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Why is this a Relevant Issue to 
Address?

• People with developmental disabilities are living 

longer

• Good health plays a vital role in their quality of 

life

• It is important that older men and women with 

developmental disabilities receive the health 

related information to promote well-being and 

prevent health problems

University Center for Excellence in Developmental Disabilities



Common Misconceptions

• All persons with developmental disabilities have 

severe physical, cognitive and behavioural 

impairments

– Truth is that many individuals have very mild 

disabilities

– Even individuals with severe physical deficits 

may be cognitively intact

University Center for Excellence in Developmental Disabilities



Common Misconceptions

• Primary care providers have little or no capacity 

to care for elders with developmental disabilities

– Truth is most care needs of elders with 

developmental disabilities are the same as 

most elders

University Center for Excellence in Developmental Disabilities





Common Concerns in Elderly 
and Developmentally Disabled

• Increased sensitivity of the central nervous 

system

• Polypharmacy common

• Unreliable or no history provided

• Medical records are difficult to obtain

• Non-verbal communication

• Auditory and visual difficulties very common

• Seizures and dysphasia common problems

University Center for Excellence in Developmental Disabilities



Where Developmental Disabilities 
and Aging Concerns Meet

• Sensitivity to meds

• Cognitive difficulties

• Fragile senses at young age

• Affect of disease on senses in later age

• Genetic, hereditary, or traumatic cerebral 

abnormalities

• Development of dementia with aging

• Communication difficulties

University Center for Excellence in Developmental Disabilities



Where Developmental Disabilities 
and Aging Concerns Meet (con’t)

• Mobility, musculoskeletal, rehabilitative issues

• Impaired cognitive and physical function with 

forming speech

• Associated with hearing and visual abnormalities

• Deformities, spasticity, contractures

University Center for Excellence in Developmental Disabilities





Health Issues for People with 
Developmental Disabilities 

• Adults with Down syndrome have a higher 
prevalence (15% to 40%) of early-onset 
Alzheimer’s disease occurring 15-20 years 
earlier compared to the general 
population, and may experience 
hypothyroidism and sleep apnea more 
frequently 

(McCarron, Gill, McCallion, & Begley, 2005)



Health Issues for People with 
Developmental Disabilities

• Adults with Fragile X may have more 
issues with heart problems (mitral valve 
prolapse), musculoskeletal disorder, 
earlier menopause, epilepsy, and visual 
problems.

• Persons with Prader-Willi have high rates 
of cardiovascular disease and diabetes 

(Prasher & Janicki, 2002). 



Health Issues for People with 
Developmental Disabilities

• People aging with cerebral palsy have an 
increased likelihood of having reduced 
mobility, bone demineralization, fractures, 
decreased muscle tone and increased 
pain, difficulty eating or swallowing, and 
bowel and bladder concerns 



Health Issues for People with 
Developmental Disabilities

• Higher risk of developing osteoporosis 
(brittle bone disease)

• Tardive dyskinesia (repetitive, involuntary, 
purposeless movements caused by the 
long-term use of certain drugs)



Medical Issues Deserving Close 
Attention

• Premature aging in those with developmental 

disabilities and accelerated rate of functional 

decline 

• Earlier development of eye and ear 

abnormalities 

• Monitoring for the usual chronic health 

conditions such as arthritis, hypertension, heart 

disease, high cholesterol, and diabetes

University Center for Excellence in Developmental Disabilities



Medical Issues Deserving Close 
Attention (con’t)

• Higher incidence of seizures in elderly 

developmentally disabled persons 

• Higher incidence of affective disorders, depression, 

and bipolar disorders associated with aging and 

mental retardation 

• Unique issues of increased incidence of thyroid 

disease and Alzheimer’s disease in people with 

Down’s Syndrome 

• Monitor for signs of abuse to individual but also to 

caregiver University Center for Excellence in Developmental Disabilities





Comparison of Depression, 
Delirium and Dementia

Depression Delirium Dementia

Definition A change in mood which

lasts at least 2 weeks and

includes sadness,

negativity, loss of interest,

pleasure and/or decline in

functioning.

An acute or sudden 

onset of mental 

confusion as a result of 

a medical, social, 

and/or environmental 

condition.

Progressive loss of 

brain cells resulting in 

decline of day-to-day 

cognition and 

functioning. A terminal 

condition.

Duration At least 6 weeks, but can

last several months to

years, especially if not

treated.

Hours to months,

dependent on speed of 

diagnosis.

Years (usually 8 to 20)

Thinking May be indecisive and

thoughts highlight failures

and a sense of

hopelessness.

Fluctuates between

rational state and

disorganized, distorted

thinking with incoherent

speech.

Gradual loss of 

cognition and ability to 

problem solve and 

function independently.



Comparison of Depression, 
Delirium and Dementia

Depression Delirium Dementia

Mental 
status
testing

Capable of giving 

correct

answers, however often

may state “I don’t know”

Testing may vary from poor 

to good depending on time 

of day and fluctuation in 

cognition.

Will attempt to answer 

and will not be aware 

of mistakes.

Memory Generally intact, though

may be selective.

Highlights negativity.

Recent and immediate

memory impaired.
Inability to learn new

information or to recall 

previously learned 

information.

Sleep-
wake
cycle

Disturbed, usually early

morning awakening.

Disturbed. Sleep-wake

cycle is reversed (up in

night, very sleepy and

Sometimes nonresponsive 

during the day)

Normal to fragmented



Comparison of Depression, 
Delirium and Dementia

Depression Delirium Dementia

Hallucinations
& delusions

Can be present in a

severe depression.

Themes of guilt & self 

loathing

Often of a frightening 

or paranoid nature

Can be present. May

misperceive. In Lewy

Body Dementia visual

hallucinations are present.

Diagnosis May deny being

depressed but often

exhibit anxiety. Others 

may notice symptoms 

first. Social withdrawal

is common. Increased 

complaints of physical

illness. 

Diagnosis based on 

rapid onset of 

fluctuating 

symptoms. Can be 

mistaken for 

progression of the 

dementia.

Usually diagnosed

approximately 3 years

after onset of symptoms.

Must rule out other cause

of cognitive decline, e.g.

depression or delirium.

Prognosis Treatable and 

reversible

condition.

Treatable and 

reversible with early 

diagnosis but can 

lead to permanent

disability or death

Progression can be

slowed but not reversed.



Comparison of Depression, 
Delirium and Dementia

Depression Delirium Dementia

Care
approaches

Identify the symptoms of

depression early. Help

person to follow treatment

plan & offer them hope.

Early recognition is 

key. Keep person 

safe, find cause of 

the delirium and

treat as quickly as

possible.

Maintain and 

enhance abilities 

that remain. Focus

on the positive and

support the lost 

abilities.

Treatment Antidepressants, ECT,

interpersonal therapy,

behavioural-cognitive

therapy. Assist person to 

improve confidence and 

self esteem through 

conversation and activity.

Treat underlying 

cause. Monitor 

response. Be alert 

for relapse; occurs 

in 90% of cases

Cholinesterase 

inhibitors slow the 

progression of

some dementias.

Symptomatic 

treatment with 

environmental & 

staff approaches.







Alzheimer’s Disease

• People with intellectual and developmental 
disabilities develop Alzheimer’s disease at 
rates similar to older adults in the general 
population

• Adults with Down syndrome develop 
Alzheimer’s disease at greater rates 



Alzheimer’s

• Alzheimer’s is a progressive disease

• For individuals with mild to moderate 

developmental disabilities the changes first 

noticed in the early stages of Alzheimer’s 

disease include: 

• loss of activity of daily living skills

• personality changes 

• disorientation to time and place 



Alzheimer’s

• As the disease progresses the symptoms seen 

in the early stage increase 

• Increasingly confused and their frustration may 

increase 

• Disruptions in their sleep schedule and become 

very confused about day and night. 

• May attempt to leave their residence and 

become lost



Alzheimer’s

• Late in the disease process individuals are 
very disoriented to time and place and 
exhibit physical issues 

• They may have difficulty swallowing, be in-
continent, and have difficulty walking 

• They will need total care for survival 



Warning Signs of Alzheimer’s Disease for 
Adults with Intellectual and Developmental 

Disabilities 

• Loss of activity of daily living 

skills, difficulty with well-

learned abilities 

• Changes in personality; more 

withdrawn, more frustration 

• Periods of inactivity or apathy, 

disinterest in activities the 

individual previously enjoyed 

• Development of seizures not 

previously seen 

• Disorientation to time 

and place 

• Increase in stereotyped 

behaviours 

• Hyperactive reflexes

• Visual retention deficits 

• Speech difficulties, not 

able to use words or 

speech that is not clear 



AGING WITH DEVELOPMENTAL 
DISABILITIES

WOMEN’S HEALTH ISSUES



“Normal Aging” for Women with 
Developmental Disabilities 

• In the general population women live to around 

79 years of age

• Women with a developmental disability (other 

than Down’s Syndrome) live to around 67 years 

of age

• Women with Down’s Syndrome live to around 57 

years of age

Walsh, P.N., Heller, T., Schupf, N., & van Schrojenstein Lantman-de Valk, H. (2000). Healthy Ageing –

Adults with Intellectual Disabilities: Women’s Health Issues.



Menopause in Women with 
Developmental Disabilities

• There is very little research in the area of menopause and 

older women with developmental disabilities

• Women with Down’s Syndrome may reach menopause 

earlier than the general population

• For some women seizure patterns change (for better or 

worse) around the time of menopause

• Women with developmental disabilities typically have not 

received information re menses or menopause

Brown, A., and Murphy, L. (2007). Aging and Developmental Disabilities: Women’s Health Issues



Hormone Replacement Therapy

Potential Benefits of HRT

• Decreased risk for heart 

disease

• Relief from hot flashes

• Relief from mood swings

• Reduction in 

Osteoporosis

• May reduce the risk of 

Alzheimer’s disease

Potential Risks of HRT

• May have a relationship 

with the progression of 

breast and uterine cancers 

for women who are at risk

• Women with mobility 

issues have a higher risk of 

developing blood clots

• May negatively interact 

with insulin and blood 

thinners
Brown, A., and Murphy, L. (2007). Aging and 
Developmental Disabilities: Women’s Health Issues



Osteoporosis

• Osteoporosis is a disease in which bones 
become fragile and are more likely to 
break. 

• Unfortunately, many older women become 
aware that they have osteoporosis only 
after they break or fracture a bone.



Osteoporosis: Risk Factors

• Advanced age

• Family history of 

osteoporosis

• Caucasian or Asian 

ethnicity

• Thin or small stature

• Physical inactivity; 

condition that limits 

movement 

• Early menopause

• Diet low in calcium or 

Vitamin D

• High alcohol and/or 

coffee intake

• Excessive weight loss

• Smoking

Brown, A., and Murphy, L. (2007). Aging and 
Developmental Disabilities: Women’s 
Health Issues



Osteoporosis Risk Factors and 
Women with Developmental 

Disabilities

• Amenorrhea

• Early menopause

• Medications 

• More likely to be 

inactive or experience 

falls

• Prader-Willi Syndrome

• Kleinfelter’s Syndrome

• Cerebral Palsy 

Brown, A., and Murphy, L. (2007). Aging 
and Developmental Disabilities: Women’s 
Health Issues



Prevention of Osteoporosis

• Diet

• Exercise

• Weight Management

• Tobacco

• Medications



Heart Disease Risk Factors and 
Women with Developmental 

Disabilities 

• Undiagnosed

• Family history of 

hypertension

• Diabetes

• Lack of 

cardiovascular fitness

• Smoking

• Menopause can 

increase cholesterol 

levels which can lead 

to greater risk for 

heart disease or 

stroke



Warning Signs of Heart Attack

• Shortness of breath

• Pain or tightness in the chest, arm or 
jaw

• Dizziness

• Fainting

• Lack of energy

Brown, A., and Murphy, L. (2007). Aging and Developmental Disabilities: Women’s Health 
Issues



Cancer and Women with 
Developmental Disabilities

• Breast
– Clinical breast exam once a year, self exam if possible

– Regular mammograms after 50 years of age

– If a lump is found Dr should order follow-up tests 

(i.e. ultrasound, diagnostic mammogram)

• Ovarian and Uterine Cancer

– Pelvic exam and pap smear every 3-5 years

(more frequently if on HRT or has had an abnormal result)

Brown, A., and Murphy, L. (2007). Aging and Developmental Disabilities: Women’s Health Issues



Thyroid Disease and Women 
with Developmental Disabilities

• Higher rate of thyroid disease among 
people with Down’s Syndrome

– Regular thyroid screens for older women 

(especially those with Down’s syndrome) for 

early detection and treatment) 



Urinary Incontinence and Women 
with Developmental Disabilities

• Urinary Incontinence
– Urinary Tract Infection (UTI), increased need to urinate 

and a burning sensation or discomfort during urination 

• Preventative Measures
– More frequent urination

– Make sure toilet facilities are nearby and accessible

– Kegel exercises Brown, A., and Murphy, L. (2007). Aging and 

Developmental Disabilities: Women’s Health Issues 



Preventative Health Care Services

• Thorough Physical Examination

• Vision

• Hearing

• Dental

• Testing for women over 65

– Diabetes

– Colon/rectal cancer

– Hypertension, total cholesterol levels

– Iron deficiency
Brown, A., and Murphy, L. (2007). Aging and 
Developmental Disabilities: Women’s Health Issues



Health Related Supports & 
Accommodations

• Watch for behavioural changes that may indicate an 

underlying health problem 

• Ensuring access to health information that is 

understandable and services for diagnosing and treating 

age related health problems for women with disabilities

• Ensuring health professionals have accessible exam 

rooms & proper equipment

• Provide necessary supports to address health concerns

Brown, A., and Murphy, L. (2007). Aging and Developmental Disabilities: Women’s Health 
Issues



AGING WITH DEVELOPMENTAL 
DISABILITIES

MEN’S HEALTH ISSUES



The Aging Male

• Male reproductive system changes:

– Changes in testicular tissue

– Sperm production



Prostate Gland

• Prostate gland enlarges with aging as 
some of the prostate tissue is replaced 
with scarlike tissue: 

– Known as benign prostatic hypertrophy (BPH)

– Approximately 50% of men effected

– May cause slowed urination and problems 

with ejaculation



Prostate Cancer

• Unfortunately a common cancer

• 16% of men (1 in 6 men) will be diagnosed 
with prostate cancer

• 3% of those diagnosed with prostate 
cancer die and the risk of this increase 
with age

“Management Guidelines Developmental 
Disability, 2005 Version 2”



• Increased risk for those men who have a 
family history of prostate cancer

• Often asymptomatic but symptoms could 
include:

– Blood in urine

– Frequent urination (esp. at night)

– Inability to urinate

– Constant pain in back, pelvis or upper thighs



Erectile Dysfunction

• Increase risk after age 40 yrs.

• 25-45% of men over the age of 65 yrs. 
Have clinically significant erectile 
dysfunction

• Higher prevalence in men with 
developmental disability due to greater co-
morbidities



• Associated medical conditions that should 
be ruled out as an underlying etiology:

– Diabetes

– Neuropathy

– Vascular disease

– Hyperprolactinemia

– 90% of ED is thought to be a result of a 

medical problem rather than simple aging



Questions???



CCAC & Long Term Care



Community Care Access Centres

• 14 in the province

• 3 in the Southern Region (Erie St. Clair, South West, 
& Hamilton Niagara Haldimand Brant)



Community Care Access Centre (CCAC) connects people with the 

care they need, at home and in the community: 

• They can help people stay in their own home longer by providing 

Care in their Home and by coordinating Care in their  

Community, including specialized support services 

• They can provide people with information about Long-Term Care 

Options if it becomes too difficult for them to live at home 

• They are the access point for Long-Term Care and authorize 

admission.



Exploring Options with CCAC

• Anyone can make a referral to a CCAC – individual, 

family member, caregiver, friend, health care 

professional.

• Individual will be introduced to a Case Manager / Care 

Coordinator, who will:

1. Discuss needs, answer questions about CCAC and 

community  resources

2. Conduct health care assessment 

3. Develop customized care plan to meet specific needs 

4. Check in regularly and adjust care plan if needs 

change



Care in the Home

The Care Plan can include specialized services:

1. Nursing 

2. Personal support (help with bathing, dressing, etc.) 

3. Physiotherapy 

4. Occupational therapy 

5. Speech-language therapy 

6. Social work 

7. Nutritional counseling 

8. Medical supplies and equipment 

The CCAC Case Manager may recommend care that is 
provided in the home by other Community Services.



Care in the Community
The Care Plan can include community based services:

• Meal delivery and dining programs 

• Homemaking and home help 

• Caregiver relief 

• Transportation services 

• Community dining 

• Friendly visiting 

• Supportive housing 

• Adult Day Programs

• Specialized Services (brain injury, mental health & addictions, 

convalescent care, Alzheimer’s & related dementias, Stroke)

• Community Clinics (diabetes, IV therapy, wound care, 

rehabilitation)



Long-Term Care – Eligibility
• 18 years of age or older

• Possess a valid Ontario health card

• Have health care needs that cannot be met 

with any combination of care-giving or 

community-based services in the home

• Have health care needs that can be met in a 

LTC home

• CCAC provides additional information 

regarding eligibility



Long-Term Care – When to apply
• People with Developmental Disability are 

considered no differently than people who do 

not (except veterans)

• There is no formula or checklist

• Each individuals situation is unique: their care 

needs & their resources to meet these needs

• Typically there is a CCAC supported Care Plan 

in place prior to LTC Application 



Long-Term Care – When to apply
• Family Caregivers no longer able to provide 

care

• Health condition requires high level of 

personal support or ongoing nursing care

• Unable to return home after hospitalization

• Care needs exceed what can be provided by 

other services in the community



Long-Term Care - Application Process

• Contact CCAC

• Learn about options

• Visit homes you might consider

• Complete Application (includes an assessment 

of need)

• Wait for acceptance of application from LTC 

homes

• Wait for available bed

• Respond to Bed offer



CCAC Contact Information

Hamilton Niagara Haldimand Brant CCAC

1 800 810 0000

Erie St. Clair CCAC

1 888 447 4468

South West CCAC

1-800-811-5146



CCAC Long-Term Care Resources

http://www.ccac-ont.ca/Upload/hnhb/General/LTC%20

Booklet/LongTerm_HOME_WEB.pdf


