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POSITIVE BEHAVIOR 

SUPPORTS
Carr, Edward. Helpfulness, Hopefulness. Journal of Positive 

Behavior Interventions. Vol 9(1) Win 2007, 3-14.

ÅñOur chief concern is not with 

problem people , but rather with 

problem contexts.ò
ÅWe may be doing less than we can with 

non-medical interventions for 

aggression and other externalizing 

behaviors 



Developmental Psychology 

Neglected?

ÅNeed to improve reliability and validity 
of psychiatric diagnostic assessments

ÅTrend to attend more to the impact of 
developmental features 



Psychiatric Disorder 

in People with ID

ÅAbout 30-40%

ïIssues in classification

ÅFull range of disorders

ÅCNS deficits

ÅLimited range of experiences

ÅH/o stressful environments and 
stressful life experiences

ÅLimited capacity to cope



Data from Medicaid 

Prescription Survey
ÅMany people with ID receiving multiple 

psychoactive medications 

ÅIn a 1-month period
ï 62% of the 16, 212 adults surveyed received 

one or more psychotropic medications. 
Å47% when anticonvulsants removed

ïOn average each person taking 2.75 
psychotropic medications (including 
anticonvulsants)

The Center for Developmental Disabilities Evaluation and Research (CDDER)

Shriver Center

University of Massachusetts Medical School

MBHP Psychopharmacology Forum 

March 10, 2005



Data From UMass

Å198 Consecutive, unduplicated admissions 
to specialty unit for ID/MH

Å74% treated with antipsychotic (AP) drugs

ï19% 2 or > AP drugs 

ÅHigh rates of medical comorbidities and 
probable ADEs drive or complicate the 
ñpsychiatricò clinical picture

ïMental Disorder d/t Medical Problem 
diagnoses in @ 44%
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# 10é..DEVELOPMENTAL FEATURES 

ALTER THE CLINICAL PICTURE OF 

PSYCHIATRIC DISORDERS

ÅMany people with ID :

ÅUse cognitive strategies similar to mental age 

matched peers (similar structures

ÅSome exceptions i.e. Autism Spectrum Disorder 

(ASD)

ÅProgress through similar stages but plateau at 

earlier stages (similar sequence)



Structural changes in maturing brain correlate 

with developmental changes in cognitive 

functions

ÅPaus et. al. (1999) Structural maturation of 

neural pathways in children & adolescents. 

Science. 283(5409), 1908-1911.

ÅSowell et. al. (2001). Mapping continued brain 

growth and gray matter density reduction in 

dorsal frontal cortex: Inverse relationships 

during post adolescent brain maturation. J. 

of Neuroscience 21 (22), 8819-8829.  



How Do We Define Psychopathology? 
Developmental  Frameworks

Some behaviors are normal at 

one age, but abnormal if they 

persist to later stages

i.e. fears, enuresis



Werry and Quay, 1971

ÅStudied all  k -2 children in a 

Midwestern university town

ÅPsychopathology tool applied to 

assess wide array of  psychiatric 

symptoms and abnormal 

behaviors in the cohort



Developmental featuresé.

ÅClinicians may fail to use a 
developmental framework

ÅSome ñsymptomsò or behaviors 
may seem  pathologic for a 
typically developing adult
ÅYET - may be typical for a person 

with a particular set of skills and 
challenges (cognitive developmental 
profile), especially when under stress 



Cognitive Development

Pre-logical Thinking:

ÅñMagical thinkingò

ÅFantasy reality distinctions poor

Åñtangential,ò rambling

ÅCommon at BASELINE for many people 

with ID

ÅñExaggeratedò under stress 



Racing Thoughts - Flight of Ideas

ÅLack of appreciation of logical relations 

among topics

ÅCommon at BASELINE for many people 

with ID

ÅñExaggeratedò under stress 



CONCRETE THINKING

ÅCommon for many people with ID at 

baseline

ÅDo you hear voices? 

ÅReport thoughts and reviews of 

memories as voices or real

ÅMisinterpret things asked



What is Usual Behavior for 

the Patient?

ÅBecause the clinical population is 

highly heterogeneous

ïNeed to know what this individual personôs 

baseline is like

ïCannot use general population ñreference 

groupò to determine that a symptom or 

behavior = psychosis or other 

psychopathologic symptom



Developmental Models

ÅAsk yourself, are the behaviors and 

symptoms pathological for a person 

functioning at THIS  developmental 

level? 

ÅAvoid trap of seeing developmentally 

driven behaviors as symptomatic of 

illness 



# 9 ïIt is Challenging to 

Assess People with ID



The ñChief Complaintò
The problem that brings the person in 

for mental health evaluation and help, 

in his or her own wordsé

My personal favorite

ñCookie, cookieò  



Patients may not provide 

reliable self-report

Have you been feeling sad? YES

Have you been feeling angry ? YES

Have you been feeling happy? YES

Are you feeling sick? YES

Do you hear voices? YES



Assessing symptoms of 

psychiatric disorders in 

people with ID can be 

challenging

ÅPeople with ID have difficulty providing accurate 

self-report of symptoms

ÅPsychiatric disorder diagnoses often depend on 

accurate identification of aspects of feeling and 

thinking 

ÅMuch info comes from ñinformant reportò



Often We Rely on Informant Reports

ÅInformants 

ïOver ïreport externalizing problems 

ïUnderreport internalizing symptoms

ïGive you THEIR diagnosis v what they 

actually saw



What Can We Do?

ÅUse multiple informants

ÅUse various data sources

Å Insist informants to tell you what they 

observe and not just what they feel 

might be wrong

ÅResist pressure to prescribe when 

people who make referral have not 

done THEIR homework



MASS Interview

Semi-Structured Interview*

10. Depressed mood profound state of 
dysphoria, present most of the day each day 
for at least 2 weeks in depression
ïhas a sad appearance (person looks sad, miserable) 

moping, downcast

ïsmiling less, stopped smiling, smiles and laughs 
much less than before

ïstates ñIôm sadò

ïstates ñI donôt careò      

ïcries frequently

* Charlot, L, Deutsch, C, Hunt, A, Fletcher, K & 

McIlvane,  W (2007). Validation of the Mood and Anxiety 
semi-structured Interview for People with ID. J 

Intellectual Disabil Res. 51, 821-834.



DMID

The NADD & APA 

Companion Guide to 

DSM-IV-TR for People with ID

thenadd.org 

Charlotl@ummhc.org 

Charlot LR, Hurley, A., Lowry, M, Silka, V.R., Fox, S., et.al. 

(2006)  Mood disorders in individuals with intellectual 

disabilities.  Diagnostic Manual -- Intellectual Disability (DM-

ID): A Textbook of Diagnosis of Mental Disorders in 

Persons with Intellectual Disability. A NADD & APA co-

sponsored DSM-IV-TR Companion Guide.



# 8 Everyone is AGITATED!

ÅMost common reason for referral of a 

person with ID to behavioral health 

services: 

ïAggression, SIB or other ñexternalizingò 

behaviors

ÅNonspecific treatment of aggression 

ïPossibly a slippery slope

ïProceed with caution 



What is the relationship between 

psychiatric disorders and 

aggression ?

ÅAggression is diagnostically non-specific



Aggression & SIB: 

A Final Common Pathway for 

Distress
ÅAggression becomes the clinical 

focus and mood, medical and other 

symptoms are missed

ÅAggression = a ñfinal common 

pathwayò for distress 

ÅDoesnôt correlate to specific 

disorders 

ÅA sign that something is wrong
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Rule Out Other Factor (s)

ÅñExternalizing behaviorsò are often 
multiply determined 

ÅBefore treating aggression with 
drugs, it may help to determine if 
other preventable, modifiable factors 
are contributing:
ïPhysical or Psychosocial distress expressed 

via disturbed behavior 

ïPeople with ID have a ñlimited behavioral  
repertoireò



# 7

ÅMood and anxiety disorder maybe 

under diagnosed



Developmental Effects on 

Anxiety
ÅAnxiety may drive surface features such as
ïñPressured speechò

ïIncreased ritualistic or repetitive behaviors

ïHyperactivity, psychomotor agitation

ïñAttention seekingò

ïAggression and other ñout-of-controlò behaviors

ïFreezing, task avoidance or refusals

ÅMany anxiety-driven behaviors are 
modifiable with behavioral treatment or 
changes to services 



# 7 PYCHOSIS MAY BE OVER 

DIAGNOSED



Misdiagnosis of Hallucinations 

and Delusions

ÅñPsychotoform symptomsò                                                    
Hurley (1995)

ïSelf Talk

ïFailure to appreciate logical relations

ïWishes, fantasies

Hurley, A. D. (1996a). The misdiagnosis of hallucinations 

and delusions in persons with mental retardation : A 
neurodevelopmental perspective. Seminars in Clinical 

Neuropsychiatry, 1, 122-133.



Examples of misattributions

ÅñHis eyes bulged outò

ÅñHe was VERY aggressiveò

ÅñShe talked about her childrenò

ÅñHe kept referring to people not presentò

ÅñShe spoke to her stuffed animalò

ÅñHe was constantly talking out loud and no 

one else was thereò

ÅñHe seemed to be responding to internal 

stimuliò



Suggestions

ÅConsider ñpsychosisò as lower on the list 

if it isnôt clear 

ÅRule out all of the other common 

explanations for primitive behaviors
ïDevelopmentally typical response to stress, anxiety or 

physical illness

ïWishing or fantasizing when one feels powerless  

ïFurther compromise to a fragile neurological substrate 

ïCognitive ñegocentrismò  



Have a ñhealthy degree of 

skepticismò

ÅConsider ñpsychosisò as lower on the list if it isnôt 

clear 

ÅRule out all of the other common explanations for 

primitive behaviors

ïDevelopmentally typical response to stress, 

anxiety or illness

ïWishing or fantasizing 

ïFurther compromise to a fragile neurological 

substrate 

ïCognitive ñegocentrismò



Delusions

ÅGreat sadness and wishing to be 

ñnormalò can sometimes be mistaken 

for delusional thinking



# 5 Beware of ñCyclesò

ÅBipolar Disorders and mania may 

be over diagnosed



Other Things That ñCycleò

ÅPary, Levitas & Hurley (1999) 

ïdiscussed other causes for reported 
ñcyclic behaviorò
ÅEnvironmental: differences in recording target 

beh based on staff variables

ÅPsychosocial: cyclic stressors (family 
problems, living with peer with bipolar D/O)

ÅMedical: seasonal allergies, infections, 
menstrual cycle, vascular headaches



What About ñRapid Cycling?ò

ÅAbnormal neural substrate may 

predispose to problems with regulation 

of affect, attentional problems and over-

activity, especially under stress 



Rapid Shifts in Affective States = 

Bipolar Disorder

ÅDifficulty regulating affective states occurs 

early in development and with certain 

neurological challenges

ÅMoment to moment shifts in affect may be 

associated with stress 

ÅData from investigations of young children 

show ñlabilityò to be common even in 

depression and anxiety




