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dEAR FRIENdS,
I would like to update you on some of the important events that have recently taken place. The Foundation 

conducted its second biennial health care conference, PFF Summit 2013: From Bench to Bedside  in December 2013 

in La Jolla, California. This was a unique opportunity for patients, family members, health care providers, health care 

professionals, and leading researchers from around the world to all come together and exchange information. 

letter from  
our Ceo and Chairman

There were compelling educational sessions for  

the patient community, health care professionals, and 

researchers. Presentations were delivered by many world- 

renowned experts. The interaction and exchange of new 

information made the Summit  a resounding success. 

An important highlight for the Foundation was  

our recent announcement to launch the PFF Care 

Center Network (CCN) and the PFF Patient Registry. 

These initiatives will improve the health and quality  

of life of patients suffering from pulmonary fibrosis 

(PF). They will also help provide insights that can 

enable the medical community to develop new and 

more effective therapies. You can read more about  

the CCN and Registry on pages 4–7.

This promises to be a landmark year as the  

Foundation moves forward with a number of new 

programs that will provide significant benefits for  

the PF community. 

This spring we introduced the first centralized  

call center for the PF community. The PFF Patient 

Communication Center (PCC) is designed to enable 

two-way communication by providing educational 

information along with access to our database of 

support services. The PCC will also assist in referral 

information for treatments and clinical trials. As our 

services expand, we envision tremendous growth of  

the PCC over the next several years.

Our PFF Ambassador program is the first of its  

kind for the PF community. Designed to enhance 

disease awareness, education, and motivation, PFF 

Ambassadors are a group of patients, caregivers, and 

health care professionals that will be professionally 

trained to speak about PF on behalf of the Foundation. 

An additional element of the program will be a group 

of Ambassadors that will also conduct educational 

sessions. The PFF Ambassador program will be  

a key element in future CCN educational events. 

Additionally, Ambassadors will be available to support 

groups and other programs throughout the country. 

You can contact the PCC to schedule an Ambassador 

to come to your program or event. 

Expanding our team is critical to providing quality 

services to the PF community, and we are pleased  

to announce Gregory P. Cosgrove, MD, Kevin R. 

Flaherty, MD, MS, and David J. Lederer, MD, as new 

additions to the Foundation. Dr. Cosgrove serves as 

Chief Medical Officer for the Foundation, Dr. 

Flaherty chairs the Steering Committee of the PFF 

Care Center Network and the PFF Patient Registry, 

and Dr. Lederer assists with our patient communica-

tion efforts. They are recognized leaders in the PF 

community and their expertise will guide the 

Foundation to best serve the PF community.

In addition to reading our Breathe Bulletin, we 

hope you’ll take advantage of another Foundation 

resource, our website. Recently redesigned with 

improved access and valuable resources, we hope it 

makes it easier for everyone in our community to learn 

more about the Foundation and pulmonary fibrosis.

Finally, we would like to thank all of you who have 

generously contributed to the continuing success of 

the Foundation by making donations and volunteering 

your time. Our growth is only possible through your 

continued assistance. We greatly appreciate your 

continued support now and in the future.

Sincerely,

dANIEL m. RoSE, md

Chief Executive Officer and Chairman of the Board
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q+aQ+a With kevin r. flaherty, md, mS

Kevin R. Flaherty, md, mS, was recently appointed Chairman of the Steering Committee  
of the PFF Care Center Network (CCN) and the PFF Patient Registry. he will help guide these 
important initiatives. The goals for the CCN and Registry are to improve the general health 
and quality of life of patients suffering from pulmonary fibrosis (PF) and to additionally 
provide insights important for developing more effective therapies. 

Dr. Kevin R. Flaherty, Chairman of the  

Steering Committee of the PFF Care Center 

Network and the PFF Patient Registry

developing and Implementing the PFF Care Center  

Network and the PFF Patient Registry

what is your educational background?

I completed medical school and residency at 

Indiana University. I began my Pulmonary 

Fellowship at the University of Michigan in 1997, 

and joined the faculty following completion of  

my fellowship training. While at the University  

of Michigan I obtained a Master’s Degree in 

Biostatistics and Clinical Study Design.

what interested you in pulmonary medicine,  

and specifically pulmonary fibrosis and interstitial 

lung diseases?

The variety of medical conditions and the ability 

to establish close patient relationships drew me  

to specialize in internal medicine. From there  

I sub-specialized in pulmonary and critical care 

medicine. At the time of my fellowship, the 

University of Michigan was one of several centers 

that specialized in IPF research, and I was able to 

begin caring for these patients. I was also provided 

a great deal of opportunity to become involved 

with clinical research studies and interact with  

and learn from key opinion leaders in the field. 

do you have a specific focus in the area of 

pulmonary fibrosis?

In addition to clinical care of patients, my research 

has focused on diagnosis of interstitial lung diseases, 

determinants of prognosis, imaging, and clinical 

trial design.
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what is the difference between the PFF Care  

Center Network and other networks like the IPFnet, 

for example?

IPFnet was an extremely successful National 

Institutes of Health initiative with the primary 

charge of performing clinical trials. Although 

research is a component of the PFF Care Center 

Network, it’s not the only task. There’s also a focus 

on education and the determination of best practices. 

Another key difference, which I think will be a huge 

strength, both in terms of the research and what 

we’re going to be able to learn, is the inclusion of  

a more diverse group of patients with pulmonary 

fibrosis — not just IPF.

how do you foresee the PFF Care Center Network 

growing or expanding, and how will this impact 

patient care and research? 

My hope is that this Network will expand and reach 

across not only the United States but all around the 

world. Accomplishing this will take time. Our goal is 

to work out much of the infrastructure with the pilot 

sites and then begin to expand the Network. 

If we’re learning the best ways to do things, 

sharing educational resources, practice models, and 

casting a broader net to more readily enroll patients 

in clinical trials across all areas of the globe, then 

we’re going to be able to impact many more patients 

in terms of the care and study of pulmonary fibrosis. 

you see patients in your clinic several times  

a week. what makes a personal impact on you  

and your approach? 

What strikes me about pulmonary fibrosis is how 

many people it affects and our lack of definitive 

therapies. Pulmonary fibrosis impacts broad groups 

of patients — the young, the middle aged, and the 

elderly. Yet we don’t have a great understanding  

of the most important risk factors. I certainly have 

heartfelt stories of very young patients who have 

succumbed to this disease as well as very vibrant  

and active people in their 60s, 70s, and 80s. These 

patients may be in the prime of life with young 

children, or getting ready to enter the golden years  

of retirement, and they find out that the cough 

they’ve had for six or 12 months is actually the first 

symptom of what turns out to be a debilitating  

and eventually fatal disease. 

what do you tell your patients about how to  

care for themselves? what are your general health 

tips for people?

We currently lack approved therapies in the United 

States for pulmonary fibrosis. Fortunately there are 

many clinical trials going on so hopefully, in the very 

near future, that statement will no longer be true. 

Right now, without a specific medical therapy 

that targets pulmonary fibrosis, we really focus on 

treating the rest of the patient, keeping him or her as 

healthy as possible. We aggressively treat comorbidi-

ties, try to improve exercise capacity, and help 

maintain mental health. 

how would you describe the PFF Care Center 

Network (CCN) to a patient?

The CCN is a group of centers that are working 

together to provide a standardized and comprehensive, 

multidisciplinary approach to the care of patients 

with fibrotic lung disease. Although each of the pilot 

sites has individual expertise in the care of patients 

with interstitial lung diseases, a strength of the  

CCN is in the ability of these sites to collaborate  

to advance research and help determine best  

practice patterns. 

continued on next page >

“our goal is to create a broad,  
representative, well-thought-out  
PFF Care Center Network and  
PFF Patient Registry. From there  
we can work to study, improve  
the care, and eventually find cures  
for patients with pulmonary  
fibrosis.”
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what is a patient registry and why is it important  

for those affected by the disease, both patients  

and caregivers?

At the simplest level a registry is a tool to systematically 

collect information on a large group of patients that can 

be used to better understand and study the disease(s).  

A registry is not a clinical trial — nothing is specifically 

being done to patients as part of a registry. This is a 

potential strength as it allows the collection of informa-

tion that is part of “usual care” and not determined by  

a study protocol. Evaluating this type of information  

can help us understand the distribution of disease types, 

how diseases behave across a wide demographic and 

geographic background, and aid in the determination  

of “best practice” patterns. Registries can also be tools 

that allow for facile communication with patients to 

make them aware of recent advances or the potential  

to participate in research. 

what do you think the patient reaction will be  

to the PFF Patient Registry? 

I think patients will enthusiastically partner with their 

physicians to make the Registry a success. 

There are other registries currently enrolling patients. 

what is unique about the PFF Patient Registry?  

If a patient already participates in one, why should they 

also participate in the PFF Patient Registry?

A key difference of the PFF Patient Registry is inclusion 

of patients from across the country, and hopefully 

internationally in the future. Although participation in 

local registries and research projects is extremely 

important, a strength of the Registry is the opportunity 

to pool and examine information from a larger and 

potentially more diverse group of patients and caregivers. 

Because the Registry is being organized and funded 

by the Pulmonary Fibrosis Foundation, there is hope that 

there will be broad intellectual investment as well as 

broad utilization by different stakeholders — patients, 

academics, physicians, and the medical industry. We will 

move away from work that is fragmented; the research 

and care discoveries will be completed by working 

together as a global team. This will hasten the milestones 

we achieve, to eventually cure this disease.

what other information will the PFF Patient  

Registry collect?

Although this is not yet quite finalized, we will collect 

information on demographics, pulmonary function 

testing, laboratory results, radiographic and pathologic 

appearances, and outcomes. One of the key aspects of the 

PFF Patient Registry will be a focus on collecting quality 

of life outcomes or patient-reported outcomes and health 

care utilization costs. So in addition to capturing data 

points that a patient’s doctor collects as part of their usual 

care, like a lab value or a pulmonary function study, 

patients will also be contacted by the specialized Registry 

site for an interview that will focus on quality of life, 

patient-reported outcomes, and health care utilization. 

That’s another real strength and unique aspect of the 

Registry. Of course, all the data will be anonymous.

will the PFF Patient Registry include a bio-repository?

Yes, there is a goal to provide patients the option to 

provide blood samples to be banked for future research. 

These samples could be used to understand the pathobi-

ology of fibrotic diseases, define markers of prognosis,  

or the likelihood of responding to specific therapies. 

what is your role as Chairman of the  

PFF Care Center Network and the PFF Patient  

Registry Steering Committee?

I am blessed to be part of a team of extremely talented 

individuals. My role is to encourage input, focus the 

ideas, and help move these projects forward efficiently. 

Our goal is to create a broad, representative, well-thought- 

out PFF Care Center Network and PFF Patient Registry. 

From there we can work to study, improve the care, and 

eventually find cures for patients with pulmonary fibrosis.

before accepting your new position, what was your 

involvement with the Foundation?

Although I wasn’t actively involved in terms of the 

day-to-day workings or initiatives, I was an outside 

admirer and used the educational materials and the 

website for my patients and myself. It’s really exciting  

for me to be able to take on this new responsibility  

and help move the PFF Care Center Network and  

the PFF Patient Registry forward.
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the benefi ts
how do you view the role of the Foundation in these initiatives?

It’s critical. In my mind the Foundation is the “honest broker” among the many PF constituents. 

The Foundation reaches out to all of the different groups who have an interest in developing 

cures for patients with pulmonary fi brosis — the pharmaceutical industry, which may have to 

answer to their stakeholders and investors; academic physicians who need grants and publications; 

government agencies; and most important — the patients and caregivers themselves. All these 

entities share a common goal, yet sometimes because of how their roles differ, they can’t dance 

as well together as we may like. 

As the “honest broker,” the Pulmonary Fibrosis Foundation can bring everyone together, 

allowing us to pool our resources and come up with something that ultimately benefi ts the entire 

PF community. Individually we might not be able to accomplish this goal, but by working 

together we can make it happen.

did you know?

05.15.14

The application process to become a PFF Care Center Network site will 
open may 15, 2014. Centers will be able to complete an online application. 
visit www.pulmonaryfi brosis.org often for the latest information on the 
application process.

bENEFITS FoR PF PATIENTS ANd CAREgIvERS

The PFF Care Center Network and the PFF Patient Registry 

utilize a multidisciplinary approach to deliver comprehensive 

care. Goals include:

•	 Provide	expert	medical	care	and	social	services	necessary	

to	manage	the	complex	problems	associated	with	PF

•	 Provide	access	to	information	about	recent	advances	

and clinical trials

•	 Strive	for	early	and	accurate	diagnoses

•	 Provide	information	about	clinical	trials

•	 Aid	in	the	development	of	effective	therapies	and	

improved quality of life

PILoT SITE LoCATIoNS

•	 University	of	California,	San	Francisco

•	 University	of	Chicago

•	 University	of	Louisville

•	 University	of	Michigan

•	 National	Jewish	Health

•	 University	of	Pittsburgh

•	 Vanderbilt	University

•	 University	of	Washington

•	 yale	University	

About Kevin R. Flaherty, md, mS

Dr. Kevin R. Flaherty is a Professor of 

Medicine in the Division of Pulmonary 

and Critical Care Medicine, Department 

of Internal Medicine at the University 

of Michigan health System in Ann Arbor, 

Michigan. Dr. Flaherty received his medical 

degree and completed a residency in 

Internal Medicine at Indiana University 

School of Medicine in Indianapolis, Indiana. 

he completed a fellowship in pulmonary and 

critical care medicine at the University of 

Michigan where he also received a Master’s 

Degree in Biostatistics and Clinical Study 

Design from the School of Public health.
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PFF Patient  
Communication Center
On March 27, 2014, the Foundation launched the  

PFF Patient Communication Center (PCC) to serve as 

the central information hub for the PF patient, caregiver, 

and health care professional communities. PCC staff: 

•	 Provide	educational	information	to	callers	 

about pulmonary fibrosis

•	 Supply	information	about	how	to	find	support	

services, available treatments, and clinical trials

•	 Distribute	PFF patient educational materials

Call the PFF Patient Communication Center  

toll free at 844.TalkPFF (844.825.5733) or email  

pcc@pulmonaryfibrosis.org.

Life with PF: Education and Support 

uPdated ProgramS  
and ServiCeS

New online Program:  
disease Education webinars
In May 2014, the Foundation will launch our  

Disease Education Webinars program, which  

allows the PF community to virtually learn from, 

connect with, and pose questions to leading  

pulmonary fibrosis specialists. The program  

includes a community-driven Disease Education 

Webinars series that enables PF patients, caregivers, 

and family members to submit their medical-related 

questions directly to PF physicians. Topics that  

are important to this community are then covered  

in the following months’ Webinars.

Our first Disease Education Webinars will  

feature new members of the PFF team, Dr. Gregory  

P. Cosgrove, Dr. Kevin R. Flaherty, and Dr. David  

J. Lederer. They will speak about their new roles  

with the PFF and answer questions about the PFF 

Care Center Network and the PFF Patient Registry,  

and patient education programs. In addition, they 

will answer medical questions from the patient and 

caregiver community. The following webinars in 

2014 will feature: Dr. David Lederer, Co-Director  

of the Interstitial Lung Disease Program at New  

York Presbyterian Hospital/Columbia and author  

of the blog, “Pulmonary Fibrosis: Clearing the Air,” 

and Dr. Jeffrey Swigris, Associate Professor of 

Medicine at the University of Colorado, member  

of the PFF Medical Advisory Board, and author  

of National Jewish Health’s “Participation Program 

for Pulmonary Fibrosis” blog. The PFF wishes  

to thank our generous sponsor, InterMune, for 

making the Disease Education Webinars possible.

To submit questions, visit our website at  

www.pulmonaryfibrosis.org and register.
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Two New online  
IPF Informational Resources 

KNowIPFNow.Com

Debuting this month, KnowIPFnow.com is a comprehensive 

resource specifically for patients and caregivers affected by  

idiopathic pulmonary fibrosis (IPF). The InterMune-sponsored 

website provides clear and easy-to-read information about IPF, 

explanations about common tests used for diagnosis and  

monitoring symptoms, and tips about ways to help maintain  

one’s lifestyle. In addition, KnowIPFnow.com offers a helpful 

directory of online resources for patient support and  

additional information. 

To learn more, and to download the Know IPF Now  

Patient Brochure, visit KnowIPFnow.com.

LuNgSANdyou.Com/IPF

Boehringer Ingelheim Pharmaceuticals, Inc. is excited to  

introduce a new website focused on idiopathic pulmonary  

fibrosis (IPF) — lungsandyou.com/ipf. 

Uniquely designed for people living with idiopathic  

pulmonary fibrosis (IPF) and their caregivers, LungsandYou™ 

includes easy-to-understand information on the condition,  

suggestions for managing its symptoms, and access to other  

useful resources.

Visit lungsandyou.com/ipf today and sign up to stay  

up to date with the latest information. 

Announcing the New PFF website 
This month the Pulmonary Fibrosis Foundation’s 

newly redesigned website went live. The site was 

redesigned to better serve PF patients, caregivers, and 

medical professionals. Visitors to the site will easily  

find information on living with the disease, stay up to  

date on the latest research and clinical trials, and  

make connections with others in the PF community. 

Improvements include a search feature that will make  

it simple to find medical care and support services  

in your area.

Visit www.pulmonaryfibrosis.org often for the latest 

information and news. www.pulmonaryfibrosis.org
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The PFF Inspire.com support group community of  

over 4,000 members will celebrate two years of connecting 

on May 15, 2014. Some of the topics that have been 

discussed include: 

•	 Living	with	pulmonary	fibrosis

•	 Meeting	new	friends	who	share	similar	experiences	 

and challenges 

•	 Learning	strategies	to	better	cope	with	PF	

•	 Inspiring	hope

•	 Opinions

•	 Questions

did you know? 

PF Support group grants 
The Pulmonary Fibrosis Foundation is dedicated to 

assisting PF support groups. Additionally, the Foundation 

is committed to the establishment of new in-person and 

online PF support groups both in the US and abroad.  

We recognize that individuals often lack the necessary 

resources to develop new groups, support established 

groups, or hold educational events for members and  

their families. To address this need, the Leanne Storch 

Support Group Fund, named after the Foundation’s 

former Executive Director, was established in 2012 to 

provide financial aid to our Support Group Network.  

In its inaugural year, the PFF awarded six $500 grants, 

and in 2013 the Foundation awarded 11 grants. When 

the application process opened in April this year, the  

PFF was proud to expand the program to offer awards  

to 18 support groups. These grants can be utilized to 

establish a new support group, or to defray the expenses 

of running a monthly or quarterly support group.  

The funds can be used to pay for educational materials, 

refreshments, location expenses, and/or speaker fees. 

The Foundation will continue to accept applications 

for the Leanne Storch Support Group Fund awards  

until August 1, 2014. The awardees will be announced 

during Global Pulmonary Fibrosis Awareness Month  

in September 2014. To apply, please call the PFF  

Patient Communication Center toll free at 844.TalkPFF 

(844.825.5733) or email pcc@pulmonaryfibrosis.org. 

EduCATIoNAL mATERIALS

Our patient educational materials, including PF disease awareness brochures 

and Patient Information Guides, physician note pads, and medical posters 

are now available in english, Dutch, French, German, Italian, Portuguese, 

and Spanish. Please email pcc@pulmonaryfibrosis.org to order.

PFF Ambassador Program
The PFF is pleased to offer a new program to promote 

awareness of idiopathic pulmonary fibrosis (IPF),  

offer insight into the experiences of those living with 

IPF, and provide hope and inspiration to others living  

with the disease. The PFF Ambassador program  

will empower patients and IPF medical professionals  

to become spokespersons (Ambassadors). Individuals 

participating in the program will undergo formal 

training to prepare them to speak and advocate on 

behalf of the PFF and the IPF community. This 

initiative is made possible through a generous grant 

from InterMune.

To request an Ambassador at your next event,  

call the PFF Patient Communication Center  

toll free at 844.TalkPFF (844.825.5733) or email  

pcc@pulmonaryfibrosis.org.

10 www.PUlMONARYFIBROSIS.ORG



website:  
www.globalPFawareness.org
All Global Pulmonary Fibrosis Awareness Month  

activities can be found at www.globalPFawareness.org. 

Visit the website for:

•	 Links	to	information	about	Physician	and	 

Patient Educational Events

•	 Tools	for	PF community members to create  

their own grassroots awareness campaign and  

fundraising events

•	 Downloadable	educational	materials	in	English,	 

Dutch, French, German, Italian, Portuguese,  

and Spanish

•	 Ways	for	PF community members to share  

their stories and photos

The Pulmonary Fibrosis Foundation (PFF) has designated September 

as Global Pulmonary Fibrosis Awareness Month. As the leading patient 

advocacy organization, we are requesting that all members of the global 

PF community join us to increase disease awareness during the month. 

The Foundation encourages everyone to support this important initiative 

by participating in some of the following activities:

•	 Patient	and	Physician	Educational	Programs

•	 Awareness	Events

•	 Fundraising	Events

Participants 
Global Pulmonary Fibrosis 

Awareness Month requires action 

and collaboration among all 

members of the PF community.  

Key participants are:

•	 PF patients

•	 PF caregivers

•	 Friends	of	PF patients

•	 PFF Board of Directors

•	 PFF Medical Advisory Board

•	 PFF staff

•	 PFF Support Group Leader 

Network

•	 Team PFF  event leaders

•	 PFF volunteers

•	 PFF social media community: 

Facebook, Twitter, Instagram

•	 InspireSM – Online PFF Support 

Community

•	 PFF Care Center Network

•	 PF advocacy organizations  

around the world

•	 Respiratory	and	thoracic	 

societies

aWareneSS
SPread

SePtember!
thiS

James	Vaughan,	creator	of	the	mobile	game,	

Plague, promoted Global PF Awareness with an 

in-game	message	that	was	seen	approximately	 

9.8 million times during the first two weeks  

in September of 2013.

continued on next page >visit www.globalPFawarness.org often to learn  
more about the latest PF community events taking  
place around the world.
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Team PFF: Fundraising opportunities
Now is the perfect time to start planning your own Global Pulmonary 

Fibrosis Awareness Month event through Team PFF.  We recently updated  

our Event Leader Guide to make it even easier to hold an event to increase 

disease awareness and fundraise. Please contact Jennifer Bulandr, Director  

of Community Events and Social Media, at jennifer@pulmonaryfibrosis.org  

to learn more.

FuNdRAISINg IdEAS 

•	 Host	a	Global	Pulmonary	Fibrosis	Awareness	Dinner	

•	 Create	a	FirstGiving	page	to	share	your	story	and	hold	a	virtual	fundraiser

•	 Ask	your	HR Director to hold “Blue Jeans Day” at work and donate  

the proceeds

•	 Set	up	a	lemonade	stand	with	your	children	

•	 Plan	a	bowling	night	with	friends	and	family	and	ask	them	to	make	 

a donation 

•	 Ask	your	office,	school,	or	church	if	you	can	sell	PFF Breathe Bracelets

•	 Crafty?	Open	a	shop	on	Etsy	and	donate	a	portion	of	your	sales

•	 Hold	a	bake	sale	and	donate	the	proceeds	to	the	PFF

•	 Host	a	direct	sales	party	such	as	PartyLite® or Avon© and donate  

a percentage of sales

•	 Take	up	a	collection	in	your	neighborhood

•	 Donate	to	the	PFF in lieu of favors at your baby shower, wedding reception, 

bar mitzvah, etc.

•	 Wear	a	PFF T-shirt to your favorite sporting event and send us a photo

To learn more about how Team PFF members are raising funds  

and awareness, see page 13.

SPoNSoRS

Thank you to BI and InterMune 

LET ThE woRLd KNow
Increase your knowledge of PF by attending  

educational events, viewing webinars at  

www.pulmonaryfibrosis.org/webinars, and sharing 

what you have learned about pulmonary fibrosis. 

Start a conversation by creating your own  

awareness campaign. Fundraise for the PFF  

by hosting your own event. 

To purchase PFF T-shirts, PFF breathe 

bracelets, and other items, please visit 

http://bitl.ly/shoppff.

The Indiana Fever women’s basketball team wearing PFF Breathe Bracelets. Indiana Fever 

team	member,	Jeannette	Pohlen,	lost	her	father	to	PF.	The	team	spread	Global	PF	Awareness	

at their game on September 13, 2013.

Spreading pulmonary fibrosis awareness in New York’s Times Square. 

The message appeared five times on August 16, 2013.
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profiles

did you know? 
The number of Team PFF events increased  
by 50% from 2012 to 2013.

team Pff

SEAN gRIFFIN

Sean Griffin had never heard of pulmonary fibrosis until his lifelong friend, 

Kevin Cochran, spoke about his dad’s diagnosis. Always one to jump in,  

Sean, who owns Chicago Primal Gym, immediately organized a fitness boot 

camp fundraising event and donated the proceeds to the Pulmonary Fibrosis 

Foundation in memory of Steve Cochran, Kevin’s father.

“I saw Steve as he left this life. I want to make sure the fundraising 

experience was meaningful and the participants walked away with knowledge 

of this disease,” said Sean.

“Our Swings for Steve  event was put together in eight days with the help  

of the Pulmonary Fibrosis Foundation — they made it incredibly easy! We 

surpassed our first goal of $1,000, and then hit our next target of $1,500!”

Kevin Cochran (left) and Sean Griffin, wearing  

PFF Breathe Bracelets, strike a pose with kettle bells 

at their Swings for Steve fitness boot camp  

fundraiser for the PFF. 

LAuRETTE hARmoN

Laurette, a dedicated Team PFF  volunteer whose father 

passed away from PF last year, works to spread Global 

Pulmonary Fibrosis Awareness every day. An international 

flight attendant, she takes photos of herself, friends, and 

family wearing our PFF Breathe Bracelets  all around the 

world, and then shares them through PFF social media.

laurette harmon 

(right) posing with a 

PFF Breathe Bracelet 

at the Great wall  

of China.

Thank you to our volunteers
The Pulmonary Fibrosis Foundation (PFF) is fortunate 

to benefit from passionate volunteers committed to 

making a difference. Here are two individuals who have 

made important contributions.

TEAm PFF EvENTS wERE hELd ALL ACRoSS ThE uNITEd STATES IN 2013.  

wANT To hoLd AN EvENT IN youR STATE? 

Contact	Jennifer	Bulandr,	Director	of	Community	Events	and	Social	 

Media, at jennifer@pulmonaryfibrosis.org to learn more.
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research
what are clinical trials and what do  
we learn from them? 

Clinical trials are important for the development of new treatments or for improving  

the detection of diseases. This might include the use of new drugs or utilizing a new combination  

of existing drugs, applying new surgical procedures or devices, or looking at different ways  

to use existing treatments. The goal of clinical trials is to determine if a new test or treatment works  

and is safe. Individuals volunteer to participate in carefully conducted investigations. Clinical trials  

can also look at other aspects of care, such as improving the quality of life for people  

with chronic illnesses.

ARE ThERE dIFFERENT TyPES oF CLINICAL TRIALS?

CliniCal trialS and the Pf Community

was designed to evaluate whether this commonly used 

triple-therapy regimen could slow disease progression and 

improve lung function in individuals with moderate IPF.

It was determined during this study that people with 

IPF receiving the triple therapy of prednisone, azathio-

prine, and NAC had worse outcomes than those that 

received a placebo. This combination therapy had been 

widely used in patients with IPF but its efficacy had not 

been ever assessed in a rigorous manner. 

The results from this study showed that compared  

to placebo, those individuals receiving triple therapy  

had greater mortality (11% vs. 1%), more hospitalizations 

(29% vs. 8%), and more serious adverse events (31% vs. 

9%). There was also no difference in lung function 

changes between the two groups. Participants assigned  

to triple therapy had a higher drop-out rate than those 

receiving placebo (22% vs. 2%). 

It is recommended that anyone receiving a combina-

tion of these medications should consult with their health 

care provider. It is important to realize that these results 

definitively apply only to patients with well-defined IPF 

and not to people taking these drugs for other lung 

diseases or conditions.

The two general categories of clinical trials are interven-

tional and observational (non-interventional).

For example, a patient registry is a clinical research 

study that is “observational.” The researcher observes 

those enrolled and measures their outcomes but does not 

provide a therapy or other type of intervention that may 

change the natural history of the disease being studied.

The other category is an “interventional” study; 

researchers give participants a particular medicine or 

other intervention. This method enables researchers to 

compare the results of the effect of a therapy on those 

individuals who receive the therapy and compare it with 

those who don’t. In most instances when a medication is 

involved, the participant (and researcher) do not know if 

the participant is (or is not) receiving the medication 

under investigation. This is called a “double-blind” study.

An example of a “blinded” interventional trial or 

clinical research study was the PANTHER-IPF (Predni-

sone, Azathioprine, and N-acetylcysteine: A Study that 

Evaluates Response in Idiopathic Pulmonary Fibrosis). 

This trial was conducted by the Idiopathic Pulmonary 

Fibrosis Clinical Research Network, and received 

funding from the NHLBI. The PANTHER-IPF study 

For a complete list of clinical trials currently enrolling participants,  
visit www.pulmonaryfibrosis.org/clinicaltrials.
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further 
reading

ARE ThERE dIFFERENT PhASES oF  

CLINICAL TRIALS?

Clinical trials are conducted in “phases.” Each phase  

has a different purpose and helps researchers answer 

different questions.

•	 Phase 1 trials: This initial study investigates an 

experimental drug or treatment in a small group of 

people (20–80) to evaluate its safety and identify  

side effects.

•	 Phase 2 trials: The experimental drug or treatment  

is administered to a larger group of people (100–300) 

to determine its effectiveness and to further evaluate  

its safety.

•	 Phase 3 trials: The experimental drug or treatment  

is usually administered in a randomized and “blinded” 

fashion to a larger group (1,000–3,000). This phase 

will determine the efficacy of a particular therapeutic 

intervention, monitor side effects, compare it with 

standard or equivalent treatments, and collect  

information that will allow the experimental drug  

or treatment to be used safely.

•	 Phase 4 trials: After a drug is approved by the FDA 

and made available to the public, the investigators 

track its safety and gather more information about  

a drug or treatment’s risks, benefits, and optimal use.

whAT ARE ThE PoTENTIAL bENEFITS To  

PARTICIPATIoN IN CLINICAL TRIALS?

Well-designed and well-executed clinical trials provide 

the best approach for participants to:

•	 Play	an	active	role	in	their	health	care.

•	 Gain	access	to	new	research	treatments	before	they	 

are widely available.

•	 Receive	regular	and	careful	medical	attention	from	 

a research team that includes doctors and other  

health professionals.

•	 Help	others	by	contributing	to	medical	research.

whAT ARE ThE PoTENTIAL RISKS To  

PARTICIPATIoN IN CLINICAL TRIALS?

Some of the risks to participants include the following:

•	 There	may	be	unpleasant,	serious,	or	even	life-threat-

ening side-effects as a result of receiving the 

experimental treatment.

•	 The	study	may	require	more	time	and	attention	than	

standard treatment. This can (but not necessarily) 

include visits to the study site, more blood tests, more 

treatments, more hospital stays, or receiving complex 

dosages of medications.

who PARTICIPATES IN CLINICAL TRIALS?

Many different types of people participate in clinical trials. All clinical 

trials have guidelines about who can participate, called inclusion/

exclusion criteria. Factors that allow someone to participate in a clinical 

trial are “inclusion criteria.” Those that exclude or do not allow partici-

pation are “exclusion criteria.” These criteria are based on factors such as 

age, gender, the type and stage of a disease, previous treatment history, 

and other medical conditions. Before joining a clinical trial, a participant 

must qualify for the study. Some research studies seek participants with 

illnesses or conditions to be studied in the clinical trial, while others 

need healthy volunteers. Some studies need both types.

how doES ThE ouTComE oF CLINICAL RESEARCh  

mAKE A dIFFERENCE?

Only through clinical research can we gain insights and answers about 

the safety and effectiveness of drugs and therapies. Many groundbreaking 

scientific advances have been possible only as a result of participation  

by volunteers — both healthy and those diagnosed with an illness —  

in clinical trials. As clinical research opens new doors to finding ways  

to diagnose, prevent, treat, or cure disease, clinical trial participation  

is essential to help find the answers.

Adapted from: National Institutes of health. “Clinical Trials: The Basics.”  

Last	reviewed	on	January	11,	2011.	Accessed	August	14,	2012;	available	at	 

http://www.nih.gov/health/clinicaltrials/basics.htm.

disclaimer: Please note that any information contained in this article is for  

informational and/or educational use only and does not constitute an endorsement  

of any product, person, or services offered. It is not intended to be a substitute  

for professional medical advice. Always consult your personal physician or health  

care provider with any questions you have regarding your specific medical  

conditions, individual needs, or before making any medical decisions.

For more information about clinical trials, please visit:  

•	 NIh ClINICAl ReSeARCh TRIAlS AND YOU  

 www.nih.gov/health/clinicaltrials

For more information about research safety, please visit:

•	 OFFICe FOR hUMAN ReSeARCh PROTeCTIONS  

 www.hhs.gov/ohrp/

•	 ChIlDReN’S ASSeNT TO ClINICAl TRIAl PARTICIPATION  

 www.nichd.nih.gov/health/clinicalresearch/aboutclinicalresearch.cfm#3

For more information on participants’ privacy and confidentiality, please visit:

•	 NATIONAl INSTITUTeS OF heAlTh, hIPAA PRIVACY RUle  

 privacyruleandresearch.nih.gov
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what is your background and  
how did you become interested  
in working in pulmonology, and 
specifically in pulmonary fibrosis?

I went to medical school in 

Philadelphia, Pennsylvania, at 

Hahnemann University Hospital 

and then subsequently was  

a medical resident at Thomas 

Jefferson University Hospital. While rotating in the 

intensive care unit, I cared for a number of patients with 

interstitial lung disease. Unfortunately, many of these 

patients did poorly. My inability to help them drove my 

interest to better understand this complex set of diseases. 

My interest in interstitial lung disease and pulmonary 

fibrosis led me to a pulmonary fellowship at the 

University of Colorado and National Jewish Health, 

where I began working in the Interstitial Lung Disease 

(ILD) Clinic in 2000.

As part of my training, I began a basic science research 

fellowship in the lab of Dr. G. Scott Worth. At the same 

time I also began caring for patients in the Interstitial 

Lung Disease Clinic at National Jewish Health under  

the direction of Dr. Kevin Brown. After I completed my 

training I joined the faculty at the University of Colorado 

and National Jewish Health in 2002. I have been 

fortunate to be able to work in the ILD program for the 

past 12 years. In addition to the basic and translational 

research projects, I’ve also participated in the IPFnet  

(a network of centers performing clinical trials that was 

funded by the National Institute of Health – NIH), as 

well as various other pharmaceutical industry-sponsored 

and other NIH-sponsored clinical research studies.

the imPaCt of the Pff Care Center 
netWork and Pff Patient regiStry 
on CliniCal trialS

An interview with gregory P. Cosgrove, md,  
Chief medical officer

My clinical and research emphasis in the field  

of pulmonary fibrosis led me to become involved in 

advocating for patients with the disease, during which 

time I began to work with the Pulmonary Fibrosis 

Foundation (PFF).

Through interactions with the members and the  

staff of the PFF, I began to assist in developing  

educational seminars, patient discussion sessions, and 

also participated in the inaugural IPF Summit in 2011. 

Subsequently, I was invited to Co-Chair the PFF Summit 

2013  with Drs. Martin Kolb and Patricia Sime this  

past December.

you recently joined the PFF as Chief medical  
officer (Cmo). how do you see your role as the 
Foundation’s Cmo?

I am fortunate to have the opportunity to take on the  

role of CMO at the Foundation. This position not only 

enables me to help organize national and international 

meetings and symposia, but to also help shape and guide 

the course of the Foundation as it relates to medical 

operations and patient advocacy. I am hopeful that the  

PF research community will be successful in identifying 

treatment(s), and eventually a cure. Until we find better 

therapies and a cure, improving the quality of life and 

extending the patients’ lives needs to be our focus. 

Serving as the CMO for the PFF is a wonderful opportu-

nity. I’m very passionate about our ability to have a 

regional, national, and international impact on PF.

I feel very fortunate to be able to join a team of 

dedicated experts at the Foundation as well as the 

devoted individuals that volunteer their time and effort 

to advancing the mission of the PFF.

The opportunity to serve as Chief Medical Officer 

really is a unique chance to make a valuable contribution 

to this field and improve the lives of many individuals.

Dr. Gregory P. Cosgrove,  

Chief Medical Officer  

of the PFF
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As the Cmo, how do you envision the PFF Care Center 
Network and the PFF Patient Registry impacting 
patients with pulmonary fibrosis?

The PFF Clinical Care Network (CCN) and the PFF 

Patient Registry will allow us to create a uniform approach 

to the care of PF patients and begin to establish mecha-

nisms to evaluate any intervention for the treatment of 

the disease. These include new pharmacologic therapeutic 

agents (medications) and non-pharmacologic interven-

tions such as pulmonary rehabilitation. In addition to 

interventions, we will gain a better understanding about 

how to ensure the best outcomes for our patients.

Single center studies are fundamentally important, 

but a coordinated network allows us to more broadly 

answer questions, and most likely in a more efficient and 

complete manner. Through a network we will be able  

to more rapidly and efficiently enroll patients in research 

studies, and this will allow us to have more opportunities 

to try to help our patients.

what is the role of the PFF Care Center Network  
and the PFF Patient Registry in other types of clinical 
research and clinical trials?

There are a lot of different venues in which patients can 

be evaluated. The classic academic or university center  

is certainly a well-established model, but it’s not a model 

that may serve all patients across different geographic 

regions. One of the goals of the PFF Care Center 

Network and the PFF Patient Registry is to provide access  

for all patients who would like to participate in research 

and to be able to do this in a safe, secure environment.

We know that not all patients have access to an 

advanced lung disease center or an interstitial lung disease 

center. As the Foundation facilitates the development  

of the accredited CCN sites that are closer and more 

accessible to patients, the medical community will be 

better prepared to provide enhanced care and also  

a more comprehensive approach to patients with PF.

Consensus statements published by the leading 

medical associations (such as the ATS/ERS/JRS/ALAT 

IPF Evidence-Based Guidelines for Diagnosis and 

Management)1 have helped to guide the medical commu-

nity with what are perceived to be the best practice 

patterns. A consensus opinion based on observational 

data is an important first step in the absence of controlled 

studies. Rigorously determining which care is “best” for 

patients with PF should be pursued by utilizing multiple 

sites and asking relatively straightforward questions 

which will address important issues about care,  

epidemiology of the disease, and who’s at risk. While 

these questions have been investigated in the past,  

we anticipate that with a large PFF Care Center Network,  

the depth and breadth of the answers to those questions 

will be improved.

Additionally, we hope that the PFF Care Center 

Network and the PFF Patient Registry will allow us to 

more thoroughly investigate important new observations 

that have been identified over the past ten years. Specifi-

cally, I am referring to a better understanding of the rate 

of disease progression and the role and incidence of acute 

exacerbations. The function of the PFF Care Center 

Network and the PFF Patient Registry will be to help find 

answers to novel questions more rapidly and advance our 

understanding of the disease in real time.

we hear a lot about clinical trial networks for many 
different diseases. In pulmonary fibrosis we know of 
one network, the IPFnet. how do the PFF Care Center 
Network and the PFF Patient Registry compare to  
a clinical trial network?

There are differences in terms of how the PFF Care 

Center Network and the PFF Patient Registry are being 

organized in contrast to a clinical trials network.

In a clinical trial there is a specific intervention being 

tested on a specific group of patients with well-defined 

parameters such as their lung function (PFTs), age, and 

diagnosis. These studies generally address one important 

question, and that’s the purpose of the clinical trial —  

to determine if a particular medication or therapy has  

a positive effect on patients and improves one or more  

of the measured parameters.

The PFF Care Center Network and the PFF Patient 

Registry are not limited to investigating one specific 

therapy or agent; we want to be able to identify effective 

pharmacologic and non-pharmacologic interventions  

for patients. This is an expansion of the clinical trials 

network, and that’s why the names are different — the PFF 

Care Center Network and the PFF Patient Registry. 

These initiatives augment and enhance the clinical trial 

process, allowing us to answer many different questions.

continued on next page >
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do clinical trials need to include a placebo arm?

Clinical trials that utilize a placebo arm are very  

important, especially when we haven’t identified effective 

therapies for a disease. By utilizing a placebo arm or an 

arm in which patients are not receiving the therapeutic 

intervention, and the participants receive the medication 

in a “blind” fashion (the patient does not know if he/she 

is receiving the drug or not), we can assess the true  

benefit of a specific treatment.

A placebo arm allows for a comparison of a new 

intervention versus no intervention (or an accepted 

intervention) in an unbiased way. If we don’t have clinical 

trials to answer these very important questions, and we 

don’t design trials correctly, we can’t answer these 

questions.

If trials are not performed appropriately, patients 

could be subjected to treatments that have no benefit or 

may actually be harmful. One example of an intervention 

being identified as harmful was demonstrated in the 

PANTHER-IPF trial conducted by the IPFnet. In this 

trial, patients volunteered to assess whether or not 

prednisone, azathioprine, and N-acetylcysteine were truly 

beneficial. In fact, the combination therapy of all three 

medications was found to be harmful to IPF patients.2 

This study is an excellent example of the importance 

of a well-designed clinical trial, which demonstrated that 

a well-accepted treatment actually had a deleterious effect. 

The study had an important impact on patient care.

The advantage of participating in clinical trials for 

patients is that it potentially gives them access to medical 

interventions not yet approved, and may also provide 

access to specialty care that may not otherwise be available. 

Participants also have an opportunity to give back to 

the community, which many feel is important. Clinical 

trials also advance our understanding and have a positive 

impact on the medical community, patients, and society 

as a whole.

how do you see the PFF Care Center Network  
expediting and facilitating clinical trials, and why  
is it important?

The PFF Care Center Network will create a consortium 

of accredited academic medical centers and community-

based clinics that have experience and expertise in the 

care of patients with fibrotic lung diseases. This network 

of interested parties will have the ability to rapidly 

implement protocols and assess different interventions  

in an organized and systematic way.

Rather than re-establishing a network for every trial 

that we want to perform, the PFF Care Center Network 

will be an existing network with ongoing collaborative 

studies. This will enable a more efficient initiation of 

trials, and we can move ahead answering questions in  

a more expeditious fashion.

For patients, the PFF Care Center Network provides 

regional, if not local, access to accredited interstitial lung 

disease centers, and the hope is that we establish the best 

practice patterns for patients with PF. Additionally,  

the CCN is designed to enhance education of patients, 

caregivers, health care providers, and physicians.

Directly and indirectly, we will increase disease 

awareness and reach out to our community. We no longer 

want hear the phrase, “I never heard of pulmonary 

fibrosis before I was diagnosed.” 

It is devastating to think of 40,000–50,000 individu-

als dying each year of PF. We need to address the impact 

of this disease so that we can help a large number of 

individuals, not only in the United States, but also 

throughout the world.

Sources:

1.	Raghu	G,	Collard	HR,	Egan	JJ,	et	al.	“An	official	ATS/ERS/JRS/ALAT	

statement: idiopathic pulmonary fibrosis: evidence-based guidelines for 

diagnosis and management.” Am J Respir and Crit Care Med	2011; 

183;788-824.	doi:	10.1164/rccm.2009-040GL	

2. The Idiopathic Pulmonary Fibrosis Clinical Research Network.  

 “Prednisone, azathioprine, and N-acetylcysteine for pulmonary fibrosis.”  

N Engl J Med 2012;366;1968-1977.	doi:	10.1056/NEJMoa1113354      To watch dr. Cosgrove’s  
“what is Pulmonary Fibrosis?” webinar,  
 visit www.pulmonaryfibrosis.org/webinars.
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donate.

hELP uS ExPANd!
gIvINg oPTIoNS
The PFF is dedicated to serving patients and their 

families by providing high quality educational programs. 

Please consider supporting these important educational 

and research programs by making a contribution to  

the Foundation.

mAKE A doNATIoN

online  Visit www.pulmonaryfibrosis.org/donate

by mail  Use the donation envelope in this issue

by Phone  Call us at 888.733.6741 

PLAN A TEAm PFF FuNdRAISINg EvENT

Team PFF event leaders are individuals who have 

created fundraising events to honor a friend or a loved 

one. To learn more about becoming a Team PFF event 

leader, visit www.pulmonaryfibrosis.org/teampff.

PLANNEd gIvINg

Please think about including the Pulmonary Fibrosis 

Foundation in your estate plan and leave a legacy that 

will live on in the PF community. To get started, contact 

your financial advisor or the PFF’s President and COO,  

Patti Tuomey, at 888.733.6741.

PLEdgE PFF!

Pledge PFF! is our monthly giving program, and  

an important source of revenue for the Foundation.  

Our generous monthly donors provide stability and 

support to our important programs. To learn more  

about	how	you	can	maximize	your	impact,	visit	us	at	

www.pulmonaryfibrosis.org/pledgefaqs.

EmPLoyER mATChINg gIFTS

Please	consider	maximizing	your	donation	through	 

an employer matching gift program. To find out  

whether your employer will match your gifts, visit  

www.pulmonaryfibrosis.org/employermatch.

Your contribution today will have a positive and  

lasting impact on the PF community. The Pulmonary 

Fibrosis Foundation thanks you for your generosity  

and support.

The mission of the Pulmonary Fibrosis Foundation (PFF) is to serve  

as the trusted resource for the pulmonary fibrosis (PF) community by 

raising awareness, providing disease education, and funding research.  

In order to advance the development of effective treatments for PF,  

the Foundation funds research and also encourages partnerships with 

industry and academic research centers. In order to help facilitate this, 

the Pulmonary Fibrosis Foundation launched the PFF Care Center 

Network and the PFF Patient Registry. 

bENEFITS oF ThE PFF CARE CENTER NETwoRK ANd 

ThE PFF PATIENT REgISTRy INCLudE:

•	 Enabling	an	earlier	diagnosis

•	 Standardizing	care

•	 Acquiring	accurate	clinical	information

•	 Assessing	efficacy	of	new	therapies

•	 Establishing	best	clinical	practices

•	 Conducting	multi-institutional	research

•	 Facilitating	enrollment	in	clinical	trials

we will begin accepting applications for the PFF Care Center 

Network on May 15, 2014. Patients will begin to be enrolled in  

the PFF Patient Registry at pilot sites starting in November 2014.

To read more about the PFF Care Center Network and  

the PFF Patient Registry, turn to pages 4–7. 

To view the video, visit www.pulmonaryfibrosis.org. 

For questions, contact the PFF Patient Communication  

Center toll free at 844.TalkPFF (844.825.5733) or email  

pcc@pulmonaryfibrosis.org.
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overview
PFF Summit 2013: From Bench to Bedside, was held from  

December 5–7 in La Jolla, California. The conference brought 

together PF patients, caregivers, and medical professionals. There  

were over 500 attendees including individuals from 14 countries  

in addition to the United States.

The most up-to-date medical information was provided to  

both the medical professional and patient communities. Some of  

the conference goals were: 

•	 Increase	knowledge	and	inspire	hope

•	 Improve	the	health	and	quality	of	life	of	PF patients

•	 Encourage	collaboration	that	will	lead	to	development	 

of new therapies 

our Summit
PatientS, CaregiverS, and mediCal 
ProfeSSionalS

The Program
The two-day program featured professional and patient 

sessions. The Summit  began Thursday evening with a 

welcome reception and poster presentations. New research 

was presented, which included studies on improving the 

diagnosis of PF, enhancing clinical care, and research  

into the causes of pulmonary fibrosis.

On the opening day of the Summit, Dr. Daniel M. 

Rose, CEO and Chairman of the Board of the Foundation, 

welcomed the attendees. Robert J. Beall, PhD, President 

and CEO of the Cystic Fibrosis Foundation (CFF), 

delivered the keynote address. The CFF has become  

a model for improving patient care and has provided  

a roadmap for the development of new and effective 

therapies. Dr. Beall discussed drug innovations that have 

dramatically improved the lives of individuals with cystic 

fibrosis. An inspirational talk was given at the luncheon 

presentation by John F. Crowley, JD, MBA, who presented 

his own journey: “When Drug Research is Personal:  

The Importance of Patient Advocacy in Drug Development 

and Advocacy.” He shared his story about the diagnosis  

of his daughter and son with Pompe disease, a rare neuro-

muscular disorder, that led him to co-found a biotech 

company developing new innovative treatments for  

the disease. 

During the Networking Dinner on Friday evening,  

the PFF announced plans to launch the PFF Care Center 

Network (CCN) and the PFF Patient Registry at nine  

pilot sites. Goals of the CCN are to improve diagnosis  

and care for the PF patient. Through standardized data 

collection, the Registry will track disease progression  

and provide critical information that will help provide 

insights important to the development of more effective 

therapies for PF.

Dr. Patti Tuomey,  

President and Chief  

Operating Officer  

of the PFF

John	F.	Crowley,	JD,	MBA
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view the PFF Summit 2013 sessions online.
PRoFESSIoNAL    www.pffsummit.org/professionals.html

PATIENT ANd CAREgIvER    www.pffsummit.org/patients.html

medical Professionals, Patients,  
and Caregiver Sessions
Many of the presentations on the first day for health 

care professionals focused on the basic science of PF. 

Topics included lung injury and repair, genetics  

and biomarkers, and drug development. Day two for 

the professional attendees was dedicated to clinical 

sessions. Topics presented included making an 

accurate diagnosis, understanding therapeutic options, 

current treatment of co-morbidities, and effectively 

communicating with patients and caregivers. An 

update on global perspectives and ongoing clinical 

trials was also featured.

The concurrent program for patients and caregivers 

addressed awareness and educational needs, as well  

as, how to live better with PF. Important topics for this 

audience were definitions of the disease, causes, and 

treatments. Also included were sessions on research, 

drug development, and advocacy. Patients and caregivers 

had an opportunity to directly ask questions of the 

medical experts. 

Continuing  
medical Education
The PFF was pleased to partner with 

National Jewish Health of Denver, 

Colorado, to provide a continuing 

medical education (CME) program. 

National Jewish Health is accredited 

by the Accreditation Council for 

Continuing Medical Education 

(ACCME) to provide continuing 

medical education for physicians. 

gENERouS SPoNSoRS

The PFF would like to thank  

the following sponsors for their  

wonderful support: 

EvEREST

ShASTA

Genentech

gRANd TEToN

Biogen/Idec

Inspire

PatientsLikeMe

FRIENdS oF ThE PFF

Phyllis Dirks Demont Trust

Mike and Donna Henderson

ImmuneWorks

continued on next page >
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San Francisco, California

wILLIAmSoN bRAdFoRd, md, Phd 
InterMune 
Brisbane, California

KEvIN K. bRowN, md* 
National	Jewish	Health 
University of Colorado Denver 
Denver, Colorado

ERRoL buSh, md 
University of California, San Francisco 
San Francisco, California

ELLEN wRIghT CLAyToN, md, Jd 
Vanderbilt University School of Medicine 
Nashville, Tennessee

ALAN h. CohEN, md 
Boehringer Ingelheim 
Ridgefield, Connecticut

hARoLd R. CoLLARd, md 
University of California, San Francisco 
San Francisco, California

CRAIg CoNoSCENTI, md, FCCP 
Boehringer Ingelheim 
Ridgefield, Connecticut

JohN F. CRowLEy, Jd, mbA 
Amicus Therapeutics 
Cranbury,	New	Jersey

RobyN R. dETERdINg, md 
University of Colorado Denver 
Children’s hospital Colorado 
Aurora, Colorado

KEvIN R. FLAhERTy, md, mS* 
University of Michigan 
Ann Arbor, Michigan

ChRISTINE KIm gARCIA, md, Phd 
University	of	Texas	 
Southwestern Medical Center 
Dallas,	Texas

mARILyN K. gLASSbERg, md 
University of Miami  
Miller School of Medicine 
Miami, Florida

bRIgITTE gomPERTS, md 
University of California, los Angeles 
los Angeles, California

STEvE d. gRoShoNg, md, Phd 
National	Jewish	Health 
Denver, Colorado

CRAIg hENKE, md 
University of Minnesota 
Minneapolis, Minnesota

ERICA L. hERZog, md, Phd 
Yale School of Medicine 
New haven, Connecticut

PFF Summit 2013 Faculty

“PFF Summitt 2013 brings value to all members of the  
  PF community — as an educational resource, as a catalyst for  
  change, and as a symbol of hope.” 
      –MARTIN KOlB, MD, PhD, AND SUMMIT CO-ChAIR

Dr.	Jeffrey	James	Swigris,	Medical	Advisory	

Board Member of the PFF

Dr. Gregory P. Cosgrove, Chief Medical 

Officer of the PFF

Elizabeth	Trehu,	MD,	of	Promedior; 

Tom O’Riordan, MD, of Gilead 
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SuSAN S. JACobS, RN, mS 
Stanford University 
Stanford, California

NAFTALI KAmINSKI, md* 
Yale School of Medicine 
New haven, Connecticut

STEvEN m. KAwuT, md, mS 
University of Pennsylvania 
Philadelphia, Pennsylvania

TALmAdgE E. KINg, JR., md 
University of California, San Francisco 
San Francisco, California

dAvId LEdERER, md, mS 
Columbia University 
New York, New York

JoyCE LEE, md 
University of California, San Francisco 
San Francisco, California

KAThLEEN o. LINdELL, Phd, RN 
University of Pittsburgh 
Pittsburgh, Pennsylvania

dAvId A. LyNCh, md 
National	Jewish	Health 
University of Colorado Denver 
Denver, Colorado

FERNANdo J. mARTINEZ, md, mS* 
University of Michigan 
Ann Arbor, Michigan

RIChARd T. mEEhAN, md 
National	Jewish	Health 
Denver, Colorado

A. bRuCE moNTgomERy, md* 
Cardeas Pharma 
Seattle, washington

ImRE NoTh, md 
The University of Chicago 
Chicago, Illinois

Tom o’RIoRdAN, md 
Gilead 
Seattle, washington

gANESh RAghu, md 
University of washington 
Seattle, washington

JESSE RomAN, md* 
University of louisville 
louisville, Kentucky

IvAN o. RoSAS, md 
Brigham and women’s hospital 
Boston, Massachusetts

CECILE S. RoSE, md, mPh 
National	Jewish	Health 
Denver, Colorado

ChRISToPhER J. RyERSoN, md 
University of British Columbia 
Vancouver, British Columbia, Canada

mARvIN I. SChwARZ, md* 
University of Colorado Denver 
Denver, Colorado

dEAN ShEPPARd, md* 
University of California, San Francisco 
San Francisco, California

EugENE J. SuLLIvAN 
EJS	Consulting 
Olney, Maryland

JEFFREy JAmES SwIgRIS, do, mS* 
National	Jewish	Health 
University of Colorado Denver 
Stanford University 
Denver, Colorado

JANET TALbERT, mS, CgC 
National	Jewish	Health 
Denver, Colorado

CARLo vANChERI, md 
University of Catania 
Catania, Italy

ShELIA vIoLETTE, Phd 
Biogen Idec 
weston, Massachusetts

dAvId wARbuRToN, md 
University of Southern California 
Children’s hospital los Angeles 
los Angeles, California

LESLIE C. wATTERS, md* 
Atlanta Pulmonary Group 
Atlanta, Georgia

 *MeMBeR OF PFF SUMMIT 2013  

PROGRAM  COMMITTee
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PFF Educational materials Available
At PFF Summit 2013, the Foundation distributed our new  

educational materials including a PF medical poster, physician  

note pad, and Understanding Pulmonary Fibrosis brochure. To order  

these materials in english, Dutch, French, German, Italian, Portuguese,  

or Spanish, contact us at 844.TalkPFF (844.825.5733) or  

pcc@pulmonaryfibrosis.org.

Dr. Kevin K. Brown, 

Chairman of the Medical 

Advisory Board of  

the PFF

3
5
1
1
8

448
2

ITALy

JAPAN 

SPAIN

SwEdEN

uNITEd KINgdom
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vIETNAm

ATTENdEES by CouNTRy
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Congratulations to our Poster winners
Fifty-two researchers from academic institutions and the pharmaceutical 

industry presented fi ndings on their research. The posters from the academic 

institutions were peer-reviewed by a panel from the PFF’s Research Advisory 

Committee. Award recipients were announced at the Networking Dinner 

on Friday and were invited to speak about their research at one of the 

scientifi c sessions. 

1st place

Andrew bryant, md

Vanderbilt University 

 “Endothelial Specifi c Inhibition of Hypoxia-Inducible Factor Blocks 

Development of Pulmonary Hypertension Associated with Lung Fibrosis” 

2nd place

Shanna Ashley, mS 

The Regents of the University of Michigan 

 “Periostin Regulation of Mesenchymal Cells in Lung Fibrosis”

3rd place

Robert Kottman, md

University of Rochester 

 “The Lactate Dehydrogenase Inhibitor Gossypol Inhibits TGF Induced 

Myofi broblast Differentiation In Vitro and Bleomycin Induced Pulmonary 

Fibrosis In Vivo” 

honorable mention

orquidea garcia, Phd 

Children’s hospital los Angeles 

 “Targeted Depletion of Type II Alveolar Epithelia Provides a Dynamic 

Functional Model for Chronic Respiratory Disease”

Ana mora, md 

University of Pittsburgh 

 “Advancing Age Reduces PINK1-mediated Mitochondria Quality Control 

in Alveolar Epithelial Cells and Promotes Lung Fibrosis”

PFF Summit 2015 will be held from November 12–14 in washington dC. 

visit www.pffsummit.org for all the latest information. 
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you

breathe benefit 2013

The Pulmonary Fibrosis Foundation’s (PFF) annual dinner, Breathe 

Benefit 2013: Community Inspiring a Cure, was held at The Drake Hotel 

in Chicago last October. The event raised approximately $200,000 and 

will fund important support and research for patient initiatives. The PFF 

is appreciative of many people who helped make the Breathe Benefit 2013 

a success. Co-Chairs for the dinner were Dr. Stephen and Joan Wald,  

and The Family of Michael P. Savoca.

Over 250 individuals attended Breathe Benefit 2013. Dinner guests 

included patients, caregivers, family members, medical professionals, 

researchers, and valued supporters of the PFF. The Foundation was 

honored to have award-winning Broadway actress, comedienne, and 

devoted PFF advocate Julie Halston and WGN Radio’s Cubs play-by-play 

announcer Pat Hughes as the emcees. Julie Halston and husband, Ralph 

Howard, former anchorman for Howard Stern’s Howard 100 News, served 

as Honorary Chairs of the event. Ms. Halston and Mr. Howard spoke of 

their own experiences with PF as caregiver and patient.

Community inSPiring a Cure

PFF Summit 2015 will be held from November 12–14 in washington dC.  

visit www.pffsummit.org for all the latest information. 

Devoted PF advocates and Co-Chairs of the  

Breathe Benefit 2013, The Family of Michael P. Savoca.

Craig	Conoscenti,	MD,	FCCP	(left)	and	Thomas	J.	Croce,	RPh	

(right) from Presenting Sponsor Boehringer Ingelheim,  

with	Honorary	Chairs	Julie	Halston	and	Ralph	Howard. thank
bREAThE bENEFIT 2013: CommuNITy INSPIRINg A CuRE SPoNSoRS

PRESENTINg 

Boehringer Ingelheim

PLATINum

Daniel M. Rose, MD, and Family

InterMune

SILvER 

The Frank J. McMahon Family 

The Mark Fuller Family 

FRIENdS oF ThE FouNdATIoN 

Ritu Baral

ClinicaLingua Translation Services 

The Pete DeVito Memorial 

Foundation

Zoë C. Dirks in Memory of  

Stephen Dirks

Jennifer A. Galvin, MD

Tom and Alice Hales 

The Harmon Family

IPF Patients and Families

Chuck and Jennifer Lawless

Don Luken and Friends of  

Tom Clark

Tom Panoplos

John Ryan in Memory of  

Timothy J. Ryan

The Family of Michael P. Savoca

Patti Tuomey and Chris Martin

University of Wisconsin Lung 

Transplant – Advanced  

Disease Program

Julie Willis O’Connor  

in Memory of Her Dad,  

Bo Willis 

continued on next page >
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One of the evening’s highlights was a tribute to 

Foundation co-founder Albert Rose. He lost his battle  

to idiopathic pulmonary fibrosis (IPF) in February 2002. 

His son, Daniel M. Rose, MD, the PFF’s Chairman of  

the Board and Chief Executive Officer, provided a 

moving tribute to his father. Dr. Rose stated, “The PFF 

Established Investigator Awards have been re-named in 

my father’s honor in recognition of his dedication and 

passion. We want to ensure that there will always be  

a resource to help develop effective therapies for this 

terrible disease.”

The PFF Research Fund’s 2013 Young Investigator 

and Established Investigator grant recipients were 

presented by Jesse Roman, MD. Dr. Roman serves as 

Chairman of the PFF’s Research Advisory Committee 

and spoke of the collaboration between academic 

researchers and industry. The PFF acknowledged  

the support of Boehringer Ingelheim for funding an 

Established Investigator Award and InterMune for 

funding an I.M. Rosenzweig Young Investigator Award. 

Additionally, the PFF announced 11 recipients of the 

2013 Leanne Storch Support Group Fund awards.

Dedicated PF advocate and PFF  

Board Member, Stephen A. wald, PhD, 

and	wife,	Joan	Wald,	also	a	passionate	

supporter of the PF community, accepting 

recognition for their work as Co-Chairs  

for the Breathe Benefit 2013.

Nick DeVito, accepting a Team PFF  

Award for the Pete DeVito Memorial Golf 

Outing (above).

Jesse	Roman,	MD,	PFF	Medical	Advisory	

Board Member and Chairman of the Research 

Advisory Committee, presented the PFF 

Research Fund Awards (left).

The PFF’s Legacy Award, which recognizes an 

individual or corporation that has made significant 

contributions to the PF community, was presented to 

Thomas E. Hales. Mr. Hales has been a long-standing 

member of the Foundation’s Board of Directors. He 

has provided the Foundation with critical guidance 

and support during its continued growth. 

The Foundation was pleased to announce the 

creation of two new volunteer awards, the Young 

Philanthropist Award and the Team PFF Award. 

Ten-year-old Brock Powers was presented with the 

Young Philanthropist Award for his work on behalf  

of the PF community. The Team PFF Awards were 

presented to Cindy Chandler and Marilyn Solimano 

for the “Greg Chandler and Guy F. Solimano Memorial 

Golf Outing,” Nick DeVito for the “Pete DeVito 

Memorial Golf Outing,” and Rob Fiorillo for the  

 “Barbara A. Fiorillo Memorial Bike Run and Picnic.”

The evening concluded with Patti Tuomey, EdD, 

the PFF’s President and Chief Operating Officer, 

thanking presenting sponsor, Boehringer Ingelheim, 

for their continued support of the PF community  

and the PFF. 
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aWard
reCiPientS

2013

 LEANNE SToRCh SuPPoRT gRouP FuNd AwARdS 

•	 Russell glover  

breath matters Support group of virginia  

RIChMOND, VIRGINIA 

2014 Support Group Meetings 

•	 Kirk J. mathison, RN  

Calgary Pulmonary Fibrosis Support group  

CAlGARY, AlBeRTA, CANADA 

2014 Support Group Meetings

•	 maya Juarez, oanh Nguyen, and Carolyn King  

Central valley Pulmonary Fibrosis Support group  

SACRAMeNTO, CAlIFORNIA  

2014 Support Group Meetings 

•	 John dominguez  

IPF Support group of the berkshires  

PITTSFIelD, MASSAChUSeTTS  

2014 Support Group Meetings 

	•	wendi mason, NP  

middle Tennessee Idiopathic Pulmonary Fibrosis  

Support group  

NAShVIlle, TeNNeSSee  

2014 Support Group Meetings 

•	 david Naumann  

minnesota Pulmonary Fibrosis Support group  

MINNeAPOlIS, MINNeSOTA  

2014 Support Group Meetings 

 ALbERT RoSE ESTAbLIShEd INvESTIgAToR AwARdS

•	 michael beers, md, Director of Fellowship Research Training,  

The Trustees of the University of Pennsylvania – “Modeling of epithelial  

Cell Dysfunction in Pulmonary Fibrosis using SP-C Brichos Mutations”  

Funded by Boehringer Ingelheim 

•	 mauricio Rojas, md, Assistant Professor, University of Pittsburgh –  

 “Aging of Stem Cells and Disease Susceptibility” 

 I.m. RoSENZwEIg youNg INvESTIgAToR AwARdS

•	 Kusum Pandit, mbbS, Phd, Research Post Doctoral Associate,  

University of Pittsburgh – “The Role of microRNA let-7d in Idiopathic  

Pulmonary Fibrosis” Funded by InterMune

•	 Kristen Leeman, md, Instructor, Children’s hospital Boston –  

 “Using endogenous lung Stem Cells to Discover Novel Pulmonary  

Fibrosis Disease Mechanisms”

 LEgACy AwARd 

•	 Thomas E. hales 

 TEAm PFF AwARdS 

•	 Cindy Chandler and marilyn Solimano, Greg Chandler and  

Guy F. Solimano Memorial Golf Outing 

•	 Nick devito, Pete DeVito Memorial Golf Outing 

•	 Rob Fiorillo, Barbara A. Fiorillo Memorial Bike Run and Picnic 

 youNg PhILANThRoPIST AwARd

•	 brock Powers

•	 Julie Porcelli, bSN, RN  

New york Presbyterian ILd Support group  

New YORK, New YORK  

2014 Support Group Meetings 

•	 dionne blasingame, Phd, RRT, and marcy Solmson  

Piedmont Atlanta hospital’s Pulmonary Fibrosis  

Support group  

ATlANTA, GeORGIA 

Global Pulmonary Fibrosis Awareness Day  

Symposium in 2014 

•	 Nancy Neil  

Pulmonary Fibrosis Foundation Support group  

elMhURST, IllINOIS  

2014 Support Group Meetings 

•	 Kathleen o. Lindell, Phd, RN  

Simmons Center IPF Support group  

PITTSBURGh, PeNNSYlVANIA  

November 2013 “Dealing with the Impact of  

IPF & Moving Forward” Meeting 

•	 Susan S. Jacobs, RN, mS  

Stanford university medical Center, Living with  

Pulmonary Fibrosis Support group  

STANFORD, CAlIFORNIA  

2014 Support Group Meetings
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golden globe and Tony Award winners showcased their talents  

on February 24, 2014, to raise funds and increase pulmonary  

fibrosis (PF) disease awareness. The event also honored the memory  

of Associated Press theater critic and reporter, Michael Kuchwara, who 

died from PF. Award-winning actress and devoted PF advocate, Julie 

Halston, hosted Broadway Belts for PFF!  at Birdland Jazz Club in New 

York City for the fourth year in a row. The evening brought together 

Broadway performers, patrons, and members of the PF community for  

a night of music and stories. This year the event raised over $110,00  

to benefit the Pulmonary Fibrosis Foundation’s Michael Kuchwara Fund 

for Idiopathic Pulmonary Fibrosis Research, Education, and Advocacy.

Broadway stars performed under the direction of Christopher 

McGovern and returning director Carl Andress, who has directed all 

four of the Broadway Belts for PFF!  shows. The cast included: Lindsay 

Mendez (Wicked ), Lucas Steele (Natasha, Pierre and the Great Comet  

of 1812 ), Tony Yazbeck (Little Me ), Liz Callaway (recording artist and 

Emmy Award-winning actress), Robert Creighton (Little Me ), Christina 

Bianco (Forbidden Broadway ), Cady Huffman (The Producers ), and 

Rashidra Scott (Beautiful ). Ms. Halston brought her usual wit and great 

storytelling to the event. She is now co-starring with Charles Busch  

in The Tribute Artist. 

One highlight of the evening was television and stage icon Tony 

Danza singing “Out of the Sun,” composed by Jason Robert Brown for 

the Broadway-bound new musical, Honeymoon in Vegas. Based on the hit 

film, the musical is scheduled to open this fall starring Mr. Danza.

broadWay beltS for Pff! 

 broadway belts 2015 
monday, February 23

save the date 

four yearS of ShoWStoPPing 
PerformanCeS

Julie	Halston	and	Ralph	Howard

Cady huffman, Robert Creighton, liz Callaway

Tony Danza
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Thank you to this year’s  
generous sponsors.

PRESENTINg SPoNSoR

Doug and Gay Lane Charitable Foundation

The Steffy Family Foundation Fund 

dIRECToR’S CIRCLE

Boehringer Ingelheim

Daryl and Steven Roth Foundation

InterMune

bRoAdwAy PARTNER

Broadway Cares/Equity Fights AIDS 

Canaccord Genuity

Patricia Lahrmer Ross and Robert H. Ross,  

      Richard and Davida Rothberg,  

      Art Ross and Abbe Sher

ENSEmbLE mEmbER

Gentile Entertainment Group

Steve and Joan Wald

The Nederlander Organization

The Winfield Foundation 

ChoRuS LINE

Michelle Harmon-Madsen and Ken Madsen

We Solutions: Mr. and Mrs. Kyle and Maryam Taylor 

      in Memory of Mohammadali Mottaghian, MD

Wendy and Neil Scheer

Julie Halston became a leading 

spokesperson for the PFF after her 

husband, broadcaster Ralph Howard, 

received a lung transplant due to 

idiopathic pulmonary fibrosis. She 

hopes that the awareness created  

by Broadway Belts for PFF!  will  

help others affected by the disease.  

 “I want to make sure that everyone 

knows about the Pulmonary Fibrosis 

Foundation, so that no one with 

pulmonary fibrosis has to go through 

this alone,” said Halston. “First my 

husband was diagnosed and then we 

lost our friend Michael Kuchwara. 

We first started this benefit four 

years ago to remember Michael and 

raise money to someday cure this 

terrible disease. I am so thankful  

to my dear friends who give their 

time and talent year after year.  

Their dedication helps us raise 

awareness to fund research and 

bring us closer to a cure. We’re 

already looking forward to next 

year’s event on February 23, 2015!”

“We are so thankful to Julie 

Halston, D. Michael Dvorchak,  

Ed Windels, and Sue Frost for their 

hard work,” said Patti Tuomey, 

President and Chief Operating 

Officer of the Foundation. “They 

produce such an amazing show by 

bringing this talent together; it has 

contributed almost $275,000 to 

our PF community over the last 

four years.”

PhotoS by Seth WalterS

The Cast of Broadway Belts for PFF! 

Rashidra Scott

Christina Bianco
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PF CommuNITy EvENTS
SEPTEmbER • global Pulmonary Fibrosis 

Awareness month 2014

Pulmonary Fibrosis Foundation

wORlDwIDe

SEPTEmbER 6–10 • PFF @ ERS Annual 

Congress munich 2014

european Respiratory Society

MUNICh, GeRMANY

SEPTEmbER 16 • daniel & Joan beren  

PA-IPF Registry: IPF Awareness & Advocacy 

Event

University of Pittsburgh  

Simmons Center for IlD

PITTSBURGh, PeNNSYlVANIA

SEPTEmbER 20–24 • 2014 International  

Colloquium on Lung and Airway Fibrosis (ICLAF)

MONT-TReMBlANT, QUeBeC, CANADA

oCTobER 1–31 • Healthy Lung Month

American lung Association

UNITeD STATeS

oCTobER 19–25 • National Respiratory  

Care week

American Association for Respiratory Care

UNITeD STATeS

oCTobER 25–30 • PFF @ ChEST 2014

American College of Chest Physicians

AUSTIN, TexAS

2014 Calendar

TEAm PFF EvENTS

mAy 16–21 • PFF @ ATS 2014  

International Conference

American Thoracic Society

SAN DIeGO, CAlIFORNIA

JuNE 4–7 • Aspen Lung Conference:  

Rebuilding the Injured Lung

ASPeN, COlORADO

JuLy 25–27 • Scleroderma Foundation 2014 

National Patient Education Conference

ANAheIM, CAlIFORNIA

AuguST 8–10 • Children’s Interstitial and  

diffuse Lung disease Foundation (chILd) 

Annual Conference

AURORA, COlORADO

mAy 31 • NJ5K for PF James Lynam  

memorial 5K Run/walk

SEWELL,	NEW	JERSEy

JuNE 1 • San diego Rock ‘n’ Roll half marathon 

SAN DIeGO, CAlIFORNIA

JuNE 6 • Fish Fry Fundraiser 

DAYTON, OhIO

JuNE 8 • 7th Annual greg Chandler and  

guy F. Solimano memorial golf Tournament 

benefiting the PFF

weBSTeR, New YORK

JuNE 12 • 4th Annual Pete devito memorial  

golf outing benefiting the PFF

MT. SINAI, New YORK

JuNE 21 • Kickin’ It Full Throttle benefit  

Classic Car Show for PFF

GRAND PRAIRIe, TexAS

JuLy 4–6 • 3rd Annual Pilot for a Cure yard Sale 

wATeR MIll, New YORK

JuLy 12 • Lbx dig deep 5K 

lexINGTON, KeNTUCKY

JuLy 12 • 4th Annual “Night at the old ball Park” 

wAPPINGeRS FAllS, New YORK

SEPTEmbER 20 • 4th Annual John F. Tighe  

walk for Pulmonary Fibrosis

wOBURN, MASSAChUSeTTS

SEPTEmbER 22 • Karl g. hudson, Jr.  

golf Tournament 

RAleIGh, NORTh CAROlINA

SEPTEmbER 27 • 6th Annual garden State  

PF Support group 5K Run/walk for the PFF

CRANFORD,	NEW	JERSEy

oCTobER 4 • 5th Annual Cruisin’ Toward a Cure  

for PF… because breathing matters! 

hOllAND, INDIANA

oNgoINg • bravelets for PFF Awareness

VIRTUAl

oNgoINg • Every Penny Counts:  

A year-Long Fundraiser

VIRTUAl

oNgoINg (ENDS	JUNE	15) • Recycle  

for PF Research

SOMMeRS, New YORK

mAy 4 • bows for Pulmonary Fibrosis

CONROe, TexAS

mAy 4 • Lilac bloomsday Run 

SPOKANe, wAShINGTON

mAy 8 • 2nd Annual Zumba For A Cure:  

battle For breath 

BURlINGTON, MASSAChUSeTTS

mAy 17 • Lemonade day for PFF

INDIANAPOlIS, INDIANA

mAy 24 • Team breathe on Soldier Field 

10 mile Race

ChICAGO, IllINOIS

mAy 31 • gearin’ up for grady and  

a Cure Car Show 

CAMBRIDGe, IllINOIS 

Sarah Ridder  

at hustle Up  

the hancock in 

Chicago, Illinois.

Donna Schwartz Memorial walk for Pulmonary Fibrosis  

in Crivitz, wisconsin.

30 www.PUlMONARYFIBROSIS.ORG



NovEmbER 8 • uCSF: ILd Advances  

in diagnosis and management meeting

University of California, San Francisco

SAN FRANCISCO, CAlIFORNIA

NovEmbER 14–15 • yale Fibrosis  

Symposium

ORANGe, CONNeCTICUT

view a current list of events at  

www.pulmonaryfibrosis.org/ 

eventscalendar2014

boARd mEmbERS

daniel m. Rose, md*  
ChIeF exeCUTIVe OFFICeR  

AND ChAIRMAN OF The BOARD  

OF DIReCTORS

michael C. henderson* 
VICe ChAIRMAN 

Patti Tuomey, Edd* 
PReSIDeNT AND ChIeF 

OPeRATING OFFICeR

Joseph borus, Esq* 
SeCReTARY

dave Steffy*  
TReASUReR

Carl Salzano* 
DeVelOPMeNT ChAIR

daniel beren, Esq eMeRITUS

Kevin K. brown, md**

Jennifer A. galvin, md

Thomas E. hales

Kathleen o. Lindell, Phd, RN**

Susan L. Rattner, md 

Stephen A. wald, Phd

matthew C. williams

STAFF

daniel m. Rose, md 
ChIeF exeCUTIVe OFFICeR  

AND ChAIRMAN OF The BOARD 

OF DIReCTORS 

Patti Tuomey, Edd 
PReSIDeNT AND ChIeF 

OPeRATING OFFICeR

gregory P. Cosgrove, md** 
ChIeF MeDICAl OFFICeR

Scott Staszak 
ChIeF FINANCIAl OFFICeR AND  

ASSOCIATe VICe PReSIDeNT OF  

INFORMATION TeChNOlOGY 

Sarah Allabastro 

Lisa barker, CPh, CCRC

Jennifer bulandr

daeshawna Cook

mayra diaz

Zoë dirks

Eirill Falck

gail Fairhall, Phd

Courtney Firak

Kevin R. Flaherty, md, mS

dolly Kervitsky, CRT, CCRC

Raven Kidd

david J. Lederer, md

Sammantha marks

Jennifer mefford

michelle michael

Amanda b. miller

gretchen Reyes

Andrea Smith

mEdICAL  
AdvISoRy boARd

Kevin K. brown, md** 
ChAIRMAN

david w. Kamp, md** 
MeDICAl DIReCTOR

Jesse Roman, md** 
ChAIRMAN, ReSeARCh  

ADVISORY COMMITTee

marvin I. Schwarz, md 
PAST ChAIRMAN

Timothy S. blackwell, md**

Jeffrey T. Chapman, md

harold R. Collard, md**

Rany Condos, md

gregory P. Cosgrove, md**

Aryeh Fischer, md

Christine Kim garcia, md, Phd

Andreas günther, md**

Susan S. Jacobs, RN, mS

Naftali Kaminski, md**

Joseph Lasky, md**

Andrew h. Limper, md**

James E. Loyd, md**

david Lynch, md**

Fernando J. martinez, md, mS**

A. bruce montgomery, md

Imre Noth, md

Ralph J. Panos, md

ganesh Raghu, md 

Luca Richeldi, md, Phd**

glenn d. Rosen, md**

david A. Schwartz, md**

moisés Eduardo Selman Lama, md

Patricia J. Sime, md**

Charlie Strange III, md**

Robert Strieter, md

Jeffery J. Swigris, do, mS**

Janet Talbert, mS, CgC 

 *exeCUTIVe COMMITTee

**ReSeARCh ADVISORY COMMITTee

Tighe Family’s 2nd Annual Zumba  

for a Cure: Battle for Breath in  

Burlington, Massachusetts.

oCTobER 12 • bank of America  

Chicago marathon

ChICAGO, IllINOIS

oCTobER 24 • Epic-Con ohio:  

geek Fest 2014 

DAYTON, OhIO

dECEmbER 1 • Polychronopoulos  

online Fundraiser 

VIRTUAl
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www.pulmonaryfi brosis.org

join us.
Come See uS at atS 
ATS 2014 | SAN dIEgo

NovEmbER 12–14, 2015
wAShINGTON DC

www.globalPFawareness.org
SePtember
SPReAD AwAReNeSS ThIS

vISIT ThE PFF AT booTh 4522

The application process to become a PFF Care Center 

Network site opens may 15. visit www.pulmonaryfi brosis.org 

to learn more and apply.


