the famous Bridge to
Brisbane. We would like to get a fragile x team together to walk 5kms. If you're able to walk or
run 5km's and you’re free on the 30th of August, please register on the Bridge to Brisbane website from

June 4. www.bridgetobrisbane.com.au

% To raise money for Fragile X syndrome, please also register with www.everydayhero.com.au . Once
& you 've registered with everyday hero, email your everyday hero details to all of your friends and fam-
Ziily. This way all of your friends and family can donate online through everyday hero to the Fragile X Asso-
5:: ciation of Australia. As you know, Fragile X Syndrome is a condition that is hardly heard about; participat-
;.:: ing in the Bridge to Brisbane will help to raise money about this very important cause, as well as spreading

' awareness of this condition.

Please feel free to phone or email me if you have any questions. | look forward to hearing from you!

Mel Mikkelsen mikkelsenfamily@optusnet.com.au 0411 018 641

DO YOU KNOW ANYONE WITH DEVELOPMENTAL DISABILITY WHO IS GOING TO
HOSPITAL OR HAS BEEN IN HOSPITAL?

Over the next four years we are studying what communication in hospital is like for adults
with developmental disability. We would like to interview people who have been a patient
or cared for a patient with developmental disability in hospital (including paid carers and
nurses in hospital). We would also like to observe patients with developmental disability
in hospital while they communicate with others.

Where can I find out more about the project? Please contact Dr. Bronwyn Hemsley at the
Communication Disability Centre, The University of Queensland on (07) 3365 2089 or

email b.hemsley@uq.edu.au for an information sheet about the project and it will be sent

to you.

o N N

“COMMUNICATION IN HOSPITAL: THE PATH TO BETTER |
HEALTH CARE”
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Yol # fesues Staff Profile
Dr Cathy Franklin—Psychiatrist

Cathy is our Consultant Psychiatrist. Cathy works at the QCIDD

Clinic on Wednesday mornings providing assessments and management

plans. To enquire about how to refer to Dr Franklin, please phone

3163 2524.

Establishing this position, with Dr Cathy Franklin
conducting psychiatric assessments and manage-

ment plans, has highlighted demand for ongoing fol-

not currently being adequately met within the men-
tal health or disability service systems.

The Ask Project  In 2007 12 special schools and 26 special education units in south-east Queen- |

sland taught the Ask program to some of their students. This program based on

" the Ask Health Diary aims to increase the health advocacy skills of adolescents
° with an intellectual disability. On completion of the program, the diaries were

% sent home for families to use. Later that year parents or carers were asked to take

%  the adolescent for a CHAP health review. These families, together with families

s from 35 other schools that did not teach the program, had previously completed

. abaseline survey for us. Now we are contacting them all again in order that we

Health Diary
may evaluate the program. We are asking families about the diary - do you still H

have it? Have you used it? What you think about it? How do you think we could make it better? We

are asking families about the CHAP - How did the appointment go? Were there any problems? Did

T you think it was a good thing to do? We are asking them other questions to see if there has been any
% improvement in the adolescents’ self advocacy skills. Their answers to these and other questions will %

< be compared with those of the families of participants who have not received the diary or done the &

% CHAP. Once we have collected all our information, Ask diaries and CHAP booklets will be sent to

| I

e families who have not received one as yet. -
\
|
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ASSID Qld State Conference

Walking the Talk: Improving Practice
Regarding Complex Needs

Saturday 15 August 2009 9am- 4:30pm

Queensland University of Technology (QUT),
Gardens Point Campus

Keynote Presenter: Professor Patricia Howlin

Professor of Clinical Child Psychology, Institute of Psychiatry, King’s College London.
Patricia has authored many publications in the field of autism and other developmen-
tal disorders and is a Plenary Keynote Speaker at the Asia Pacific Autism Conference
in Sydney in 20009.

RSVP 7 August 2009
ASSID members $140, Non members $155

This conference will tackle current issues regarding autism and restrictive
practices for adults and children with intellectual disabilities. Presentations
will examine interventions and practices to allow better understanding of
the complex needs of individuals.

Other key presenters include:  Deb Keen (GU), Kate Sofranoff (UQ), Di-
anne Pendergast (Adult Guardian), Susan Gardiner (GAAT), Grazia
Catalano (SRS), Lisa Fraser (Centacare), Nicholas Lennox (QCIDD), Stuart
Kinner (Burnett Inst), Lisa Bridle (QCIDD), Janice Rushworth (SRS).

For more information contact Lyn McPherson on 3163 8267 or .mcpherson@ug.edu.au
or Madonna Tucker on 3163 1983 or madonna.tucker@ug.edu.au
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Recent presentations

April

Shepherd Community Services on Health issues for people with disabilities

=
=

Historical responses to people with disability and sexual expression

Social Work & Social Policy, Contested Nature of Health and Illness: Disability
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Challenging Behaviour Mentoring Program

MBBS Year 1 lectures on Living with Disability at St Lucia and Ipswich University of
Queensland campuses (photos below)

Living With Disability:
The Insiders’ Experience

Recent attendances

ay
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CRU Review

Anne Donnellan and Martha Leary on Autism

—(
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Joint Forum with the Public Trustee, the Guardianship Tribunal and the Office of the
Adult Guardian

Relationships and Sexuality Network - Carol Llewellyn Scorey on counselling tech-
niques

Developing cross-disciplinary leadership capacity for enhancing the professional
preparation of multidisciplinary mental health professionals

South West Disability network
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