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TOGETHER, WE ARE e
MAKING AN IMPACT. e



DEAR FRIENDS,

| am continuously inspired by the resilience of the cystic

fibrosis community. In the face of another year of challenges,

your determination has been vital to the tremendous progress we

are making to support the development of transformative therapies
for tomorrow and to help people with CF live their best lives today.

In 2021, we reached new heights

as we worked together to drive advances
in three critical areas — Cure, Care,

and Community.

The Cystic Fibrosis Foundation continued
to invest boldly, funding the most
promising science to accelerate treatments
for the underlying cause of CF and to

find a CURE for every person with the
disease, no matter their mutations.

Our multidisciplinary CARE model
continues to evolve to meet the changing
needs of people with CF, while also
putting the expertise of the individual
living with CF at the center of their care
team. Innovations in CF care will continue
to improve on one of last year’s most

CYSTIC FIBROSIS FOUNDATION

remarkable achievements — attaining a
median predicted survival of 50 years for
people with CF. We expect to see life
expectancy continue to climb as CFTR
modulators become available to younger
people with CF, including this year’s FDA
approval of Trikafta® for children ages
6-11 moving us even closer to that goal.

As we make greater progress in improving
health outcomes, we have sharpened our
focus on addressing health inequities in
the CF COMMUNITY, and strengthened
our commitment to embedding racial
justice principles in all we do. Over the
past year, we listened closely to Black,
Hispanic, and other people of color about
their experiences with cystic fibrosis.

The perspectives that these community

members generously shared will guide
the Foundation as we aim to help improve
care, health outcomes, representation,
and inclusion among all people with CF.

Recognizing the critical benefits of
connection for the CF community, the
Foundation created more opportunities
to bring people together to learn and

find support, facilitating more than

600 virtual and chapter events. From
the hundreds who ROSE UP for a cure
and walked in Great Strides, to the
generous donors who supported our
launch of our Milestones IlI: Driven by a
Dream campaign, we are energized by
your enthusiasm and commitment.

The force behind all these successes is the cystic fibrosis community,
and your passion is what fuels our shared mission. | have no doubt that
together we will move forward to achieve our highest goal of finding

a cure and ensuring that no one person is defined by their disease.

With gratitude,

President and CEO

Michael P. Boyle, MD

Cystic Fibrosis Foundation
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CURE

Together, We Are Driving Toward a Cure

Throughout 2021, the Foundation continued our relentless pursuit of a cure.

We furthered our mission by advancing the most promising science to deliver

treatments that target the underlying cause of cystic fibrosis for every person

with the disease, no matter their mutations.

We are identifying and attracting the world's best scientists across both industry

and academia — especially experts in genetic therapies — to focus their research on CF.

IGNITING THE DEVELOPMENT
OF GENETIC THERAPIES

Genetic therapies are the key to developing
a cure for CF. We are committed to turning

today’s genetic therapy research into

tomorrow’s cures. The road ahead has many
challenges, but we face them with the same

resolve that we applied in the early days
of modulator research, which has come to
transform care for many people with CF.

We are particularly excited about several

genetic therapy collaborations that have
great potential to drive progress.

CYSTIC FIBROSIS FOUNDATION

ONE OF OUR BOLDEST
INVESTMENTS EVER

In a first-of-its-kind deal, the Foundation
committed up to $110 miillion to a
collaboration with Pioneering Medicines,
an initiative of Flagship Pioneering, to fund

a new company specifically focused on CF,
This company will bring together emerging
technologies from several Flagship-founded
companies — each focused on a different piece
of the genetic therapy puzzle. In the near
term, the company will advance at least two
innovative genetic therapy approaches for CF.

S110M

COMMITTED TO
PIONEERING MEDICINES

TAKING ON THE MOST
PRESSING BARRIERS TO
GENETIC THERAPIES

Developing genetic therapies for cystic fibrosis can
be more challenging than for other genetic diseases
because of the lungs’ natural defense mechanisms.
We are working with Deep Science Ventures to tackle
these challenges by assessing the most pressing barriers
to genetic therapies, exploring the feasibility of potential
solutions, and designing proof-of-concept studies.

Our goal is to uncover and design new technologies
that will move us closer to a cure for cystic fibrosis.

© Rowland, 10 months

Cambrey, Rowland's Mother

When | was pregnant,

| did a carrier screening

for CF, which was negative.
Rowland’s newborn screen was
negative as well. But, we later
learned that Rowland has two
rare mutations.

The hardest part of processing
his diagnosis is knowing that
neither of these mutations are
currently eligible for a modulator.
While Rowland is not at the age
where he would be eligible for
Trikafta anyway, | wish we had
the reassurance of knowing that
he could at least try it at age

6. We have an opportunity to
participate in a study to see if one
of his mutations may respond

to a modulator in the lab, so the
possibility of having a treatment
available in the future feels

so close.


https://www.cff.org/research-clinical-trials/research-genetic-therapies
https://www.cff.org/news/2021-11/cystic-fibrosis-foundation-strikes-first-its-kind-deal-pioneering-medicines-flagship
https://www.cff.org/news/2021-06/cf-foundation-launches-new-collaboration-overcome-challenges-developing-genetic

CURE

Together, We Are Building Momentum

In 2021, we continued to seek out the most promising research opportunities to potentially

benefit all people with CF as part of our $500 million Path to a Cure initiative.

AGGRESSIVELY PURSUING
TREATMENTS FOR NONSENSE
AND RARE MUTATIONS

Despite extraordinary progress in helping
people with cystic fibrosis live longer and
healthier lives, there are many people with

CF, including those with rare or nonsense
mutations, who are still waiting for a
breakthrough treatment for the underlying
cause of their disease. We are excited to fund
multiple innovative genetic therapy research
strategies that have the potential to help these
members of our community.

HOMING IN ON SPLICING MUTATIONS

Splicing mutations disrupt the production

of functional cystic fibrosis transmembrane
conductance regulator (CFTR) messenger
ribonucleic acid (MRNA), which is required for
cells to produce the CFTR protein. We awarded
up to $8.4 million to SpliSense to develop a
therapy for people with CF who have splicing
mutations. If successful, it could potentially
inform the development of additional therapies
for other rare mutations.

CYSTIC FIBROSIS FOUNDATION

INNOVATING TO MAKE
GENE DELIVERY A REALITY

We are supporting many studies that

are researching gene delivery, a process
needed to deliver a gene therapy to the body
without triggering an immune response.

We funded Carmine Therapeutics to test a
new technology to deliver the CFTR gene into
the cell and in GenexGen Inc. to develop a
drug to dampen the body’s immune response.

TARGETING NONSENSE MUTATIONS
WITH GENE EDITING

We are funding multiple early, proof-of-
concept research studies, including Life Edit
Therapeutics to explore a unique gene editing
technology in CF. Our funding will enable the
company to explore options that could correct
the six most common nonsense mutations in
cystic fibrosis. We are also investing in Specific
Biologics to study a gene editing approach
aimed at correcting the three most common
nonsense mutations in CF.

We funded 89 studies to pursue
treatments for all people with CF,
regardless of mutations.

EXPANDING ACCESS TO MODULATORS

2021 heralded a new era in CF care, in part because of

the dramatic beneficial effects of Trikafta® (elexacaftor/
tezacaftor/ivacaftor) for many people with cystic fibrosis
with certain mutations. With the FDA approval of Trikafta
in June for children ages 6-11, younger people now have
access to this treatment, which may help stave off the most
common CF complications before they start. Today, a clinical
trial is underway to evaluate Trikafta in children ages 2-5 and
we are hopeful that it will bring a transformative treatment
option to some of the youngest members of the cystic
fibrosis community.

Gene Delivery

For genetic therapies to work
in CF, specifically engineered
DNA or RNA molecules must
enter cells of the lung or other
affected organs. Gene delivery
is the process of delivering
these molecules into cells.

‘0

Gene Editing

Gene editing uses the cell’s
own DNA repair machinery to
correct a mutation in the DNA.
To correct a CFTR mutation

in the DNA, the tools needed
for gene editing must insert
themselves into the cell.

J

mRNA Therapy

mRNA therapy involves repairing
or replacing messenger RNA,
which carries the instructions for
making the CFTR protein from
the DNA to the protein-making
machinery of the cell.



https://www.cff.org/news/2021-05/cf-foundation-invests-84m-splisense-development-potential-rare-mutation-therapy
https://www.cff.org/news/2021-05/cf-foundation-invests-84m-splisense-development-potential-rare-mutation-therapy
https://www.cff.org/news/2021-12/cf-foundation-awards-more-18m-three-companies-genetic-therapies-research
https://www.cff.org/press-releases/2021-09/cf-foundation-awards-contract-life-edit-therapeutics-explore-gene-editing
https://www.cff.org/press-releases/2021-09/cf-foundation-awards-contract-life-edit-therapeutics-explore-gene-editing
https://www.cff.org/node/631
https://www.cff.org/node/631

CURE

Together, We Are Pursuing Tomorrow’s Treatments

The Foundation’s Drug Development Pipeline comprises potential treatments for

the root cause of CF and its many complications, including mucociliary clearance,

inflammation, infection, and nutrition/Gl.

2021 PIPELINE PROGRESS

Restore
CFTR Function

Mucociliary Clearance

Inflammation

Infection

CYSTIC FIBROSIS FOUNDATION

VX121 + tezacaftor + VX-561 (Vertex) advanced to Phase 3
Pioneering Medicines added in preclinical
SpliSense added in preclinical

Arrowhead ARO-ENaC added in Phase 1

Brensocatib (Insmed) added in Phase 2

BX004-A (BiomX) added in Phase 2

Inhaled nitric oxide (LungFit™ GO) (Beyond Air) added in Phase 2
Opelconazole (Pulmocide) added in Phase 2

Kinnear Pharmaceuticals added in preclinical

PRE-CLINICAL PHASE 1 PHASE 2

Initial Testing Human
in Laboratory Safety Trial

Human Safety
+ Efficacy Trial

VX-121 + tezacaftor + VX-561
ABBV-2222

ABBV-3067

ELX-02

VX-561 (deutivacaftor)
ABBV-191

MRT5005

_ 4D Molecular Therapeutics
I A cturus Therapeutics
B 2o Inc.
I Fioncering Medicines
I R-:t= Pharmaceuticals
I R<Code Therapeutics
I Southern Research Institutes
I Soirovant Sciences
B co'iSense

OligoG

ARO-ENaC

ETD002

Brensocatib

LAU-7b

CB-280

Lonodelostat

Inhaled levofloxacin (Quinsair™)

Intravenous gallium

AP-PAQ2

BX004-A

Inhaled nitric oxide (LungFit™ GO)

Inhaled nitric oxide (Thiolanox®)

Opelconazole

SPI-1005
AR-501 (Panaecin™)
ALX-009
SNSP113
Inhaled murepavadin
Kinnear Pharmaceuticals
Matinas BioPharma
Microbion Biosciences
Respirion Pharmaceuticals
TB Alliance
Nutrition/Gl MS1819-SD

Nutrition/Gl | Synspira

PHASE 3
Definitive
Trial
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http://www.cff.org/howdrugsgetonthepipeline
http://cff.org/trials/pipeline

CARE

Together, We Are Changing
What It Means to Live With CF

Now more than ever, adults with cystic fibrosis are working in partnership with their

care teams to take charge of their health. By continuing to apply the principles of our
multidisciplinary care model, care teams are helping people with CF achieve milestones
never thought possible.

ACHIEVING A LANDMARK LONGEVITY MILESTONE

A key benchmark of our progress has always been the median predicted age of survival among people
with cystic fibrosis. For children born between 2016 and 2020, the median predicted survival age
reached 50 years for the first time ever. This achievement is a powerful tribute to the decades of
perseverance by the entire CF community and a milestone we are committed to surpassing.

MAKING REMARKABLE IMPROVEMENTS IN IMPORTANT HEALTH OUTCOMES

23.2% 109 60%

FEWER PULMONARY FEWER LUNG OF 18-YEAR-OLDS HAVE
EXACERBATIONS AMONG ADULTS TRANSPLANTS COMPARED NORMAL LUNG FUNCTION, UP
COMPARED TO PREVIOUS YEAR TO PREVIOUS YEARS FROM 30% A DECADE EARLIER

CYSTIC FIBROSIS FOUNDATION

OPTIMIZING CARE FOR
INDIVIDUALS TAKING TRIKAFTA

With many people living with cystic fibrosis
now taking Trikafta and experiencing changes

in their health, we're investing in research to better
understand how to optimize care and further empower
people with CF to steer their own care.

© Valerie, 63

I was born in 1959 and
diagnosed at 22 months old.

e The HERO-2 study aims to characterize real-world outcomes for
people taking Trikafta by enabling them to use an online tool to
actively track their health and report symptoms and treatment use over
12 months — all from the comfort of their own home. This research
will inform the evolution of CF care, help prioritize future research, and My parents were told | wouldn't

live long enough to attend

kindergarten. Today, | am 24 years
post bilateral lung transplant,

a mother of twins, and a

grandmother! My transplanted

lungs are 10 years older than me
at 73. Transplant is like trading
one disease for another but being

able to breathe is everything! I'm

not ‘cured’ because | still have

support programs to meet the needs of people taking modulators.

e The SIMPLIFY study is exploring whether teens and adults taking
Trikafta can safely stop two relatively burdensome therapies — inhaled
hypertonic saline and dornase alfa — to potentially make day-to-day
life easier.

e The PROMISE study, which is looking at the effects of Trikafta
on the entire body, is the largest clinical study fully funded by the
Foundation. It is starting to report data on the impact of Trikafta on
multiple areas beyond lung function in both children and adults.

cystic fibrosis. Sadly, I lost my
brother, who also had CF, at the
age of 60, four years after his lung
transplant. I'm so blessed to be
‘old" and enjoying my family and

57% of people in
the CF Foundation
Patient Registry are
adults, growing by

friends in retirement.

about 1% each year.


https://www.cff.org/press-releases/2021-06/first-its-kind-study-uses-smartphone-track-cystic-fibrosis-real-life
https://www.cff.org/Trials/Finder/details/580/SIMPLIFY-Study-to-evaluate-stopping-inhaled-hypertonic-saline-or-dornase-alfa-in-people-with-CF-who-are-taking-the-triple-combination-modulator-elexacaftor-tezacaftor-ivacaftor
https://apps.cff.org/trials/finder/details/540/Study-to-evaluate-the-effects-of-the-triple-combination-modulator-elexacaftor-tezacaftor-ivacaftor-PROMISE
https://www.cff.org/media/23476/download

CARE

IMPROVING OUTCOMES FOR PEOPLE WITH ADVANCED LUNG DISEASE

Not everyone living with cystic fibrosis has benefited equally from advances in
treatments and care. As part of our commitment to caring for all people with

CF wherever they are on their journey, we continue to make great strides in our
Advanced CF Lung Disease Initiative to support people with advanced disease
and lung transplantation.

In collaboration with the Cleveland Clinic, we launched the Lung Transplant
Biorepository and Patient Registry to further understand the factors that affect
lung transplant outcomes and identify ways to prevent complications.

In addition, the Foundation invested $3.5 million in Pulmocide Limited to develop an
inhaled treatment to prevent Aspergillus fungal infections, one of the most common
infections in lung transplant recipients. People with CF are at greater risk of this
infection because they are more likely to have fungus in their airways, even before
transplant, which can lead to an invasive infection after transplant.

2021

LAUNCHED THE LUNG INVESTED IN
TRANSPLANT BIOREPOSITORY PULMOCIDE LIMITED
AND PATIENT REGISTRY

CYSTIC FIBROSIS FOUNDATION

$3.5M

There was
a sharp increase in
pregnancies reported
to the CF Foundation
Patient Registry over
previous years.

EVOLVING AND STRENGTHENING OUR CARE MODEL

With advances in cystic fibrosis treatments transforming care for many people, and more adults than
children with CF than ever before, no two CF journeys are the same. That's why we are continuing to
evolve our care model to meet the needs of all people living with CF in a rapidly changing community.
We're focusing on building upon innovations from the pandemic (such as telemedicine) and creating
options for more individualized care. While it's early days, we are considering how the care model can:

[ o + =
Reflect the needs of Incorporate more Coordinate care Put patient data in the hands
a diverse community specialized care across providers of people with CF so they are
and institutions better equipped to help drive

their care with their care team
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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/2021-12/cf-foundation-invests-35-million-pulmocide-development-novel-antifungal-treatment-lung

CARE

Together, We Are Exploring
New Ways to Fight Infections

As we seek new opportunities to invest in the development of
transformative therapies for tomorrow, we are also working to address the
complications of living with CF today, including infections that can lead to
increased risk of worsening lung disease.

SUPPORTING POLICIES THAT STIMULATE THE DEVELOPMENT
OF NOVEL ANTIBIOTICS

In addition to directly funding research, the Foundation is supporting
public policies to encourage others to invest in developing novel
antibiotics. In June, the Foundation affirmed support for the
bipartisan PASTEUR Act, proposed legislation that aims to spur
vital investment in new antibiotics. If passed, the legislation has

the potential to revitalize the global marketplace for antibiotics,
bringing urgently needed medicines for drug-resistant

infections to patients — benefiting people with cystic fibrosis,

and all Americans.

In 2021, we reached our goal

of funding $100 million for our
Infection Research Initiative nearly
two years ahead of schedule.

CYSTIC FIBROSIS FOUNDATION

DRIVING INNOVATIVE RESEARCH

Pseudomonas is one of the most common bacteria found in people with CF, and once it's
established in the airways, it's very difficult to eliminate. The Foundation is investing up to

$3 million in Kinnear Pharmaceuticals to conduct preclinical testing of its investigational broad-
spectrum anti-infective, which has the potential to treat multi-drug-resistant Pseudomonas and
other infections in people living with CF.

Nontuberculous mycobacteria infections are difficult to treat and are becoming increasingly
prevalent among people with CF. The current standard of care involves lengthy courses of
antibiotics that are associated with serious side effects. The Foundation is investing up to
$2.17 million in Beyond Air® to support the development of a portable inhaled nitric oxide
treatment. Researchers believe that increasing levels of nitric oxide in the body could help
eliminate bacteria and increase lung function in people with CF.

oM

INVESTING IN KINNEAR
PHARMACEUTICALS

S2.1IM

INVESTING IN BEYOND AIR®

The Foundation
funded 179 infection
studies, including for
phage therapy, multi-

organism infections, and
Burkholderia cepacia.
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https://www.cff.org/press-releases/2021-06/cystic-fibrosis-foundation-affirms-support-introduction-pasteur-act
https://www.cff.org/press-releases/2021-01/cf-foundation-has-awarded-3m-kinnear-pharmaceuticals-anti-infective
https://www.cff.org/press-releases/2021-02/cf-foundation-awards-217-million-beyond-airr-develop-portable-ntm-treatment
https://www.cff.org/research-clinical-trials/infection-research-initiative

COMMUNITY

Together, We Are More Than This Disease

2021 was another challenging year for many people in the CF community. We found hope,

however, during difficult times by forging deeper connections that taught us more about

what it means to live with cystic fibrosis and what's possible when we come together.

Thanks to the tremendous efforts of the CF

community — the heartbeat of our Foundation —

we are stronger together after a year of
showing up for one another in more ways
than ever before:

e More opportunities for learning
and connecting through virtual
conferences and events.

e More input from people with CF to
guide research, care, and program and
resource development to best meet the
unique needs of our diverse community.

¢ More active listening to communities
that have been historically underserved
so that we can effectively help all people

with CF live their healthiest lives possible.

e More possibilities for innovation as we
again exceeded our fundraising goals,
enabling us to keep advancing critical
research for people living with CF.

® S$86M:

RAISED TO FUND OUR MISSION

CYSTIC FIBROSIS FOUNDATION

MORE THAN $86 MILLION RAISED
TO FUND OUR MISSION

From Great Strides to epic climbs, hikes,
and rides, the CF community came together in
support of a cure of CF:

Milestones lll: Driven by a Dream,

an extraordinary effort to help advance
the development of genetic therapies
and treat manifestations of CF, surpassed
$57 million. We thank the Milestones IlI
Committee Chair, Joseph O'Donnell,
and the many donors that have made
gifts to support the campaign.

ROSE UP, a virtual event developed and
led by adults with CF, brought together
hundreds of people to raise $450,000 in its
second year. We thank ROSE UP sponsors,
AbbVie, Vertex Pharmaceuticals Inc.,
Walgreens, and Nestle Health Sciences.

Matching Your Support: Thank you to
the Stremick Family and the Delaney
Binker Family Cure Cystic Fibrosis Miami
Foundation for generously matching the
community’s donations toward Giving
Tuesday and our legacy society.

MORE VIRTUAL COMMUNITY
CONFERENCES BRING THE
COMMUNITY TOGETHER

RESEARCHCON

Researchers, clinicians, and community members
discussed the latest on cystic fibrosis research and topics of
interest — including the session “See Us: Faces of
Disparities in CF Care and Experience.”

CF MINICON: TRANSPLANT

Attendees learned about and shared their experiences
with transplant and living with advanced CF lung disease,
which created opportunities for open conversations and
community connections.

BREATHECON

This event brought together adults with CF to discuss
the challenges of living with the disease.

O Neema, 39

| was diagnosed at age 28. |
spent a long time wondering
why | had these symptoms and
why | wasn't being diagnosed.

The BreatheCon conference this
year was actually the first time |
ever participated in any type of
CF-related event. | was able to
participate on a panel where we
discussed having rare mutations.
Meeting other people with CF
you realize, ‘'wow, there's other

people out there who have to
deal with this.” It's really nice to
have that support and know that
somebody else has gone through
something like you have.


https://www.cff.org/researchcon-2021
https://www.cff.org/cf-minicon-transplant-2021
https://www.cff.org/get-involved/breathecon

ooe

COMMUNITY

MORE VOLUNTEERS MAKING
A DIFFERENCE

2021 was a big year for both Tomorrow'’s
Leaders, a group for young professionals

who believe in the Foundation’s mission,

and Grampions, a group of grandpersons
passionate about helping people with CF

live their best lives. Tomorrow’s Leaders
engaged their 1,500 active members through
17 professional and personal development
sessions. And this year, around 400 Grampions
joined the program to participate in events like
National Grandparents Day, where activities
ranged from music trivia to a comedy show.

MORE THAN 8,000 REQUESTS
FOR HELP FIELDED BY COMPASS

CF Foundation Compass is where people with
cystic fibrosis and their families can turn for help
navigating the challenges of living with CF. Last
year, case managers fielded more than 8,000
requests, saving more than $1.5 million for the
people they served.

In 2021, Compass was recognized with official
accreditation from the Alliance of Information
and Referral Systems, the sole source of
standards, accreditations, and certification for
community information and referral services.

CYSTIC FIBROSIS FOUNDATION

MORE INPUT FROM THE COMMUNITY
TO INFORM EVERYTHING WE DO

We are listening closely to what matters most
to the CF community. One way we gain this
important input is through Community Voice,
which grew in 2021 to gather community
perspectives on 85 projects, with topics
ranging from COVID-19, to experience of care,
to health equity. These conversations led to
many constructive changes, including our first
Spanish-language event in 2021. Read more in
the Community Voice 2021 Year in Review.

We are committed to serving all people with CF
by improving care, outcomes, representation,
and creating an inclusive environment for those
who are under-resourced. Through our diversity,
racial justice, and inclusion initiative, we are
advancing this vital work. One of our many
efforts included responding to the NIH's Call
for Information on Diversity and Inclusion to
improve racial equity, diversity, and inclusion in
the biomedical research workforce.

The Foundation also conducted a survey

and recruited focus groups, resulting in the
Communities of Color Report. These findings
allowed us to better understand the unique
needs of people of color in the CF community
and inform ongoing conversations about what it
truly means to live with cystic fibrosis.

600+ virtual

events created

opportunities for
learning, connecting,

MORE CALLS FOR ACTION: o
MAKING AN IMPACT ACROSS THE COUNTRY mech™

In 2021, our volunteer advocates took collective action, connecting with
lawmakers to drive our legislative and regulatory agenda forward.

@ 5,300 Ly

CALLS T0 SUPPORT CF
ADVOCACY ENGAGEMENT BY STATE

PROGRAMS IN STATE BUDGETS
Engagement is inclusive of letters, statements,
testimonies, and public comments to state-
level policy and decision-makers.

MAP KEY

@® 2 engagements

@® 3 engagements

® 4 engagements
5 engagements
6+ engagements
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https://www.cff.org/support/get-help-cf-foundation-compass
https://www.cff.org/get-involved/community-voice
https://www.cff.org/sites/default/files/2022-03/Your-2021-Impact-Through-Community-Voice.pdf
https://www.cff.org/node/651
https://www.cff.org/node/651
https://www.cff.org/sites/default/files/2022-05/CF-Foundation-Communities-of-Color-Report.pdf

Board of Trustees and Corporate Officers

National Corporate Champions

Curing cystic fibrosis and caring for people with CF is a community effort and takes many
resources. We are grateful for the generosity of our National Corporate Champions, who

provide direct support of $100,000 or more to support our search for the cure and efforts to TRUSTEES AND ADVISORS sf’b‘z: H Niehaus
. Ice alr
improve the lives of people with CF g:therlne C. McLoud
air

PLATINUM

SILVER

BRONZE

CYSTIC FIBROSIS FOUNDATION

American Airlines

AbbVie

BJ’s Restaurants, Inc.
Chiesi USA

Citi

Costco Wholesale
Deloitte

Driven Brands

Duke Energy

FedEx

Genentech

Hyatt Hotels

Mascaro Construction
- Construct the Cure
Western Pennsylvania

Mastercard

Choate Construction

Seibels

Snellings Walters Insurance Agency

MC Companies and Sharing
the Good Life Foundation

Merrill, a Bank of America
Company

Nestle Health Sciences
Quantum

Samsung Electronics

Tito’s Handmade Vodka
T-Mobile for Business

Truist Bank

UPMC/UPMC Health Plan
Valvoline Instant Oil Change
Viatris

Walgreens

Michael L. Beatty, Esq.
Nonvoting, Leadership Council Chair

Jessica H. Boyd, MD, MPH
Michael P. Boyle, MD

James R. Butler, Il
Nonvoting, Advisor

Dominic J. Caruso

Louis A. DeFalco
Vice Chair

Teresa L. Elder
Vice Chair

Richard J. Gray, Esq.
Carole B. Griego, MD

Peter J. Mogayzel Jr., MD, PhD
Nonvoting, CF Care Center Representative

Chad T. Moore
Paul A. Motenko

David A. Mount
Treasurer

Eric R. Olson, PhD
Vice Chair

Eric C. Schneider, MD
Nonvoting, Advisor

Steven Shak, MD

Eric J. Sorscher, MD
Nonvoting, Medical Advisory Council Chair

Jennifer Taylor-Cousar, MD
Nonvoting, Advisor

Doris F. Tulcin
Nonvoting, Chair Emeritus

John S. Weinberg
Executive Vice Chair

Paul W. Whetsell

KC Bryan White
Adult Advisory Council Chair

CORPORATE OFFICERS

Michael P. Boyle, MD
President and CEO

Irena Barisic
Executive Vice President and Chief Financial
and Administrative Officer
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Statements of Financial Position

Condensed Financial Information*
As of December 31, 2021 and 2020

ASSETS

Cash and cash equivalents
Investments

Program-related investments
Due from investment managers
Receivables, net

Other assets

Fixed assets, net

Total assets

LIABILITIES AND NET ASSETS

Accounts payable and other liabilities

Awards payable

Total liabilities

NET ASSETS

Without donor restrictions

With donor restrictions

Total net assets

Total liabilities and net assets

2021 2020
70,761,826 $ 69,557,739
5,511,454,593 5,201,460,415
44,431,815 26,512,601
11,258,440 11,155,925
37,504,449 47,664,844
8,057,398 5,799,425
7,641,454 7,848,712
5,691,109,975 $ 5,369,999,661
42,584,432 $ 34,541,037
231,895,234 236,465,610
274,479,666 271,006,647
5,398,556,832 5,089,568,156
18,073,477 9,424,858
5,416,630,309 5,098,993,014
5,691,109,975 $ 5,369,999,661

*The independently audited financial statements of the Cystic Fibrosis Foundation

are available online at the Foundation's website, cff.org.

CYSTIC FIBROSIS FOUNDATION

ORGANIZATION

The accompanying financial statements include the
operations of the Cystic Fibrosis Foundation, including all
of its field offices (the “Foundation”).

CASH AND CASH EQUIVALENTS

Cash and cash equivalents represent demand deposits,
money market funds and money market mutual funds.
Cash equivalents consist of highly liquid investments with
original maturities of three months or less and present
an insignificant risk of change in value. Cash and cash
equivalents that are held as part of the Foundation'’s
investment portfolio are reported within investments.

INVESTMENTS

Investments as of December 31, 2021 included

primarily fixed income securities, global public equity
securities and interests in alternative investment funds.
Authoritative guidance requires an entity to maximize
the use of observable inputs when measuring fair value.
The guidance describes three levels of inputs that may
be used to measure fair value: Level 1 - Quoted prices
in active markets for identical assets or liabilities. Level

2 - Observable inputs other than Level 1 prices, such as
quoted prices for similar assets. Level 3 - Unobservable
inputs that are supported by little or no market activity
and that are significant to the fair value of the assets.
The Foundation carries its cash and cash equivalents,

all investment balances and certain other assets at

fair value. Financial instruments measured at fair value
on a recurring basis as of December 31, 2021 were
$2,317,689,475 in Level 1 assets, $1,699,936,498 in Level
2 assets, and $22,405,262 in Level 3 assets. Level 2 assets
include $58,842,325 which are part of cash equivalents in
the statement of financial position. Investments totalling
$1,574,697,498, which are measured at fair value using
net asset value as a practical expedient, have not been
categorized in the fair value hierarchy.

PROGRAM-RELATED INVESTMENTS

The Foundation makes program-related investments

in companies with cystic fibrosis-related projects.

These include direct equity investments, investments in
equity funds, and a convertible promissory note. Equity
investments are stated at fair value using quoted market
prices or net asset value (NAV) as a practical expedient.
The promissory note is recorded at net realizable value
and included in receivables, net on the statement of
financial position.

AWARDS PAYABLE AND COMMITMENTS

The Foundation generally awards medical/scientific
grants and contracts for periods of three years or less.
Grants are awarded contingent upon renewal criteria

at the beginning of each award period. Awards are
expensed at the time the Foundation unconditionally
commits to fund the grant or, for those contracts with
measurable performance milestones, when the milestone
has been met. As of December 31, 2021, in addition to
awards payable, the Foundation has medical scientific
grant commitments of approximately $89,709,000 which
extend through 2027. These subsequent year awards are
contingent upon renewal criteria, and therefore the costs
and liabilities are not reflected in the financial statements.
Certain agreements provide for future contracted

drug discovery and development research payments
amounting to approximately $110,397,000. These costs
will be expensed when the services are provided.

LIQUIDITY AND AVAILABILITY
OF RESOURCES

The Foundation’s financial assets available for general
expenditures, such as program expenses, grants and
other operating expenses, within one year of December
31, 2021 are $3,331,200,123. The Foundation's Board

of Trustees approves an annual operating budget and
the Investment Committee of the Board of Trustees
approves redemptions from the investment portfolio
sufficient to meet projected cash needs. The Foundation
maintains cash and highly liquid securities sufficient to
meet anticipated cash needs for operations, capital
commitments, and new investments over an eighteen-
month rolling period.
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Statements of Activities

Condensed Financial Information*
For the years ended December 31, 2021 and 2020

REVENUE
SUPPORT RECEIVED FROM THE PUBLIC
Special event revenue
Direct benefit expenses
Net special event revenue
General contributions

Total support received from the public

Proceeds of sale of intangible rights
under drug discovery agreement

Licensing, royalties, and other revenue

Total revenue

EXPENSES

PROGRAM SERVICES
Medical programs

Public and professional
information and education

Community services

Total program services
SUPPORTING SERVICES

Management and general
Fundraising
Total supporting services
Total expenses
(Decrease) increase in net assets from operations

OTHER CHANGES IN NET ASSETS

Net nonoperating investment income

Increase in net assets

2021 2020

$ 49,300,487 48,066,235
(3,448,201) (3,754,416)
45,852,286 44,311,819
40,694,173 28,976,537
86,546,459 73,288,356

— 571,461,652

24,605,498 50,042,692
111,151,957 694,792,700
276,420,200 282,175,539
23,518,542 24,580,646

19,555,794 20,822,084
319,494,536 327,578,269
24,733,935 23,803,901
20,846,912 21,579,521
45,580,847 45,383,422
365,075,383 372,961,691
(253,923,426) 321,831,009
571,560,721 540,453,173

$ 317,637,295 862,284,182

*The independently audited financial statements of the Cystic Fibrosis Foundation

are available online at the Foundation's website, cff.org.

CYSTIC FIBROSIS FOUNDATION

MEASURE OF OPERATIONS

The Foundation includes in its measure of operations

all support received from the public, income on
investments designated for operations, royalty revenue,
other revenue and all costs of program and supporting
services. The measure of operations excludes interest
and dividends and realized and unrealized gains or losses
on nonoperating and program-related investments.
Nonoperating investments are amounts identified for
investment over the intermediate to long term.

REVENUE RECOGNITION

Contributions are recorded as revenue when received

or when the donor has made an unconditional promise
to give. Contributions received for future events are
recorded as refundable advances and are recognized

as revenue in the year in which the event takes place.
Conditional promises to give are not recognized until
the conditions on which they depend are substantially
met. Contributions of assets other than cash, including
gifts-in-kind, are recorded at their estimated fair value at
the date of the gift. Contributions received are recorded
as revenues with or without donor restriction. All donor-
restricted support, including related investment income
and realized and unrealized gains and losses, is reported
as an increase in net assets with donor restrictions. When
a restriction expires (that is, when a stipulated time
restriction ends or purpose restriction is accomplished),
net assets with donor restriction are reclassified to

net assets without donor restriction and reported in

the statement of activities as net assets released from
restrictions.

Revenues from contracts with customers are recognized
when or as performance obligations have been satisfied.
Licensing revenue is recognized at a point in time for
licenses issued to use intellectual property or over time
for licenses granted to access intellectual property. Sales-
based royalty revenue is recognized at the later of when
1) the sales occur and 2) the associated performance
obligation has been satisfied. Licensing and royalty
revenue are included in other revenue in the statement
of activities. Amounts received in advance of the
performance period are recorded as deferred revenue.

The Foundation retains legal and beneficial rights to
intellectual property developed under certain scientific
grants and drug discovery agreements. At times, the
Foundation may sell its intangible rights under certain
agreements in exchange for a lump sum. Amounts
received under these agreements are recorded when
rights are forfeited and proceeds are receivable.

In October 2020, the Foundation entered into an
agreement to sell its intangible rights to future revenue
under a drug discovery agreement. Net revenue from
the transaction was $571,461,652, which consists of
gross proceeds of $575,000,000, net of $3,538,348 of
transaction costs. The net proceeds from the transaction
are classified in operating activities on the statement of
cash flows.

LEASE COMMITMENTS

The Foundation is obligated under various operating
leases for office space as of December 31, 2021. The
approximate future minimum rental commitments,
subject to escalation, are $31,920,000. The Foundation
has entered into sublease agreements with tenants to
occupy its former headquarters and certain chapter office
spaces. As of December 31, 2021, the approximate future
minimum sublease rental payments due from sublease
tenants are $2,247,000.
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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.



