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Ten years. A strong beginning.
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It is a turning point when the  
dreams and hopes of  the few  
connect to the many, and together 
they overcome barriers and push 
forward to achieve what was once 
thought to be unreachable. 

As we cross our tenth anniversary,  
we are poised to conquer the 
challenges, expand our reach, and 
touch the lives of  all those who suffer. 



As the Pulmonary Fibrosis Foundation (PFF)
finishes its first ten years, we look forward 
to implementing an ambitious agenda for 
our next decade. 

The Pulmonary Fibrosis Foundation was 
founded by two men, my father Albert Rose 
and his brother Mike Rosenzweig, who 
watched their sister Claire die from the 
disease. They worked tirelessly to build the 
Foundation and make it financially viable.  
The support network for those with the 
disease grew and the Foundation became a 
beacon for those afflicted with this deadly 
disease and their caregivers. 

In our first decade, some of  our 
achievements include funding nearly  
$3 million in research grants and assisting 
in the development of  the Interstitial Lung 
Disease (ILD) Center at the University  
of  Chicago.

This year has been a pivotal one for the 
Foundation. We generated congressional 
support for the Pulmonary Fibrosis 
Research Enhancement Act (PFREA). 
The legislation directs the CDC to create 
a national PF registry. This will provide 
critical demographic and epidemiological 
information. The Foundation is also 
developing a pilot registry at four 
collaborating institutions.

Additionally, we increased fundraising  
events to 43, totaling a record $300,000  
in 2010. We updated our website to  
serve our constituency more effectively,  
and we sponsored three patient  
education webinars. 

We took a significant step forward with the 
appointment of  Patti Tuomey, Ed.D., as our 
Chief  Operating Officer. Patti is extremely 
accomplished and has extensive experience 
working in the non-profit community. Her 
leadership is helping the Foundation expand 
its infrastructure and set the course for our 
second decade. 

In the coming year we have an ambitious 
agenda for growth: holding an international 
healthcare conference on idiopathic 
pulmonary fibrosis in Chicago in December; 
establishing eight regional affiliate groups; 
and expanding our annual giving program in 
order to fund critical research. 

Through your support, we have established 
a remarkable record of  achievement in 
just ten years. We are excited about the 
challenges and accomplishments ahead 
that will help us realize our mission to find 
a cure.

Sincerely,

Daniel M. Rose, M.D. 
President and Chief  Executive Officer

Above: Daniel M. Rose, M.D. and 
Patti Tuomey, Ed.D.

Dear Friends,



10 years of  dedication.

What is Pulmonary Fibrosis?  
Can you imagine what it would feel like if  
you were chronically short of  breath all 
day, every day, and unable to take a deep 
breath? For more than 200,000 Americans 
that is the case. They suffer from pulmonary 
fibrosis (PF), a disease with no FDA-approved 
treatment and no cure.

Pulmonary fibrosis is a result of  chronic 
progressive scarring of  the lungs. This 
scarring interferes with ordinary breathing 
by disrupting normal oxygen diffusion into 
the blood stream. As lung scarring worsens, 
it further lowers the oxygen level in the blood 
stream and breathing becomes progressively 
more difficult. 

There are more than 200 related lung 
disorders that result in pulmonary fibrosis. 
These are known as interstitial lung diseases 
(ILD), the most common and serious form of  
PF is idiopathic pulmonary fibrosis (IPF).

A Stealth Killer  
There is recently published information  
that estimates more than 200,000 
Americans have idiopathic pulmonary 
fibrosis (IPF). While IPF is most commonly 
diagnosed between the ages of  50 and 70, 
it can occur in any age group. Each year, 
40,000 people die from the disease, and 
approximately 48,000 new cases  
are diagnosed.

An estimated 10–15 percent of  individuals 
diagnosed with pulmonary fibrosis have a 
familial form of  the disease, which affects 
multiple family members from parents, 
children, and siblings to aunts, uncles  
and cousins. 

The Source  
The cause of  pulmonary fibrosis remains 
unknown but there is data that attributes 
the start of  the disease to microscopic 
lung injury. Pulmonary fibrosis can also be 
associated with autoimmune diseases, such 
as scleroderma, lupus, and rheumatoid 
arthritis. Occupational and environmental 
exposures to some elements and fumes have 
also been blamed. Some cancer treatments, 

Founders Albert Rose 
and Michael Rosenzweig, 
Ph.D., brothers 
both diagnosed with 
idiopathic pulmonary 
fibrosis (IPF), create 
the Pulmonary Fibrosis 
Foundation (PFF) in 
Denver, Colorado.

2000 2005

Founder Albert Rose 
passes away from IPF.

2002

Albert Rose donates 
$1 million to start the 
Pulmonary Fibrosis 
Foundation.

Awarded $20,000  
to Dr. David Schwartz 
at Duke University  
to study genetics.

2001

2004

PFF receives the  
Public Service Award  
from the American 
Thoracic Society.

2003

Dr. Michael Rosenzweig 
relocates PFF to 
Chicago, Illinois.

PFF advocates for the 
creation of  the IPFnet, 
a network of  clinical 
research centers 
dedicated to the study 
of  IPF.
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Foundation Facts

International 
Demographics 
United Kingdom
Canada
Australia
India
Italy
Egypt
South Africa
Ireland
Spain
Argentina
Germany
France
Puerto Rico
Philippines
Greece
Saudi Arabia
Pakistan
Switzerland

Pulmonary Fibrosis 
Research Enhancement 
Act (PFREA) In 2010 the 
PFREA was introduced 
into both the House 
of  Representatives 
and Senate in the 
111th Congress. At the 
conclusion of  the 111th 
Congress the PFREA 
received bi-partisan 
support from 150 co-
sponsors in the House 
and eight co-sponsors in 
the Senate.

Grants We committed to 
awarding $520,000 in 
grants in 2010.

2010 Year End Appeal 
Donations exceeded 
$40,000

Events 43 Events in 2010 
raised over $300,000
 
More than 5,000 
individuals participate 
in support programming 
through the PFF, either 
online or in-person.

radiation therapies, heart regulating 
medicines, and antibiotics for urinary tract 
infections can cause PF. 

Certain infections and gastroesophageal 
reflux disease (GERD) may also play a role 
in development of  the disease. Genetic 
factors and cigarette smoking are believed 
to increase the risk of  developing pulmonary 
fibrosis.

For Those Who Have the Disease  
The most common symptoms of  PF  
are progressive shortness of  breath and 
the presence of  a chronic cough. Some 
individuals may also experience fever, weight 
loss, fatigue, or muscle and joint pain. 

Typical treatment may include prescription 
medications to control cough and lung 
inflammation, supplemental oxygen to 
improve blood oxygen levels and breathing, 
pulmonary rehabilitation to increase fitness 
levels, smoking cessation, and for those 
individuals who qualify, lung transplantation. 
Because there currently are no FDA-approved 
therapies to treat PF, patients should 
discuss lung transplantation or participation 
in a research study with their healthcare 
provider as soon as possible.

What’s Ahead?  
Researchers are investigating ways to slow 
the course of  pulmonary fibrosis, prevent, 
and ultimately cure this devastating disease. 

PFF establishes a 
$1,000,000 multi-year 
funding partnership 
with University of  
Chicago to develop 
the Research Center 
of  Excellence at the 
University of  Chicago.

PFF forms partnership 
with family of  Evel 
Knievel, legendary 
daredevil who later 
died of  IPF, to increase 
awareness.

2006

PFF funds a total  
of  $389,000  
in research grants.

2007

The Pulmonary Pacers, 
PFF’s multi-athletic 
team, begin racing 
for awareness of  
pulmonary fibrosis.

Daniel M. Rose, M.D., 
Albert Rose’s son, 
assumes leadership as 
President and CEO.

2009

PFF funds a total  
of  $789,000  
in research grants.

2008

2010
PFF partners with the 
American Thoracic 
Society and the 
Coalition for Pulmonary 
Fibrosis to create a 
$400,000 fund for new 
research grants. 
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10 years of  community. 

Liliana Aguirre defies 
the typical picture of  
a pulmonary fibrosis 
patient. She is only 22 
and three years ago 
was diagnosed with 
pulmonary fibrosis. “I 
am the only one I know 
my age who has this,” 
says Liliana.
 
As a young adult, 
Liliana took her health 
for granted. She thought 
she was ready to start 
her life, not hear that it 
could suddenly end. 

“When I go out with 
my oxygen, people 
think I have asthma. 
When I tell them it’s 
pulmonary fibrosis, 
they go blank. I want 
people to understand 
that not just old people 
can get this.”
 
Since her diagnosis 
Liliana has under-
gone pulmonary 
rehabilitation, lost 
weight, and gained 
muscle strength. At 
times she has slipped 

into a depression which 
is not uncommon in 
individuals suffering 
from pulmonary 
fibrosis. “It’s very hard 
because I think that 
at such a young age, 
nobody is going to want 
to be with me or deal 
with this,” she said. 
“I miss having a  
normal life.”
 
Liliana, like many 
patients, does not have 
a family history of  
pulmonary fibrosis. 

Fortunately, her doctors 
believe she is a good 
candidate for a lung 
transplant. While the 
procedure frightens her, 
she knows it’s her best 
option to overcoming 
this condition. “I 
am trying to be the 
strongest that I can for 
this, doing my best to 
beat it and live through 
it,” she said. “The best 
result would be to be 
able to breathe on my 
own again.” 

It took four years before Jeffrey Peters’ 
doctors diagnosed the crackling in his  
lungs as idiopathic pulmonary fibrosis  
(IPF). He had CT scans and chest X-rays 
but the physicians couldn’t quite figure it 
out. It took a referral to a pulmonologist in 
March 2011, who compared all the images, 
to determine he definitely had developed 
pulmonary fibrosis. 

While he waits for research to make a 
difference, he finds “it’s just getting tougher 
and tougher to do things.” Michele, his 
wife and caretaker, added there are more 
and more things he can’t do because of  
his increasing shortness of  breath. “We 
used to love walking to Starbucks in our 
neighborhood for coffee, but it’s too far now. 
It’s little things like that,” she explains. 

“People facing this problem generally think 
the shortness of  breath is just a factor of  

getting older,” Michele says. “People wait too 
long and then their diagnosis comes and the 
disease has progressed to a point where they 
don’t have a lot of  time left,” she adds. 

Hope energizes Jeffrey, who is positive there 
is research out there that will repair his 
lungs. Although he participates in some 
experimental studies with various drugs, 
he is convinced the stem cell therapies 
emerging around the world are the answer to 
regenerating his lung capacity. “I just read an 
article about how stem cells restored lungs 
in mice so I am hoping that something like 
that develops for humans pretty soon.” 

Both Jeffrey and Michele find support and 
camaraderie from friends they’ve made while 
working to raise funds for the Pulmonary 
Fibrosis Foundation. “It’s great being 
surrounded and supported by people who 
know exactly what it is you are going through 

and feel the same level of  frustration you 
do,” explains Michele, who has been active 
creating fundraisers for the Foundation. 

For patients and caregivers, the PFF website 
is a source of  information. It is a place they 
turn to if  they are feeling overwhelmed or 
don’t know what else to do in a particular 
situation. “On the web you can try to get 
some answers or at least find someone 
who’s had the same experience and will walk 
you through what they did,” Michele said. 

Online searching is fueling Jeffrey’s hope for 
stem cell research or a cure before his lung 
function deteriorates further. The Pulmonary 
Fibrosis Foundation shares the same hope 
and is working tirelessly to help Jeffrey and 
others like him before their disease runs its 
full course. 
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Both Jeffrey and 
Michele find support 
and camaraderie 
from friends they’ve 
made while working 
to raise funds for  
the Foundation.



One of  Kathy’s personal goals 
is to spread the word about 
this devastating disease and 
link together people who are 
dealing with a pulmonary 
fibrosis diagnosis.



10 years of  connections.
In March of  2009, the day after her father 
died, Kathy Petrak reached out to the 
Pulmonary Fibrosis Foundation. Since then, 
it has been one of  her personal goals to 
spread the word about this devastating 
disease and link together people who are 
dealing with a pulmonary fibrosis diagnosis.

That early call resulted in a 45-minute 
conversation that turned Kathy into a strong 
advocate for patients and for their families 
who frequently are unaware of  what is 
happening to their loved one. “I didn’t feel 
like I did enough when my dad was here,” 
Kathy explained. “I don’t want another 
family to feel as helpless as I did.”

When Bill Pacella was diagnosed with 
pulmonary fibrosis he lived in North 

Carolina, miles away from Kathy’s home in 
Illinois. It was shortly after the birth of  her 
first child, and consumed with the needs 
of  a newborn, she didn’t have much time 
to figure out what was happening. Her dad 
minimized it for her, pushing back with “you 
can’t always believe what you read” and 
“we’ll figure this out.”

Reality set in when Kathy and her family 
visited her dad and recognized that “the one 
thing he wanted to do more than anything 
else was to use his newly purchased boat to 
take his grandkids fishing and he couldn’t 
do that kind of  family stuff  anymore.” Bill 
was very proud and a fighter. “He didn’t 
want this disease to beat him even if  it 
meant he could only play two holes of  golf  
in a round with his friends.” 

But defeat him it did. Three years after 
getting the pulmonary fibrosis diagnosis, 
Bill died. In his honor, Kathy set out to 
raise funds and recognition for PFF. Her 
dad loved taking his grandkids to baseball 
games so she asked the Chicago White Sox 
to do an awareness night for PFF. More than 
fifty families and patients showed up and 
the scoreboard read “Welcome Pulmonary 
Fibrosis Foundation: In memory of   
Bill Pacella.” 

Kathy continues to look for opportunities 
like this to raise awareness. “If  just one 
person goes home from these events 
understanding what this disease is, then 
we’ve made a connection that can make a 
difference,” Kathy says. “It makes us really 
proud that we’re doing what we can.” 

Rochester, NY

Arizona

Advocacy
Awareness

Support
Research

National Patient 
Registry

Webinars

Social
Media

Medical Advisory
Board

Community
Events

Educational
Materials

PF Research  
Enhancement Act

US Postage 
Stamp Campaign

Signature
Events

Affiliate
Programs PFF

Basic

Translational

Clinical
Social Science/
Quality of  Life

Senate H.E.L.P.
Committee

House Energy
& Commerce 
Committee

8 Senate
Co-sponsors

150 House
Co-sponsors

Long Island, NY

New Mexico

New Jersey

Florida

Pennsylvania

Texas

Brochures

Website

BREATHE
Bulletin

Patient
Handbooks

IPF Summit 2011: 
From Bench to Bedside

YouTube

Twitter
LinkedIn

Facebook

GrantsSupport
Groups
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With funding from the  
Pulmonary Fibrosis Foundation, 
Dr. Noth and his team are 
investigating biomarker activity 
in the blood that could cause  
the disease.
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10 years of  support.

Pulmonary fibrosis is a disease with 
uncertain origins and no known cure.  
But the research community believes it  
is a lot closer to answers thanks to funding 
from the Pulmonary Fibrosis Foundation. 
Imre Noth, M.D., a leading pulmonary 
physician and researcher at the University 
of  Chicago, stated that when he started 
working in the field, “There were few 
ongoing clinical trials in pulmonary fibrosis. 
Now in any given year there are five to ten 
studies going on.” 

“If  you are a simple betting man and you 
lay multiple chips on a roulette wheel, 
the likelihood of  hitting success is much, 
much greater,” he explained. “I think we 
are closer to finding answers and the things 
we’re looking at are more interesting, more 
directed, and the science has matured, 
letting us get a better look,” he predicted.

A cornerstone of  the progress has been the 
establishment of  the University of  Chicago 
Center of  Excellence by the Pulmonary 
Fibrosis Foundation. The money invested 
generated a robust clinical program, 
the start of  a patient database, and 
investigations into gene expression data to 
look for biomarker activity in the blood that 
could cause pulmonary fibrosis. 

The Center’s start-up work led to the 
National Institutes of  Health’s funding that 
quadrupled the amount of  money available 
at the University of  Chicago to study the  

disease. While much progress is being 
made, Dr. Noth added, the work is still 
in its infancy. 

When Dr. Noth became a pulmonary 
researcher he was also offered the 
opportunity to participate in clinical trials 
for pulmonary fibrosis. “I took it with 
both hands and I just found it very, very 
interesting,” he said. Today he works with 
patients in the University clinic, enrolls 
some patients in clinical trials, and runs the 
research laboratory investigating the causes 
of  pulmonary fibrosis at the genetic and 
genomic level.

The problem is that pulmonary fibrosis 
doesn’t get much attention outside the 
community that is affected, he explained. 
“It’s really about increasing awareness so 
that more research money can be raised. 
The money that goes into research is 
directly proportionate to how much  
noise is made.”

He believes the Pulmonary Fibrosis 
Foundation is critical to making that 
noise, raising awareness, and increasing 
opportunities for research funding. “It’s a 
very young group and a disease that has 
not garnered a lot of  attention,” he added. 
“The result is we have a long, long road to 
go.” But, with the Foundation’s help, he is 
confident he and other researchers will  
get there.

“�What motivates me 
is the need to fund 
research. I think that 
is paramount in the 
minds of  people who 
have this disease. It’s 
very important to fund 
research that’s going 
to find the cause and 
hopefully from that,  
a cure.” 
—Barbara Murphy, patient
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Mark Mulvaney
Eric Munro
Debra Munro-Kienstra
Elizabeth Murphy
Murphy, Murphy & 		
	 Associates, CPAs, Ltd.
Robert P. Neff
Neighborhood 42
Lisa Neuman
David John & Laura Marie	
	 Newinski
Kenneth Niswonger
Barb Noel
Cathrine Norris
Colleen Obozian
Judy O’Sullivan
Otto Konigslow 		
	 Manfucturing Co.
Bert & Susan Oyama
Laura Palagyi
Josephine Panganiban
Shelley Payer
Marshall & Patrice Pearson
Ruth Peck
Betty Petri
Kenneth Picache
Sally Piehl
Raul Planas
Rebecca Plasha
Jasmin Powell
Alan & Sandra Pratt
Precision Speed 		
	 Manufacturing, LLC
Gil Price
Anita Primo
P.S. 165 Sunshine Fund
Linda Rainville
Ramcel Engineering 		
	 Company
Rangoli Restaurant Corp.
RBC Transport Dyamics
RenRe North America, Inc.
Carolyn Reynolds
Nancy Reynolds
Rhode Island Public 		
	 Defender

David Robinson
Rynkar, Vail & Barrett, LLP
Carl Sassano
Christina Schatz
Kevin Schiffler
Valerie Scott
Eugene Sessa
Paula Severson
Shannondell at Valley Forge
Wallace Sharp
Darlene Sheils
Paul Sheils
Howard Sherman
Ronald Shorr
Jeff  Sielicky
Siemens
Al Silbereich
Linda Sirles
Nick Skadsberg
Timothy Skelly
Dick & Christine Slaats
Susan Smyth
Zuheir & Susan Sofia
Scott Sommerville
SPS Technologies
St. Zachary School,  
	 Des Plaines, IL
Dorothy Stach
STR, LLC
Styline Diesel Service Center
Katherine Sullivan
Tara Szy
Scott Tatum
Kalpana Telikepali
The Breakers
The Regence Employee 		
	 Giving Campaign
Salem Five Charitable 		
	 Foundation
Thermal Structures Inc.
Phillips Academy - Board 	
	 of  Trustees
TSBL Distributing Co.
John & Christie Tuck
Henry & Janet Turek
David Tycast
Eleanore Tysiak
Unilever United States 		
	 Foundation Inc.
United Consulting
United Health Group
United Performance Metals
United Way of  Greater 		
	 Cleveland
Valley Stainless & Alloy, Inc.
Verizon Foundation

James Volpe
Anne Wagner
Jymme Walker
Walnut Hill Insurance 		
	 Agency, Inc.
Eugene Walter
Craig & Cindy Warner
Susan Warshauer
Lina Watanabe
Maxwell Weiss
Wellington Management 	
	 Company, LLP
Wellpoint Associate Giving 	
	 Campaign
West Coast Metals, Inc.
Whitcraft, LLC
Paul White
Adam Wolman
Stephen Wright
Tom & Loajean Young
Gonzalo Zeballos
	

Volunteer Event Heads 
Who Raised Over $500
Joseph DeGrazia, Jr.
Karen Dopher	
Rob Fiorillo		
Dave & Cindi Hendry	
Kolby Jones
John Juul	
Vincent Loizzo
Toni Mengarelli	
Marci Moon
Vicki Mountain
Barbara J. Murphy
Sonny & Dana Nuccio
Linda Osterman
Korey Partenheimer
Jasmin Powell
Marsha Radner
Respiratory Health 		
	 Association
Judy Smith
Stephen Spahr
Tara Szy
Team Mossman Events, LLC
Danny & Tammy Walker
Elizabeth Walsh
Washers for Wellness
Charles & Karen Westphal
Willacker Action Committee
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Board of Directors

Daniel M. Rose, M.D. 
President

Patti Tuomey, Ed.D. 
Chief Operating Officer

Leanne Storch 
Associate Vice President,  
Patient Outreach

Joseph Borus, Esq. 
Secretary

Tom Hales 
Treasurer

Sandra Bean Lewis

Daniel Beren

Zoe Dirks

Jennifer Galvin, M.D.

John Ryan

Carl Salzano

Tom Terrill

Julie Willis O’Connor

Medical Advisory Board

Kevin Brown, M.D. 
Chairman

David Kamp, M.D.  
Medical Director

Marvin I. Schwarz, M.D.

Jeffrey T. Chapman, M.D.

Harold Collard, M.D.

Rany Condos, M.D.

Gregory Cosgrove, M.D.

Roland M. duBois, M.D.

Christine Garcia, M.D., Ph.D.

Susan S. Jacobs, R.N., M.S.

Naftali Kaminski, M.D.

Joseph Lasky, M.D.

Kathleen Lindell, Ph.D., R.N.

David Lynch, M.D.

Imre Noth, M.D.

Ralph J. Panos, M.D.

Ganesh Raghu, M.D.

Jesse Roman, M.D.

Glenn Rosen, M.D.

David A. Schwartz, M.D.

Moisés Selman, M.D.

Charlie Strange, M.D.

Robert Strieter, M.D.

Jeffery J. Swigris, D.O., M.S.

Janey Talbert, M.S., C.G.C.

Galen Toews, M.D.

Staff

Daniel M. Rose, M.D. 
President and Chief Executive Officer

Patti Tuomey, Ed.D. 
Chief Operating Officer

Dolly Kervitsky, C.R.T., C.C.R.C. 
Vice President, Patient Relations

Leanne Storch 
Associate Vice President, Patient Outreach

Jennifer Bulandr 
Director, Community Affairs

Cara Schillinger 
Associate Vice President, Communications 
and Marketing

Matt Derda 
Director, Marketing

Scott Staszak 
Associate Vice President, Finance  
and Information Technology

Wendy Escobar 
Coordinator, Financial Operations

Elizabeth Price 
Manager, Database Administration
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Net Assets and Liabilities 	

Audited Numbers		

	 2010	 2009

 

Total Net Assets	  $3,532,184 	  $3,014,784 

Total Liabilities	  $     23,147 	  $     72,939

Total Liabilities & Net Assets	  $3,555,331 	  $3,087,723 

Financial Summary

Revenue and Expenses		

Audited Numbers		

	 2010	 2009

		
Total Revenue	  $1,627,376 	  $1,156,582 

Total Expenses	  $1,109,976 	  $1,173,441 

Surplus/Deficit	  $   517,400 	  $   (25,328)

Allocation of 2010 Expenses

Audited Numbers		

	 	
Program Services	 68%	 $751,109 

Management/General Administration	 22%	  $246,258 

Fundraising	 10%	  $112,609 

68% Program Services

22% Management/ 

General Administration

C

B

A

68%

22%

10%

10% Fundraising
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