


THANK YOU,    
COMMUNITY VOICE MEMBERS

Every time you choose to participate in a project with Community Voice, 
you make a difference. Community Voice members embraced many new 
challenges in 2020, including the COVID-19 pandemic, social unrest, 
and shifts to a virtual world. As a member, you continue to demonstrate 
resilience that helps make the story of CF so powerful and successful. 

Together with members of Community Voice, the CF Foundation has 
been able to better address what matters most to you. Year after year, you 

devote your time, energy, and perspective by weighing in on a multitude 
of topics. 2020 was no different. You helped clinicians, researchers, and CF 

Foundation staff better understand what resources were needed to navigate the 
challenges of COVID-19 while staying focused on your top research priorities. In this report, you will 
find more details about the projects you enhanced in cure, care, and community efforts last year.

No one knows what living with CF is like better than you. We are listening and your voice is heard.  
For every survey you completed, every focus group you attended, every committee you contributed 
to, every opinion you shared - thank you. Our work is truly better for it! 

Moving into 2021, the CF Foundation is committed to growing and diversifying Community Voice 
membership. We ask for your help to ensure we hear from every voice by encouraging three CF 
community members you know to join and improve the future for the entire community together. 

With gratitude,

Sue Sullivan, RN, BSN
Senior Director, Head of Community Partnerships



THE COLLECTIVE POWER OF

Community Voice

89%
of Community Voice members engaged 

in some way in 2020, with:

members participating 
in a project for the 

first time

members participating 
in a focus group

members currently 
serving on national 

committees

185 80 122

Community Voice members participated in more than 85 projects, including:

projects for CF Foundation virtual events on topics such 
as emotional wellness and sexual and reproductive 
health research

16
projects regarding COVID-198
projects about CF complications such as CF-related 
diabetes and CF-related liver disease8
projects focused on enhancing the design of CF 
research studies6
committee recruitments, which led to 62 Community 
Voice members being chosen for national committees17



Learn more about projects that members 
participated in throughout 2020 in our 

Monthly Results Updates!

Think you missed out on some great 
opportunities? Receive tailored 

opportunities that are relevant to you by 
emailing us to update your profile.

ABOUT COMMUNITY VOICE MEMBERS

Encourage others to join Community Voice!
If you know others who are unable to benefit from CFTR modulator therapies, identify as a 

person of color within the CF community, is a parent of a young child with CF, or just want to 
get more involved and help shape research, care, and programs, please encourage them to 

join Community Voice by visiting cff.org/CommunityVoice.

Connection to Cystic Fibrosis*

Person with CF:                              
Parent of a person with CF:       
Spouse of a person with CF:                
Other:                                         
(grandparents, siblings, children, 
aunts, uncles, in-laws, friends, etc.)

*Members may have multiple connections to CF. 

45%
43%
4%
16%

1,301
total 

members

Every voice matters. 
Each person’s experience is unique, so it’s critical to hear from as many people as possible.
Groups with underrepresentation in Community Voice that we are working to better engage include:
 
Members that identify as male
Members who identify as a person of color
Members unable to benefit from CFTR modulator therapies

21%
7%
7%

Current % of members

https://pages.e2ma.net/pages/1775009/5047
mailto:communityvoice@cff.org
https://www.cff.org/Get-Involved/Connect/Community-Voice/


Community Voice members participated in a survey to help researchers from the Foundation and 
companies developing therapies for nonsense and rare mutations better understand the community’s 
perspective on genetic-based therapies consisting of mRNA therapy, gene-editing, gene therapy, 
and the willingness to participate in clinical trials. Insights from this project will serve as a starting 
point as research in this area continues to develop.

Additionally, the urgency for advancing mental health research was especially prominent in 2020 
and continues to be a top priority area for the CF community. Care providers and more than 100 
Community Voice members participated in a national survey to prioritize and provide insight on 
topics such as anxiety, depression, mood disorders, treatment burden, the effects of mental health 
on physical health, and the risk factors and prevalence of mental health conditions in people with CF. 
This project will help guide researchers to ensure that the Foundation’s funding decisions are steered 
by the needs of the CF community.

The CF community’s involvement in research increased rapidly in areas such as mental health, sexual 
and reproductive health, nonsense/rare mutations, and genetic therapies, making it clear that there is 
a large demand from CF researchers for community input to help inform their projects.

PRIORITIZING & INFLUENCING THE DIRECTION OF RESEARCH

CURE

It is vital to communicate what mental health topics are a 
priority to people with CF to shape the applications 

we receive and what research we fund. 

CF researchers want to pursue work that is 
meaningful and impactful to people with CF, and 
Community Voice members helped reinforce this 

need to the researchers.
Dara Riva, Director of Clinical Research

More than 50 members of Community Voice also served on 
research-related committees and workgroups for data use and 
safety, study protocol reviews, studying medical traumatic stress, 
infection research, and more. The Clinical Research Committee 
(CRC) continued to made progress toward increasing community 
representation by expanding to 20 Community Voice members 
who reviewed and provided feedback on clinical research grant 
proposals. A new workgroup was also created this year, which 
focused on addressing gaps in knowledge around women’s 
health research.

The 
Clinical Research 

Committee 
has reviewed 
222 proposals 

since 2018!



CURE

More people with CF are living longer, healthier lives and re-evaluating their sexual and reproductive 
health choices. Over 65 women in Community Voice played a vital role in shaping research in this area 
through projects such as the MAYFLOWERS study. Members informed the study’s survey design and 
took the survey itself to share their perspective on using modulators during pregnancy, childbirth, and 
other reproductive health outcomes. Men in Community Voice participated in a similar project that 
focused on their needs and preferences related to sexual health, fertility, and parenthood. Findings 
from both projects have been critical assets to shape the direction and groundwork for future 
research and educational resources.

SHAPING RESEARCH

As more women with CF make the choice to become pregnant, it 
has become more important than ever to understand 
how having a baby and breastfeeding impact a 
woman’s health.  

Through Community Voice, we learned which 
questions about pregnancy and lactation mattered 
most to women with CF and were critical to include in the design 
of the MAYFLOWERS study.

Jennifer Taylor-Cousar, MD, MSCS, Co-PI of MAYFLOWERS Study 

DISSEMINATING RESEARCH INFORMATION
Sharing back the results and information about studies is another critical component to enhance 
collaboration and transparency in research. Members supported these efforts by providing feedback 
on a resource that highlighted Foundation-supported academic research projects in areas that have 
been prioritized by the CF community. Additionally, members moderated research webinars that 
provided updates on sexual and reproductive health, infection research, and CF-related diabetes.

Serving on the CRC has been a great way to use my scientific and 
personal experiences and help researchers learn more about 

the best ways to treat CF.

It 's also exciting to be behind-the-scenes of new 
research and gratifying to hear how impactful 
my perspective has been for the grant reviews and 

scientists doing the work .
James Lawlor, Community Voice Member



PROJECT SPOTLIGHT: CF-Related Diabetes

CF-related diabetes (CFRD) affects over 35% of adults with CF and is consistently ranked as a high 
research priority by the CF community. To help advance research on this topic, Community Voice 
members participated in an extensive, multi-phased project throughout the year.

SHARING PERSPECTIVES & EXPERIENCES

To understand the perspectives and needs of the CF community  related to screening, diagnosis, 
treatment, and management of CFRD, endocrinologists partnered with the Foundation to conduct 
a series of focus groups. Twenty-five members shared their personal experiences with CFRD, their 
understanding of treatment, and their top endocrine research and educational support priorities.

These insights informed a national survey that explored the community’s preferences on how care 
providers can improve their educational practices and how diabetes technologies (such as continuous 
glucose monitors and insulin pumps) are used. Researchers learned that although education is the 
cornerstone of CFRD management, the frequency of conversations between care providers and 
patients do not meet the community’s expectations. Additionally, the findings revealed that the use 
of diabetes technologies is increasing among people with CF, which has not been well studied in the 
community.

Learning about the priority of CF RD research 
and the partnerships between the CF Foundation, 
doctors, and researchers to help train 
endocrinologists and find better treatment 
and management for CF RD was a bright spot in 

2 02 0 for me.
Meagan Helmick, Community Voice Member

FUTURE WORK
Researchers will host a workshop to continue identifying research priorities and inform the 
development of a CFRD-specific Request for Application sponsored by the NIH to shape future 
research in the field. Additional work is underway to build educational materials about CFRD 
technologies, develop studies that measure health outcomes, and advocate for better insurance 
coverage to help mitigate treatment costs related to CFRD. CFRD will also be highlighted throughout 
ResearchCon 2021.

GETTING THE WORD OUT

The important insights from this project were shared in a research overview webinar where CF 
clinicians, researchers, and community members discussed current and upcoming studies about 
CFRD diagnosis and treatment. NACFC also featured a session related to CFRD about bionic or 
artificial pancreas devices that excited members of the CF community.

https://www.cff.org/Get-Involved/Attend-an-Event/Community-Conferences/ResearchCon-2021/
https://www.youtube.com/watch?v=JvjZuhSke5w
https://www.youtube.com/watch?v=D1MYvWZxTJw&feature=youtu.be&t=1


CARE

INFORMING CF CLINICAL CARE GUIDELINES

Community Voice members are partners in ensuring that people with CF experience high quality, 
comprehensive, and specialized CF care.

Members continue to influence CF Clinical Care Guidelines by informing their scope, serving 
on various committees, and participating in public comment and summary reviews before final 
publication. This year, members shared their insights to contribute to guidelines on CF liver disease, 
pain and symptom management, and post-lung transplant care. There were eight publications 
that highlighted the CF community’s involvement and four active committees focusing on the 
development of clinical care guidelines.

SOCIAL DETERMINANTS OF HEALTH & HEALTHCARE POLICY
Members provided insight into the challenges people with CF face when accessing quality CF care. In 
August, two members shared personal testimony to the Institute for Clinical and Economic Review’s 
(ICER) public meeting on CFTR modulators. Their stories helped ICER understand daily life with CF 
and how transformative modulator therapies can be for those who are eligible, particularly around 
quality of life and mental health. Additionally, both the Food Security Committee and Access Steering 
Committee added new members through Community Voice. Five caregivers and four adults with CF 
are contributing their unique perspectives to these multidisciplinary groups to help improve food 
security and ensure all people with CF can access high quality health care.

ADDITIONAL CF-CARE RELATED PROJECTS
Members participated in additional CF-care related projects in 2020 by:

• Contributing ideas for how the CF Foundation and CF care teams should measure and monitor 
wellbeing and health outcomes for people with CF

• Identifying methods to improve the accessibility and use of clinical data
• Sharing perspectives and experiences regarding the lung transplant process, including 

information needs and communication preferences
• Ranking applications that can help support the self-management of daily CF care

CF care is changing rapidly and our mission is to make sure 
everyone can access the best possible care available. 

Community Voice members broadened our 
perspective by infusing our work with real-life 
experiences to help keep people with CF are at 
the center of all we do.

 Anne Willis, Senior Director, Health System Innovation & Navigation

https://emma-assets.s3.amazonaws.com/3vbcb/52f1b268aa5bdbee7933d0eef1e7405c/Publications_that_Highlight_the_CF_Community_s_Involvement_in_CF_Clinical_Care_Guidelines.pdf


ROSE UP is another example of what the CF community can 
accomplish when we join together .

People ROSE UP for a cure in many 
creative ways – biking, baking, performing 
poetry, cannonballing into a pool of roses, 
and generously donating critical funds so 
that we can continue CF research that will 
lead to a cure for all people with CF.

It was our favorite day of 2 02 0 and we can't wait for next year !

Members continued sharing their stories of life with CF to connect with and offer support to others 
who may be dealing with similar experiences. Twenty-nine members wrote 42 posts for the CF 
Community Blog on topics such as life on Trikafta, life during COVID-19, sexual and reproductive 
health, and much more. Seventeen members also facilitated breakout sessions at virtual community 
conferences and 85 members served as mentors through CF Peer Connect to provide one-to-one 
virtual peer support.

A group of adults with CF from all over the country, including 14 who are a part of Community Voice, 
gathered virtually to create the ROSE UP event. Inspired by the strength and resilience that the CF 
community displayed during the pandemic, this new fundraising initiative provided an opportunity for 
people to come together and connect online. 

COMMUNITY

SUPPORTING ONE ANOTHER THROUGH SHARED EXPERIENCES

In 2020, it was more crucial than ever for people with CF and their loved ones to come together and 
support one another. Community Voice members shared countless stories, personal experiences, and 
valuable insights to help support the community through new and extraordinary challenges.

KC White, Marissa Benchea, and Somer Love, Community Voice Members

To help empower people with CF and their caregivers to direct their health, members played a critical 
role in resource development. This included sharing stories to advocate for an expansion of Paid 
Family and Medical Leave policies during the pandemic and helping to update resources available 
through Compass. Members also serving on the Spanish Language Community Review Committee 
diligently reviewed materials about COVID-19, racial justice work, and CF care to help ensure more 
resources on cff.org are available for our Spanish-speaking members of the CF community.

EMPOWERING THE CF COMMUNITY

In its inaugural year, 
more than 1,500 

people participated 
in the ROSE UP 

movement 
to raise $110,000!

https://www.cff.org/Get-Involved/Attend-an-Event/Community-Conferences/
https://www.cff.org/Get-Involved/Attend-an-Event/Community-Conferences/
https://www.cff.org/Get-Involved/Connect/CF-Peer-Connect/


CORONAVIRUS (COVID-19)

The pandemic caused significant concern for the CF community by raising uncertainties such as the 
potential risks of contracting the virus, access to CF care, and new challenges around school and work. 
Thanks to the feedback of Community Voice members, several resources and opportunities were 
developed to support the CF community in navigating the impacts of COVID-19 in their daily life.

COMMUNITY RESOURCES

During this unprecedented time, questions were raised about 
how COVID-19 would affect people with CF and their families. 
Community Voice members gave input on an evolving resource 
in both English and Spanish to address timely concerns such as 
prevention and safety, CF care, vaccines, and more.

Additionally, nearly 30 members informed the development of a 
risk assessment tool specifically created for the CF community to 
help guide discussions with care teams on how to evaluate the risk 
of activities based on personal risk tolerance and circumstances 
related to COVID-19.

In 2 02 0, we realiz ed more than ever how essential it is 
to partner with the CF community. Your voice was heard 

throughout many timely topics such as mental 
health, CF-related diabetes, the future of 
genetic based therapies, and most importantly 
the impact of the COVID-19 pandemic on people 
with CF and their families. 

Highlighting the voice of CF community members 
in such unprecedented times has been critical as we 

continue to move the work of the CF Foundation forward 
and shape our upcoming priorities in research and care.

JP Clancy, MD, Vice President of Clinical Research

CRUCIAL TOPICS IN 2020

https://www.cff.org/Life-With-CF/Daily-Life/Germs-and-Staying-Healthy/CF-and-Coronavirus/COVID-19-Community-Questions-and-Answers/
https://www.cff.org/es/Life-With-CF/Daily-Life/Germs-and-Staying-Healthy/What-Are-Germs/Preguntas-y-Respuestas-de-la-Comunidad-Sobre-el-COVID-19/
https://www.cff.org/Life-With-CF/Daily-Life/Germs-and-Staying-Healthy/CF-and-Coronavirus/CF-COVID-19-Risk-Assessment-Tool.pdf


EXPERIENCES WITH VIRTUAL CF CARE (TELEHEALTH)

Community Voice members supported the quick mobilization of CF care programs to deliver 
virtual care by participating in a national survey and interviews. Members shared their experiences 
of access and use of telehealth services, access and pivots to treatments and remote monitoring 
devices, financial concerns, and the interest of using telehealth long-term. Through this feedback, the 
Foundation gained insight into how telehealth can be adopted as a part of routine CF care and better 
support care programs, patients, and families.

Researchers from the CF Foundation, care centers, and the National Institutes of Health (NIH) 
examined topics such as mental health, access to routine care and medications, and overall health 
outcomes. These studies provided researchers the opportunity to quantify and better understand the 
pandemic’s impact on both the CF and overall rare disease community.

COVID-19 VACCINE

People with CF, their families, and CF care providers participated in a survey to share their thoughts 
and concerns around a potential vaccine. Once the U.S. Food and Drug Administration granted 
emergency use authorization for two highly effective vaccines, these sentiments helped shape the 
Foundation’s website content and webinar where experts shared the latest information on COVID-19 
vaccines.

CRUCIAL TOPICS IN 2020 · CONTINUED

COMMUNITY CONNECTION

People living with CF were well practiced at physical distancing long before the pandemic and 
understand the important role that social connection plays in emotional wellness. This expertise 
supported several virtual events that connected thousands of people in the CF community. 
Community Voice members played a vital role in these events by:

• Moderating two emotional wellness webinars that focused on maintaining well-being and how to 
cope with stress, uncertainty, and anxiety

• Moderating the community Q&A pop-up event that addressed questions regarding the latest 
medical information, insurance, work, and financial challenges

• Hosting a CF community happiness hour where people shared moments of joy and tips for self-
care, working from home, and parenting

• Developing and facilitating a webinar where clinical experts discussed the risks, benefits, key 
factors to consider, and other concerns about schools reopening/in-person learning

http://www.cff.org/Life-With-CF/Daily-Life/Germs-and-Staying-Healthy/CF-and-Coronavirus/COVID-19-Community-Questions-and-Answers/
https://www.cff.org/CF-Community-Blog/Posts/2021/Watch-the-COVID-19-Vaccines-Community-Town-Hall/


CRUCIAL TOPICS IN 2020 · CONTINUED

I opted into the Communities of Color list because as a 
woman of color with a son who has CF, we deserve to be 
heard and seen. It has been a difficult time working with 
medical professionals who don't believe that my son has CF.
 
I hope that this work will help raise awareness that CF 
does not only affect one race and make it so that if my son 
decides to have a family, and should they have CF, they will be 
taken seriously and receive the care they need.

Lathronia Jefferson, Community Voice Member

As this work continues, the Foundation is focused on highlighting the experiences and perspectives 
of people of color with CF and their families through listening and transparency.

COMMUNITIES OF COLOR

CF affects people of many different racial and ethnic backgrounds, although not all voices are equally 
represented in the Foundation’s work. Hearing from diverse voices is critical to understanding the 
unique needs and perspectives of every person within the CF community. Communities of color have 
been shown to have poorer health outcomes and face increased burdens to access high quality care. 
Therefore, a group was developed to hear from people of different ethnic and racial backgrounds to 
seek racial justice and ensure all races and ethnicities are represented in research, care, and beyond. 
As part of the first phase of this effort, members shared their experiences and the major challenges 
regarding race and discrimination.

NONSENSE & RARE MUTATIONS

In addition to reaching people of color within the CF community, the Foundation is also focused 
partnering with people with CF who are not eligible or able to benefit from cystic fibrosis 
transmembrane conductance regulator (CFTR) modulator therapies. A separate opt-in opportunity 
was established for these individuals to ensure their voices are also being represented across CF 
research and care projects.

https://www.cff.org/News/News-Archive/2020/CF-Foundation-Seeks-Input-from-Communities-of-Color/
https://www.cff.org/CF-Community-Blog/Posts/2020/Addressing-Racism-and-Discrimination/


LOOKING AHEAD

As an active member of Community Voice for the past 
few years, I know my contributions have been a 

critical component towards the search for a 
cure for all people with CF. 

It has been rewarding to witness my expertise 
and experiences as a Spanish speaking parent of 

a person with CF benefit research, care, and the 
broader CF community.

Sylvia Mazuera, Community Voice member

2020 marked six momentous years of Community Voice. This dynamic group of more than 1,300 
people with CF and their family members have taken an active role in impacting programs, resources, 
and efforts that have helped shape the future for the CF community. 

Looking ahead, we have planned our priorities to align with feedback from our end-of-year survey 
and the Foundation’s long-term focus on cure, care, and community. Our priorities for 2021 include:

Grow and diversify 
the membership of 
Community Voice

Enhance the 
recognition 

and experience 
of members

Amplify the 
utilization 

and impact of 
Community Voice

https://emma-assets.s3.amazonaws.com/3vbcb/5b793315eff2eaf77b1f182c8fc26e94/Community_Voice_-_End_of_year_survey_2020.pdf


4550 Montgomery Avenue
Suite 1100N
Bethesda, MD 20814

1.800.FIGHT.CF
cff.org/CommunityVoice

https://www.cff.org/

