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Learning objectives

By the end of this session, Participants will be able to:

1. Apply the H.E.L.P framework in an approach for addressing pain and distress.

2. Implement tools and resources to gather information to be able to support health 

care assessments.

3. Use a case scenario to implement guidelines and tools.



What is pain?
• Pain is the body’s warning signal something is wrong.

• Subjective, multi-dimensional and a highly variable individual 
experience.
• “…an unpleasant sensory or emotional experience associated with actual or 

potential tissue damage or described in terms of such damage.” (International 
Association for the Study of Pain, 2010) 

• “Pain is whatever the person says it is, exists whenever the person says it does” 
McCaffery and Pasero (1979)

• “It is not the responsibility of clients to prove they are in pain; it is the clinician’s 
responsibility to accept the clients report of pain” Canadian & American Pain Society (2005)



https://now.aapmr.org



Types of Pain

• Examples of common types of pain are:

• Acute pain

• Chronic pain

• Neuropathic pain

• Nociceptive pain



https://www.firstaidforfree.com



Pain Context with IDD

• Health problems 2.5 times higher than neurotypical population

• Multiple complex medical problems may co-occur with 
communication difficulties. 

• Health conditions may necessitate painful medical procedures.

• Overcoming communication differences could result in more timely 
and effective pain treatment.

• Little is known about ‘pain behavior’ in context of IDD.



Health Complexities with IDD

www.porticonetwork.ca/web/hcardd



Pain Context with IDD

• “…chronic pain is a significant problem for persons with an ID, with a 
proportion of service users living with daily pain for many years and 
experiencing limitations in daily functioning, emotional well-being, 
and quality of life.” (Walsh et al., 2011)

• Frequency and severity of self-injury, aggression, and stereotypy 
highly correlated with the pain scores. (Courtemanche et al., 2016)



Trauma-informed Approach

• Behaviour = Communication

• Trauma-informed response
• Active listening

• Explaining before doing

• Exploring what makes the Person feel safer

• Accepting that it takes time to build trust

• Offering choices

• Taking time to obtain important info



Principle: Identify Cause

https://ddprimarycare.surreyplace.ca

https://ddprimarycare.surreyplace.ca/


https://ddprimarycare.surreyplace.ca

https://ddprimarycare.surreyplace.ca/


H.E.L.P.

https://ddprimarycare.surreyplace.ca

https://ddprimarycare.surreyplace.ca/
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Pain Scales



Pain Scales



Support Health Care Collaboration

https://nutsandbolts.ddtoolkits.com

https://nutsandbolts.ddtoolkits.com/


New / Future Tools

• Technological developments could 
offer new ways to understand/report 
pain, e.g.,
• Smartphone Apps for caregivers based 

on unique acoustic characteristics of 
pain-related vocal responses

• ‘Smart’ wearable shirts that enable 
continuous surveillance of vital 
physiological signs Pain.com



Why Collect Pain Data?

Communication
• Data collection and summary should be 

discussed with the person/SDMs, circle of 

support team and health care providers

• Crucial info to inform care plan/treatment



Examples of Types of Pain 
Medications

• Over-The-Counter pain relievers, (e.g., Tylenol, Advil, Voltaren)

• Opioids, (e.g., OxyContin, oxymorphone, Percocet)

• Corticosteroids, (e.g., prednisone)

• Antidepressants, (e.g., duloxetine, fluoxetine)

• Anticonvulsants, (e.g., gabapentin)

• Cannabidiol (CBD)



Non-pharmacological Examples

• Cold and heat

• Physical therapy

• Therapeutic massage

• Music



Case 
Presentation



Reflection - Aatifa
• 43-year-old woman who is usually very affectionate, loves music, 

nature and lives in a supported-living urban setting.

• Her mother visits often and assists in supported decision making.

• Diagnoses: IDD of unknown cause in moderate range, diabetes type 2, 
GERD/reflux, arthritis, osteoporosis and schizophrenia.

• During the pandemic she was unable to access sleep dentistry.

• Medications: olanzapine, quetiapine, clonazepam, metformin, 
pantoprazole.

• She has increasing episodes of agitation and outbursts, with 
decreasing appetite and declining to return to day program activities.



Case 
Presentation

Clarifying Questions?

Support Strategies?



Q&A



Key Messages

• Integrate H.E.L.P.

• Pain assessment and monitoring tools are important.

• Specific resources could be helpful.

• Collaborative communication with circle of support including health 
care providers is important.
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