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Presentation Overview
o Background of Psychiatric Prescribing and Developmental Disabilities
o Importance of Comprehensive Functional Assessments
o Evaluating the Effectiveness of Positive Behavior Supports
o A Method for Seeking Psychiatric Consultation
o Case Illustration
o This presentation is predominantly focused on adults diagnosed with
developmental disabilities. However, there are implications for a larger
target audience that includes children and adolescents.
o It is hoped that from this presentation we can continue to bring about a
cultural change that allows our audience to be better consumers of
positive behavior supports and psychiatric prescribing.
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Background
o Challenging behaviors displayed by those with developmental
disabilities often receive a heightened focus because of potential harm
to self and others. While there is a high prevalence of problem behavior
in this population, the range of treatments varies considerably.
o Fifty-percent of the total population of individuals with developmental
disabilities takes at least one psychiatric medication (e.g.,
antipsychotics, antidepressants, psychostimulants, and mood
stabilizers). Are people who are diagnosed with developmental
disabilities the most medicated segment of our society?
o It is estimated that over 50% of those in institutions and over 25% in
community-based congregate settings are prescribed medications.
o What is the first choice of treatment options when trying to reduce
problem behaviors--medication or non-medication based
interventions? Is combined treatment best?
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Mansfield Training School
On December 6, 1978, a volunteer organization sued the State of
Connecticut. In a class-action suit, known as CARC versus Thorne, the
volunteers sued the state for the way it perceived and treated some
persons with developmental disabilities. Judge F. Owen Egan found:
 That the institutional environment was destructive and at
times “devoid of potential for meaningful human activity”.
 That physical restraints were used to control clients as a
substitute for programs.
 That many residents were denied their privacy and basic
human dignity.
 That residents were routinely restricted-- even locked up –
and their daily activities regulated in conformity with the
institutional routine.
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Among other things, the Consent Decree
that ensued, because of the overuse of
psychiatric medications , restraints, and
seclusions, required the establishment of
the Program Review Committee.

5J

Program Review Committee
1.

Medications were to be used after exhausting all
other means of dealing with the challenging behavior.

2.

Medications were not to be used for the convenience
of the staff or due to a lack of resources.

3.

Restraint was to be used as a last resort to prevent
injury or harm to self or others.

4.

All medications and aversives must be in conjunction
with a Behavior Support Plan, which along with the
use of a Functional Assessment, looks to teach the
skills necessary to get one’s needs met in a socially
acceptable manner.
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Psychiatric Medications
o In Connecticut, data on psychiatric medication use has only been
kept regarding individuals residing in DDS funded facilities. Our
most recent statistics indicate that 6,480 individuals residing in
funded sites are on one or more psychiatric medications.
o Those individuals represent approximately 67% of the
residentially placed individuals. These individuals are currently
taking 9,715 psychiatric medications.

o On average, these individuals are taking 2.64 psychiatric
medications.

o A more startling statistic is that once an individual begins
psychiatric medication treatment, they continue on that or a
variety of other psychiatric medications for an average of 13 years.
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Psychiatric Medications
o Also of concern is the large number of individuals with
intellectual disability and autism spectrum disorder who are
treated with multiple pharmacological agents, a practice for
which there is virtually no evidence base.
o Mandell (2008) using data based on Medicaid claims for 60,000
children diagnosed with autism spectrum disorder, found that
56% of children surveyed were on at least one psychiatric
medication and that 20% were receiving 3 medications.
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Table Name

Code

sDesc

PSYTYPE

0

ANTI-PSYCHOTIC (NEUROLEPTIC)

PSYTYPE

1

ANTI-DEPRESSANT

PSYTYPE

2

ANTI-MANIA

PSYTYPE

3

ANTI-ANXIETY

PSYTYPE

4

SEDATIVE/HYPNOTIC

PSYTYPE

5

STIMULANT

PSYTYPE

8

HERBAL/NATURAL

PSYTYPE

9

OTHER psychiatric

Row Labels
Grand Total
3227

0
2802
1.25
1
5
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2094
1.17
1
4
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1
3
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1.16
1
3

68 55 107
1.03 1.02 1.00
1 1 1
2 2 1

2618
1.48
1
6

9199
2.85
1
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How Did We Get Here?
o For all of our efforts since the closing of Mansfield Training
School, the situation regarding psychiatric medication use
has worsened. A great deal of effort, time and expense
have been directed at overseeing the use of these
medications to assure that no use of medication is
unnecessary.
o Yet, the majority of those living in DDS funded living
facilities are taking psychiatric medications and of those
people, the average number of medications per person is
over two.
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How can we change this situation?
o Two sets of factors must be recognized and modified to
turn the tide of overuse of medications.
o The first set of factors is rooted in the larger culture of
the United States. The use of legal and illegal medication
in the U.S. has skyrocketed since the middle of the last
century. For example, prescriptions for opioid pain
medications have tripled from 1991 to 2009 (NIH Report,
2011).
o Secondly, complexes like anger, aggression and agitation
are suppressed with medications, rather than being seen
as symptoms of unhappiness and dissatisfaction with
one’s life. The view that medications can cure
unhappiness is ubiquitous, and it deflects more
substantial efforts to better understand the sources of
unhappiness so that solutions can be found.
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Holistic Functional Assessment
The first step in better understanding and more effectively treating the reasons why
individuals diagnosed with developmental disabilities engage in maladaptive
behaviors is to conduct a comprehensive functional assessment (FBA).

Functions
of
Maladaptive
Behavior

Communication

Modulates
Internal
Distress

Modulates
Physical
Distress

(Robert Souvner, 1991)

SocioEnvironmental
Control
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Evaluating the Effectiveness of
Positive Behavior Supports
o Have all health issues been ruled-out (e.g., dental, GI, sleep
disorders, etc.)?
o Is the behavioral presentation different across settings (e.g.,
residential versus vocational)?
o What situations are the challenging behaviors most likely to
occur? What situations are the behavior problems least likely
to occur?
o What do you think internally and externally triggers the
behaviors (e.g., slow versus fast antecedents)?
o What intuitively seems to cause the behaviors and why?
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Evaluating the Effectiveness of
Positive Behavior Supports
o What specific steps from the behavior support plan have
helped to improve behavior?
o What environmental changes (e.g., scheduling, access to
soothing items) have been made to prevent the challenging
behaviors?
o Do the interventions correspond with the identified functions?

o What new behaviors and coping skills (e.g., adaptive,
prosocial) have been taught to replace the challenging
behaviors?
o Are the new behaviors being positively reinforced (e.g.,
immediate praise)?
o What interventions do you think have been unsuccessful or
too difficult to follow?
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Evaluating the Effectiveness of
Positive Behavior Supports
o Has the individual been observed in their natural
environment? Have the caregivers been interviewed?
o How do caregivers respond when the problem behaviors
happen (i.e., maintaining consequences)?
o How do the interventions work alone and what are the effects
of the combined treatment (i.e., interaction, differential, and
synergistic effects of drug treatment and environmental
strategies)?
o Does the medication dose and the timing of dosage affect
behavior?
o Describe the individual’s routine, such as when and where
they participate in preferred and meaningful activities?
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Example of Tracking Effects of Medications on Behaviors
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Sample Line Graph: Longitudinal Trends
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New Behavior
Support Plan
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stresses at
holidays

Increased
involvement in
community
activities
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Psychopharmacology with
Developmental Disabilities
o Psychotropic medications are sometimes needed to provide
a stable neurological “platform” on which to do positive
behavior supports and/or psychotherapy.
o The IDD population has been subjected to polypharmacy, is
particularly vulnerable to adverse side effects, and may lack
the ability to make subjective verbal complaints about them.
o What is the social validity of the intervention(s) to the
person-served? Can they communicate the acceptability and
effectiveness of the treatment?
o Consider the caveat to avoid “working backwards” by using
the response to prescribed medications as the guide to
arrive at a working psychiatric diagnosis.
o Developing a cultural change, especially in triaging issues.
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Method of Seeking Medication Consultation
from Frank Anderson, MD

Identify the symptoms and behaviors to target:
o Saying “anxiety” or “depression” is too generic
o Limit focus to 3 or 4 symptoms helps reduce polypharmacy
o Focus on symptoms (e.g., insomnia and low motivation), rather
than feelings (e.g., loneliness and sadness). That is, try to
differentiate psychosocial and emotional distress from biology.
o Reducing the intensity of symptoms (e.g., making emotional
affect more manageable), might warrant consideration of a
PRN (as needed) instead of a standing order.
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Method of Seeking Medication
Consultation
• Validate any concerns about medications (prescribing is
often polarizing, in that “part" of the person might agree,
while others “parts” might not).
• Understand that medications often have both positive
negative side effects.
• Especially with polypharmacy, educate the individual and
team members on which medications do what.
• Collaborate along the way by monitoring reactions and
progress.
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Method of Seeking Medication Consultation
Consider other factors that might
impact psychiatric medication effectiveness:
•

The optimal dose (i.e., therapeutic window of tolerance and benefit) of many
psychiatric medications might be lower for people with developmental
disabilities.

•

Understanding of pharmacodynamics, pharmacokinetics, and
pharmacogenetics.

•

How do team members view medications? Placebo versus Nocebo Effect?

•

What is the drug history for the individual? Is inherited prescribing occurring?

•

Cortisol (and other stress hormones) may reduce tolerance to and effect of
medications.

•

Consider receptor “Up or Down” Regulation

•

Ability to metabolize medication versus therapeutic effect
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An Example of DNA Enzyme Testing
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DNA Enzyme and Neurotransmitter Testing
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DNA Enzyme and Neurotransmitter Testing
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A case in point…
• 57 year old, single, African American male diagnosed with
profound intellectual disability.
• Behavioral history of bolting, dropping to the floor, and
aggression toward staff and objects.
• Described by many as very social in that he seeks
interpersonal interactions by putting his hand out, smiles
often, and laughs to engage others.
• He enjoys music, dancing, and being in the community
whether at an activity or going for a ride.
• He currently resides with five other housemates with various
levels of functioning and tolerates this well.
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Developmental History
• Normal term pregnancy, but received oxygen
immediately after birth due to difficulty breathing.
• Developmental milestones were delayed.
• Diagnosed with cerebral palsy at the age of 4.
• Fifth of six children in his family of origin.
• Developed high fever secondary to allergic reaction to
first DPT serum during vaccinations.
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Placement History
• Resided at home with his biological family until the age
of 11, when the family could no longer care for him due
to his intense supervision needs.
• He was placed at a Training School for 22 years until
it’s closing.
• Later placement at a residential group home was
established where he currently resides.
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Cognitive & Adaptive Testing
Date

9/28/64

3/8/65

4/13/65

Test

Cattell

Cattell

Stanford Binet

Stanford Binet

Score

MA 17-6 months;
IQ=21

MA 22 months; IQ=32

Estimate MA 2-3; IQ=30

MA 23 months; IQ=30

Notes

Stanford Binet not
scorable.

Adaptive Behavioral
Composite
Receptive
Communication
Expressive
Communication
Daily Living Skills
Domain
Socialization Domain

Scored 3 years on
Vineland done with
mother; with an IQ=50

October, 1982

February, 1986

3 years, 8
months

3 years

November,
1990
1 year, 2
months*

1991

1998

1 year 7
months**
1 year 6 months

1 year 8
months**
1 year 6 months

1 year 1 month

1 year 1 month

2 Years six
months
1 year 1 month

2 years 9
months
1 year 1 month
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Factors to Consider
Psychological Factors
Current Tracked Behaviors include the following:

PRECURSOR BEHAVIORS:
• B1- Bizarre Behaviors (Mild) – Verbal (e.g., Bark, Shhh, Pow, etc.)
• B2- Bizarre Behaviors (Moderate)- Includes B1 plus pacing, running, some
mild property disruption and difficult to redirect.
• B3- Bizarre Behaviors (Severe)- Includes B1, B2, and attempts or actual
assault, property destruction or disruption, and he cannot be redirected
• D- Dropping to the floor (requires a post-fall evaluation)
TARGETED BEHAVIORS OF CONCERN:
• A - Physical Aggression toward Others that presents a risk of harm to another
individual excludes any accidental motion
• PD- Property Destruction damage to property caused by using an object for
other than its intended purpose (i.e., throwing)
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Other Factors to Consider
Complex Medical History
Fixed Flexion deformity of lumbar spine
Wolf Parkinson White Syndrome
Mild Cerebral Palsy (diagnosed at age 4)
Hypothyroidism
Hypercholesterolemia
Chronic Constipation
S/P tumor removal left arm
Other diagnoses by history have included environmental
allergies (Dust Mites, Molds, Grasses, Trees, and Ragweed)
• Rule-out for Fetal Alcohol Syndrome

•
•
•
•
•
•
•
•
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Treatment Interventions
Medical interventions
o

Consult with Psychiatrist

o

PRN Tylenol was being used for pain

o

Standing order of Motrin in place to date
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Sensory Interventions
o
o
o
o
o
o
o
o

Massage therapy
Light therapy 30 -60 minutes/day
Brushing & Buzzing Program
Weighted vest
Tactile stimulation
Deep pressure
Time outside on the swing
Other stimulation
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Behavioral Interventions
o
o
o
o
o
o
o

Neutral/Positive tone of voice
One directive at a time with planned delay for
processing
Relaxed body language
Encourage walking
Increase engagement in preferred activities
Increase his sense of choice/control when possible.
Avoid use of precursor verbalizations, such as pow,
shh, etc.
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Environmental Interventions
o

Three season sensory room

o

Sensory stimulation toys near by his
favorite seat.

o

Adaptive equipment for dining and
seating arrangement to minimize issues.

o

Orthopedic shoes with Velcro.
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Other Interventions
• VY- Voluntary Yard break
• IY- Involuntary Yard Break
• Placebo- Placebo protocol followed for the time of
restraint or yard break
• E-escort
• SS - Seated Security Hold
• Medication on PRN basis : Medication protocol
followed for the time of restraint or yard break
(*Discontinued after one-year of no use)
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Behavior Changes Across Time
Target Behaviors
Bizarre Behaviors (B1 - B3)
Physical Aggression
Property Destruction
Emergency restraint
Escort
Involuntary Yard Separation
Voluntary Yard Separation
Chemical Restraint/PRN

May-15
21
1
0
0
1
2
0
1

Jun-15
21
0
0
1
1
0
0
0

Jul-15 Aug. 2015 Sept. 2015Oct. 2015 Nov. 2015 Dec. 2015 Jan. 2016 Feb. 2016 Mar. 2016 Apr. 2016 May. 2016June. 2016
20
18
4
2
5
2
7
6
9
23
9
5
0
2
0
0
0
0
0
1
0
0
0
0
0
1
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
0
1
0
0
1
4
0
0
0
0
1
1
1
3
2
2
0
0
0
0
0
0
0
0
0
0
0
0
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