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Individuals with Intellectual Disability 

Mental Illness in Adults with I/DD

1980s

Å General belief people with I/DD did 
not have a cognitive capacity to 
experience mental health problems

Å Behavioral disturbances were 
attributable to their learning 
disability.

Last 25 years

Å Significant interest and effort to 
understand and expand knowledge of 
mental health problems in I/DD

Å Care shifted from state hospitals to 
community setting which

Å Increases need for medical and 
psychiatric care in community

Å Created barriers to accurate 
assessment and intervention

Today

ï Accepted that people with 
I/DD experience mental 
illness as nondisabled do

ï More vulnerable

ï Studies measuring 
prevalence rates and 
factors I/DD

ï Produce different and 
sometimes contradictory 
results

(Aggarwal2013; Smiley, 2005)



Mental Illness

I/DD vs General Population

ÅPrevalencepsychiatric disorders higher- 32-40%

ÅEasier to diagnose in mild I/DD than severe

ÅRates of  depression at least approach ðif  not exceed 

ÅTypically more severe

ÅMore difficult to diagnose

ÅDegree of  variability of  cases greater
(Aggarwal 2013)



Individuals with Intellectual Disability 

Mental Illness in Adults with I/DD

ÅDifficult to obtain accurate data..

ÅWhat interfereswith obtaining accurate data?

ïCommunication of  internal state/symptoms difficult

ïAbsence of  recognition by caregivers/providers

ïData obtained from different settings, study designs, 

definitions

ïDefinitions of  different severities of  depression and ID  



What is the Reality?

Å62% of people with ID and mental health needs do 
not receive services (Fletcher, 1988)

Å75% of psychiatrists feel they do not have sufficient 
training , 39% would prefer not to treat (Lennox & 
Chaplin, 1996)

Å Internal Barriers: communication, finances, lack of 
self -referral

ÅExternal Barriers: fragmentation between agencies, 
lack of professionals with training and desire



Practitioner Issues 

ÅPractitioners often feel inadequate to assess, 

diagnose and treat ID population, particularly if  

psychiatric issues in ID population.

Å90.2% of psychiatrists felt inadequate to diagnose 

problems in I/DD population due to lack of training  
(Werner, 2006)

ÅPractitioner anxiety can often interfere with ability 

to provide good care.



ÅCite prevalence (proportion of a population found to have a 

condition) of OCD in DDMI population

ÅReview the etiology of OCD

ÅDescribe 3 DSM 5 Criteria for OCD

ÅPropose Treatment for OCD

Learning Objectives





Louise - 22 yr old African American female 

with Down Syndrome

ÅHistory of washing her hands 

until red, chapped and cracked



ÅWiping herself

repeatedly, after 

urinating or a bowel 

movement, until she is 

raw as she never feels

ñcleanò



ÅArrangesher beanie breasts for hours

sometimes at night until it is ñjust rightò and 

then sheôs able to go to bed, which often 

makes her late in the morning for work



Obsessive-Compulsive Disorder 

(OCD)

ÁUnwanted, intrusive, & 
repetitive thoughts 
(obsessions) & rituals 
(compulsions) from 
feeling of urgent need

Á1/3 to 1/2 of adult cases 
start when

10-12 years old

Á4th most common 
neurobiological illness 

Á1:40 adults & 1:200 
children having lifetime 
occurrence



Obsessions

1. Concern w/order

2. Counting

3. Fear of acting on 
aggressive impulses 
(30%)

4. Fear of dirt, germs & 
contamination (35%)

Compulsions

1. Repetitive hand 
washing (75%)

2. Checking & 
rechecking

3. Repetitive actions such 
as stepping only on the 
cracks in the sidewalk

4. Concern with 
arranging.

Common Obsessions and 

Compulsions: 



Prevalence 

2.5%+ for I/DD vs

1.65 -2.5 % nondisabled  

Å No clear data for DDMI

Å Anxiety/OCD/stress 
disorders misdiagnosed as 
òproblem behaviorsó

Å Difficult assess in mild I/DD

Å Severe and profound 
learning disability only 
behavioral symptoms can 
be assessed 

Å Classification is also 
difficult as anxiety normal 
and appropriate reaction

Å Occurs in many different 
psychiatric conditions

Å Not specific

OCD: Prevalence I/DD



ÅPrevalence 1.7 - 4.5% 
(Myers and Pueschel 1991; Prasher , 1995 ) 

ÅOrdering most 

common type of 

action/ obsession

ÅRitualistic touching

Å

ÅCleaning .

Å

Down Syndrome 

Susceptibility to OCD



Å Å Difficult to distinguish 
compulsive disorders from 
stereotypies in people with 
intellectual disabilities

Å Pay attention to differential

ÅObsessional repetitive 
thoughts can occur in 
people with Downõs 
syndrome but may be 
difficult to diagnose .

ÅObsessive -compulsive acts 
more likely to be detected .

Down Syndrome 

Susceptibility to OCD



General Population

Hand-washing,

Checking 

Cleaning

I/DD Population

Most common

ordering  common

handwashing,

Not as often seen

cleaning 

checking

Compulsions Common to 

General Population vs I/DD OCD



Why Is Obsessive Compulsive Disorder

Hard to See in Clients with I/DD?

Å Atypical presentations

Å Diagnostic limitations 
secondary to 
communication barriers ,

Å Lack of formal diagnostic 
tools 

Å Valid diagnostic 
information hard to obtain

Å Difficulty describing 
internalizing symptoms  

Å Deficits in 
communication, social 
skills and intellectual 
functioning.

Å Challenging behaviors 
may mask mental 
illness

Å Limited number of 
empirical studies

Å Lack of standardized 
assessments specific to 
diagnosing clients with 
IDs and psychiatric co 
morbidities

Modified diagnostic criteria proposed



Obsessional thoughts hard for people with

I/DD to describe

Compulsions can be observed

Difficult to distinguish them from stereotypies, tics 

and autism.

Difficultiesé



Å Exact definition varies with different authors . 

Å òFragments of a normal action that are continually repeated 

without purposes . . . Some may simply be reiterated bizarre 

purposeless acts . . . " without conscious control, although 

consciousness is intact. "The movements are usually 

uniform, but at times incomplete forms of a given stereotypy 

may be observed" (Lohr and Wisniewski 1987). 

Stereotypy



Å Physical response

ï inner driving force such as restlessness or psychic pain

ï coordinated , patterned, repetitive, rhythmic, purposeless but seemingly purposeful 
or ritualistic, movement, posture or utterance" ( Jankovic 1994). 

Å òCan be suppressed voluntarily without a buildup of inner tension," 
thus distinguishing them from tics (Tan et al 1997). 

Å óInvoluntary, patterned, coordinated, repetitive, rhythmic, and 
nonreflexive features, (which) typically last for seconds to minutes, tend 
to occur in clusters, appear many times per day, and are associated with 
periods of stress, excitement, fatigue, or boredomó and are readily 
suppressible ( Mahone et al 2004). 

Å Different than tics( Edwards et al 2012): òa nonðgoal-directed movement 
pattern that is repeated continuously for a period of time in the same 
form and on multiple occasions, and which is typically distractible.ó 

Stereotypy Definitions



ÅSimple movements

ïRocking

ïTapping

ïHugging

ïLip biting

Complex movements

Ritualistic behaviors

-Spitting into a hand &  

smearing it in a particular 

fashion

-Running forward a set number

of paces then running 

backwards

-Repeated raising and lowering 

of the arms

-Waving and flapping of the 

arms and hands

-Finger wiggling 

Å (Jankovic 1994; Mahone et al 2004).

Stereotypy Classification



ÅBiological

ÅPsychological

ÅSocial

ÅDevelopmental 

Assessment and Treatment 

Address Four Dimensions



Assessment

ÅMulti disciplinary

ÅThorough 

assessment for 

possible physical 

cause of 

anxiety/agitation

ÅApplied behavioral 

analysis

ÅMultiple resources -

home, work, family, 

particular those 

who know 

individual for long 

period of time

ÅAny recent trauma 

or anniversary or 

LOSS?



Individuals with Intellectual Disability 

Assessment for Mental Health Issues

Presenting 

complaint

Recent life events 

Changes/moves

Medical History

Medication History

Psychiatric History

Trauma History

Family History

Physical

Possible Labs



Assessment

ÅCollateral info more 

importation than 

from general 

population being 

evaluated



ÅFull history (usual subheadings)

ÅCollateral history

ÅMental state examination

ÅPhysical examination

ÅSpecial investigations

ÅReviewing previous medical case notes

ÅDiscussion with professionals from other 
disciplines involved in the person's care

Full Psychiatric Assessment



Å Capacity to consent

Å Communication and engagement

Å Information from carers

ïmeasure all psychopathology, not just that volunteered by 
carers

ï distinguish symptoms from long -standing traits and 
behaviors , gather background from information, engage 
carers

Å Pathoplastic effect of development level on 
psychopathology

Å Developmental history

ï level of ability

ï cause of disabilities

Å Behavioural phenotypes

Å Epilepsy

Å Physical Health

Special Considerations



Context

Å Allow plenty of time

Environment

Å Relaxed, familiar 
environment (e.g. the 
person's own home)

Å Remove physical barriers

Å Comfortable seating

Å Positioning to allow 
communication with 
both the person and their 
carer (i.e. not turning 
away from the person)

Å Noise-free environment 
(turn the TV off)

Communicating with 

Person with I/DD



Verbal language

Active listening

Clarify to check you 

understand correctly

Use straightforward 

language and short 

sentences

Avoid jargon

ÅAvoid intellectually 
complex concepts (be 
concrete)

ÅAvoid complex 
sentence 
constructions such 
as conditional tenses

ÅRepeat and rephrase

ÅCheck if the person 
understands

ÅUse open questions 
as far as possible

ÅArticulate clearly

Communicating with 

Person with I /DD



Psychopathology Instrument 

for Adults with Mental Retardation (PIMRA). 

ÅFirst scale for assessing psychopathology 

for persons with ID appeared in 1983 (Kazdin , 

Matson, & Senatore , 1983). 

ÅStill widely used

ÅMany scales based on or cross validated 

ÅCorresponding caregiver form


