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“Courage is the first of 
human virtues because, it 

makes the others possible”
 

-Aristotle

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 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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 Raising IPF 
Awareness 

	 IPF patients, their friends and family members are raising awareness and 
support for IPF by leaps and bounds. This is an exciting year full of  activities and 
events in which you can take part.  By being involved in these events we are all 
learning more about the disease and actively supporting IPF awareness.  
 Bob Trozzo, an IPF patient, is determined to continue his efforts to 

raise IPF awareness 
throughout the year.  His first step began this past 
March at the American Lung Association’s “Fight for Air” 
Stair Climb at the Gulf  Tower in downtown Pittsburgh.  
While the American Lung Association represents many lung 
diseases, this was their first focus on IPF.  “The steps are 
nothing; they don’t worry me at all,” Trozzo said.  
“Even if  I don’t 
do all 722 steps, I 
don’t care.  I’ll 

have accomplished my 
goal of  getting attention for IPF.”  Mr. Trozzo completed both of 
his goals, climbing the 722 step and raised awareness for IPF.  He 
also inspired his teammates, volunteers, and sponsors to join the 
team and participate as IPF climbers and supporters.  Cheri 
Cheatle, a daughter of  an IPF patient, climbed with Mr. Trozzo, 
and designed the team’s IPF awareness t-shirts!  She also 
contacted the ALA and asked to have signs featuring information 
about IPF posted along the walls of  the Gulf  Tower’s stairway 
during the event.  Before Mr. Trozzo started his climb, he told his team “at 

the top, I’ll tell you my next idea for an IPF awareness event.” 
	 Bob announced that he would like to start a dragon 
boat team for the Three Rivers Regatta in June.  Due to limited 
time to raise funds and train a team of  20, this event is 
postponed until next year.  Mr. Trozzo will be attending other 
events throughout the year to raise IPF awareness.  To learn 
more-- updates will be posted on the PA-IPF Facebook page 
at www.facebook.com/PA.IPF.  The following page lists other 
IPF Awareness Events this year.  If  you would like to 

participate, or need more information contact Trisha Black at 412-605-1550. 

The ALA awarded Mr. 
Trozzo for his efforts!

A few of the climbers who were with 
Mr. Trozzo ever step of the way. At 

flight 30, only 7 more to go!

View of Pittsburgh from 
the top of the Gulf Tower

Thank you all who helped us 
achieve our goal
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 We are overjoyed to share the news... an IPF patient and his caregiver were 

married! They met September 2008, and have been by each others side through 
the battles of  IPF diagnosis and treatment.  Mr. David Hasch took Toni Martelli 
Hasch’s hand in marriage on February 19, 2011.  They celebrated this day with 
their family and friends.  It was an unexpected high of  70 degrees in Jefferson Hills, 
Pennsylvania where they were married at the 
Georgetown Centre at 1:30pm.  
	
After a brief  interview with Mrs. Martelli, she 
expressed that even though IPF is a struggle for 
them, they are very happy together.  David and 
Toni enjoy traveling, and planned for a 
honeymoon getaway in Florida.  They drove, and 
made their way through West Virginia and 
stopped at an overlook, to take in a view of  from 

4000 ft. above the beautiful landscape. 
	
They spent 4 days at Daytona Beach, and another 4 days in St. Petersburg to 
attend a Blues Festival.  Afterwards they went to visit family in Cocoa Beach, 
and traveled back north and stopped at Jekyll Island, Georgia. 
	
Upon return to their home they happily tend to their garden, growing both 
flowers and vegetables. This year, the Hasch’s attended the 6th Annual 
Barbara A. Fiollo Memorial Bike Run and Picnic for Pulmonary Fibrosis in 
West Mifflin, PA.

Just Married...

Toni and David during the 
wedding ceremony.

David and Toniʼs first dance 
as husband and wife!

6th Annual Barbara A. Fiorillo Memorial 
Bike Run and Picnic	

 The Barbara A. Fiorilla Memorial Fund was 
established in 2006, to raise money for the Pulmonary 
Fibrosis Foundation.  Both are dedicated to finding a 
cure for Pulmonary Fibrosis. On Saturday July 9th, 
2011 several bikers drove over 100 miles to support 

this cause.  Upon return, a crowd of  friends and 
family of  the Fiorillo’s celebrate throughout the day.  

Thank you Fiorillo Family for putting together such a 
wonderful event!

Pictured above are Toni 
and David Hasch at the 

Barabara A. Fiorillo Picnic



FIND PA-IPF ON FACEBOOK
To become a fan of  PA-IPF go to www.facebook.com/PA.IPF Be sure to click the 
“Like” button to receive updates about IPF information and events.  Also, you can 

click “Suggest a Friend”- the more the merrier!

PATIENT ADVOCACY AND 
WELLNESS SEMINAR

Pulmonary experts from University of Pittsburgh Medical Center, Temple Lung Center, 
Geisinger Health System, University of Pennsylvania and 
Penn State/Hershey Medical Center will present timely 
information, new research findings and the best medical 
advice available to help you with your condition.

Date: Tuesday, September 27th, 2011

Location: Harrisburg Hilton Hotel
One North Second Street, Harrisburg, PA 17101

To learn more about this event or to register, call 1-866-922-4IPF(4473) At the prompt, 
give your name, the number of people who will be attending, your phone number and zip 
code.

PITTSBURGH INTERNATIONAL LUNG CONFERENCE
Personalized Medicine of  Lung Disease
October 28-29, 2011  Holiday Inn Pittsburgh University Center Pittsburgh, PA

• This intensive 2-day conference features more than 50 national and international leaders in pulmonary medicine. 

• The presentations and discussions will lay out the promises, limitations, and challenges of personalized medicine in lung 
disease, specifically the impact on drug development, diagnostics and improved outcomes for people with lung disease; 
people at risk for lung disease; and the population at large.

• This small conference of scientists, clinicians, and industry specialists 
presents a unique opportunity to discuss the current knowledge and 
practice of gene-based personalized medicine and its future 
application to the diagnosis and treatment of respiratory disease.

For more information and registration please visit-
http://www.strategicresults.com/upitt/conference.html

EVENTS
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New England Journal of  Medicine Publishes Genetic Discovery in IPF
A Bio-Marker In the Making

	
	 A team led by researchers at National Jewish Health has discovered a new genetic variation that 
increases the risk of  developing pulmonary fibrosis by 7 to 22 times. The researchers report in the 
April 21, 2011 issue of  The New England Journal of  Medicine that nearly two-thirds of  patients with 
idiopathic pulmonary fibrosis or familial interstitial pneumonia carry this genetic variation. The 
variation is associated with the MUC5B gene, which codes for a mucus-forming protein.  Researchers 
found in study patients with idiopathic pulmonary fibrosis, the MUC5B genetic variant was present in 
67 percent of  patients, and in 59 percent of  patients with a known familial origin to the disease 
(Familial Pulmonary Fibrosis) as well as 19 percent of  healthy controls.

	 Naftali Kaminski, MD, Principle Investigator of  the PA-IPF at the University of  Pittsburgh, 
with investigators at University of  Chicago collectively confirmed these findings among 341 IPF 
patients and 802 controls in an editorial published in the same journal.  Taken together, there is a 
significant association of  this genetic variant with idiopathic pulmonary fibrosis.  MUC5B is found 
and suggests these cells, in the bronchial epithelial cells, may also play a role in the pathology of  
idiopathic pulmonary fibrosis.

 Scientists found that carrying one copy of  the gene increases risk for pulmonary fibrosis 6-9 
times and carrying two copies of  the variation increases risk by 20-22 times.  The study findings 
regarding MUC5B and its role may alter the course of  research into IPF by focusing attention on 
mucus production in the lungs as well as the space around the air sacs in the lungs.  Dr. Kevin Gibson 
M.D. at the University of  Pittsburgh Medical Center, Dorothy P. & Richard P. Simmons Center for 
Interstitial Lung Disease stated that the production of  mucus often occurs in the later stages of  IPF 
disease progression. He commented “This is an interesting finding that has been validated, but the 
next question is ‘What is the significance?’”

	 Mucus is a vital part of  the lung biology, protecting delicate cells from direct exposure to 
inhaled irritants and toxins, and helping to clear them from the lungs.  The researchers hypothesize 
that excess mucus production caused by the MUC5B variant could slow clearance of  mucus 
contaminated with irritants and toxins.  Excess mucus might also interfere with repair of  air sacs 
damaged by these contaminants.  Another scenario suggests that the genetic variation could trigger 
the production of  mucus in areas where it is not normally present.  More research on this topic is vital 
to determine how to understand its effects on IPF lungs in comparison to a normal control.

Credit: New England Journal Medicine 2011; 364:1576-1577April 21, 2011
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