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Abstract 
 
  Psychotropic medications are commonly prescribed for people with intellectual    
  disability.  The recognition of side effects is especially challenging because of  
  cognitive and self-awareness limitations of many of the individuals.  This article 
  discusses how clinicians can approach the detection of side effects in this population. 
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Q. Dr. Pary, many individuals with intellectual 
disability have a psychiatric illness for which 
medicine is prescribed.  Unlike the intellectually 
typical patient, most individuals have difficulty 
reporting side effects due to limitations in verbal 
abilities and cognitive capacity.  How do you 
handle this? 
 
A.   This is a challenging problem for clinicians.  
Before discussing my approach, let me provide 
some contexts.   While it is accurate that many 
persons with intellectual disability have a 
psychiatric illness, others are given psychotropic 
medications for challenging behaviors.   
Additionally, a significant numbers of 
individuals receive antiepileptic drugs.  The 
result is that persons with intellectual disability 
are sometimes described as among the “most 
medicated individuals of our society”.  2    Aman 
estimated that up to 75% of individuals in 
institutions and up to 48% in the community 
was on psychotropics and/or anticonvulsants.   
Adding to the challenge is that sometimes signs 
of drug toxicities such as slurred speech, 
unsteady gait, drooling, lethargy or confusion 
are misinterpreted as part of the person’s 
developmental disorder.1  
 

     Another issue is less emphasized. Persons 
with intellectual disability who live in 
community residences or institutions are 
probably some of the most medication-compliant 
members of our society.  Compliance is often 
assured because the individuals have caregivers 
who make sure that the medications are taken.   
So one context often is a person who is 
prescribed several medications also has 
compliance ensured but does not have the 
communication skills or cognitive capacity to 
report potentially disabling side effects.   
 
     A second context is the quality of information 
that the family member, caregiver, or person 
themselves already have about the psychotropic 
medication(s).   The Internet has changed the 
discussions between patient and doctor.   It is 
not infrequent that the guardian has information 
about some latest research or some strongly 
opinionated posting on the Internet.  Now it may 
be more of a dialogue about weighing risks and 
benefits.  Sometimes the clinician’s job is merely 
to provide a perspective about side effects such 
as tardive dyskinesia or weight gain.   Other 
times, it is to correct misinformation that was on 
web or from other sources. 
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     Monitoring for side effects starts with 
education.  Caregivers, guardians, and if 
possible, the person with intellectual disability, 
need to know what might occur.   There is some 
debate how much information to provide.   
Schachter and Kleinman reviewed psychiatrists’ 
attitudes about education on tardive dyskinesia 
to patients on antipsychotics.  8    Some 
psychiatrists in Schachter and Kleinman’s study 
were concerned that such disclosures would 
lead to increased noncompliance, increased 
hospitalization, or increased patient anxiety.   
Nevertheless, such information is part of an 
informed consent process.  
 
     In addition to education, more clinicians are 
using a combination of physical examination, 
laboratory tests when indicated and side effect 
scales.  An example of physical examination 
would be assessing involuntary dyskinetic 
movements. 
 
Q. For individuals treated with antipsychotic 
medications, there is a special concern about the 
side effect of tardive dyskinesia.  Can you 
discuss this? 
 
A. Tardive dyskinesia (TD) is a potentially 
irreversible side effect most often associated with 
long-term treatment using typical neuroleptics.    
TD can affect involuntary tic-like movements of 
the tongue, lips, eyelids, fingers, toes, as well as 
the torso.   The rate of in persons with ID is at 
least as common as in the general population.    
Bodfish’s group did a prospective study and 
found that slightly above18% of persons with 
intellectual disability that had been treated with 
chronic neuroleptics had TD.   4   The two most 
common methods for clinicians to monitor 
someone for TD have the Abnormal Involuntary 
Movement  
Scale (AIMS) and the Dyskinesia Identification 
System Condensed User Scale (DISCUS).  6 
 
Q.  The AIMS is very commonly used, annual, or 
quarterly in some rigorous clinics today. Is the 
AIMS quarterly monitoring sufficient? 
 
A. Assessing an individual with an AIMS is 
sufficient for monitoring TD.  The problem 
occurs when administrators or clinicians equate 
doing an AIMS with monitoring for all side 
effects.   An AIMS will not detect ifthe person 
had a metabolic syndrome from an atypical 
neuroleptic, hair loss from valproic acid or acne 
from lithium. 
 
Q. Recently, novel antipsychotics have been 
found to cause other side effects of concern such 
as weight gain and diabetes.  Can you discuss 
this? 

A. Novel antipsychotics, such as aripiprazole, 
clozapine, olanzapine, quetiapine, risperidone, or 
ziprasidone, have a much lower incidence of 
causing TD (if at all for some atypicals such as 
clozapine).  Unfortunately, novel antipsychotics 
are associated with the metabolic syndrome that 
includes weight gain, insulin-resistance, and 
increased lipid. 7   The challenge for some  
institutions is that psychotropic side effect 
monitoring meant AIMS exams.   Unfortunately, 
the AIMS completely misses the metabolic side 
effects. 
 
Q. What is adequate monitoring of weight and 
laboratory measures for an individual treated 
with novel antipsychotic medications? 
 
A. The American Diabetes Association/American 
Psychiatric Association (ADA/APA) published 
consensus guidelines. 3   The guidelines suggest 
weight, waist circumference, blood pressure, 
fasting glucose, and fasting lipids. 
 
Q. What is the MOSES? I have heard that it is 
difficult and long to complete? 
 
A. The MOSES is acronym for Monitoring of Side 
Effects Scale. 5  It is used in several states as a 
general side tool that divided into eight areas: 1) 
ears/eyes/head; 2) mouth; 3) 
nose/throat/chest; 4) gastrointestinal; 5) 
musculoskeletal/neurological 6) skin; 7) 
urinary/genital; 8) psychological.   Some of the 
items involve asking the caregiver or patient (e.g. 
excessive thirst).  Other items involve 
observation (gait, arm swing) and still others 
involve physical examination (e.g. rigidity).  With 
a little practice, it can be done in ten minutes.   
The value of the MOSES is that it offers a 
comprehensive screen for side effects normally 
caused by psychotropics. 
 
_______________________________________________ 
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