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Charity Slots

The Pulmonary Fibrosis Foundation has secured a few charity slots for the Nautica L
ateston ...

New York City Triathlon on July 18, 2010. This is an Olympic Distance race consisting
of a 1500m swim, a 40k bike, and a 10k run. The event has already sold out. Each

year over 3000 athletes brave the waters of the mighty Hudson River before biking Development
along Manhattan's West Side highway then tying up their laces for a run through New
York's famed Central Park. Research.
We are requiring each participant to raise a minimum of $500 to obtain one of these
slots. For further information, please call the Foundation (312-587-9272) or email us: Advocacy.
info@pulmonaryfibrosis.org —
) ..
Fundraisin
NAUTlCA>\J d
PFFers
Presented by RCN 5
In Memonal.
PFF Run Team - Pulmonary Pacers
The Pulmonary Fibrosis Foundation has formed a national running team, Pulmonary
Pacers. This run team is unparalleled. Each runner will make their miles more Staff NeWS e
meaningful by dedicating their ability and strength to those that are living with pulmo- New Additions
nary fibrosis or for their loved ones that they lost. It is a tremendous step in finding a *
cure and promoting awareness on this under diagnosed and terminal disease. And, Carrie A. DOYJAnNC
because every step taken is more meaningful then the last, they'll have the extra in- Director of Development
spiration they need knowing theyrer unni ng f or those canoét
Matt Derda

PULMONARY PACERS For a $30.00 registration fee: Administrative Assistant

ﬂ Be part of the only team in finding a cure for pulmonary fibrosis

and Welcome Back... A

ﬂ Personalized web page to assist in fundraising efforts, recruitment, donations
Jennifer Bulandr

T Exclusive Pul monary Fibrosis Foundation ﬁ'bﬁéc'fb‘?’?)ﬁ(fo’fnnﬁjﬁlfyeﬁefaﬁonrsa

ﬂ Invitation to all of our Run Team events

Ty

ﬂ Opportunity to dedicate your participation in memory or in honor of a loved one

Disclaimer

Run for those that candét by signing up tloday and/or donate t
The material contained in this

Pulmona" FIbros,s Foundaﬂon http://pff.donordrive.com/event/PulmonaryPacers newsletter is for educational
R u T E A M purposes only and should not
To share tips, training ideas and view upcoming races: be considered as medical ad-

vice. Consult your health care

www.facebook.com/PulmonaryPacers provider for treatment options.
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Dear Pulmonary Fibrosis Community,

| recently attended a very interesting and informative conference in New York City sponsored by Faster

Cures (www.fastercures.org) called Partnering for Cures. Faster Cures is the brainchild of financier Mike

Milken. Following his diagnosis of prostate cancer and looking at the inefficient manner in which medical

research was done; Milken felt that this process could be jump-started and streamlined. The mission of
FasterCuresi s t o fiaccel erate the process of discovery nd
treatment of deadly and debilitating diseases. 0 he
thropy, medical research foundations, and the biotechnology and pharmaceutical industries in an effort to

forge strategic collaborations key to the timely |[fleve
Officers and/or Chief Medical Officers of Pfizer, J & J, Eli Lilly and a number of other major pharmaceutical

and biotech companies were in attendance. As well as leaders from the Susan Komen Foundation, Michael

J. Fox Foundation, Cystic Fibrosis Foundation and many other foundations. The Partnering for a Cure was a

great opportunity to learn and exchange ideas. | would encourage all to view the event summaries at
http://www.partneringforcures.org/

One concept that is critical in the development of @Afasttae ur e s
biotech community. In this issue of the bulletin we have published an article by Peppi Prasit, Chief Scientific Officer of Amira Phar-

maceuticals (http://www.amirapharm.com/index.htm). Peppi describes a drug that is in development and is set to start Phase | clinical

trials. This discovery was in part helped by research done by Andrew Tager, M.D. at Massachusetts General Hospital. (Part of the
funding for Dr. Tagero6s project was from the Pul monary fthtedir gsi s
Health (NIH) grant and is a new father.) This evolution demonstrates the importance of funding basic research, which can then

translate into the development of drugs that may benefit the Idiopathic Pulmonary Fibrosis (IPF) community. Additionally, this under-

scores the importance of the cooperation between academia and industry. In future issues we will attempt to highlight small compa-

nies that are developing new and exciting treatments for IPF.

| think it may also be interesting to some you to hear about some of the ongoing basic research and the current state of IPF thinking.

Jay Rajagopal and Research Fellow Vladimir Vinarsky also from the Massachusetts General Hospital provide a rather scholarly dis-
cussion of the fistate of the fibroblasto in | PF. | ersybatavé dftene |J|t h at
have inquiries about the etiology of IPF. This article provides an excellent description of some of the current thinking. If we get

some positive feedback, we will continue to request guest researchers and clinicians to contribute to the Breathe Bulletin.

There are some exciting changes and events occurring at the Foundation. A few things that have or will happen: (1) We have initi-
ated Facebook and Twitter and the response has been tremendous. We encourage everyone to take a look and interact. (2) We
are in the process of implementing a new web design. This should be completed shortly after the New Year (if | do my end of the
work)! We feel that this new design will make navigation easier and information assessable. (3) We are developing a new Public
Service Announcement (PSA) with Krysten Knievel and archival footage of her grandfather Evel. (Krysten and | were on the Chuck
Scarborough show and a video of our conversation is on the website.) We have a first rate team developing the PSA and once it is
completed you will be able to view it on the website aRabbihoplef ul
Knievel, schedules permit, they will participate in the 5" Annual Barbara A. Fiorillo Bike Run, July 10. (5) We have a very active
group of runners with Zoe Dirks, John Ryan (both members of the Board of Directors) and Cathleen Brown (a stalwart fundraiser and
enthusiast par excellence) who are organizing a running team, the Pulmonary Pacers, to raise funds for the Foundation. (6) Finally
our tenth anniversary is coming up and we are planning some special events. We want you to stay tuned and will announce them in
upcoming issues!!

Finally this is the holiday season and is often the time of year when many individuals decide on their charitable giving. We know that
for many of you these are extremely difficult financial times, however we would ask you to consider contributing to the Foundation.
Over 90% of the money, which we have received, has gone to funding research. We have contributed close to $3,000,000 to basic
scientific and clinical research. We would like to be able to substantially increase this in the future, and we can only accomplish this
with your support.

Finally, | would like to wish all of you a joyous and happy holiday and a fruitful and fulfiling New Year!

Warmest regards,

Dt 208 i

Daniel M. Rose M.D., President

Pulmonary Fibrosis Foundation
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DEVELOPMENT

NIH Announces Results of A.R.R.A. Grants

As part of the Recovery Act, the NIH Two other grants of note went to two investigators who
(National Institute of Health) was have previously received grants from the Foundation which
able to fund a number of new helped provide the groundwork for their NIH grants.

grants. Fortunately a number of

these were for IPF research. The Imre Noth MD (University of ChicaQO) for: Genome Wide

complete listing can be found at: Sequencing Study in PF, and Andrew Tager MD
(Massachusetts General Hospital) for: LPA Pathway in

http:/projectreporter.nih.gov/reporter.cfm Lung Fibrosis: Novel Mediators and New Therapeutic Tar-
gets.

(At the site check the NIH Recovery Act box and then enter
the search term 0 fhellargeshgeanty fCongrataiiohsStdthese and all the other recipi-
($5,987,215) went to Drs. David Schwartz (National Jew-  ents. Hopefully this will help increase our knowledge of the
ish), Naftali Kaminski (University of Pittsburgh) et. al. to disease and ultimately lead to successful treatments!
study: Lung Genomics. Both principal investigators are

members of our Medical Advisory Board. The next largest

award went to Fernando Martinez MD (University of Michi-

gan) et.al. for: CTRIP: Molecular Phenotypes of Rapidly

Progressive Idiopathic Pulmonary Fibrosis. Written by: Dan M Rose, M.D.
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RESEARCH

Pirfenidone and YOU

We receive many phone calls at the Foundation regarding
pirfenidone. Individuals are interested in learning about its
safety and efficacy. As many of you know, Intermune
(which manufactures pirfenidone) applied for a New Drug
Application (NDA) with the FDA on Nov. 4. If approved by
the FDA, pirfenidone would be the first drug approved for
pulmonary fibrosis.

Pirfenidone is thought to be an anti-inflammatory and anti-
fibrotic agent. In laboratory experiments, mice given the
chemotherapy medication bleomycin develop pulmonary
fibrosis. If the mice are given bleomycin and also treated
with pirfenidone, significantly less pulmonary fibrosis devel-
ops. Although the exact mechanism of action is not known,
it is thought that Pirfenidone may inhibit transforming
growth factor (TGF)-b-induced collagen synthesis, tumor
necrosis factor (TNF)-U production, and the p-382 mitogen-
activated protein kinase, all. (These are thought to be im-
portant contributors to the development of pulmonary fibro-
sis.)

In a number of studies both in the United States and
abroad pirfenidone has been shown to be relatively safe.
The major side effects have been photosensitivity
(sensitivity to sun and light with development of a rash) and
gastrointestinal discomfort (nausea and diarrhea). These
and other side effects generally occur at least twice as fre-
quently in individuals taking pirfenidone as compared to
those taking a placebo. These side effects generally did
not cause individuals to discontinue talking the medication.

The recent CAPACITY trials (which were presented at the
American Thoracic Society International Conference in
May , 609) w-aatianal, trawdomized, Houkle-
blind, placebo-controlled Phase lll clinical trials. (A good
summary, published by the ATS, can be found at Large
Clinical Trial Finds Pirfenidone May Help Lung Function in
IPE Patients. Three hundred and thirty-four (334) individu-
als were enrolled in the CAPACITY 1 trial, and 435 indi-
viduals were enrolled in CAPACITY 2. In CAPACITY 1 indi-
viduals received 2.403 mg/day of Pirfenidone, and in CA-
PACITY 2 they received either 2.403mg/day or 1.197mg/
day. The main end-point was change in forced vital capac-
ity (FVC) at 72 weeks.
the lungs. This is usually measured in liters. Depending on
the size of an individual, this can range from 3.5 -5.5 liters.
(One liter is slightly larger than a quart.)

In CAPACITY 1 there was no difference in the decrease in
the FVC. In the Pirfenidone group the FVC declined by -

FvC

6.49% vs -7.23% in the placebo group (this did not reach
statistical significance). In CAPACITY 2 there was a differ-
ence between the groups (-6.49% in the Pirfenidone group
vs. -9.55% in the placebo group, p=0.001). In both studies
a secondary endpoint,
free survival o was
was statistically significant. This essentially means that the
disease did not progress as rapidly in individuals receiving
Pirfenidone, however, there was no difference in survival
between the pirfenidone and placebo treated groups.

Commenting on the study, Dr. Paul Noble, a principal in-
vestigator and also paid consultant to Intermune, said:

AWhile it was
not met in CAPACITY 1, important consistencies between
the two CAPACITY studies were observed in the overall

treatment effect of pirfenidone . . . these studies give us a
very good sense of the impact that pirfenidone has on the
progression of I PF over at

John Heffner, M.D., past President of the American Tho-
racic Society and Professor of Medicine at Oregon Health
& Science University, was quoted in Medscape Pulmonary
Medicine: AThis is the first
benefit, but it clearly will not be a cure or sufficient by itself
to offer patients major benefit. But in discovering the posi-
tive effect of this drug, we perhaps can find other drugs that
can be used in combination or (modify the) pirfenidone
structure so we can find

Pirfenidone might be useful in some patients. | have spo-
ken with a number of individuals who feel that they have
received benefit with this medication. Conversely, there
are individuals that will state that they had no improvement
while on pirfenidone, and this is consistent with the studies.
As Dr. Heffner stated (as well as other researchers | have
spoken with), pirfenidone
brosis, but it will hopefully help lead the way to the develop-
ment of more effective drugs.

is the Afunctional 0o

Written by: Dan M Rose, M.D.

Through your support we hope to empower scientists and physicians to sufficiently increase biomedical knowledge to

the point where having. Pulmonary Fibrosis no longer implies a death sentence.
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RESEARCH

New Drug for IPF

eral Hospital has demonstrated that mice which lack the

a m ra LPA1 receptor are protected from developing pulmonary
pharmaceuticals fibrosis in a fibrosis model. Amira scientists have produced
oral drug candidates targeting the LPA1 receptor and have
Amira Pharmaceuticals i been able to demonstrate similar protective benefit with
Developing a New Drug for Idiopathic Pulmonary Fibrosis these compounds in fibrotic mouse models, including a
lung fibrosis model. Clinical phase 1 trials are slated to
Idiopathic pulmonary fibrosis (IPF) is a progressive and begin with candidates from this program in 2010.

generally fatal disease characterized by scarring and re-

modeling of the lungs that thickens the lining of the lungs,  LPA is a bioactive lipid that activates a family of LPA recep-
causing an irreversibl e | os gorsdnkludinditiee LPA1 ReSepter.OASmiarbai 6lsi ttye atn® itsr
port oxygen. It ultimately robs a patient of the ability to experienced in developing drugs in bioactive pathways. In

breathe. More than 200,000 people in the United States fact, Amir aods -lipexggeénagesactivpting m, a -
suffer from this disease and there are at least five million  protein (FLAP) inhibitor that inhibits the production of bioac-

cases of patients with IPF worldwide. With approximately tive lipids, leukotrienes, is currently in Phase 2 clinical trials

50,000 new cases diagnosed annually and 45,000 deaths  for treatment of asthma with partner GlaxoSmithKline. An-

each year in the US from IPF the number of patients who  other bioactive lipid program at Amira is prostaglandin D2

die from the disease is similar to that of breast cancer. IPF  receptor (DP2) antagonists. The lead compound has re-

is five times more common than cystic fibrosis, yet the dis-  cently completed phase 1 clinical trials and is a potential

ease remains virtually unknown. There is no known cause, therapy for asthma and chronic obstructive pulmonary dis-

no FDA approved treatment and no cure. order (COPD).

Amira Pharmaceuticals is working hard to provide new While there is still a considerable amount of basic research
therapeutic options for these patients. Amira potentially has and years of clinical investigation that need to be com-

a promising approach to treating IPF by targeting Lyso- pleted on the role of LPA1 in IPF, it is the hope of the sci-

phosphatidic Acid (LPA) receptors. Clinical data has dem- entists at Amira that their work will someday translate into a
onstrated that LPA and the associated LPA1 receptor are  new treatment option for IPF and other fibrotic diseases.
up-regulated in the lungs of IPF patients. In addition, re-

cent data from Andrew Tagerds | ab at Massachusetts Gen-

Written by: Peppi Prasit, Co-founder and
Chief Scientific Officer of Amira Pharmaceuticals

For the latest information on research and treatments:

www.pulmonaryfibrosis.org/research
Click here for more information on the above Clinical Trials on Pulmonary Fibrosis

Research on Pulmonary Fibrosis that has been funded by the Foundation.

http://www.pulmonaryfibrosis.org/funded.htm

Help us fund additional research: Donations may be made to the Pulmonary Fibrosis Foundation

Total grants funded or pending $2,749,500.00

Be a part of the PFF Community and visit www.pulmonaryfibrosis.org Page 5
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RESEARCH

What are Fibroblasts?

Idiopathic pulmonary fibrosis is a syndrome of pro-
gressive lung disease with poor prognosis, and no curative
treatment options. This syndrome is defined by a character-
istic pattern of changes on lung biopsy and a progressive
deterioration of lung function over time. One of the striking
features of pulmonary fibrosis is the presence of a large
number of cells in the interstitial compartment of the lung,
an area where cells are normally very rare. In order to elu-
cidate the mechanism of pulmonary fibrosis and develop
new therapies, we would like to focus on the following three
fundamental questions about the cells associated with fi-
brosis:

Question one:
What are the additional cells in the fibrotic lung?

We refer to these cells as fibroblasts and myofibro-
blasts, and identify them as spindle-shaped cells that are
often surrounded by an extensive meshwork of scar. We
bl ame these fifibrosis
that contribute to scar formation. Although they are recog-
nized by their expression of vimentin, fibronectin, and sev-
eral other genes, these same genes are expressed by
other types of cells. We define fibroblasts at this time by
their lack of expression of specific markers that identify
other types of cells in the lung. Fibroblasts do not express
the unique markers of either the cells that participate in gas
exchange (epithelial cells), cells that line the blood vessels
(endothelial cells), or nerve cells. Yet their precise molecu-
lar identity based on their own gene expression remains
unknown.

Cell origin lies at the heart of cell identity. We have
a rich understanding of the lineage of cells in model organ-
isms such as worms and fruit flies, and in the developing
mammalian embryo. Over the last 6 years, a number of
studies have tried to elucidate the origin and lineage of lung
fibroblasts and myofibroblasts in pulmonary fibrosis as well.
These studies have produced mixed and often contradic-
tory results. Many assume that an expansion of normal
resident lung fibroblasts is the source of the abundant cells
in fibrosis, although this hypothesis has never been proven
directly. There is evidence that some of the excess cells
are derived from airway epithelial cells through an epithe-
lial-mesenchymal transition (EMT), a type of functional
change in cell identity where polarized epithelial cells be-
come mobile and matrix-producing mesenchymal cells.

Page 6

This type of change is seen both in embryonic development
and in cancer. Other studies suggest that bone marrow-
derived collagen-producing cells, referred to as fibrocytes,
contribute to fibrosis. As we improve our ability to label and
track fibroblasts in both normal and diseased lungs, we will
be able to determine the contribution of different types of
cells to the fibroblasts in the scarred tissue.

Question two:
Which cells are responsible for fibroblast growth?

The simplest hypothesis is that there is a complete
autonomy of the fibroblast itself. In this model, the fibroblast
inherits or acquires a tendency to proliferate and to form a
scar without any additional external signals, analogous to
the way cancer cells proliferate in an uncontrolled fashion.
Experimentally, if cell autonomy exists, we would expect to
be able to transfer scar-associated cells from an animal
with pulmonary fibrosis to a normal animal and reproduce

c el | s the Jame lung diseasee The aarger stdmecellmMmadel miayx

apply to the scarred lung as well: it is possible that a popu-
lation of cells serves as a fibrosis stem cell pool responsi-
ble for the maintenance and progression of scarring in the
lung. In fact, published evidence suggests that there are
different subpopulations of fibroblasts in the scarred lung,
but the descriptions of the identity and the differences
among the various possible subgroups of cells are still in
their infancy.

A second possibility is that the signals that cause
fibroblasts to grow and divide and make a scar in the lung
could come from outside of the fibroblasts. In this model,
the cells do not have complete autonomy to make the scar.
The signals that cause their accumulation and growth could
originate from other types of cells, such as epithelial cells,
bone marrow, smooth muscle cells that surround the air-
ways, or from the matrix surrounding the fibroblasts.
Epithelial cells may even have a dual role in scar formation
and maintenance: they may become fibroblasts directly
through the transformation of their own cell identity and
they also may be sending signals that allow and encourage
proliferation of these trams formed cells.

Breathe Bulletin



Question three:
What molecular signals are responsible for abnormal
cell growth and behavior in pulmonary fibrosis?

Accumulation of cells can result from an increase
in cell division or a decrease in cell death. Based on the
current published data, there are reasons to suspect that
either or both of these processes could be contributing to
the expansion of cells in fibrosis. The specific signals that
the cause fibroblasts to proliferate or to prevent their cell
death are unknown. These signals may be activated from
within the cell, or they may come from outside the cell. If
the cells are autonomous in causing fibrosis, they should
contain within themselves activated signaling pathways that
cause their new and abnormal behavior. Alternatively, if the
signals to grow come from outside the fibroblasts, the cells
should have unique receptors on their surface to receive
those signals. There is a growing appreciation that an ab-
normal recapitulation of embryonic lung development plays
a significant role in the pulmonary fibrosis. Most of the em-
bryonic genes expressed early in lung development are
silent in the adult lung, but some become expressed during
lung fibrosis. The clue to the signals and the pathway re-
sponsible for abnormal cell growth may lay in this group of
genes.

The challenges of defining fibroblast cell identity
and function are neither unique to the lung, nor are they
unique to lung fibrosis. Fibroblasts exist in every organ, and
scarring of the kidneys and liver are common medical con-
ditions. Are kidney fibrosis cells different from lung fibrosis
cells? Other disorders of the lung often lead to an accumu-
lation of fibroblasts and scarring, as seen in asthma around
the major airways, or in lung cancer near the tumors. Are
asthma fibroblasts different from pulmonary fibrosis fibro-
blasts? Perhaps most importantly, are the same molecular
signals responsible for fibrosis in different organs and dif-
ferent diseases? The answers to these questions awaits a
precise definition of the cells of fibrosis.

Conclusions

Perhaps the ultimate behavior of cells depends on
both the fisoil o and t he
cell and the cell itself. Unfortunately, the current studies are
limited by the lack of definitive molecular markers for the
cells of interest, by our inability to isolate and grow a pure
population of cells in culture, and our inability to manipulate
the cells in an animal in order to find the molecular factors
that regulate their abnormal growth and behavior. Despite
the abundance of questions, the tools to study them are
emerging at a very fast pace. In addition to the focus on
molecules and genes, we are adding to our toolkit modern
techniques for tracking and purifying cells. We can use the
lessons of embryonic lung development to learn about cell
biology and cell-cell interaction in lung fibrosis. Regenera-
tion and stem cell biology is another immensely exciting,
fast-moving research field that has a chance to revolution-
ize how we think about the cells involved in lung disease.

We need to find specific treatments based on the
important cellular mechanisms operating in scarred and
disease lung disorders, and we envision new therapies de-
signed to change the biology of these cells. The molecular
identification of cells is the first step towards identifying the
molecules specific to those cells, which can, in turn, pro-
vide direct targets for drug development. These treatments
could halt and possibly reverse fibrotic lung disease by tar-
geting the precise population of cells that are ultimately
responsible for damaging the lung. As we start to appreci-
ate and utilize the new cellular and developmental research
tools now available, including genetic tools used in living
animals and new tissue and cell handling techniques, we
are enthusiastic that breakthroughs in pulmonary fibrosis
are on the horizon.

Co-authored by
Research Fellow Viadimir Vinarsky
& Jayaraj Rajagopal, MD

Pulmonary Fibrosis

Figure 1. Pathogenesis of pulmonary fibrosis. There are numerous pathways that

can lead to pulmonary fibrosis and none are mutually exclusive. In this diagram,
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important cell-cell interactions that do not involve fibroblasts are not shown in order
to focus attention on the role of fibroblasts. This scheme poses a problem in that
specific targeted therapy would be ineffective because of the redundancy of path-
ways toward fibrosis. However, it is highly likely that only a few of these pathways
are critical in human IPF. Studies with KGF in rats and gene deletion studies in mice
indicate that a single growth factor or receptor might be highly effective. Therapy
need not be directed at the whole inflammatory response as is the current rationale
for corticosteroids and cytotoxic agents.

%, Photo courtesy of:

Nalwonal Heart
Lung and Blood Institute
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ADVOCACY

Support HR 1079
The Pulmonary Fibrosis Research Enhancement Act

Dear Pulmonary Fibrosis Community,

As the House of Representatives nears its holiday recess we are requesting everyone to contact his or her
congressman or woman to ask them to sign on as a Co-Sponsor of HR 1079.IH, The Pulmonary Fibrosis
Research Enhancement Act.

The bill proposes to: A(l) develop a system to coll
eases; (2) establish the National PF (patient) Registry; and (3) establish the National Pulmonary Fibrosis Ad-
vi sory Board. o

A complete summary of the bill can be found at:

H.R. 1079: Pulmonary Fibrosis Research Enhancement Act

There are presently 70 members of Congress from 30 states who have signed as co-sponsors of HR 1079.
We estimate that a total of 100 members are required to get the required hearing in the House Energy and
Commerce Committee before bringing the bill to the floor for passage. We have been told that if we can get
100 co-sponsors (only 38 more than we have now) it is extremely likely the bill will pass during the 2™ session
of the 111" Congress in 2010.

A link to find the contact information for your local member of Congress is:

United States House of Representatives, 111th Congress, 1st Session

Often during the congressional recess you can make an appointment to see your member of Congress. You
can also leave a telephone message, send an e-mail, or mail a letter.

Please visit Pulmonary Fibrosis Foundation for more information.

Finally, we would like to acknowledge the extremely hard work that Teresa Barnes, Mishka Michon, and Mark
Shreve of the Coalition for Pulmonary Fibrosis have demonstrated over the last few years in bringing the leg-
islation close to fruition. We believe that with your help we can get this landmark legislation passed.

Sincerely,

Daniel M. Rose MD Leanne Storch

President Executive Director

Page 8 Breathe Bulletin
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ADVOCACY

Pennsylvania Idiopathic Pulmonary Fibrosis
State Registry Patient Advocacy Event

The Pennsylvania Idiopathic Pulmonary Fibrosis State Over 80 patients, family member, caregivers, and health
Registry (PA-IPF) (http://paipf.medicine.pitt.edu) held their car e prof essionals attended.
first annual advocacy event on September 14 & 152009 in were dedicated to providing information about the Registry
Harrisburg, P.A. Our own Pulmonary Fibrosis Foundation and pulmonary fibrosis. Physicians, nurses, patients, and
Board Member, Daniel Beren, was instrumental in the for-  clinical coordinators all gave presentations. A few of the
mation of the registry. topics covered were:

AMy Life with and without | PF,
The Registry, which started in July 2006, is a collaborative si s, 6 A Treat ment Options, 0 an
effort of five medical centers in the Commonwealth of

Pennsylvania. Some of the goals of the Registry are to The Registry in large part is funded by the Pennsylvania
increase awareness of IPF, provide compassionate care Department of Health and by a donation from the Simmons
for patients and their families, and to improve access to Family. Some presentations were made to the legislators

care and research to patients with IPF. The five centers and their aides. These presentations were critical to obtain
include: the Dorothy P. & Richard P. Simmons Center for ~ funding to continue the Registry. As previously mentioned,
ILD at the University of Pittsburgh Medical Center, the Dan Beren has played a key role as a liaison between the
Temple Lung Center, The Penn State Milton S. Hershey legislature and the Registry.
Medical Center, the Penn Lung Center, and the Geisinger
Center for Health Research. The attendees felt the experience was informative and the

presentations made to legislature were very helpful in ac-
There are presently 427 pat queingtfuading foréhd Registry. We alldook fatvgard tomextt u d e
in the Registry. Pulmonary Function Tests (PFTs), CT years event.
scans, 6-minute walk test and lung biopsy results are the
primary data fields recorded. All information is de-
identified for patient confidentiality but allows investigators
to collaborate and perform retrospective reviews. Patients
entered into the Registry may also be eligible to enroll in
clinical trials.

Written by: Dan M Rose, M.D.

Be a part of the PFF Community and visit www.pulmonaryfibrosis.org
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Hood to Coast Relay Race

On Friday, August 28, Board Member, Zoe Dirks, partici- what an accomplishment! Congratulations!

pated in Nikeds Hood to Coast relay Race, which is the
est relay in the worl d. Ni cknamed fiThe Mother of Al Re -
|l aysd6, there were over 15,000

teers. This 197 mile journey took twelve of us, each with

three legs of varying mileage, from the top of Mt. Hood to

the coast at Seaside, Oregon. The elevation changed by

6,000 feet, which proved to test the muscles of those run-
ners who arendt used to runni
amazing, the weather perfect, and the camaraderie in the
vans coul dndét have been bett ef
cult, but the adrenaline pushed us all through to a success- ;

ful finish!

There were six men and six women on our team and we
finished ahead of our expected time at 27:31:01. We
placed 72 out of 314 in the Mixed Open category and 346
out of 1,004 overall. There were a lot of blisters, a few bat-
tered toenails that will soon fall off, but thankfully no major
injuries. Truly, an experience of a lifetime! Kudos to Zoe i Written by: Zoe Dirks

Online Support Groups get together again!

Chattanooga, Tennessee was the destination where the All'in all, both patients and caregivers alike enjoyed the
patient and caregiver groups got together for information time meeting up with old friends and making new ones. It
and camaraderie. really makes a difference to be with people who under-

) ) stand what you are living with.
This get-together was planned by the patients and was a

low key event. There was a surprise birthday cake for the  More get-togethers are being planned, one in Pennsylvania
October birthdays and the Pulmonary Fibrosis Foundation and one in California.

was presented with a Chicago skyline picture that was
drawn by Laura Jarrett (daughter of patient, Jane Jarrett).

Some of the group took a cruise down the scenic Tennes-
see River and enjoyed the fall foliage even though the
weather was a little overcast and rainy. The rest of the
crew held down the fort at the hotel and got to know each
other a little better.

We all went out for dinner and shared stories and tips on
how to cope and live with pulmonary fibrosis. The next day
some of us went to the infamous Tennessee Aquarium.

Written by: Leanne Storch

ONLINE SUPPORT GROUPS

patient group: http://health.groups.yahoo.com/group/Breathe-Support/

caregiver group: http://health.groups.yahoo.com/group/Breathe-SupportCaregivers/

Page 10 Breathe Bulletin
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West Chester IPF 5K

In a short period of time, John Ryan, president of Advan-
tage Management Solutions and Pulmonary Fibrosis Foun-
dation Board Member, watched his once fit, healthy father
become bed ridden as a result of idiopathic pulmonary fi-
brosis (IPF), a disease that scars the lungs. The shock of
the diagnosis prompted Mr. Ryan to begin researching the

disease and discussing it with friends, family, and col-
| eagues. fiDad never smoked
three miles a day for

him decline from perfect health to a bed-ridden status
drove me to take action. o

Mr. Ryan started his IPF educational quest by first contact-
ing the Pulmonary Fibrosis Foundation and he is now
working to bring greater attention for the disease.

One initiative Mr. Ryan has planned is a National Running
Team named Pulmonary Pacers. The team will participate
in targeted major running events around the country as a
means of raising awareness for IPF. Currently there are a
handful of team members and the team is actively recruit-
ing for more. Runners of all capabilities are welcome to
participate.

In August of 2009, John Ryan with the help of the Chester
County Running Store (CCRS) hosted the first annual
West Chester IPF 5K. The results of the race far exceed
expectations with 165 registered runners on race day. The
race was foll owed with a
a local restaurant. Participants of the race are being of-

Reach for the Beach

Cathleen Brown, who lost her mother to IPF in January of
2008, completed the Reach the Beach running relay ad-
venture race this past September. The event started at
Cannon Mountain, NH and brought over 400 teams of 6 or
12 people 200 miles across the state to cross the finish line
at Hampton Beach on New Hampshire's Seacoast. The
team Cathleen runs with, the "Swift Chicks" took fourth in
the Women's Masters division! The Swift Chicks will be
participating in not only the 2010 Reach the Beach relay,
but also 13 Relay, a similar race in its inaugural year, run-
ning from historic Quincy, M.A. to Provincetown, M.A. This
year the team is seeking sponsorships for both races and
will be donating half of their proceeds to the Pulmonary
Fibrosis Foundation. If you would like to support the Foun-
dation please contact info@pulmonaryfibrosis.org

and to support the team contact Cathleen at
Cathleen.Brown@gmail.com

fered professional coaching and organized group runs in
various locations throughout the area by Kevin Kelly,
Owner CCRS. Mr. Kelly is a former Mid-Atlantic USTAF
middle distance champion. Currently, Mr. Ryan and the
Foundation along with Mr. Kelly are exploring the feasibility
of a major 10-mile race for West Chester PA. Per Mr. Kelly,
ithe race calendar is open
o e

Chester County Running Store, with a plaque to honor his support.
Thank you so much for all of your support Kevin!

For more information go to www.runccrs.com
Contact John Ryan at johnryan01@mac.com or (484) 995-4727

Written by: John Ryan

One month after Reach the Beach, Cathleen also ran the
Baystate Marathon in Lowell, MA on a rainy, cold, windy
day which turned into southern New England's first day of
snowfall. During that race, she ran a qualifying time for the
Boston Marathon of 3:42:01. She will be running the 2010
Boston Marathon next April.

Written by: Cathleen Brown

If you are interested in starting your own marathon, 5K, or relay race event please contact our Director of

Devel opment ,

Be a part of the PFF Community and visit www.pulmonaryfibrosis.org
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Pulmonary Fibrosis

Meet Kevin Bauman:
A Living Hero

At first glance, Kevin Bauman
looks like an average man: he coaches his
daughterods softball
his horse Rio, and relishes in the time he
spends with his family. What most people
do not know about Kevin is that he was
diagnosed with idiopathic pulmonary fibro-
sis at the tender age of twenty-two, shortly
after marrying his sweetheart Aubyn and
has since gone through not one - but two,
separate single-lung transplants. This is a
courageous man who has beaten all the
odds.

This story begins in the late
1980s, Kevin was a mere twenty years of
age and his fifteen year old brother, Kurt,
was unknowingly misdiagnosed with inter-
stitial pneumonia for two years before be-
ing correctly diagnosed with idiopathic pul-
monary fibrosis. In the summer of 1991,
Kevin married his love, Aubyn. The honey-
moon period was cut short as Kevin started
to notice similar symptoms to those that his
brother had experienced, and fell sick. He
was immediately sent to National Jewish in
Denver, Colorado and was diagnosed with
pulmonary fibrosis a short time after. His
lung capacity was at 35% and he was in-
stantly put on oxygen. The doctors told
him that he had three to five years to live,
and that aggressive drugs or lung trans-
plantation were his only options. Both
Kevin and Kurt decided to get lung trans-
plants.

In March of 1992, Kevin was
cleared for transplant at University of Texas
Health Science center Hospital in San An-
tonio TX, a hospital near him with a well-
known respiratory center. A few months
later, in May of 1992, his brother was
evaluated at the same hospital and be-
came ill. Unfortunately, Kurt could no
longer fight and his body succumbed to this
dreadful disease at the extremely young
age of seventeen. A month later Kevin
moved to San Antonio with his new wife to
await a transplant. Since lung transplants
were a fairly new procedure at this time,
doctors decided to only transplant one lung
because it was easier to get a single lung
donor and it was less risky compared to a
double lung transplant. On December 23",
Kevin received a call that there was a do-
nor. He arrived to the hospital only to find
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put on straight oxygen at 15L. In Novem-
ber of 2002, after moving to San Antonio,
his right lung collapsed not once, not twice,
but three times. After the third time, the
doctors would not release him from the
hospital until he received his transplant.
dhisdirge he only had to wait a couple
weeks. On November 20", Kevin received
a second single-lung transplant. In March
2003, he moved back to Corinth and three
months later was back at work and coach-
ing his girlsbd
out that it was a false alarm. Fortunately,

he only had to wait just five more months. Kevin is no longer on oxygen, and

can, for the most part, do everything a nor-
mal person can do, albeit he has to take
twelve different medications for anti-
rejection. He works with his wife and also

On May 2, 1993 Kevin received a
single left lung transplant, only seven days
after his wife gave birth to their first child, a

son Cheyenne. Kevin and Aubyn had as an | T person for is
thought very deeply about starting a family, He enjoys watching his son play for his
as they did not know how long Kevin had.  high school golf team and spends as much
They ultimately came to the decision that ~ time outdoors with his family as he can.
they could not stop living their lives. As Looking back, Kevin remembers and is
Kevin would humbly c graefutfrallthe prayars gp¢cardsae,
just keep doing what angBisfamiyehayeseceived, oger timg.r e e
months later, the Bauman's moved back ~ from around the world.
home to Corinth, TX and Kevin started . , )
working full-time to support his budding , The tenacity that Kevin embodies
family. The next eight years were some- is beyond wprds. The Iessons in persever-
what stable for him. The happy couple was 2nce and faith are undeniable and un-
blessed with two daughters during this equwgcal. Kevin was dgte_rmlned to not let
time; Macey was born in 1997 and Greelie this disease take over his life; he refused to
was born in 2000. give up, but fought - and survived. After
almost two decades of trials and tribula-

Things seem to be running tions, Kevin has come out on top a stronger
smoothly until October 2001. It was justa a@nd wiser man. We could all learn some-
normal day; Kevin was playing softball with : hing from Kevinds stren

ion.

some friends, but then began to feel sick.
He went to the doctor and was promptly
admitted to the hospital. Unfortunately,
Kevin was experiencing chronic rejection
and was put on a combination of experi-
mental drugs. This is where things started
to go downhill. In the year of 2002, Kevin
was continually in and out of the hospital.
In August of 2002 Kevin was put on full-
time oxygen at 10L and was confined to a
wheelchair. His doctors decided that he
needed a second single-lung transplant. At &
this time, a hospital in Dallas was his only
choice based on his insurance - but there
was a three year waitlist. Kevin wanted to
go back to San Antonio Hospital, but his
insurance would not cover it. After writing
a letter to his senator for assistance, the
insurance company finally allowed him to
go back to UTHSC Hospital in San Antonio.

From September to October,
things seem to just get worse, and he was

Written by: Monica Storch
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Simple, Slow Motion Exercise for Better Breathing

When my husband, Roger, was diag-
nosed with Pulmonary Fibrosis | was
told that the future depended on how
pliable he could keep his lungs with
exercise. Being a classical dance
trained exercise specialist who had
given some cardio-pulmonary rehab
classes at a hospital in northern Michi-
gan, | was glad that there was some-
thing | could do to help him. He was
77, had never smoked, was otherwise
in excellent health, and unlike most
people his age, was not on any medi-
cations. So every morning after break-
fast had digested, we began our daily,
exercise session to classical music -
Mozart, Beethoven, Chopin and oth-
ers. In very slow motion, we started
with head/neck stretching, in-haling as
the neck stretched the head up, exhal-
ing as the head relaxed forward. Little
by little we engaged the shoulders and
arms, then the upper body, torso, hips

and legs - all motivated by the slow,
outward stretching from the center in
coordination with a slow, deep inhale,
and slow, complete exhale. (Even if
you're exercising mostly for the benefit
of the upper body, the whole body
should be involved for maximum bene-
fit.) By the time we started engaging
the hips and lower body, he would be
running out of breath, but rather than
stopping the exercise session at that
point, he discovered that if he moved
over to his stationary bike he could
continue exercising the total body and
maintaining the full breathing pattern
as he pedaled. Because of that daily
exercise program, he only really
needed oxygen at night. He claimed
that the exercise | worked out for him
helped him more than anything else.
In addition to my regular exercise work
| do support group sessions for people
with Pulmonary Fibrosis and other

heart/lung problems, to help them
breathe easier and get better usage
from their lungs, whether they're on
oxygen or not. For those of you whom
| can't meet in a support group here's
some simple, fundamental information
that will help you keep your lungs pli-
able.

Ann Smith is happy to work with sup-
port groups helping to keep people's
lungs pliable and share her better
breathing techniques. She lives in
northern Michigan in the summer, Al-
exandria, Va. in the winter, and travels
throughout the U.S. in conjunction with
her exercise videos.

Roger Smith died of Pulmonary Fibrosis in January 2005.

Written by: Ann Smith

RELAXATION BEFORE EXERCISE.

Everyone with or without lung problems should always relax before exercise to release unnecessary muscle tension and make it eas-
ier to put the skeleton in proper alignment. Proper alignment is when the body makes a perfect T position, with shoulders in bi-lateral
symmetry (an equal horizontal level) and an invisible straight line running through the middle of the head to the floor.

SLOW INHALE/EXHALE WITH MOVEMENT OF THE HEAD/NECK

Spread feet apart in a comfortable stance; lift chin and upper body slightly from the lower body, and make sure weight is evenly dis-

tributed, as if the legs and feet are a tripod. Drop your head back, then inhale, stretch the neck upward, exhale and stretch the neck
forward i chin to chest. Slowly inhale and stretch the neck upward and back as far as you can. Repeat the slow neck stretch upward
and forward with the exhale, and continue the pattern four times.

SIDE TO SIDE STRETCH AND BREATHE

Repeat the head/neck stretch, exhale/inhale pattern to the right side, then left, 4 times to each side, making sure to inhale as you
stretch the neck up and exhale as the head moves down to the shoulder.

SLOW HEAD/NECK CIRCLES

Make sure your "tripod" stance is even. Then roll your head in a circle from a neck stretch, inhaling
slowly as you go into the circle, exhaling as you come out of the circle. Repeat 4 times to each side.
Breathe slowly and deeply throughout the whole exercise routine, but without stress so that you don't
create a coughing situation. (You'll find that the slower you stretch, the greater your range of motion
will be and the less inclination there'll be to cough. Exercise need not be done fast to be beneficial).
The above can be done by people using oxygen full time. The coordination of the slow motion inhale/
exhale pattern of the lungs as it's led by the slow, controlled stretching, and the music that guides it, is
what's going to give the pliability and control that will help you fight this disease.

To learn more about Ann Smith and her exercise style visit her website www.annsmithexercise.com.

Be a part of the PFF Community and visit www.pulmonaryfibrosis.org
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Fundraising

50 events in 50 states total raised: $165,000+

California hometown of Chicago, IL on the 27" of September.
. The Foundation enjoyed bonding with the respiratory
f  Jasmin Powell hosted the 8" Annual Memorial Golf community of Chicago.

Tournament in memory of her mother Bernice Dunlop,
which was held on July 1*. Thank you for all of your 1 Coming back for another helping of fun was Tim

support over the years. Da d a b & &muaPlTreasures of the Southside (or

T.0.S.S. for short). This event took participants on a

D.C. delightful bike ride through the

. . . . near Southside of Chicago to
1 Pooja Baheti hosted a cocktail party in memory of her expose the beautiful parks, stat-

father, Pukh Raj Baheti. The event was held at the Eye ues, beaches, etc. that are not

Bar in our nationds Capitalofferbs'h&/\/n@n"i‘/o%rtstaﬁdg\[c?n

ary. Chicago tour. It was held at the
park near Lake Shore Drive and

lllinois 35" Street on October 4",

)~
2
S
v\“"(//.@ ut?
® of the SO

1 Jeff Kramer and crew setup the 2™ annual benefit in ,
memory of his mother, Darlene Kramer Hohmann, at T On October 11th, Tns[wa Radner fath
the I egendary Fitzgeral dbés htgeg(.‘&(caapoul\//&ﬁrapoglg@%n}ogo aeéta r?LPI
February 15". The event was a blast, with an art auc- Fta) ner E pr(;)ctee S were dohate 0 e ruk
tion, seven musical acts, and a feast provided by monary ibrosis Foundation.
Di Nicoos. Massachusetts

. . . nd .
1 The Nuccio Family had their 2™ Annual Sal-Abration |_0u|ﬁ Massauro Jr., a halrdresser from MaTIborou%h

celebrating Sal bds I|ife throlMg\ h%\g@rg 85S ek U 8hXspa
Fibrosis. The event was held April 19", at The Abbing- Cureod in memory of SoMaimy Ot er

ton where there was a brunch buffet, a silent auction, dressers, manicurists, and massage therapists all
and fun contests for all. banded together to raise funds for pulmonary fibrosis.

1 Stephanie Radner and friends hosted a cocktail party ;hirg IS vr\]/g\r’\? tgﬁ: Ltlc;;J:thahssiuraoryltl E)e h;wengjl
called AThank the Biz for Br 3&1 ﬁqu"’? s W& 8??/ %Ppgr
father, Richard Radner. The event was he IgOé) P Joebs

on Weed St. right here in Chicago, IL on July 1%, a per- f  Nancy Derby hosted the 2" Annual Joanne Kelley Mo-
fect way to ggther friends and family to promote aware- torcycle Ride on August 22™. The ride started from
ness about this disease. Stage Fort Park, Gloucester, MA and ended at the Bil-

1 On August 22nd Fran Lofthouse hosted an event to lerica Elks for a BBQ lunch, music, and raffles.

raise money for Carol's nine-year-old daughter, Lexi, q

Heather Leverone hosted the 5th Annual Drive to a
and to increase the public's awareness for IPF. The

¢ , Cure event on the 14th of September at the beautiful
money received went towards a college fund for Lexi, Cranberry Valley Golf Course, Harwich, MA. The re-
as well as partially to the Pu_lmonary Flbr03|s_Founda- ception/auction/raffle followed at the spectacular ocean
tion. There were rafﬂes, Sp“t the pO’[ and a silent auc- front WyChmere Harbor Club. Harwich Port. MA. This

tion.and it was a fun time to get together and be with event was in memory and in honor of Bob Leverone.
family and friends.

1 First Midwest Banks across lllinois Denim Day
hosted a wear jeans to work fundraiser
in memory and honor of John M.
O6Meara on S®ptemb

A\ DonorDrivd

1 The Pulmonary Fibrosis Foundation
: : The Foundation welcomes our new fundraising tool! DonorDrive is a Web-based
partne're.d with the Resplratory _Health software service designed to increase the development capacity of non-profit
Association of Metropolltan Chlcago organizations. We have taken control of this great new tool and hit the ground

i H H H it running in fundraising. Some of the new features are; unique domain names,
and other |Ul’lg oriented Orgamzatlons In organizing the customized homep rags for ej]? EventE?nd the abl|ld vimmpate donate and

Hi ke for Lun g Heal t h whi c hfundﬂ&@lﬁanyﬂ)ul nar)If o2 evefit d8rdss e thla stk ShicR
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Fundraising

Thank you to all our FUNdraisers!

Michigan Pennsylvania

f We saddled up and paddled out on August 1* for the 9 Caitlyn Berardi hosted the Rider Dances for All Ages at
5"Annual fPaddle Out for Pul RidemUaivessity i iPdnnsphaniason Maech Z"rand 8"

Once again Matt Dery and family hosted this fun ca- Caitlyn choreographed a piece
noeing trip down the Au Sable River in Glennie, Michi- (Breathe Easy)o and dedicated
gan in honor of the Dery and Willacker Families. Felix Berardi who passed on July 24,2007. Visit our
Facebook page PulmonaryFibrosisFoundation to view
1 Danny and Tammy Walker hosted the 2" Annual Golf pictures.
Outing in memory of Danny Walker Sr. on July 18™.
The event was held at the Rattle Run Golf Course in f  Rob Fiorillo hosted the 4™ Annual Barbara A. Fiorillo
St.Clair, Michigan and concluded with a steak dinner at Memorial Bike Run and Picnic on July 11"™. One hun-
The Boat Works. There was also a dred and thiry-six riders showed up at the Primanti
raffle, a 50/50, an auction, and other ROEN ~ S Bros for the Run which were taken to three stops and
prizes. Cﬂ ended at a park for a picnic with family and friends.
_ _ The delicious food was provided by Outback Steak-
Missouri PULMONARY FIBROSIS house, Woddyds Little Italy R

family and friends. There were raffles, games, and a

T Jennifer Etling and crew hosted their huge blow-up slide for the children to enjoy.

7" Annual Washers for Wellness

event in St.Louis, MO this past May 1 John Ryan decided to ARun for
9". The first toss started at 10a.m. and the day was pated in two 5k races this year on May 3", as well as

festive with a raffle, good BBQ food, drink and T-shirts August 6" in memory of Timothy Ryan, his father, and

for all! Terence Keane. This lead to the founding of the Pul-

monary Pacer Run Team, which is a group of people

New Jersey who will get together to do races all of the country.

1 Barbara Murphy and the Garden State Pulmonary Fi- q
brosis Support Group put on their 1st -
Garden State 5K Run/Walk for Pul-
monary Fibrosis on September 26th
at Nomahegan Park in Cranford, NJ.

Jennifer Wescoe-Schaninger hosted the

5th Anniversary Wescoe Walk, it is to be held on Satur-
day, October 24, 2009 at 9:00 am in Upper Saucon
Township Park, Center Valley, PA 18034

//// Dash n Dme

New York 1 Ryan Gutzler hosted his first ever poker

tournament to honor his mother and was 1D

1 The Lore and Gehm Families hosted held on November 7"at PJ Henr ! Vr aft
their first ever Joseph Lore Golf Out- : House and Eatery in Ardmore, PA. =
ing on July 19" at LaFayette Hills ' o
Country Club in Syracuse, New York. The event in- Texas FIn Ra matAnction)
cluded tee gifts, lunch, buffet dinner, and raffles.

. 1T AEvery Breath is a Gifto is a
Ohio ory J. Blake who was diagnosed with IPF when he was

T Tambi Spirk neld nbash and Gledt SR RS TAREICIN . ¢
up with ltalian themed food on September 30th. Al ’?his event toyralse awarenessg.J and much needed re-up
proceeds benefited the Pulmonary Fibrosis Foundation. . o
People enjoyed lasagna, salad, rolls, and cheesecake - search money. www.active.com/donate/everybreathisagift
YUM!

9 Vicki Mountain hosted the 7" Annual Barn Sale in The 50 Events in 50 States Fundraising Campaign creates
memory of Lawrence Bray. The event occured Octo- awareness of pulmonary fibrosis and raises funds for re-
ber 10"-12%"in Creola, Ohio. Thank you for all of your search. These fundraising events are vital to our success!

support over the years Vicki! More information can be found at:
www.pulmonaryfibrosis.org/events
To host an event call (312) 587-9272

Be a part of the PFF Community and visit www.pulmonaryfibrosis.org Page 15
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In Memorial 2009

Alabama
Jon Pierce
Jo Ann Williams

Arizona

Helen Berg
Lydia Brynildson
Fran Dickson
Susan Pastorino
Jean Shelmire
Victor Sheppard
John Soderberg

Arkansas
Paul Hayes
Maurice Moye

California

James Abraham
Carter Armstrong
John Barry

Angela Castellan
Rodney Childress
Judith Coulter
George Glenn Curry
Doug DeGraffenreid
Florence Edgar
John Flores

Margrit Goodrich
Leo Gunson

Robert Hunter

Graciela Hurtado de
Mendoza

James Jensen
Donald Macpherson
Alan Mills
Joseph Reed
Mary Regan
Marvin Wendell
Robertson

Alvin Roth

John Sanchez
Robert Schaefer
George Smith
Julie Steffinger
Marjorie Stuart
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We will always remember...

Rochelle Sullivan
Kathreen Sundgren
Lawrence Vincenzini
Barbara Wendt
Martin Wiseman

Colorado

Aline Coleman
Edgar Edminston
JoAnne Levkulich
Ted Lewis
James Russell
Hank Sturtevant
Ellis Veatch

Connecticut
Vincent Durante
John Garton
Sylvia Gingberg
Daniel Nuzzo
Norman Samuels

George Stevens

Delware
Robert Bargo
Cheryl Rice

Joseph Scanlon's sister

District of Columbia

Gino Pagotto
Paz Pintado

Bernice Simmons

Florida

Robert "Bob" Bare
Russell Barry

Jin Yung Ja Bennyhoff
John Blied
Catherine Burgess
Alyce Carr

John Cherry

Bob Clements
Duane Coplin
Wilbur Elasser
Walter Falck

Betty Fernandez

Judith Hall
Kenneth Halleran
James Harris
Horetlio Hernandez
Jose Ramon Iglesias
Neal Imhoof
Vera Justason
James Leslie
John Lovett
Arthur Marco
Max Mittelmann
Sherald Morgan
Miguel Olivarez
Nancy Parra
Heidi Pyle
Margaret Reagan
Doris Ridgdill

Joe Seeberger
Leonard Seltzer
Julia Vercollone
Jean Wilcox
Paulette Wright
Mary Ellen Young

Georgia
Garland Duke

Fred Knox

Connie Maresco
Donald Mitchell
Marsha Robinson
Donald Roden

Vera Mae Thomason
Robin Veins

Hawaii
John Smith

lowa

Carolyn Gallagher

Idaho
Leo Pankau

Larry Weber

lllinois
Verta Allen

Karl Allen
Donald Alton
Dianne Arico
Edward Baldwin
Leon Bankston
Gene Bonk
Randhir Chopra
Thomas Collum
Robert Conradi
Warren Cowles
John Daly
Richard Dugdale
Carol Farrett
James Graves
Anita Helfritch
Richard Holson
Leonard Hooper
Marlene Huebner
Gladys Lawrence
Julio Loizzo

Pat Mayhew

Raymonde Dorortha
Harrouche Mitchell

Thomas Mueller
Donald Olson
Joseph Orsic

Bill Pacella

Richard Radner
Theodora Randazzo
Porfirio Rubio Fano
Maria Sammarco
Erwin Shoo

Roger Lee Smith
Joseph Stella

R. Burton Stone

Indiana

Nada Bekavac
George Hofmann
Ralph Honeywell
Jerry Kohmescher
Sherman McQueen
Ronald Waugh

Kansas
Harlin Holdeman

George Kramer
Ron Lewis
Gerald Mackey
Joan Marks
Milan Reed

Kentucky
Stuart Fitts

Geraldine Freeman
Jeanne Markle
Nancy Martin

Ruby Walsh

James Wright

Bob Nemmers
Dororthy Spears

Margaret Littleton St.
John

Gayle Vicknair

Maine
Joseph Constant
Charlotte Fredette

Maryland
Louis Abshire

Bernadine Austin
Frank Britt

Carole Chopra
Joseph Dunn

Alan Fjellheim
Joyce Goth

F. James Gray
Arthur "Pete" Hess
Ira "Bud" Kilmon
Linda LaCoss
Robert "Bob" Lewis
Kenneth St. Louis
Bo Willis

Donna Wilson

Massachusetts
Thomas Barry
John Burke
Joan DeVito
Arthur Holmquist
Grace Jackman

John Jones

Carol Lange
Joseph LaPlante
Charles Love
Daniel Maguire
Richard McNeany
Joseph "Jerry" Murphy
Eileen O'Connell
Jeanne Opacki
Marlene Raebeck
Maria Rodrigues
Ganson Taggart

Michigan

William Bartholomew
Joseph Biermacher
Cheri Cline

Mae Colberg
Chester Cross
Robert Demerly
Frederick Dery
Ervin Freimark
John Hermann
Charles Hilliker
Larry Jantorsky
David Kempa

John Latimer

Janie Loveland
John Lutton

John Martin

Sylvia McBride
Edward McCormick
Marjorie Moore
Peter Najorka
Charlotte Piccard
Marcel St. Germain
Jan Sweet
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In Memorial 2009

And never forget...

Minnesota

John Anderson

Glenn Church

E. Judd Flynn

Patricia "Patti" Klotz
Don Nelson

Thomas Vanderpool I

Mississippi
Jon Campbell
Teddy Wiggins Olsen

Missouri
James Blanton
Kenneth Eddy
George Fant
Jean Held
Hank Hopfinger
Norma Johns
Larry Johnson
Albert Laudel
Robert Musick
Gerry Pendleton
Bill Querry

Montana
Gary Cox

Nevada
Marilynn Hagan
Gerhard "Gary" Wolff

New Jersey
Anthony Aiellos

James Biddiscombe
Ken Boilen

Filippo Centrella
Daniel Dorney
Bernard Ellis

Harry Getchell
Gloria "Jean" Hager
John Katich
Bernard Kennedy
Brian Kennedy
Kathleen McConnell
Elsie Muniz

Robinson Murray
Carmel Olintz
Charles Polhemus
Rose Primiani
Edward Roslon
Stanley Sokolowski
Rita Stevelman
Eleanor Tully
Stephen Zaccardi

New Mexico
Paul Fisher
Karen Holwick

New York
Russell Bell
Estelle Bercaw
John Bianco
Patricia Black
Cornelia Bruno
George Carroll
Nancy Christie
Donna Ciecierski
Julian Costa
Jean Davis

John DiPietro
Eleanor Dorval
Marjorie Fanzo
Saul Gelband
Joel Goodman
Loretta Grice
James Hourigan
Gretna Jerdo
Donald Kane
Molly Kohler
Jerry Kubicki
Gladys Martin
James McAllen
Joanne Mercer
Edward Montalvo
Mostafa Mossafa
Marianna Nardone
Gennaro Pellegrino
John Ricci

Usha Seetharam

Guillermo Sotomayor Sr.

Mary Vidinha

Thomas "Mickey" Ward

Walter White

North Carolina
Gregory Asbee

Elizabeth Brabant

Chester Bullins
Emily Christmas
Betty Coomes
Bennett Flowers
Dorothy Fried
Fred Hardin
Betty Hightower
Bill Hiser
Robert Hutchins
Archie Lambert
Bonnie Lanning
Joan Laudadio
Penny Martin

Freda Faye Settle

Peter Somervell
David Spaugh

North Dakota
John Mering

Ohio

Cyril Balke
Wesley Bitton
Shirley Brunton
Carole Council
Thomas Hall
Richard Hamad
Jeanne Hart
Frank Hoffer

Mavin Sue Lauchard

C. Jay McAdams
James McGuinn
James Ott

Paul Phillips
Mary Sheets
Norman Woleen

Oklahoma

Linda McCleery
Elizabeth Jo McGuire
Ernestine Norwood

Oregon
William Herzog

Elizabeth Werner

Pennsylvania
Lelia Barry

Mary Corcoran
Juan Fernandez
William Green
Raymond Hennessy
Julia Kallery

Louis Miller
Susan Parker
Timothy Ryan
Frederick Scheirer
Elva Sherman
Helen Sobota

G. Don Stephens

Charles E. and Mary
Lee Trimble

Gerladine Varnau

Rhode Island
Lydia Coli

Augie Saccoccio
Kuldip Sahni

South Carolina
Margaret Aldrich
Al Avery

Robert T. Harrison
Thomas McGee
Peter Moffatt
Phillip Schecker
William Sutton

Tennessee

Richard Adams

Bill Hodson

Cole Foster Jackson
Judy McCloud

Be a part of the PFF Community and visit www.pulmonaryfibrosis.org

Ruth Solmonson
Anthony Tovatt
Betty Wilbourn
Mary Wilkinson

Texas

Peggy Airheart
Ken Anderson
Joseph Becker
Allen Bjelkevig
Jim Crumpler
Sadie Ellefritz
Jean Gebhard
Phillip Innes
Raymond Kerr
Ok Ryun Kim

Lawrence Kuebler
Willard "Larry" Lamb

Jon Marietta
Joseph Martino
Robert Murtha
Sue Quigley
C.D. Reese
Halford Sickler
Nina Stripling
James Teeler
Carol Thomas

Utah
Roger McLean

Virginia

Sophie Lou Acker

Merle Allen
Lewis Goodman

Marion Henderson

Vashti Lee-Tyler

Thomas McCormick

A.J. Mueller

Louis Parham

Mary Lou Patterson

Hughie Powers
Trudy Riddle
James Talkington
Daisy Wayland
Grace Williams

Charles Wohlford

Washington
Thomas Buschman

Mary Jane Folk
Carol Ann Gillaspy
James Hersey
Marilyn Lambert
Gary Leech
Catherine Marsh
Keith Mitchell
Kishan Moonka

George Wieser

Wisconsin

Juliette Ammon
Barbara Barber
John Downing
Evelyn Felland
Jerald Goeman
Kathleen Goodness
Marliyn Herbert
Eileen Kenney
Robert Kollmansberger Jr.
James Richardson
John Zurn

West Virginia
Arnold Keaton

Canada

Simeon Bursey
Capt. Matthew Davis
Robert Grant

Thaun Vu Lam

This list was compiled from
our Patient Database
10/1/08 to 10/30/09. If we
inadvertently missed your
loved ones name we are
truly sorry.
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Wescoe Walk

THE CAPTAINS
GOLF COURSE -

4™ Annual Barbara A. Fiorillo Memorial Bike Run and Picnic

o v.~'- ;,’» ¥ /.'«/‘j L D I :
: X e ( i . .; ;

see our Facebook Fan Page for more events and pictures!

What 6s NEW on t he WebsSs

DID YOU SEE:

1 Our President, Dan Rose, and Krysten Knievel on WNBC Ch 4 NY Nightly News with Charles Scarborough at 7
p.m. on Monday, November 23rd 2009? www.youtube.com/user/PFFoundation

1  We currently have over 1300+ Facebook Friends! www.facebook.com/PulmonaryFibrosisFoundation

1 DonorDrive is up and running! Please give a donation at http://pff.donordrive.com
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http://www.youtube.com/user/PFFoundation
http://www.youtube.com/watch?v=_0pQw63ZmhU
http://www.facebook.com/PulmonaryFibrosisFoundation
http://pff.donordrive.com/index.cfm?fuseaction=donorDrive.donate
http://www.facebook.com/photo.php?pid=2917315&id=85835393450
http://www.facebook.com/photo.php?pid=2668732&id=85835393450
http://www.facebook.com/photo.php?pid=2673204&id=85835393450
http://www.facebook.com/photo.php?pid=2632120&id=85835393450
http://www.facebook.com/photo.php?pid=2632112&id=85835393450
http://www.facebook.com/photo.php?pid=2632110&id=85835393450
http://www.facebook.com/photo.php?pid=2610966&id=85835393450
http://www.facebook.com/photo.php?pid=2610964&id=85835393450
http://www.facebook.com/photo.php?pid=2610975&id=85835393450
http://www.facebook.com/photo.php?pid=2415791&id=85835393450
http://www.facebook.com/photo.php?pid=2415809&id=85835393450
http://www.facebook.com/photo.php?pid=2415799&id=85835393450
http://www.facebook.com/photo.php?pid=2134885&id=85835393450
http://www.facebook.com/photo.php?pid=2134890&id=85835393450
http://www.facebook.com/photo.php?pid=2134883&id=85835393450
http://www.facebook.com/photo.php?pid=2075162&id=85835393450
http://www.facebook.com/photo.php?pid=2074878&id=85835393450
http://www.facebook.com/photo.php?pid=2074931&id=85835393450
http://www.facebook.com/photo.php?pid=1995282&id=85835393450
http://www.facebook.com/photo.php?pid=1995282&id=85835393450
http://www.facebook.com/photo.php?pid=1995282&id=85835393450
http://www.facebook.com/PulmonaryFibrosisFoundation

Meet the Staff

Dr. Dan Rose, President

Daniel M. Rose M.D. was appointed the new President of the Pulmonary Fibrosis Foundation in April 2009. Dr. Rose has been Chairman of the

Board and has been involved with the Foundation since its inception in September 2000. D r . Roseds f at her ,unck|Db Miket R
Rosenzweig, both idiopathic pulmonary fibrosis patients, started the foundation in 2000. The primary goal of the Foundation was and is to find a

cure for the disease and be an advocate for patients.

Leanne Storch, Executive Director

Leanne joined the Foundation in March 2004. As the Assistant to the President, then later became the Patient Advocate in 2006. As a patient her-
self, diagnosed with idiopathic pulmonary fibrosis in January 2003, she brings empathy and compassion to patients and their families who contact
the Foundation. In June 2008 Leanne was promoted to Executive Director. She is eager and determined to help the Foundation move forward and
become a recognized force in the battle against pulmonary fibrosis.

Wh e n

Carrie A. D6 Angel o, Director of Development

Carrie joined the Foundation in August 2009. A native of Buffalo, NY; Carrie called Fort Myers, FL home for the past 5 years. She has her A.S. in
Business from SUNY Erie Community College and her B.S. in Health Education from Florida Gulf Coast University. She is currently pursuing her

M. S. in Health Science. Carrieds most recent positi on wawas theiDirelctorbfh &
Speci al Events. She i mmediately jumped right into plannisivelasbemg!| en
involved in every aspect of other fundraising events across the U.S. Along with her experience in working for nonprofits, Carrie 6 s e mp at hy
deeply as she is living with Bronchiectasis.

Monica Storch, Development Associate

Monica joined the Foundation in December 2009. She was born and raised in Chicago and is the daughter of the Pulmonary Fibrosis Foundation's
Executive Director, Leanne Storch. Three years after her mother was diagnosed with IPF she began working at the Foundation. Two and a half
years later, she is now the Development Associate and mainly works with patient correspondence. Connecting directly with patients and their fami-
lies, her emphatic drive continually compels her to find a cure for PF. As well as planning and implementing fundraisers, she thoroughly enjoys
writing for the Newsletter. Monica is also pursuing her studies in Anthropology and Naturopathy, with a focus on natural ways of healing.

Wendy Escobar, Administrative Assistant

Wendy joined the Foundation in December 2008. She is responsible for maintaining the patient database, disbursements of the matching gift pro-
grams and oversees our accounts payable as well as sending out the acknowledgements to the families. She is always a warm voice on the phone
in when talking with patients and their families. Wendy is also bilingual making her an unequivocal asset to the Foundation.

Matt Derda, Administrative Assistant

Matt joined the Foundation in November 2009. After moving to Chicago from Cincinnati, where he was the president of the Smarty Pants Theater
Company, LLC, which performs and teaches improvisational theatre nationwide. In 2007 he organized the Fred Leeds Comedy Rocks Benefit to
raise money in memory of Fred Leeds, a Smarty Pants cast member who passed away after being diagnosed with Pulmonary Fibrosis. Currently
Matt is a member of the Second City Conservatory Program and is working on a second Comedy Rocks Benefit to raise even more money. He is
also responsible for maintaining the donation database as well as sending thank you letters. Matt considers every day he works at the Foundation a
way to honor Fred Leeds, his friend and mentor.

Jennifer Bulandr, Director of Community Relations

Jennifer rejoined the Foundation in November 2009. She first joined the Foundation in 2002 after her father passed away from the disease. Within
the next three years, as Director of Community Relations, she created the online support group for patients, the in-person support group in Chicago,
started the 50 Events in 50 States along with the Postage Stamp Campaign. Jennifer just recently came back on board and is resuming her old
position but with a new passion to take the Foundation to the next level. Jennifer is active in her community, where she serves on a variety of
boards. As a mom to three great kids, Jennifer truly believes that we can find a cure or treatment for this disease before it affects a new generation.

os e,

Amer
entin
fal

asked the question AWhy do you worKk

The answer is simple ...the people...

Be a part of the PFF Community and visit www.pulmonaryfibrosis.org Page 19
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Yes, Sign Me Up!
I want to support the work of the Pulmonary Fibrosis Foundation and would like to make a contribution.

Herebds my :&l$x00kH,000 L1$500 L1$100 L1$50 L1 Other

Name

Address

City State Zip
Phone Email

Please send your check to: Pulmonary Fibrosis Foundation, 1332 N. Halsted #201, Chicago, IL 60642
If you would like to charge your Contribution: [ ] Visa [ ] MasterCard [] Discover [ ] American Express

Account Number

CCV# on back of card Expiration Date

or call (312) 587-9272

or online Pulmonary Fibrosis Foundation

Thank you for your support! A cure is just a breath away!

Pulmonary Fibrosis Foundation Nonprofit Org.
1332 N. Halsted Street, Suite 201 U.S. POSTAGE PAID
Chicago, IL 606222691 Oak Brook, IL
phone: 312.587.9272 fax: 312.587.9273 PERMIT No. 100
email: info@pulmonaryfibrosis.org

web: www.pulmonaryfibrosis.org
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