Gener/Ation
patient




Disclosure s




Social considerations for adolescents
and young adults

Financial

Independence WOR“

* The transition and transfer of care School
from pediatric to adult care

* Unique socioemotional challenges

* Financial instability

« Competing priorities such as
higher education, work, family
caregiver duties




Events

HAS

HEALTH ADVOCACY SUMMIT

The Health Advocacy Summit is the prior name
ofthe overall organization but now serves as

the name for our virtualand m-person events.

Prior to the pandemic, we facilitated seven in-
person Summits in four states and during the
pandemic,we have facilitated three
international virtual Sum m its.
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Programs

CCYAN

Crohn’s and Colitis Young Adults Network

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.

(HEALTH) policyab

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.

&More!

6 Virtual Meetings per
m onth

Roundtables to bring
together stakeholders on
a variety of topics

Advocacy to increase
access to higher
education

Criticalresources for our
community,including civic
engagement and
advance care planning.



SUPPORT

meetin g s



Higher Education

PROCEEDINGS

ROUNDTABLE

CHRONIC MEDICAL DISABILITIES
& HIGHER EDUCATION

Nineteen percent ofundergraduates
in 2015—-16 reported having a

disa bility.
How many disabilities are underreported,
particularly dynamic disabilities, such as IBD?

Our Roundtable on Chronic Medical

Disabilites and Higher Education highlighted
the most pressing needs for students who
are entering these mstitutions. We published
Proceedmgs from this Roundtable.




Crohn's and Colitis Young Adults Network

Who we are

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

Our Fellowship

CCYAN HOME  ABOUT  CONTENT  ROUNDTABLE  FELLOWSHIP  MEETINGS  CONTACT DONATE We faCIIItate a yearlong fe”OWShlp that brlngS together a

‘Crohn’s and Colltls Young Adults Network

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

Two young adults with inflammatory bowel participation.
disease felt alone in their journey.
Togethemthey start@dthe @rohn's and Colitis Youndpisiuitsahetwork . An d m O re LI
* Virtual 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



Health Policy

The (Health)Policy Lab 1s a program through
Generation Patient established in January 2022,
to provide ndependent health policy education
and advocacy opportunities to young adults
with chronic conditions.

Pharmaceuticaldirect-to-consumer
advertising on socialmedia
Adolescents and young adults in
clinicaltrials

Patent reform

Health policy scholars program

The Botiom Line —

s young adult patients, we rely on the development of new prescription
medicines amidst a global fight for affordable medicines.



Defining adolescents and young adults

A lack of consensus among decision -making agencies aboutage and termmology:

* Food and Drug Administra tion

o adolescents are defined as 12-17years

o no definition for young adults

o Pediatrics are defined as children younger than 17.
* World Health Organization

o adolescents are defined as 10-19

o "youth"are 15-24 years old
* American Academy of Pediatrics

o Considers up to 22 as pediatrics

The problem:Clinicalcare treats young adults similarly to
themwrolder counterparts,despite mounting evidence that
young adults experience different outcomes. Adolescence
and young adulthood hasnotbeen well-defined in the
medicalcontext and a consensus i1s lacking.



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.

Demographics of C13011

Baseline demographic characteristics were generally similar between the treatment Clinical Remission at Week 52 in Crohn’s Disease

groups in the Overall ITT Population. Among all patients, there was a higher proportion Placebo Vedolizumab300 Vedolizumab300
of female patients than male patients (57% vs. 43%). Most patients were White and _
non-Hispanic. The mean age was 37.9 years; most patients were = 35 years of age _
(54%) and few patients were = 65 years (2%). More placebo-treated patients (51%)
than vedolizumab-treated patients (42%) were =35 years. The mean body weight was 5% (15-1. 28.1)
70.4 kg and the mean body mass index (BMI) was 24.3 kg/m?. With respect to | Difference from placebo | | 174 | 147 |
geographic distribution, 28% were enrolled at sites in the US and 72% were enrolled at 95% CI for difference from placebo ] [13, 275 (4.6,24.7)
sites outside of the US, including 21% at Central European sites, 19% at Canadian | Pvalue for difference fromplacebo | ] =~ 00007 | 00042 |
sites, 18% at Western/Northern European sites, 8% at sites located in Asia, Australia,

and Africa, and 6% at Eastern European sites.

The demographic characteristics of the TNFa Antagonist Failure ITT Subpopulation
were similar to those observed for the Overall ITT Population, except that the
difference between the treatment groups in patients < 35 years of age was less
pronounced (placebo 46%; vedolizumab 41%). In addition, the TNFa Antagonlst

America and smaller proportions of patients enrolled at sites in Central Europe than the
Overall ITT Population.

Baseline Crohn’s Disease Characteristics C13011 Induction

Images from multi-disciplinary review of
vedolizumab

For patients under 35 years ofage,there was a trend toward less treatment failure, highlighting
the importance ofage stratification forbetter studies of efficacy and safety.

https://www.accessdata.fda.gov/drugsatfda docs/nda/2014/1254760rig1ls000MedR.pdf (p. 52)



FDA Adverse Event Reporting System vs.
CDC Vaccine Adverse Event Reporting System

More than 85
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6-17 years

60-64 years

Image from the CDC Vaccine
Adverse Event Reporting System

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



Key points:

* 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!



Our Team

Full-time sta ff: Sneha Dave, Sydney Reed,
and Cade Johnson.

Part time sta ff;

Julia Bartow (Social Media
Coordinator)

College student, Bentley
University

Programmatic sta {f:

: —'\. Amy Bugwadia (Higher
» Education Coordinator)

Medical Student, Stanford

University

Pranav Pinapala (Health
Policy Lab)

Freshman at the University
of North Carolina at
Chapel Hill

[Leah Clark (CCYAN)
Senior Research Analyst,
Mc Allister &Quinn

Erin Ard (CCYAN)

Research Dietitian

UW SchoolofMedicine and Public
Hea lth




Contact:

< sheha@generationpatient.org

generationpatient.org
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