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ELDERS WITH 

INTELLECTUAL DISABILITIES 

CHARACTERISTICSOF A COHORT



Defining Older Age 
for People with  Intellectual Disability 

ω60- 65 years

ω70 years
General 

Population

ω40-55 years in ID studies

ω>65 years in recent ID studies

ω>50 years World Health 
Organisation

Intellectual 
Disability



Life Expectancy of People with 
Intellectual Disabilities in the 20th Century 
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Carter, G. J. Jancar, Mortality in the mentally handicapped: a 50 year survey at the Stoke Park group of hospitals (1930-1980).Journal of Mental Deficiency Research, 1983. 27(Pt 2):143-56.



Premature Mortality 

ωExcess of disease mortality 
before age 40 years 1

ω58 times more likely to die by 
50 years2

ωSMR >4 3

Mortality 

ωPneumonia

ωSeizures 

ωCongenital Heart Disease 

Major Causes of 
Death 

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



Patja, K., et al., Life expectancy of people with intellectual disability: A 35-year follow-up study. Journal of Intellectual Disability Research, 2000. 44(5) 591-599.-

year follow-up study.Journal of Intellectual Disability Research, 2000. 44(Pt 5): p. 591-9.

The Good News - From Finland
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Some people with mild ID are living as long, 
if not longer than the general population  

Women in the majority from age 60 cf 35 in 
general population

Oldest woman 97 years

Oldest man 95 years

High adaptive functioning

Few physical problems



Selective Mortality

ωYoungest age

ωSevere ID 

ωMinimal or no mobility

ωLimited or no feeding ability

ωNo toileting skills/incontinence

ωSensory impairment

ωEpilepsy

ωSerious medical conditions 

ωDown Syndrome

ωCerebral Palsy

ωPradeWilli Syndrome 

Factors Associated 
with Premature Death 

ωLess people with Down Syndrome, PraderWilli
Syndrome 

ωMore females

ωMore mild ID 

ωLess physical health problems

ωHigher adaptive functioning

ωpopulation studies - increase in adaptive 
functioning with age

ωAdaptive functioning declines after age 74

ωtoileting, dressing, grooming, eating, 
language, reading, writing

Healthy Survivors 



Residential Circumstances Of Older (55+) 
Australians with Intellectual Disability

Nursing 

Home

18%
Group 

Home

21%

Hostel

24%

Private 

Home

11%

Hospital

2%
Institution

24%

(Ashman et al 1996 JIDR 40:120-129)



Changing Profile of Accommodation 
Arrangements 

Group Home <7, 
37%

Group Home >7, 
15%

Residential >20, 
9%

With Peer, 
9%

Family, 9%

Independent, 
8%

Aged Care, 8%
Other, 5%

Thompson, D. Well, we've all got to get old haven't we?": Reflections of older people with intellectual disabilities on aging and change. [
Journal of GerontologicalSocial Work. Vol.37(3-4), 2002, pp. 7-23. 

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

Early separation from family

Disruption of family and 
community relationships

Life long family relationships

Deinstitutionalisation

Aged care facility

Community group home

Separation from  life long friends

Re-established family 
relationships 



The Well Being of Elders 

with Intellectual Disabilities:

òLife, if well lived, 

is long enoughó
Seneca, De Ira



Well 
Being 

Physical Needs  
Shelter

Health 

Security 
Predictability 

Control

Social 
Interconnectedn

ess

Growth

Challenge  
Independence  

Agency  

Service

Giving 

Spiritual

Play 

Fun

Humour
Laughter



Physical Well Being 



Physical Health= Brain Health=Mental Health 



Delaying Cognitive Decline and Dementia  
3 City Studies: Bordeaux, Dijon and Montpellier

Life Style

ωCrystallised
intelligence / What 
you have learnt

ωMentally 
stimulating 
activites

ω*Social 
engagement

ω*Physical exercise  

ω*Not Smoking

ω*Limited Alcohol

Nutrition

ωFruit and 
vegetables

ωDietary fibre

ωB vitamins

ωOlive oil

ωOmega-3 fatty 
acids

Health 
Care/Treatment

ωHigh cholesterol

ωDiabetes

ωHypertension

ωDepression 

* Other Studies



Vitamin D Deficiency  

Endemic

Assoctiatedwith Brain Disorders and Mental Ill Health 

LŘŜƴǘƛŦȅ ŀƴŘ ŎƻǊǊŜŎǘΣ ōǳǘ ŘƻƴΩǘ ƻǾŜǊŎƻǊǊŜŎǘ 

Cherniack, E.P., et al., 

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

Current Psychiatry Reports, 2009. 11(1): p. 12-19. Ψ



Time for a 

Positive Psychology of 

Intellectual Disability 

Marybeth Solinski59 years
mediagallery.usatoday.com



aŀǎƭƻǿΩǎ Hierachyof Needs 

Self Actualisation/ 
Self Fulfilment

Esteem 

Love and 
Belonging 

Safety 

Basics ςAir, 
Water, Food, 

Shelter 



Relationships

Challenges, 
Development 

and 
Achievements

Service, Giving Enjoyment 

òLife, if well lived, is long enoughó
Seneca, De Ira



òThe Getting of Wisdomó 

Personality Development 



Ageing as 
Life Transition and Development 

Childhood 

Adulthood 
Elderhood



George Vaillant
Adaptation to Life 

ωSelf to Other to Community
ωDevelopment of social skills 
ωFostered by social engagement and 
participation in life
ωFostered by  quality of relationships with 
families, peers, carers, community

Social / Interpersonal 
maturation 

ωDevelopment of increasingly adaptive 
coping mechanisms
ωCan be taught and learnt  
ωRelated to decline in challenging behaviours
ωFostered by  quality of relationships with 
families, peers, carers, community

Emotional /Intrapersonal

maturation  

Vaillant, G. Ageing Well. Scribe  2002 



Resilience: Having the Time of My Life

13 women with mild ID, independent, good verbal skills

Positive view of ageing, felt ageing well, optimistic, felt

good about themselves

Resilience ςability 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



Relationships 

Gloria 

John Hopkins

University 



Family Relationships 
Elders with Intellectual Disabilities 

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
Social Relationships 

Carling- JenkingsCDDHV



Concerns of Elders with Intellectual Disabilities 

Main concerns were about loss and changes

ωFamily

ωFriends

ωServices

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. Well, we've all got to get old haven't we?": Reflections of older people with intellectual disabilities on aging and change. [ournalof 
GerontologicalSocial Work. Vol.37(3-4), 2002, pp. 7-23. Buys, L., G. Boulton-Lewis, et al. (2008). "Issues of active ageing: Perceptions of older people with 
lifelong intellectual disability." Australasian Journal on Ageing 27(2): 67-71.

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 

Empowerment

Active involvement, meaningful roles

Sense of security 

Maintaining skills and learning

Congenial living arrangements

Optimal health and fitness 

Being safe and feeling safe and having 

Satisfying relationships and support

Buys, L., G. Boulton-Lewis, et al. (2008). "Issues of active ageing: Perceptions of older people with lifelong intellectual disability." Australasian Journal on Ageing 27(2): 67-71.



Fun, Humourand Laughter 

Max Lewis in Notes on a Scandal 



The Importance of Pets, Gardens, 
Hobbies, Collections 



What is Ageing?
ωNatural physiological process of decline in cell repair 

and renewal 

ωResults 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 life 
impacts health at later stages

Age related conditions

ωPremature ageing

ωPatterns of ageing

ωPathological mechanisms 

ωTargeted inteventions

ωPractice guidelines

Syndrome Specific Ageing



5-Ds of Ageing 

(Physical)  Decline

Depression

Dementia

Delirium

Dying and Death 



Physical Decline 

ÅBones, Joints, Mobility

ÅPain 

ÅSenses

ÅOrgans 

ÅMetabolism 

ÅEnergy 



Cooper (1998) AJMR, Mc Carthy(1996) International PsychogeriatricsHenderson et al (2009) JPPID

PHYSICAL HEALTH

aIncontinence
aImmobility
aFalls and fractures
aSensory
aArthritis
aPain

aHealth Status rather 
than age is guide to 
functional ability 

aHypertension

aCerebrovascular 

aCardiorespiratory

aHypothyroidism

atŀǊƪƛƴǎƻƴΩǎ 5ƛǎŜŀǎŜ



Earlier onset of age related disorders in DS

Sensory impairments 

ωHigh risk of hearing impairment, 
increases with age

38% <50 yrs  

62% >50  yrs

ω(Meuwese-Jongejeugdet al.  2006)

ωIncreasing vision impairment and  
blindness with age 

1/3 vision impairment > 50 yrs

2/3 vision impairment > 50 yrs and severe 
ID 

ωBlindness

ω~2.6% <50 

ω7% >50 years

ω(van Splunderet al 2006)

Musculoskeletal 

ωOsteoporosis

ω(Centre et al 1998, Angelopolouet al 
1999) 

ωOsteoarthritis

ωSpine

ωHips

ωKnees .

ω(Hreskoet al. 1993)



Sensory Impairments Impact Upon 

General 
functioning

Communication
Social 

relating 
Well being 



Just One of the Reasons for Medication Reviews
The Perils of Anticholinergic Medications 

Non-degenerative mild 
cognitive impairment in 
elderly people and use of 
anticholinergic drugs

AncelinML. Artero S. 
PortetF. DupuyAM. 
TouchonJ. Ritchie K. 

BMJ. 332(7539):455-9, 
2006 Feb 25. 

Medications for 

ÅMental illness

ÅAntipsychotic side 
effects

ÅIncontinence 

ÅCardiac conditions

ÅOther 



Depression 

and Other Mental Ill Health in 

Elders with Intellectual Disabilities 

Image from Feeling Blue. Books Beyond Words. Gaskell



Data from Cooper 1998 JIDR

Psychopathology
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Pary 1995

Pary 1993 AJMR

Psychotropic Drug Use
Adults vsElders 
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Archeological Psycho-Pharmacology 

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

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

Lǎ ǘƘŜ ǇŜǊǎƻƴ άƻƭŘ ŦŀǎƘƛƻƴŜŘέ  !ƴǘƛǇǎȅŎƘƻǘƛŎǎΚ !ƴǘƛŘŜǇǊŜǎǎŀƴǘǎΚ !ƴǘƛŎƻƴǾǳƭǎŀƴǘǎΚ 

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

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

Why is this person on these medications?



Depression in Older Age  

Older population, higher life time rate of depression 

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

No depression or treatment of depression associated with better cognition

Relationship to brain disorder

ωVascular changes

ωAssociation with dementia 

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



CDDHV Depression Checklist for 
Adults with Intellectual Disabilities 

Å Depressed mood

Å Depressed thinking 

Å Loss of interest in or enjoyment of 
usual activities

Å Irritability 

Å Anxiety

Å Social interaction + communication 

Å General functioning, 

Å Other behaviours, 

Å Appetite/ weight, sleep 

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



Factor Analysis of 
CDDHV Depression Checklist
Core Features of Depression  

Depressed 
Mood

Loss of 
interest/loss 

of 
enjoyment

Social 
withdrawal 

Torr, Iacono, Graham, Galea



Psychosocial Interventions 

Address 
psychosocial 

stressors

Re-engagement 
in work, day 

program, social 
activities

Social Support

CBT Social Skills 
Self Esteem 

Problem Solving, 
Goal Setting



Books Beyond Words: Feeling Blue
Available Online RCP website 



Treatment with Antidepressants

No RandomisedControl Trials

Case reports and case series

Beware of undiagnosed bipolar disorder 

Side effects

ωGastrointestinal 

ωSleep disturbance 

ωAgitation

ωManic switch/elevated mood 

Importance of Monitoring 



Mr L: 60 yo man with Fragile X Syndrome
Rx Depression with Sertraline50mg

At Diagnosis                         6 Months
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Depressed mood, 
thinking, LOI, LOE
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Loss of 
Fn

Bio 



Treatment of Depression
with ECT 

Å57 year old woman with 
past history of major 
depressive disorder

ÅLoss of 20kg over 6 
months

ÅRepeat A+E attendances 

ÅAgitated

ÅTearful

ÅFearful

ÅNihilistic Delusions 

ÅInvoluntary Admission

ÅMisdiagnosis of autism

ÅDischarge with no follow 
up

ÅLife threatening 
complications 

ÅCarer advocacy

ÅReadmission and ECT 

ÅRecovery, cheerful, 
socially engaged 



Non Specific 
Behaviours

Agitation

Physical and 
verbal 

aggression

Property 
destruction 

Mood

Elevated Mood

Inappropriate 
laughing, singing, 

whistling, 

Irritability

Behavioural 
Equivalents

Hyperactivity

Increased intensity, 
frequency of usual 

activities/traits

Increased 
communication

Disinhibited
behaviour

Biological 
features

Lack of sleep

Weight loss

Increased 
appetite 

Behavioural and Observable Features 
of Mania in ID 





Diagnostic Overshadowing  
Manic Episode 

} 51 year old man, mild ID, meningitis and hydrocephalus

} At age 45 years , 10 day psychiatric admission with 2/52
Ɓ Decreased functioning
Ɓ Mood labilityand irritability 
Ɓ Verbal abuse, physical aggression
Ɓ Sexual disinhibition
Ɓ Rapid, loud, incoherent speech peppered with sexual references 

and expletives 

} Episodes of low mood, frequent crying, ruminations about death of his 
mother, low self esteem, social isolation, self neglect, loa, low 

} At age 51 years 
Ɓ 2001 hyperactive , physically violent, smashing windows and 

throwing furniture, sleeping periodically for about an hour, pacing, 
smoking, drinking coffee, joking, laughing, speech loud repaid 
incoherent jumping from one topic to another, teasing tone, 
rhyming, swearing, obscene gestures, exposing himself

Ɓ 6 police required to get him to hospital 
Ɓ DX of behaviour disorder. Rx RisperdalAnd sent home in this 

condition.Carers told it was not appropriate for them to send him 
to AMHS, as his behaviour was disturbed, he did not have a 
psychiatric disorder 

Ɓ Advice from CDDHV to GP  to commence valproate400mg bd
Ɓ Marked improvement and mood stability 



Dementia 

Down Syndrome 50-75% by 65 years

Non Down Syndrome ~ 10 years earlier than general population 

9ŀǊƭȅ ŘƛǎǘǊŜǎǎ άǿƘŀǘ ƛǎ ǿǊƻƴƎ ǿƛǘƘ ƳŜΚέ 

What do you tell the person with dementia? 

Loss of mental abilities

Eventual loss of self



Dementia 
Disruption to Social Relationships 

Carling- JenkingsCDDHV



Transitions in Care 



Life Events: Older People with DS

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

ωDeath of parents, 

ωRelocations,  home to group home, change group home, nursing home

ωChange of day program, 

ωMedical 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 Between Adults with and Without Down Syndrome." Journal 
of Policy and Practice in Intellectual Disabilities 2(2): 149-155.



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 older carershave engaged 
in permanency planning



Intergenerational Transfer of Care

Half of actively involved 
siblings were willing to 
take on future care 
responsibilities

ω36% planned to coreside

ω64% planned to live apart 
but were involved in future 
planning and planned to be 
legal guardian.

Predictors of 
Intergenerational Care 

ωFamily communication and 
parental approval

ωFemale, Older Sibling

ωMarried with children,

ωMiddle age, Middle class, 
Post secondary education, 
Employed

ωLevel of ID

ωMothers health

Krauss et al. 1996 Mental Retardation 
34:83-93



Social Connections:EcoMaps 

Carling-Jenkins CDDHV 



Failure to Plan 

Precipitous removal from home

Permanent and fundamental change in lifestyle

Inappropriate placements

ωNursing Homes

ωEmergency/Respite Care

Grief and Adjustment Reactions

Precipitate medical, psychiatric and behaviouraldisorders



The Final Transition: 

Dying and Death  

Å: 

The art of living well and dying well are one. 

Epicurus 



Am I going to die? 

Books Beyond Words
Social Story
Royal College of Psychiatrists



Bereavement and Grief 

Books Beyond Words
Social Story
Royal College of Psychiatrists


