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NEW PFF REGISTRY LOGO PUTS THE FOCUS ON PATIENTS

When the time came to design a new logo for

the PFF Registry, one thing was clear: “We wanted
to keep the focus on the patient and how we bring
the PF community together,” says Junelle Speller,
Vice President, PFF Registry. “Our focus on
improving life for patients with pulmonary fibrosis
drives everything we do.”

Remarkable in its simplicity, the new logo features
an abstract drawing of a person. The upraised
arms signify hope, while the PFF’s familiar blue
and green colors represent the way the PFF Reg-
istry links patients and researchers. The figure’s

intersecting lines subtly remind the viewer of
both the medical profession’s caduceus symbol
and the helix of our own DNA.

The new logo complements — but never over-
whelms — the bold type and stylized lungs of the
PFF's overall logo. Finally, the PFF Registry’s new
tagline appears with the figure to round out the
new logo in a fresh, memorable way.

Patient powered.
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DEAR FRIENDS,

As the newly appointed Chief Medical Officer of
the Pulmonary Fibrosis Foundation, | am honored
to help lead the tremendous effort to expand the
PFF Registry.

With more than 250,000 Americans living with
pulmonary fibrosis (PF) and interstitial lung
disease (ILD), the quest for faster and more
accurate diagnoses, better treatments, and a
cure is more urgent than ever. What we do know
is that more research is vital for improving the
lives of patients and, ultimately, preventing
these diseases.

We are proud to announce the launch of the
PFF Community Registry. This new data set will
share even more information — from patients
living with PF and their caregivers and family
members and lung transplant recipients who
have had PF — with researchers for analysis.

Researchers currently have access to almost
five years of data from patients who joined the
PFF Care Center Registry when it opened for
enrollment in 2016. To date, almost 40 studies
have been developed or are underway

using this data at no cost to investigators.

These studies examine questions such as the

use of antifibrotic medications, impact of cough
on quality of life, and characteristics associated
with patients using oxygen. This all translates to a
value of over $32 million that would be needed to
conduct this research.

As we stand on the cusp of new solutions for
patients with PF and their loved ones, we invite
you to join us in the PFF Registry. Whether you
enroll or make a gift to the Registry, your support
of our efforts to accelerate progress and provide
data to researchers is crucial.

The PFF Registry is the gateway to a world without
pulmonary fibrosis. Join us today!

Sincerely,

bty

Joseph Lasky, MD
Chief Medical Officer

Visit the new PFF Registry website at
PFFRegistry.org



THE PFF CARE CENTER REGISTRY CELEBRATES FIVE YEARS

The PFF Care Center Registry is an observational

database that follows the care of patients with
interstitial lung diseases including idiopathic
pulmonary fibrosis (IPF), hypersensitivity
pneumonitis, and other diagnoses. It records,
analyzes, and reports information about
participants’ health status and medical care over
time. Since 2016, the PFF Care Center Registry
has collected medical data from 2,000 patients
with PF who receive care at one of the PFF Care
Center Network hospitals throughout the U.S.

Unlike a clinical trial where subjects follow a
specific treatment protocol, the Care Center
Registry captures data from patients’ real-world
healthcare experience. The PFF Care Center
Registry is one of the first nationwide research
studies and biorepositories that lets researchers

explore and find new ways to diagnose, treat,
and potentially cure PF. By collecting and
studying participants’ data, blood samples, and

high-resolution computed tomography (CT) scans,

we are increasing our understanding of what a
typical disease course might be in PF. Researchers
also use the PFF Care Center Registry to study
diagnostic and predictive biomarkers, proteins
that indicate that a person has PF or may develop
it. “During the past five years, the PFF Care Center
Registry has made huge amounts of data available
to researchers and a clearer picture of PF is now
emerging,” says Kevin Flaherty, MD, MS, PFF
Registry Steering Committee Chair. “Looking
forward, the Registry is poised to make even
greater contributions to PF research.”

s

WHAT IS PULMONARY FIBROSIS?

PF is not one disease but a family of diseases
that cause scarring in the lungs. The PF family
of lung diseases is part of an even larger group
of diseases called interstitial lung diseases.

ILDs have varied amounts of inflammation,
scarring, or both, in the lungs. Even though
more than 250,000 Americans currently live with
PF and ILD, doctors know relatively little about
these diseases, including how best to diagnose
and treat them. In many cases, PF is incurable.

In PF, scar tissue and inflammation build up

in the walls of the lungs’ air sacs. When the
damage becomes severe, it is difficult for
oxygen to pass into the bloodstream. Breathing
becomes a constant challenge. For far too many
people with PF, premature death is the result.

PF symptoms — which include persistent
cough, shortness of breath, and fatigue — are
often mistaken for asthma, chronic obstructive
pulmonary disease (COPD) or even the
natural results of aging.

Because PF symptoms are not specific to

the disease, making a prompt and accurate
diagnosis is challenging. But it's important.
Early treatment can delay and lessen symptoms,
and some clinical trials have shown that current
therapies can extend patients’ lives.

The most common PF-related diagnosis is
idiopathic pulmonary fibrosis, which means
that no cause can be identified. In other cases,
PF can be linked to airborne contaminants,
autoimmune diseases, certain medications,
genetics, or radiation therapy.




Patient Powered

The PF patient journey is difficult and can feel isolating. Every person diagnosed
with PF has a unique experience with the disease. Some patients remain in a stable
condition for years, while others experience rapid deterioration. Most patients find
themselves having both good days and bad days.
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RICK RUDELL: REACHING THE FIVE-YEAR MARK

Rick Rudell and his wife, Martha, observed

twin milestones in 2021: five years since his IPF
diagnosis and five years enrolled in the PFF Care
Center Registry.

Earlier this year, the PFF Ambassador and support
group leader from Virginia Beach, Virginia, made a
big decision about his medical future.

“After years on the transplant list at Duke, | finally
decided to opt out,” Rudell says. “I don’t think my
body could handle transplant and would rather
take what I've got, which seems to be a slow ride
into the sunset.” In the meantime, life is good.
“There's nothing | can't do that | want to do,”

he added.

I’'m now past the five-year mark they usually give you for mortality. | can only credit
that to research and learning, so | think | have profited from the Registry.

RICK RUDELL

PFF Ambassador and Care Center Registry Participant

5 PFFRegistry.org




KEN VELLA: STABILITYIN ANEW HOME

For PFF Support Group Leader Ken Vella and his
wife Eileen, the COVID-19 pandemic spurred the
realization that it was time to live closer to their
children and grandchildren. After initially retiring
to the Carolinas, the couple moved to Traverse
City, Michigan, in September 2020. “We're not
afraid to make a change when it makes sense
for us,” says Ken, who was diagnosed with IPF

in 2018.

The Michigan native and PFF Care Center
Registry participant is also excited about joining
the PFF Community Registry. “If the PFF Registry
as a whole helps accelerate clinical trials and
earlier diagnosis, then it's done something very
valuable for all of us,” he says. “I continue to want
to help in any way | can.”

Vella enjoys swimming laps at the local pool and
walking the trail network near his new home.
After daily morning exercise, his afternoons often
include a nap. “Sometimes, | have to adjust that
day’s plans but my overall condition is stable, for
which I'm grateful,” he adds.

PFF CARE CENTER REGISTRY BY THE NUMBERS

DISTINCT DISEASES INDIVIDUAL DATA

ACROSS SIX ELEMENTS
CATEGORIES COLLECTED PER
PATIENT

FIVE FACTS ABOUT THE PFF CARE CENTER REGISTRY

1. Launched in 2016, this safe and

secure registry will enroll up to
2,000 eligible patients at PFF
Care Centers starting in 2022.

. The data includes patient

demographics, diagnosis,
medical history, medications,
medical events, and lab and
other measurements

. Trained research coordinators
enter patient data after office
visits or hospitalizations.

4. Researchers have already
used Registry data for nearly
40 studies that may translate
into improvements in
patient care.

. The PFF Care Center Registry
also contains a biorepository of
participants’ blood samples
and high-resolution CT reports
to help answer researchers’
questions.




The PFF Community Registry is Here!

If you've been reading updates about the PFF Care Center Registry during the past
five years wishing you could participate, we have great news. The new PFF Community

Registry has just come online, and you're welcome to join!

Everyone who is touched by PF can enroll, including patients living with PF from any
part of the U.S., family members, caregivers, and lung transplant recipients who have

had PF. Your experience matters!

MAKE YOUR VOICE HEARD

The PFF Registry now consists of two distinct data
sets: the PFF Care Center Registry and the PFF
Community Registry.

PFF Community Registry participants will report
their own data from home via a series of regular
questionnaires uploaded through an easy-to-use
online portal. “Surveys will average about 45
minutes to complete, and we will tell you at the
start how much time each will take,” says Junelle
Speller, Vice President, PFF Registry. “You should
be able to answer most questions in our surveys
without consulting your medical provider or
records, and you can stop participating at

any time.”
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and | just want my life back.

VALERIA HATCHER
Former PFF Ambassador

The PFF Community Registry database is safe
and highly secure. It uses the same technology
trusted by doctor’s offices, hospitals, and clinical
trials worldwide. As a part of the PFF Community
Registry, you will receive monthly emails and
quarterly newsletters so you can see how your
information is helping shape the future of PF
research. To join the PFF Community Registry,
enroll and complete the baseline questionnaire.
You will receive follow-up surveys every six
months and may receive additional
questionnaires periodically.

Note: All Care Center Registry participants
also should enroll in the Community Registry.

‘ ‘ We desperately need more research.
I've been living with PF since 2009,




The PFF Community Registry will give us new perspectives on what's important

to patients and their caregivers and family in diagnosing and treating pulmonary
fibrosis. It will let us know where we can do better as providers in giving them
what they need to live better with pulmonary fibrosis.

TRACY LUCKHARDT, MD
University of Alabama at Birmingham
PFF Registry Steering Committee

WHEN PF BECOMES A FAMILY AFFAIR

When Gary Cunningham received his
pulmonary fibrosis diagnosis, it came as a

shock but not a total surprise. His mother and
grandfather had both died of the disease. “l was
able to last for eight years post-diagnosis before |
got a transplant, but it was extremely difficult,” he
says. During that time, he focused on preserving
his health by exercising, doing pulmonary
rehabilitation, and joining a PF support group.

As a transplant recipient, Cunningham is excited
to join the new PFF Community Registry. “Lung
transplant recipients know the challenges, pitfalls,
and miracles that happen better than anybody,”
he says. “If you're looking for opinions on the
process of getting care and coping with this
disease, we're the ones to ask.”

Gary'’s son, Greg, is also eager to share his
thoughts in the PFF Community Registry as a
family member and former caregiver. “PF comes
on fast with a steep learning curve for caregivers,
so there’s a huge need for information from the
community,” he says.

Greg's hope is that data gathered in the PFF
Registry will eventually translate to real clinical
improvements. “Am | going to deal with PF

myself 25 years from now?” he says. “We need
more solutions than just transplants, and the way
forward is to keep investing in projects like the PFF
Registry to ultimately find a cure.”




I'm really pleased that family members and caregivers can register for the PFF
Community Registry because when | was awaiting my lung transplant, | was
doing everything | could just to survive. | didn’t have the strength or clarity of
mind to answer questionnaires, but my family and caregivers could have shared
information about that important time.

LAURIE CHANDLER
PFF Board of Directors
Lung Transplant Recipient

p } Ry - > 4
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Ayodeji Adegunsoye, MD,
of the University of
Chicago, believes that
broadening the PFF The PFF Community Registry is:
Registry to two data sets
will help researchers find
answers more quickly. Safe and secure

“My research has already Free and easy to use
shown that Blacks
develop PF 10 years earlier and die sooner, but
we don't know why,” he says. “The first step in

eliminating health disparities is to understand *Patients living with PF, caregivers, family members, and
them. and the PFF Registry can help.” lung transplant recipients who have had PF can participate.

This vital new research opportunity can help
speed the progress toward a cure for PF.

Enrolling now

Open to everyone touched by PF,
anywhere in the U.S.*

9 PFFRegistry.org



PFF Community Registry:

Everyone Benefits

Participating in the new PFF Community Registry is easy! The more people
participate, the more we all benefit. And those benefits will only increase over time.
The more data the PFF Registry adds, the more questions researchers can answer.

IF EVERYONE JOINS, THE POTENTIAL OF THE PFF REGISTRY IS UNLIMITED!

Signup

PFF shares
research results
with PFF Registry
members

é4

Researchers
use Registry data
to conduct studies

POSSIBLE LONG-TERM OUTCOMES

The PFF Community Registry hopes to
contribute to tangible, positive change in

each of the Registry’s four target areas of
improvement. Here's how that might play out:

Complete
== baseline
— survey

Complete
follow-up
survey

Complete
study-specific
surveys as heeded

V
X =

Research » Published in peer-reviewed journals
Education » Resources for patients & families
Advocacy » Targeted legislative efforts

Practice » Improved care delivery methods

ENROLL TODAY AT PFFREGISTRY.ORG!




Biomarkers — molecules that reveal whether a biologic process is happening inside the body —
can potentially identify people who:

- Have a specific disease. - Canreceive a treatment safely.
- Are at risk of developing that disease. « Might respond better to one treatment
-« Might have better or worse disease outcomes. than another.

Is there such a thing as biomarkers for PF? If so, what are they and what information can they
provide? The PFF and the PFF Registry are supporting two major efforts — the PROLIFIC
Consortium and the PRECISIONS clinical trial — to answer these crucial research questions.

%

A registry is the central way we can under-
stand rare diseases like pulmonary fibrosis.
We learn about the disease’s basic biology
and over time can elevate quality of care for
all patients. The PFF Care Center Registry
has made a major contribution to our field in
a remarkably short time.

University of California San Francisco
PFF Registry Steering Committee

The PFF partnered with Bristol Myers Squibb to « Inflammation (CCL 18, CXCL13, ICAM-1)
create the Prognostic Lung Fibrosis Consortium
(PROLIFIC for short), which has an ambitious goal:

PROLIFIC: BIOMARKERS MAY HOLD THEKEY TO PF

« Thrombosis (PAI-1)

The PFF Care Center Registry will play a key role
in PROLIFIC's efforts. Once a multi-assay panel
has been developed, consortium members

will test patient samples from the PFF Registry’s
biorepository to validate their results.

To simplify drug development by promoting co-
operation among competing drug manufacturers.
This collaboration includes 12 industry partners
and two foundations.

« Epithelial damage (CYFRA21-1, SP-D, CA-19-9,
CA-125, KL-6)

Learn more at the new PROLIFIC website:
« Fibrosis (MMP-7, TN-C, POSTN) www.pulmonaryfibrosis.org/prolific

11 PFFRegistry.org



PRECISIONS Study

PRECISIONS: NAC UPDATE

PRECISIONS studies whether the over-the-counter
supplement N-acetylcysteine (NAC) can treat
people with IPF who have a specific gene
variant. Co-principal investigator Fernando
Martinez, MD, MS of WEeill Cornell Medicine and
New York-Presbyterian Weill Cornell Medical
Center, reports that PRECISIONS is on track.
“Enrollment is exactly on schedule and the
percentage of patients with the gene variant
are exactly as predicted,” he says. “NHLBI is
pleased with our progress and ability to recruit
patients even during the pandemic.”

PRECISIONS: GENETIC VARIANTS UPDATE

PRECISIONS also has

another goal: To identify
genetic variants that influence
an individual’s risk of
developing PF. This portion
of the research consists of
determining the genetic
makeup of certain samples
within the PFF Care Registry. “We've been able

to accelerate some of this analysis, so that we're
ahead of schedule,” Martinez says. PRECISIONS is
due to be completed in 2025.

12



Research Results

With the answers to many key questions about PF closer than ever before, it's important
for the PFF to use our resources and influence strategically to further the most promising
research. We do this in several different ways.

To submit a proposal to use PFF Registry data in your research, visit:

| Basic/
Translational

Basic/translational
research explores the
underlying biology of ILD
via cellular research and
animal studies.

bit.ly/pffregistryresearch

Clinical |
Clinical research
measures disease

Patient-Centered |

Research

RESEARCH: THE PFF CARE CENTER REGISTRY

Currently, almost 40 research projects are
underway or have been completed using data
and/or biosamples from the PFF Care Center
Registry. Most of these studies are clinical in
nature, but basic/translational projects and
patient-centered research are also well
represented. The PFF Care Center Registry
makes this research possible, because it collects:

Test results, including pulmonary function tests
Medication use, including antifibrotics
High-resolution CT (HRCT) scans, uploaded for
researcher access

Medical outcomes such as hospitalization

13 PFFRegistry.org

Patient-centered
research focuses on
quality-of-life issues and
the patient experience

in ILD.

Hyun Kim, MD, of the

University of Minnesota, is

using PFF Registry data to

determine whether rural

vs. nonrural locations

affect ILD diagnosis

and access to care.

“My hypothesis is that

rural patients face
disparities based on their geographic location,”
she says. The PFF Registry will provide summary
CT reports, pulmonary function test results, and
medication use data, which Kim can then cross
reference by ZIP code.

progression, and records
the use of therapies and care
practices in human patients.



‘ ‘ The PFF Registry allows us to answer a lot of questions about natural history,
access to care, treatment, and quality of life. This registry is unique in that it
will give us the opportunity to figure those things out, even as it encourages
collaboration among investigators from multiple institutions.

HYUN KIM, MD
University of Minnesota

PFF SCHOLARS

The PFF Scholars program provides financial
support and mentorship to promising early-career
PF researchers via competitive two-year research
grants. The goal is to prepare them to earn

future support from key funders like the National
Institutes of Health. “Later governmental funding
is critical to enable PFF Scholars to advance their
research careers and stay committed to the study
of interstitial lung disease,” notes Zoe Bubany,
Vice President, Board & External Relations

for the PFF. “We want to give these young
researchers the best start down that path.”

PFF Scholars can use PFF Registry data for

their approved research projects.

PFF CARE CENTER REGISTRY BY THE NUMBERS

J

For example, Gillian
Goobie, MD, is using

PFF Registry data to

help understand how
exposure to airborne
pollutants over time
affects clinical outcomes
in patients with fibrotic
ILD. “I can cross reference
de-identified PFF Registry patient data with
atmospheric pollutant data to further explore
early associations between higher pollutant
exposure and increased mortality in ILD patients,”
she explains.
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As one of the largest nonprofit funders of PF research, the PFF forges meaningful
collaborations with the nation’s top research institutions, industry partners, and
government agencies with the shared goal of finding a cure for these devastating
diseases. These collaborations take many forms, but all have the goal of working

toward a cure for PF.

UNITED THERAPEUTICS COMES ON BOARD

Earlier this year, the PFF Registry added its new-
est sponsor, United Therapeutics, as Visionary
Partner. Meredith Broderick, PharmD, JD, Director,
Medical Affairs at United Therapeutics, calls the
partnership mutually beneficial.

Broderick notes that FDA approval for drugs is
based on short- to medium-term data from clinical
trials. This can leave manufacturers with
knowledge gaps about how their therapies
perform in the real world. “We wanted to get long-
term data on our therapies in clinical practice and
then learned that the PFF Registry already collects
this type of data,” she says. “The PFF Registry
does fantastic, meaningful research, and we're
honored to support this important resource.”

15 PFFRegistry.org

THANK YOU TO OUR REGISTRY LEAD SPONSORS

The PFF Registry is an invaluable resource,

but it wasn't created in a vacuum. Rather, a

vast network of clinical and research expertise,
including from many industry partners, has

helped make it possible.

( R
The PFF would like to recognize some of the
most important partners including:

Genentech
Founding Partner

United Therapeutics
Visionary Partner

Boehringer Ingelheim
Sustaining Partner




PFF CARE CENTER REGISTRY BY THE NUMBERS '

== = Bl

SABER's primary aim is to help researchers get maximum use out of this
precious resource — the data and samples provided by patients — so that many
scientific questions may be answered and added to the body of knowledge.
This will ultimately improve the lives of patients with PF now and in the future.

ELIZABETH FREIHEIT, PHD
Data Coordinating Center Director,
SABER at the University of Michigan

/i

SABER SUPPORTS THE PFF REGISTRY

The Statistical Analysis of Biomedical and Additionally, SABER biostatisticians work with
Educational Research (SABER) Data Coordinating researchers to hone their ideas and verify that PFF
Center (DCC) at the University of Michigan is Registry data can support the proposed study.
another important part of the PFF Registry Support from SABER data scientists continues
infrastructure. SABER provides computing throughout the research process, up to and
support and houses the PFF Registry’s clinical including preparing manuscripts for publication.

databases and biosamples.

“We never forget that there is a real person behind

SABER also coordinates researchers’ access every statistic in the PFF Registry,” says Cathie
to PFF Registry data and sends out biosamples Spino, ScD, Director of SABER. “That knowledge
and HRCT scans to approved researchers as drives us forward every day.”

needed.
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Care Center Network:
Accelerating PF Care and Research

The PFF Care Center Network, consisting of 68 centers in 33 states with high-quality interstitial
lung disease (ILD) programs, forms the basis of the PFF Care Center Registry. Patients who
participate in the Care Center Registry must receive their care at a PFF Care Center.

When the PFF Care Center Registry launched in 2016, the Care Center Network had 42 member
institutions. Registry enrollment, capped at 2,000, was limited to patients at those centers.

NUMBER OF PATIENTS IN THE PFF CARE CENTER REGISTRY BY STATE

If you receive your PF care at one of the PFF Care Centers, you may be eligible to join the PFF
Care Center Registry in 2022. Ask your care team if you qualify!

PFF CARE CENTER REGISTRY TO REOPEN “Including patients from the expanded Care
Center Network will give a better understanding
of how care is delivered across the country,” says
Jessica Shore, PhD, RN, Vice President, Research
and Programs for the PFF. “It will highlight best
practices across the network so we can replicate
these care practices nationwide, benefitting

all patients.”

Now, in conjunction with the PFF Community
Registry launch, the PFF Care Center Registry
will once again open to enrollment in 2022.
Patients at any of the current Care Centers
will be eligible to join until full enrollment of
2,000 has been achieved.
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Sponsorship and Funding

Contact Jennifer Mefford, Vice President, Corporate Partnerships for the PFF, at
jmefford@pulmonaryfibrosis.org to discuss corporate sponsorship of the PFF Registry.

enable us to expand patient enrollment and
provide even greater access to investigators as
they progress toward finding for a cure for PF.

In order for the PFF Care Center Registry to
reach its full potential, this multimillion dollar
effort must reopen to patient enrollment to
repopulate as patients leave the Registry due
to death or transplant. Planning and fundraising
are underway for the next phase of the PFF
Registry. Your gift to the PFF Registry will

The PFF gratefully acknowledges
Genentech, a member of the Roche Group,
as Founding Partner of the PFF Registry.

COST PERBLOOD

COST PER PATIENT COST TO ADD EACH

NEEDED ANNUALLY PER YEAR COLLECTION SAMPLE HRCT TO THE IMAGE
TO OPERATE THE FORITS USABLE LIBRARY
REGISTRY LIFE

The science of interstitial lung disease is advancing because of collaborative efforts
of the patient community, industry, academia, advocacy groups, and the government
all working together to help patients. Genentech was very proud to be the Founding

Partner for the PFF Registry.

JACK STAUFFER, MD

Senior Medical Director, Genentech, Inc.

PFF REGISTRY DONORS**

Genentech
FOUNDING PARTNER

Boehringer Ingelheim
Pharmaceuticals, Inc.
SUSTAINING PARTNER

United Therapeutics
Corporation
VISIONARY PARTNER

InterMune, Inc.
The Cowlin Family Fund

Mr. and Mrs. Chuck
and Monica McQuaid

Peter L. O'Neill
Memorial Fund

Three Lakes Foundation

Rattner Family
Foundation, Inc.

Biogen, Inc.

The Hales Family
Foundation, Inc.

The Buckeye Foundation
Mrs. Sally Willis

The Goldhirsh-Yellin
Foundation

Mr. and Mrs. Fred
and Virginia Krauss

Steffy Family
Foundation Fund

2015 Hike Around
Mont Blanc

2013 Pete DeVito Memorial
Foundation Golf Outing

Michael P. Savoca
Memorial Foundation

2013 Rouine Run
Mr. Mike Henderson
Mr. Bill Amick

Mr. and Mrs. Paul
and Susan Bergna

Minnesota Pulmonary
Fibrosis Support Group

**As of October 2021. Donors listed have given $5,000 or more to the PFF Registry
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COMPLETELIST OF REGISTRY DONORS

2012 Rouine Run

Ms. Louise Abeling

Mr. and Ms. Joyce Alexander

Mr. and Ms. Jerry
and Mary Ann Allen

Ms. Georgina Alonso
Ms. Falvie Anderson
Mrs. Jean Angelbeck

Mr. and Mrs. Martin
and Colleen Attwell

Ms. Martha Baker
Ms. Sue W. Baldwin
Mr. Vance Barefoot

Mr. and Ms. Doyal
and Judy Barnett

Mr. John Barnocky

Mr. and Mrs. Ken
and Marge Bartels

Mrs. Beverly Bates

Mr. and Mrs. Richard
and Jane Anne Belli

Mrs. Lynda Bergeron
Mr. Brig Berney

Mr. and Mrs. Verne
and Nancy Berube

Mrs. Carolyn Bietendorf
Mr. Charles Bishop

Mr. Steve M. Blacker
Ms. Joyce Bock

Mr. Philip Bolas

Mr. and Mrs. Joseph
and Eileen Bonfiglio

Ms. Lisa Boyle
Mr. Dwight Brainard
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Mr. Dean Braslow
Mr. Michael Brennan
Ms. Courtney Brody
Mr. Donald Brown

Mr. and Ms. Thomas
and Mary Broyles

Mr. John Brunk

Ms. Nancy Bunney

Mr. Larry Burgo and Family

Ms. Clarene Colucci
Aiello Burke

Ms. Tina Buscemi

Mrs. Arlene Bush

Ms. Judith Bute

Ms. Maryann Buttweiler
Ms. Barbara Calimeri
Mr. Rocco Camas

Mrs. Diane Campbell
Ms. Mary Capra

Ms. Barbara Carbone
Mrs. Patricia Carrell

Mr. and Ms. Robert
and Sarah Cartmill

Mr. and Mrs. Daniel
and Elaine Cavuoto

Mr. and Mrs. Clarke
and Laurie Chandler

Ms. Linda Chapman
Mr. Michael Cheslock

Mr. and Mrs. Robert
and Naoko Chestnut Il

Mrs. Joyce Clark

Mr. and Ms. Gary
and Cathy Clarke

Mr. Gerald Cluney
Ms. Betty Cohen
Ms. Daeshawna Cook

Dr. and Mrs. Philip
and Kathleen Cooper

Mr. and Mrs. Kenneth
and Jeanne Corcoran

Ms. Claire Crawford
Mr. Ralph Crouch
Ms. Margaret Curtis
Mr. James Dawson

Mr. and Ms. Bruce
and Kathy Debarr

Ms. Margaret DeBerry
Ms. Rosemary Deliman
Mrs. Betty Denison

Mr. and Mrs. Henry
and Judy Despain

Ms. Kathy Deweese

Mr. and Mrs. T. Michael
and Dianne DeWitt

Mrs. Sandra Diaferio

Mr. and Ms. Jim
and Cindy Dibert

Mr. Terry Divelbliss

Ms. Viola Doan

Mr. and Mrs. Shelly Doerr
Ms. Elaine Doherty

Mr. William Dollahite

Mr. Gary Dopke

Ms. Bonnie Eberhardt
Mr. George Eliades

Mr. Darrel Everman

Mrs. Pam Farmer



COMPLETELIST OF REGISTRY DONORS (CONTINUED)

Ms. Gail E. Ferrebee
Ms. Joyce Fiedler
Mrs. Florence Fisher
Mr. Joseph Flack
Mr. Dan Flaherty
Mrs. Honour Foley
Ms. Ruth Foose

Mr. and Mrs. Robert
and Lindel Foshee Jr.

Mrs. Carol Foughty
and Family

Ms. Eleanor Freeman

Mr. and Mrs. Jack
and Patricia Garven

Mr. Walter Gasior

Mrs. Barbara Gerwing
Mrs. Mary Gillis

Ms. Anna Giulianelli- Reiz
Mr. David Gobble

Mrs. Sandra Godwin

Mr. Tony Goicoechea

Mr. Barry Golden and Family
Ms. Charlene Graham
Ms. Pamela Grieb

Mr. Richard Grix

Mr. and Ms. Darwin
and Christina Guerrero

Dr. Michael Gurevitch
and Dr. Lori Wynstock

Mr. H. Dean Harder
Ms. Bonnie Hargraves

Mr. and Ms. James
and Patricia Harris Jr.

Mrs. Karen Hart

Mr. Herbert Hausmann
Mr. Craig Head

Mrs. Nancy Hemstreet
and Family

Mr. Terrence Herbison
Mr. John Herrick

Mr. Paul Hessemer
Mrs. Nicki Hilligoss

Mr. and Ms. Tom
and Tamara Hilty

Ms. Patricia Hines
Mr. Earl Hoar

Mr. and Ms. Bill
and Diane Hoffman

Ms. Yvette Houle

Mrs. Mary Margaret Hull

Mr. Robbie Hunt

Mrs. Felice Hunter and Family

Mr. and Mrs. Robert
and Patricia Hurley

Mr. and Mrs. William J.
and Margaret Ismon

Ms. Cheryl lwane

Ms. Gail Jannuzzi

Ms. Beverly Jones
Mrs. Dorothy Jonson
Mrs. Judith Ann Jungo

Mr. and Mrs. Richard
and Kathleen Jurek

Mrs. Annette Justus
Ms. Heidi Kaiser
Mr. Gregory Kaiser

Mr. and Ms. Sam
and Jessica Kavitsky

Mr. Richard W. Keefer Jr.
Mrs. Elizabeth Kemp-Pherson
Ms. Mary F. Kesson

Ms. Claudia Kiachian
Ms. Sharon G. Kincaid
Ms. Ellen Kirchner

Ms. Nina Kiskadden

Ms. Linda Kittle

Ms. Donna Kuchwara
Mr. Richard Kufner

Ms. Heather Kundert

Mr. Dennis LaDrew

Mr. Francis C. Lagacy
Mr. Kevin Landreth

Ms. Janice Lane

Ms. Judith Larson

Mr. Edward Lasoff

Mrs. Mary LasowskKi

Ms. Joan Lawson

Mr. Bill Lee

Ms. Kathleen Lesko

Ms. Merry Lewis

Ms. Patricia Lichty

Ms. Elizabeth Linck

Ms. Angela Lindenberger

Mrs. Joyce Lindsey
and Family

Mrs. Becky Littrell
Mr. Rick Livesey

Ms. Mona Livingston
Ms. Ruth Locke

Ms. Joni Lore
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Ms. Elizabeth Lukasik

Mr. and Mrs. Larry
and Shannon Lynn

Ms. Nellie Malloy
Ms. Bonnie Malumed
Ms. Susan Manske
Ms. Karen Marks

Ms. Donna Marsh
Mr. Gene Martin

Mr. John and Mrs.
Delia Martuge

Mr. Louis Massauro
Mr. Randolph L. Mauzy
Mrs. Carol Ann McClain

Mr. and Mrs. Ross
and Elisabeth McCoy

Mr. and Mrs. Daniel M. McCue

Ms. M. Lynn Meadows

Mr. and Mrs. Morton
and Arlene Merowitz

Ms. Kathryn Middleton
and Family

Mrs. Susan Miller
Ms. Amanda Miller
Mrs. Jeanne Minnax
Mr. Mark Minor

Mr. and Mrs. Gregory
and Kathleen Moniz

Mr. Doug Monroe, Jr.
Ms. Marguerite Monson
Ms. Mary Jeanne Moore

Dr. and Mrs. Robert
and Claudia Moran, Ph.D

21 PFFRegistry.org

Mr. William Muhlke
Mr. Mark Mulvaney
Ms. Therese Murphy

Mr. and Mrs. Keith
and Laura Murray

Mr. John Murray
Ms. Elsa Naddeo
Mr. Ben Nadeau

Mr. and Ms. George
and Irene Neiswanger

Ms. Margaret Neuhierl

Ms. Maxine Nicholls

Mrs. Winnie Nishimine

Mr. Gilbert Norris

Mrs. Reeva Nowitz

Mrs. Diane O’Brien

Mrs. Carolyn O’Leary
Col.and Ms. T. A. Ormesher
Ms. Linda Osterman

Mr. and Mrs. Bert
and Susan Oyama

Ms. Kathryn Pacetti

Mr. and Mrs. Jerry
and Susan Passaro

Ms. Virginia Pavloff
Mr. Monte Peecher

Mr. and Ms. Greg
and Sara Petrey

Mr. and Mrs. Frederick Pitman

Mr. and Mrs. Roger
and Christine Plourde

Mr. and Mrs. Daniel
and Theresa Poland

Mrs. Lori Polis
Ms. Susan Potenza
Ms. Karen Kelly Proctor

Mr. and Mrs. Richard
and Juliet Quinones

Mr. George Ramirez
Mrs. Virginia Raney
Mr. Robert Reams
Mrs. Sharon A. Reed
Mrs. Susan Reinsberg

Dr. and Mrs. Stephen
Reznicek

Ms. Eileen Richmond
Ms. Belinda Robbs
Ms. Angela Romagosa
Mr. Robert H. Ross

Mr. Arthur Ruff

Mr. and Mrs. Michael
and Jenny Rundle

Mrs. Theresa Ryg

Ms. Ruth Salerno
Mrs. Diane Salius

Ms. Nancy Sanchez
Ms. June Scafidi

Mrs. Virginia Schwarz
Ms. Carolyn Scroggin
Mr. Sanford Severson
Mr. Vinaykant Shah
Mr. Joseph Shaieb
Ms. Elaine Shapiro

The Shillington
Family Foundation
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Mrs. Diane Shulman
Mr. Gordon Silcox
Ms. Carolyn J. Simek
Ms. Marilyn Simpson
Ms. Barbara Smith
Ms. Josephine Smith

Mr. and Ms. Kevin
and Cheryl Smith

Mr. William Smith

Mr. and Mrs. Charles
and Margaret Soutar

Mr. Paul Spelman

Mr. and Ms. Andrew
and Patricia Spence

Ms. Judy Sprenger
and Ms. Heidi Stokes

Mr. Scott Staszak
and Mrs. Laure Dussubieux

Ms. Barbara Steele
Ms. Carol Sterling
Mr. Jack Stokeld

Ms. Carrie Stoltzfus
and Ms. Linda Sindelar

Mr. and Mrs. Steve
and Patrice Stork

Mrs. Margaret Straka
Ms. Elsie Strother

Ms. Barbara Suffecool
Mrs. Barbara Sullivan
Ms. Margaret Swanson

Mr. and Mrs. Dean
and Audrey Swearingen

Mr. Richard Sweeney
Mr. Joseph Taferner

Mr. and Mrs. Lester
Tannenbaum and Family

Mrs. Diane Taylor

Mr. Richard Taylor

Mr. Michael Thiel

Mr. and Mrs. Joe Tidwell
Mr. James Tobin

Dr. Claire Tomlin

Mr. Peter A. Torchia

Ms. Kathryn Trebonsky
Ms. Carolyn Tylutki

Dr. and Mrs. L. Van Winkle, Jr.

Ms. Marissa Vawter - Lee

Mr. Richard Venable

Ms. Dottie Vernimb
Ms. Maria Villano
Dr. Stephen A. Wald
Mrs. Sharon Wall
Ms. Bobby Warwick
Mrs. Sharon Waters
Mrs. Linda Watkins
Mr. Jack Weber

Ms. Sue-Lon Webert
Mr. and Mrs. Ralph Weik
Mr. Ed Williams

Mr. David Winkle
Ms. Lisa Winter

Mrs. Carolyn Wixted
Mrs. Donna Wooden

The Esther Wright-Alsup
Family

Mr. Richard H. Yamada
Mrs. Jo Nell Zanders

Ms. Roxann Zoromski
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Kevin R. Flaherty, MD, MS
Chair
PFF Registry Steering Committee

Junelle Speller, MBA
Vice President
PFF Registry

Nishant Gupta, MD
Member
University of Cincinnati

Nabeel Hamzeh, MD
Member
University of lowa Health Care

Lisa Lancaster, MD
Member
Vanderbilt Health

Tracy Luckhardt, MD, MS
Member

University of Alabama at
Birmingham Medicine

Sydney Montesi, MD
Member
Massachusetts General Hospital

Justin Oldham, MD, MS
Member

University of California
Davis Health

Paul Wolters, MD
Member

University of California
San Francisco

Jack Stauffer, MD
Founding Partner
Genentech

Cindy Burg, PharmD, BCPS
Founding Partner
Genentech

Meredith Broderick, PharmD
Visionary Partner
United Therapeutics

Elizabeth Freiheit, PhD
Data Coordinating Center
Director, SABER at the
University of Michigan

Amy Hajari Case, MD
PFF Medical Team
Senior Medical Advisor

Sonye Danoff, MD, PhD
PFF Medical Team
Senior Medical Advisor

Joyce S. Lee, MD, MS
PFF Medical Team
Senior Medical Advisor

Jessica Shore, PhD, RN
Vice President
Research and Programs

PFF SCIENTIFIC REVIEW COMMITTEE

Mary Strek, MD
Immediate Past Chair
University of Chicago

Kerri Aronson, MD
Member
Cornell Weill

Brad Bemiss, MD
Member

Loyola University
of Chicago

Said Chaaban, MD
Member
University of Kentucky

Chao He, MD
Member

University of Alabama
at Birmingham

Tejaswini Kulkarni, MD
Member

University of Alabama
at Birmingham

Chad Newton, MD
Member

University of Texas
Southwestern

Aman Pande, MD
Member
Cleveland Clinic

Srihari Veeraraghavan, MD
Member
Emory University

Jack Stauffer, MD
Founding Partner
Genentech

Elizabeth Freiheit, PhD
Data Coordinating Center
Director, SABER at the
University of Michigan

Jessica Shore, PhD, RN
Vice President
Research and Programs

Junelle Speller, MBA
Vice President
PFF Registry
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Joseph Lasky, MD
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PFF Senior Medical Advisor

Sonye Danoff, MD, PhD
PFF Senior Medical Advisor

Joyce S. Lee, MD, MS
PFF Senior Medical Advisor

William T. Schmidt
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Scott Staszak
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