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NEXT EDITIONS FEATURE 
TOPIC

Biomarkers for Lung Disease

“Always desire to learn 
something useful.” 

Sophocles

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, 
research coordinator by email 
blacktr@upmc.edu or mail to the 
Dorothy P. & Richard P. Simmon’s 
Center for Interstitial Lung Diseases 
NW 628 UPMC Montefiore 3459 
Fifth Ave. Pittsburgh PA 15213.

z WELCOME z

This is the second 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

PA-IPF Newsletter
F I R S T  E D I T I O N

the

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 
research 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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Use of Home Oxygen Therapy by Kathleen Lindell PhD. RN
What is Oxygen
Oxygen is a gas that we can’t see, taste, or 
smell,  yet is in the air all around us. All 
people need oxygen in order to live. The 
percentage of oxygen in the air is around 
21% at ground level. This is enough for 
people with normally functioning heart and 
lungs. However, a person with lung or 
heart problems may benefit from breathing 
air with a higher concentration of oxygen.

Why Use Oxygen
Supplemental oxygen therapy is used for 
any condition that may reduce the amount 
of oxygen available to the body, such as 
COPD, IPF.  Normal blood levels of 
oxygen range between 95-100% saturation. 
If you are unable to maintain the necessary 
amount of oxygen by just breathing room 
air, your physician may place you on 
supplemental oxygen.

How Do You Know That You Need 
Oxygen
Your doctor will order one of two tests to 
determine the amount of oxygen in your 
bloodstream.  An arterial blood gas is a test 
where blood is drawn from an artery in 
your wrist. This test directly measures the 
amount of oxygen in your bloodstream.
The other test is pulse oximetry. A probe is 
attached to an oximeter, or machine that 
indirectly measures how much oxygen is in 
your bloodstream. This may be attached to 
your fingertip, ear lobe, or forehead. 

If your results are:

• PaO2 < 55mm HG on the blood gas, or
• SaO2 < 88% on room air on pulse 

oximetry at rest, with exertion, or with 
sleep,
You will require supplemental oxygen 
therapy. In order to keep your oxygen 
saturation normal.  

What is Oxygen Saturation
Oxygen is carried by hemoglobin, a 
protein in the blood stream.  Saturation is 
how much oxygen is carried by 
heomglobin.  Hemoglobin helps make your 
blood bright red when saturated and less 
when its not.

Why Oxygen is Important!
Oxygen is vital to the functioning of your 
body, and is used by each of your main 
organs and tissues throughout your body! 

Reduced levels of oxygen in your body can 
injure cells and may cause cell death.  
Oxygen should be thought of as one of 
your medicines! 

Oxygen Prescriptions 
Once your doctor has your test results, he 
may prescribe oxygen on a temporary 
basis, or for long-term therapy.  Most 
insurance plans, including Medicare and 
Medicaid will cover 80% of the cost as 
long as your test results show that you 
need the oxygen.  Your healthcare provider 
will help you choose a company to provide 
your oxygen. 

Types of Oxygen – there are a variety of 
ways to supply and deliver oxygen.
Oxygen is supplied through the following 
supply systems. 

• Stationary Sources are any large 
reservoir that cannot be easily 
moved, such as a concentrator or 
large compressed tanks (H or K 
tanks).

• Portable Systems inc lude 
equipment that can be carried, but 
weighs more than 10 lbs.,  such as 
a gas tank or large liquid canister.

• Ambulatory Systems include 
equipment that can be carried, but 
weighs less than 10 lbs., such as a 
small liquid canister or small high 
pressure gas cylinder.

Oxygen Supply Systems
Oxygen may be delivered from a 

concentrator at home. A concentrator 
works by pulling oxygen from the room 
air and filters out the nitrogen to 
provide oxygen.  Oxygen is delivered 
via continuous flow.  A concentrator 
requires electricity in order to work, 
and may increase the home electric bill. 
Newer portable concentrators have 
become available for travel.  Please 
check with your oxygen provider for 
availability.  

Oxygen may also be delivered as a gas 
under pressure in oxygen cylinders. These 
cylinders are made of steel or aluminum.  
The a luminum sys tems are more 
lightweight than the steel cylinders. Once 
empty, the cylinder can only be refilled by 
the home care company.

Oxygen may also be delivered via a liquid 
oxygen system.  Liquid oxygen vaporizes 
into gaseous oxygen upon use and allows 
for storage of large amounts of oxygen in a 
small container. This system gives patients 
great flexibility and mobility. It allows the 
patient to fill the system when it is empty 
from a larger stationary system.  The 
stationary system is filled by the home care 
company every one to two weeks 
depending upon patient use.
 
Oxygen Delivery Systems
Methods of delivering oxygen include 
nasal canulas,  masks, and transtracheal 
catheters.  Oxygen may also be delivered 
continuously or on an intermittent basis 
through a pulsed system. Ventilators also 
provide oxygen for acute resuscitation and 
chronic life support for some patients.

When to Use Oxygen
Oxygen is one of your medicines. Your 
doctor will prescribe how to use as 
follows:
______Liters per minute during rest.
______Liters per minute during exercise.
______Liters per minute during sleep.
It is very important that you never increase 
or decrease your oxygen without the 
approval of your doctor.

Skin Care
Oxygen can be very irritating to your skin 
behind your ears and inside your nose. 
Some tips to help with this irritation 
include: 1) Make sure your oxygen is 
humidified – your home care company can 
help you with this. 2) Use normal saline 
spray or water-soluble jelly, such as KY® 
jelly, to moisten inside your nose. 3) Avoid 
petroleum based products,  such as 
Vaseline®, because these products support 
combustion of oxygen. This means that 
while they may not cause a fire,  they will 
support burning if a fire was to occur.

(cont. on page 3)
Safety Tips
Oxygen itself is not flammable, but it will 
support fire.  This means that if anything 
nearby the oxygen source should ignite, it 
will flame quickly. Therefore, it is 
important that there is NO SMOKING 
while on oxygen therapy.  Keep oxygen 10 
feet away from sources of ignition such as 
gas stoves, candles, fireplaces, or space 
heaters.

(cont. on page 3)



PA-IPF Institutions
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 1400 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 car in one convenient spot-
for example, office visits with Temple pulmonologists in one of  22 exam rooms, routine pulmonary function and exercise 

Simmons Center Clinical Patients By Diagnosis - 24 Feb 2008

Pulmonary 
Hypertension, 31

Occupational Diseases, 
18

Pulmonary Fibrosis - 
Rheum Cond, 234

Other IIP's, 49

Pulmonary Fibrosis - 
Other Causes, 34

Hypersensitivity 
Pneumonitis, 45

Under Evaluation, 112

ILD Ruled Out, 192

Sarcoidosis, 376 IPF - UIP, 451
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Safety Tips
• Always store oxygen containers upright 

in an open and well-ventilated area.
• Be alert for kinks in your oxygen 

tubing.
• Take care with metal fittings and pipes 

on liquid systems to avoid frost injury 
to your skin.

• Secure your oxygen tanks upright in 
your car, and not in the trunk.

Traveling with Oxygen
Traveling with oxygen is absolutely 
possible, via car, train, or airplane!  When 
you are planning a trip, it is helpful to 
discuss any travel plans well in advance 
with your doctor and your oxygen 
company. You should check with your 
insurance for out of town coverage.

Questions to Ask Your Supplier
Questions you can ask your oxygen 
supplier include the following:

• How to estimate how long your system 
will last

• How to estimate what’s left in your 
system

• It’s very important to work with your 
supplier to know your system.



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 
member 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 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, as 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, 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 has 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.



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 2008 IPF SUPPORT GROUP MEETINGS

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

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

MARK YOUR CALENDARS
 IPF Patient Education Event

Saturday, April 19, 2008, 9:00 a.m. to 1:00 p.m.

UPMC Presbyterian Hospital,
Montefiore Campus

LHAS AUD, 7 MAIN
Pittsburgh, PA

The faculty and staff of the Dorothy P. & Richard P. Simmons Center for 
Interstitial Lung Disease are going to host a patient education event for patients 
with Idiopathic Pulmonary Fibrosis (IPF).  This event is free and will be open to 
all patients with IPF and their family members and friends. This event will 
feature information from the faculty of the Simmons Center on IPF and updates 
regarding current research, as well as information about upcoming research 
opportunities.  Refreshments will be provided and oxygen will be available. 

      To register, call 1-800-533-UPMC (8762), option 1, Monday through Friday 9 a.m. to 5 p.m.

Simmons Center Support Groups 
April 7th  1:00 p.m.- 3:00p

May 5th   1:00 p.m. - 3:00 p.m.

Temple Lung Center Support Groups
June 2nd 2:00 p.m.- 3:30 p.m.

September 8th 2:00p.m.- 3:30p.m.
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