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As I reflect on the progress Community Voice has made since it was first 
established in 2014, I am in awe of how much the program has grown and the 

impact that the voices of the cystic fibrosis community have made across the 
CF Foundation.

Your commitment to sharing your insights and expertise ensures that together 
we are charting the fastest course to improving the lives of all people living 

with CF and their loved ones. Whether you have spent five minutes completing 
a survey or hours serving on a committee, your time and effort is valued. 

You make it possible for researchers, clinicians, and all those supporting the CF 
community to stay grounded and driven by the wisdom and experience that only those living with the 
disease hold. 

In 2021, we continued to work alongside all of you to find new ways to advance our work in 
research, care, and community support programs. We also prioritized growing and diversifying the 
membership of Community Voice, enhancing the recognition and experience of members, and 
amplifying the program’s utilization and impact. Throughout this report, you will find examples of 
how we have achieved success in these areas, where your contributions have made a difference, and 
how we are collectively making an impact to advance CF research, care, and programs.

As we look towards 2022, and the ongoing challenges that face the community, we will continue 
to build on this progress and address the changing needs of adults with CF and their loved ones. 
We learned a lot about the disparities that exist within the CF community based on race, ethnicity, 
mutation types, and other factors. We will work to empower and create more opportunities to amplify 
the voices of individuals who have not had adequate support or representation in our work in the 
past.

We have already identified several new, exciting projects for 2022, including studying the holistic 
effects of those who are taking Trikafta®, informing research needs over the next five years, 
addressing disparities in CF care, and much more. I hope this report leaves you inspired to keep 
sharing your voice this year.  

With gratitude,

Christina Román
Director, Community Insights and Partnering

YOUR VOICE,

YOUR IMPACT.



THE COLLECTIVE POWER OF

Community Voice

84%
of Community Voice members engaged 

in some way in 2021, with:

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

members participating in a project for their first time300
members completing at least one survey700+

members serving across 36 national committees/workgroups156
total survey responses submitted

recruitments that added 81 members in 2021 alone

2,500+

17

projects focused on enhancing the design of 
CF research studies or care interventions25
projects on improving CF education and resources 
for the community17
projects about the gastrointestinal system on topics 
such as nutrition and simplified treatments4
projects regarding COVID-196



Learn more about the impact Community 
Voice members had throughout 2021 in 

our Monthly Results Updates!

Think you missed out on some great 
projects? Receive tailored opportunities 

by emailing us to update your profile 
and check out some of our 

open opportunities.

ABOUT COMMUNITY VOICE MEMBERS

Encourage others to join Community Voice!
If you know others who want to get more involved and help shape research, care, and 

programs, please encourage them to join 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. 

44%
41%
3%
22%

1,623
total 

members

Every voice matters. 
Each person’s experience is unique, so it’s critical to hear from as many people as possible.
Groups who are underrepresented 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 who are young adults aged 18 - 25
Members unable to benefit from CFTR modulator therapies

Current % of members

23%
10%
8%
7%

https://pages.e2ma.net/pages/1775009/5047
mailto:communityvoice@cff.org
https://pages.e2ma.net/pages/1775009/32477
https://www.cff.org/Get-Involved/Connect/Community-Voice/


CF affects people of many different backgrounds, and there are unique needs and perspectives 
of every person in the community. The CF Foundation embraces hearing from all voices and is 
committed to engaging with CF community members who have been historically underrepresented, 
increasing efforts around listening and transparency, and addressing health disparities in CF research 
and care. By fulfilling this commitment, the CF community can foster a stronger sense of belonging 
and help create a space where everyone is welcomed, respected, supported, and valued.

Throughout 2021, we prioritized hearing from underrepresented voices in the CF community and 
understanding engagement barriers with CF Foundation programs like Community Voice. Two 
engagement groups were established to support our targeted listening efforts, including one for 
those who are not currently benefiting from highly effective CFTR modulators and another for people 
of color with CF and their family members.

As we continue to adapt to new ways of living due to the pandemic, Community Voice members have 
stayed focused on connecting with and supporting one another to navigate the complexities of life 
with CF by sharing countless stories, personal experiences, and valuable insights.

BUILDING AN INCLUSIVE COMMUNITY

COMING TOGETHER AS A COMMUNITY

In July, focus groups were conducted with people of color in the CF community to hear about their 
engagement experiences with the CF Foundation and care centers. These conversations revealed 
the need to evaluate the organization’s processes for committees, workgroups, and workshop 
recruitments, identify more opportunities to improve our engagement efforts for racial and ethnic 
minority groups, and educate CF researchers and clinicians about the importance and benefit of 
ensuring all voices of the community are present in their work.

FOCUSING ON HEALTH EQUITY

Raeshaun Jones, Community Voice Member and Adult Advisory Council Member

Being an African American woman with CF, it has been wonderful to 
be a part and be able to represent for others that look like 

myself. Doing this work has allowed people of color to be 
included in decision making as well as the best care.

I think it is extremely important for individuals in the 
community to get involved so that our opinion is recognized 

when decisions are made.

Knowing that our work at the CF Foundation is better 
because we are hearing from a diverse community with 
different backgrounds and perspectives, professional 
expertise, and lived experiences brings me so much joy.

Sue Sullivan, Vice President and Head of Community Partnerships



To stay informed of the needs of the multifaceted community, especially adults with CF, the 
Foundation works closely with the CF Adult Advisory Council (AAC), a rotating group of adults 
living with CF who are members of Community Voice. The AAC serves as a consultative body that 
advises organization-wide leaders on a variety of areas. In 2021, their work included creating outreach 
strategies for community programs, providing insights on the redesign of cff.org, and creating virtual 
engagement tactics for organization events. This group also shared their perspectives and insights on 
emerging priorities like genetic based therapies and wellness.

EMPHASIZING THE NEEDS OF THE CF COMMUNITY

Additionally, the council supports the Foundation’s Impact Grants program by reviewing applications 
for potential programs focused on benefitting the CF community. A broader group of Community 
Voice members also supported the Impact Grants program by participating in a survey to identify the 
community’s priorities and areas of need for future grant submissions.

Serving on the AAC gives adults with CF the chance to meet with 
CF Foundation staff and it is evident through our collaborations 

that our expertise is highly valued.
For me, the best part of serving on the council is connecting 

with other adults with CF from all over the country to share our 
many different unique and important perspectives.

KC White, Community Voice Member and Adult Advisory Council Member Chair

Dedicated outreach efforts throughout the year led to doubling diverse membership in Community 
Voice, increasing opportunities for those who are not currently benefiting from modulators, and 
improving recruitment practices for more diverse representation on committees, workgroups, and 
workshops.

For more than four years, Community Voice members have played a critical role to support the 
Spanish-speaking CF community through serving on the Spanish Language Community Review 
Committee. This year, members provided insight related to the content and resources available on 
cff.org for the Spanish-speaking community and reviewed a translated resource on supporting mental 
health in adolescents during the pandemic.

From top left: Leah Aiken, Gabriella Balasa, Ed Canda, Leisha Cuddihy, Teena Mobley, Kristin Dunn, Tré LaRosa,
Raeshaun Jones, Katie Fielding, Somer Love, Kathy Shannon, Tony Madonna, Lydia Sand, KC White

COMING TOGETHER AS A COMMUNITY · continued

https://www.cff.org/about-us/cf-adult-advisory-council-aac
http://www.cff.org/impactgrants


Members shared their stories of life with CF 
to connect with and offer support to others  
dealing with similar experiences. Twenty three 
members helped shape virtual community 
conferences where community members of 
many different backgrounds came together to 
find support, have candid conversations, and 
make meaningful connections. Additionally, 
101 members also served as mentors to 
provide one-to-one virtual peer support for 
people with CF and their family members 
through CF Peer Connect and helped 
expand the program to better support those 
who are post-lung transplant.

SUPPORTING EACH OTHER 
THROUGH SHARED EXPERIENCES

COMING TOGETHER AS A COMMUNITY · continued

Empowering clinicians, patients, and caregivers of people with CF through awareness and education 
is an essential component to promote health equity and improve disease management. Community 
Voice members played a critical role in developing resources for the CF community, with a large focus 
this year on informing the redesign of cff.org to better support people with CF. Community members 
at different stages in their CF journey provided input to improve the user experience, especially for 
those who are newly diagnosed, so that the community can better find the information and support 
they are looking for when visiting the website.

EMPOWERING OTHERS WITHIN THE CF COMMUNITY

The needs of the CF community were also highlighted through policy and advocacy work. Interviews 
with Community Voice members were used as case studies to educate insurance companies about 
how to reduce negative health impacts so that people with CF do not experience gaps in CF care 
while going through the insurance approval process. Members also shared their stories to help raise 
awareness about the need for new antibiotics to treat frequent and chronic infections, which have 
become increasingly difficult to address due to existing ineffective antibotics.

Being a part of Community Voice has been invaluable 
and helps me do everything I can to make sure that 
the kids now living with or being born with CF never 

go through the challenges that my friends and I 
experienced growing up.

Cade Hovater, Community Voice Member

12 members shared their 

experiences with CF 

through 31 blog posts on 

the CF Community Blog 

about :
• food insecurity

• exercise
• disability
• pregnancy

• parenting

• lung transplantation

• and much more.

https://www.cff.org/get-involved/community-conferences
https://www.cff.org/get-involved/community-conferences
https://www.cff.org/Get-Involved/Connect/CF-Peer-Connect/
http://www.cff.org/
https://www.cff.org/Blog/


MAINTAINING THE MOMENTUM
PROGRESS IN RESEARCH & CARE

Over the past two years, many CF researchers and clinicians have sought to understand how the 
pandemic and expansion of Trikafta® have affected daily CF care. The risk of exposure to COVID-19 
has led to increased use of telehealth and home-based research, so it has become increasingly 
important to hear from the community regarding the use of telehealth to increase access to care and 
reduce barriers to clinical trial participation. 

Researchers from the real-world research (RWR) HERO-2 study, which collects daily observations 
about treatment and symptoms through a phone-based app, recruited CF community members to 
inform its study design and recruitment materials. Findings from this study will provide insight into the 
changes that people with CF are making to their care regimen after starting Trikafta®.

ADAPTING CF CARE IN THE ERA OF COVID-19 & TRIKAFTA

In addition to learning more about changes to overall daily care regimens, Community Voice 
members participated in a survey to help evaluate the views of patients and providers regarding 
exercise as part of a treatment plan for airway clearance, especially for those on Trikafta®. Members 
also weighed in on two projects aimed at improving access and assessing feasibility of utilizing home 
sputum collection and home spirometry for clinical research. These projects are informing clinical 
trial studies that are accounting for changes in sputum production among those taking Trikafta® and 
study procedures that can be done outside of the clinic.

The goal of Real-World Research is to truly understand 
the real-life experiences of people with CF.

 
We are grateful to Community Voice Members for helping to 
co-design and implement the Foundation’s first RWR study, 
HERO-2, and make it a more inclusive opportunity that will 

inform the continued evolution of CF care.
Linh Do, Clinical Research Program Manager about impact of HERO-2 Study

David Nichols, Medical Director of the TDN Coordinating Center at Seattle Children’s Hospital

Collecting sputum is valuable in clinical care and research 
but has become difficult as people taking CFTR modulators 

feel better and produce less sputum. 
Community Voice members helped us understand 
the patients' perspective and that those who can’t provide 
samples when asked in clinic are able and willing to collect 
sputum at home. This has proved unbelievably valuable as we 

support efforts that depend on these collections.

Chris Goss, Co-Executive Director of the TDN Coordinating Center at Seattle Children’s Hospital 



MAINTAINING THE MOMENTUM · continued
PROGRESS IN RESEARCH & CARE

In partnership with Community Voice members, we continue to pivot to the evolving needs of people 
living with CF during these unprecedented times. Members continue to advise the Foundation on 
its pandemic response by serving on the COVID-19 Medical Advisory Group. This group discusses 
the critical and rising trends of the coronavirus at the clinic and health system levels, provides 
recommendations through the Foundation’s COVID-19 Community Questions and Answers 
webpage, and advises on potential interventions that support the community, such as providing 
support to care centers to purchase hand-held spirometers for their patients.

Community Voice members have been critical partners in ensuring that people with CF receive 
comprehensive, high quality, and specialized care. To support this effort, members informed the 
redesign of the Experience of Care Survey which focuses on the patient and caregiver experience 
during in-person and virtual clinic visits. Not only are Community Voice members serving on the 
Steering Committee to support this research, but they also reviewed both the English and Spanish 
versions of the survey to ensure clarity, inclusivity, and cultural competence before it was broadly 
disseminated. An ongoing analysis of this survey is helping CF care providers, clinicians, and 
researchers better understand patient concerns about infection prevention and control, general 
communication challenges, and the overall quality of the care experience.

ENHANCING CF CARE BY PARTNERING WITH CLINICIANS

The Experience of Care survey is a great opportunity 
to share your thoughts regarding your care 

experience anonymously with your team.
We love the feedback we’ve been getting from 
the community because we're learning about 

what has been going well and what are the most 
pressing needs related to improving care for 

all people with CF.
Domonique Gamory, Quality Improvement & Innovation Analyst

Through the work of the Education Committee and alongside CF care team members across various 
disciplines, Community Voice members have supported the development and implementation of 
educational materials available for CF community members in clinic on topics such as mental health, 
nutrition/gastrointestinal issues, transplantation, and many other topics.

Members also continue to be key contributors throughout the entire development process for CF 
Clinical Care Guidelines by serving on a committee of experts, prioritizing areas to address gaps 
in care, and providing feedback on the guidelines themselves. In 2021, members began serving 
on the Pain Management Guidelines Committee to focus on pain assessment, management, and 
communication in clinical care settings and participated in a public comment opportunity for care 
guidelines around ear, nose, and throat concerns ahead of its publication.

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/community-posts/2021-10/feedback-my-sons-cf-care-team-together-we-make-it-better
https://www.cff.org/medical-professionals/how-are-cf-clinical-care-guidelines-developed
https://www.cff.org/medical-professionals/how-are-cf-clinical-care-guidelines-developed


MAINTAINING THE MOMENTUM · continued
PROGRESS IN RESEARCH & CARE

As part of a new scope of work moving forward, Community Voice members are supporting the 
educational content developed from recommendations in published Clinical Care Guidelines. This 
year, more than ten Community Voice members joined the newly launched Advanced CF Lung 
Disease Community Working Group to help build lay-friendly resources for the CF community.

In the era of highly effective CFTR modulators, the impact of these therapies on the gastrointestinal 
(GI) system has become a large focus for researchers. In 2021, Community Voice members informed a 
study that examined the changes and simplifications of daily care and treatments for people with CF 
who experience GI complications.

Researchers from the University of Texas also conducted a survey to assess the need for further 
research into the simplification of GI medications for people with CF, particularly acid suppressive 
medications and pancreatic enzyme replacement therapies (PERT). Through the insights of 
Community Voice, this study determined that the community is interested in how the use of these 
medications can be safely reduced for those currently benefitting from modulator therapy.

TOPIC SPOTLIGHT: 
NUTRITION & GASTROINTESTINAL ISSUES

Hearing from Community Voice members granted us the opportunity to better design a study that will allow us to create evidence around the ability to safely stop acid suppressive medications and make a true impact on the community we aim to serve.
Collaborating with people with CF and their loved ones through Community Voice is a true testament to the meaning of co-production.

Meghana Sathe, Pediatric Gastroenterologist and Co-Director of the CF Clinic and Therapeutics 
Development Center, Pediatric Program at the University of Texas Southwestern

With more than 85% of people with CF experiencing exocrine pancreatic insufficiency, researchers 
from Synspira Therapeutics also conducted a study to better understand PERT usage in the CF 
community. This survey examined what is important to the CF community regarding how PERTs work, 
the willingness to participate in clinical trials for new PERTs, the perspectives on potential new PERTs, 
and how nutritional statuses are measured in CF patients that utilize PERTs.



MAINTAINING THE MOMENTUM · continued
PROGRESS IN RESEARCH & CARE

The essential partnership with Community Voice 
members helped us stay laser-focused on addressing 
the needs of people living with advanced CF lung disease 
and those who have received lung transplants.

Your time, professional expertise, and life experiences 
have helped us understand topics such as therapies and 

procedural burden (both in care and research), relevance of 
research topics, and how to design studies that align with the 
experience of people with CF.

Carmen Ufret, Lung Transplant Research Director

FOCUSING ON ADVANCED CF LUNG DISEASE & TRANSPLANTATION

Being well-informed and feeling prepared is crucial for making decisions surrounding lung 
transplantation. Through a two-pronged survey completed by people with CF and caregivers 
in Community Voice -- both with and without lung transplant experience -- researchers at the 
University of Washington gained valuable insight into the community’s perspectives and experiences 
surrounding the decision-making process of 
receiving a lung transplant. Members also served 
on a work group to design and pilot a resource 
to help people with CF prepare for discussions 
with their doctors about deciding to have a lung 
transplant.

Community Voice members also began serving 
on the CF Lung Transplant Consortium Steering 
Committee in 2021. As members of this committee, 
people with transplant experience help the 
Foundation establish a group of lung transplant 
centers committed to improving outcomes of lung 
transplant and promote relationships between 
CF and lung transplant care teams. Additionally, 
Community Voice members started serving as 
grant reviewers for the Chronic Lung Allograft 
Dysfunction (CLAD) Biomarkers Review Committee 
to provide feedback on proposal’s feasibility and 
relevance to people with CF who have received a 
lung transplant.

Both committees
focus largely on 

chronic lung 
allograft dysfunction, 

a common 
post-transplant 
complication and 

rising priority for 
the Foundation’s 
Lung Transplant 

Biorepository and 
Patient Registry. 

https://www.cff.org/news/2021-08/cf-foundation-launches-lung-transplant-biorepository-and-patient-registry
https://www.cff.org/news/2021-08/cf-foundation-launches-lung-transplant-biorepository-and-patient-registry
https://www.cff.org/news/2021-08/cf-foundation-launches-lung-transplant-biorepository-and-patient-registry


MAINTAINING THE MOMENTUM · continued
PROGRESS IN RESEARCH & CARE

Keeping the community’s lived experiences 
front and center has been essential in moving the needle 

on infection research. 
Hearing directly from those whom this initiative 
affects the most has been humbling and crucial 

in reaffirming our priorities and goals 
for 2022 and beyond.

Tiffany Burnett, BioPharma Programs Sr. Director and Co-Lead of the Infection Research Initiative

Throughout 2021, Community Voice members  shaped research studies focused on improving CF 
care and treatments. This included studies where members:

• Provided feedback on recommendations aimed to improve access to CF genetic counseling 
with a focus on parents of infants who have had a positive CF newborn screening result

• Shared insights on pulmonary exacerbation treatment and management for the STOP-3 study
• Provided input on home-based stool collection for cancer screening to inform an upcoming 

clinical trial 
• Shared experiences with urinary incontinence to help advance research
• Participated in study design days for behavioral interventions (like mobile health) to help 

sustain the daily care and self-management of CF

Community Voice members have also been an integral piece of nearly every aspect of the Infection 
Research Initiative since its inception in 2018. Most recently, members participated in a survey to 
provide meaningful insights that are informing how the Foundation communicates about infection 
research and the priorities of this initiative, whose robust research portfolio has exceeded more than 
$100M in funding.

INFORMING RESEARCH ON CF CARE

The need to focus on one’s mental health has become increasingly prominent over the past two 
years, and Community Voice members played a vital role in prioritizing and influencing the direction 
of mental health research for people with CF and their loved ones. In 2021, members partnered with 
researchers and CF clinicians to better integrate mental health tools and resources into CF care by 
focusing on topics such as: 

• Mental health screening and follow-up care
• Mental health challenges and identity development for teens and young adults with CF
• The triggers and manifestations of medical traumatic stress
• Future interventions to address a variety of these topics
• Mental health during the COVID-19 pandemic

UNDERSTANDING MENTAL HEALTH & WELL-BEING

https://www.cff.org/research-clinical-trials/infection-research-initiative
https://www.cff.org/research-clinical-trials/infection-research-initiative


PROJECT SPOTLIGHT: Genetic Based Therapies

As we progress on a path to a cure, we have seen major scientific advances towards the development 
of genetic therapies for CF such as RNA therapy, gene editing, and gene therapy. As clinical trials 
are developed for these potential therapies, it is imperative we continue to hear from all in the CF 
community, including those who are currently not benefitting from modulators. Community Voice 
members have played a key role in informing the Foundation’s next steps in genetic therapy through 
major surveys, working groups, and focus groups.

Over the past two years, the Foundation has evaluated the community’s 
understanding, perspectives, and willingness to participate in genetic therapy 
studies through a survey that collected more than 500 responses from adults with CF 
and their caregivers. Results from this study highlighted the need to increase efforts 
in educating and informing the CF community about the science behind genetic 
therapies, as well as the risks and benefits of participating in clinical trials in this 
space. 

The Genetic Based Therapies Working Group was also created in 2021 to holistically address the 
needs of researchers and the CF community surrounding genetic therapies. Members serve as key 
stakeholders on two subgroups dedicated to education efforts. They are tasked with informing 
educational resources for care teams and the CF community, while also advising industry sponsors on 
trial design and feasibility.

As part of the next phase, the working group conducted focus groups with more than twenty 
members to identify the gaps in understanding regarding clinical trials for CF genetic therapies and 
any potential barriers to participation. Thanks to the partnership of Community Voice members and 
this working group, researchers and the CF Foundation are identifying what is most important to the 
CF community and how to chart the course for expanding treatment options for CF – particularly for 
those who are not currently eligible for modulators. As we look towards the future, your support and 
partnership will continue to be vital as we advance the next generation of transformative CF therapies.

CF clinical research is entering a new phase in which 
novel genetic-based treatments will be entering 

clinical trials. It has never been more important than 
now to hear the voice of the CF community 

in these exciting next steps.
JP Clancy, Vice President of Clinical Research

Genevieve Maul, Director of Communications

Community insight is critical to developing 
an effective communications campaign around 

genetic therapies for CF. 
Community Voice members will be instrumental in 

ensuring what we are communicating is accessible and 
resonates with our Intended audience, the community.



The mission of the Cystic Fibrosis Foundation 
is to cure cystic fibrosis and to 

provide all people with CF 
the opportunity to lead long, fulfilling lives by 

funding research and drug development, 

partnering with the CF community, 
and advancing high-quality, specialized care.

The mission of the Cystic Fibrosis Foundation 
is to cure cystic fibrosis 

and to provide all people with CF 
the opportunity to lead long, fulfilling lives by 

funding research and drug development, 
partnering with the CF community, 

and advancing high-quality, specialized care.

Encourage others to join Community Voice!

If you know others who want to get more involved 
and help shape research, care, and programs, 

please encourage them to join by visiting 
cff.org/CommunityVoice.

https://www.cff.org/Get-Involved/Connect/Community-Voice/


4550 Montgomery Avenue
Suite 1100N
Bethesda, MD 20814

1.800.FIGHT.CF
cff.org/CommunityVoice

https://www.cff.org/Get-Involved/Connect/Community-Voice/

