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Background
* Internalized health-related stigma stems from embarrassment about
having an illness and the fear that one may encounter discrimination
based on their condition
* Approximately 50% of people with epilepsy (PWE) internalize stigma
e Stigma is linked to poor epilepsy self-management, reduced quality
of life (QOL), anxiety and depression, and suicide risk
* The World Health Organization declared epilepsy stigma a worldwide
public health concern and the Institute of Medicine encouraged
efforts on reducing stigma through behavioral health interventions
Study Aims
1. ldentify critical components of a behavioral health intervention to
teach PWE strategies to reduce stigma and enhance QOL
2. Determine shortcomings of past anti-stigma interventions and
create a platform that systematically addresses these issues

METHOD

Procedures

* Targeted review of empirical and theoretical research on epilepsy
stigma was leveraged to determine critical intervention components

* Two neuropsychologists, a neurologist, and a computer engineer with
experience in epilepsy care, intervention development, and digital
health engaged in iterative, weekly meetings for 1 year to develop an
intervention appropriate for adults with epilepsy

RESULTS

e Stigma manifests in education, work, healthcare and relationships

* Table 1 highlights critical components and gaps in prior interventions

* A self-administered, modular, online platform with built-in
demonstration and interactive practice exercises was developed,
called: RISE ABOVE: Reducing Internalized Stigma in Epilepsy: A
Behavioral Online Video Education
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* Module 3, Take Another Look, explains the concept of cognitive
distortions and how they relate to stigma, then teaches 2 strategies
to reframe unbalanced thoughts (Fig. 3)

e RISE ABOVE aims to help PWE:

INCREASE IDENTIFY stigma
and normalize

experience

REFRAME

stigma thoughts
and problem solve

REDUCE
INTERNALIZED

Figure 3: Take Another Look Cognitive Reframing Exercise
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* Module 1, Stress Management, teaches deep breathing, e 4
progressive muscle relaxation, visualization, and E— -

“l am going to be fired.”

mindfulness techniques via guided demonstration and e
practice exercises (Fig. 1)
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Module 4, Problem Solving, guides users to apply problem solving
skills to stigma situations via a step-by-step process (Fig. 4)
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Figure 4: Problem Solving Exercise
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« Set a realistic goal

+ Brainstorm solutions

+ Consider pros and cons for each
potential solution

» Choose solution to address problem

* Module 2, Recognizing Stigma, uses stories adapted from
the lives of PWE to teach users to identify and understand
stigma-related thoughts, feelings, and reactions, and how
these thoughts impact QOL (Fig. 2)

» Develop an Action Plan

CEIIXX

+ Review progress

Figure 2: Recognizing Stigma Vignette Exercise
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* Drawing on research, theory, and collaborative multidisciplinary
interaction, psychoeducational content employing a cognitive-
behavioral framework was adapted to a self-administered, modular,
online platform to mitigate the stigma felt by PWE

* Future research will elicit feedback from community stakeholders
and beta test RISE ABOVE to guide its final optimization

Kelly started her first post-college job and had been working for about a year when
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she was diagnosed with epilepsy. Her seizures are focal with impaired awareness. She
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was started on medicine to help control her seizures, but now Kelly is struggling with
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and her boss says she is doing well but she feels bad about herself because she notices that it takes her
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Does the Ihighlightedl part of Kelly's story relate to stigma?
& Problem Solving

Yes We agree! When a person feels stigma, they may feel bad about themselves
No even when there is evidence to suggest they are doing a great job. It doesn't
make Kelly feel any better to know that her boss thinks she’s doing well. Kelly can

only focus on how it's taking her longer to do work and she makes this a part of

her *This project was funded by a grant from Epilepsy Foundation New England




