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What we see depends mainly on 
what we look for.

-Sir John Lubbock

z WELCOME z

The PA-IPF newsletter is a part of 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.

nnn

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.  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.  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. 
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.  
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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 patients with 
Interstitial Lung Disease (ILD). A 
majority of  the patients have IPF/
UIP, sarcoidosis, or pulmonary 
fibrosis with rheumatoid condition, 
as shown on the diagram to the 
right.  The center follows more than 
1900 patients with Interstitial Lung 
Disease.  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 established through a generous 
donation of  the Simmons family. Because there is no 
approved therapy for IPF the scientists and physicians 
at the Simmons Center dedicate their research to 
finding a cure for IPF.  Their research is funded by 
the NIH, industry and private donations. In the last 5 
years scientists at the Center, have been involved in 

multiple studies and published more than 70 research papers about IPF in the top medical journals and are 
expected to have a strong impact on patient management and care.  

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 

PA-IPF Institutions
The five institutions together build an extensive network across the state of 
Pennsylvania. Each center aims to provide advanced comprehensive care and 

access to cutting edge research to patients with interstitial lung disease.
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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.  
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 Penn Lung Center is now housed in the Ruth and Raymond Perelman Center.  The Perelman Center is a 
state-of-the-art, 500,000 square foot outpatient facility adjacent to the 
Hospital of  the University of  Pennsylvania.  The Perelman Center 
links Penn’s expert physicians and clinical researchers in new ways, by 
putting them just an idea’s reach away from one another, always 
prepared to collaborate and create groundbreaking, individualized 
treatment plans. 
 The Penn Lung Center brings together physicians in new ways 
that will lead to closer collaboration between specialists. Patients, in 
turn, can expect quicker diagnosis and treatment. In the Lung Center, for example, a thoracic surgeon can 
upload a patient’s high-resolution CT scans to an imaging center 10 feet away from the exam room. There, the 
doctor can confer about the images with an expert chest radiologist, and together the two will help craft a 
personalized treatment plan for the patient. The care team will relay the plans to the patient right away, paving 
the way for quick access to a team of  other specialists – nutritionists and social workers, for instance – without 



Simmons Support Group Visits Kaminski’s 
Lab

 This year, the Simmon’s Center support group kicked off  with a tour of  Dr. Naftali Kaminski’s 
Lab, where scientists analyze samples of  human lung tissue and blood for genomic research in IPF.  
Research fellows and undergraduate students team up to accomplish ground breaking research, and 
discover ways to identify a cure for IPF.  Dr. Naftali Kaminski, primary investigator, mentors the 
faculty and staff  through his passion toward finding breakthroughs in genomic medicine for IPF.  
Every patient seen at the Simmons Center is offered an opportunity to participate in research. Because 
many of  our patients provide blood samples to research we invited members of  the Simmons Center 
Support Group to come and meet the team that does research on their samples and to see how their 
samples are processed.  This visit was very interesting for the patients and important for lab members. 
“Meeting the people we do the research for, really enhances my motivation to work harder and find a 
cure for their disease.” said Kazuhisa Konishi, a visiting postdoctoral fellow from Japan.  For those of  
you that could not attend the visit- here is a description of  how samples are processed. 

leaving the department. If  the patient requires further studies, they’re just a short escalator ride away from the 
appropriate testing areas. 
	 Currently, the Penn Lung Center participates and/or coordinates research studies for IPF, cancer, 
bronchiectasis, and in lung transplant among others.  
 According to Dr. Gregory Tino, Chief, Pulmonary Clinical Service, “the Lung Center is the 
culmination of  our vision and dedicated effort to build a comprehensive, multi-disciplinary practice to provide 
the highest quality of  care to patients with diseases of  the chest.  The Lung Center will also enhance our 
clinical research endeavors.”
To make an Appointment at the Perelman Center call 1-800-789-PENN. 

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.



3.) In the lab your blood 
is placed into the 

centrifuge to be spun. 
This process separates  
your blood into layers 
according to density. 

4.) The centrifuge is 
utilized on two more 

occasions to obtain cells of 
the peripheral blood.

1.) In the Falk Clinic, 
your blood is drawn and 
sent through the tubing 

system to the lab.

2.) Your blood sample is collected 
at Montefiore hospital and 
shipped to the laboratory.

 	 An In Depth Look at the Peripheral Blood: The 
peripheral blood contains red blood cells (erthocytes), white blood 
cells (lymphocytes, monocytes, polymorphonuclear cells 
(neutrophils)), and platelets.  The diagram to the right of  the 
picture is a magnification of  the layers in the cell preparation tubes, 
blue tops.  These two tubes contain the cell preparation tube 
plasma*, white blood cells, and red blood cells separated into layers 
by density.  The purple tube top signifies more blood plasma and 
the yellow tube top signifies blood serum** separated by a layer of  
red blood cells.

*   Plasma is the watery portion of  the blood that contains proteins, 
clotting factors, ions, hormones, and glucose. 
**   Serum is a portion of  the blood that does not contain clotting factors. 

 Below is a “play by play” of  what happens to your blood when you participate in research 
for the GAP study. 

5.)  A look at the tubes after their first 
spin, fresh out of  the centrifuge.

	 Many of  you are already participants in our Idiopathic Pulmonary Fibrosis (IPF) research studies.  One 
of  the studies formally known as the Genomic and Proteomic Analysis of  Disease Progression in IPF also 
known as GAP will be reviewed in this newsletter.  A major objective of  this project is to correlate genetic and 
biologic markers with changes in symptoms in patients with IPF.  This would help us to better diagnose and 
predict the course of  the disease and thus better plan for different treatment options. To accomplish this, 
scientists in the lab profile all of  the genes and proteins that can be found in the blood and correlate them with 
clinical indices of  disease progression.  Preliminary results that we have recently published (http://
ajrccm.atsjournals.org/cgi/content/abstract/200810-1596OCv2 and http://www.plosmedicine.org/article/info:doi/10.1371/
journal.pmed.0050093) suggest that we should in the future have a blood test for IPF.  We believe that this project 
will change the way patients with IPF are managed, will reduce the need of  invasive procedures such as lung 
biopsies and will allow for earlier diagnosis.  The success of  the project is dependent on the willingness of  our 
patients to allow use of  their samples.  Many of  you participate in this study, we as well as your fellow patients 
and families thank you for participating!

Participating in GAP:  A Brief Look at Laboratory Sample Processing  

! ! ! ! ! ! Written by: Erin Takac,  & Charlotte Engel 
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9.)  Picture of  pelleted cells.  The 
cells are sent to the centrifuge for 
one more wash.

10.)  The cell pellet is broken up and 
stored in Quiazol- a buffer that allows 
extraction of  RNA, theses cells are 
instrumental for gene analysis.

11.) From every one of  your samples 
we generate a total of  10, 1.5mL 
tubes (4 serum, 4 plasma, 2 cells in 
quiazol) and 1, 15mL conical tube 
with cell preparation plasma.  

12.) Your samples are stored in the -80C 
freezer on a particular shelf  according to 
your visit number.  Each colored box 
represents a particular visit.

14.) Below is a closer look at the cells in 
your blood.  Each sample of  blood helps 
scientists become more knowledgable 
about IPF, and your blood sample may 
be the link to finding a cure.

13.) All sample details are 
put in a secure database, 
so that we can track the 
use of  every sample.

6.) Each layer of  your blood is 
extracted  from each of  the 4 tubes.  
This is a photo of  where the plasma 
layer is separated into a new 15mL 
tube, then frozen at -80. The plasma 
will be looked at for protein analysis.

7.)  The remaining mononuclear 
(lymphocytes and monocytes) layer are 
decanted into a new 15mL tube, the cells 
are then washed with Phosphate-Buffered 
Saline, and put back into the centrifuge to 
obtain a cell pellet.

8.)  While the cells are being 
pelleted, the serum (yellow 
top) and plasma (purple top) 
are placed in equal volumes 
into 4 separate 1.5mL tubes.



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. 

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!

WHAT: Lunch on the 
Gateway Clipper Cruise 
with Simmons Center Staff 
and Faculty

WHEN:
October 5, 2009
 Board at 11:30 a.m.
WHERE:  Station Square 
in Pittsburgh, PA

WHAT: Support Group

WHEN:
 November 2, 2009

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

WHERE: 

Scaife 1105BC

UPMC Presbyterian	

WHAT: Support Group

WHEN:
December 7, 2009

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

WHERE: 

Scaife 1105BC

UPMC Presbyterian

*MARK YOUR CALENDARS*

Remember To Call To Attend the PA-IPF Advocacy Event in 
Harrisburg

Call 1-866-922-4IPF (4473)
Date: Monday, September 14, 2009
Time: 10:00 am -- 3:30 pm 

What: Pulmonary experts from the PA-IPF Registry will 
present timely information, new research findings, and 

the best medical advice available to help you cope with 

your condition. Including a question & answer session.

Oxygen will be available.

Light refreshments, and lunch will be provided.

Location: Harrisburg Hilton Hotel -One North Second Street, Harrisburg, PA 

17101- www.hilton.com- 717.233.6000

http://www.hilton.com-
http://www.hilton.com-


PA-IPF Newsletter
the

PA-IPF Newsletter
Dorothy P. & Richard P. Simmons 
Center for Interstitial Lung Disease
NW 628, UPMC Montefiore
3459 Fifth Ave. 
Pittsburgh, PA 15213

I S S U E  4
SEPTEMBER 3, 2009


