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The Advocacy Exchange has become the largest cross-disease, cross-cultural advocacy initiative in healthcare. 
 
It was launched in May 2020 in response to the COVID-19 pandemic’s impact on global advocacy. In its first two 
years, from May 2020 through March 2022, The Advocacy Exchange has united advocates and amplified initiatives, 
with: 

● 52,300+ people visiting the platform  
o From 50 U.S. states and 120 different countries 
o With an average of 6 min and 08 sec per visit  

● 300+ patient advocacy organizations registered*  
o 73 have custom resource pages  
o Contributing 709 resources for global advocacy  

● 31 live sessions have been co-created with advocates 
o 33 hours of exclusive, expert and peer-created content 

▪ 4,100+ people have joined these sessions live 
● 10,475 people have viewed the recorded version of sessions 

o With people watching 471 hours of The Advocacy 
Exchange content on GRYT’s YouTube channel 

o The most-watched recorded videos are:  
▪ The Advocacy Exchange: An Overview (4,133 views)   
▪ Living with Disease: A Conversation on Life After Diagnosis (2,205 views)          
▪ The Evolution of Healthcare: Co-Creating the Future Through Collaboration (1,129 

views) 
● More than 9.7 million social media impressions 
● 23 pieces of media coverage with a total potential audience of more than 12.1 million 

 
87% of respondents who completed the Year Two survey indicate The Advocacy Exchange is “very” or 
“extremely” valuable to them. When asked “what have you gained from The Advocacy Exchange”, the key 
themes reported were: 

● Insights, knowledge, understanding 
● Networking, connections, collaboration 
● Support, not feeling alone 
● Defining terms that we can all work from 
● Best practices 
● Inspiration, invigoration 
● Talking about important topics 

 
This foundational paper is the story of how The Advocacy Exchange was built and what the global patient advocacy 
community has gained from it. It is an invitation for you to learn more and include your experience in one of four 
working groups.   
 
*To become a registered member, visit the virtual platform at https://www.TheAdvocacyExchange.com/ 
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Our Origin: Responding to the COVID-19 Pandemic 
 

By April 2020, about half of the world's population was under some form of lockdown due to the COVID-19 
pandemic, with more than 3.9 billion people in more than 90 countries or territories having been asked or 
ordered to stay at home by their governments. Although similar disease control measures have been used for 
hundreds of years, the scale seen in the 2020s is thought to be unprecedented. 

 
In terms of its impact on global healthcare, COVID-19 interrupted or created challenges for: 

1. Patient access to care 
2. New treatment development 
3. Global advocacy initiatives, and 
4. Racial and ethnic health & healthcare disparities 

 
In response, Bristol Myers Squibb (BMS) and GRYT Health teamed up to launch the COVID Advocacy 
Exchange for patient advocates. The purpose for rapidly launching the COVID Advocacy Exchange was to 
create an innovative and bold online resource to elevate awareness, engagement, and impact of advocacy 
efforts to support patients affected by COVID-19.  
 
 
The Co-Creation Methodology 

The COVID Advocacy Exchange utilized a user-centered design, beginning with patient advocacy 
organizations and advocacy leaders in five therapeutic areas: solid tumors, hematology, cardiovascular, 
immunology, fibrotic diseases and neuroscience.  

From May 4 to May 11, 2020, five (5) individuals from BMS’ Patient Advocacy Team (Cathy Traz, Miryah 
Morris, Shawn Keogan, Jim Howley, Brian Lee) emailed the leaders at BMS’ patient advocacy partner 
organizations. During these eight (8) days, emails were sent to 85 individuals at 63 different patient 
advocacy organizations announcing the COVID Advocacy Exchange and inviting them to join. The email 
indicated that GRYT Health would be in contact as a next step. David Craig from GRYT Health was included 
on each email and sent a follow-up response to schedule a 30-minute meeting via Zoom. 

 

The 63 patient advocacy organizations are focused on one or more of five therapeutic areas where BMS is 
committed to discovering, developing and delivering innovative medicines that help patients prevail over 
serious diseases, including oncology, hematology, immunology, fibrotic disease, cardiovascular and 
neuroscience. In a shared commitment to inclusivity in global advocacy, BMS and GRYT Health ensured that 
this platform is open to all disease areas, patient and advocacy groups, human experiences, and regions 
around the world. 
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From May 7 to May 13, 2020, David Craig from GRYT Health responded to all 63 emails. 45 of the 63 (71%) 
of the patient advocacy organizations responded to the first email from GRYT Health to schedule a 30-
minute Zoom meeting to learn more about the virtual platform and co-create the initiative. Evoke KYNE, a 
communications agency that harnesses insight, experience and creativity to advance health and wellbeing 
around the world, was engaged to provide expertise and support on internal and external communications 
and media. 

On May 12, 2020, a press release was issued announcing the BMS and GRYT Health partnership: GRYT Health 
and Bristol Myers Squibb Team Up to Launch COVID Advocacy Exchange for Patient Advocates: 
TheAdvocacyExchange.com  

An additional 11 patient advocacy organizations received the email from the BMS Patient Advocacy Team 
after this original wave. A total of 101 individuals at 74 different patient advocacy organizations received the 
email from the BMS Patient Advocacy Team during May and June 2020. 64 of the 74 (86%) advocacy 
organizations completed the 30-minute onboarding conversation with GRYT Health. During each interview 
with the Executive Directors, Board Members and staff from these patient advocacy organizations, they were 
asked, “how has COVID affected your ability to engage with your community?” The responses to this 
question were compiled and coded in an Excel file, whereby: 

● The insights compiled from conversations with these patient advocacy leaders were harnessed to co-
create the first 10 live sessions 

● All sessions are developed with advocacy leaders in the planning, set-up, delivery and follow-up of 
each session, to bring the advocacy organizations together, along with thought leaders, to create 
connection, share knowledge and brainstorm solutions to the challenges created or exacerbated by 
COVID-19 

 
The COVID Advocacy Exchange team met weekly to discuss the insights received from the patient advocacy 
organization conversations to identify themes and priorities. GRYT Health met with five-eight (5-8) patient 
advocacy organizations each week to identify session speakers, co-create content and goals and led a weekly 
prep meeting for each live session.   
 
As an example, “Going Virtual: Best Practices for Advocacy Organizations” was one of the first live sessions. It 
was created from patient advocacy organization interviews revealing how in-person events being cancelled 
was one of the most significant implications from COVID on patient advocacy organizations, and they 
needed to learn how to do events virtually. GRYT Health was able to provide best practices as a company 
that already operated in that space, having created the Global Virtual Cancer Conference with BMS as the 
Founding Partner, the year prior. This session brought together experts to discuss best practices and give 
advocacy organizations insight. Several advocates reported the session enabled their organization to host 
virtual events and congresses.  
 
The “Launch” Engagement  

From May through July 2020: 
● 64 advocacy organizations co-created the live programming, content and interaction on the platform 

o 50 advocacy organizations contributed resources (documents, videos, links, etc.) to custom “Exhibitor 
Pages” for platform visitors to access 

● 14,000 people from 81 countries visited the platform during these first three months 
● There were 1,700 attendees for the first 10 sessions, with 67% participating live and 33% viewing the 

recorded session following the live events 
o There were 1,890 virtual Exhibitor Booth visits; where platform members [patients, survivors, 

caregivers, healthcare providers, researchers, pharmaceutical industry and advocates] viewed and 
engaged with the content and staff from the 50+ patient advocacy organizations  

o BMS employees were able to hear directly from patients and advocates. More than 200 BMS and 
Celgene employees from 20 countries participated during the first three (3) months 

https://theadvocacyexchange.com/
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Three months after launching the initiative, the GRYT Health team conducted another set of live, 
conversational interviews with the patient advocacy organization leaders. The intention was to learn:  

● Which aspects they value the most for us to continue building  
● Which aspects they believe should be improved to make adjustments or enhancements  
● What can be added that we aren’t doing yet to enhance the experience and increase value  

 
Overall feedback indicated that BMS advocacy partners felt a sense of pride in co-creating this platform 
together. 
 

“The first [thing] I want to say is to congratulate you for the platform. We thought it was super 
quick the way you reacted in this virtual model. This is something we've been trying to do, and 
we've moved everything virtual as well. The way you responded so quickly, together with BMS; it 
was fantastic. It was one of the best platforms we have seen for patients and for patient groups. 
We interacted with a lot of members and we were very pleased. And besides that, everything on 
the platform, we all agree, visually, the aesthetics, the look and feel, is great. It is really welcoming 
and super easy.” 

- Patricia Bertomeu Gomez, Partnership Manager, Union for International Cancer Control 
 

 
 
Ten key themes were identified from the feedback received from this qualitative, interview-style feedback 
with the patient advocacy members:  

1. BMS’ key advocate partners gain a sense of “connection” from the live interaction and engagement 
2. Advocates value the session topics and the process of co-creating them 

a. Highly relevant, strong collaboration across expertise, more engaging than other programs 
3. Changing the frequency from weekly to monthly receives strong, positive support 
4. Strong interest in “break-out” and smaller group interaction 
5. Collaboration across disease areas, geography and expertise is excellent 
6. Use tutorials to address comfort & navigation on the platform (“Exhibitor” pages re-designed in 2021) 
7. In-person gatherings may not come back soon (or the way they were); this platform is addressing that 
8. The perception of several advocates is that this type of innovation isn’t new for BMS. Advocates want 

to celebrate past successes as a way of seeing future opportunities and re-connect with others who 
have inspired them 

9. The platform is viewed as being a neutral convenor, an informal society for advocates   
10. Members view the recorded sessions as a “Netflix” for patient advocacy groups (on-demand content) 

 
The Second Year: Expansions and Enhancements 
 
In June 2021, BMS and GRYT Health removed “COVID” from the initiative’s name, as part of evolving the 
platform into the broader Advocacy Exchange, a global collaboration among industry and advocacy, co-
created and co-led, ‘always on’ to foster meaningful and lasting growth and partnership across disease areas 
to improve outcomes for patients. The rebrand was announced in a press release, available here. 

 
Based on internal and external insights, the BMS Patient Advocacy Team, along with Evoke KYNE, created a 
“Wishlist of Functionality” to enhance and expand The Advocacy Exchange platform. GRYT Health 
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completed custom software programming on its virtual conference platform to add the wishlist functionality, 
including: 
 

1. “Searchable” function to quickly identify and engage with content across the platform 
2. “Newsroom” to highlight coverage of the platform and the latest news for the communities 
3. “Chatrooms” for members to ask questions, submit ideas and stay in contact between live sessions 
4. “Member Profile” for members to contact other members and feel connected on the platform 
5. “Enhanced Exhibitor Pages and Engagement” for platform members to identify and interact with the 

patient advocacy organizations and their unique content 
 

A significant addition to the platform in 2021 was the creation of Working Groups, designed to create 
tangible and meaningful change in the highest priority areas of the patient advocacy organization. Four 
areas were identified based on advocate feedback: 

1. Health Equity: Racial & Ethnic Health and Healthcare Disparities 
2. Health Equity: Access to Care 
3. Patient Voice/Patient-Focused Drug Development 
4. The Future of Advocacy 

 
Finding the experts in each area was the next step and was an inflection point. The original design for the 
working groups was to have “facilitators” in each group to moderate conversation. However, based on the 
topics identified and the opportunity to create tangible work products and outcomes from the groups, the 
decision was made to have thought-leaders/experts in each of the four areas. The revised approach was to 
have subject matter experts who could bring deep expertise to each working group, while “being a 
megaphone” for advocate and audience perspectives.  
 

● Laudy Robinson (BMS) introduced Sheila Thorne, a long-time and respected advocate who 
specializes in racial and ethnic health and healthcare and multicultural marketing 

● GRYT Health presented Brad Love, Ph.D., co-founder of GRYT Health and Associate Director, Center 
for Health Communication at University of Texas at Austin. Dr. Love has done extensive work in 
studying the impact of access to care and public health issues and has published work on the topic 

● Cathy Traz (BMS) recommended Neil Bertelsen, who has a strong reputation in the field of patient 
voice and patient-focused medicines development 

● Gary Nolan was one of the earliest advocacy leaders to join the initiative and was identified as an 
advocate known for his expertise in governance and structuring advocacy initiatives, which made 
him a great fit for discussing the future state of advocacy 

 
 
Consistent feedback from advocates and professional organizations characterize The Advocacy Exchange as 
an expert and neutral convener that brings healthcare stakeholders together. The working groups are co-
creating work products to drive even greater global engagement and create advocate-driven tangible 
change.  
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“The Arc of Advocacy” (May 2021), the first work product to come from the Working Group meetings, was 
co-created by The Advocacy Exchange members as a visualization of historic milestones over the last 160 
years. The Arc of Advocacy details critical steps toward equality of racial, ethnic, gender and patient 
inclusion. When the Arc was presented in an Advocacy Exchange live session, people who have spent their 
careers in advocacy were shocked by how recent some advancements have been. Many were unaware of 
important milestones in advocacy from policy and data gathering perspectives, including that the U.S. 
government didn’t acknowledge the existence of disparities until 1985. This is a baseline summary that we 
continue to add to as new dates and important global milestones are identified. 

 
The Arc of Advocacy 

 
The Second Year: Member Survey 
For Year two insights, we took a broader approach to surveying members, reflecting on what we have 
learned over the first two years and seeking to understand what members are gaining from participating in 
The Advocacy Exchange. The survey, titled “Reflecting on Co-Creating Change” was:   

● Open from March 1 through March 18, 2022 
● Sent to registrants and members of The Advocacy Exchange 
● Promoted via email (four times to all registrants) and during a live session (March 3, 2022) 
● Completed by 101 respondents 

 
The overarching theme from member feedback indicates that members view The Advocacy Exchange as a 
“capacity-building platform that has created tangible benefits to their organizations and the communities 
they support - during and beyond COVID”.  The survey results found that:  

● 87% of 101 respondents rate the overall experience of TAE as “very” or “extremely” valuable to them 
● 50% report being professional advocates, caregivers or family members 
● 59% have joined three (3) or more live sessions [30% have joined five (5) or more!] 
● 44% report watching recorded versions of the live sessions 
● 50% of respondents want to help spread the word for others to be included and  
● 25% want to join one of the four working groups 

 
 
When asked what actions this audience will take based on The Advocacy Exchange:  
 

● 64% will “recommend registering to someone who isn’t currently participating” 
● 55% will “utilize session resources (for themselves or share with someone)” 
● 54% will “look for additional information about advocacy as highlighted in sessions” 
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The Invitation for Action 
 
The Advocacy Exchange is a user-centered, evidence-based platform for change. What was launched in 
partnership between Bristol Myers Squibb and GRYT Health in May 2020, and initially designed through 
interviews with 73 patient advocacy organizations, has now welcomed 657 professional advocates from 328 
organizations across disease areas and around the world. These members have made The Advocacy 
Exchange the largest cross-disease, cross-cultural advocacy initiative in healthcare.    
 

 
 

 
We invite you to learn more at https://www.TheAdvocacyExchange.com/ and join the live, monthly sessions 
to hear from experts and peers in each topic area and to bring your voice and your experience to the 
conversation. By registering, you will begin receiving the live session information and other platform-related 
news.  
 
The Advocacy Exchange’s four working groups are currently developing best practices and advocate-led 
principles for change. You can review the working group co-created outcomes at   
https://www.theadvocacyexchange.com/about/working-groups/ or email us directly to get involved at 
AdvocacyExchange@grythealth.com  
 
The Working Groups are packaging the co-created, advocate-led principles and best practices for broader 
input, dissemination and utilization to drive change. We welcome your experiences and your voice in this 
process. We believe that Advocacy is at the inflection point today that “survivorship” was 40 years ago in 
creating standards and community-developed principles.   

 
In 1985, in The New England Journal of Medicine, Fitzhugh Mullan wrote an essay (“Seasons of Survival”) 
where he coined the term “survivorship” as we know it today. That led to the creation of the National 
Coalition for Cancer Survivorship less than a year later.  
 
We are at the same point today with global advocacy across therapeutic areas.  It is defined differently in 
different regions and across diseases. The principles for advocacy have historically been defined without the 
full participation and leadership by the individuals living with the condition. For example, principles for 
including the patient voice in medicines development have often been developed through other 
stakeholders, and with limited inclusion of all patients.   
 
What the National Coalition for Cancer Survivorship did for survivorship in the U.S. 40 years ago, there is an 
opportunity today to do for global advocacy across disease areas. But that can only happen with your 
expertise and experience.  
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