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Definition of Intellectual Disability 

• Intellectual disability is a disability 
characterized by significant limitations in both 
intellectual functioning and in adaptive 
behavior, which covers many everyday social 
and practical skills. This disability originates 
before the age of 18. 



Intellectual Functioning 



Prevalence of ID/DD 

 

 

 

1 to 3% of Population 

 

 



Adaptive Behavior 

• Adaptive behavior is the collection of 
conceptional, social, and practical skills that 
are learned and performed by people in their 
everyday lives.  



Causes of ID/DD 

 

 •Infections (present at birth or occurring after birth)  
 •Chromosomal abnormalities (such as Down syndrome) 
 •Environmental  
 •Metabolic (such as hyperbilirubinemia, very high     
   bilirubin levels in babies) 
 •Nutritional (such as malnutrition) 
 •Toxic (intrauterine exposure to alcohol, cocaine,         
   amphetamines, and other drugs 
 •Trauma (before and after birth) 
 •Unexplained (this largest category is for unexplained 
      occurrences of intellectual disability 

 



Phenylketonuria 



Epidemiology of PKU 

 





Genetic Screening at Birth 



Treatment 

• Food of low phe levels: unlimited 

• Weighed amounts of food containing medium 
amounts of phenylalanine 

• Phe-free amino acid mixtures to provide 
normal total protein intake 

• Vitamins, minerals trace elements 



New Treatments for PKU 

• Enzyme replacement therapy 

• Large neutral amino acids 

• Sapropterin therapy (Kuvan) 

• Gene therapy 

• Liver transplant 

 

 

 

 



Outcome of PKU 

 



Psychiatric  Symptoms and Disorders   
in PKU 

• Children  

• Adolescents 

• Adults 



Prevalence of Psychiatric conditions in 
Persons with ID/DD 

Kerker, Owens, et al., 2004 

      



Risk for Psychiatric Disorders in 
Intellectual Disability 

 



Psychiatric Assessment 

• Linguistic skills 

 

• How mental heal problems present in persons 
with ID/DD 



Challenges to Accurate Prevalence 
Data 

• Diagnostic Overshadowing  

• Psychosocial Masking 

• Baseline Exaggeration 

• Intellectual Distortion 

• Cognitive Disintegration 



Challenging Behavior or Mental Health 
Disorder 

 “Culturally abnormal behavior of such 
intensity, frequency or duration that the physical 
safety of the person or others is likely to be 
placed in serious jeopardy, or behavior which is 
likely to seriously limit use of, or result in the 
person being denied access to, ordinary 
community facilities.” 

    Emerson, 1995 



Examples of Challenging Behaviors 

• Aggression 

• Self injury 

• Sterotypic behavior 

• Agitation 

• Disruptive or distructive acts 

•  Arson 

• Sexual misconduct 

    National Institute of Health 
    and Care Excellence, 2015 

 



• Underdiagnosis:  anxiety, affective disorders,    
    personality disorders 

• Overdiagnosis:  psychotic disorders 

 

 

    Harris, 2006 



DM-ID 

–  evidence based 
–  expert consensus model 
–  description of disorder 
–  discussion of etiology and pathogenesis 
–  covers assessment and diagnosis 
–   a summary of the DSM-IV-TR diagnostic criteria 

 
 
  



Psychotropic Drug Prescribing in 
Persons with Intellectual Dtyisabil 

 



• , 2014 

Edelsohn, 2014 



Effective Service Models 

• Boston START Model 

• ENCOR Model 

• Ulster County NY 

• Johns Hopkins Bayview Special Needs Clinic 

 



Johns Hopkins Bayview Special Needs 
Clinic 



Client Diagnoses Special Needs Clinic 



Delaware’s ACIST Project  

 

 

 

   Assertive Community Integration and Support Team 



Services offered by ACIST 

• Crisis intervention 

• Intensive case management 

• Behavior analysis 

• Psychiatric supports 

• Monitoring of medical conditions 



Target Population 

• Clients receiving DDDS services 

• DDDS clients with 3 or more psychiatric 
hospitalizations in the last 12 mmonths 

• DSAMH and DDDS will collaborate and identify 
individuals with complicated histories within 
MH system 



Staffing of Team 


