
1 

Annua l Re port 2016 



A LETTER FROM JULIE FLYGARE 
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FOUNDER AND PRESIDENT 

De a r frie nd s, 
 
Tha nk yo u fo r ma king  2016 suc h a  fa nta stic  ye a r in a d va nc ing   

Pro je c t Sle e p ’ s missio n to  ra ise  a wa re ne ss a b o ut sle e p  he a lth a nd   
sle e p  c o nd itio ns. Fro m the  White  Ho use  to  Sta nfo rd ; fro m Ire la nd  to  Ita ly – 

2016 wa s a  tra nsfo rma tive  ye a r o f g ro wth a nd  c o mmunity le a d e rship  fo r 
Pro je c t Sle e p .  
 

Pe rha p s the  g re a te st le sso n I le a rne d  this ye a r wa s the  p o we r o f storyte lling . 

While  a t the  Pre c isio n Me d ic ine  Initia tive  e ve nt a t the  White  Ho use , I g a ve  a  

fo ur-minute  p itc h a b o ut “ Ho w mig ht we  ma ke  re se a rc h d e lig htful? ”  b ut 
unlike  o the rs who  ha d  g o ne  b e fo re  me , I fra me d  my p itc h in  the  c o nte xt o f 
a  sto ry. Afte rwa rd , a  fe w ve ry imp o rta nt ind ivid ua ls a p p ro a c he d  me  to  

tha nk me  fo r my c o ntrib utio n.  
 
This g ive s me  g re a t ho p e  fo r o ur o rg a niza tio n’ s future , a s we  a d va nc e  the  

Rising  Vo ic e s o f Na rc o le p sy p ro g ra m with a  stro ng  e mp ha sis o n sto ryte lling , 
a mo ng  o the r thing s. Tha nk yo u fo r yo ur sup p o rt a nd  g e ne ro us c o ntrib utio ns 

– to g e the r we  a re  b uild ing  a  b rig hte r future !  
 
G ra te fully yo urs, 

 
 

 
 
Julie  Flyg a re , JD 

Pre sid e nt & Fo und e r 



2016 BOARD OF DIRECTORS 

 

•  Julie  Flyg a re , JD - Pre sid e nt 

•  Tra c y C hriste nse n - Vic e -Pre sid e nt 

•  Sha ro n O ’ Sha ug hne ssy - Tre a sure r 

•  Emile e  Pre ssma n, MPH - Se c re ta ry 

•  Me lissa  Buro n - Dire c to r 
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ABOUT PROJECT SLEEP 

1.  Inc o rp o ra te d  in C a lifo rnia  in 2013 

2.  Re c e ive d  501(c )(3) ta x-e xe mp t sta tus in 2014 

3.  Missio n:  

 
Be lie ving  in the  value  o f sle e p, Pro je c t Sle e p aims to  

impro ve  public  he alth by e duc ating  individuals abo ut 

the  impo rtanc e  o f sle e p he alth and sle e p diso rde rs. 

Pro je c t Sle e p will e duc ate  and e mpo we r individuals 

using  e ve nts, c ampaigns and pro grams to  bring  pe o ple  

to ge the r and talk abo ut sle e p as a pillar o f he alth. 

4.  Visio n: Le t’ s make  sle e p c o o l! 
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PROGRAMS AT A GLANCE 

1.  Ja c k & Julie  Na rc o le p sy Sc ho la rship  
 

2.  Sle e p  In C a mp a ig n 

 

3.  Na rc o le p sy: No t Alo ne  C a mp a ig n 

4.  SLEEP-2 Awa rd  (Ne w!) 

5.  Rising  Vo ic e s o f Na rc o le p sy (Ne w!) 

 

5 



6 

First- e ve r na tiona l sc hola rship prog ra m supporting   

stude nts with na rc ole psy while  foste ring  a wa re ne ss of this 

 misunde rstood c ondition within hig h sc hool a nd c olle g e  se tting s 



Ja c k & Julie  NARCOLEPSY SCHOLARSHIP 

•  Re c e ive d  a  re c o rd  numb e r o f a p p lic a nts –  53  stud e nts 
re p re se nting  30 sta te s a c ro ss the  c o untry  

•  Distrib ute d   14  sc hola rships o f $1,000 e a c h o n 8/ 1/ 16 

•  Pub lishe d  “ tha nk yo u fro m c o lle g e ”  o n 11/ 24/ 16 
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Ja c k & Julie  NARCOLEPSY SCHOLARSHIP 
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2014: 

2 Sc hola rships 

2015: 

9 Sc hola rships 

2016: 

14 Sc hola rships 
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Ra ising  a wa re ne ss a bout sle e p he a lth &  

sle e p disorde rs during  Na tiona l Sle e p Awa re ne ss We e k  



Sle e p In 2016 Re vie w 

•  Ma rc h 11-13, 2016  
•  92 p a rtic ip a nts fro m 10 c o untrie s (Austra lia , Antig ua  a nd  

Ba rb ud a , C a na d a , Fra nc e , G e rma ny, Ire la nd , the  

Philip p ine s, So uth Afric a , Swe d e n a nd  US) a nd  31 US 

sta te s. 

•  Ac tivitie s: 
•  Frid a y – Insta Sle e p In o n Insta g ra m 

•  Sa turd a y – Sle e p  In Twitte r C ha t 

•  Sund a y – Live  Bro a d c a st  
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Inte rna tiona l na rc ole psy a wa re ne ss c a mpa ig n  



NNA 2016 Re vie w & 2017 Goa ls 

•  O ve r 1,300 p ho to s re p re se nting  o ve r 40 c o untrie s 
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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 Re vie w 

•  First o f 4 me e ting s he ld  in Be the sd a , MD o n 10/ 7/ 16 
•  Ne xt me e ting  in Bo sto n o n 6/ 3/ 17 (fo c us o n na rc o le p sy) 

•  Me e ting  re c a p : 
http s:/ / p ro je c t-sle e p .c o m/ p c o ri-e ng a g e me nt-c o nfe re nc e -unite s-sc ie ntists-a nd -
a d vo c a te s-to -ma ke -sle e p -re se a rc h-mo re -p a tie nt-c e nte re d /  
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Tra ining  pe ople  with na rc ole psy to  e ffe c tive ly sha re  the ir 

storie s throug h public  spe a king  a nd writing  



RVN Dua l Purpose  

1.  Pa rtic ip a nt e mp o we rme nt a nd  g ro wth 

2.  Inc re a sing  p ub lic  a wa re ne ss a nd  c o rre c ting  

misp e rc e p tio ns 
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RVN Pilot Time line  – Curre ntly in Ye a r 1 
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De ve lopme nt 

Re c ruitme nt 

De live ry 

Eva lua tion 

Promotion 

Ye a r 1 

Ye a r 2 



Unite d Sta te s 

Ca na da  

Antig ua  a nd 

Ba rbuda  

Arg e ntina  

Urug ua y 
Chile  

Ke nya  

Ug a nda  

Austra lia  

Ne w Ze a la nd 

Ja pa n 

Spa in 
Switze rla nd 

Unite d 

King dom 

Ire la nd 

RVN Inte re st Form Re sponse s  

200  PWN fro m 15 c o untrie s 
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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 Inte re st Form Re sponse s  

160 PWN fro m 42 US sta te s 	
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RVN Inte re st Form Re sponse s  

“ This is a  ve ry e xc iting  
o p p o rtunity, a nd  I a m 

e xtre me ly inte re ste d  in 

whe re  this c o uld  ta ke  the  

na rc o le p sy c o mmunity!”  

“ This is a n a ma zing  
o p p o rtunity!!!! I a m lo o king  

fo rwa rd  to  sha ring  my 

e xp e rie nc e  o ve r the  p a st 

six ye a rs o f living , wo rking , 

a nd  c o p ing  with 
na rc o le p sy!”  

“ C a n’ t wa it to  p la y a  
p a rt in na rc o le p sy 

a d vo c a c y! C o unt me  

in.”  

“ This is so  inc re d ib le , 
tha nks fo r ma king  this 

ha p p e n! I’ ve  b e e n 

lo o king  fo r a  wa y to  

write  a b o ut na rc o le p sy 

fo r o ve r two  ye a rs no w”  
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SELECT SPEAKING ENGAGEMENTS 
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•  UC LA Me d ic a l Sc ho o l 

•  Ire la nd ’ s Na rc o le p sy C o nfe re nc e  Ke yno te  

•  Sle e p  Suc c e ss Summit  

•  He a lth: Furthe r Ke yno te  to  o ve r 1,000 He a lth Pro fe ssio na ls 

•  Sta nfo rd  Me d ic ine  X  

•  Ita lia n Na rc o le p sy Asso c ia tio n Ke yno te  

•  C a lifo rnia  Sle e p  So c ie ty  

•  PC O RI-fund e d  SLEEP-2 C o nfe re nc e  
 



COMMUNITY LEADERSHIP 
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•  Pa rtic ip a nt, White  Ho use / Sta nfo rd  Me d ic ine  X Wo rksho p , “ Eng a g ing  
Pa rtic ip a nts a s Pa rtne rs in Re se a rc h”  a s p a rt o f the  Pre c isio n Me d ic ine  

Initia tive  (June  2016) 
•  E-p a tie nt Sc ho la r, Sta nfo rd  Unive rsity’ s Me d ic ine  X  (Se p t 2016) 

•  Pub lishe d  b o o k c ha p te r: Flyg a re , J. (2016) “ Suc c e e d ing  in Sc ho o l a nd  in 
the  Wo rkp la c e  with Na rc o le p sy.”  In e d ite d  b y M. G o swa mi, M. Tho rp y a nd  

S.R. Pa nd i-Pe ruma l (Ed s), Narc o le psy: A Clinic al Guide , 2nd e d. (p p . 395 - 

405). Sp ring e r. 
•  Ta ug ht the  Eng a g e  & Emp o we r Me  c la ss a t Sta nfo rd  Me d ic a l Sc ho o l (De c  

2016) 

 
 

	



MEDIA HIGHLIGHTS 
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•  Ne uro lo g y No w: Se lf Dia g no se  Suc c e ssfully 
•  Ne w Yo rk Time s write r a nd  e d ito r, Phyllis Ko rkki fe a ture s my 

sto ry in: 
The  Big  Thing : Ho w to  C o mp le te  Yo ur C re a tive  Pro je c t Eve n 

If Yo u’ re  a  La zy, Se lf-Do ub ting  Pro c ra stina to r Like  Me  
(Ha rp e r, 2016) 

•  C BS Ne ws Lo s Ang e le s: LA Wo ma n De sc rib e s Se rio us Sle e p  

Diso rd e r: ‘ It Fe e ls Like  Be ing  Awa ke  Insid e  A C o rp se ’  
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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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Tha nk you for your inc re dible  support! 


