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Background to the review 
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People with intellectual disability often 
don’t get the healthcare they need 

5AUSTRALIAN INSTITUTE OF HEALTH INNOVATION | MACQUARIE UNIVERSITY



People with intellectual disability often 

experience poorer health outcomes
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Patient centred care 
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Patient Reported Experience Measures (PREMS)
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Patient experience measures don’t suit everyone 
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Review Aims
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• Explore how researchers and service 

providers gather patient-reported 

experiences from people with intellectual 

disabilities.

• Summarise what this means for patient 

reported experience measures (PREMS).
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Methods:  Rapid Evidence Appraisal (REA)
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• Tools / Items

• Approaches

• Methods 

• Peer-reviewed

• Grey literature

Eligible articles

• Electronic search 

• Grey literature search

• Team-based screening 

Search & selection

• PROMs

• Needs analysis

• Not focused to people with intellectual disabilities

What was excluded?



Method
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Included Articles
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Findings: Lack of system-wide data 
collection
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Findings: Predominantly qualitative, 
service specific data
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Findings: Considering individual needs and 
preferences was effective 
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Implications: Clear, flexible approaches 
make PREMS more inclusive
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Implications: Incorporating relationships of 

support in data collection is important
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Implications: People with intellectual disability 
need to co-create and evaluate PREMS
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Implications: Data collected in PREMS needs to 

inform care
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What next?
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