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NSW CID are 

Systemic Advocates

We speak out about the rights and best interests 
of people with intellectual disability in NSW



We speak out about 

the big issues



Health



Why is health a big issue?

• We know people with ID have the same health 

problems as most people.

• But they get more of them. + + + + + + + +

Arthritis

Heart 
disease

High blood pressure

DiabetesCancer



Why is health a big issue?

• And these ones more often:

Epilepsy

Swallowing problems 
(Dysphasia)

Chest Infections

Bowel problems like constipation

Anxiety and 
Depression



Why is health a big issue?

• PWID can get lots of health problems at the 
same time.



Why is health a big issue?

• It’s harder to communicate. 

• There’s not enough time with the doctor.

• The health problems can be harder to find.

• People can be in pain longer. 



?
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Easy Read fact sheets about health



Aims of health fact sheets 

• Learn more about your health

• Pictures and words to start the conversation.

• Be a self-advocate about your health.

• Teach the doctor about talking to you.

• Work as a team with your doctors and support people.

• Where to get info and health care

• Have a healthier life!





















More topics to come:

•A health emergency

•Looking after your teeth



How did we make the fact sheets?

• Years of  CID health advocacy.

• Gov gave money for fact sheets and website.

• 2 sets - Easy read and standard for carers and workers.

• PWID involved from the start in Easy Read project.

• Very experienced people to guide us.

• Topics, words, pictures –getting it right.

• Special focus –people who might live alone.



Project reference group

People with intellectual disability



Kim WalkerRobert Strike

• Experienced guides in  easy read, and self advocacy

• Recommended more people for reference group.
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Robert Strike

Kay Smith
Carmelo Raspanti



What the reference group did:

•Look for good picture styles 



What the reference group did:

• Helped make a timeframe  - and dates for meetings 

April



What the reference group did:

• Helped decide on topics 

- Looked at standard project for some ideas
- Talked about what we thought was important

• Ran a focus group at the beginning

–because we wanted to think like PWID.
- asked what PWID wanted to know, not just what professionals wanted us to know.
- We are the experts about living with ID. 



What the reference group did:

• Worked out main ideas 

• Gave feedback on picture and word drafts –
- lots and lots! A very back and forth process.  

Main ideas



What Yvette did:  

• Found the illustrator

• Did the writing

• Consulted with the reference group lots and lots

• Coordinated working between Illustrator, colourist, the group and  
own work

• organised focus groups

• Ran more focus groups  –time meant reference group couldn’t run 
these too

• Needed a holiday when it was finished!



So what worked well? 

• PWID participated from beginning to end not just from halfway through.

• Working with strengths and abilities.

• Build a bond



• Support in the group was a 2-way process.

• Trust helps a lot.



So what worked well? 

• Focus group at start.

• Building ideas and info from “the ground up”.

• Illustrator with some experience creating for PWID 
audience.

• 2 hour limit on meetings. 

• Must have a break.

• Healthy Food is also good!

• Be aware of differing concentration



So what works well?

• Build in payments or gift cards into your budget

• Pay for transport, including taxi for people with limited 
mobility.

• Listen to your reference group, they are very wise
example: “we’ll be lucky if we get 5 done. This stuff takes a  
long time.”

• Mix of abilities and life situations in focus groups

• Reference group learned more about healthier lifestyle –
and has started to change their habits



²Ƙŀǘ ŘƛŘƴΩǘ ǿƻǊƪ ǎƻ ǿŜƭƭ

• Not enough time for project this size ςthese things take 
time!

• Fact sheet, booklet, poster?? Finding the right format.

• Real-life situations around health in people’s personal 
lives made it extra stressful!



²ƘŀǘΩǎ ƎƻƻŘ ŀōƻǳǘ t²L5 ōŜƛƴƎ ǘŜŀŎƘŜǊǎ ƻŦ t²L5

• PWID see other PWID as presenters, gives confidence to try something 
new.

• PWID don’t have to be super healthy to be effective teachers –we show 
that we really understand how hard it can be to put health messages into 
practice.

• Real-life presenter stories –find the person’s story, then build message 
around story.

• Build health promotion presentations that works for PWID,                             
not force people to fit into a process they didn’t help design.



²ƘŀǘΩǎ ƎƻƻŘ ŀōƻǳǘ t²L5 ōŜƛƴƎ ǘŜŀŎƘŜǊǎ ƻŦ t²L5

• Humour very important!



Mike’s story  

Keynote address, Having A Say conference, 
Geelong Victoria Feb 2010



OWWW!





!!!

Doc talked to advocate, not me



Iõm a hero!

I didn’t listen to health advice



Not again !!!

I re-broke my leg!





Your health is a team effort.

You have the biggest part to play!



The power of  personal stories

Barriers to hearing health messages

• Low support needs, can’t get a service

• But can’t access mainstream health messages

• Support needed to put messages into practice

• People work hard to be independent, and not ask for help

ἥ



Health advocacy in Australia

NSW CID joint position statement with the Australian Association on 
Developmental Disability Medicine (AADDM).

1. All health care planning must say how it will meet the needs of people with 
intellectual disability.

2. We need health services specialising in health care of people with 
intellectual disability. These services would be a back-up to other health 
services.

So far many people have endorsed our statement

• NSW govt $500,000 for a new intellectual disability health team. Great start.
• We will continue to advocate for more money for specialised health services 

leading up to NSW election in 2011
• NSW CID and AADDM are also telling Canberra what needs to happen. The 

Australian Govt have said they will take a bigger role in health.

• Medicare longer assessments for PWID now available



Conclusion

• PWID can support other PWID to change from being 
passive receivers of care, to active participants in managing 
their own health.

• Does it change people’s behaviour around health? –
that’s  a whole new project! The health fact sheets are one 
tool to use in health promotion.

• IŜŀƭǘƘ ƛǎ ƴƻǘ Ƨǳǎǘ ŀōƻǳǘ ŘŜŀƭƛƴƎ ǿƛǘƘ ŀ ŎǊƛǎƛǎΣ ƛǘΩǎ ŀƴ 
everyday thing.

• Find the fact sheets at  www.nswcid.org.au


