


Our support comes from foundations such as the Helmsley 
Ch a rit a b le  Tru s t , Arn o ld  Ve n t u re s , t h e  Co m m o n w e a lt h  Fu n d , t h e  
Dis a b ilit y  In c lu s io n  Fu n d , Th ird  Wa ve  Fu n d , a n d  t h e  Lu m in a  
Fo u n d a t io n .

We  a re  in d e p e n d e n t  o f a ll p riva t e  h e a lt h c a re  in d u s t ry fu n d in g .

Dis c lo s u re s  



• The transition and transfer of care 
from pediatric to adult care

• Unique socioemotional challenges 
• Financial instability
• Competing priorities such as 

higher education, work, family 
caregiver duties 

Social considerations for adolescents 
and young adults

Financial 
Independence

School



Pro g ra m s

The Health Advocacy Summit is the prior name 
o f th e  o ve ra ll o rg a n iza tio n  b u t n o w s e rve s  a s  
th e  n a m e  fo r o u r virtu a l a n d  in - p e rs o n  e ve n ts . 
Prio r to  th e  p a n d e m ic , we  fa c ilita te d  s e ve n  in -
p e rs o n  Su m m its  in  fo u r s ta te s  a n d  d u rin g  th e  
p a n d e m ic , we  h a ve  fa c ilita te d  th re e  
in te rn a tio n a l virtu a l Su m m its .

Eve n t s & Mo re !
• 6  Virtu a l Me e tin g s  p e r 

m o n th
 

• Ro u n d ta b le s  to  b rin g  
to g e th e r s ta ke h o ld e rs  o n  
a  va rie ty o f to p ic s  

 
• Ad vo c a c y to  in c re a s e  

a c c e s s  to  h ig h e r 
e d u c a tio n  

• Critic a l re s o u rc e s  fo r o u r 
c o m m u n ity, in c lu d in g  c ivic  
e n g a g e m e n t a n d  
a d va n c e  c a re  p la n n in g . 

The Crohn's and Colitis Young Adults Network 
(CCYAN) facilitates a fellowship program, 
community space, and more for young adults with 
Inflammatory Bowel Diseases. CCYAN is the only 
disease -specific programming of Generation 
Patient. 

The (Health) Policy Lab is a program through 
Generation Patient established in January 2022, to 
provide independent health policy education and 
advocacy opportunities to young adults with chronic 
conditions.

labpolicy (HEALTH)



Th e  n u m b e r o f virt u a l 
s u p p o rt  m e e t in g s  fo r 

yo u n g  a d u lt s  w it h  c h ro n ic  
c o n d it io n s . 

450
me e t i n g sme e t i n g s



Our Roundtable on Chronic Medical 
Dis a b ilit e s  a n d  Hig h e r Ed u c a t io n  h ig h lig h te d  
th e  m o s t  p re s s in g  n e e d s  fo r s tu d e n t s  w h o  
a re  e n te rin g  th e s e  in s t itu t io n s . We  p u b lis h e d  
Pro c e e d in g s  fro m  th is  Ro u n d ta b le . 

Hig h e r Ed u c a t io n

Nin e t e e n  p e rc e n t  o f u n d e rg ra d u a t e s  
in  20 15– 16 re p o rt e d  h a vin g  a  

d is a b ilit y . 
Ho w  m a n y  d is a b ilit ie s  a re  u n d e rre p o rt e d , 

p a rt ic u la rly  d yn a m ic  d is a b ilit ie s , s u c h  a s  IBD? 



Crohn's and Colitis Young Adults Network

• Virtua l community meetings  for young adults  with  
IBD

• Roundtable  on  Young Adults  with  IBD - a yearlong 
learning community comprised of monthly discussions 
between patients and providers

• IBD Medical Student Scholars  - a unique program for 
medical students interested in gastroenterology and 
internal medicine to learn about the global challenges 
and needs of adolescents and young adults with IBD

We facilitate a yearlong fellowship that brings together a 
select group of young adults with IBD from around the 
world. Our fellows produce monthly content, convene 
virtually to hear from influential speakers, engage in 
speaking opportunities and receive a stipend for their 
participation. 

Our Fellowship

And more...

The CCYAN is a community and international fellowship 
program for young adults with IBD.

Who we are



Health Policy

Th e  (He a lt h ) Po lic y  La b  is  a  p ro g ra m  t h ro u g h  
Ge n e ra t io n  Pa t ie n t  e s t a b lis h e d  in  J a n u a ry  20 22, 
t o  p ro vid e  in d e p e n d e n t  h e a lt h  p o lic y  e d u c a t io n  
a n d  a d vo c a c y  o p p o rt u n it ie s  t o  yo u n g  a d u lt s  
w it h  c h ro n ic  c o n d it io n s .

• Ph a rm a c e u t ic a l d ire c t - t o - c o n s u m e r 
a d ve rt is in g  o n  s o c ia l m e d ia  

• Ad o le s c e n t s  a n d  yo u n g  a d u lt s  in  
c lin ic a l t ria ls  

• Pa t e n t  re fo rm  
• He a lt h  p o lic y  s c h o la rs  p ro g ra m  



De fin in g  a d o le s c e n t s  a n d  y o u n g  a d u lt s

A lack of consensus among decision -m a kin g  a g e n c ie s  a b o u t  a g e  a n d  t e rm in o lo g y: 
• Fo o d  a n d  Dru g  Ad m in is t ra t io n

⚬ a d o le sc e n t s  a re  d e fin e d  a s  12-17 ye a rs
⚬ n o  d e fin it io n  fo r yo u n g  a d u lt s  
⚬ Pe d ia t ric s  a re  d e fin e d  a s  c h ild re n  yo u n g e r th a n  17. 

• Wo rld  He a lth  Org a n iza t io n
⚬ a d o le sc e n t s  a re  d e fin e d  a s  10 -19
⚬ "yo u th " a re  15-24 ye a rs  o ld  

• Am e ric a n  Ac a d e m y o f Pe d ia t ric s
⚬ Co n s id e rs  u p  to  22 a s  p e d ia t ric s  

Th e  p ro b le m : Clin ic a l c a re  t re a t s  yo u n g  a d u lt s  s im ila rly to  
th e ir o ld e r c o u n te rp a rt s , d e sp it e  m o u n t in g  e vid e n c e  th a t  
yo u n g  a d u lt s  e xp e rie n c e  d iffe re n t  o u tc o m e s . Ad o le sc e n c e  
a n d  yo u n g  a d u lth o o d  h a s  n o t  b e e n  w e ll-d e fin e d  in  th e  
m e d ic a l c o n te xt  a n d  a  c o n se n su s  is  la c kin g .

https://www.accessdata.fda.gov/scripts/cderworld/index.cfm?action=newdrugs:main&unit=4&lesson=1&topic=5#:%7E:text=Drug%20Regulation&text=Neonates%20%2D%2D%20birth%20to%20age,to%20less%20than%2017%20years
https://www.who.int/southeastasia/health-topics/adolescent-health#:%7E:text=WHO%20defines%20'Adolescents'%20as%20individuals,age%20range%2010%2D24%20years.


Vedolizumab for patients under 35 years of age. 

h t t p s :/ / w w w .a c c e s s d a t a .fd a .g o v/ d ru g s a t fd a _d o c s / n d a / 20 14/ 125476O rig 1s 0 0 0 Me d R.p d f (p . 52)

Im a g e s  fro m  m u lt i- d is c ip lin a ry  re vie w  o f 
ve d o lizu m a b

Fo r p a t ie n t s  u n d e r 35 ye a rs  o f a g e , t h e re  w a s  a  t re n d  t o w a rd  le s s  t re a t m e n t  fa ilu re , h ig h lig h t in g  
t h e  im p o rt a n c e  o f a g e  s t ra t ific a t io n  fo r b e t t e r s t u d ie s  o f e ffic a c y  a n d  s a fe t y .



FDA Ad ve rs e  Eve n t  Re p o rt in g  Sys t e m  vs .
CDC Va c c in e  Ad ve rs e  Eve n t  Re p o rt in g  Sys t e m

Im a ge  from  t he  FDA Ad ve rse  Eve n t  Re p ort ing Sys t e m Im a ge  from  t he  CDC Va cc ine  
Ad ve rse  Eve n t  Re p ort ing Sys t e m

https://wonder.cdc.gov/controller/datarequest/D8;jsessionid=F7E62F5DFB0C20E3D98222D64765



• We need consensus on age subgroups beyond the age of 18. 
• Co -create solutions with patients on transitions and transfer of 

care within the medical system and the social systems young 
patients encounter. 

• Focus on changing the system, not the person! 
• Consider peer support integral to all aspects of the medical 

system and beyond. 
• Go beyond solely seeking feedback from young adult patients, 

we can drive the change! 

Ke y p o in t s : 



Am y Bu g w a d ia  (Hig h e r 
Ed u c a t io n  Co o rd in a t o r)
Medical Student, Stanford 
Un ive rs it y

Pra n a v Pin a p a la  (He a lt h  
Po lic y  La b )
Fre s h m a n  a t  t h e  Un ive rs it y  
o f No rt h  Ca ro lin a  a t  
Ch a p e l Hill 

J u lia  Ba rt o w   (So c ia l Me d ia  
Co o rd in a t o r)
Co lle g e  s t u d e n t , Be n t le y 
Un ive rs it y

Le a h  Cla rk (CCYAN)
Se n io r Re s e a rc h  An a lys t , 
Mc Allis t e r & Qu in n

Erin  Ard  (CCYAN)
Re s e a rc h  Die t it ia n
UW Sc h o o l o f Me d ic in e  a n d  Pu b lic  
He a lt h

Pa rt - t im e  s t a ff:

Pro g ra m m a t ic  s t a ff:

Fu ll- t im e  s t a ff: Sn e h a  Da ve , Syd n e y Re e d , 
a n d  Ca d e  J o h n so n . 

O u r Te a m



C o n t a c t :

sneha@generationpatient.org
@g e n p a t ie n t

@g e n e ra t io n p a t ie n t

g e n e ra t io n p a t ie n t .o rg
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