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Annual Report 2016 



A LETTER FROM JULIE FLYGARE 
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FOUNDER AND PRESIDENT 

Dear friends, 
 
Thank you for making 2016 suc h a  fantastic  year in advanc ing  

Projec t Sleep ’s mission to ra ise awareness about sleep  hea lth and   
sleep  c ond itions. From the White House to Stanford ; from Ireland  to Ita ly – 

2016 was a  transformative year of g rowth and  c ommunity leadership  for 
Projec t Sleep .  
 

Perhaps the grea test lesson I lea rned  this year was the power of storytelling. 
While a t the Prec ision Med ic ine Initia tive event a t the White House, I gave a  

four-minute p itc h about “ How might we make researc h delightful?”  but 
unlike others who had  gone before me, I framed  my p itc h in  the c ontext of 
a  story. Afterward , a  few very important ind ividua ls approac hed  me to 

thank me for my c ontribution.  
 
This g ives me grea t hope for our organiza tion’ s future, as we advanc e the 

Rising  Voic es of Narc olepsy p rogram with a  strong emphasis on storytelling , 
among other things. Thank you for your support and  generous c ontributions 

– together we a re build ing  a  b righter future!  
 
Gra tefully yours, 

 
 

 
 
Julie Flygare, JD 

President & Founder 



2016 BOARD OF DIRECTORS 

 

•  Julie Flygare, JD - President 

•  Trac y Christensen - Vic e-President 

•  Sharon O’Shaughnessy - Treasurer 

•  Emilee Pressman, MPH - Sec reta ry 

•  Melissa  Buron - Direc tor 
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ABOUT PROJECT SLEEP 

1.  Inc orpora ted  in Ca lifornia  in 2013 

2.  Rec eived  501(c )(3) tax-exempt sta tus in 2014 

3.  Mission:  
 
Believing in the va lue of sleep , Projec t Sleep  a ims to 

improve pub lic  hea lth by educ a ting  ind ividua ls about 

the importanc e of sleep  hea lth and  sleep  d isorders. 

Projec t Sleep  will educ a te and  empower ind ividua ls 

using events, c ampa igns and  p rograms to b ring  peop le 

together and  ta lk about sleep  as a  p illa r of hea lth. 

4.  Vision: Let’ s make sleep  c ool! 
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PROGRAMS AT A GLANCE 

1.  Jac k & Julie Narc olepsy Sc hola rship  
 

2.  Sleep  In Campa ign 
 

3.  Narc olepsy: Not Alone Campa ign 

4.  SLEEP-2 Award  (New!) 

5.  Rising Voic es of Narc olepsy (New!) 
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First-ever national sc holarship program supporting  

students with narc olepsy while fostering awareness of this 

 misunderstood c ondition within high sc hool and c ollege settings 



Jac k & Julie NARCOLEPSY SCHOLARSHIP 

•  Rec eived  a  rec ord  number of app lic ants –  53  students 
rep resenting  30 sta tes ac ross the c ountry  

•  Distributed   14  sc holarships of $1,000 eac h on 8/ 1/ 16 
•  Pub lished  “ thank you from c ollege”  on 11/ 24/ 16 
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Jac k & Julie NARCOLEPSY SCHOLARSHIP 
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2014: 
2 Sc holarships 

2015: 
9 Sc holarships 

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



Sleep In 2016 Review 

•  Marc h 11-13, 2016  
•  92 partic ipants from 10 c ountries (Austra lia , Antigua  and  

Barbuda , Canada , Franc e, Germany, Ireland , the 
Philipp ines, South Afric a , Sweden and  US) and  31 US 
sta tes. 

•  Ac tivities: 
•  Friday – InstaSleep In on Instagram 
•  Saturday – Sleep  In Twitter Cha t 
•  Sunday – Live Broadc ast  
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International narc olepsy awareness c ampaign  



NNA 2016 Review & 2017 Goals 

•  Over 1,300 photos rep resenting  over 40 c ountries 
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A	selec'on	of	2016	photos	from	Belgium,	Japan,	France,	Italy,	West	Virginia	and	Georgia	
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To	engage	pa)ents,	scien)sts	and	other	stakeholders		

as	partners	across	the	en)re	span	of	sleep	research 



SLEEP-2 2016 Review 

•  First of 4 meetings held  in Bethesda , MD on 10/ 7/ 16 
•  Next meeting  in Boston on 6/ 3/ 17 (foc us on narc olepsy) 
•  Meeting  rec ap : 

https:/ / p rojec t-sleep .c om/ pc ori-engagement-c onferenc e-unites-sc ientists-and-
advoc a tes-to-make-sleep-researc h-more-pa tient-c entered /  
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Training people with narc olepsy to effec tively share their 
stories through public  speaking and writing 



RVN Dual Purpose 

1.  Partic ipant empowerment and  growth 

2.  Inc reasing pub lic  awareness and  c orrec ting  
misperc ep tions 
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RVN Pilot Timeline – Currently in Year 1 
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Development 

Rec ruitment 

Delivery 

Evaluation 

Promotion 

Year 1 

Year 2 



United States 

Canada 

Antigua and 
Barbuda 

Argentina 

Uruguay 
Chile 

Kenya 

Uganda 

Austra lia  

New Zealand 

Japan 

Spain 
Switzerland 

United 
Kingdom 

Ireland 

RVN Interest Form Responses  

200  PWN from 15 c ountries 
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CA 

NV 

AZ 

UT 

OR 

WA 

ID 

TX 

CO 

MT 

SD 

MN 

WI 

IA 

MO 

LA 

MS AL GA 

FL 

SC 

TN 

KY 

NC 

VA 

IL 

NE 

IN 

MI 

OH 

PA 

WV 

ME 

VT 

MA 

NJ 

NY 
CT RI 

MD DE 

RVN Interest Form Responses  

160 PWN from 42 US sta tes 	
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RVN Interest Form Responses  

“ This is a  very exc iting  
opportunity, and  I am 
extremely interested  in 

where this c ould  take the 
narc olepsy c ommunity!”  

“ This is an amazing 
opportunity!!!! I am looking 

forward  to sharing  my 
experienc e over the past 
six years of living , working, 

and  c op ing with 
na rc olepsy!”  

“ Can’ t wa it to p lay a  
pa rt in na rc olepsy 

advoc ac y! Count me 
in.”  

“ This is so inc red ib le, 
thanks for making this 

happen! I’ ve been 
looking for a  way to 

write about na rc olepsy 
for over two years now”  
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SELECT SPEAKING ENGAGEMENTS 
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•  UCLA Med ic a l Sc hool 
•  Ireland ’s Narc olepsy Conferenc e Keynote 
•  Sleep  Suc c ess Summit  
•  Hea lth: Further Keynote to over 1,000 Hea lth Professiona ls 
•  Stanford  Med ic ine X  
•  Ita lian Narc olepsy Assoc ia tion Keynote 
•  California  Sleep  Soc iety  
•  PCORI-funded  SLEEP-2 Conferenc e 
 



COMMUNITY LEADERSHIP 
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•  Partic ipant, White House/ Stanford  Med ic ine X Workshop , “ Engag ing 
Partic ipants as Partners in Researc h”  as pa rt of the Prec ision Med ic ine 
Initia tive (June 2016) 

•  E-pa tient Sc hola r, Stanford  University’ s Med ic ine X  (Sep t 2016) 
•  Pub lished  book c hap ter: Flygare, J. (2016) “ Suc c eed ing in Sc hool and  in 

the Workp lac e with Narc olepsy.”  In ed ited  by M. Goswami, M. Thorpy and  
S.R. Pand i-Peruma l (Eds), Narc olepsy: A Clinic a l Guide, 2nd  ed . (pp . 395 - 
405). Springer. 

•  Taught the Engage & Empower Me c lass a t Stanford  Med ic a l Sc hool (Dec  
2016) 

 
 

	



MEDIA HIGHLIGHTS 
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•  Neurology Now: Self Diagnose Suc c essfully 
•  New York Times writer and  ed itor, Phyllis Korkki fea tures my 

story in: 
The Big  Thing: How to Complete Your Crea tive Projec t Even 
If You’ re a  Lazy, Self-Doub ting  Proc rastina tor Like Me 
(Harper, 2016) 

•  CBS News Los Angeles: LA Woman Desc ribes Serious Sleep  
Disorder: ‘ It Feels Like Being Awake Inside A Corpse’  
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Corporate	Giving	 Government	Grants	

Individual	Giving	 Merchandise	Income	

Scholarships	 Rising	Voices	of	Narcolepsy	

Sleep-2	Grant	 General	and	Administra've	

Total	Revenue	for	2016	

$50,672	
	

Total	Expenses	for	2016	

$38,406	
	

2016 FINANCIAL POSITION 
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Thank you for your inc redib le support! 


