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Presentation Abstract
Past research on CHARGE syndrome has looked at the use of psychotropic medications, such as which are
most commonly prescribed. Many children with CHARGE syndrome have been prescribed psychotropic drugs
for challenging behavior. The use of these medications is a frequent topic of conversation on social media,
particularly the CHARGE FaceBook page. However, research has not examined the decision-making process
that parents of children with CHARGE undergo when deciding whether to use psychotropic medication. It is
important to know why parents of children with CHARGE decide to use psychotropic drugs as a behavioral
intervention. The purpose of this study was to understand if parents of children with CHARGE are given
adequate resources and support to make these choices, if these medications are a last resort option, which
factors influence parents to utilize psychotropic drugs, and to understand who or what parents consult in
making this decision. In our sample, 37% of parents of children with CHARGE felt they had adequate resources
and support to decide whether to use psychotropic medications or not, and physically aggressive behavior
was a factor that influenced the decision to use psychotropic drugs
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Introduction
Many children with CHARGE syndrome
have been prescribed psychotropic drugs
for challenging behavior. As these
medications can sometimes result in
harmful side effects, it is important to
understand the factors that contribute to
the decision to use psychotropic
medication as a behavioral intervention.
The following questions guided this
study:
1. What factors influence parents to use
psychotropic drugs as a behavioral
intervention?
2. Do parents feel like they have
adequate resources and support?
3. Who or what do parents consult?
4. Is medication a last resort option?

Findings
Question 3
• Consulted: pediatricians, psychiatrists, and
behavioral specialists, as well as other
parents of children with CHARGE, their
families, and the internet
• Prescribed: psychiatrists, family medical
providers, neurologists, and nurse
practitioners

Demographics
• 60 children
• 48% Males, 52% Females
• Ages 1 to 17 (M=10)
• 37% prescribed, 5% suggested
• 67% positive, 8% negative, and 25%
unsure of presence of CHD7 gene
• Mean age of walking = 3.15 years
• Mean number of surgeries = 3.86

Question 1
• Behaviors: physical aggression, verbal
behaviors, and nonverbal behaviors.
• Events: physical aggression, anxiety,
verbal abuse, and hallucinations

Question 4
• Prescribed Group: 91% of parents had
attempted other strategies before
medicating their children.
• Suggested Group: 100% of parents were
using other strategies

• Question 1: The presence of
physically aggressive behavior
was the greatest factor for
parents in using medications.
• Question 2: It appears that when
making important decisions
regarding their children, parents
within the CHARGE population
go to their families and
communities to decide.
• Question 3: Psychiatrists play
the largest role in prescribing
medications. Thus, psychiatrists
are a target population for
education on the complexity and
behavior of CHARGE
syndrome.
• Question 4: It would benefit the
CHARGE community for
professionals to continue
working on new behavioral
interventions.
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Participant (parents) completed a
Qualtrics survey that included questions
about:
• Demographics
• Their children’s CHARGE diagnoses
• How well informed parents felt about
psychotropic medications
• Who and what they consulted for
information about these medications
• The factors that influenced parents to
medicate their children
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