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ENGAGING
ACADEMIGS
AND INDUSTRY

Eric Marsh MD, PhD

* Clinical Director: Orphan Disease Center
e Associate Professor of Neurology &

Pediatrics at Perelman School of
Medicine at the University of
Pennsylvania

* Attending Neurologist, Children’s

Hospital of Philadelphia



My Background

* Clinical
* Child Neurologist
* Peds Epilepsy Fellowship trained
* Director of Neurogenetics clinic
e Rett/CDKL5/Dravet centers

* Basic Research
* Mechanisms of seizures and cognitive dysfunction in the developing brain
* Focus on mouse models with genetic changes causing epilepsy and
cognitive changes
e Translational/Clinical Research
 Clinical trials for rare epilepsies
e Natural history studies-Rett and Related disorders
* Biomarker studies using EEG and electrophysiological measures
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MEDICAL ADVISORY BOARDS

 Lennox Gastaut Foundation

e Citizens United for Research on Epilepsy
(CURE EPILEPSY)

* International Rett Syndrome Foundation

COMMITTEE ROLES

* American Epilepsy Foundation
* Epilepsy Foundation
* Grant Reviewer- many foundations

COMPANY ADVISING

* A number of companies
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Approaching Clinician Scientists

* |Intent
e Commitment
* Responsibilities

* Funding
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* How to form a Medical/Scientific Advisory Board

e How to start a research fund

* Patient Reported registries

ENGAGING WITH
THE MEDICAL
AND SCIENTIFIG
COMMUNITY

,}3}‘&1 NORD

National Organization
for Rare Disorders
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Funding Sources

s part of the GBSICIDP Foundaton nterationals
misson toprovide education and support resesrch,
we offerresearch grant to qualfied apglicants.

This s made possble through contrbutons from
indiiculs who have been personaly touched by
GBS or CIDP by several commerial ources.
Theough the generosy o these contrbutors,

o whom the Foundation s mst ratekl,we are
able to offer a Research Grants Program. The
(GBSICIDP Foundation Iternstionsl has ol

vide representaion sharin rescurces withlocal
support group chapters ationaly and inermatonaly.
“The Foundations Global Medical Advisory Board
includes many of the most espected cinicians snd
reseachersin the fied

Areas of Interest

Foundtion ntrest incude GBS, both
demyeiating and sons variants, Miler Fsher
syndrome, CIDP,maltifoca motor newopathy,
ndrelated conditons

Researchnterets cover abroad range of subjects
including development of methods to mare rapdly
diagnose these dsorders,cration of educationsl
‘and communication programs to nform patient and
fanlesof the Foundations svalabily, idsntfcaton
of machaniams involved inthe pathogenesi of these

MISSION STATEMENT
T e syt i nd ks
o sFocrad by GES, CIOP and varines by
* P arek o sk g
snd s ot GBS or CIOP
Senton o Foavioon ot et bl
upo-da nfomatn
 Provedng pblc andprofesions adcatorsl
procyams wedde dasigned toheighten warenes
b ndesaningard v
- Expanding the Foundso
o engagngin i

MORE INFORMATION
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Foundation International

RESEARCH GRANTS

GBS|CIDP PATIENT REGISTRY

How has a GBS|CIDP diagnosis affected you? Tell us about it!

Join the GBSICIDP Patient Registry. share your experience. and play a
critical role in a better tomorrow for patients everywhere.

elopment of patient resources, The re sted in partnership with the National Organization for Rare

(NORDY; an independent non-profit patient 2 janization dedicz

diseases and the organizations who serve them.
reported registries provide power in numbers! The Foundatior

s impactful data.

Research is Critical To Serving The Cause and the

Community

t group

to individuals with rare

ese conditions may take years to finish. but patient

>dic updates and results with the

WALK & ROLL FOR
RESEARCH




GBS|CIDP FOUNDATION INTERNATIONAL

i .
gk * Mission

e Foundations

* Infrastructure

Foundation International

-- GBSICIDP
=
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MEDICAL ADVISORY BOARD

* Defining the role

e Establishing Committees
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RESEARCH

* Intent
* Engagement

e Funding
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PATIENT REPORTED REGISTRIES

* Intent
* Platform: IAMRARE
Chicv omloe o * Patient ted v. physici ted
OE . OF %%Eﬁg . atient reported v. physician reporte
GBS|CIDP Parient Registy * Marketing, marketing, marketing
| ey, L1111
ia e Wi Infe’r” e o seee et o
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CONCLUSION

Mission

Transparency

Connections

People, people, people!

Lisa.Butler@gbs-cidp.org
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