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Working Groups: Creating Meaningful Change, Together 
In 2021, The Advocacy Exchange established four unique Working Groups to address key areas of interest in 
the advocacy community. These four working group areas were identified and defined through direct 
advocate feedback in live sessions and through member survey feedback. The four Working Groups that 
advocate members of The Advocacy Exchange wanted to be a part of are: 

Health Equity: Racial & Ethnic Health and Healthcare Disparities 

Many social and economic factors drive health outcomes. However, there are associated structural, 
institutional, and systemic disparities that need to be corrected for everyone to have equitable healthcare 
and improved health. This Working Group utilizes courageous conversations to better understand the current 
healthcare environment as it relates to racial and ethnic disparities to take tangible steps towards correcting 
inequities. 

Group Leaders: Sheila Thorne, David Craig, Tammi Fanson 

Health Equity: Access to Care 

Advancements in medicine and technology are creating better outcomes than ever before, which makes the 
disparities in accessing care even more devastating. This Working Group will take an unflinching look at 
current access to care to define and then contribute to the change needed. 

Group Leaders: Brad Love, Eileen Shannon, Nilam Perpich 

Patient Voice/Patient-Focused Drug Development (PFDD) 

Patient involvement is increasingly being recognized as important to successful research and development of 
medicines and care. Patient-focused drug development (PFDD) is an emerging set of practices for 
engagement with patients and generating data on patients’ and caregivers’ experiences. This Working Group 
will consider current guidance and practices to identify needed tools and resources to further promote and 
embed the patient voice from molecule to market. 

Group Leaders: Neil Bertelsen, Dave Bjork, Miryah Morris 

The Future of Advocacy 

The role of patient advocacy organizations is changing. There are increased demands, new challenges, and 
emerging opportunities for creating meaningful change within the healthcare system. This Working Group 
will define where advocacy has been, where it is today, and create tangible steps toward defining the future 
of advocacy. 

Group Leaders: Gary Nolan, Jessica Valence 
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Thought leaders were identified and engaged to lead each group in their area of expertise.  

 

“When a person first joins advocacy, they do not know the important history that led to this moment nor the 
systems in place that prevent progress.” –Sheila Thorne 

Each of the working group leaders brings a career and a personal passion to their area. They lead 
conversations not only to share their expertise, but to listen to the advocate-led perspectives first and 
foremost. 

The “Arc of Advocacy” was the first work product created from the working group conversations.  It is a 
visualization of critical insights provided from a cross-cultural, cross-stakeholder group to bring attention to 
the important milestones over the past 160 years in pursuit of equity and representation in healthcare. 

The Advocacy Exchange Working Groups are utilizing a framework, from advocacy-led perspectives, so that 
each person who joins The Advocacy Exchange can: 

✔ Learn from the past 
✔ See a direction for progress 
✔ Feel how important their voice is to creating the future (belonging) 
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Journey of Working Groups 
The four Working Groups met six times during 2021. Each time the groups met, a dedicated notetaker was present in 
each group to capture the topics covered and the key insights shared from participants. 

The “Journey of Working Groups” are these 24 sets of notes. They can be viewed by double-clicking on the slideshow 
below, for existing participants to reflect on the key insights and for new members of The Advocacy Exchange to 
review and provide insight if they wish. 

Working Group Notes (2021)

• Health Equity: Racial & Ethnic Health and Healthcare Disparities
• Health Equity: Access to Care
• Patient Voice/Patient-Focused Drug Development
• The Future of Advocacy

Double-Click Here
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Working Group Co-Created Products 
Each working group has worked to identify disparities in their area and compile member insights to develop principles 
and best practices from advocate-led perspectives to create change. The experiences of advocates and individuals 
living the experience cannot be overstated in its importance to progress. Too often, stakeholders create best practices 
without engaging the individuals living the experience. For example, hospital systems will create best practices for 
accessible care through input from hospital stakeholders. However, they do not engage the community members 
needing to access care, in particular underserved community members, in their design. These advocate-led principles 
and best practices seek to change that paradigm, to bring the individuals who experience inequities and healthcare 
disparities first-hand into the conversation about creating new approaches. We encourage you to review the progress 
our Working Groups have made to-date, and to contact us to share your expertise and experience in validating and 
disseminating them.  
 
The current status of identifying these disparities and creating advocate-led principles and best practices is captured 
on the following pages:   

 

Racial & Ethnic Health and Healthcare Disparities Best Practices  
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Fixing Disparities Principles 

Racial & Ethnic Health and Healthcare 
Disparities

• Disparities in health: differences in health outcomes, prevalence, incidence, or burden 
of disease, disability, injury, or death.

• Disparities in health care: differences in health care access, coverage, quality of care, 
including differences in preventive, diagnostic, and treatment services.

Racial & Ethnic Disparities 

Double-Click Here
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Access to Care Best Practices 

Health Equity: Access to Care Best Practices 

Engage Stakeholders

Improve Patient Experience

Prioritize Preventative Education

Remove Accessibility Barriers

Expand Research and Development

Increase Representation

Promote Collaboration & Education 

Utilize Technology

Double-Click Here
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Patient Voice/Patient Focused Drug Development  

Patient Voice
Patient Focused Drug Development

9th September 2021

Double-Click Here
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The Future of Advocacy Pillars 

The Future of Advocacy
4th November 2021

Double-Click Here

 

 

To learn more about the Working Groups, visit 24/7 at: https://www.theadvocacyexchange.com/about/working-
groups/  

To register for The Advocacy Exchange and receive the program emails and information, visit 24/7 at: 
https://www.theadvocacyexchange.com/register/  

And to speak with one of The Advocacy Exchange team members directly, please email us at: 
AdvocacyExchange@grythealth.com 

about:blank
about:blank
about:blank
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