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“Celebrate the happiness 
that friends are always 

giving, make every day a 
holiday and celebrate just 

living!”
 

-Amanda Bradley

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
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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 could benefit 
others with IPF and their 
friends and family.
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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, and we will 
keep you aware of  our progress 

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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This fall the Simmons Center 
welcomed Deborah Gillman, Ph.D., as 
part of our treatment team.  Dr. Gillman 
is a clinical psychologist who has 
recently joined the Division of 
Pulmonary, Allergy and Critical Care 
Medicine at UPMC and who will be 
available to provide counseling services 
to patients with IPF and their families. 
 
   Dr. Gillman received her Ph.D. in 
Clinical Psychology from The City 
University of New York and completed 
her internship and post-doctoral 
fellowship training at the St. Luke's 
Roosevelt Hospital Center, also in in 
New York City.  She is a life-long New 
Yorker, but reports being thrilled with 
the people and pace of her newly 
adopted city of Pittsburgh.

   On November 1st Dr. Gillman led the 
IPF Support Group in a rich discussion 
about the different ways patients cope 
with IPF.  The group was attended by 
nearly thirty patients and family 
members, plus many Simmons Center 
staff.  The following is a meeting 
summary by Dr. Gilman:

   Support Group this past month 
benefited greatly from everyone’s 
honest discussion about what skills they 
use to cope with their illness.  We 
emphasized the importance of having a 
wide range of coping skills at our 
disposal, recognizing that not all skills 
work for everyone.  Reflecting upon the 
meeting, it occurred to me that the 
skills shared essentially fell into three 
important categories: communication, 
community, and coping behaviors.

COMMUNICATION  
   Several patients cited the importance 
of sharing specific information about 
IPF with friends and family.  Making 
sure that the people in one’s life are 

appropriately informed about their 
illness is critical, especially since 
people typically know relatively little 
about IPF in comparison with other 
illnesses.  It is also important that 
friends and family members understand 
the symptoms and progression of illness 
to better appreciate a patient’s new 
physical limitations.  

   We also discussed the range of 
information about IPF available on the 
internet.  One patient makes a point of 
staying as up to date as possible with all 
news regarding IPF treatment and 
research. Others discussed the need to 
limit internet searching, to avoid any 
misinformation.  Dr. Kevin Gibson has 
frequently cautioned patients--
especially upon diagnosis--about the 
need to carefully monitor sources of 
information for accuracy.  
Communicating regularly with one's 
providers both at the Simmons Center 
and elsewhere, is a key coping skill as 
well.  

COMMUNITY
   The clearest example of “community” 
as a coping skill is the Simmons Center 
Support Group itself.  Indeed, patients 
and their care partners have felt that 
coming to a place where everyone 
understands what they are going 
through, and where they interact with 
Simmons staff, including members of 
the treatment and research teams, has 
enhanced their ability to cope.  The 
relationships formed at Pulmonary 
Rehabilitation are another critical 
source of support for patients, where 
the stressors associated with illness are 
recognized by others and where the 
presence of other patients has been a 
source of therapeutic camaraderie.  
Patients also rely on faith-based 
communities and their religious beliefs 
for support.  One patient who has 
worked hard to maintain his work 
routine as closely as possible cited his 
professional peers as a source of 
support, reinforcing an aspect of his 
identity that is not related to his illness.  

Another patient noted that his own need 
to leave his former workplace upon 
diagnosis was a loss of community that 
he felt keenly.

   Importantly, several participants cited 
the critical role of spousal or familial 
support in coping with IPF, and these 
family members were applauded.  Still 
others noted any contact with family--
especially grandchildren, was 
therapeutic.  This, despite the fact that 
the kinds of activities that patients used 
to share with families may have 
changed.  

COPING BEHAVIORS 
FOR OPTIMAL SELF 

CARE
   Patients shared a range of coping 
behaviors, from staying busy and 
maintaining routine activities to 
recognizing the need to alter routines in 
the interest of self care, for example, by 
making time to nap or relax.  Patients 
reported using meditation and select 
alternative healing techniques to reduce 
stress and maintain optimal health. 

   And while it may be obvious to some 
patients, it was important to reinforce as 
well that using oxygen as prescribed, 
planning ahead for new situations, such 
as travel, and the availability of oxygen, 
are important coping behaviors.

   Throughout the discussion of coping 
and the eventual compilation of an 
extensive list of coping skills, patients 
stated the importance of maintaining a 
good attitude, a positive attitude.  Yet, 
other patients and family members 
described the considerable amount of 
anxiety associated with a diagnosis of 
IPF and the course of illness and 
treatment, which for some included the 
transplant process.  One patient 
reported use of medication to manage 
symptoms of anxiety.  Even within the 
caring atmosphere of Support Group, it 
was important to acknowledge the 
persistent fears associated with living 
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with IPF, and the difficulties of 
maintaining one's optimism, both as a 
patient and the partner to an IPF 
patient.  Honesty about one's feelings, 
fears, and struggles to cope is critically 
important to getting the help one needs. 
   It is my sincere hope to serve as a 
resource for IPF patients, their care 
partners, and other family members 
who have a desire for additional 
emotional support or who wish to 

consult on any of the life stressors, 
changes, and decisions that arise 
throughout the course of illness and 
treatment.  Among the services offered 
include:
• Individual consultation
• Family consultation, either patient 

with family members or family 
members alone

• Group counseling, to be announced

   Dr. Gillman will begin holding office 
hours at the UPMC Comprehensive 
Lung Center in the Falk Building, 4th 
floor in the weeks to come.  Please 
speak with your doctor or contact 
Stephanie Hughes, the Patient 
Information Coordinator at (412) 
802-3275 for more information about 
scheduling an appointment with Dr. 
Gillman.

An IPF Patients Lung Transplant Experience
As told by Mr. Ronald Helsel

Trisha Black, B.A., Research 
Coordinator for the PA-IPF Registry 
had the opportunity to meet with Mr. 
Ronald Helsel about his experience at 
the Dorothy P. & and Richard P. 
Simmons Center for Interstitial Lung 
Disease and his recent lung transplant 
at UPMC. Mr. Helsel had IPF and 
received a double lung transplant when 
he was 72 years old.  At the time of 
their interview, he handed her two 
letters of appreciation; one was for the 
lung transplant team and the other to 
his transplant doctor and clinical nurse.   
Both of these letters described his 
gratitude for the great care they offered 
him during his transplant surgery and 
recovery.  

Mr. Helsel was diagnosed with IPF in 
September 2006 at the age of 69. The 
following is an account of his 
experience with IPF, and his double 
lung transplant.

What brought you to the Simmons 
Center?
  I went to my regular doctor for 25 
years, and the reason why I went there 
was because every year my company 
made me get a physical: I continued 
after I retired.  I told my doctor for 
three years that I could not do what I 
used to do. I used to be able to wash 
two cars, cut the grass, and scrub the 
laundry room floor.  I said, “I’m out of 

breath.”  The doctor said, “You’re just 
getting old.”  I said, “Sorry, I’m going 
to see a specialist.”  So, I went to see 
pulmonologist Dr. Paul Fiehler.  My 
first visit with him, he said, “You have 
IPF.” I said, “Well, what is that?” 
Most people, I believe do not know 
what it is, and I have to explain it every 
time I tell people what I have.  Dr. 
Fiehler said there was nothing he could 
do for me, and what he told me next 
makes me chuckle because he said, 
“You’ll probably die from something 
else before.” I think he was trying to 
make me feel good.  He then referred 
me to the IPF support group at the 
Dorothy P. and Richard P. Simmons 
Center for Interstitial Lung Disease.  

What was advised when you were 
diagnosed with IPF?
  Dr. Ortiz and Dr. Lindell were the 
people I spoke to the first time at the 
Simmons Center, and the whole time 
that I came here.  They took all the 
tests the first visit to confirm my 
diagnosis.  When I came back the 
second time they said, “Yes, you have 
IPF.”  Lung transplant was never 
mentioned; first they said, “Let’s see 
what we can do with medication, and 
exercise.  You must go to pulmonary 
rehab.”  I went to UPMC McKeesport 
because it was close to where I live.  
Going there for pulmonary rehab is 
like going to the doctors three days a 

week. The nurses 
who are there are 
so helpful, I 
couldn’t believe 
it! They checked my pulse, my vitals; 
they stopped me if I was doing too 
much and advised me on how to do it.  
Along with whatever advice Dr. Ortiz 
or Dr. Lindell gave me.  I cannot say 
enough about the three years that I was 
treated by Dr. Ortiz and Dr. Lindell. 
They made me and my family (wife and 
four children) feel that we were 
members of their family.

How old were you when you had 
your lung transplant?
  72, in fact I was very concerned, I 
was thinking to myself, “Are they really 
going to give me a transplant?”  I 
didn’t ask that question until I went 
through some of the testing, and finally 
got enough nerve to ask “are you 
seriously giving me a transplant at 
72?” They told me, “Don’t worry if you 
pass everything, and are in good 
health, you’re going to get a 
transplant.”  I’m 74 now and when I 
was 72, I had the transplant.  I wasn’t 
surprised after I went through 
everything, but I was concerned in the 
beginning.  I was on 4 liters of oxygen 
at rest and 6 liters with activity.  By 
that time, Dr. Ortiz said,“you know I 
think it’s about time we have you 
checked, not that you need a lung 

Pictured is Mr. 
Ronald Helsel and his  

wife Mrs. Elaine 
Helsel



transplant right now, let’s get you 
checked and see what happens.”  He 
could tell, and I knew whenever the last 
PFT came what had happened.  They 
told me in the beginning, we don’t know 
what we’ll do (three years back) the 
disease progression may gradual 
decline, but then it gets to a point, and 
its as if it (PFT results) drop off a cliff 
(acute exacerbation).  And that’s what 
happened the last two months; it’s as if 
I dropped off a cliff.  Up until then I 
was able to make it with the oxygen I 
had.  I was able to still move around 
and at the end I just sat.  That was 
when I was evaluated for transplant, 
and put on the recipient list.

I was told to be prepared, I may get a 
phone call to come in and then 
nothing’s going to happen.  They also 
said that if a surgeon calls, there’s a 
concern, they’re going to ask you some 
questions.  If a coordinator calls, it’s a 
go.  Either way I had to get there within 
two hours.   They had told me that it 
would be quick because of my height 
and my blood type.  It hadn’t been two 
weeks after I was listed when a doctor 
called at three in the morning “we have 
a set of lungs for you.”  I said, “Wow! 
This is great!”  But, he said, “I have to 
tell you something, it’s a 47 year old 
man’s and there is a spot on one lung 
because he was a smoker” I said, 
“Wait a minute, I’m going to start out 
from behind.  Can I think about it and 
call you back?”  He said, “No, you 
have to be here in two hours, I’ll call 
you back in 30 minutes.”  I called my 
four kids, to discuss it; it was a tough 
decision to make.  We all agreed I had 
to turn them down, as long as it didn’t 
affect my placement on the list.  It 
didn’t.  This was the first call, another 
phone call came later and it was a 
surgeon again.  They had another pair 
of lungs, but they were also 

unacceptable because they were at risk 
of HIV.

  The third time a coordinator called 
me, they just said,“Be here.”  I arrived 
at 6:00 a.m. and I didn’t get operated 
on until that evening.  The surgeon 
inspected these lungs and he said that 
they were good.  They were a 27 year 
old’s lungs, and I figured I’d have at 
least another 50 years before I need 
another set of lungs.

How did it change your life?
  My visits with Dr. Ortiz were almost 
three years; they made me go to rehab, 
and changed my medication to 
whatever needed changed.  I think 
rehab helped me.  I remember people 
saying, “What’s wrong with you?”  
Because I looked like I look now, I 
didn’t look like anything was wrong.   
Until maybe the last six months I was 
on oxygen 24/7.  What changed? I was 
off oxygen. My outlook?  I guess it 
changed, although I thought about this, 
I don’t recall ever doubting that if I got 
the lungs everything would be okay.  I 
never went into it thinking, “Oh, what 
if something happens?”  I just never 
did.  That’s the way it’s been now, and 
that’s the way it always has been.  I’ve 
never had any dire consequences of 
anything happening after the 
transplant. 

  I truly appreciate the time that I’m 
with my kids, my grandkids, and my 
wife, that’s the biggest thing.

How has it been since your lung 
transplant?
  I’ve went out to talk to groups who are 
thinking about getting a lung 
transplant, the nurses asked me if I 
would talk to the group.  I said, “Why 
yes, I would because it has been very, 
very good.”  I talked to someone who 
said that he was going to get a 
transplant, and he said before that he 

was leery.  And I don’t know why he 
would be leery because if he can’t 
breathe, he surely should be doing 
something.  Some of them don’t pay 
attention.  They don’t do what they are 
supposed to be doing, they don’t go to 
rehab, and that’s why they don’t get on 
the list. 

  Now they won’t let me rake leaves 
because I could be at risk of fragilis, 
but I can mow the lawn again.  My wife 
and I just got back from a trip to 
Sacramento, California to visit my 
sister in law for her birthday for a 
week.  We went everywhere- San 
Francisco, Lake Tahoe, and we toured 
the wine country.   We’ve been there 
before, but we did it all over again. 

  I was pretty active when I had IPF, but 
had to use my oxygen.  Now, I don’t 
need oxygen. My outlook on life is the 
same.  

What has helped you?
  My four kids, and my wife—everybody 
did something.  It was a team effort.  
They helped me spiritually by being 
there.  I went to some meetings where 
some people didn’t have anybody.  I felt 
sorry because I thought they are going 
to have a tough time, and I don’t know 
that they are going to make it.  I 
remember my interview when I was 
being discharged from the double lung 
transplant when the nurse asked me 
“Do you have a support group?”   I 
said, “Yeah, I have my four kids and 
wife.”  They said, “Are we glad!”  

  I would say that pulmonary rehab was 
the second most helpful thing that has 
helped me.  I still go to rehab.  I cannot 
say enough about the treatment at-all-
times by the doctors of UPMC and the 
nurses that took care of me after the 
operation. Would I do it again?  Yes, I 
would – and again, with the help of my 
wife Elaine and my four children.



CELEBRATE THIS SEASON
We are looking forward to another successful year. The PA-IPF registry 

will be spreading good news in the following newsletter issues about new 
clinical research trials opening for recruitment as well ground breaking 

research findings.  During your holiday we’d like to offer you, our 
warmest wishes for your well-being this season and beyond.  May this 

coming year bring you comfort and joy.

Happy Holidays from the PA-IPF registry Investigators and Staff!
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