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Programs

The Health Advocacy Summit is the prior name 
of the overall organization but now serves as 
the name for our virtual and in-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 Summits.

Events & More!
• 6 Virtual Meetings per 

month

• Roundtables to bring 
together stakeholders on 
a variety of topics 

• Advocacy to increase 
access to higher 
education 

• Critical resources for our 
community, including civic 
engagement and 
advance care planning. 

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. Visit www.ccyanetwork.org.

The mission of the (Health) Policy Lab is to provide
health policy education and advocacy opportunities to
young adults with chronic and rare conditions in an
effort to increase meaningful access to prescription
medications. Visit www.hplab.org.

labpolicy (HEALTH)



Our support comes from foundations such as the Helmsley 
Charitable Trust, Arnold Ventures, the Commonwealth Fund, the 
Disability Inclusion Fund, Third Wave Fund, and the Lumina 
Foundation.

We are independent of all private healthcare industry funding.
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Patient Demographics 

Why is it important for patients to have access to clinical trial 
data? 

Informed decision-making: Having access to information about 
the efficacy and safety of different treatments can provide an 
understanding of the risks and benefits of the treatment. 

For many patients: 
• Lack of time
• Lack of updated, evidence-based guidelines for the condition
• Lack of localized quality of care, medical harm, and medical 

trauma. 



Patient Perspectives

• Short and long-term safety 
• Not to just avoid harm, but help patients manage side effects

• Short and long-term efficacy 
• Redacting information can cause inconsistency in the 

understanding other information 
• Affordability of therapeutics 
• Subgroup analysis: “Were patients like me included?” 



Patient Perspectives 

• If I am going to be paying for this 
therapeutic, directly or indirectly, 
should I not have access to all 
information about it to make an 
informed decision? 

• Competition of therapeutics versus 
single therapeutic market

• For patients especially on multiple 
therapeutics, knowing adverse events 
is critical. 
⚬ Which drug is more likely to cause 

the particular side effect? 



Examples of redaction

Screenshot of rimegepant FDA multi-
disciplinary review. Screenshot of rimegepant NICE review (p. 130).



Recommendations

• Greater awareness of multi-disciplinary reviews 
and assessments 

• Plain language summaries for patients and 
healthcare providers

• Timing of information for patients  
• Patients should be engaged in determining what 

information is critical for patient understanding 
• Opportunity to link full assessments and 

information in electronic health records for easier 
access to increase equitable access to scientific 
material  
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