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What is going on?
What can we do about it?

Cindy Chatzis, RPN
Healthcare Facilitator
Southern Network of Specialized Care

� Intellectual / Developmental 
Disabilities (I/DD) & Health Trends

� Barriers
� Overview of Specific Issues
� Prevention & Screening

� Evidence-Informed Resources in 
Aging, I/DD & Complex Behaviours
› NTG guidelines & NTG-Early Detection 
Screen for Dementia (NTG-EDSD)
› DD Primary Care Guidelines & Tools
› Other Resources

� Increasing life expectancy of people 
with I/DD

� Age-related diseases more prevalent

� Higher Co-morbidities
› Seizures, CVD, dental, GERD, 
constipation, obesity, Mental Health 
issues

� More than 2x usual medical 
conditions

� Earlier onset of some conditions
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� A number of factors contribute to the marginalization 
of seniors with developmental disabilities:

� Mainstream info on disease prevention may not be 
reaching individuals with DD

� Rarity of experts on aging with DD

� Difficulties of communication

� Preventable or undiagnosed conditions

& lack of access to proper care or other

services in the areas of physical or mental health 

� Less or lack of social & financial supports

(Lunsky et al., 2013; NACA, 2004)

� Complicating factors (e.g. multiple & long-

term medications, vulnerabilities)

� Undiagnosed / Untreated Dental, Hearing 

and Vision Impairment

� Live more sedentary lifestyles with poor 

nutrition.

� 4 - 6 times the rate of preventable deaths

� Evidence to suggest a greater rate of:

› Dental caries & gingivitis

› High blood pressure, high cholesterol

› Other cardiovascular & respiratory diseases

› Obesity

› Diabetes

› Gastrointestinal Disorders, e.g. GERD, constipation

› Sensory impairments

› Mental health problems

� Possibly due to poor health prevention and promotion, 

lack of access to health programs/interventions, 
challenges due to their developmental disability
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General Population
People with 

Developmental 
Disability

1.  Cancer 1.  Respiratory diseases

2.  Ischemic heart disease 2.  Heart disease due to 

obesity, congenital 

malformations, side effects 

of neuroleptics

3.  Cerebrovascular disease 3.  Gastrointestinal diseases



10/08/2015

4

DIAGNOSTIC 

OVERSHADOWING

� 198 subjects- specialized inpatient psych unit 

� Identified as Danger to self /others 

� Multi Discipline  Assessments (primary care, 
psychiatry, neurology, psychology)

� New diagnoses: 

60% Constipation 38% GERD 17% Yeast Infection

15% UTI 10% Ear infection 10% Dental

• 40% identified with medical problem as primary 
reason for admission.

• Significant correlation between the number of 
medical diagnosis and number of psychoactive 

medications & length of stay .

• Agitation related to a medication side effect was 
documented as a suspected cause of 

decompensation in a number of subjects.
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� Describe best practices in 

caring for adults with I/DD

� Guidelines were reviewed 
& published in Canadian 

Family Physician May 2011 

� Guidelines & Tools are 

available on SPC website

› http://www.surreyplace.on.
ca/Primary-Care

� A Guide to Understanding 
Behavioral Problems & 
Emotional Concerns

� This guide aims to help 
identify the causes of 
behavioral problems, in 
order to plan for treatment 
and management, and 
prevent reoccurrence
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� Tool to help with 
optimizing 
limited time 
allotted for 
medical 
appointments
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› Down Syndrome

› Fragile X Syndrome

› Prader-Willi Syndrome

› Smith-Magenis Syndrome

› 22q11.2 Deletion Syndrome

› FASD

› Autism

http://www.surreyplace.on.ca/Documents/Down%20Syndrome.pdf
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Guideline 31: “Dementia is important to diagnose early, 
especially in adults with Down syndrome who are at 
increased risk. Diagnosis might be missed because 
changes in emotion, social behaviour, or motivation can 
be gradual and subtle. A baseline of functioning against 
which to measure changes is needed…” “For patients at 
risk of dementia, assess or refer for psychological testing 
to establish a baseline of cognitive adaptive, and 
communicative functioning. Monitor with appropriate 
tools…”
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“Adults: Dementia is frequent and occurs earlier: 11 % 40-49 y, 77% 

60-69 y…” “If functional decline… use history, exam, and blood work 

to check for other conditions… (e.g. hearing/vision deficits, 
obstructive sleep apnea, hypothyroidism, chronic pain, medication 

side effects, depression, menopause, low folic acid/vitamin B12)”

http://www.surreyplace.on.ca/Documents/Down%20Syndrome.pdf

� Important for a doctor to rule out other 
medical conditions that could cause 
changes in behaviour, to avoid misdiagnosis 
of dementia

� Other disorders that can cause loss of 
memory, confusion, attention deficit or 
symptoms similar to dementia include: 
› depression, chronic pain, sleep apnea, 
anaemia, malnutrition or vitamin deficiencies, 
side effects of medication,                        
diabetes, kidney or liver disease,                    
thyroid abnormalities, heart                        
problems, etc.

1ST…

ELIMINATE OTHER 
CAUSES FOR 

BEHAVIOUR CHANGE
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� Behaviour changes often attributed to 

dementia have other causes

› Physical loss (falls, gait changes

› Sensory impairment

› Medical problems (delirium)

› Adverse drug reactions

› pain

� NTG-EDSD (NTG-Early Detection Screen 

for Dementia

http://aadmd.org/sit

es/default/files/NTG-

EDSD-Final.pdf
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1. If suspicions of  dementia arise 

complete a screening tool (such as 
NTG-EDSD)

2. Review results in areas of behavioural 

and functional change and co-
morbidities

3. Have a conversation with physician 

about the results

� Evidence based

� Male and female                              

versions

� Support guidelines 
for cancer 

screening
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Men

� Prostate

� Bowel (colorectal)

� Melanoma

� Lung

Women

� Breast

� Bowel (colorectal)

� Melanoma

� Lung

� 1/3 cancer deaths in 

US linked to diet and 
physical activity

� Obesity affect 
people with I/DD at 
very high rates

Why???

� Lack of healthy 
choices

� Difficulty swallowing

� Medication

� Physical limitations

� Pain

� Accessibility

� Lack of resources

� Diet (high in red meat & processed 
meats)

� Lack of exercise

� Weight 

� Smoking

� Heavy alcohol use

� Age >50

� Other bowel diseases

� Family history
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� Enjoy a diet rich in fruits, vegetables, 

whole grains

� Increase daily activity

� Maintain healthy weight

� Quit smoking

� Drink in moderation

� Know the family history

� Fruits and Vegetables (Surprise!)
› Limit sauces and dips

› Use whole fruits and veggies vs juices

� Limit processed meat (bacon, sausage, hot 
dogs, luncheon meats)

� Choose poultry or fish vs red meat
› choose lean cuts of red meat

� Bake, broil or poach

� Whole grains

� Limit refined sugars

� 150 minutes moderate intensity exercise 

weekly

› walking, dancing, leisurely bicycling, skating

� 75 minutes vigorous intensity  exercise

› Jogging/running, weight training, areobics

� Limit sedentary activities

› Sitting, lying down, TV, video games
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“Aerobic activity is the single most 

effective treatment for depression, anxiety 
and PTSD” ~ David Pitonyak

� Gender (female)

� Aging

� Genetics 

� Heredity

� Dense breast tissue

� Medication (birth control, HRT)

� Weight

� Exercise
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� Carefully consider the person’s ability to 

understand

� Allow plenty of time

� No assumptions 

� Picture cues and books

� Provide honest and simple answers

� Concrete communication vs abstract 

My Health Booklet Series

� Breast health

� Periods

� Menopause

� Pelvic exams

� Colonoscopy

� Men’s health

http://www.surreyplace.on.ca/resources-publications-
submenu?id=128

� Series of picture books

� Counselling tools

› Includes text and additional info for 
caregivers

� “Looking After My Breasts”

� Deals with self-exams, medical exam, 
mammograms
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� Gastrointestinal Problems are 3rd leading 

cause of death for people with I/DD

� Constipation!!!

“Preventing constipation is easier than 

treating it.”

� Routine

� Define constipation 

� Water

� Fruits & Veggies
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� Contact Info - SDM

� Part 1: Background 

› Family History

› Health Indicators

� Part 2: Head to Toe

� Health Care 
Providers & 
Specialists

� Appendix: Annual 
Health Review 
Summary

� Appendix: Doctor’s 
Appointment
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� Family Medical 

History to highlight 

possible risk factors

� Health Indicators

› Social History

› Sleep

› Pain

› Medic Alert

� Part II Head to 
Toe Review

� Head

� Part II Head to 
Toe Review

� Chest & 
Abdomen
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� Part II Head to Toe Review

� Musculoskeletal, Thyroid & Hormones

� Part II Head to Toe Review

� Nervous system/neurological

› Guideline 18 Epilepsy

� Part II Head to Toe Review

� Urinary, Sexual/Men’s/Women’s Health
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� Part II & III

� Behaviour/ 
Emotional Issues

� Infectious 
Diseases

� Other Health 
Info

� Appendices

› Annual Health Review Summary & Doctor’s 
Appointment
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Contact:

Cindy Chatzis

Healthcare Facilitator, Southwest region
cchatzis@wgh.on.ca

Phone 519-421-4248 ext. 7202


