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Why is this a Relevant Issue
Address?

* People with developmental disabilities ar
longer

« Good health plays a vital role in their qual
life

* It is important that older men and women
developmental disabilities receive the he
related information to promote well-being
prevent health problems

University Center for Excellence in Developmental Di
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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
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Common Concerns in Elde
and Developmentally Disab

Increased sensitivity of the central nervou
system

Polypharmacy common

Unreliable or no history provided
Medical records are difficult to obtain
Non-verbal communication

Auditory and visual difficulties very commc
Seizures and dysphasia common proble

University-Genter-for-Excellence in Developmental Di:




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
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Where Developmental Disabi
and Aging Concerns Meet (

Mobility, musculoskeletal, rehabilitative is

Impaired cognitive and physical function
forming speech

Associated with hearing and visual abnor
Deformities, spasticity, contractures

University Center for Excellence in Developme
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Physiological Aging Changes
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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

(MeGarren;-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 C

Attention (con’t)

Higher incidence of seizures in elderly
developmentally disabled persons

Higher incidence of affective disorders, dep
and bipolar disorders associated with agin
mental retardation

Unigue issues of increased incidence of th '
disease and Alzheimer’s disease in people
Down’s Syndrome

Monitor for signs of abuse to individual but

Careg|ver University Center for Excellence in Developmental Disa




You can Help Prevent Delirium

VYWhat is delirium<?

Delirium is a sudden confused state of mind_ It is a common problem in older people In
the hospital. Delinum can be prevented and treated.

WYWWhat does delirium look likke?
People with delinum can act confused and may:

- be restless and upset - drift between sleep and - mix up days and ‘
- slur their speech wakefulness nights ‘
- not make any sense - have trouble concentrating - be forgetful

= act differently - see and hear imaginary things

= be unaware of surmroundings

VWhat can you do?

| Promote Healthy Rest and Sleepl

lpromote Mental Stirnulationl

|Promote Physical Activityl

@ays to Help
P B

[Promote Healthy Hearing I

.

- Encourage hearing alds and ampiifNers
when nesded

= Malke sSure alas are working

= BF i GouDE, talik to aSpaach Or earimg

Health Promotion and Prevention Really Works!

Bl E e T of Elsas F [ -




Comparison of Depression,
Delirium and Dementia

Definition

Duration

Thinking

A change in mood which
lasts at least 2 weeks and
includes sadness,
negativity, loss of interest,
pleasure and/or decline in
functioning.

At least 6 weeks, but can
last several months to
years, especially if not
treated.

May be indecisive and
thoughts highlight failures
and a sense of
hopelessness.

An acute or sudden
onset of mental
confusion as a result of
a medical, social,
and/or environmental
condition.

Hours to months,
dependent on speed of
diagnosis.

Fluctuates between
rational state and
disorganized, distorted
thinking with incoherent
speech.

Progressive loss of
brain cells resulting in
decline of day-to-day
cognition and
functioning. A terminal
condition.

Years (usually 8 to 20)

Gradual loss of
cognition and ability to
problem solve and
function independently.



Comparison of Depression,
Delirium and Dementia

Mental Capable of giving Testing may vary from poor Will attempt to answer
status correct to good depending on time  and will not be aware
testing answers, however often  of day and fluctuation in of mistakes.

may state “l don’t know” cognition.

Memory Generally intact, though Recent and immediate Inability to learn new
may be selective. memory impaired. information or to recall
Highlights negativity. previously learned
information.
Sleep- Disturbed, usually early  Disturbed. Sleep-wake Normal to fragmented
wake morning awakening. cycle is reversed (up in
cycle night, very sleepy and

Sometimes nonresponsive
during the day)




Comparison of Depression,
Delirium and Dementia

Hallucinations Can be presentin a Often of a frightening Can be present. May

& delusions severe depression. or paranoid nature misperceive. In Lewy
Themes of guilt & self Body Dementia visual
loathing hallucinations are present.

Diagnosis May deny being Diagnosis based on  Usually diagnosed
depressed but often rapid onset of approximately 3 years
exhibit anxiety. Others fluctuating after onset of symptoms.
may notice symptoms symptoms. Can be Must rule out other cause
first. Social withdrawal mistaken for of cognitive decline, e.g.
is common. Increased progression of the depression or delirium.
complaints of physical dementia.
iliness.

Prognosis Treatable and Treatable and Progression can be
reversible reversible with early  slowed but not reversed.
condition. diagnosis but can

lead to permanent
disability or death




Comparison of Depression,
Delirium and Dementia

- DepreSSion m .

Care Identify the symptoms of Early recognitionis  Maintain and
approaches depression early. Help key. Keep person enhance abilities
person to follow treatment safe, find cause of that remain. Focus
plan & offer them hope. the delirium and on the positive and
treat as quickly as support the lost
possible. abilities.
Treatment Antidepressants, ECT, Treat underlying Cholinesterase
interpersonal therapy, cause. Monitor inhibitors slow the
behavioural-cognitive response. Be alert progression of
therapy. Assist person to for relapse; occurs some dementias.
improve confidence and in 90% of cases Symptomatic
self esteem through treatment with
conversation and activity. environmental &

staff approaches.




Delirium

BEsT PrRACTICE QuUICK REFERENCE GUIDE
FOR CARE OF OLDER PERSONS

THIS QUICK REFERENCE GUIDE WILL ASSIST THE TEAM TO:

«» |ldentify older adults at risk for delirnum.

* Assess causes of delirium and mplement appropriate interventions.

+ Reduce the person’s delinum-related anxiety and fear through approprate management of the
environment.

» Employ use of nonphamaceutical interventons whenever possible.

KEY POINTS ABOUT DELIRIUM

¢ Delinum is the sudden onset of altered behaviour and mental status (disonentation, decreased
ability to focus and pay attention, perceptual disturbances, impaired cognition).

e It is a transient state—treatment of underilying cause(s) will usually reverse the alterations in
mental status.

¢ Delinum in the older adult s frequently misdiagnosed—mental status changes are missed or
wrongly attnbuted to dementia.

» Organic causes of delinum (medical illinesses) are ofiten exacerbated by environmental changes
andfor psychosocial issues in the older person’s life.

¢ Sudden onset confusion can be the first or only sign of acute liness. Stalff must assume that
sudden changes in mental status are abnormal.

» Almost any illiness or medication can lead to delirium in the older adult.

Is iIT DELIRIUM OR DEMENTIA?
DELIRIUM DEMENTIA

ONSET Rapid (hours, days) Slow (months, years)

SYMPTOMS Fluctuate over the course of the day Relatively stable

DURATION Days to weeks Years

ORIENTATION Disorientation and disturbed thinking Persistent disornentation

are ntermittent

LEVEL OF Fluctuates, with inability to Alert, stable

CONSCIOUSNESS concentrate

SLEEP/WAKE CYCLE Sleep/wake cycle may be reversed Sleep may be fragmented

= Hamigan Consulting 2006
(604) 266-3572
miharrigan@shaw . ca




ASSESSMENT OF DELIRIUM

Is the Person at Risk?
Dementia

Advanced age (> 75 years)
Polypharmacy

History of delirium

Chronic illnesses
Recovery from surgery

Is Sudden Onset Confusion Present?

- Rapid onset Evaluate Mental Status Changes

. Fluctuating syrmptoms . Mental status examanation (MMSE)

- Evidence of disordered thinking - Confusion Assessment Method (CAM)

. Altered attention span K Collateral information from family and fnends
- Ahlered level of consciousness - Assess changes n ADL"'s and behawour

Ahered ability to do ADL's

Common Causes of Delirium Assessment

Drug toxicaty New prescripbon, multpde drugs. drugs prescribed for
many years: recent discontnuation of a usual drug:
consader over-the-counter drugs and herbals

Infection Vital signs, blood work, chest assessment. uninalys:s,
etc.

Pain Assess efficacy of chronic andlor acute pain
management

Dehydraton State of hydration and nutnition. electrolytes, etc.

Acute #iness Physical signs and symptoms, blood work, etc.

Exacerbation of chronic disease Physical signs and symptoms, e.g.. glucose meter
reading for diabetics

Elimnation problems Constipaton, sampaction. urinary retention. etc.

Substance abuse Alcohol use. drug misuse. alcoholdrug withdrawal

Psychosocial problems Recent losses, gnef, relocation trauma, feardanxiety,

sleep deprwvabon, sensory overioad

L

Consulr with Team and develop an inverdisciplinary plan of care ro resolve causaove facrors
(e.g.. resolve pain. trear mfecton, insoture 3 bowe! protocol for constpaton).

I

e & @

Interventions
Develop an interdiscipliinary plan of care 1o resolve causative factors (e_g.. resolwe pamn, treat mfection, mstitute a bowsed
protocol for constpation).
Prowvide ongoing education. reassarance and emotional support to person and famidy. Assure them that delimum is
transsent and can be treated, especally if recognized early.
Maintasn a comfortable and famiiar envwronment (e_g.. provldeeyegasses hearing aids. consistent staffing).

Ertnblei = r-asr rradhiesmes be e e coreemoe's cteoss L Fameihes b st cambin Hhe e e F e recanddes




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 skKills
* 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
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Warning Signs of Alzheimer’s Dises
Adults with Intellectual and Develop

Disabilities
« Loss of activity of daily living  Disorientation
skills, difficulty with well- and place
learned abilities  |ncrease in ste
« Changes in personality; more behaviours
withdrawn, more frustration + Hyperactive re

« Periods of inactivity or apathy, « Visual retentio
disinterest in activities the
individual previously enjoyed able 10 use Wo

« Development of seizures not speech that is
previously seen

|




AGING WITH DEVELOPMENTAL
~ DISABILITIES

A

WOMEN’S HEALTH ISSUES




“Normal Aging” for Women
Developmental Disabiliti

* In the general population women live to a
/9 years of age

« Women with a developmental disability (o
than Down’s Syndrome) live to around 67
of age

« Women with Down’s Syndrome live to ar
years of age

Walsh, P.N., Heller, T., Schupf, N., & van Schrojenstein Lantman-de Valk, H. (2000). He
Adlults with Intellectual Disabilities: Women’s Health

S —




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 Ther

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

Brown, A., and Murphy, L. (2007). Aging and

Developmental Disabilities: Women’s Health Issues

Potential Risks o

May have a relatic
with the progressi
breast and uterine
for women who a

Women with mob
Issues have a hig
developing blood
May negatively in
with insulin and bl
thinners




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 Facto

Advanced age
Family history of
osteoporosis
Caucasian or Asian
ethnicity

Thin or small stature
Physical inactivity;
condition that limits
movement

- Early menopau

 Diet low in cal
Vitamin D

High alcohol a
coffee intake

Excessive wel
Smoking

Brown, A., and Murphy, L. (2007
Developmental Disabilities:
Health Issues

S —
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Osteoporosis Risk Factors
Women with Developmen

Disabilities
 Amenorrhea * Prader-Willi Sy
- Early menopause  Kleinfelter's Syn
» Medications « Cerebral Palsy

* More likely to be
iInactive or experience
falls

Brown, A., and Murphy, L. (20
and Developmental Disabilitie
Health Issues




Prevention of Osteoporosis

Diet =20
Exercise 0 A &
Weight Management

Tobacco
&

Medications

'

e .
SRS
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Heart Disease Risk Factors a
Women with Developmenta

Disabilities
Undiagnosed « Smoking
Family history of * Menopause ca
hypertension increase chole
Diabetes levels which ¢
Lack of to greater risk 1

heart disease

cardiovascular fitness
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 wit
Developmental Disabiliti

» Breast
— Clinical breast exam once a year, self exam if:
— Regular mammograms after 50 years of age

— If a lump is found Dr should order follow-up t
(i.e. ultrasound, diagnostic mammogram)

 QOvarian and Uterine Cancer

— Pelvic exam and pap smear every 3-5 years
(more frequently if on HRT or has had an abnormal resul

Brown, A., and Murphy, L. (2007). Aging and Developmental Disabilities: Wo




Thyroid Disease and Women
with Developmental Disabilities

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

— Regqular thyroid screens for older women
(especially those with Down’s syndrome) for
early detection and treatment)




Urinary Incontinence and W
with Developmental Disabili

 Urinary Incontinence

— Urinary Tract Infection (UTI), increased need to
and a burning sensation or discomfort during ur

* Preventative Measures
— More frequent urination
— Make sure toilet facilities are nearby and acces

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

Developmental Disabilities: Women’s He




Preventative Health Care Sen

Thorough Physical Examination
Vision

Hearing

Dental

Testing for women over 65

— Diabetes

— Colon/rectal cancer

— Hypertension, total cholesterol levels
— lron deficiency

Brown, A., and Murphy, L. (2007). A
Developmental Disabilities: Womer




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

— R —




AGING WITH DEVELOPMENTAL
DISABILITIES = =

=

MEN’S HEALTH ISSUES |




The Aging Male

» Male reproductive system changes:
— Changes in testicular tissue

— Sperm production
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Prostate Gland

» Prostate gland enlarges with aging a
some of the prostate tissue is replace
with scarlike tissue:
— Known as benign prostatic hypertrophy
— Approximately 50% of men effected

— May cause slowed urination and proble
with ejaculation

IFr




Prostate Cancer

» Unfortunately a common cancer

* 16% of men (1 in 6 men) will be diag
with prostate cancer

» 3% of those diagnosed with prostate
cancer die and the risk of this increa
with age

“Management Guidelines Develop
Disability, 2005 Ver




 Increased risk for those men who ha
family history of prostate cancer

» Often asymptomatic but symptoms ¢
include:
— Blood in urine
— Frequent urination (esp. at night)
— Inabllity to urinate
— Constant pain in back, pelvis or upper t

—
B —
—
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Erectile Dysfunction

 Increase risk after age 40 yrs.

« 25-45% of men over the age of 65 y
Have clinically significant erectile
dysfunction

» Higher prevalence in men with
developmental disability due to grea
morbidities

IFr




» Associated medical conditions that s
be ruled out as an underlying etiologs
— Diabetes
— Neuropathy
— Vascular disease
— Hyperprolactinemia

—90% of ED is thought to be a result of a
medical problem rather than simple agi
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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)




Connecting you with care

CCacC CC]SC

Community
Care Access UK SOINS
Centre

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.

 |ndividual will be introduced to a Case Manager / Care
Coordinator, who will:

Discuss needs, answer questions about CCAC and
community resources

Conduct health care assessment
Develop customized care plan to meet specific needs

Check in regularly and adjust care plan if needs

change \\‘%




Care in the Home

The Care Plan can include specialized services:
Nursing

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

Occupational therapy

Speech-language therapy

Social work

Nutritional counseling

Medical supplies and equipment

1.
2.
3.
4.
5.
6.
7.
3.

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 metin 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




