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Academia-biotechnology-advocacy partnership: a case study of
multi-stakeholder engagement in development of an omnichannel patient/caregiver tool
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WHAT WAS THE OBJECTIVE? WHAT DOES THIS CASE STUDY SHOW?

We hypothesized that initiatives developed collaboratively
by stakeholders from academiaq, the biotechnology industry,
and patient advocacy groups could have a broad impact on
patient care

The case study presented here describes an initiative to
overcome barriers to the adoption of acute treatment action
plans, including the appropriate use of antiseizure medications
that can be used when indicated

HOW WAS THE INITIATIVE DEVELOPED COLLABORATIVELY?

WHAT WAS THE PROCESS AFTER THE MEETING?

Acute Seizure Action Plan
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An inaugural closed-door meeting was convened
in February 2020 to develop strategies and
recommendations based on expert opinion
agreement for overcoming the underutilization of
available treatment action plans
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Provide Rescue Treatment

> | If this happens,

provide standard care (above) and rescue treatment

( \ O @ Specific instructions:

1 Rectum 1 Nose 1 Mouth 1 Other:

The sample plan has been adopted by advocacy
organizations with downloadable translations,® with
additional advocacy organization adoption underway

Underuse of such plans is associated
g with worse outcomes and inappropriate
healthcare utilization'

Epilepsy Alliance America | Seizure Action Plan Coalition

Call for Emergency Help
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WHAT ARE THE KEY TAKEAWAYS?

Get help now

At the meeting, the Neuroscience
Council identified the limitations of
current action plans and then
proposed, discussed, and agreed
on a set of principles for developing
concise, individualized treatment action plans
that would be easy to use in acute situations by
caregivers with limited experience

Council members developed a follow-up

The ASAP tool was designed to overcome barriers to publication further discussing the purpose and

appropriate acute seizure care, as well as to provide a content of a treatment plan, potential barriers to

tool to support patient and caregiver education developing and implementing a treatment action
plan, and guidance for overcoming the barriers®

- The template plan has been adopted by members of

the epilepsy community » Simple to understand and

< @ Essentidls ; personalize
- for Creation  Easy-to-use, with helpful,

stepwise guidance

Guidance included using practical illustrations and
C%) symbols, checkboxes, and color coding illustrating
a hierarchy of severity and appropriate treatment

A multi-stakeholder partnership can offer important
initiatives that put patients’ and caregivers’ medical and

emotional needs first + Uniform action plan design and interpretation

- Use as an educational resource
- Such a collaboration can support the interests of all

stakeholders in promoting a common goal, such as
reducing healthcare system utilization and supporting
appropriate medication use

PUttIng + Save copies where they will be readily
the Plan % available (eg, consistent location in electronic

|nto Prqctice medical records)

- Keep up to date to reflect changes in
treatment or condition and review periodically

How was the partnership organized?
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