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“Life is like riding a bicycle. To 
keep your balance you must keep 

moving.” 
Albert Einstein

Many scientists across the nation and 
around the world are conducting 
research geared towards finding the 
cause of  IPF as well as looking for a 
cure.     Each issue of  this newsletter 
will contain a review of  current 
research articles or topics selected by 
a PA-IPF scientist as well as 
information on what is happening at 
each of  the IPF centers throughout 
Pennsylvania. This newsletter will 
serve as a comprehensive review for 
you to use to better your 
understanding of  IPF.  One of  the 
missions of  the PA-IPF registry is to 
provide patients, family members, 
and physicians with a resourceful 

newsletter for IPF patient care.  As 
the first edition of  many more to 
come, we hope that you enjoy the 
content.  We will keep you aware of  
advances as the registry continues to 
grow.  We invite you to respond to 
our newsletter with feedback, 
comments, or general questions 
about the PA-IPF registry. Please 
send your requests to Trisha Black, 
registry coordinator by email 
blacktr@upmc.edu or mail to the 
Dorothy P. & Richard P. Simmons 
Center for Interstitial Lung Diseases 
NW 628 UPMC Montefiore 3459 
Fifth Ave. Pittsburgh PA 15213.

z WELCOME z

This is the third issue of a quarterly series newsletter for the 
Pennsylvania State Idiopathic Pulmonary Fibrosis (PA-IPF) registry.  

The purpose of this newsletter is to provide you with up to date 
information about IPF research as well as current events to increase 

IPF awareness in the Commonwealth of Pennsylvania.

TO OUR READERS

A  P R O J E C T  S P O N S O R E D  B Y  T H E  C O M M O N W E A L T H  O F  P E N N S Y L VA N I A  A N D  A 
G E N E R O U S  D O N A T I O N  F R O M  T H E  S I M M O N S  F A M I L Y
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Share Your Story
If you would like to tell an 
inspirational story from 
your own experience with 
IPF, or as a caretaker for a 
patient diagnosed with IPF , 
please email your story to 
registry coordinator ,Trisha 
Black at blacktr@upmc.edu. 
It may appear in the PA-IPF 
newsletter and someone 
with IPF may also benefit 
from reading your story.
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 Exercise, Who... Me?  
Written by Deborah A. Piontek, B.A.RRT; 
RPFT Coordinator, Pulmonary Diagnostics 
Laboratory & Pulmonary Rehabilitation 
Services 

	 According to Webster, exercise may be 
defined as a condition or state or mode in which 
a person or thing exists; a sound state of  health 
or fitness.  Its concept is not new.  Good 
physical condition is an objective that everyone 
should seek, and the person with lung disease is 
no exception. If  you are reading this, you 
probably suffer from some form of  lung disease 
or you know someone with a breathing 
problem. You may be wondering how you could 
possibly exercise when it is so difficult to 
perform your daily routine without becoming 
extremely short of  breath. Or you may be 
wondering how you can exercise when you need 
to use supplemental oxygen all of  the time.  
Family members or care givers may also tell you 
not to over exert yourself  as they may worry it 
may be harmful to you.  

	 The good news is that you can exercise 
where you are and at your own pace.  You 
should consider an exercise program as a part 
of  your treatment plan.  Sitting or lying around 
deconditions the body and makes your muscles 
weak and inefficient; in turn this makes doing 
even the simplest daily activities more difficult.  
Exercise reconditioning is an important factor 
in the rehabilitation of  persons who experience 
symptoms as a result of  their lung disease.  Talk 
with your doctor about exercise, and follow 
along with this plan as you see fit.

Getting Started is Easy

• Set attainable goals
• Warm up
• Vary your activities
• Exercise with a friend
• Stop if  you have a problem
• Pace yourself
• Make it fun
• Cool down
• Reward yourself

Benefits of  Exercise

• Improved use of  oxygen by the muscles
• Increased muscular strength
• Improved muscular coordination
• Increased muscle mass
• Improved sense of  well being
• Improved sleep
• More tolerance to shortness of  breath

Staying Motivated to 
Exercise: Exercise is good 
medicine --but no matter how 
compelling the reasons to work out, 
sustaining a program can be difficult

• Develop an exercise habit
• Schedule your workout
• Don’t let others lead you astray
• Team up
• Have fun
• Listen to your body
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The Dorothy P. and Richard 
P. Simmons Center for 
Interstitial Lung Disease at the 
University of Pittsburgh Medical 
Center Increases IPF 
Awareness
The pulmonary doctors at the Simmons 
Center treat Interstitial Lung Disease (ILD); 
the graph on the right depicts the clinical 
patients by diagnosis.  This is a current 
record. The center follows more than 1700 
patients with Interstitial Lung Disease. A 
multidisciplinary team of  specialists evaluate and manage 
all patients.  The ILD experts at the Simmons Center work 
closely with a multi-disciplinary team of  experts in 
pathology, radiology, rheumatology, quality of  life and lung transplantation to provide the best care to patients with IPF 
and other interstitial lung diseases.  Physicians and scientists at the Simmons Center are recognized as international 
leaders in research on mechanisms of  lung inflammation and fibrosis, promoting the translation of  scientific discoveries 
into new treatments for patients with these lung disorders.  The Simmons Center was generously funded by the Simmons  
family. 

Temple Lung Center a Patient Centered Facility 
 Growing recognition of  Temple Lung Center’s quality care has prompted more patients to come to Temple over 
the past decade.  To meet with growing demand, Temple has moved into a spacious new outpatient facility.  The 18,000 
square foot facility provides patients with access to the most advanced capabilities for disease management and the 
opportunity to participate in cutting-edge therapies offered by clinical research trials.  Located in the Ambulatory Care 
Center at the Temple University Hospital, this new facility allows patients to receive all their care in one convenient spot. 
Including, office visits with Temple pulmonologists in one of  22 exam rooms, routine pulmonary function and exercise 
testing, blood draws, electrocardiograms, sleep and non-invasive ventilator equipment instruction and titration, and an 
on-site rehabilitation center. 
 For those patients requiring evaluation or treatment for lung transplantation or other medical-surgical conditions, 
consultations with members of  Temple’s multidisciplinary team, including cardiologists, surgeons and other specialists, all 
take place in one location.  
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PA-IPF Institutions
THE FIVE INSTITUTIONS TOGETHER BUILD AN EXTENSIVE NETWORK 

ACROSS THE STATE OF PENNSYLVANIA.  EACH CENTER IS DIRECTED TO 
THE STUDY OF ADVANCED COMPREHENSIVE CARE FOR PATIENTS WITH 

LUNG DISEASE.

Population of  ILD diagnosed patients at the 
Simmons Center 



Temple’s own clinicians helped ensure that its new space was designed 
around the special needs of  pulmonary patients.  This patient-centric 
design is reflected in the layout of  the unique spaces and thoughtful 
details.  Patients are often concerned about depleting their own portable 
oxygen tanks whenever they leave home for an extended period, so 
multiple oxygen hook-ups throughout the clinic, and in waiting rooms and 
exam rooms make visits more convenient.  The lack of  carpeting 
throughout the space also makes appointments easier for those using wheel 
chairs.  Other touches to make patients more comfortable include flat-
screened televisions located throughout the open waiting area as well as a 

complimentary coffee service.  
 The state-of-the-art waiting room is outfitted to be a “smart classroom” 
for patient and family support groups, disease management lectures, and 
educational programs for community physicians.  The Temple Lung Center staff  
takes pride in its new home because it is a physical manifestation of  the patient-
centered philosophy that drives the entire Temple staff.

The Penn State Milton S. Hershey Medical Center-
Occupational Research Interest

 Penn State Hershey Medical Center was established in 1967 and is located in Hershey 
Pennsylvania, 10 miles east of  Harrisburg. Penn State Hershey, the newest medical school in 
Pennsylvania, has a specific focus on rural medicine.  The Division of  Pulmonary, Allergy 
and Critical Care Medicine has ten faculty members and nine fellows who care for patients 
with interstitial lung disease.  New emphasis is being developed in environmental and 
occupational respiratory research, in pulmonary hypertension associated with interstitial 
lung disease, and in collaborating with basic scientists to identify determinants of  
susceptibility to respiratory diseases. 

The Penn Lung Center Taking on ILD Initiatives 
The Interstitial Lung Disease Program at the Penn Lung Center was the first in the 
Delaware Valley.  Today the program offers a multidisciplinary approach to the diagnosis 
and treatment of  patients with ILD.  By working together, the center pools 
resources and talent in order to provide the highest level of  quality patient 
care possible. The Penn Lung Center is a productive and cordial environment 
that helps to facilitate the flow of  information, and to broaden awareness of  
new medical advancements.

Geisinger Center for Health Research a “Green” 
Facility 
This institution is one of  the nation’s leading fully integrated healthcare providers.  Founded in 1915, Geisinger serves 

more than two million residents throughout central and northeastern Pennsylvania.  
The Physician-led organization is at the forefront of  the country’s rapidly emerging 
electronic health records movement. Geisinger is a leader in the region’s green 
building initiatives.   Geisinger’s Pulmonary Medicine Department includes board-
certified pulmonologists supported by a staff  of  registered respiratory therapists and 
registered nurses.  With extensive experience in the management of  chronic 
obstructive pulmonary disease (COPD) and lung tumors, this team is recognized 
both nationally and locally as leaders in pulmonary care.
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PITT TEAM RECEIVES $3 MILLION NIH GRANT TO 
PURSUE BIOCHIP-BASED LUNG RESEARCH

Press Release
Contact: Anita Srikameswaran, 
SrikamAV@upmc.edu  
Frank Raczkiewicz, 
RaczkiewczFA@upmc.edu
PITTSBURGH, Nov. 6 – Researchers at the 

Dorothy P. and Richard P. Simmons Center 
for Interstitial Lung Diseases in the Division 

of  Pulmonary, Allergy and Critical Care 
Medicine at the University of  Pittsburgh have 

been awarded approximately $3 million from the 

National Institutes of  Health to conduct the first study 
using novel biochip technology to compare gene 

activity in different smoking-related chronic 
lung diseases.

The studies, led by Naftali Kaminski, M.D., 

the Richard P. and Dorothy P. Simmons 
Endowed Chair in Interstitial Lung Disease 

and director of  the Simmons Center; Steven 
Shapiro, M.D., Jack B. Myers Professor and Chair 

of  the Department of  Medicine; and Frank Sciurba, 

M.D., associate professor of  medicine and director of  the 
Emphysema/COPD Research Center, will use 

DNA chips to examine the activity of  all the 
genes in the human genome to design 

diagnostic tests that will allow physicians to 

guide therapy in the two most common 
cigarette-smoke-associated lung diseases: 

chronic obstructive pulmonary disease 
(COPD) and idiopathic pulmonary fibrosis 

(IPF). In the largest study of  its kind in lung 

disease, the researchers plan to identify and validate gene 

signatures that characterize COPD and IPF and their 

underlying causes.

“This study will help us understand why one person 

responds to cigarette smoke by developing emphysema 

while another develops fibrosis, and then to rapidly 
translate this knowledge from bench to bedside,” Dr. 

Kaminski explained.

As part of  the study, the investigators aim to 

custom design a diagnostic assay for COPD 

and IPF, called the PulmoSmartChip, which 
will be based on WaferGen’s SmartChip™ 

Genome Scale Real-Time PCR technology. 
The PulmoSmartChip could help predict the 

natural history of  the diseases and patients’ 

response to specific therapeutics. “This funding 
recognizes the national leadership of  our Division of  

Pulmonary, Allergy and Critical Care Medicine in 
IPF and COPD research,” said Dr. Shapiro. 

”Furthermore, it lays the foundations for 

personalized medicine approaches in 
pulmonary medicine.”

Chronic lung diseases affect a significant 
portion of  the population. Approximately 24 

million adults in the United States have 

evidence of  abnormal lung function. They account 
for 9.5 million office and emergency room visits, 726,000 

hospitalizations and 119,000 deaths each year. The 
majority of  these deaths are caused by COPD, 

but more than 15,000 deaths per year can be 

attributed to IPF, previously considered a 
rare disease and now a major source of  lung 

morbidity and mortality that affects more 
than 100,000 patients in the U.S.

The Simmons Center and the Emphysema/

COPD Research Center in the division of  
Pulmonary, Allergy and Critical Care Medicine at the 

University of  Pittsburgh are among the nation’s leading 5
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programs in the care of  patients with smoking-related diseases and are in the top ranks of  NIH-funded research 

programs in lung disease.

According to Mark Gladwin, the recently appointed chair of  the division, “When patients are seen by physicians at the 
Simmons Center or the Emphysema/COPD Research Center, they are not only being offered the best available medical 
care for their condition, but also given access to cutting-edge research and novel therapeutic interventions.”  

The University of  Pittsburgh School of  Medicine is one of  the nation’s leading medical schools, renowned for its 
curriculum that emphasizes both the science and humanity of  medicine and its remarkable growth in National Institutes 
of  Health (NIH) grant support, which has more than doubled since 1998. For fiscal year 2006, the University ranked 
sixth out of  more than 3,000 entities receiving NIH support with respect to the research grants awarded to its faculty. As 
one of  the university’s six Schools of  the Health Sciences, the School of  Medicine is the academic partner to the 
University of  Pittsburgh Medical Center. Their combined mission is to train tomorrow’s health care specialists and 
biomedical scientists, engage in groundbreaking research that will advance understanding of  the causes and treatments 
of  disease and participate in the delivery of  outstanding patient care.

PITT TEAM RECEIVES $3 MILLION NIH GRANT TO 
PURSUE BIOCHIP-BASED LUNG RESEARCH

	 The Temple Lung Center, located in Philadelphia, PA has one of  the most active pulmonary research 
programs in the country.  We are involved in several prospective multi-center clinical trials of  new drugs that 
hopefully will help patients with Idiopathic Pulmonary Fibrosis (IPF), live a longer productive life.  Both 
CAPACITY (efficacy of  pirfenidone) and BUILD 3 (Bosentan in IPF) trials are now closed to enrollment.  The 
IPF community are eagerly awaiting the results of  the CAPACITY trial next American Thoracic Meeting. As 
a designated Fibrosis Center, Temple Lung Center will be one the 28 medical centers worldwide participating 
a phase 2 study in the safety and efficacy of  a novel monoclonal antibody in patients with IPF. We will be 
involved in a new phase 3 randomized, multi-center study evaluating the efficacy of  Ambrisentan in IPF.  We 
are also conducting joint research with the Simmons Center for Interstitial Lung Diseases.  
 Our new state of  the art facility was designed with close attention to the unique needs of  patients with 
advanced lung disease. Patient friendly environment includes oxygen hookups throughout the facility, carpet-
free flooring for easy wheelchair access, an on-site rehabilitation center, and flat-screen-TV/video stations for 
patient and family education and comfort. The spacious facility allows our patients to get all their care in one 
convenient spot.  From the initial visit through follow-up, patients with IPF will benefit from dedicated 
multidisciplinary team of  physicians that include pulmonologists (Drs. Gerard Criner, Francis Cordova, 
Namrata Patel), thoracic radiologist (Dr Robert Steiner), lung pathologist (Dr. Charalambos Solomides), 
cardiothoracic surgeon (Dr. Satoshi Furukawa), and pulmonary nurse specialists ( Kathy Lautensack, RN, 
BSN, and Karen Steinke, RN, MSN.).  Our Fibrosis Center implements a patient  approach to caring for 
patients with all pulmonary disorders.  All patients with all forms of  Fibrosis who are seen at the Temple Lung 
Center are offered specialized attention by our multidisciplinary team.  To schedule patient appointments call 
24/7, 1-800-Temple-Med (1-800-836-7536).  To inquire about any IPF studies, call (215) 707-1722.

The Temple Lung Center Fibrotic Lung Program



Upcoming Events
Quarterly newsletters will indicate upcoming events. Please visit our website at 

www.pa-ipf.org for recently scheduled support groups, events, and locations. 
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YOU’RE INVITED TO ATTEND 
THE 2009 IPF SUPPORT GROUP MEETINGS

 Presented by The Dorothy P. & Richard P. Simmons Center for Interstitial Lung Disease at the 
University of Pittsburgh

The Support Meetings are held for IPF patients, caretakers, and family members.  Please join us!

Reminder: Get your flu shot

The flu season is upon us, please visit your 
local doctor or pharmacy.

WHEN:
February 2, 2009

1:00 p.m.- 3:00 p.m. 

WHERE: 

BST South S123

WHEN:
March 2, 2009

1:00 p.m.- 3:00 p.m                               

WHERE: 

Scaife 1105BC

WHEN:
April 6, 2009

1:00 p.m.- 3:00 p.m

WHERE: 

Scaife 1105BC

*MARK YOUR CALENDARS*
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