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ELDERS WITH
INTELLECTUAL DISABILITIES
CHARACTERISTICOF A COHORT



Defining Older Age

for People with Intellectual Disability

General w60- 65 years
Population |skeaak

w40-55 years in ID studies
Intellectual f%: years in recent ID studies

- IF w>50 years World Health
D |Sab | I |ty Organisation




Life Expectancy of People with
Intellectual Disabillities in the 20th Centu

Female

Carter, G. J. Jancar, Mortality in the mentally handicapped: a 50 year survey at the Stoke Park group of hospitald 98830ournal of Mental Deficiency Research, 1983. 27(Pt 2):143-56.




Premature Mortality 7.\

wEXxcess of disease mortality
before age 40 years

\ilelgr:113Y; w58 times more likely to die by
50 years

WSMR >4

Pneumonia
wSeizures

Major Causes o
Death wCongenital Heart Disease

1. Patjaet al 2000, 2Hollinset al 1998 3Durvasulaet al 2002



The Good NewsFrom Finland
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Some people with mild ID are living as lo
if not longer than the general population

Women in the majority from age 6 35 in
general population

Oldest woman 97 years

Oldest man 95 years

High adaptive functioning

Few physical problems

Patja K., et al.Life expectancy of people with intellectual disability: A/8ar followup study. Journal of Intellectual Disability Rese&2600.44(5) 591599



Selective Mortality

@oungest age \

wSevere ID

wMinimal or no mobility
wLimited or no feeding ability
wNo toileting skills/incontinence
wSensory impairment
wEpilepsy

wSerious medical conditions

wDown Syndrome
wCerebral Palsy
wPradeWilli Syndrome

Factors Associated

with Premature Deat

Healthy Survivors

wLess people with Down SyndroniaderWilli
Syndrome

wMore females
wMore mild ID
wLess physical health problems

wHigher adaptive functioning

wpopulation studies increase in adaptive
functioning with age

wAdaptive functioning declines after age 74

wtoileting, dressing, grooming, eating,
language, reading, writing

o J




Residential Circumstances Of Older (55+
Australians with Intellectual Disability

Hospital Private
204 Home

11%

Institution
249%

Hostel
24%

(Ashman et al 1996 JIDR 40:1D%D)



Changing Profile of Accommodatio

Arrangements

Other, 5%

Aged Care, 8%

Independent,
8%

With Peer,
9%

Residential >20,
9%

Thompson, D

Journal ofGerontologicaBocial Work. Vol.37{8), 2002, pp. 23.


http://ovidsp.tx.ovid.com/sp-3.2.1/ovidweb.cgi?&S=GBHIFPFAPIDDPIJLNCDLLBJCBHOOAA00&Complete+Reference=S.sh.57|1|1
http://ovidsp.tx.ovid.com/sp-3.2.1/ovidweb.cgi?&S=GBHIFPFAPIDDPIJLNCDLLBJCBHOOAA00&Complete+Reference=S.sh.57|1|1

Institutionalisation Deinstitutionalisatio

4 N ( N

Early separation from family Aged care facility

\ J \ S

4 N ( N

Disruption of family and
community relationships

\ J \ S

Community group home

( N ( N

Life long family relationships

Separation from life long friends

\ J \ S

Reestablished family
relationships
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The Well Being of Elders
with Intellectual Disabilities:



Physical Needs
Shelter

Play
Fun

Humour
Laughter

Service
Giving

Growth

Challenge
Independence
Agency

Security
Predictability
Control

Social
Interconnectedn
ess




Physical Well Being



Physical Health= Brain Health=Mental Health

WABk 3ouRr  Hanps




Delaying Cognitive Decline and Dementia

3 City Studies: Bordeaux, Dijon and Montpel

w Crystallised w Fruit and w High cholesterol
intelligence / What vegetables w Diabetes
you have learnt w Dietaryfibre w Hypertension

w Mentally w B vitamins w Depression
stimulating w Olive oil
activites w Omega3 fatty

w*Social acids
engagement

w*Physical exercise
w*Not Smoking
w *Limited Alcohol

* Other Studies



Vitamin D Deficiency

Endemic

Assoctiatedvith Brain Disorders and Mental Il Heal
LRSYUATFE YR O2NNBOI

CherniackE.P., et al.,

Some new food for thought: The role of vitamin D
the mental health of older adults.

Current Psychiatry Reports, 2009(1): p. 1219. W




Marybeth Solinskb9 years

mediagallery.usatoday.com

Time for a
Positive Psychology of
Intellectual Disabillity



al at Plierdehyof Needs

SelfActualisation
SelfFulfilment

Love and
Belonging

Basicg Air,
Water, Food,
Shelter
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Challenges,
Development

Relationships ‘and
Achievements

Service, Giving




OThe Gett

Personality Development



Ageing as
Life Transition and Development

‘ Elderhood

‘ Adulthood
Childhood




GeorgeValllant

Adaptation to Life

Social / Interpersonal
maturation

Emotional /Intrapersonal
maturation

uSelf to Other to Community
uDevelopment of social skills

uf-ostered by social engagement and
participation in life

u-ostered by quality of relationships with
families, peers, carers, community

wDevelopment of increasingly adaptive
coping mechanisms

o«Can be taught and learnt

«Related to decline in challengibghaviours
of~ostered by quality of relationships with
families, peersgarers community

Vaillant G. Ageing Well. Scribe 2002



Resilience: Having the Time of My

13 women with mild ID, independent, good verbal skills

Positive view of ageing, felt ageing well, optimistic, felt
good about themselves

Resilience ability to cope with adversity, able to recover
from and gain positive effects from adverse event

Related to self rated health, social supports, absence|of
depressive symptoms, confidence in performing basic
activities

Dew et al (2006) Having the time of my life: An exploratory study of women with
intellectual disability growing older Health Care for Women International



Gloria
John Hopkins
University

Relationships



Family Relationships
Elders with Intellectual Disabllities

Less likely to live with family

In family setting, usually live with elderly parents

Less likely / unlikely to have a spouse or children

Relationships with Siblings, Nieces/Nephews




Eco Maps: Visualising
Soclal Relationships

Anne Eco-map

/

y
-

—_—

— minor relationship
= moderate relationship | Participant B Family B | Peers
— — —_—
= strong relationship
_ tenous/uncertain & Direct support/Carers ! Medical/Health Care systems
stressful/conflictual

Carling Jenkings<CDDHV



Concerns oElders with IntellectudDisabilities

Main concerns were about loss and changes

wFamily
wFriends
wServices

Less concerned about physical health

Wanting more control over issues affecting their lives
Meaningful roles incl. employment

Mental stimulation

Companionship

Reliable support

Safety

Thompson, D ournalof
Gerontologicabocial Work. Vol.37¢8), 2002, pp. 23. Buys, L., ®BoultonLewis, et al. (2008). "Issues of active ageing: Perceptions of older people
lifelong intellectual disability. Australasian Journal on AgeiRd(2): 6771.



http://ovidsp.tx.ovid.com/sp-3.2.1/ovidweb.cgi?&S=GBHIFPFAPIDDPIJLNCDLLBJCBHOOAA00&Complete+Reference=S.sh.57|1|1
http://ovidsp.tx.ovid.com/sp-3.2.1/ovidweb.cgi?&S=GBHIFPFAPIDDPIJLNCDLLBJCBHOOAA00&Complete+Reference=S.sh.57|1|1

Listening to Elders

mm EMpowerment

m Active Involvement, meaningful roles

Sense of security

Maintaining skills and learning

Congenial living arrangements

s Optimal health and fitness

Being safe and feeling safe and havir§

Satisfyingelationships and support

Buys, L., BoultonLewis, et al. (2008). "Issues of active ageing: Perceptions of older people with lifelong intellectual disabgiralasian Journal on Agei@d(2): 6771.



Fun,Humourand Laughter

Max Lewis in Notes on a Scandal



The Importance of Pets, Gardens,
Hobbies, Collections




What Is Ageing?

wNatural physiological process of decline in cell repair
and renewal

wResults in loss of cellular structure and organ
function over time

General ageing processes

Individual variation

Interaction of lifelong
disability and ageing

Health in earlier stages of lift
impacts health at later stage

Age related conditions

wPremature ageing
wPatterns of ageing
SyplelgelnpleiSTololli[oANe[<1lale]  wPathological mechanisms
w Targetednteventions
wPractice guidelines




5-Ds of Ageing

(Physical) Decline

e Depression

 Dementia

= Delirium

=l Dying and Death




A Bones, Joints, Mobility
A Pain

A Senses

A Organs

A Metabolism

A Energy

Physical Decline



DY YYD QD

PHYSICAL HEALTH

ncontinence a Hypertension
mmobility a Cerebrovascular

~alls and fractures di .

Sensory a Cardiorespiratory
Arthritis a Hypothyroidism

Pain at F Ny Ayazygq

Health Status rather
than age is guide to
functional abllity



Earlier onset of age related disorders in DS

Sensory impairments

wHigh risk of hearing impairment,
Increases with age

38% <50 yrs
62% >50 yrs
w(MeuweseJongejeuget al. 2006)

wincreasing vision impairment and
blindnesswith age

1/3 vision impairment > 50 yrs

2/3 vision impairment > 50 yrs and severe
ID

wBlindness

w~2.6% <50

w/% >50 years
w(vanSplunderet al 2006)

Musculoskeletal

wOsteoporosis

w(Centre et al 1998A\ngelopololet al
1999)

wOsteoarthritis
wSpine
wHips
wKnees .
w(Hreskoet al. 1993)



Sensory Impairments Impact Up

General . Social
Communication

functioning relating aiel g




Just One of the Reasons for Medication Revié¢
The Perils of Anticholinergic Medications

Non-degenerative mild Medications for
cognitive impairment in  § A Mental illness
elderly people and use of
anticholinergic drugs

A Antipsychotic side
effects

A Incontinence
A Cardiac conditions
A Other

AncelinML. Artero S.
Portet F. DupuyAM.
Touchonl. Ritchie K.

BMJ. 332(7539):458,
2006 Feb 25.




Depression
and Other Mental Ill Health In
Elders with Intellectual Disabilities

Image from Feeling Blue. Books Beyond Words. Gaskell



Psychopathology
AdultsvsElders

B Younger

M Elderly

3%8%




Psychotropic Drug Use
AdultsvsElders

| 20-39 years

[0 55+ years

Pary 1993 AJMR



Archeological PsycHBharmacology

Why is this person on these medications?

Does this person have a documented psychiatric diagnosis? Is there documented evidence for this diagnosis
diagnosis correct

Has a psychiatric diagnosis been missed. ? Is this person on chemical restraint for aggebssoxeirraatherthan
specific treatment for bipolar disorder?

LA 0KS LISNE2Y aG2fR FTlFraKA2ySR¢ ' yGALAEOK?2I

Any side effects? Sedation? Movement disorder? Cognitive impairment? Hormonal effects?

Is this person on depot antipsychotics? Do they take other medications by mouth?




Depression in Older Age

Older population, higher life time rate of depression

Strong relationship between depression, self esteem, social engagemen
disruptive life events in adults with intellectual disabilities

No depression or treatment of depression associated with better cognitic

Relationship to brain disorder

Depression and dementia results in higher levels of disability than deme
alone




CDDHYV Depression Checklist for
Adults with Intellectual Disabilities

Do Do Do Po Do Po Do Do o I

Depressed mood
Depressed thinking

Loss of interest in or enjoyment of
usual activities

Irritability

Anxiety

Social interaction + communication
General functioning,

Other behaviours,

Appetite/ weight, sleep

http://www.cddh.monash.org/rese
arch/depression/



Factor Analysis of

CDDHYV Depression Checklist
Core Features of Depression

Depressed
Mood

. I Loss of

Social interest/loss
withdrawal of
enjoyment

Torr,lacong GrahamGalea



Psychosocial Interventions

Address
psychosocial
stressors

Social Support

Reengagement CBT Social Skills
in work, day Self Esteem

program, social Problem Solving,
activities Goal Setting




Books Beyond Words: Feeling Blu
Avallable Online RCP website

Feeling Blue

Sheila Hollins and
Jenny Curran
illustrated by Beth Webb




Treatment with Antidepressants

No RandomisedControl Trials

Case reports and case series

Beware of undiagnosed bipolar disorder

Side effects

wGastrointestinal

wSleep disturbance
wAgitation

wManic switch/elevated mood

Importance of Monitoring
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6 Vol

At Diagnosi$iil

1 53 55 57 59 61

49

45

1 33 35 37 39 41 4

7 9 11 13 15 17 19 21 23 25 27 2

Irritability/Anxiety Social

Depressed mood,

thinking, LOI, LOE



Treatment of Depression

with ECT

A 57 year old woman with | A Invo
past history of major R Misc
depressive disorder

untary Admission
lagnosis of autism

A Disc
months up

A Loss of 20kg over 6

narge with no follow

A Repeat A+E attendanced] A Life threatening
A Agitated complications

A Tearful A Carer advocacy
A Fearful A Readmission and ECT

A Nihilistic Delusions A Recovery, cheerful,
soclally engaged




Behavioural and Observable Featur

of Mania in ID

Non Specific

Agitation

w

Physical andﬂ

verbal

aggression

Property
destruction

N

.

~
Elevated Mood

Inappropriate
laughing, singing,

whistling,
S

~

w

.

Irritability ]

— Hyperactivity]

"

activities/traits

"

Increased intensity.
— frequency of usual

~

Increased
communication

"

|

' behaviour

. Disinhibited]

Behavioural Biological
Equivalents features

Lack of sleep|

" w

o )

Weight loss

" 7

o B

Increased
appetite




BEHAVIOUR CHART
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Diagnostic Overshadowing
Manic Episode

51 year old man, mild ID, meningitis and hydrocephalus
At age 45 years , 10 day psychiatric admission with 2/52
Decreased functioning
Mood lability and irritability
Verbal abuse, physical aggression
Sexuadisinhibition

Rapid, loud, incoherent speech peppered with sexual reference
and expletives

Episodes of low mood, frequent crying, ruminations about death of
mother, low self esteem, social isolation, self negléx, low

At age 51 years

2001 hyperactive , physically violent, smashing windows and
throwing furniture, sleeping periodically for about an hour, paci
smoking, drinking coffee, joking, laughing, speech loud repaid
incoherent jumping from one topic to another, teasing tone,
rhyming, swearing, obscene gestures, exposing himself

6 police required to get him to hospital

DX of behaviour disorder. RisperdaAnd sent home in this
condition.Caers told it was noappropriate for them to send him
to AMHS, as his behaviour was disturbed, he did not have a
psychiatric disorder

Advice from CDDHYV to GP to commewakproate400mgbd

Marked improvement and mood stability




Dementia

Down Syndrome 5@5% by 65 years

Non Down Syndrome ~ 10 years earlier than general population

OF NI & RAAGNBaa agKI G Ala

What do you tell the person with dementia?

Loss of mental abilities

Eventual loss of self




Dementia
Disruption to Social Relationships

Anne Eco-map

— minor relationship
= moderate relationship | Participant B Family B | Peers
— — —_—
= strong relationship
_ tenous/uncertain & Direct support/Carers ! Medical/Health Care systems
stressful/conflictual

Carling Jenkings<CDDHV



Transitions I1n Care



Life Events: Older People with C

In 6" decade people with DS experience significantly
more life events than people without DS

w Death of parents,

w Relocations, home to group home, change group home, nursing ho
w Change of day program,

w Medical events

Life events associated with behaviour problems and
depressive symptoms

Patti, P. J., K. B. Amble, et al. (2005). "Life Events in Older Adults with Intellectual Disabilities: Differences Battgegithfahd Without Down Syndromelburnal
of Policy and Practice in Intellectual Disabili@¢8): 149155.




Older Parents

Positive adaptation

Less dependent on services

At risk of increasing frailty, chronic and
acute illness, and death

Residential planning most emotionally laden

Less than 1/3 of olderarershave engaged
In permanency planning




Intergenerational Transfer of Ca

Half of actively involvedl Predictors of
siblings were willing to @ Intergenerational Care

take on future care . ——r
ey wFamily communication and
responsibilities oarental approval
wFemale, Older Sibling
wMarried with children,

wMiddle age, Middle class,
Post secondary education,

Employed
wlLevel of ID
wMothers health

w36% planned t@oreside

w64% planned to live apart
but were involved in future
planning and planned to be
legal guardian.

Krauss et al. 1996 Mental Retardation
34:8393



SoclalConnections:EcMaps

Peta’s Eco-map

4

— minor relationship
moderate relationship B Participant Family ! Peers
= strong relationship - o
— — - tenous/uncertain Direct support/Carers Medical/Health Care systems
- stressful/conflictual = o

Carlingdenkins CDDHV



Failure to Plan

Precipitous removal from home

Permanent and fundamental change in lifestyle

Inappropriate placements

wNursing Homes
wEmergency/Respite Care

Grief and Adjustment Reactions

Precipitate medical, psychiatric abehaviouraldisorders




The art of living well and dying well &
Epicurus

The Final Transition:
Dying and Death



Am | going to die?

Am | Going to Die?

Books Beyond Words
Social Story
Royal College of Psychiatrists



Bereavement and Grief

Books Beyond Words
Social Story
Royal College of Psychiatrists




