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A IETTER FROM JUILIE HYGARE
FO UNDER AND PRESIDENT

Dearfriends,

Thank you formaking 2016 suc h a fantastic yearin advancing

Project Sleep’s mission to raise awarenessaboutsleep health and

sleep conditions. Fom the White House to Stanford; from Ireland to kaly —
2016 was a transformative yearofgrowth and community leadership for
Project Sleep.

Perhapsthe greatestlesson Ileamed thisyearwasthe powerof storytelling.
While at the Precision Medicine hitiative event atthe White House, Igave a
fourminute pitch about “How might we make research delightful?” but
unlike others who had gone before me, Iframed my pitch in the contextof
a story. Afterward, a few very importantindividualsapproached me to
thankme formy c ontrb utio n.

Thisgivesme greathope forourorganization’s future, aswe advance the
Rising VoicesofNarcolepsy program with a strong emphasis on storytelling,
among otherthings. Thankyou foryoursupport and generouscontrbutions
—togetherwe are buiding a brighte rfuture!

Grate fully yo urs,

Julie Flygare, JD
President & Founder
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2016 BOARD OF DIRECTO RS

 Julie Flygare, JD - President

* Tracy Chrstensen - Vice-Preside nt
e Sharon O’Shaughnessy - Treasurer
e Emilee Pressman, MPH- Secretary

e Melssa Buron - Director
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ABO UTPRO JEC T SIEEP

1. hcomporated in Calfornia m 2013
2. Received 501(c)(3) tax-exempt statusin 2014
3. Mission:

Be lie ving in the value ofsleep, Poject Seep aims to
improve public health by educating mdwiduals abo ut
the importance ofsleep health and sleep disorde rs.
Projpct Seep willeducate and empowerindwiduals
using events, campaignsand programs to bring people
togetherand talkaboutsleep asa pillarof he alth.

4. Vision: Iet’smake sleep cool!
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PROGRAMS ATA GIANCE

1. Jack & Julie Narcolepsy Sc holarship
2. Sleep h Campaign
3. Narcolepsy: Not Alone Campaign

4. SIEEP-2 Award

5. Rising Voicesof Narcolepsy
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NARCYLEPSY

raising\awareness

The Jack & Julie
NARCOLEPSY SCHOLARSHIP

First-evernational sc holarship program supporting

stude nts with narcole psy while fostering awareness of this

misunderstood condition within high school and college settings
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Jack & Julie NARC O1LEPSY SC HO 1A RSHIP

* Received a record numberofapplicants— 53 students
representing 30 states acrossthe country

 Distibuted 14 scholarships 0f$1,000 eachon 8/1/16

e Published “thankyou from college” on 11/24/16

raising\awareness

The Jack & Juli
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Jack & Julie NARC O1EPSY SC HO 1A RSHIP

2014:
2 Sc holarships

2015:

9 Scholarships

2016:
14 Sc holarships
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Raising awareness aboutsleep health &
sleep disorders during National Sleep Awareness Week




Sleep In 2016 Review

e March 11-13, 2016
e 92 participantsfrom 10 countnes (Australia, Antigua and
Barbuda,Canada, France, Germany, keland, the
Philippine s, South Africa, Sweden and US) and 31 US
sta te s.
e Ac tivitie s:
e Fnday-InstaSleeph on Instagram
e Saturday —Sleep In Twitter Chat
e Sunday —lLive Broadcast




ARCOLEPSY:
OofT ALONE%

Intemational narcolepsy awareness campaign
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NNA 2016 Review & 2017 Goals

e Overl1l,300 photosrepresenting over40 c ountrie s

A selection of 2016 photos from Belgium, Japan, France, Italy, West Virginia and Georgia
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PATIENT-CENTERED OUTCOMES RESEARCH INSTITUTE
Am

projectsleep

THE UNIVERSITY OF ARIZONA

College of Medicine

Tucson

B ‘

To engage patients, scientists and other stakeholders

as partners across the entire span of sleep research
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SIEEP-2 2016 Review

e Fistof4 meetingsheld n Bethesda, MD on 10/7/16
* Nextmeeting in Boston on 6/3/17 (focuson narcolepsy)
* Meeting recap:

https://project-sleep.com/pcor-engagement-c onference-unite s-sc ie ntists-and -
advocates-to-make-sleep-research-more-patient-centered/

& Joe Selby MD, MPH W F

‘ “"DHOW ‘
@joevselby |

J@RemRunner @PCORI If you harbor any doubt that patients

should play essential role in health research, hear Julie Flygare.
Period!

10:04 AM -7 Oct 2016

- T 97

* |
prO.JQCf |



Training people with narcolepsy to effectively share their
storie s through public speaking and writing
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RVN Dual Purpose

1. Participantempowermentand growth

2. Increasing public awarenessand comnectng
misperc e ptions

projecisleep
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RVN Pilot Timeline — Cumrently in Yearl

BN

Development

— Yearl

Re cruitm e nt

Delive ry

Evaluation — Year2

Promotion

Deciopment
¥
ecmiment.
¥
Do
¥
Do
¥
_pomoion
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RVN Interest Form Responses

200 PWN from 15 countnes

New Zealand
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RVN Interest Form Responses

160 PWN from 42 USstates
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RVN Interest Form Responses

“Thisis an ama zing
opportunity!!!! Iam looking
forward to sharing my
experience overthe past
sixyearsofliving, working,
and copmng with
narcolepsy!”

“Thisis a very e xc iting

opportunity, and Iam

extremely interested in
where thiscould take the

narcole psy community!”

projea%!@@p

“Can’twaitto play a
partin narcolepsy
advocacy! Count me

2

m.

“Thisis so mcredible,
thanks formaking this
happen! Ive been
looking fora way to
wrte aboutnarcolepsy
forovertwo yearsnow”
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SEIFEC TSPEAKING ENGAGEMENTS

e UCIA MedicalSchool

e Ieland’sNarcolepsy Conference Keynote

e Sleep Success Summit

* Health: Further Keynote to over 1,000 He alth Pro fe ssionals
e Stanford Medicine X

e Italian Narcolepsy Association Keyno te

e California Sleep Society

« PCORKHunded SIEEP-2 Conference

Gy NARCOLEP:
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C O MM UNIIY IEA DERSHIP

 Participant, White House/Stanford Me dic ine X Workshop, “Engaging
ParticipantsasPartnersin Research” aspart ofthe Precision Medicine
hitia tive (June 2016)

« Epatient Scholar Stanford University’s Medicine X (Sept 2016)

e Published bookchapter Hygare, J. (2016) “Succeeding in Schooland in
the Workplace with Narcolepsy.” nh edited by M. Goswami M. Thormpy and
S.R. Pandi-Perumal (Eds), Narcol psy: A Clnical Guide, 2nd ed. (pp. 395 -
405). Springer.

e TAughtthe Engage & EmpowerMe classat Stanford MedicalSchool(Dec
2016)
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MEDIA HIG HIIG HTS

e Neurwlogy Now: Self Diagnose Suc c e ssfully

e New York Time s writerand e ditor, Phyllis Ko rkki fe ature s my
story in:
The Big Thing: How to Complete YourCreative Project Even
FYoure a Iazy, Self-Doubting Procrastinatorlike Me
(Harmper 2016)

 CBSNewslosAngeles: IA Woman Descrnbes Serious Sleep
Disorder: ‘It Feels Iike Being Awake Inside A Cormpse’

I

LA Woman Desgcribes -Serious Sleep Disorder: 'it Feels Like Being Awake Inside

Self-Diagnose Successfully 1 minuse et

NeurologyNow |
AN OPEN .

BO%L. RSN

You =
WAY SAY

™A

DREAMER
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2016 INANCIALPO SITION

Total Revenue for 2016 Total Expenses for 2016
$50,672 $38,406

B Corporate Giving B Government Grants B Scholarships B Rising Voices of Narcolepsy

Individual Giving Merchandise Income Sleep-2 Grant General and Administrative
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Thank you foryourincredible support!

25



