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Pulmonary Fibrosis Research Enhancement Act Re-Introduced in U.S. Congress

Landmark Bill Introduced in Senate and House Would Create National Patient Registry, Increase Public Awareness of Lethal Lung Disease
The Coalition for Pulmonary Fibrosis (CPF) announced the Pulmonary Fibrosis Research Enhancement Act (PFREA) has been introduced in the Senate by Senators Chris Coons (D-DE) and Mike Crapo (R-ID), and in the U.S. House of Representatives by Rep. Erik Paulsen (R-MN) and Rep. Tammy Baldwin (D-WI). The PFREA (S.1350/H.R.2505) would increase federal funding of research in PF – a progressive and lethal lung disease which causes suffocating scarring and affects more than 128,000 Americans. The bill will fund the creation of a national PF patient registry, and call on the National Institutes of Health (NIH) and the Centers for Disease Control (CDC) to expand and intensify PF research efforts. 

“As more and more Americans are diagnosed with Pulmonary Fibrosis (PF)each year, we have been unable to make the necessary advancements that would cure and prevent this debilitating disease,” said Rep. Paulsen. “This legislation is essential to broaden our understanding of the disease and how it acts and reacts within the body, thus paving a way for a cure for the more than 200,000 Americans living with PF.”

The PFREA represents the first Congressional legislation to increase federal funding of efforts to treat PF. 

“For a disease that claims 40,000 Americans every year, we know far too little about PF,” Senator Coons said. “I am proud to pick up the mantle from Congressman Castle and stand today with my colleagues from both sides of the aisle and both chambers of Congress to fight for a cure for PF. We need to lead in a bipartisan manner to help researchers get a handle on this disease and find a cure. This bill will help do that.” 

The PFREA would also mandate the creation of a National PF Education and Awareness Plan, in conjunction with the NIH and CDC that would focus on strategies to improve public awareness of PF, and accelerate patient and medical education strategies. 

“This is an important step forward in the fight to stop PF. The patient and medical community are extremely grateful to Senators Coons and Crapo, and Representatives Paulsen and Baldwin for bringing this legislation to Congress. We hope to see as extensive a list of co-sponsors as we did in the previous Congress,” said Mishka Michon, Chief Executive Officer for the CPF.

“There is no known cause and no FDA-approved treatment for PF, yet research funding has remained stagnant,” Senator Crapo said. “This legislation is an important first step to understanding the nature of PF and finding treatment options to a disease for which there is no known cure.” 

“Unfortunately, we know little about PF, a debilitating and deadly disease that takes the lives of thousands of Americans each year. This legislation is critical to increasing our understanding of IPF and to finding treatment options and, potentially, a cure. I look forward to working with my colleagues in both chambers and on both sides of the aisle on this important bill,” said Congresswoman Baldwin. 

The PFREA also calls for establishment of a National PF Advisory Board, which would make recommendations to the NIH and CDC concerning the structure and management of a PF patient registry. The goal of the registry would be to improve understanding of the cause and progression of PF, improve standards of care, accelerate research and find ways for new therapies to be developed sooner. 

The CPF has been leading a national advocacy effort focused on the National Institutes of Health (NIH) and the Centers for Disease Control (CDC) to increase research funding for PF and accelerate efforts to find a cure for this devastating lung disorder for several years. The CPF annually convenes a National PF Awareness Week which brings patients and patient advocates to Capitol Hill to meet with Members of Congress and their staffs. This year, National PF Awareness Week will be held September 18-24. 

The CPF’s advocacy work began in a close collaboration effort with the late Congressman Charlie Norwood, who lost his battle with PF in 2007. The CPF worked with Rep. Norwood to secure passage of H.R. 182 in 2007, which provided the first congressional recognition of the need for increased research funding and improved public awareness of PF in the United States. This resolution laid the groundwork for the PFREA to become a reality. PFREA was introduced in 2009 by former Rep. Brian Baird and Rep. Mike Castle in the House and in 2010 by Sen. Patty Murray and Sen. Mike Crapo. At the close of the 111th Congress, the bill had 149 members of the House signed on along with seven members of the Senate.

This is the Time to Ask Your Members of Congress to Support the PF Bill

The Pulmonary Fibrosis Research Enhancement Act (House version H.R. 2505 and Senate version S. 1350) was introduced July 12, 2011 into the 112th Congress. We need your help to get this bill passed!

Please call, email, or write your Member of Congress today to help pass the Pulmonary Fibrosis Research Enhancement Act.
Visit Your Member in District

The CPF encourages you to schedule a meeting now with your member of Congress when he/she is in your home district to support the PFREA. Letters are important, but having a face-to-face meeting will allow you to share the story of your experience with PF and to personally ask of H.R. 2505 and S. 1350, the first legislation that will directly help PF patients. If your legislator is already a co-sponsor, please thank them for their support and ask if they would encourage their colleagues to sign on. To find out who is a current co-sponsor (or who is not), please go to http://thomas.loc.gov, open the website and type the bill number, in the box in the center of the page - H.R. 2505 or S. 1350. That will give you a link to the co-sponsor list.

Take Action Today by Calling Your Representative and Senator
To contact your Representative call the Capitol Switchboard at (202) 224-3121 and ask for your Representative or Senator, or give your zip code if you do not know their name. When you are connected to an office, ask for the Health Legislative Assistant. 

If you leave a voicemail message, include your name and phone number so that they can call you back. Sample phone message: 

“I am a constituent and a Pulmonary Fibrosis (patient, family member, friend), and I am calling to ask Rep/Sen. to co-sponsor the Pulmonary Fibrosis Research Enhancement Act, (for the House H.R. 2505 – for the Senate S. 1350). These bills will create a much needed national patient registry to help scientists and researchers to learn more about the disease as quickly as possible so that treatments may be found. There is currently no FDA approved treatment for PF and as many people die from it each year as from breast cancer. Please help us now by signing onto (H.R. 2505 or S. 1350). 

To your Representative: Please consider co-sponsoring the bill - we need your support. Rep. Erik Paulsen (R-MN) is leading this bipartisan effort along with Rep. Tammy Baldwin (D-WI). 

To your Senator: Please consider co-sponsoring the bill – we need your support. Senator Chris Coons (D-DE) is leading this effort with Senator Mike Crapo (R-ID), Senator Mark Kirk (R-IL), and Senator Patty Murray (D-WA) as co-sponsors. 

Send a letter or email

Contact via CPF’s website at www.coalitionforpf.org. Go to our Advocacy section and follow the link to Contact Your Member of Congress. Another effective way to contact your legislator is via email or a letter. Call your Representative’s office and ask for the Health Legislative Aide’s email address. 

Sample letter or email:

Date

Dear [Decision Maker],

As someone among the hundreds of thousands personally affected by pulmonary fibrosis (PF), an ultimately fatal disease that annually takes as many lives as breast cancer, I am writing to ask you to support legislation to help us stop this dreaded disease. (For your Representative indicate H.R. 2505 - and for your Senator indicate S.1350) calls for the creation of a national patient registry and asks the NIH to increase research into the deadly disease. 

PF is a debilitating disease marked by progressive scarring of the lungs that gradually and cruelly robs people of their ability to breathe. PF yields a median survival rate of fewer than three years and affects more than 128,000 people in this country each year. In fact, 40,000 people die each year from PF. Despite its prevalence, very little is known about IPF and there is no known cause or FDA-approved treatment.

(To your Representative) Please consider co-sponsoring the bill - we need your support. Rep. Erik Paulsen (R-MN) is leading this bipartisan effort along with Rep. Tammy Baldwin (D-WI). 

(To your Senator) Please consider co-sponsoring the bill – we need your support. Senator Chris Coons (D-DE) is 
leading this effort with Senator Crapo (R-ID) as a co-sponsor. 

Sincerely,

[Your Name]

[Address]

Dear CPF Friends:
In the last issue of the newsletter, we spoke of our 10 year anniversary and the progress we have seen in the effort to fight Pulmonary Fibrosis (PF). 10 years is a long span of time for a PF patient. 10 years can mean not missing a child’s wedding, or accomplishing a lifelong dream. For the CPF, 10 years of hard work seems a long time and yet, in the framework of institutional development history, it’s a very short time. In this time, we have toiled to give voice to the patients who deserve to be heard and worked to give power, through advocacy and local awareness campaigns, to those who take care of them. 

There is much more to accomplish. In 2010, 149 legislators signed on to the Pulmonary Fibrosis Research Enhancement Act (PFREA) to allocate research funds for PF – this represents an impressive effort, of which we are proud. This July, the PFREA was re-introduced in both the House and the Senate (see article on Pg. 1) and now our task is to win over the hearts of all those new faces in office whose vote can make a difference. In 2011, there are at least 11 pharmaceutical companies working to find answers to PF – the efforts to establish the urgency of the need and to bring attention to the desperate need for answers in the PF community are paying off. And as we see all the activity around the new Daughters of PF campaign, we feel even more invigorated and optimistic about creating change for all those touched by PF. 

The CPF community owes a huge debt of gratitude to all of you who are making a difference, especially our wonderful volunteers, for making this progress possible. We are also deeply grateful to those whose contributions are responsible for keeping the flame alive – we would not be here were it not for you.

As the PF community comes together, swelling our ranks, the impact of the chorus of voices will continue to move us closer to the answers to PF and a far better future for all those affected. 

“I am proud to be a Daughter of Pulmonary Fibrosis. My mom died on Mother’s Day, 2006, at the age of 59. Since then, I have spent much of my time raising awareness and funds for PF.” – Rachel 

Join the Daughters of PF today and help us change tomorrow. 

Go to http://www.coalitionforpf.org/cpf_daughters.php. Together we can win!
CPF Announces Dates for National PF Awareness Week as Part of 1Oth Anniversary

2011 National Pulmonary Fibrosis Awareness Week September 18-24, 2011
The primary goals of this year’s efforts are to support the Pulmonary Fibrosis Research Enhancement Act (PFREA) that was introduced July 12, 2011 and to raise awareness of PF issues to Members of Congress and in communities nationwide, while highlighting the progress that has been made in PF since the organization was founded in 2001.

The CPF will celebrate its 10th Anniversary and National PF Awareness Week with patients and advocates on Capitol Hill, and with the hundreds of patients and family members reaching out to their own Members in their districts nationwide that week. Also, members of its newly launched Daughters of PF program, designed to bring together women who have had/have a parent (or other relative) suffer from PF, will join the advocacy efforts. 

“We are honored that so many advocates are joining us both on Capitol Hill and in their home districts to raise awareness of PF with their members of Congress and their communities,” said Mishka Michon, Chief Executive Officer of the CPF. “Especially in this 10th Anniversary Year, we want to draw attention to the progress realized through our years of work on Capitol Hill while also focusing on the continuing urgency of the need for attention and investments towards a cure.“

PF patients, families and those affected by PF can help with 2011 Awareness efforts during the organization’s 10th Anniversary by holding a walk or awareness event in their local areas. “It’s not important how big an event is,” said Michon. “It’s about spreading the word about PF, raising funding for the disease, and keeping momentum going in Congress.”

To support the effort, join the CPF’s advocacy campaign. For further information, please visit the CPF at www.coalitionforpf.org, call us at (888) 222-8541 or email us at info@coalitionforpf.org. 

Each year I am more inspired by the commitment of the individuals and families who come out to share in this fight against PF. We are building an ever-increasing chorus of voices that are speaking out on behalf of all the patients and there is a sense of shared excitement that this unified group can help bring about change. I am grateful to all those who joined us and everyone who made a contribution to the event. 

· Terence Hales

You Can Help Support Us! 

We need support as we launch our next decade of supporting research, pushing for success on Capitol Hill, and providing direct services to hundreds of patients each month.

Please make a tax-deductible contribution today. Winning comes at a cost and we need the PF community to help make this continued struggle a success. Reduce your current taxes or estate taxes, generate income or leave a valuable legacy for all patients to come by making a planned gift. Let us know if you would be interested in learning more about our Legacy Program by writing or calling – mmichon@coalitionforpf or (888) 222-8541 x701        Thank you.
CPF Applauds First Eviadence-based PF Clinical Guidelines

Guidelines Update 11-Year-Old Consensus Statement for Deadly Lung Disease

The CPF applauds the joint statement issued by the American Thoracic Society for the first evidence-based clinical guidelines for the treatment of idiopathic pulmonary fibrosis (IPF). The guidelines represent progress in understanding of the disease and a milestone for patients. The devastating and deadly disease also called simply Pulmonary Fibrosis (PF) has no FDA approved treatment and no cure.

The new guidelines replace the ATS consensus statement on PF issued in 2000 and reflect the progress in the disease that has changed medical understanding of the complex disease.

“We are pleased to see the new guidelines and hope it will not only help physicians to provide better care to PF patients, but will help them to empower their patients and family members to take an active role in their treatment decisions,” said Mishka Michon, CEO of the CPF. 

The statement reviews current knowledge in the epidemiology, etiology, diagnosis and management of PF, as well as available treatment options, including pharmacologic and non-pharmacologic therapies and palliative care. It appears in the March 15, 2011, American Journal of Respiratory and Critical Care Medicine. 

“In the decade since the publication of the previous statement on PF, studies have used the criteria for the diagnosis of PF and recommendations published in the previous consensus-based statement to further our understanding of the clinical manifestations and course of PF, and there has been an increasing body of evidence pertinent to its clinical management,” said Ganesh Raghu, M.D., director of the Interstitial Lung Disease/Sarcoid/Pulmonary Fibrosis Program at the University of Washington Medical Center in Seattle and chair of the collaborative committee that drafted the statement. “The accumulated data and observations made in these studies are substantial and have allowed us to provide new guidelines for the diagnosis and management of PF to the global pulmonary community-at-large to the patients and to all concerned based on evidence for the very first time.”

The new guidelines represent a collaborative effort between the ATS, the European Respiratory Society (ERS), the Japanese Respiratory Society (JRS) and the Latin American Thoracic Association (ALAT). 

The recommendations in the guidelines are ranked from weak to strong to help the clinician understand the strength of the relative importance of the recommendations made in managing patients with PF.

“To assist clinicians in their interactions with PF patients and their families, the ATS has developed a companion patient information series piece on PF that is also published in the March 15 journal. This education piece is also posted on the ATS Web Site (www.thoracic.org), as well as the Web Site of the CPF (www.coalitionforpf.org), an ATS Public Advisory Roundtable member organization.

Source: American Journal of Respiratory and Critical Care Medicine Vol 184. pp. 4-5, (2011)

© 2011 American Thoracic Society, doi: 10.1164/rccm.201105-0813ED [content edited for space]
Patients, Family Members and Caregivers: 
It is very important that you and your doctor are aware of the new 
PF Clinical Guidelines. Please make sure your doctor has seen them. 
For background on them, visit the CPF’s website www.coalitionforpf.org/cpf_news_detailes.php?id-490 
and to view the entire guidelines document, follow our link to the American Thoracic Society’s website.

Scientists Test Validation of Six-Minute-Walk Test in PF, Find Minimally Clinically Important Difference

Scientists from the universities across the United States, the United Kingdom, Italy, Germany, Belgium and France studied a physical walking test used commonly with Pulmonary Fibrosis (PF) patients to validate its reliability, validity and responsive measure of disease status.

The 6-minute-walk test (6MWT) is a practical and clinically meaningful measure of exercise tolerance with favorable performance characteristics in various cardiac and pulmonary diseases but performance characteristics in patients with PF had not been systematically evaluated before this study. 

Study Conclusions: The 6MWT is a reliable, valid, and responsive measure of disease status and a valid endpoint for clinical trials in PF. 

Source: © 2011 American Thoracic Society

doi: 10.1164/rccm.201007-1179OC Content edited by CPF for space

More Physicians Referring Patients for Meditation, Other Alternative Treatments

ABC World News (5/10, story 7, 2:50, Sawyer) reported, “There is a new report finding 40% of us now are turning to alternative treatments, especially meditation.” ABC (Harris) added, “Meditation, once considered supremely flakey, is now being used by the Marines, by corporate executives from General Mills to Target to Google, by students in classrooms all over America and now, according to this new study, by roughly three million patients on the recommendation of their doctors.” 

The Boston Globe “Daily Dose” blog reported, “A study published in the Archives of Internal Medicine found that some three percent of Americans, who responded to a government health survey, were practicing some sort of mind-body therapy as a result of a physician referral.” That is “far less than the more than 15 percent of respondents surveyed who said they initiated these therapies on their own. But, hey, it’s a start, considering how resistant doctors have been to adopting alternative remedies that veer away from mainstream medicine.”

Source: ATS Morning Minute

Breast Shields Provide Best Protection for Women Getting Chest CT Scans

HealthDay (5/4, Preidt) reported that breast shields are the “best way to protect the breasts of women from radiation exposure while they have a chest CT examination,” according to findings presented at the American Roentgen Ray Society meeting. The researchers compared a breast shield with a new technique called posteriorly centered partial CT, in which the CT scanner turns on and off as it scans the patient. 

“We found that posteriorly centered partial CT does decrease skin entrance radiation dose to the breast by 16 percent, but increases overall radiation dose to the chest by 8 percent,” said lead author Dr. Rafel Tappouni. 

Source: ATS Morning Minute, edited for space

“I am so proud to be a member of Daughters of PF! The disease took my mom in September of 2006 and I did not have anyone who could relate with me. Learning about everyone’s stories has been so wonderful especially to know I am not alone in the battle against this awful disease. I have been more educated since joining this group. Thank you! 
– Jodi
PF National Support Group Leaders –

The CPF Thanks You for All You Do For Patients and Families

Jessie Daniels, Birmingham, AL

Dr. Maryluz Fuentes, Montgomery, AL

Linda Cullers, Little Rock, AR

Lillian Rogers, Scottsdale, AZ

Sandra Rock, Sacramento, CA

Sally McLaughlin, San Francisco, CA

Jodi Howe, Mountain View, CA

Magdalena Pacheco, Fontana, CA

Susan Jacobs, Palo Alto, CA

Julia Dugan, Rancho Mirage, CA

Susan Golleher, Los Angeles, CA

Gloria Rodriquez, Norwalk, CA

Carol Blair, Denver, CO

Brenda Crowe, Wheat Ridge, CO

Elizabeth Tarquino, New Haven, CT 

Paulette Smith, Dover & Newark, DE

Karen Erceg, Sarasota, FL

Terrell Higgs, Southeast, FL

Jim Puglise, Fort Myers, FL

Donna Serlin & Sharon Fowler, Naperville, IL

Bill & Dianne Vorndran, Auburn, IN

Liesl Farley, Evansville, IN

Tamra Perez, Louisville, KY

Angie Wingfield, Frankfort, KY

Dolores Eckert, Pittsfield, MA

Susan Crawford, Silver Spring, MD

Darlene Watkins, Warren, MI

Cheryl Sasse, Mpls. & St. Paul, MN

Tammy Setchfield, Chesterfield, MO

Carmen O’Brien, Cary, NC

Jill Brown, Laurinburg, NC

Barbara Murphy, Cranford, NJ

John Leaman, New York, NY

Sue DiFabio, Sleepy Hollow, NY

Scott Marlow, Cleveland, OH

Linda Miller, Muskogee, OK

Mike Henderson, Portland, OR

Lynn Holter, Tualatin, OR

Karen Steinke, Philadelphia, PA

Dr. Kathleen Lindell, Pittsburgh, PA

Nathelia O’Banner, Charleston, SC

Mark Stout, West Columbia, SC

Lee Hancock, Myrtle Beach, SC

Delores Aaron, Sioux Falls, SD

Becky Black, Chattanooga, TN

Wendi Mason, Nashville, TN

Lynda Oxley, Memphis, TN

Jan Orndorff, Kingwood, TX

Laurie Brewster, Salt Lake City, UT

Jane Harrison, Falls Church, VA

Dave Sherry, Seattle, WA

Sheri Baldikowski, Milwaukee, WI

Please forgive us if we missed your name in this list.

Duke Researchers Find Possible New Treatment

An invasive cell that leads to fibrosis of the lungs may be stopped by cutting off its supply of sugar, according to researchers at Duke University Medical Center. Duke researchers have found a possible new treatment by identifying a cell surface receptor on the invasive cells called myofibroblasts and an enzyme that produces a sugar the receptor recognizes. 

Senior author Paul Noble, M.D., the Duke Division Chief of Pulmonary, Allergy, and Critical Care Medicine, and his team used a mouse model and later, human cells from IPF patients, to show that the invasive type of cell depends on both the enzyme that makes a sugar called hyaluronan and the cell receptor that recognizes hyaluronan, CD44. “The animal model we used targeted excessive production of hyaluronan in the myofibroblasts,” Noble said. “We found that these cells invaded and destroyed surrounding tissue matrix similar to the behavior of cancer cells during metastasis.” The study was published in the June 27 online edition of the Journal of Experimental Medicine. The researchers reduced lung fibrosis in living mice by treating them with a blocking antibody against the CD44 receptor or stopping the production of the enzyme that produces hyaluronan. 

The invasiveness occurs when the myofibroblast produces excessive hyaluronan. Because the sugar is necessary for living (embryos without it don’t develop), the sugar production cannot be completely blocked. Instead, the overproduction of the sugar must be stopped to keep the invasive cells from overtaking the spaces in the lung where vital gas exchange occurs. The process of fibrosis in the lung is like a healing wound on skin, Noble said. The fibrotic cells clamp down, pull in the skin, and hold it together more tightly. In the lungs, this clamping down of small airways prevents essential respiration and leads to death due to irreversible loss of lung function. An earlier paper Noble published in March in Science Translational Medicine showed that intracellular signaling proteins called beta-arrestins were necessary for fibroblasts to invade tissue. Mice with a targeted deletion in beta-arrestins didn’t develop severe PF. He did this work with receptor-science pioneer Robert Lefkowitz, M.D., of Duke Departments of Medicine and Biochemistry. 

The two studies, taken together, suggest several approaches to treating invasive fibrosis in the lungs, Noble said. They might specifically block hyaluronan production and the receptor for the sugar. Or they might block the invasion process by targeting beta-arrestins to prevent myofibroblasts from making contact with the matrix (noncellular part) of the lung. 

Noble thinks looking at additional targets to block the invasion process might be the best approach of all.
Duke Medicine News and Communications,  June 27, 2011

An Editorial from PF Researchers: 

End of an ERA: Lessons From Negative Clinical Trials in PF

An article by researchers in a recent issue of the American Journal of Respiratory and Critical Care Medicine reports the results of...BUILD-3, a large, randomized, and placebo-controlled trial that evaluated the efficacy of the endothelin receptor antagonist (ERA) bosentan in the treatment of idiopathic pulmonary fibrosis (IPF). No significant difference was observed between treatment groups in the primary endpoint. Further evidence that ERAs offer no therapeutic efficacy in PF was provided when a similar trial design evaluating ambrisentan was recently stopped early due to lack of efficacy. The results of these ERA trials follow on the heels of the demise of interferon as a therapeutic agent for PF in 2009…

…The era of randomized, placebo-controlled clinical trials for PF effectively began in 1999 with the publication by researchers in The New England Journal of Medicine suggesting that IFN-1b[(interferon gamma] may improve lung function in patients with PF…At the time of the publication by researchers in 2004, there was much debate regarding the potential mechanisms of action of IFN in PF. IFN has important roles in host defense against infection, and it was postulated that augmenting host defense could potentially lead to improved overall survival in PF, even in the absence of an effect on decline in lung function. Based on the trend toward an impact on overall mortality in the intent-to-treat analysis, coupled with the post hoc analysis on the subset of patients that may have been driving this effect, a survival study was designed. The largest and longest clinical trial in PF to date was organized, and 826 patients with PF were enrolled from 81 centers in seven European countries, the United States, and Canada. The primary endpoint was overall survival. The study was stopped at the second interim analysis for lack of efficacy. After a mean duration of 64 weeks on treatment, 15% of patients on IFN-1b and 13% of patients on placebo had died. There was again no impact on the rate of decline of FVC. This was a terribly disappointing result, and 10 years after the Ziesche publication, the results were reported and ended the IFN-era. 

The ERA era research began with the BUILD-1 study. Bosentan was approved to treat patients with primary pulmonary hypertension, but there were no compelling data that endothelin is important in the pathogenesis of PF. There was no impact on the primary endpoint of 6-minute-walk distance and there was no impact on the rate of decline of FVC. However, a trend in favor of bosentan was observed in the secondary endpoint of time to death or disease progression. 

We know today that neither bosentan nor IFN- have efficacy in treating patients with PF, but what other lessons can be learned from these clinical trial experiences to inform future studies and not discourage the development of new therapies for PF? Patients affected by this devastating disease die because of loss of lung function and impaired gas exchange. However, while the overall 5-year survival of PF is poor, patients progress at variable rates and can remain stable during a 1-year period of study. Lacking molecular biomarkers that indicate disease activity and predict disease course, this variable rate of progression makes it difficult to demonstrate efficacy of drugs that slow the progression but do not improve lung function. The caveats of the perils of post hoc subset analyses notwithstanding, the unifying concept for these two failed therapeutic endeavors is that neither drug had an impact on either the rate of decline in FVC or the frequency with which patients crossed the clinically important threshold of a decline in either absolute or percent predicted FVC of 10% during the course of study. It will be an ongoing active debate as to whether these two parameters are sufficient to claim therapeutic efficacy of drugs for patients with PF, but it seems apparent from the lessons of these major failed trials that they should be considered as a necessary first step until other surrogates of disease progression and activity are discovered and validated.

Paul W. Noble, M.D. 

Division of Pulmonary, Allergy and Critical Care Medicine 

Duke University Medical Center 

Durham, North Carolina 

Luca Richeldi, M.D., Ph.D. 

Center for Rare Lung Diseases 

University Hospital of Modena 

Modena, Italy 

Naftali Kaminski, M.D. 

Division of Pulmonary, Allergy and Critical Care Medicine 

University of Pittsburgh 

Pittsburgh, Pennsylvania

Source: American Journal of Respiratory and Critical Care Medicine Vol 184. pp. 4-5, (2011)

© 2011 American Thoracic Society

doi: 10.1164/rccm.201105-0813ED [content edited for space]

Not a Time to Step Back

Translational research in lung disease is paying off. In just the past decade, research has led to a new therapy for lymphangioleiomyomatosis (LAM), which may halt progression of this rare lung disease virtually unknown 15 years ago. Other pivotal pulmonary clinical trials have improved treatment of chronic obstructive pulmonary disease and management of asthma. Moreover, research has now established the role of sleep-disordered breathing as an important risk factor for cardiovascular events, including stroke. 

Despite these and many other notable scientific advances, respiratory disease continues to rise worldwide. Lung diseases are the third leading cause of death, the fourth major cause of disability, and a significant health and economic burden in the United States. Now, more than ever, the pulmonary community needs to combat this rising epidemic by accelerating research to further advance our understanding of complex respiratory diseases. In these challenging times, the research community should focus its efforts in the most promising areas—those most likely to yield high-impact scientific discoveries and lead to interventions pertinent to disease management and health outcomes. Advances in molecular biology offer a new approach to studying lung diseases that can be expected to provide unprecedented detail for determining basic mechanisms and disease pathobiology. Coupling genomics with systems biology, it should be possible to look upstream, well before symptoms arise, and target interacting pathways with new therapeutic approaches that will improve efficacy of treatments and make personalized lung medicine a reality. 

Another important goal is to develop ways to reverse lung disease and restore pulmonary function. Research on lung regeneration has unparalleled potential for the treatment of end-stage lung diseases, and recent studies are encouraging. Investigators have shown that a reimplanted, tissue-engineered trachea can function in a human and that gas exchange is possible in a rodent model with implants created by reseeding decellularized lung bioscaffolds with pluripotent cells. Studies of lung development may reveal key regulatory programs that may be activated to create functional lung tissue for transplantation. Developmental studies may also reveal how fetal and early childhood experiences lead to adult lung diseases. 

One timely research direction with almost immediate clinical application is study of the lung microbiome, including how microbe populations are established and sustained; how they interact among themselves and with host cells in the lung; and how they are altered by factors such as the physical environment and cigarette smoke. Better knowledge of the microbiological components of the respiratory tract may directly lead to identification of predictors of disease progression and to targets for prevention and treatment. This area of research may also improve understanding of co morbidities in lung diseases, since the lung microbiome is likely to interact with microbial populations located elsewhere in the body. Finally, efforts to translate research advances into the practice of pulmonary medicine and to ensure the training and development of future investigators will be central to capitalizing on these and other opportunities in pulmonary medicine. This will require enhanced efforts by the full respiratory community. 

This Editorial has highlighted only a few of the many promising frontiers in respiratory medicine. As biomedical research shifts more and more to the characterization of complex systems, the lung might become a preferred organ system for studies of integrated genomics and physiology at the whole human level. As such, the current funding climate should not signal a time to step back, but rather, an opportune time to step up to the challenge to accelerate the biomedical research needed to cure and prevent lung disease. 

Source: American Journal of Respiratory and Critical Care Medicine – (content edited for space) – 
Vol 183. pp. 1283-1284/ (2011) © 2011 American Thoracic Society. doi: 10.1164/rccm.201104-0636ED 

The CPF expresses personal thanks for Dr. Kiley for his continued interest 
in our work and in finding answers to PF and to all those participating in clinical studies. Without your help we would not be able to find a way to treat and ultimately cure PF.

Heartburn Treatment May Extend Survival in PF Patients

Patients with pulmonary fibrosis (PF) who report treatment for gastroespophageal reflux (GER*) appear to have longer survival than PF patients who are not treated for GERD, according to a new study from the University of California, San Francisco.” While preliminary, these findings support a relationship between GER, chronic microaspiration and PF,” said lead researcher Joyce Lee, M.D., clinical instructor in the Department of Medicine at UCSF. Microaspiration occurs when gastric droplets reflux into the esophagus and enter the airways.

The study was published online ahead of the print edition of the American Thoracic Society’s American Journal of Respiratory and Critical Care Medicine.

PF is a devastating and incurable lung disease, characterized by progressive scarring of the lung tissue, which ultimately prevents the lungs from being able to supply the body with adequate oxygen. The median survival time from diagnosis is 2-3 years.

Dr. Lee and colleagues retrospectively identified patients with PF from two longitudinal cohorts of patients with interstitial lung disease who were seen at either UCSF or the Mayo Clinic in Rochester, Minn., between April 2001 and July 2008. At both clinics, GER symptoms and treatment were recorded and reviewed prospectively by the treating physician. The researchers recorded demographic data, radiologic data of the extent of fibrosis and survival time.

Of 204 patients, they found that symptoms of GER were present in 34 percent, and patient- or physician-reported history of GER was present in 45 percent (as compared with 10 to 20 percent in the population at large). At the time of diagnosis with PF, about half of patients reported that they were currently being treated for GER with medication. Eleven patients reported having undergone surgical treatment for GER.

Remarkably, Dr. Lee and colleagues found that patients who had undergone or were undergoing treatment for GER had a significantly improved survival time in comparison to those who had not been treated.

“There is controversy among pulmonologists about how aggressively GER should be treated in patients with PF, given the risks of both surgical and medical treatment,” said Dr. Lee. “However, our study showed that the use of these treatments is not only associated with a lesser degree of fibrosis, but also with a longer survival time.”

Two previous case series have suggested that treatment for GER stabilizes PF, but there is disagreement among PF experts what the significance of GER is in PF, Dr. Lee said. “Theoretically, one would suspect more airways manifestations and less peripheral lung involvement if GER and microaspiration were involved in the pathogenesis of PF, but this is something that is not observed in PF.”

Still, she continued, “The most straightforward explanation for our study results is also the most controversial: that the treatment of GER is beneficial to survival in PF…suppressing the acidity of gastric contents may reduce the injury caused by microaspiration.” Reducing the acidity of gastric contents with medication alone does not prevent microaspiration of weakly-acidic reflux, which may explain why Nissen fundoplication, a surgical procedure that reduces both acidic and weakly-acidic GER, appeared to have an additional benefit over medication alone in the study.

“The results of our study need validation to confirm the association between reported GER medication and survival time,” said Dr. Lee. “The next step would be a prospective longitudinal cohort of patients with carefully recorded GER-related variables. If our results are validated, future studies should look beyond association and address how the treatment of GER might affect survival in PF.”

Source:ScienceDaily, July 26, 2011, adapted from materials from American Thoracic Society 

*GER is more commonly referred to as GERD, gastroesophageal reflux disease
Study Shows Beneficial Anti-fibrotic Effects of Pentraxin-2 in PF

Promedior, Inc., a clinical stage biotechnology company developing novel therapies to treat fibrotic and inflammatory diseases, announced the publication of collaborative research in the International Journal of Biochemistry and Cell Biology entitled, “TGF-beta driven lung fibrosis is macrophage dependent and blocked by Serum amyloid P.” The research showed that human Pentraxin-2 (PTX-2), also called human Serum amyloid P (SAP), potently inhibits all undesirable pro-fibrotic pathologies driven by TGF 1 and represents a novel therapeutic approach for the treatment of diseases that involve lung fibrosis, including pulmonary fibrosis (PF). This research validates that PTX-2/SAP can have therapeutic effects even in conditions driven by TGF 1 growth factor, and builds on the body of research showing the unique role of PTX-2/SAP in activating the body’s natural ability to resolve tissue damage in disease processes that cause fibrosis and inflammation. 

“These new findings further support our confidence in Pentraxin-2 as a novel therapeutic for many severe and chronic inflammatory and fibrotic diseases, including PF.”

In this study, researchers examined the effects of PTX-2/SAP in the lung specific TGF 1 transgenic mouse model, since many of the pathogenic mechanisms observed in lung fibrosis can be stimulated by the growth factor TGF 1. 

The findings regarding the effects of PTX-2/SAP in the lung specific TGF 1 transgenic mouse model expand on previous preclinical studies. “Our research clearly shows the beneficial anti-fibrotic effects of Pentraxin-2 in TGF 1-induced lung disease,” said lead author Erica L. Herzog, M.D., Ph.D., Assistant Professor of Medicine (Pulmonary), Yale School of Medicine. “These findings highlight the potential of Pentraxin-2 to be a potent and durable inhibitor at a pivotal point in the disease pathway of progressive pulmonary fibrotic diseases.” 

Based on this research and other clinical and preclinical studies, Promedior is developing a pipeline of drugs based upon recombinant forms of PTX-2/SAP for the treatment and prevention of fibrotic and inflammatory diseases. The company is conducting human clinical studies to evaluate Pentraxin-2 therapeutics for a number of fibrotic diseases, including PF and post-surgical scarring in glaucoma patients.

Source: Promedior, Inc., content edited for space

The CPF is proud to support Dr. Herzog’s research through an American Thoracic Society partnership grant.
So much beneficial information! Thanks to all who are sharing. This group has already saved me months of independent research/networking.
– Catherine, Daughters of PF volunteer

A Call to Patients: Please Consider Participating in IPFnet!

The National Institutes of Health (NIH) is currently sponsoring a multi-site clinical trial called PANTHER-IPF, to study the usefulness of a combination of Prednisone and NAC (with another drug called azathioprine) in patients with IPF. This drug combination may be useful in IPF patients and the NIH funded program is set to determine the viability of this treatment. The PANTHER-IPF may prove to be one of the most important trials conducted to date in the area of IPF. Please go to www.ipfnet.org for further information. 

CPF Announces 2011 Awards for Distinguished Service Awards 
Given for Research, Humanitarian and Advocacy Efforts

The Coalition for Pulmonary Fibrosis (CPF) proudly announces the winners of its 2011 awards for distinguished service. Each honoree has contributed in a significant way to the effort to fight Pulmonary Fibrosis (PF) – in research, humanitarian and advocacy efforts. This year’s recipients are renowned PF researcher Kevin Flaherty, M.D., CPF Board of Directors member, advocate and fundraiser Deirdre Roney, Esq., and James “J.P.” Paluskiewicz, a Capitol Hill advocacy expert.

Dr. Flaherty is awarded the Marvin I. Schwarz Research Award which recognizes a researcher’s commitment to improve the quality of life of those living with PF through compassionate patient care, education and support, while leading research efforts to find a cure. “Dr. Flaherty is working diligently to find treatments and a cure for PF,” said Miska Michon, CEO of the CPF. “His efforts have made a significant difference in the battle to fight the disease.” Dr. Flaherty is Associate Professor, Pulmonary Diseases at University of Michigan Health System. As part of the award, the CPF will make a $15,000 grant to Dr. Flaherty’s PF research lab. “Our efforts in research are driven by the day to day struggles of our patients as they fight to survive Idiopathic PF. I appreciate the efforts of the CPF and all involved to raise awareness and advocate for the resources needed to treat and eventually cure PF. The generous funds associated with this award are appreciated and will certainly help us move forward to identify and test novel treatments and find an eventual cure,” said Dr. Flaherty.

Deirdre Roney, Esquire, is the recipient of the Francis Cabral Humanitarian Award for her efforts to raise awareness and funding for PF. This award recognizes a patient or caregiver who significantly improves awareness of PF in their community and nationwide, who selflessly furthers the mission of the CPF, and who shines as a beacon of hope and inspiration to all those suffering from the disease. Roney, who serves on the CPF Board of Directors, has generously taken on a myriad of tasks on behalf of the CPF, has held annual fundraising efforts, and has raised more than a half million dollars for PF. “Deirdre is a tireless champion in the struggle to fight PF,” said Mishka Michon, CEO of the CPF. “Her personal perspective on the disease, combined with added to her passion and determination are unstoppable.” For the past nine years, Roney, who has lost eight family members to PF, has given generously of her time and energy to the work of the organization.” “This award means so much to me and I am grateful for the progress we’ve made.” said Roney. “No one person in the history of the organization has done more to alter the course of the disease or to make certain that the funds needed to provide services to patients and families were available at all times,” said Michon.

James “J.P.” Paluskiewicz will receive the Charles G. Norwood Memorial Advocate of the Year Award. The award recognizes an individual’s outstanding commitment to improving awareness of PF in their community and furthering the mission of the CPF. Paluskiewicz is the current Deputy Chief of Staff to Congressman Michael C. Burgess, M.D. and former Legislative Director to the late Congressman Norwood, DDS, who died as a result of illness resulting from a single lung transplant for PF. “Losing Congressman Norwood to this horrible lung disease really opened my eyes to the human suffering it causes,” said Paluskiewicz. “I am dedicated to working with doctors, patients, and the CPF to change public policy for the benefit of all PF patients.” He has been instrumental in the CPF’s advocacy efforts since Rep. Norwood joined the cause in 2005. After the Congressman’s death in 2007, Paluskiewicz has continued a strong relationship with the CPF and has helped behind the scenes with legislative guidance and training of CPF advocacy teams during National PF Awareness Week. “J.P. is dedicated to the cause, has promised to assist PF efforts in the future and does so in memory of his past boss and friend as well as in honor of patients who suffer today. His leadership skills, his knowledge and experience on Capitol Hill and his passion for PF patients make him a deserving recipient of the CPF’s Advocacy Award,” said Michon.

Fourth Annual NYC Run-Walk-Hike for Pulmonary Fibrosis Celebrates Success

The Annual NYC Run-Walk-Hike for Pulmonary Fibrosis in New York City’s Central Park, in its 4th year in 2011, was once again very successful. In the midst of a week of rain, the sun broke through the clouds just in time for CPF supporters to walk, run and hike together for a cure. CPF Board of Directors member Terence Hales, whose father survived PF through a lung transplant, has seen his annual event quadruple in size since the first year. His work has led to additional support for the research programs and patient services of the CPF. Nearly 200 people joined the event – wearing t-shirts that carried the PF message to others in the park. The scope of the event continues to broaden each year, as attendees make their way to New York from at least 10 states. 

Mishka Michon, CEO of CPF, spoke about the excitement of recent research breakthroughs, CPF awareness efforts and the impact the unity of the many can have on change for all PF sufferers. She also stated that walks like these need to be carried out throughout the country and the CPF will be working to establish multiple awareness walks nationally as the organization works on the passage of Congressional funding for research. Michon read a statement of thanks and support from NBC News anchor Tom Brokaw (member of the CPF Honorary Board), along with an expression of his regrets for not being able to attend.

Terence Hales’ father spoke spoke about the importance of getting our message out and reaching out to members of congress to support the PF Research Enhancement Act currently in Congress. The event closed with post-walk treats, raffle prize awards and a silent auction, and visitors left with newly formed friendships built around the shared goal of fighting PF. 

Special Thanks to:

Event Sponsors

· Key Bank

· Phelps Memorial Hospital

· Herman Miller Inc.

· Cushman & Wakefield

· University of Maryland School of Medicine

· Hemagen Diagnostics Inc.

Other Supporters 

· Pfizer Inc. for its generous Gift Matching Program

· Patrick Murphy, CB Richard Ellis Inc.

· Tom & Alice Marie Hales

· The Board and Staff of CPF for their on-going support

· Rose Cappa-Rotuno & Doreen Duffy (Cappa, Crucy & Company) for event planning & coordination

Organizers and Volunteers: 

Ryan Grady, Anne Hogan, Julie Hoffman, Bob Fortunate, Tara Costello, Barbara Harsch, Joan Fields, Carolyn Zonino, Rob Vinci, Lianne Hales-Shaw, Susan Beckett, Tom Hales, Jr., Bill Hales, Jill Elliot, Rob Shaw & Mark Paulson

NEP Supershooters Golf Outing Raises Funds for Cause Important to Employee

Tami Rippy lost her mother to Pulmonary Fibrosis, employer and employees step up to help support
When Tami Rippy, an employee of Pittsburgh based NEP Supershooters, lost her mother in 2009, her friends and co-workers were right by her side. Two years later, they still are. The company and its employees dedicated their 2011 golf tournament to her mother, Violet Rippy, to raise awareness and funding for the lethal lung disease that claimed her life.  

NEP’s second annual charity golf event drew more than 100 people and raised $11,000. Each year, the NEP supports a new cause that is important to one or more of its 500 employees. “This year, we had more employees participating in the event. They had learned about PF and its impact because of their colleague, Tami’s experience. It was great to see the employees supporting another employee in what they were going through,” said Ruth Minyon, HR coordinator for NEP and golf committee leader.

Tami Rippy began supporting efforts to find a treatment and a cure even while her mother was still fighting the disease by running the Pittsburgh Marathon and raising money for the CPF. Since that time, Rippy has increased her commitment to the cause and held the first Violet Rippy 5K Walk/Run on August 13th at the North Shore River Front Park in Pittsburgh. She also plans to again run the marathon this year to raise more awareness and funding.  Months ago, she became one of the first members of a new CPF group called Daughters of PF and is working alongside nearly 200 other women whose parent has also had PF. For the second year, Rippy will join the CPF on Capitol Hill fighting for National PF Awareness Week. “I promised I would carry on my mom’s spirit by doing anything and everything possible to help others with the disease,” said Rippy. “The CPF has been a wonderful support to me in so many ways, and has helped me learn more about the disease and how everyone can work together to make people aware of it. I realize now what I need to do along with them to change things for the rest of the world. After seeing my mom suffer from PF, I feel that no one should go through that.”

“We are very grateful that NEP and Tami are committed to making a difference in PF,” said Mishka Michon, CEP of the CPF. “Tami and her company are role models for others and are making such a positive impact.”

Having this event dedicated to my mother was overwhelming and an honor. Everyone worked so hard and it was a beautiful day. I knew my mom was smiling down on us. I work for a great company.

— Tami Rippy

Breath of Life Car Show to Raise Support and Awareness of PF

On April 9, 2011, Elliot Walsey and his wife, Joan, hosted the Breath of Life Car Show in Peoria Arizona to support work in Pulmonary Fibrosis. Since his diagnosis with PF in 2006, Elliot Walsey has been on a mission to save others who suffer from the disease that will likely kill him. “I will fight ‘til my last breath to help other victims suffering with this devastating disease,” stated Walsey. 

Walsey is not a candidate for lung transplant. “Whatever degree of success I and others like me are able to achieve will probably have little effect for me. Having said that, there are the existing 128,000 

(a very conservative figure) and 48,000 new cases every year,” he said. “I’d sure like to do something to give those people an opportunity to survive beyond the present window that exists.” 

The Car Show, put on by the Vistancia Roadrunners Car Club, includes classics from the 1800’s as well as present day electric cars. The show attracts over 700 visitors annually and offers music, food, games and prizes. 

“We are impressed by Mr. Walsey’s strength, determination and courage,” said Mishka Michon, CEO of the CPF. “We are so thankful to him, to his wife Joan and his Arizona friends for helping increase awareness of PF and supporting the efforts of the CPF.” 

Second Annual Casino Night

The 2nd Annual Casino Night with all proceeds benefiting the CPF was held on Sunday, May 22, 2011 at Sangria Restaurant on Hermosa Beach Pier. This fundraiser was coordinated by Kristina Unutoa (CPF, Director of Finance & Accounting) and her husband, Tony Unutoa. Kristina initiated this effort as a local tribute to her uncle, Dave Cariveau, who passed away at age 66 with complications of PF in December 2008, and to all patients and families with PF. 

Guests enjoyed views of the ocean while at the gaming tables. Although attendees had come to support a serious cause, the atmosphere was one of laughter and fun as they not only played casino games but also competed for a variety of prizes. The event culminated in the final opportunity drawing of the brand new Apple iPad2 16gb WIFI which was awarded to Gloria Gomez, Director of Medical Staff at Huntington Memorial Hospital in Pasadena. We are pleased to announce that the Casino Fundraiser raised approximately $10,080.

The Casino event was supported by key sponsors, whose generosity helped make the day a success. Thanks goes to: Melissa Barlow ReMax, Manhattan Beach; Criterion Systems, Inc, EyeKnow Narcotic Tracking Systems, Timothy & Adrienne Snitily, Yvonne Lacko, Denise and Robert Condra, John Cadarette & Deirdre Roney, Tony Unutoa and Sangria Restaurant. A special thank you to our volunteers, Ryan Gales, Pacheco Family, Kassandra Paysse, Thunderbird Knights and the very talented Kelli Prather of B-Side Band.

A-Dollar-a-Yard Adds up to $4000+

Karen Hiser, a senior consultant and Fuentek in North Carolina, created her own brand of fundraiser to benefit PF research last April. The fundraiser is called “Swim To Breathe” in memory of Hiser’s father, who died from PF in 2009, only three months after his diagnosis. Hiser’s pledge was that for every one dollar donated to the fund, she would swim one yard.

“Everyone at Fuentek has been inspired by Karen’s commitment to creating awareness of PF,” said Laura Schoppe, President of Fuentek. “We hope others support her in her mission to raise funds to support research for a cure.” All of the proceeds from this fundraiser went directly to furthering the mission of the CPF. 

“Having lost my father to this disease, I have a deep personal commitment to this important cause,” said Hiser. “This disease claims the lives of 40,000 Americans each year – the same number as breast cancer – yet Pulmonary Fibrosis receives only a fraction of the funding. As a result, the breast cancer survival rate is 87 percent, while the PF survival rate is zero. I will continue to support fundraising efforts to help researchers find a cure.” 

Hiser raised the $4,000 plus total while swimming 80 laps, or 160 lengths, over 2.25 miles.

PF Patients Set Sail on the High Seas with Sea Puffers 

Oxygen users have often been reluctant to travel for fear that something would go wrong with their oxygen supply. In 2003, Respiratory Therapists from The Pulmonary Paper, including the editor of the paper and CPF Board of Directors member Celeste Belyea, teamed up with oxygen users and the Sea Puffers took their first trip together. They wanted to provide the confidence and encouragement for people to stay active and enjoy life. The Sea Puffers have literally traveled the globe from Hawaii to Rome and Russia to Mexico.

During the trips, patients have meetings to share tips, discuss latest trends in equipment and treatment as well as provide back-up oxygen. Today, with portable oxygen concentrators (POCs) available, arrangements have become much easier. POC manufacturers often donate their products for oxygen users to evaluate and see if it is the right model for a patient. There is never a charge for the oxygen and mobility arrangements.

Sea Puffers has cruise vacations scheduled to leave from ports around the United States including Seattle, Boston, Los Angles, Galveston, New Orleans, Baltimore and Fort Lauderdale. Please call (866) 673-3019 or visit www.seapuffers.com for more information.

Daughter of PF Program Now Linked In! 

The CPF is proud to announce a new Daughters LinkedIn Group (a social networking group), for its newly launched Daughters of PF program. We invite everyone to join this exciting group of women dedicated to fighting PF (you don’t have to be a Daughter to join – all comers are welcome). Women with a shared goal and united in their commitment, can truly impact the work to generate change in the PF world. The CPF hopes to prove that once again via this new outreach. 

If you’re a daughter of a Pulmonary Fibrosis (PF) patient past or present (or if you are inspired by such a daughter), and are interested in helping the CPF fight for a cure, we invite you to join the new national Daughters of PF program and the new Daughters LinkedIn group. The Daughters program had 130 immediate responses within the first days of the launch and the Linked-In participation numbers climbed towards 100 in the first week.

The goal of the Daughters of PF program is to vastly expand awareness of PF by holding awareness events and fundraisers, big and small, across the nation so that we generate a substantial grass-roots effort that will gain a more broad national understanding of PF and of the impact the disease has on families and patients. You don’t need experience in event planning or even social media, you just need a desire to help stop PF. 

You’ll need to set up your own LinkedIn account, if you don’t already have one, to share in this social networking group, but you don’t need to set up the full profile, just make sure to put in your email address. For more information on joining the social media site, see below. CPF Daughters of PF volunteers Catherine Goodrum and Valerie Salentine will be leading the Daughters LinkedIn group and we’re grateful to these women (also sisters) for their leadership.

Keep in mind you don’t have to join the LinkedIn Group to join Daughters of PF. If you would like to join in the Daughters of PF program please email us at Daughters@coalitionforpf.org or call us at (888) 222-8541, ext. 702.

Join the Daughters of PF today and help us change tomorrow. Go to www.coalitionforpf.org/cpf_daughters.php. Together we can win!

New Support Groups
Chesterfield, MO

Where:   St. Luke’s Hospital – The meeting will be held in the Health Institute, Conference Room #3 (this will be the location for the first meeting; please call for locations of future meetings). Dr. Neil Ettinger, CardioPulmonary Researcher, will be speaking

When:    First meeting is Aug. 24th from 6:30 p.m.–7:30 p.m.

Contact: For more information or to register, please call Tammy Setchfield and staff at (314) 439-LUNG(5864)

Yukon, OK (near Oklahoma City)

Where: First Christian Church Hall

When:  First meeting Sept. 27, 2011, 6:00 p.m.–8:00 p.m. (subsequent meetings last Tues. of each month)

Contact: For additional information or to register for the group, please contact Gene McMurtrey at (405) 568-7906, or by email at gemcmurtrey@yahoo.com
To learn more about support groups in your area or to start one, visit www.coalitionforpf.org or 
call us at (888) 222-8541 and we’ll send you a support group starter kit and help you promote your new group.

Upcoming Events

Please go to the CPF website in the next weeks for further listings of dates and times of new events. Not all dates were confirmed as of this printing.

AUGUST 13  -  5KWalk/Run for Pulmonary Fibrosis – Pittsburgh, PA 

AUGUST 20  - Orange County PF Walk – Laguna Niguel, CA 

SEPTEMBER 17  -
Walk for PF – Mechanicsburg, PA 

SEPTEMBER 18  - Walk for PF – Burbank, CA

SEPTEMBER 22, 29  -  Fundraiser at Corky’s Kitchen & Bakery and Guasti Cafe – Inland Empire, CA 

OCTOBER 15   -  Linda Biggs 5K Walk for IPF – Lexington, SC 

OCTOBER 15   -  4th Annual Walk for Their Next Breath – Franklin, TN
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Marvin I. Schwarz, M.D. – Chairman 

University of Colorado Health Sciences Center

Gregory Tino, M.D. – Vice Chairman

University of Pennsylvania Medical Center

Celeste Belyea, RN, RRT – Secretary

Ormond Beach, FL

Vanessa Balbach Clarke

Family member of PF patients, Chicago, IL
Terence F. Hales

Director of Real Estate, Americas Portfolio, Pfizer, New York, NY

Jeff Harris

Mary D. Harris Memorial Foundation, Chicago, IL

Paul W. Noble, M.D. 

Duke University Medical Center
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Family member of PF patients, Malibu, CA
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PF Patient, President, Biener Auto Group, 
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Vanderbilt University Medical Center

Harold R. Collard, M.D.

University of California, San Francisco

Serpil C. Erzurum, M.D.

Cleveland Clinic Foundation

Adaani Frost, M.D.

Baylor College of Medicine

Marilyn Glassberg, M.D.

University of Miami/Jackson Memorial 
Medical Center

Jeffrey Golden, M.D.

University of California, San Francisco

Kevin O. Leslie, M.D.

Mayo Clinic, Scottsdale, AZ

Fernando J. Martinez, M.D.

University of Michigan Medical Center

Steven Nathan, M.D.

Inova Fairfax Hospital, Falls Church, VA

Paul W. Noble, M.D.

Duke University Medical Center

Maria Padilla, M.D.

Mount Sinai Medical Center, New York, NY

Ganesh Raghu, M.D.

University of Washington Medical Center, 
Seattle, WA
Glenn Rosen, M.D.

Stanford University Medical Center

Cecelia M. Smith, D.O.

Reading Hospital & Medical Center, 
West Reading, PA

David Zisman, M.D.

Sansum Clinic, Santa Barbara, CA
Whether you are a PF patient, a family member of a patient, or are close to someone with PF, the CPF is always just a phone call away. Our staff has counseled thousands of patients, and we are always here to provide you with the resources and support you need. Please call 
(888) 222-8541 to learn more.

CPF Staff

Mishka Michon
Chief Executive Officer
mmichon@coalitionforpf.org 
(888) 222-8541, x.701
Teresa Barnes
Vice President, Patient Outreach & 
Program Support 
tbarnes@coalitionforpf.org
(888) 222-8541, x.702
Kristina Unutoa
Director, Finance and Accounting
kunutoa@coalitionforpf.org 
(888) 222-8541, x.703
Su Hwang
Associate Director, Development 
& Director of Special Events
shwang@coalitionforpf.org
(888) 222-8541, x.704
Supporting the CPF

The Coalition for Pulmonary Fibrosis (CPF) relies on the contributions of individuals, corporations and associations who share our commitment to improving awareness and education of PF, and improving the quality of life for patients fighting PF nationwide. Every service we offer is at no cost to the PF community. Through your generous support, the CPF will continue to provide information, resources and support to more than 128,000 PF patients, caregivers and families, and to the health care professionals who treat them.

Should you wish to make a tax-deductible contribution to the CPF, we encourage you to send your check or money order to:


Coalitionfor Pulmonary Fibrosis


10866 W. Washington Blvd., #343


Culver City, CA 90232

Contributions are also accepted online by using any major credit card safely and securely through our Web site. Please access our contributions page at www.coalitionforpf.org/AboutUs/contribute/contributenow.asp, or click “Contribute Now” from our home page. To contribute by phone using any major credit card, please call the CPF at (888) 222-8541.

If you have any questions about your contribution to the CPF, or if you would like to make a restricted donation to advance specific CPF programs or research efforts, please contact us at (888) 222-8541, or by email at 
info@coalitionforpf.org.

