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Throughout the 2020-2021 term year, the CF Adult Advisory Council (AAC) has continued to 
contribute invaluable insight and guidance on many different initiatives to further help the 
Foundation provide people with cystic fibrosis the ability to live full and productive lives.

The charge of the Council is to convey the hopes, needs and aspirations of the CF adult 

community. Our group gathers insights not only from personal experience, but collects input 

from their own communities to address the unique challenges and circumstances for adults 

living with CF. 

In order for the AAC to be successful we need to ensure that our membership is representative 

of the many diverse experiences within our community. This includes hearing from members 

who can not benefit from current modulators, people of color, men, those who have gone 

through a lung transplant, and many other experiences. We rely on the diverse voices on the 

AAC to give their own perspective as well as help us understand the needs of the broader CF 

community.

The AAC has had another incredible year, working with many teams across the Foundation on a 

wide variety of topics. This report will offer insight into the types of work that the AAC 

contributed to this year, but the impact of their work goes far beyond what can be conveyed 

here.

The AAC Alumni group continues to explore new and innovative ways to keep former members 

engaged in the work of the AAC and the CF Foundation. 

I am so proud of the work this group has accomplished this past year and can’t wait to see what 

we achieve in the next year! 

KC White 

Chair
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AAC Projects

One of the main roles of the Adult Advisory Council is to advise CF Foundation staff on current topics 

and initiatives. During the 2020-2021 term, the AAC met with teams from across the CF Foundation 

and helped guide staff on many critical projects. Many of the projects the Council work on are 

confidential, so below represent just a small sample of the work accomplished this year.

COVID-19 Response

COVID-19 has continued to be a major topic for the AAC during the 2020-2021 term.  Early in 

2020, the AAC hosted the Happiness Hour, which was the first of what became many CF 

Foundation sponsored virtual events to bring the CF community together.  Learnings from this 

event greatly informed the development of other events that occurred throughout 2020 and 

into 2021.  Members of the Council also participated in several of these events as speakers, 

moderators, and attendees.

Throughout the term year, members advised CF Foundation staff on various communications 

strategies, reviewed early drafts of resources, and provided feedback on other sensitive topics 

relating to COVID-19.

Community Outreach

Another major topic for the 2020-2021 term was advising Foundation staff on strategies to expand 

impact and reach new members of the CF community.  As programs at the Foundation continue to 

evolve, members of the Council informed business plans and strategy behind new outreach 

methods and ways to better serve the broader CF community. 

NACFC

An ongoing topic for the Adult Advisory Council is the annual North American Cystic Fibrosis 

Conference (NACFC).  The AAC consults on ways to better engage members of the CF 

community with the conference and other areas for improvement. In 2020, they specifically 

provided insights around the first ever all-virtual NACFC and guidance on how to include 

people with CF and their families in this event.

Leadership

Each year, the AAC meets with leadership from across the CF Foundation.  These meetings 

are a combination of updates from leadership, as well as discussion around pressing issues in 

that field. Members meet with leaders from across the Foundation, including the President and 

CEO Dr. Boyle, as well as heads of Research, Care, and Advocacy.  Representatives from 

across the Foundation also meet with the Council regularly on topics relating to research, 

community support, fundraising, and other projects as needed.



AAC Alumni

The Adult Advisory Council Alumni group was created in 2017. In 2020, the group included 23 former 

AAC members. This group of volunteers supports the work of the AAC by participating in projects 

when the Council has a full calendar, providing additional voices and perspectives on complex 

projects, and staying engaged in various work groups. We are excited to continue expanding the role 

of this group as it keeps growing in size and influence!

CFF Staff Orientation

Several members of the Alumni group make up a small working group to participate in the CF 

Foundation staff orientation process. As part of the onboarding process, new staff hear directly 

from a person living with cystic fibrosis and have the opportunity to ask questions.  This new 

presentation has been highly rated from staff and allows new hires to feel connected to our 

mission from the beginning of their time with the Foundation.  Alumni speakers have been an 

incredible addition to our onboarding process!

Community Support Grants Review

In addition to the Impact Grants, which are reviewed by members of the current AAC, the 

Foundation also offers Community Support Grants.  Community Support Grants provide additional 

support to previous Impact Grant recipients who are continuing to innovate how they engage and 

empower people with CF and their families.  The Community Support Grant review committee is 

recruited from the AAC Alumni Group, who then evaluate programs to ensure a commitment to 

demonstrating a high standard of service as they work to scale their reach and impact.
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The Legacy of the AAC

Members of the AAC have played a major role in the inclusion of people with cystic fibrosis and their 

families in the work of the CF Foundation. In addition to providing feedback on countless 

Foundation initiatives and topics, the Council identified various needs within the CF community and 

came up with innovative ways to connect people with CF and their families. Many members also 

continue to be involved in these programs today. 

Peer-to-Peer Mentoring Program

Virtual Community Conferences

Impact Grants

In May 2016, a pilot peer mentoring program for adults with CF, now called CF Peer Connect, was 

launched. The idea was generated from the AAC and was developed with significant community 

input via the Mentoring Advisory Committee. CF Peer Connect aims to leverage the expertise of the 

CF community to support peers who face similar life transitions and challenges while managing life 

with CF.  

CF Peer Connect is now available for all people with cystic fibrosis and their family members age 16 

and older. 

In October of 2016, AAC members led the first ever BreatheCon, a virtual event where adults with 

CF could connect, learn, share and inspire each other. The idea for this type of space came directly 

from the Council and through their efforts, has expanded to a variety of annual conferences 

including BreatheCon, ResearchCon, FamilyCon, and MiniCon:Transplant. Many AAC members 

have participated in virtual events work groups and as panelists, facilitators, and attendees since 

the inception. 

The Impact Grants program began in 2016 and grew out of an idea from the 

AAC. The program provides support to individuals and nonprofit organizations 

with projects that benefit people with CF and their families. Impact Grants 

award up to $10,000 per project and are renewable for an additional year. 

The AAC continues to be actively involved in the Impact Grant program, by 

serving as the review committee each year.

https://www.cff.org/Get-Involved/Community/CF-Peer-Connect/
http://www.cff.org/breathecon
https://www.cff.org/Get-Involved/Community/Impact-Grants/

