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2008 Butterfly Garden Party Raises $150,000 for CPF!
Founding CPF Board member Deirdre Roney held up one of the 200 butterflies to be released into their migration stream by 150 guests gathered at her and husband John Cadarette’s Malibu estate September 13th for the 2nd annual Butterfly Garden Party.  The butterfly, which resembles the shape of the human lungs, represents life, beauty, and hope to the CPF community. 

Garden Party guests listened intently as Roney spoke of her own family’s experience with pulmonary fibrosis (PF) and their loss of seven family members to the devastating disease.  On Roney’s cue, each participant released their butterflies to the wind.

“Your butterfly symbolizes the hundreds of thousands of people with or at risk for PF, whose lives you are improving and saving.  And maybe, it also symbolizes a person you love, whom you lost,” Roney said.

The event was incredibly successful, raising more than $150,000 to support the work of the CPF. Chief Executive Officer Mishka Michon spoke to the group about the CPF’s work, including its funded research and patient services, and to thank the Roney’s for their ongoing efforts to help those with PF, which has inspired others to help. 

“We are so grateful to John and Deirdre for hosting this incredible event,” said Michon. “They know that bringing old friends and new faces together to build a coalition of those committed to changing the future is one of the fundamental ways to keep the work moving forward.”

The crowd included close friends and acquaintances, patients, families of patients who lives were lost to PF, and many children, who reminded the group that there is a brighter future if we all keep collectively working towards a cure.

Guests were surrounded by beautiful gardens that include quiet spots for contemplation overlooking the Pacific coast, lily ponds and decks extending out over the coast hills.  Food and drink were plentiful.  Live music, a henna tattoo artist, a PF do-it-yourself mural and a short program made the afternoon lively and entertaining for everyone in attendance.

Sandra Rock, a PF patient, and her husband, Jim, who are long time advocates for the CPF on Capitol Hill, were present to accept the Frank Cabral Humanitarian Award. The Award recognizes a patient or caregiver who significantly improves awareness of IPF 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 this disease. The Rocks established the first PF support group in Sacramento, and have been consistently generous to the cause with both their time and energy by participating in several of the CPF’s National PF Awareness Weeks in Washington D.C.

In her closing speech, Roney compared the migration of the great Monarch butterflies to the decision to work with the CPF to find a treatment and a cure for pulmonary fibrosis. 

“Did you know that Monarch Butterflies migrate by spiraling upwards on the wind currents, drifting forward and down, only to vigorously spiral upwards again? A straight line is not possible for them, and yet, they achieve their goal. At times, it may look as if we are not making any progress towards a cure, and yet, we are. The CPF may look small, and yet, we travel far, fast, and diligently. Curing PF is achieved with each person’s decision to volunteer and to give to the CPF.  We cannot find a cure without you,” Roney said.

“As a PF patient, and advocate, I have learned that working with the CPF to pursue passage of H.R. 6567 gives meaning, purpose and substance to my own fight. We need hope, and I see that hope in this vitally important effort.”

— Paul Fogelberg, Minnetonka, MN
Dear Friends:
“Hope is a pathological belief in the occurrence of the impossible.” 
H.L. Menken, The Many Faces of Giving

How can each of us change the future for patients of Pulmonary Fibrosis (PF) and help stop the disease and the terrible suffering it brings? The answer is that there are many ways to have an impact, big and small:

• Lori goes on a fundraising walk every year to honor her father, who lost his battle with PF, and continues to make a difference in the fight against the disease that took him from her

• Tracey and Doris painstakingly made hundreds of CPF bracelets to help raise funds for research

• Alvin has established a monthly pledge to the CPF, which is automatically billed, so that he can be certain that each month he helps us reach more patients

• Hundreds of CPF members called and emailed their Congressional representatives, obtaining new co-sponsors for the Pulmonary Fibrosis Research Enhancement Act (H.R. 6567)

• The Siefert family organized a simple backyard barbeque honoring their dad and raised important funds for CPF patient services and research

• Sandra and Jim Rock, Paul Fogelberg, Dr. Jerry and Froma Sandler, and other dedicated volunteers have personally advocated in Washington D.C. for bills important to the CPF

• Jennifer has voluntarily spent years managing an online forum for CPF patients and families, providing them with a place to share stories and information about dealing with CPF

• Deirdre Roney and John Cadarette, and Roc and Debbie Roney, mount impressive fundraising events each year to insure that the CPF can fulfill its important mission for years to come

• Ron completed the IronMan triathlon to raise awareness and money in memory of his mother

• Kim raised $30,000 for the CPF in support of her father by hosting a dinner event in Maine

• Your name and CPF activity here! – What can you do to change the future?

Whatever you choose to do, major or minor, every action you take can affect our important work. $100 allows us to send critical information to 50 newly diagnosed patients and their families. $1,000 can help us visit 25 representatives on Capitol Hill to advance PF legislation. Participating in our national PF advocacy campaign can bring new Federal funding to researchers, and a small gathering of friends can raise $5,000 to invest in research or patient programs. Simply e-mailing your family and friends to join the fight against PF by becoming a CPF member helps! From the small to the very large, each step you take represents an opportunity to save people from this fatal disease. We welcome and deeply appreciate your concern and help. 

Thank you to everyone and best wishes,

Mishka Michon, CEO

Coalition for Pulmonary Fibrosis

CPF Patient Advocates Meet With 50 Congressional Offices During PF Week, Urge Support of Landmark Pulmonary Fibrosis Bill

Efforts Double the Number of Co-Sponsors of Pulmonary Fibrosis Research Enhancement Act of 2008

As part of National Pulmonary Fibrosis Awareness Week Sept. 7-13, 2008, Coalition for Pulmonary Fibrosis (CPF) patient advocates asked Members of Congress for their support of a landmark bill that could impact the lives of thousands of other Americans. Some of the advocates, including former Utah Governor Olene Walker, suffer from an untreatable and terminal lung disease called idiopathic pulmonary fibrosis (IPF), also known as pulmonary fibrosis (PF), a disease that is rapidly gaining attention on and off Capitol Hill. 

Patient advocates with the CPF met with more than 50 Members of Congress for the 6th annual National PF Awareness Week to generate support for the Pulmonary Fibrosis Research Enhancement Act (H.R. 6567). The group of more than 25 advocates made up of patients, medical professionals, family members, and CPF partners met with Members of Congress and their staff and asked for their co-sponsorship of the PF Act. As a result of their efforts and the efforts of patients nationwide contacting their Members of Congress, the number of co-sponsors doubled during PF Week. 

“PF patients and families have an incredible impact on these visits, allowing Members to learn first-hand of the terrible suffering and impact this disease has on its victims,” said CPF CEO, Mishka Michon. “We are proud to represent so many patients who continually look to us for help. We are excited to have had so many face-to-face meetings with Members, and we’re dedicated to getting the Act passed in the 111th Congress. We’re even more committed to our advocacy work and are energized by the feedback we received during the Week.” 

“Our efforts over the last six years have had an impact on the forward momentum of efforts centered on PF. (On the Hill) We’re no longer simply discussing the disease to educate lawmakers, we are now leading a national campaign for historic change with regard to PF research,” said Michon. 

H.R. 6567 will provide much needed help for more than 128,000 patients who suffer from the lung disease that claims 40,000 lives each year - the same number as breast cancer. The bill will create a national patient registry, an instrumental tool for improving patient care and advancing medical research. The bill was introduced in July by Rep. Brian Baird (D-WA) and Rep. Mike Castle (R-DE), Members of Congress who have each lost family members to PF. 

“I was so pleased to meet with my colleagues on Capitol Hill about this important bill. It was a rewarding experience because of the fact we were able to educate so many Members of Congress on the disease and the urgent need for their support of H.R. 6567,” said former Governor Walker.  

Advocates also asked Congress to support H.R. 154, the Ending the Medicare Disability Waiting Period Act sponsored by Rep. Gene Green (D-TX) and Sen. Jeff Bingaman (D-NM). Many patients who suffer from PF are under 65 and must apply for Social Security disability. Once approved, patients are required to wait a mandatory 24 months before receiving any benefits from Medicare. For the majority of patients who fall into this category, death comes before benefits are approved, since the average life expectancy from PF is just 2.8 years. 

Patients and family members nationwide are encouraged to reach out to their Members of Congress to support H.R. 6567 and H.R. 154. To learn how you can join our national campaign to pass this legislation, please visit our Web page at www.coalitionforpf.org/cpf_advocacy, or contact Teresa Barnes at 888-222-8541.

Make your voice heard by joining our campaign today! Power is in numbers, and every patient, caregiver and friend who writes, calls or meets with their Representative could tip the scales in favor of research funding for PF and help save thousands of lives.

Save lives, change the future for all PF patients 
and lower your taxes – simply with the signing of your name! 
If you contribute to the CPF before December 31, 2008 you can change the future for thousands of PF patients AND take a deduction from your income taxes. Gifts are deductible up to 50% of your adjusted gross income. Please consider making an investment in your future while providing hope for our patients.

Have a Familial Form of PF? Genetic Counseling Program Can Help

The CPF and National Jewish Health (Denver, CO) have launched the first genetic counseling program for patients and families affected by familial pulmonary fibrosis (FPF). The telephonic counseling program is operated by National Jewish, and funded by CPF. The program provides a qualified genetic counselor, who has expertise in familial pulmonary fibrosis, to discuss by phone various issues surrounding FPF. These can include preparation for and interpretation of genetic tests, and various life decisions, such as having children and planning for the future. Experts recommend talking to a counselor prior to having any genetic tests, so that people are prepared to learn the results. 

For further information on the FPF genetic counseling program or to speak with a genetic counselor, call (800) 423-8891, ext. 1097.

Hopkins Researchers Identify Shortened Telomeres in patients with PF
Previous Hopkins study identified shortened telomeres occurring in familial PF cases; new study demonstrates it also occurs in patients with no family history of PF

The Johns Hopkins researchers who last year discovered a genetic cause of the inherited from of pulmonary fibrosis have now identified the same underlying cause in a majority of patients with the disease.

Telomeres, the protective ends on chromosomes that insure the integrity of genes, have been implicated by the researchers in a majority of cases of pulmonary fibrosis (PF). The research team studied telomeres in blood leukocytes (blood cells) and alveoli (the millions of air sacs in the lungs) of PF patients with no family history and found that almost all of them had shortened telomeres when compared with healthy controls. 

Their findings, published in the Sept. 2 issue of the Proceedings of the National Academy of Sciences, highlight that the disease, traditionally believed to be an immune-mediated disorder, may actually be due to short telomeres. Telomeres act as a clock mechanism in cells, and short telomeres can limit the life expectancy of certain cells within the lung. The team also uncovered evidence of a shortened-telomere syndrome in four patients who had both scarring in the liver and the lung. 

“Until now, we had no clues that explain the basic causes of PF, and treatments have been hampered as a result. Strategies that targeted the immune system were unsuccessful. This research begins to explain why.”

— Mary Armanios, M.D.

assistant professor of oncology at the Johns Hopkins 
Kimmel Cancer Center and lead investigator of the study

Like the plastic end caps of shoe laces, telomeres extend just beyond the borders of needed genes, protecting the fragile ends of chromosomes. Shortened telomeres limit the body’s capacity to renew cells.

In 10 percent of hereditary cases of PF, the team had found mutations in two genes that code for the enzyme telomerase, which helps maintain telomere length. In this study, patients with no family history also had short telomeres, emphasizing the relevance of the telomere pathway. It also highlights PF as a potential manifestation of aging in the lung.

Armanios says these findings are a major advance in the understanding of this disease and should lead to new research on how to better treat it. “We are hoping to shift the paradigm,” she says. “We may now begin to think about using drugs that prevent telomere shortening and stop cells from dying.”

In addition to Armanios, other research participants were Jonathan K. Alder, Julian J.-L. Chen, Lisa Lancaster, Sonye Danoff, Shu-chih Su, Joy D. Cogan, Irma Vulto, Mingyi Xie, Xiaodong Qi, Rubin M. Tuder, John A. Phillips III, Peter M. Landorp, and James E. Loyd, 

The research was funded by the National Cancer Institute and Doris Duke Charitable Foundation.

Source: Johns Hopkins Kimmel Cancer Center press release 9/5/08; content edited for clarity and space

Gilead to Initiate Phase III Clinical Trial of Letairis in PF

Gilead announced, as part of their third quarter 2008 earnings press release, that the Company is going to evaluate Letairis (ambrisentan) in patients with idiopathic pulmonary fibrosis, and that they are targeting the initiation of this Phase III study before the end of 2009. 

The Phase III clinical trial will be a placebo-controlled study looking at the delay of disease progression or death in patients with PF. Gilead plans to enroll approximately 600 patients at over 190 investigational sites worldwide.

Letairis an endothelin receptor antagonist (ERA) currently approved for the treatment of pulmonary arterial hypertension (PAH), an exceedingly prevalent complication for PF patients as their disease progresses.

Letairis is the second drug treating PAH that is being investigated for potential benefit for PF. bosentan (Tracleer), manufactured by Actelion, is also an ERA currently FDA approved to treat PAH. Bosentan is currently being studied in a Phase III clinical trial that began in 2007. Enrollment for that study is complete, and data is expected in late 2009.

For more information, please call (800) 445-3235 and select Option 2; or visit www.gilead.com/medical_info_request.

Exploratory Study of Enbrel (etanercept) in PF Shows Possible Reduction in Progression of Disease

Principal investigator Ganesh Raghu, M.D. from the University of Washington Medical Center (Seattle, WA) and colleagues recently completed an exploratory study evaluating the safety and efficacy of Enbrel (etanercept) in PF, finding that the therapy decreased progression of PF by several measures, and further evaluation of Enbrel is warranted as a possible therapy for PF.

The study was published online by the American Journal of Respiratory and Critical Care Medicine July 31, 2008. Dr. Raghu is a member of the CPF’s Scientific Advisory Board

The study was a randomized, prospective, double-blind, placebo-controlled, multicenter, exploratory trial in subjects with clinically progressive PF. Primary endpoints included changes in the percentage of predicted forced vital capacity (FVC%) and lung diffusing capacity for carbon monoxide corrected for hemoglobin (DLCOC) and change in the alveolar to arterial oxygen pressure difference [P(A-a)O2] at rest from baseline over 48 weeks.  Eighty-eight study participants received subcutaneous etanercept (25 mg) or placebo twice weekly as their sole treatment for PF. No differences in baseline demographics or disease status were detected between treatment groups; the mean time from first diagnosis was 13.6 months and mean FVC 63.9% of predicted. 

At 48 weeks, no significant differences in efficacy endpoints were observed between the groups. A nonsignificant reduction in disease progression was seen in several physiologic, functional, and quality of life endpoints among subjects receiving etanercept. There was no difference in adverse events between treatment groups. Etanercept was well tolerated.

Source: Biowizard.com 7/31/08: Raghu G, Brown KK, Costabel U, Cottin V, du Bois RM, Lasky JA, Thomeer M, Utz JP, Khandker RK, McDermott L, Fatenejad S: Treatment of Idiopathic Pulmonary Fibrosis With Etanercept: An Exploratory, Placebo-Controlled Trial; Am J Respir Crit Care Med. 2008 Jul 31; [Epub ahead of print]; Pubmed ID: 18669816
Vanderbilt Initiates NIH-funded Study to Identify Early Changes in the Lung That May Cause PF in Families

A new clinical research study supported by the National Institutes of Health (NIH) is now enrolling at Vanderbilt University Medical Center in Nashville. 

This study is only for PF families, and only for family members who do not have known PF themselves. The goal is to identify the earliest changes in the lungs that lead to fibrosis and use this information to develop new, effective treatments. The only group in whom these lung cell changes can be identified are individuals at risk that do not currently have clinically evident disease. It is known that more than 500 families in the US have multiple cases of PF. Family members in the bloodline in PF families have a 50:50 chance of carrying a defective gene that could cause PF in many of them. 

The new study will answer which cell types (among 40 different types of cells in the lung) become diseased first, and whether changes in cells develop before change can be identified on imaging studies such as CT scans. This type of information is not available by any other method of research and is pivotal to directing the development of new treatments. These studies cannot be done in patients who already have PF, because several cell types have already become abnormal by the time symptoms begin, and the body has directed a response which confounds which changes developed first. It is known that PF may be developing for months or years before a patient has the first symptoms, so PF can be silent and not known, yet signs can still be found on a CT scan.  

The new study will provide a CT scan and bronchoscopy at Vanderbilt for members of PF families at no charge. Bronchoscopy is a procedure where a doctor inserts a small lighted tube down the windpipe to obtain samples from a person who is sedated by medications. 

Enrollment Criteria

• Family members between ages 40-65 years

• Family members who have no known serious diseases

• Multiple members of your family have had PF

For more information or to enroll, please contact the Cheryl Markin, study coordinator, at (888) 898-1550, or by email at Cheryl.Markin@Vanderbilt.edu

Study Finds Sleep Quality Impacts Quality of Life for PF Patients

In research recently published online by the American College of Chest Physicians, John Hopkins University Medical Center researchers recently published research that demonstrated that poor sleep quality is associated with poor quality of life for Pulmonary Fibrosis (PF) patients. The researchers concluded that systemic evaluation of sleep quality should be part of treating patients with PF.

Although fatigue is a prominent symptom for patients with PF, little is known about sleep quality in patients with PF prior to this research. In this cross-sectional study of 41 patients with PF from a prospectively designed cohort, we ascertained sleep quality by means of the Pittsburgh Sleep Quality Index (PSQI) and the Epworth Sleepiness Scale. Health status, baseline demographics and physiologic parameters were also assessed. 

Results of the study showed that patients with PF reported extremely poor sleep quality and high frequency of daytime sleepiness, which differs significantly from normal control populations. Those who have pulmonary fibrosis were found to have as much as a 25% loss in body-rejuvenating REM sleep. Pulmonary fibrosis patients had more than twice the amount of nighttime sleep disturbances and double the number of daytime episodes of drowsiness compared to those with healthy lungs.

This population also demonstrated extremely poor health status in a number of domains, including physical function and vitality. Poor sleep quality (as measured by PSQI) was significantly associated with decreased quality of life in several domains, including role of physical function, vitality, and role of emotions.

“Essentially, the body’s internal alarms go off as people enter the most rejuvenating part of sleep. And when people don’t get a good night’s sleep, they cannot function normally the next day. It’s a slippery slope that gets progressively worse over time,” says Danoff.

Sources: The American College of Chest Physicians pub. online, July 14, 2008; Vidya Krishnan, M.D., MHS; Meredith C. McCormack, M.D., MHS; Stephen C. Mathai, M.D., MHS; Shikhar Agarwal, M.D.; Brittany Richardson; Maureen R. Horton, M.D.; Albert J. Polito, M.D.; Nancy A. Collop, M.D.; and Sonye K. Danoff, M.D., PhD: Sleep Quality and Health-Related Quality of Life in Idiopathic Pulmonary Fibrosis; DOI 10.1378/chest.08-0173; RT Magazine Online Article posted 8/8/08: Content edited for space.
Help us continue to be a resource for every PF patient by giving property to the CPF. This allows you to avoid the capital gains tax and to also receive a charitable deduction 
for the full market value of the property. 


Talk to your financial advisor today!

Telephone Counseling Can Improve Quality of Life for Transplant Patients

Telephone-based counseling significantly improved the psychological well-being and quality of life of people awaiting lung transplantation, according to the largest clinical trial of its kind, conducted by researchers at Duke University Medical Center (Durham, NC) and Washington University (St. Louis, MO).

Although the counseling did not improve the survival rates or physical functioning of these individuals, quality of life was improved.

“These findings demonstrate that telephone counseling can be used effectively to provide people with coping skills that can improve their lives as they await a lung transplant”, said Duke psychologist James Blumenthal, Ph.D., who led the research team. He added that such counseling also may be useful for helping other patients who have chronic and debilitating diseases but are unable to benefit from face-to-face counseling because they cannot travel to clinical centers that offer specialized services.

“The patients in our trial who received coping skills training delivered by telephone exhibited greater improvements in quality of life measures, including less emotional distress, lower levels of anxiety and depression, and increased feelings of vitality and perceived social support,” Blumenthal said. “Waiting for a transplant can be an extremely stressful time for patients. They are anxiously awaiting the call that an organ is available and worrying that they may not live long enough to undergo a transplant.”

The team reported results of the trial in the June 2006 issue of the Journal of Consulting and Clinical Psychology. The trial was funded by the National Heart, Lung and Blood Institute.

The researchers chose a telephone-based counseling approach because many patients awaiting lung transplantation live far from their assigned transplant center and do not relocate until they move toward the top of the waiting list. Other patients are physically unable to make frequent trips outside the home for counseling.

The trial followed 328 patients on the transplant waiting list at Duke Hospital or Washington University’s Barnes-Jewish Hospital. The researchers administered a battery of psychological and physical tests to patients and then randomly assigned them to treatment groups. The patients assigned to telephone counseling received 30-minute counseling sessions each week for 12 weeks. The researchers provided the patients with information about how to manage stress and trained them in such coping skills as relaxation techniques and problem solving. After 12 weeks, all participants retook the same initial battery of tests.

Although the patients who received telephone counseling saw marked improvements in all the measures of psychosocial and quality-of-life, they showed little difference in measures of physical health or mortality, Blumenthal said.

“It’s possible that if we employed the same telephone-based training on patients with less severe lung disease, we could improve not only their quality of life but their physical condition,” he said. The research team also has studied the impact of disease on patients’ spouses, and hope to include interventions for caregivers in the future research.

Source: www.all-healthtalk.com 8/31/08

Did You Know that a $100 gift allows 

the CPF to provide a print version of our PF Resource kit, 
free of charge, to 15  families in the United States who 
cannot access the Internet? Every gift Counts! 

Please consider the CPF to be a part of your annual charitable giving plans.

ALA Report Finds Lung Disease Mortality Rates Increasing

According to the latest report by the American Lung Association (ALA), Lung Disease Data, death rates due to lung disease are currently increasing while death rates due to other leading causes of death such as heart disease, cancer and stroke are declining. Chronic obstructive pulmonary disease (COPD) is expected to become the third leading cause of death by 2020. 

Of particular interest to the PF community was data presented on pp. 79, which stated that: From 1992 to 2003, the age-adjusted mortality rate for one type of ILD, pulmonary fibrosis (PF), increased by 54 percent (from 40.2 to 61.9 deaths per 1,000,000) in men and 41.3 percent (from 39.0 to 55.1 deaths per 1,000,000) in women. This upward trend is expected to continue.”

The American Lung Association publishes Lung Disease Data to serve as a resource to the public, media, healthcare professionals, researchers and lung disease patients and their caregivers on the latest trends and research in lung disease, along with relevant facts and figures about some of the most common lung diseases in the United States today.

Lung disease is any disease or disorder where lung function is impaired. Lung diseases can be caused by long-term and immediate exposure to smoking, secondhand smoke, air pollution, occupational hazards such as asbestos and silica dust, carcinogens that trigger tumor growth, infectious agents, and over reactive immune defenses. 

“Every year, about 400,000 Americans die from lung disease,” said Bernadette Toomey, President and CEO of the American Lung Association. “With our report, Lung Disease Data, we hope to provide valuable information on lung disease to the public, especially to people who become ill and their family members who are caring for them,” she continued.  

The American Lung Association strongly believes that if cigarette smoking, preventable premature childbirth, disregard for workers’ safety and violation of clean-air laws were to end today, a future largely free of the most lethal forms of lung disease would be possible.

Source: American Lung Association press release 06/27/08; Content edited for space

NHLBI to Begin Recruiting Patients for Phase III Clinical Trial

The National Heart Lung & Blood Institute (NHLBI), a division of the National Institutes of Health (NIH), says that it will begin recruiting patients with pulmonary fibrosis (PF) for a new clinical trial by the end of 2008. The Phase III clinical trial is evaluating the effectiveness of Prednisone, Azathioprine, and N-Acetylcysteine (The PANTHER-IPF Study). The study will determine the effectiveness of the antioxidant N-acetylcysteine (NAC), alone and in combination with an established PF medication regimen, at preventing the loss of lung function in people with PF, as measured by changes in forced vital capacity (FVC).

This study will enroll people with mild to moderate PF. Participants will be randomly assigned to receive for 60 weeks either combination treatment with prednisone, azathioprine, and NAC; NAC alone; or placebo. Study visits will occur at baseline and Weeks 4, 12, 24, 36, 48, and 60. At all study visits, a physical exam and blood collection will occur. At selected visits, the following study procedures will occur: lung function testing; urine collection; a 6-minute walk test, which will measure the distance walked in a 6-minute period; and questionnaires to assess health status, breathing, and quality of life. Participants will record medication usage and symptoms in a daily diary. Study researchers will review medical records and the Social Security death index five years after the end of the study to determine the incidence of death among study participants.

The study is being conducted at twelve medical centers around the country as part of the NIH-sponsored IPFNet. Please contact the NHLBI at (888)473-6381, or visit www.clinicaltrials.gov and search ‘panther’ for a complete listing of participating sites and eligibility information.

CPF Joins Medicare Rights Center in Collaborative Effort to Overturn the Medicare 24-Month Wait Period for People with Disabilities

As part of its ongoing effort to advocate for pulmonary fibrosis community nationwide, the CPF recently joined the “Coalition to End the Two-Year Waiting Period” sponsored by the Medicare Rights Center (www.medicarerightscenter.org), a national nonprofit group founded in 1989 to help more than 43 million older adults and people with disabilities get good, affordable health care.

The CPF has long advocated for the passage of the “Ending the Medicare Wait Period Disability Act”, introduced in Congress by Rep. Gene Green (D-TX) and Senator Jeff Bingaman (D-NM) originally in 2006.  The Act is expected to be reintroduced in the 2009 Congress.   Specifically, the Act would phase out the 24-month waiting period for disabled individuals to become eligible for Medicare benefits and eliminate the waiting period for individuals with life-threatening conditions.  Given that the median survival rate for pulmonary fibrosis patients is just 3 years, and the current administrative process to receive Medicare coverage upon becoming disabled is approximately 30-36 months, it is critical that those with PF are immediately exempt into Medicare coverage so they can access the care they need to survive.

To learn more about the Medicare Wait Period Act, or to learn about the CPF’s national advocacy campaign priorities for 2008 and beyond, please visit www.coalitionforpf.org/cpf_advocacy.

Coalition for Genetic Fairness Launches Online Guide for Newly Passed GINA Legislation

The Coalition for Genetic Fairness today announced the launch of an interactive, online guide to the landmark Genetic Information Nondiscrimination Act (GINA). The resource - What Does GINA Mean? A Guide to the Genetic Information Nondiscrimination Act - summarizes the protections of the first civil rights legislation passed in the new millennium and outlines its impact on the future of health in America. Fully effective November 2009, GINA is the first and only federal legislation that will provide protections against discrimination based on an individual’s genetic information in health insurance coverage and employment settings.

Access the guide at www.geneticfairness.org/ginaresource.html to learn about the history of the legislation, hypothetical situations of genetic discrimination, and key examples and definitions. The guide includes information for: the general public, clinicians and healthcare providers, employers, health insurers, researchers, and state officials.

The Coalition for Genetic Fairness is an alliance of advocacy organizations, health professionals, and industry leaders working to educate Congressional policymakers about the importance of legal protections for genetic information and ensure passage of meaningful genetic information nondiscrimination legislation.

House Passes Key Bill to Grant FDA Authority to Regulate Tobacco

On July 30, 2008, the U.S. House of Representatives passed new Legislation that would require the U.S. Food and Drug Administration (FDA) to regulate tobacco. The CPF and the American Thoracic Society (ATS) have strongly supported this legislation, given that recent research shows that more than 2/3 of patients diagnosed with PF have smoked for an average of 19 pack-years during their lives, which may have contributed to the development of their disease*, and given that increased regulation of the tobacco industry could reduce incidence of lung disease in the future.

The Family Smoking Prevention and Tobacco Control Act also calls for a scientific review of menthol in cigarettes, imposes tighter restrictions on tobacco advertising and creates new federal penalties for selling to minors. It still awaits approval by the Senate and President George W. Bush. Bush’s administration has already said he will veto the bill.

With the House approval and with 57 co-sponsors in the Senate, including presidential candidates Barack Obama (D-IL) and John McCain (R-AZ), the ATS, and the many other organizations involved in this effort, have never been closer to seeing the Bill’s passage. “We should not take passage for granted, however,” cautioned ATS President Jo Rae Wright, Ph.D. “Yes, there’s a simple majority in the Senate in favor of the bill, but we need 60 votes to prevent a filibuster and 67 votes to override the President’s threatened veto.”

What if the Senate passes the bill, but is unable to override the veto? Gary Ewart, Senior Director for Government Relations for ATS believes there is a good chance the bill will be taken up after the elections in the 2009 Congress. Because Obama and McCain are co-sponsors of the Senate bill, White House opposition should not be a factor in the 2009 Congress. 

Even if the President does veto the bill and the Senate cannot get enough votes to override, Mr. Ewart believes that getting the bill out of Congress is hugely important for setting up passage in 2009. The CPF and ATS encourages all its U.S. members to contact their senators in support of the FDA tobacco bill.

“I can’t think of another change that will save more Americans from lung disease, impaired quality of life and premature death than having the tobacco industry regulated in ways that sharply constrain its ability to create a new generation of addicts and deliver misleading messages about the health risks associated with smoking,” said Dr. Wright. “Every ATS member should make his or her voice heard.”

*Respiratory Medicine: Volume 101, Issue 6, June 2007, Pages 1350-1354: Patient experiences with pulmonary fibrosis; Collard, Tino, Noble, Shreve, Michaels, Carlson, Schwarz.
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Country Artist Joe Nichols Seeks Understanding of Disease that Claimed His Father

Tours of National Jewish Health with CPF

When country music star Joe Nichols’ father was diagnosed with pulmonary fibrosis (PF) in 2000 at the age of 45, Joe and his family were baffled. Like thousands of patients and families, they had never heard of the disease before it struck their family. Joe says the family was “in the dark completely” about the disease and they searched for answers, only to find very few.

Recently, the 31-year old Nichols toured National Jewish Health (Denver, CO), one of the world’s leading centers for the treatment and study of PF, with the CPF to gain a better understanding of what the patient and physician community is up against in their fight to cure the disease. NJH and the CPF hosted Joe, for a tour of the interstitial lung disease program and its research center. Joe, his wife, Heather, and his tour manager, Tony Stephens, saw pulmonary function testing areas as well as the CT scanning suite. They were given an opportunity to see CT scans and were provided explanation by NJH radiologist and PF expert David Lynch, M.D. 

“My experience with the disease is rather unpleasant. My dad’s case came on suddenly, and it was tough to diagnose. It is difficult to see a family member go through so many tests and still have so many questions unanswered. And when you get the answer, the prognosis is terminal,” said Joe Nichols.

Joe has turned his grief into action and advocacy, and has dedicated himself to helping others with the disease. He is working with the CPF to raise awareness of PF, he has recorded a new public service announcement (PSA) for the organization, and is also supporting the Nichols Fund for Hope, a new fund established by his fans at the CPF. Joe expressed his gratitude to the CPF for their work, and will continue lending his support for future fundraising and disease awareness initiatives.

Joe says seeing the National Jewish clinic and reviewing the technology helped him to see the bigger picture. “I think it brought color to some dark images in my mind about how this works and how it worked for my father and the last couple of years he lived after being diagnosed. I saw a patient at NJH knowing that he only has a certain amount of time left. And he is probably thinking the exact thing that my father thought. What can I do about this? What can anyone do about this? What caused it?” Joe said.

“When you hear the word terminal, automatically you start thinking a different way – it is a hopeless, helpless feeling. We are running cars on hydrogen now, for the life of me I can’t figure out why we can’t have some sort of idea where PF comes from and how to deal with it,” Joe said. “I think everybody deserves a shot at living. We need to address it with a little more urgency. This is a life and death situation and that is how we need to see it.”

Joe plans to use his celebrity to shed light on PF and to generate much needed attention to the disease. “It is hard to fathom my father’s death is a blessing, but in a little way it is. I can help make this thing beatable and make people aware,” he said.

“PF is fatal and that is not acceptable,” Joe said. “I think it sounds hopeless right now, but I think in the future, with enough time, enough funds and enough research, it is beatable. I’m holding on to that.”

“We need new research, more funding, people getting involved, other people like myself to step forward and say this has stricken my family and I would love to do something about this.” 

— Country music star Joe Nichols
To donate to the CPF through the Mike Nichols Fund of Hope, please visit: www.coalitionforpf.org/nichols or call the CPF at (888) 222-8541. 

Deirdre Roney offers tips to patients, families and friends for holding a successful fundraising event:   

“First and foremost, look at you and your friends and choose an event that you are confident you can have fun organizing, and that your friends will have fun attending,” she said. “Second, ask for fundraising and event advice and guidance from people you respect, including the people at the CPF. Third, ask for specific event help from friends who care about you, and whom you know to be good-hearted people, the sort who, when asked for help, give it.”

She cautions others who may want to hold fundraising events that they do not need to be huge galas or major events to be successful. “You can’t beat a barbeque, putt-putt golf, bowling, a run or walk, or a small dinner in your home,” she said. “CPF staff can help decide what will work and will provide guidance throughout the process.”

Roney suggests all CPF fundraisers incorporate the butterfly logo to brand their event and make it consistent with other CPF fundraisers. “The butterfly logo works,” Roney said. The logo appears to be a butterfly, but is actually an image of inverted lungs. “It is nice when people see a butterfly, they think of the CPF,” she said.

Anyone can hold a successful fundraising event, Roney says, regardless of how large or how small the event. “It is easier than you think. This is not rocket science. And it is more rewarding than you can imagine.”

Passion to Support the CPF Exceeds the Roney Families’ Grief

For CPF Board member Deirdre Roney, finding a treatment and a cure for pulmonary fibrosis (PF) is not only the mission of the foundation, it is her personal mission, as well.  Having lost seven people in her family to the devastating disease, Roney knows incredible grief firsthand, but turns it into positive energy to fuel her drive to fund research and find answers.

“My grandmother, all of her six children, and most recently, my first cousin (36-years-old), were diagnosed with PF. PF killed all but one. Since it seems we have the familial form of PF, we know we have about a 50 percent chance of contracting the disease. I have four siblings, two children, and nine nieces and nephews who live with those odds,” Roney said.  

To date, Roney has raised nearly $750,000 for the CPF in the last few years which includes a very successful event held this past September involving 150 poeple.

The Harvard Law School graduate and attorney says it was her experience in law that helped her do her own research on how disease research is carried out in the U.S. “It became clear, through my research, that a stand-alone non-profit like the CPF is most successful at bringing a disease from fatal to treatable,” Roney said.

The CPF model, including a defined, strategic research plan that invites university researchers to apply for competitive, peer-reviewed grants, is a winning model, according to Roney. “The CPF can guide all research towards the goal of finding find new treatments, and fund the research that most advances research towards a cure,” she said. 

 “I know the CPF partners with universities in many areas and it can award grants through its extensive medical and granting expertise and partnerships with respected medical organizations like the American Thoracic Society. The CPF knows how to craft and then monitor partnership grants in ways that no individual donor could manage. 

Rather than running from PF and living in denial, Roney has chosen to speak out and to face it head on. “If - when - the next person in my family gets PF, I needed to be able to look myself, and them, in the eyes, and say I did everything I could to help them,” she said. “I cannot personally save my family, but I can, through the CPF, take the opportunity to try.”

CPF Appoints Steven Nathan, M.D. to Scientific Advisory Board
The CPF is proud to announce that Steven Nathan, M.D. has been appointed to its Scientific Advisory Board. Dr. Nathan brings broad clinical experience, and has long been active in the work of the CPF.

Dr. Nathan is the Director of the Advanced Lung Disease Program and the Medical Director of the Lung Transplant Program at Inova Fairfax Hospital in Falls Church, Virginia. He is also an Affiliate Professor of Biomedical Sciences at George Mason University. He received his medical degree at the University of the Witwatersrand Medical School in Johannesburg, South Africa and completed his internship in Internal Medicine and General Surgery at the Johannesburg Hospital, and completing his fellowships in Pulmonary Medicine, Critical Care, and Lung Transplantation at Cedars-Sinai Medical Center in Los Angeles, California. He is board certified in Internal Medicine, Pulmonary Diseases, and Critical Care Medicine. 

Dr. Nathan has been widely published in a number of peer-reviewed journals and publications, such as Chest and the Journal of Heart and Lung Transplantation. He is a member of several professional medical associations, including the American Thoracic Society and the International Society for Heart and Lung Transplantation, and is a member of the American College of Chest Physicians Network Interstitial Lung Disease Steering Committee. 
Considering Making a Charitable Gift of Stock? It’s as Easy as Picking up the Phone!

The CPF can accept charitable gifts of marketable securities through our financial advisors at Morgan Stanley. The gift of a financial instrument (stocks or bonds) allows you to make a gift for the full value of the instrument without incurring any transaction costs or recognizing any taxable gain- and apply that value in the preparation of their tax planning. Restricted stock gifts can also be accepted by the CPF taking custody of “Rule 144” restricted securities, and process the legend removal and sale of those securities with the same results as described above (or private equity until such time as there is a monetization event). 

If you are considering a gift of securities as part of your year-end financial planning, please contact – or have your financial advisor contact - the CPF’s Mishka Michon at 888-222-8541 to learn how we can help.

Patient’s Family Honors Him while Raising Funds for the CPF

Sisters Sherry Luik, Tammy Parker and Denise Garrett received news that their father, Pat Radomile, was accepted on the transplant list at the Cleveland Clinic just a week after they held a fundraising event to honor him, and support the CPF.  The sisters, along with their mother, Helga Radomile, held a dinner for Pat on July 26th in Eastlake, Ohio and raised more than $6,000 for the CPF. 

“Our goal of helping raise awareness of this devastating, yet little known disease has been met by hundreds who are not only aware, but also became partners to help bring about change in the lives of so many who are diagnosed with pulmonary fibrosis each year,” Sherry Luik said. 

The event, held at Frankie’s Pub & Pasta, included dinner, a silent auction and local entertainment. “It really helped our family come together to help support him,” Sherry said.

Pat Radomile was the driving force behind the establishment of a support group at the Cleveland Clinic in 2003, and the group remains active today. He has also joined the CPF in the campaign for support of H.R. 6567- the Pulmonary Fibrosis Research Act - by asking his friends to write letters to their Members of Congress. We are grateful to Pat and his family for their continued work supporting the CPF, and supporting patients everywhere.

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. 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.

To contribute by phone using any major credit card, please call the CPF at (888) 222-8541.

Should you wish to make a tax-deductible contribution to the CPF, 

we encourage you to send your check or money order to:


Coalition for Pulmonary Fibrosis


Suite F, #227


1659 Branham Lane


San Jose, CA 95118-5226
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.

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.
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About the Coalition for Pulmonary Fibrosis

The Coalition for Pulmonary Fibrosis (CPF) is a 501(c)(3) nonprofit organization, founded in 2001 to accelerate research efforts leading to a cure for pulmonary fibrosis (PF), while educating, supporting, and advocating for the community of patients, families, and medical professionals fighting this disease. The CPF funds promising research into new approaches to treat and cure pulmonary fibrosis; provides patients and families with comprehensive education materials, resources, and hope; serves as a voice for national advocacy of PF issues; and works to improve awareness of PF in the medical community as well as the general public. The CPF’s nonprofit partners include many of the most respected medical centers and healthcare organizations in the U.S. With more than 17,000 members nationwide, the CPF is the nation’s largest nonprofit organization dedicated to advocating for those with pulmonary fibrosis. For more information please visit www.coalitionforpf.org or call (888) 222-8541.

