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Health Care for Adults with Intellectual and Developmental Disabilities

Pain Assessment of Adults With Intellectual 
and Developmental Disabilities

About Pain Assessment and IDD:
Pain is often missed in people with intellectual and developmental disabilities. Although self-report is often a 
recommended approach for assessing pain, it relies on expressive communication abilities and cognitive skills to 
understand and self-reflect – abilities that may be limited in a person with IDD.

It is important to also use observation tools developed for assessing pain in adults with IDD. These tools are designed to 
pay close attention to physiological indicators of potential pain (changes in breathing, skin color, perspiration, tears), and 
behavioral changes that may indicate pain (facial grimacing, aggression, avoidance, posturing, verbal utterances).

When to use a pain assessment tool?
1. When you think a person may be in pain (e.g., sustained an injury, if bowel movements are irregular, appetite seems less, 

sudden behavioral change, etc.).

2. To capture a baseline when the person is doing well. Because every person is unique, it is helpful to have a baseline on 
record, which you can then compare in the future to help assess for changes that may indicate a person is in pain. It is best 
for family members/support persons to proactively look for signs of pain, rather than waiting for a person to come and say 
they are in pain.

Recommended tools:
(Click on the underlined text below to access tools)

 Í Chronic Pain Scale for Nonverbal Adults With Intellectual Disabilities (CPS-NAID), available from the Centre for Pediatric Pain 
Research, Dalhousie University, Nova Scotia, Canada

 Í Disability Distress Assessment Tool (DisDAT), by Northumberland Tyne & Wear NHS Trust and St. Oswald’s Hospice, United 
Kingdom

Common self-report measures
To add to your observational assessment, use the following tools to ask the person how they are feeling and to report their 
response.

 Í Access the Wong-Baker FACES Pain Rating Scale at: wongbakerfaces.org

 Í See page 2 for the Numeric Rating Scale

This document complements “Primary care of adults with intellectual and developmental disabilities: 2018 Canadian consensus 
guidelines”, published in Canadian Family Physician, Volume 64(4): April 2018, p254-279. 

Modified with permission of the copyright owner, Surrey Place, Toronto, Canada. This tool was reviewed and adapted for U.S. use by 
Vanderbilt Kennedy Center, Toolkit Advisory Committee, including primary care providers, self-advocates, and family caregivers.

All rights reserved. The content of this tool may not be reproduced or stored in a retrieval system, or transmitted in any form or by 
any means without the prior written permission of the copyright owner. All content © Surrey Place, 2023. Contact the IDD Toolkit at 
iddtoolkit@vumc.org for permission to adapt information and tools to your local practice setting.

http://iddtoolkit.org
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NUMERIC RATING SCALE

In general, a score above 3 suggests that pain relief may be needed.

No
hurt

Hurts
worst

Hurts
li�le
bit

Hurts
whole
lot

Hurts
li�le
more

Hurts
even
more

109876543210
None Mild Moderate Severe


