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Objectives

 1. Review current barriers to best practice for Primary Care of 

adults with Intellectual and developmental disabilities (IDD)

 2. Introduction of validated tools and recommendations

 3. Improve your confidence serving this vulnerable population



Disclosures

 This lecture has received no commercial 

support

 There is no potential for conflict of interest or 

commercial bias



Intellectual and Developmental 

Disabilities (IDD)

 Physical and/or mental impairment occurring before age 
18 (2)

 Improvements in health/social care → now developing 
conditions such as cancer(1, 3)

 Increasingly living in community residences, 3 times 
increase in 20yrs(1)



Epidemiology and Morbidity

 Vs. general population, cancer incidence same (despite ↓ 

smoking)(4)

 Distribution: (4)

↑ GI malignancy

↓ bronchogenic, breast, prostate Ca

Down’s → testicular Ca and leukemias 



Epidemiology and Morbidity

More likely to develop:

 obesity (27)

 diabetes (28, 30)

 2.6x more likely to 
be hospitalized (4x, 
in Manitoba) (29)

 asthma (30)

 heart failure (30, 31)

 chronic obstructive 
pulmonary disease 
(COPD) (30, 31)

 seizure disorders (31)

 gastrointestinal disorders (31)

 psychiatric disorders (45%) (32)

 21% on at least 1 anti-psychotic 

medication (30)

 Increases risk for metabolic 

conditions (e.g. diabetes, 

cardiovascular disease) (28)

 Can cause dry mouth and reflux, 

exacerbates tooth decay & 

dysphagia (28)



Epidemiology and Morbidity

 Greater deterioration of auditory & visual senses with 

age vs. gen pop (27)

 Trauma (33)

 1.5x more likely victims of nonfatal violent crimes

 Over 2x more likely to be raped or sexually assaulted

 Increased risk of intimate partner violence



Preventative Care

 Lower immunization rates (27)

 Less likely to undergo age/gender-specific screening (30)

 33% F had pap smear (vs. 67%)

 52% F had mammogram (vs. 71%)

 32% had colorectal screening (vs. 52%)

 Males more likely to have screening manoeuvres than females (34)

 Lack of primary care = more likely to visit ED (35)

 Better continuity of primary care = less ED visits, much more so than 
those without IDD



Why??

 Only 12-22% of adults with IDD have had a 

periodic health exam over 2 year period 

(Ontario) (34, 36)

 Poorer access to and quality of 

healthcare services (37)

 Difficulty seeking valid consent (37)

 Physical limitations (37)

 California: 2400 primary care 

facilities – only 8.4% had accessible 

exam table, less than 4% had 

accessible weight scale (33)

 Require longer appointments – barrier 

for MDs reimbursed in FFS model (31)

 Lack of awareness and skills (health 

practitioners) (36)

 Lower education of people with IDD (36)

 More socioeconomic barriers (difficulty getting 

sufficient support) (38)

 Discrimination (38)

 Difficulties in patient-provider communication: 

e.g. can’t process info fast enough to 

participate in real-time discussions of health (38)

 Sensory sensitivity (38)

 Difficulties in healthcare navigation (38)

 Fear / anxiety around healthcare interactions 
(38)



Why??

 Diagnostic overshadowing: e.g. attributing staring 

behaviour to DD rather than new onset seizures (28)

 Difficulties making healthy choices, accessing and 

obtaining appropriate preventive care, managing / 

monitoring chronic condition (29)

 May not be able to self-monitor for initial signs of 

cancer e.g. breast lumps, testicular lumps, mole 

changes (28)



Public Health

 Over-represented in many target public health 

populations (e.g. smoking, obesity, injury 

prevention, infectious diseases) (33)

But presence in these target groups not 

recognized / accommodated



Mortality and Developmental Disability:

Confidential Inquiry into premature deaths of people 

with ID: population-based study

 Lancet, 2014  (23)

 Population based study in UK - 2 year interval - 247 deaths reviewed

 Median age of death 64, males 65 (gen pop = 78), females 63 (gen pop = 83)

 Causes of death:  Heart Disease 21%, Cancer 20%, Nervous System 16%, 

Respiratory Disorders 15%

 Avoidable deaths from causes amenable to change by good quality health 

care: 37% IDD vs 13% general population



Factors contributing to premature death

 Problems in advanced care planning

 Adherence to the Mental Capacity Act

 Living in inappropriate accommodation

 Failure to adjust care as needs changed

 Carers not feeling listened to



Age at death of people with ID



Barriers to Good Care:

Healthcare Provider Experiences

 Clinician biases -- not recognizing 

quality of life (QoL) assessments based 

on incomplete clinical picture (6)

Patient’s condition / function during 

admission = limited insight into QoL / 

family’s experiences—being seen at 

their worst!



Barriers to Good Care:

Healthcare Provider Experiences

 Requires understanding and effective communication with the patient (3)

 Most problematic with severe / profound disabilities

 anxiety even with mild disabilities (uncertainty of what information would 

be understood or how processed / dealt with) 

 Staff commonly over-reliant on carers to meet communication needs

Not engaging in direct communication with person with ID

 Engaging in 3-way communication where carers control flow of info 

and sole decision making responsibility



Barriers to Good Care:

Healthcare Provider Experiences

 Difficulty distinguishing physical pain from 

emotional distress (4)

 Uncritical use of pain assessment tools →

unthinking treatment of all expressions of 

distress with analgesics(4)

 UK study: people with IDD received less opioid 

analgesia than those without (10)

 Incorrectly assuming person with IDD not 

capable of participating in care planning (1)



Barriers to Good Care: 

Patient Experiences

 No evidence that people with IDD have less need for 

information about illness, death, and dying, or that 

arguments promoted in favour of open awareness are less 

valid (3)

 People with IDD less likely to ask questions / initiate 

conversations (3)



Communication Breakdowns

 “Difficult to know if the patient did understand what we were telling him or the treatment we 

were giving. It therefore made it difficult to know if what his mother said were his wishes were 

truly his wishes, or maybe her wishes.” – clinician (14)

 “They talked to me, but they were using language that I didn’t understand…I didn’t have a 

clue what was going on, and I was very, very scared” – patient with IDD (14)

 “They didn’t want me to be worried. But if I’d known about it earlier, it wouldn’t have worried 

me at all” – patient with mild IDD (8)



How to lessen barriers

 Read patient cues, adjust interactions accordingly (39)

 May need movements to be slow (39)

 Actions explained in advance (39)

 Minimize sensory stimuli (39)

 E.g. a quiet separate waiting room for someone overwhelmed by stimuli

 De-escalation techniques for aggressive / impulsive behaviours triggered by 
stress of medical visit (39)

 May need desensitization techniques (39)

 Accessibility (39)

 Accessible path; wheelchair scales; height adjustable beds; lifts



Communication Strategies

 Indicate pain using 

body map and photographs  (4)

 Some need additional time / aides to 

express themselves

 Involvement of carer who knows 

individual well



Communication Strategies

 Use pictures to augment communication 

e.g. Books Beyond Words series (26 picture books designed 

to help adults with ID understand and talk about difficult 

issues, including cancer and death). (14)

However, some do not easily understand or relate to 

pictures



Communication Strategies

 When asked, many people with IDD want to be told truthfully and straightforwardly 

about what is going on (14)

 However, some prefer not to be told painful truths → professionals still need to 

find out what the person ‘wants’ to know

 Whether person has capacity to understand information should be carefully thought 

through (8)

 Don’t make assumptions!



Communication Strategies

 Explain process of consultation before starting (14)

 Allot extra time (4)

 To establish best way to communicate

 To repeat questions and explanations prn

 To ensure as much understanding as possible

 To build therapeutic relationship / gain trust

 Do not rush on with questions if no immediate response

 may take longer for someone with IDD to think, process, formulate response



Communication Strategies

 Use simple, non-euphemistic language e.g. Does it hurt you 
anywhere? Are you feeling sick? Are you eating your food? (14)

 Introduce one concept at a time

 Short sentences

 Communication aides like pictures and symbols, gestures/pointing 

 Have pen and paper in hand (you AND patient)

 Communicate about symptoms understandable to the patient (vs. 
abstract diseases) (9)



Communication Strategies

 People with IDD often eager to please → tell you what they 
think you want to hear (14)

When presented with choice, some repeat the final 
option (tea or coffee → coffee)

Check understanding by asking to explain back to you in 
own words, or re-asking by changing words around

may have seem to understood when actually did not 
understand at all



Communication Strategies

 Abstract concepts like time more difficult (14)

“How long have you had the pain?” 

 Use ‘index events’ such as “Did you have the pain at 

Christmas?”

 Abstract thinking more difficult (16)

helping them understand what is happening may need to 

be based on here-and-now



Understanding symptom interpretation

 For non-verbal, accurate symptom interpretation dependent on development 

of meaningful relationship with individual (1)

 Those without prior relationships with person with IDD associating change in 

mood/ behaviour/ self-injurious behaviour/ refusing to cooperate as 
symptom of disability → misdiagnosis or undertreated pain/anxiety

 Symptom assessment needs to be individualized based on experience of 

patient’s closest caregivers (9)

 Many lack communication repertoire to articulate distress in recognizable / 

socially acceptable ways



Understanding symptom interpretation

 3 main indicators of pain among people with cognitive 

impairments: increase in aggression, restlessness, changes in 

speech (e.g. whining, moaning, groaning) (5)

 Active withdrawal from usual activities, not cooperating, 

changes in body language may also indicate distress

 Irritability, hyperactivity, inactivity, self-injurious behaviour, loss of 

appetite, sleep problems



Understanding symptom interpretation

 DisDAT – a distress assessment tool developed by palliative care 
team supporting people with IDD —has been developed to help 
clinicians and caregivers identify, communicate about, and 
document an individual’s signs of distress and contentment (9)

 The Abbey scale – simple numerical tool for people with dementia 
who cannot articulate verbally well, measures non-verbal 
expressions (5)

 Easy / quick, grading scores and converting into levels of pain 
for baseline or continuous measure



DisDAT sample page



Abbey Pain Scale



Pain and Symptom Management

 Non-Communicating Adult Pain Checklist (NCAPC)  (25)

 Antecedent-Behaviour-Consequence (ABC) Chart  (26)

 “Planning ahead to manage pain and distress confidently checklist” (5)

 qualitative / holistic approach to document patient / carer experience of, responses to, and 
management of, pain / distress

 evaluates interventions to manage pain effectively for individual

 Focus on careful examination of patterns of distress, thorough physical exam, judicious use of 
diagnostic tests, empiric use of comfort meds based on most likely cause (9)

 Trial and error often necessary → constant monitoring of adverse effects



Non-Communicating Adult Pain Checklist 

(NCAPC)



Non-Communicating Adult Pain 

Checklist (NCAPC)



Antecedent-Behaviour-Consequence



Treatment Decisions

 Lives of great joy and happiness can be lived without capacity for 

complex thinking (6)

 unreflective over-emphasis on role of cognitive limitation in QoL →

powerfully negative consequences

 inappropriately downplay burden of technological intervention, limit 

spectrum of care options

 In rare instances when suspect guardians not acting on patient’s best 

interests, involve adult protective services or courts (18)



Treatment Decisions

 Define risks/burdens of treatment: (18)

 Will treatments be understood? Can patient comply with therapy or 

will restraints or sedation be needed? 

 Will treatments result in undue pain, suffering, fear?

 How will QoL be different after treatment?

 For some, importance of routine / familiar environments → even 

transfer to medical facility could be very stressful!

 Will benefit be sustained long enough to warrant duration of 

therapy?



Treatment Decisions

 Don’t use “futility” or language that seems to undervalue patient’s life (18)

 prior incorrect predictions: “Your baby will never live to be an adult”, “You will 

never be able to care for this child by yourself, “They will never have a meaningful 

life.”

 Many individuals lack communication repertoire to articulate distress in recognisable 

/ socially acceptable ways (20)

 Communication usually biggest barrier to effective assessment 

 Will affect pain and symptom management 



Health Checks

 Annual health exams recommended in 2018 Canadian Consensus Guidelines for Primary 

Care of Adults with Intellectual and Developmental Disabilities(40, 41)

 Collecting info on adaptive functioning & social supports

 Physical exam: head to toe

 Prevention / screening – using knowledge of syndromes and other conditions to guide care (e.g. 

screen hypothyroid for Down Syndrome)

 Management plans

May need to invite patients in for the exam, rather than depend on them to make appointment. 

May need to request a caregiver familiar with the patient to accompany them

May need SDM to accompany them

May need desensitization techniques



Health Watch toolkits: e.g. FASD



Health Watch toolkits: e.g. FASD



Health Watch toolkits: e.g. FASD



Health Watch toolkits: e.g. FASD



Health Watch toolkits: e.g. FASD
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