Action Alert

January – April 2010

CPF and Congressional Champions Surpass Goal with 123 Co-Sponsors on the Pulmonary Fibrosis Research Enhancement Act

Next Steps - H.R. 1079 Vote on the House Floor and Introduction of Senate Companion Bill

Thanks to the proactive outreach of CPF members including patients, family members, caregivers and medical professionals, the CPF and Congressional champions Brian Baird (D-WA) and Mike Castle (R-DE) surpassed their initial goal of adding 100 co-sponsors to the Pulmonary Fibrosis Research Enhancement Act (H.R. 1079). As of March 22, 2010, the bill had 123 co-sponsors.

The Pulmonary Fibrosis Research Enhancement Act (PFREA) would be watershed legislation, if passed. One of the most important factors in disease research is basic information about who has the disease, where they are in the country, what their exposures to toxins might have been as well as a myriad of other points of information that provides researchers information about the trajectory of a disease. Registries have been funded and successfully formed for other diseases, but a registry has never been created for PF.

Passage in the House as well as introduction for subsequent passage of a companion bill in the Senate (expected to be introduced in the coming weeks) will be the next hurdles for the Pulmonary Fibrosis Research Enhancement Act (H.R. 1079). It is hoped that the Senate bill will mirror the language of the House version.

The CPF continues its efforts to garner increased support in Congress by encouraging its members to reach out to their elected leaders. The success of the House campaign has demonstrated that constituent campaigns can be effective in bringing urgently needed attention to a cause.

Letters, emails and phone calls are all excellent vehicles for communicating the message. 

Action Requested:

Call, mail or email your member of Congress today to urge support for H.R. 1079, the Pulmonary Fibrosis Research Enhancement Act - introduced by Rep. Brian Baird and Rep. Mike Castle. It’s quick and easy - see instructions below. Specifically, please ask Your Member of Congress to Co-sponsor H.R. 1079!

Calling Congress

The Capitol Switchboard number is (202) 224-3121.

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 pulmonary fibrosis (patient, family member of patient, caregiver) in (your town). I am calling to urge Rep. ______ to support pulmonary fibrosis patients by signing on as a co-sponsor of the Pulmonary Fibrosis Research Enhancement Act. This critically important legislation will create a much-needed patient registry and will finally move research forward in PF, helping identify treatments and a cure. Please support patients and families by supporting H.R. 1079.”

If you choose to email or mail a letter to your Member of Congress, here is a sample letter:

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. H.R. 1079 calls for the creation of a national patient registry and asks the NIH to increase research into the deadly disease. There are currently 123 Members of Congress signed onto this bill.

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 IPF. Despite its prevalence, very little is known about IPF and there is no known cause or FDA-approved treatment.

Please consider co-sponsoring the bill - we need your support. Rep. Brian Baird (D-WA) is leading this bipartisan effort along with Rep. Mike Castle (R-DE). Please contact Anne Meyers, Policy Advisor, in Rep. Baird’s office or Olivia Kurtz, Health Legislative Assistant, in Rep. Castle’s office to sign on as a co-sponsor.

Sincerely,

[Your Name]

[Your Address]

[City, State ZIP]

List of H.R. 1079 Co-sponsors (update March 17, 2010):

Rep Baca, Joe [CA-43] - 12/1/09

Rep Barrow, John [GA-12] - 11/5/09

Rep Bishop, Rob [UT-1] - 10/1/09

Rep Bishop, Sanford D., Jr. [GA-2] - 2/4/10

Rep Blackburn, Marsha [TN-7] - 7/31/09

Rep Blumenauer, Earl [OR-3] - 2/4/10

Rep Blunt, Roy [MO-7] - 2/22/10

Rep Boccieri, John A. [OH-16] - 5/6/09

Rep Bono Mack, Mary [CA-45] - 2/4/10

Rep Boozman, John [AR-3] - 9/10/09

Rep Boren, Dan [OK-2] - 3/11/09

Rep Boucher, Rick [VA-9] - 12/1/09

Rep Brady, Kevin [TX-8] - 2/4/10

Rep Braley, Bruce L. [IA-1] - 10/22/09

Rep Burgess, Michael C. [TX-26] - 6/12/09

Rep Butterfield, G. K. [NC-1] - 2/4/10

Rep Capps, Lois [CA-23] - 3/9/10

Rep Cardoza, Dennis A. [CA-18] - 7/21/09

Rep Carney, Christopher P. [PA-10] - 3/4/10

Rep Carson, Andre [IN-7] - 3/4/10

Rep Castle, Michael N. [DE] - 2/13/09

Rep Christensen, Donna M. [VI] - 2/4/10

Rep Cohen, Steve [TN-9] - 1/20/10

Rep Connolly, Gerald E. [VA-11] - 12/16/09

Rep Conyers, John, Jr. [MI-14] - 2/4/10

Rep Courtney, Joe [CT-2] - 1/27/10

Rep Cummings, Elijah E. [MD-7] - 12/14/09

Rep Deal, Nathan [GA-9] - 2/13/09

Rep DeFazio, Peter A. [OR-4] - 7/21/09

Rep DeGette, Diana [CO-1] - 9/25/09

Rep Diaz-Balart, Lincoln [FL-21] - 9/17/09

Rep Dicks, Norman D. [WA-6] - 2/13/09

Rep Doyle, Michael F. [PA-14] - 2/4/10

Rep Edwards, Donna F. [MD-4] - 2/4/10

Rep Ellison, Keith [MN-5] - 10/6/09

Rep Ellsworth, Brad [IN-8] - 2/22/10

Rep Emerson, Jo Ann [MO-8] - 2/4/10

Rep Eshoo, Anna G. [CA-14] - 2/4/10

Rep Frank, Barney [MA-4] - 9/17/09

Rep Franks, Trent [AZ-2] - 1/13/10

Rep Gallegly, Elton [CA-24] - 9/10/09

Rep Gerlach, Jim [PA-6] - 2/13/09

Rep Gingrey, Phil [GA-11] - 12/3/09

Rep Gonzalez, Charles A. [TX-20] - 2/4/10

Rep Goodlatte, Bob [VA-6] - 3/11/09

Rep Gordon, Bart [TN-6] - 3/26/09

Rep Green, Gene [TX-29] - 9/17/09

Rep Grijalva, Raul M. [AZ-7] - 12/16/09

Rep Hall, John J. [NY-19] - 5/6/09

Rep Hall, Ralph M. [TX-4] - 2/4/10

Rep Harman, Jane [CA-36] - 2/13/09

Rep Harper, Gregg [MS-3] - 5/6/09

Rep Hill, Baron P. [IN-9] - 3/3/10

Rep Hinchey, Maurice D. [NY-22] - 2/4/10

Rep Hirono, Mazie K. [HI-2] - 2/4/10

Rep Hodes, Paul W. [NH-2] - 2/4/10

Rep Holt, Rush D. [NJ-12] - 12/14/09

Rep Inslee, Jay [WA-1] - 2/4/10

Rep Jones, Walter B., Jr. [NC-3] - 9/10/09

Rep Kaptur, Marcy [OH-9] - 2/13/09

Rep Kilroy, Mary Jo [OH-15] - 2/25/10

Rep Kirk, Mark Steven [IL-10] - 2/13/09

Rep Kosmas, Suzanne M. [FL-24] - 10/13/09

Rep Langein, James R. [RI-2] - 12/8/09

Rep Larsen, Rick [WA-2] - 1/12/10

Rep Latham, Tom [IA-4] - 3/26/09

Rep LaTourette, Steven C. [OH-14] - 2/13/09

Rep Lewis, John [GA-5] - 2/4/10

Rep Linder, John [GA-7] - 2/4/10

Rep Loebsack, David [IA-2] - 10/22/09

Rep Lofgren, Zoe [CA-16] - 2/13/09

Rep Mack, Connie [FL-14] - 2/4/10

Rep Markey, Betsy [CO-4] - 1/20/10

Rep Marshall, Jim [GA-8] - 4/27/09

Rep Matheson, Jim [UT-2] - 2/4/10

Rep Matsui, Doris O. [CA-5] - 2/4/10

Rep McCotter, Thaddeus G. [MI-11] - 9/10/09

Rep McGovern, James P. [MA-3] - 4/27/09

Rep Melancon, Charlie [LA-3] - 2/4/10

Rep Minnick, Walter [ID-1] - 5/6/09

Rep Moran, James P. [VA-8] - 3/11/09

Rep Murphy, Christopher S. [CT-5] - 9/17/09

Rep Murphy, Patrick J. [PA-8] - 2/4/10

Rep Murphy, Tim [PA-18] - 2/4/10

Rep Napolitano, Grace F. [CA-38] - 5/6/09

Rep Pascrell, Bill, Jr. [NJ-8] - 4/27/09

Rep Paulsen, Erik [MN-3] - 9/17/09

Rep Pingree, Chellie [ME-1] - 2/3/10

Rep Pitts, Joseph R. [PA-16] - 9/22/09

Rep Platts, Todd Russell [PA-19] - 6/12/09

Rep Price, David E. [NC-4] - 5/20/09

Rep Reyes, Silvestre [TX-16] - 2/4/10

Rep Rogers, Mike D. [AL-3] - 9/17/09

Rep Rothman, Steven R. [NJ-9] - 2/3/10

Rep Roybal-Allard, Lucille [CA-34] - 9/17/09

Rep Ryan, Tim [OH-17] - 1/13/10

Rep Sarbanes, John P. [MD-3] - 3/26/09

Rep Scalise, Steve [LA-1] - 10/6/09

Rep Schakowsky, Janice D. [IL-9] - 9/22/09

Rep Schiff, Adam B. [CA-29] - 10/6/09

Rep Sestak, Joe [PA-7] - 6/12/09

Rep Sherman, Brad [CA-27] - 7/30/09

Rep Shimkus, John [IL-19] - 2/4/10

Rep Simpson, Michael K. [ID-2] - 9/10/09

Rep Smith, Adam [WA-9] - 2/4/10

Rep Space, Zachary T. [OH-18] - 2/13/09

Rep Stupak, Bart [MI-1] - 2/4/10

Rep Sutton, Betty [OH-13] - 2/3/10

Rep Taylor, Gene [MS-4] - 2/4/10

Rep Thompson, Bennie G. [MS-2] - 2/4/10

Rep Tierney, John F. [MA-6] - 2/13/09

Rep Tonko, Paul D. [NY-21] - 2/4/10

Rep Towns, Edolphus [NY-10] - 10/6/09

Rep Tsongas, Niki [MA-5] - 2/4/10

Rep Upton, Fred [MI-6] - 2/4/10

Rep Van Hollen, Chris [MD-8] - 9/10/09

Rep Walden, Greg [OR-2] - 2/4/10

Rep Walz, Timothy J. [MN-1] - 2/25/10

Rep Weiner, Anthony D. [NY-9] - 2/4/10

Rep Welch, Peter [VT] - 5/20/09

Rep Wolf, Frank R. [VA-10] - 3/11/09

Rep Woolsey, Lynn C. [CA-6] - 12/14/09

Rep Young, C.W. Bill [FL-10] - 2/13/09

Coalition for Pulmonary Fibrosis Joins World-Wide Year of the Lung Effort

Campaign Seeks to Raise Awareness of Lung Disease, Change Perceptions and Help Patients

The Coalition for Pulmonary Fibrosis (CPF) is joining with the American Thoracic Society (ATS) and lung health organizations around the globe for 2010 Year of the Lung, a multi faceted campaign that aims to raise awareness about the importance of lung health, generate social and political support for preventing and treating lung disease, and encouraging increased public and private funding for lung disease research and development. 

The CPF was asked by ATS to serve on the Year of the Lung committee and will work in partnership with the ATS and other global organizations during the 12-month campaign. 

With leadership by the ATS and the Forum of International Respiratory Societies, this special campaign is a global effort to unite health advocates in the field behind a single purpose: to convey the urgency of the threat lung disease poses to the public’s health and galvanize support that will make a difference in hundreds of millions of lives by developing new prevention strategies and treatments.

“We are thrilled to participate in this worldwide effort to unify the voices of lung health organizations and patient organizations to change public perceptions of lung disease and help to increase attention and research funding so lives can be saved,” said Mishka Michon, Chief Executive Officer of the Coalition for Pulmonary Fibrosis. “It is our hope that the year’s effort will drive home the urgency of the need for expanded investment in treating lung diseases, which has not been a priority for the federal government.”

With hundreds of millions of people suffering each year from lung disease, raising awareness about the importance of lung health is critical. There is a huge need to transform the way people think about and treat their lungs. Heart disease and most forms of cancer have benefited from increases in public awareness and have seen more treatments developed and more lives saved, as a result. Lung health has long been neglected in public discourse and rates of people affected by lung disease, including PF, are increasing at an alarming rate globally.

The Year of the Lung is a call to action to policy makers, donors and researchers for increased awareness of lung disease while reducing the stigma associated with it, increased funding for lung health R&D by the public and private sector, and improvement in diagnosis time and treatment outcomes for lung disease patients. 

The CPF encourages you to hold your own event to celebrate Year of the Lung and to continue the CPF’s efforts to support patients and families and to find treatments and a cure. For more information, visit www.coalitionforpf.org. 

We are thrilled to participate in this worldwide effort to unify the voices of lung health organizations and patient organizations to change public perceptions of lung disease and help to increase attention and research funding so lives can be saved.  

– Mishka Michon
Dear CPF Family and Friends;

We have all just been through a tumultuous and difficult year, and the CPF owes great thanks to all those who have continued supporting the urgent and vital work we are doing...with your time, your efforts, and your dollars. You have insured that we can serve the patients who call us every day for help and resources, that we can fund research to find a cure, and that we can protect the PF community through our advocacy, while simultaneously increasing the public’s awareness of the threat of PF. We have seen important nonprofit organizations permanently lose their footing during this terrible past year, but your consistent and expanding support, at every level, has contributed immeasurably to our fiscal health. 

2010 will require an even more diligent effort, from all of us, to keep the CPF’s efforts going and growing. To that end, we are joining the very special program mounted by the American Thoracic Society (ATS), and lung health organizations around the globe, for the Year of the Lung. By uniting organizations across the globe to bring attention to lung disease and the need for advances in prevention and treatment, the ATS effort will help build momentum in research, as well as standards of care for all those millions dealing with lung issues.

We know that the ATS campaign will engender attention and progress, but on its own, the CPF has generated positive results this past year. There are, as of this writing, 123 co-sponsors to our US Congressional allocation bill, the Pulmonary Fibrosis Research Enhancement Act (H.R. 1079); research is now light years ahead of where it was just 10 or even 5 years ago, with one drug up for FDA review and others moving into the pipeline. There are grassroots awareness and fundraising efforts, as well as an increasing number of support groups all over the country helping to spread the word about the need for answers to this disease. 

The simple growth of our membership, to over 23,000 throughout America, bears witness to the ever-increasing numbers of people becoming involved with our cause. Please continue to read our CPF newsletter, and share it widely, and visit our website often to learn all the latest research information.

On a personal level, I want to share with you that it never fails to be deeply touching and truly inspirational for me when I meet our extraordinarily brave patients, and their loved ones, throughout the year and around the country. I recall the lovely 28 year-old woman who I met at a patient support group meeting recently, who amazed me with her strength as well as her determination to be of help to others…the transplanted patients who I met at another support group meeting who continue to attend meetings and give of their time so that other patients see that there is hope…and often, the long-term patients who are having a pretty tough time, but still find the energy and willingness to be funny, and who have come to treat each moment as a gift. It is in the presence of all these patients I find inspiration. 

Serving the PF community is a profound honor for me. I thank all of you for everything you do, whether a patient, caregiver, donor, or volunteer…this work is an opportunity for all of us to directly impact the lives of thousands of people. And I thank our staff, whose commitment to this work makes our success possible.

With great appreciation,

Mishka Michon, CEO

Coalition for Pulmonary Fibrosis

UPCOMING EVENTS

Below is a current list of events confirmed for 2010. The list changes often, so please go to our website at coalitionforpf.org/AboutUs/Events/default.asp

May 10
Wing BIG for PF – Hermosa Beach, CA. 

Try your luck at our first annual Casino Night. Enjoy food, drinks and games. 

May 22
3rd Annual NYC Run/Walk – New York, NY

Join others for a 5K in beautiful Central Park to help raise awareness and funds.

June 3

Night of the Butterfly – Chicago, IL 

Continuing the BIG Ball tradition, enjoy an evening of celebration with cocktails and wonderful auction items.

June 13

3rd Annual Greg Chandler Memorial Golf Tournament – Webster, NY 

Tee off for a great cause and celebrate a great day of golf with dinner, raffle, and auction.

June 21 & 22

Chili’s Fundraiser - Yuba City, CA

Yuba City’s Chili’s will donate 10% of your check from 11am–10pm. Please view the flyer found on our website.

September 17

Cocktail Fundraiser - Morrisville, NC 

Inaugural cocktail reception with wonderful entertainment and prizes.

October 3

Second Annual Ed’s Walk for Pulmonary Fibrosis – Mission Viejo, CA 

Enjoy the 5K stroll along beautiful Lake Mission Viejo.

October 9

Butterfly Garden Party – Malibu, CA 

Relax with music, gourmet food, and drinks at an ocean view estate.

October 10

Bank of America Chicago Marathon – Chicago, IL

Join the CPF team and help raise awareness and funds as you run.

CPF Joins ATS Lobby Day for Fourth Year

The CPF joined ATS members on Capitol Hill March 3rd, 2010 to meet with members of Congress and their staffs regarding issues that are important to efforts in lung diseases, including Pulmonary Fibrosis, for the fourth consecutive year. ATS members were joined by members of the ATS Public Advisory Roundtable, of which CPF is a part, for the lobby day in Washington D.C. 

More than 40 ATS advocates from 20 states descended on Capitol Hill to raise awareness on lung diseases by calling for the support of a congressional resolution on the Year of the Lung. ATS members also advocated for comprehensive health care reform that includes meaningful malpractice reform, a permanent fix to the sustainable growth rate (SGR) formula and Medicare coverage of payments for end of life counseling. Additionally, they made the case for increased funding for federal research programs at National Institutes of Health, Centers for Disease Control and Veteran’s Administration.

Prior to setting off for their congressional visits for the day, ATS members heard calls to action on health reform from Reps. Steve Kagen (D-WI) and Diana DeGette (D-CO) at a morning briefing. Then, ATS advocates visited over 80 House and Senate offices including 13 in-person meetings with Representatives and Senators. ATS president-elect Dean Schraufnagel, M.D., met with his Representative, Danny Davis (D-IL) and had a conversation about everything from lung disease research to smoking cessation. Other Representatives and Senators that ATS members met with personally are: Sen. Inouye (D-HI), chair of the Senate Appropriations Committee, Sen. Whitehouse (D-RI), Sen. Reed (D-RI), Rep. Cohen (D-TN), Rep. Blackburn (R-TN), Sen. Murray (D-WA), Rep. Wu (D-OR), Rep. Schmidt (R-OH), Rep. Welch (D-VT), Rep. Myrick (R-NC), Rep. Heinrich (D-NM) and Sen. Udall (D-CO).

Following a full day of visits with their House representatives and Senators, the ATS delegations were updated on health reform and tuberculosis control efforts by Sen. Sherrod Browns (D-OH) health policy staff member, Jessica McNiece, and on clean air and environmental health issues by Dan Costa, National Program Director for Clean Air Research at EPA and John Balbus, M.D., Public Health Advisor with the National Institute of Environmental Health Sciences. 

Please visit us on Facebook!

Just got to our website at www.coalitionforpf.org and look for the Facebook link on our home page.

PF Patients Win Recognition by Social Security Administration

Idiopathic Pulmonary Fibrosis (IPF) Included on Newest Disease Listing of Compassionate Allowances

The Coalition for Pulmonary Fibrosis (CPF) is praising Social Security Commissioner Michael Astrue’s announcement via press release that Idiopathic Pulmonary Fibrosis (IPF), also known as Pulmonary Fibrosis (PF), and a listing of 37 other diseases and life-threatening medical conditions are the latest additions to Social Security’s “Compassionate Allowances” program.

The “Compassionate Allowances” program provides expedited review of disability applications from people with severely disabling conditions.

“This is a watershed day for our patients and their families,” said Mishka Michon, CEO of the Coalition for Pulmonary Fibrosis. “Historically, most of our patients have been repeatedly denied disability by Social Security and much needed benefits have been delayed to them. Now, our patients will be able to receive their benefits before it is too late for them.”

According to Commissioner Astrue, “The expansion we are announcing today means tens of thousands of Americans with devastating disabilities will now get approved for benefits in a matter of days rather than months and years.”

Compassionate Allowances are a way of quickly identifying diseases and other medical conditions that clearly qualify for Social Security and Supplemental Security Income disability benefits. It allows the agency to electronically target and make speedy decisions for the most obviously disabled individuals. In developing the expanded list of conditions, Social Security held public hearings and worked closely with the National Institutes of Health and the National Organization for Rare Disorders, of which the CPF is a member, and other groups.

Social Security began electronically targeting these 38 new conditions, including IPF, March 1, 2010.

For more information on applying for Social Security Disability, visit: www.ssa.gov/applyfordisability

Please note: if you have already been approved for Social Security Disability, there is no need to reapply.

CPF/University of Chicago Event a Huge Success!

The patient education event held in at the Wyndham Lisle Hotel in Lisle, IL, just outside of Chicago, was attended by approximately 160 patients and caregivers. The speakers covered multiple topics of interest for PF patients:


-
Mishka Michon, CEO of the CPF, introduced the work of the organization to the patients. 


-
Dr. Imre Noth, from the University of Chicago, shared important information about what to do when you have a diagnosis of PF and what patients will experience both in terms of their symptoms and potential support from the medical and research communities. 


-
Trey Schwab, a former basketball coach who now serves as the Outreach Coordinator for the University of Wisconsin Organ Donation Program, took the audience through his early days as a patient to his successful transplantation surgery – Trey shared the inspiring story of dealing with the challenge of continuing to work despite his diagnosis. 


-
Dr. Robert Love of Loyola Hospital at Loyola University helped the attendees understand the process of becoming a transplantation candidate and what patients can expect if they choose lung transplantation as their ultimate treatment for PF. 


-
Dr. Keith Meyer took the audience through the available information on current drug trials, what seem to be promising pathways, and why drug trials are essential for any future hope of a cure. 


-
Donna Serlin, RRT with the Edward Hospital Pulmonary Rehabilitation program, rallied the patients and caregivers to the concept of getting involved with rehabilitation, taking control of their life and health, and working to approach each day as an opportunity to stay strong.

The presentations by these experts from will soon be available on the CPF website for your viewing. Please check www.coalitionforpf.org/cpf_resources.php

InterMune gets FDA priority review for Pirfenidone

InterMune Inc. said that its new drug application for its idiopathic pulmonary fibrosis treatment pirfenidone has been granted priority review from the U.S. Food and Drug Administration. This designation could cut the application’s target review period from 10 months down to six months. The FDA has set the date of May 4 for final review. 

Source: MarketWatch

President Obama Releases Proposed 2011 Budget Including Increases in Many Areas of Health Spending

The President recently released the proposed budget for fiscal year (FY) 2011. The President’s budget proposal is $3.8 trillion in total, a 5.7% increase in federal spending over FY2010. The following are some highlights of the proposed health research and services budget:

• The National Institutes of Health (NIH) receives a $1 billion increase (+3.2%) for a total funding of $32.23 billion.
The NIH received $10 billion in stimulus funding over the past two years. The budget does NOT include stimulus funds in calculating the NIH budget base, so while the NIH is receiving a 3.2% increase over the 2010 base budget, the NIH’s total budget will shrink after the stimulus funds have expired.
 • The Centers for Disease Control’s budget is cut by $125 million (-2%), for a total funding level of $6.342 billion.

• The Veteran’s Administration budget is increased $9 million (+1.9 percent), for a total funding level $591 million. 

• The Environmental Protection Agency’s budget is cut of $270 million (-2.6%) for a funding level of $10.020 billion. 

• The FDA received an increase of $146 million (+7%), for a funding level of $2.508 billion.

The next steps in the annual budget process are for the House and Senate Appropriations Committees to draft FY2011 spending bills, which are usually ready in April. The President’s budget serves as a guideline to the Appropriations Committees, who may allocate different funding levels for programs.

Source: American Thoracic Society; article edited for space

2010 American Thoracic Society International Conference

May 14-19, 2010

New Orleans, Louisiana

The annual ATS meeting for medical professionals will provide a comprehensive review of the latest information on the diagnosis and treatment of respiratory diseases, critical illnesses and sleep disorders. In addition, more than 5,000 original research abstracts will be presented, giving attendees new perspectives on the clinical, basic science and translational discoveries that will shape the future of adult and pediatric respiratory care. For more information, please contact the ATS International Conference Department at (212) 315-8652 or conference@thoracic.org.

Breathing Easy in the Big Easy

Patients, Families and Caregivers Invited to Free Lung Disease Event in New Orleans During the International Conference of the American Thoracic Society

Pulmonary Fibrosis patients, families and caregivers are invited to participate in and attend the free “Breathing Easy in the Big Easy” Breathing Better Forum during the American Thoracic Society’s (ATS) International Conference in New Orleans Louis on May 15, 2010 in New Orleans, Louisiana.

A special session has been added to the forum, which is in its fourth consecutive year, called “Meet the Expert.” Experts in several lung disease areas, including PF, will be available for intimate conversations and questions and answers. Greg Cosgrove, M.D., from National Jewish Health in Denver, Colorado will be available at the “Meet the Experts” event to answer questions and concerns on PF. 

The Breathing Better events will take place on May 15, 2010 at the Hilton Riverside Hotel (Grand Salon) in New Orleans. The “Meet the Expert” session will be held from 11:00 a.m. – 12:30 p.m. and the Breathing Better Forum will continue from 1 p.m. – 4 p.m. followed by a reception. 

The Breathing Better forum is an event hosted by the ATS Public Advisory Roundtable (ATS PAR), the patient voice of the medical organization. The CPF is a member of the ATS PAR.

The Coalition for Pulmonary Fibrosis and American Thoracic Society Continue Commitment to Pulmonary Fibrosis Research

CPF Commits to ATS to Fund Four New 2-Year Grants Totaling $200,000

The Coalition for Pulmonary Fibrosis (CPF) and the American Thoracic Society (ATS), the world’s leading professional organization for pulmonary, critical care and sleep physicians, today announced that the CPF will again partner with the ATS to fund Pulmonary Fibrosis (PF) research. The CPF and the Pulmonary Fibrosis Foundation (PFF) will each commit $200,000 to co-fund four two-year research grants and the ATS will provide management of the grants.

“We are happy to continue this important partnership with ATS,” said Marvin Schwarz, M.D. chairman of the CPF and the James C. Campbell Professor of Medicine at the University of Colorado Denver School of Medicine. “We are making progress in the disease at an impressive rate and working with the ATS to fund the most promising research is critical.”

Research in PF has been minimal historically compared with research into other diseases, including diseases that affect fewer Americans and that are not imminently deadly like PF. The CPF is committed to increasing the amount of research in PF by contributing directly to PF research efforts. 

“We thank the CPF for their commitment to the ATS Research Program,” said Sharon Rounds, M.D., past president of ATS and chair of the ATS Scientific Advisory Committee. “Through our partnership with the CPF, we are able to advance the careers of young investigators conducting groundbreaking research in Pulmonary Fibrosis.”

Past CPF/ATS Partnership Awards have been granted to:


•
Sonye K. Danoff, M.D., Ph.D. at Johns Hopkins University: “VEGF: Marker or mediator of lung injury in pulmonary fibrosis?” Her research is currently testing the hypothesis that locally elevated levels of vascular endothelial growth factor (VEGF) in the lungs of patients with autoimmune pulmonary fibrosis contribute to disease progression.


•
Andrew Tager, M.D., Assistant Professor at Harvard Medical School in the Pulmonary and Critical Care Division and at Massachusetts General Hospital: (LPA) and its Receptor LPA1” – His study is investigating the role of Lysophosphatidic Acid (LPA) and its cognate receptor LPA1 in lung injury and fibroproliferation following bleomycin treatment. 


•
Harikrishna Tanjore, Ph.D. in the Center for Lung Research at Vanderbilt University Medical Center: The study’s purpose was to determine the extent to which epithelial to mesenchymal transition (EMT) contributes to lung fibrosis and to investigate the role of TGFβ in EMT in the lungs.


•
Melissa Hunter Piper, Ph.D. at the Davis Heart and Lung Research Institute at Ohio State University: a study focused on whether the loss of the expression of miR-17-92 (microRNA) cluster contributes to the pathogenesis of pulmonary fibrosis.

The ATS/CPF Partnership Grant for Pulmonary Fibrosis was established in 2006. 

CPF and ATS intend to continue expanding this important partnership by establishing, in conjunction with the PFF, the two-year grants to be awarded in September 2010 to advance PF research efforts in the United States. 

Blood Test Could Identify Severity of Idiopathic Pulmonary Fibrosis

A simple blood test could predict which patients with idiopathic pulmonary fibrosis (IPF) will become severely ill and can hopefully help researchers and physicians influence their treatment, according a study published online in PLoS One.

“If we knew who was in the gravest danger from this illness, we could direct them to lung transplantation or experimental therapy immediately,” said Steven R. Duncan,  M.D., Division of Pulmonary, Allergy and Critical Care Medicine, University of Pittsburgh School of Medicine, Pittsburgh, Pennsylvania. “Also, we could possibly avoid prescribing grueling treatments for people whose disease is fairly stable.”

Dr. Duncan and colleagues collected blood samples from 89 patients with IPF at various stages of disease severity, as well as 32 healthy individuals for comparison, and examined CD4 T-cells. The cells, which typically respond to infectious threats, normally carry a surface protein called CD28.

The CD4 T-cells still bore their CD28 markers among patients whose disease was relatively stable, but, as a patient’s disease got worse, the CD4 T-cells lost their CD28 protein markers and the cells were unusually “revved up,” as Dr. Duncan put it. The greater the proportion of these distinctly abnormal cells in the blood, the greater the likelihood that the patient would quickly become gravely ill. In the study group, these patients were the ones who were most likely to require a lung transplant or to die within 12 months.

“We suspect that as these CD4 cells repeatedly multiply, subsequent generations become abnormal,” Dr. Duncan said. “The altered cells send out signals that promote inflammatory processes, which perhaps could lead to the fibrosis of the lung tissue that characterizes IPF.”

“What is remarkable about this result is that it suggests that we may be able to develop a screening test for patients with idiopathic pulmonary fibrosis, much like cholesterol levels in the case of atherosclerosis, that identifies the patients at greatest need for referral for life-saving lung transplantation,” said Mark T. Gladwin, M.D., Division of Pulmonary, Allergy and Critical Care Medicine, at the Pittsburgh School of Medicine. “In addition, it provides new insights into how the immune system is dysfunctional in this disease.”

Source: University of Pittsburgh School of Medicine 

Alterations in Adenosine Metabolism and Signaling in Patients with Chronic Obstructive Pulmonary Disease and Idiopathic Pulmonary Fibrosis

Adenosine is generated in response to cellular stress and damage and is elevated in the lungs of patients with chronic lung disease. Adenosine signaling through its cell surface receptors serves as an amplifier of chronic lung disorders, suggesting adenosine-based therapeutics may be beneficial in the treatment of lung diseases such as chronic obstructive pulmonary disease (COPD) and idiopathic pulmonary fibrosis (IPF). 

Study findings suggest that components of adenosine metabolism and signaling are altered in a manner that promotes adenosine production and signaling in the lungs of patients with COPD and IPF, and provide proof of concept information that these disorders may benefit from adenosine-based therapeutics. Furthermore, this study provides the first evidence that A2BR signaling can promote the production of inflammatory and fibrotic mediators in patients with these disorders.

Citation: Zhou Y, Murthy JN, Zeng D, Belardinelli L, Blackburn MR (2010) Alterations in Adenosine Metabolism and Signaling in Patients with Chronic Obstructive Pulmonary Disease and Idiopathic Pulmonary Fibrosis. PLoS ONE 5(2): e9224. doi:10.1371/journal.pone.0009224
New Position Paper Offers Ethical Guidance to Physicians for Developing Mutually Supportive Patient-Physician-Caregiver Relationships

New Position Paper Offers Ethical Guidance to Physicians for Developing Mutually Supportive Patient-Physician-Caregiver Relationships

More than 30 million family caregivers play major role in maximizing the health and quality of life of individuals with acute and chronic illnesses.

The American College of Physicians (ACP) has issued a position paper to guide ethical relationships among patients, physicians, and caregivers. 

The Journal of General Internal Medicine has published “Family Caregivers, Patients and Physicians: Ethical Guidance to Optimize Relationships.” The 
text and an online appendix of resources to help physicians manage relationships with patients and caregivers are available on ACP’s website: www.acpoline.org.

“The ethical guidance outlined in this paper is intended to heighten physician awareness of the importance and complexity of the patient-physician-caregiver relationship,” said ACP President Joseph Stubbs, M.D., FACP. “It is essential for physicians to consider quality of life for both patients and caregivers.” 

The paper — endorsed by 10 other professional medical societies — defines caregivers as relatives, partners, friends, and neighbors of patients who assist with activities of daily living and complex health care needs. It outlines four primary principles for physicians, who may face ethical challenges collaborating with patients and caregivers while preserving the primacy of the patient-physician relationship: 


•  Respect for the patient’s dignity, rights, and values should guide all patient-physician- caregiver interactions. 


•  Effective communication and physician accessibility are fundamental to supporting the patient and family caregiver. 


•  The physician should recognize the value of family caregivers as a source of continuity regarding the patient’s medical and psychosocial history and facilitate the intellectual and emotional transition to the end stage of serious chronic illness. 


•  When the caregiver is a health care professional, the physician should draw appropriate boundaries to ensure that the caregiver is not expected to function in a professional capacity in relation to the patient and that the caregiver receives appropriate support, referrals, and services. 

“Patients depend on caregivers for assistance with managing complex care and communicating with health care professionals,” said Virginia Hood, MBBS, MPH, FACP, chair of ACP’s Ethics, Professionalism and Human Rights Committee. “Physician recognition of the value of the caregiver role may contribute to a positive care giving experience and decrease rates of patient hospitalization and institutionalization.” 

Although hospice and palliative care address the impact of illness on both patients and families, the authors write, historically the patient-physician relationship has focused on the patient and his/her rights and interests with less attention to the patient’s experience within the context of his/her family and social relationships. Contemporary bioethics with its emphasis on patient autonomy and confidentiality has supported this model but is beginning to recognize the need for a family-centered approach.

The Society of General Internal Medicine, the American Academy of Neurology, the American Academy of Hospice and Palliative Medicine, the American College of Chest Physicians, the American College of Osteopathic Internists, the American Geriatrics Society, the American Medical Directors Association, the American Thoracic Society, the Society of Critical Care Medicine, and the Endocrine Society have endorsed the paper. 

Source: American College of Physicians

Diabetes Patients May Be at Higher Risk for Lung Diseases including Lung Fibrosis

The declining lung function of patients with diabetes puts them at increased risk of a range of lung diseases such as chronic obstructive pulmonary disease (COPD), pulmonary fibrosis, pneumonia and asthma, but not lung cancer, according to a study in the January issue of Diabetes Care.

Samantha F. Ehrlich and colleagues at Kaiser Permanente Northern California in Oakland analyzed data on 1,811,228 individuals, using a survey of 121,886 of them to collect data on confounders.

Among cohort members with diagnosed diabetes, the researchers found a significantly increased incidence of asthma, COPD, pulmonary fibrosis, and pneumonia. The associations remained even after taking into account potential confounders such as age, sex, race/ethnicity, smoking status, and body mass index.

“These findings were consistent throughout all of our analyses, whether conducted among the full cohort or the subcohort of survey responders,” the authors write. “Future studies examining the risk of these pulmonary conditions among patients with and without diabetes could benefit from a prospective design that includes repeated measurements of smoking, alcohol consumption, body mass index, and physical activity over time.”

The study was funded by Eli Lilly and Pfizer. One author reported financial relationships with Eli Lilly and Takeda.

Source: HealthDay 

CPF Joins with Two Other PF Organizations to Promote Blue Shirt Fridays

The CPF has joined with the Pulmonary Fibrosis Foundation of Chicago and the Pulmonary Fibrosis Association of Texas to raise awareness of PF through a publicity campaign called “Blue T-Shirt Fridays” in which – you guessed it – members of each organization (including you!) are urged to wear the newly available Blue T-Shirt on Fridays during 2010 (please go to www.coalitionforpf.org to purchase a shirt). Please encourage your friends, family and colleagues to do the same in honor of PF and the thousands who suffer from the disease and who have been lost to it. The three organizations have designed a special tee shirt with a strong message that can be purchased for $20 and proceeds will be shared equally for the awareness, education and research efforts of all organizations.

“Blue Shirt Fridays” will be part of the CPF’s effort to build grassroots awareness of PF in the Year of the Lung. So, get out your blue shirts (better yet, order some) at http://www.coalitionforpf.org
If you find this newsletter and our website helpful, please let us know by supporting these important resources for the PF community. We want to continue offering these at no cost, but they make up a sizeable portion of our budget. A gift, large or small, will help offset the costs and assure that we can continue to provide important news, information and stories about happenings that impact our membership. 

Pulmonary Fibrosis Patient Organizations Applaud Efforts of Patients, Families at FDA Hearing

PF Patients Plead with FDA Advisory Panel to Hear Their Voices, Understand Their Plight

The Coalition for Pulmonary Fibrosis (CPF) and the Pulmonary Fibrosis Foundation (PFF) are applauding the efforts of Pulmonary Fibrosis (PF) patients and family members for their work to convey to the FDA and an FDA Advisory Committee the sense of urgency and desperation regarding the disease and the lack of treatment options. Their words were heard March 9th by the 12 member Advisory Committee and representatives of the FDA during a public hearing portion of the FDA Pulmonary-Allergy Drugs Advisory Committee discussion of a potential new therapy in the fight against PF. The committee voted 9 to 3 to recommend approval for the drug by the FDA. If approved, the therapy, Pirfenidone, would be the first FDA approved drug for PF. 

“There’s no question that the patient perspective was heard by the FDA and the panel,” said Mishka Michon, Chief Executive Officer of the Coalition for Pulmonary Fibrosis. “Family members and patients spoke from their hearts and conveyed the sense of urgency they feel in desperately waiting for a treatment for this horrific disease.”

The panel listened to testimony of 15 PF patients and family members for an hour. It also received a stack of letters from patients and families across the country who could not attend the meeting in person.

Advocate Joy McBride opened the public hearing portion of the meeting by sharing with the panel the loss of her father and uncle to PF. “The hardest part was hearing from the doctors ‘there is nothing I can do for you’” she said. “Today, there is still no known cause, no cure, and no hope.” 

Patient Tommy Spivey traveled with his wife from Wilmington, North Carolina to speak to the panel. “I have one grandchild and one on the way and I would like to live long enough to get to know them,” he said. Spivey, who says his disease is currently not progressing, traveled to Japan in 2009 to gain access to Pirfenidone and is currently taking the drug.

Kaitlyn Bergen shared with the panel details of her father’s illness and subsequent death to PF in 2006. “Pulmonary Fibrosis will continue stealing valuable and meaningful years from families,” she said.

Though Timothy Cooney’s father is one of a small number of survivors of the disease as a result of a successful lung transplant more than a year ago, he delivered his message to the panel on behalf of his family and in memory of his grandmother who was claimed by PF. “On a sinking ship, if the life raft has a few holes in it, people will still take that raft,” he said.

At the end of the day-long meeting, one panelist, Rodney Mullins, consumer representative for the committee, echoed Cooney’s comments in his final remarks. “We don’t know how leaky the lifeboat is, but it’s a lifeboat.”

The Advisory Committee’s recommendations are not binding but will be considered as the FDA completes its review of the New Drug Application (NDA) for the drug. Pirfenidone received Orphan Drug, Fast Track and Priority Review designations by the FDA. A target date of May 4, 2010 for FDA action has been set. 


I have one grandchild and one on the way 

and I would like to live long enough 

to get to know them.    

– Tommy Spivey, PF Patient 

Coalition for Pulmonary Fibrosis Celebrates Successes Despite Year of Economic Downturn

The Coalition for Pulmonary Fibrosis (CPF) calls 2009 a year of success in advocacy, research support and awareness, even in a year plagued by the economic recession. 

The CPF increased grassroots fundraising efforts in 2009, further advancing the effort to build awareness of the disease throughout the country. The organization and its members held more fundraising events than in any year in its eight-year history and celebrated a 20 percent increase in events over 2008. The CPF saw a four-fold increase in the numbers of virtual fundraisers through its web-based fundraising pages that allow members to create a page describing their PF story or paying tribute to someone with the disease. 

“In a strained year in which many well-established health organizations reported losses of up to 50 percent in income while other organizations were forced to close, the CPF’s 2009 record indicates the relative health of the foundation in this very difficult year,” said Mishka Michon, Chief Executive Officer of the CPF.

The CPF continued its commitment to fund research through a $200,000 partnership grant with the American Thoracic Society (ATS) The CPF/ATS partnership, which the Pulmonary Fibrosis Foundation has joined, enables the search for treatments to assist patients who are suffering from PF, a relentless and ultimately fatal lung disease. As many as 40,000 patients die each year to PF – the same number as are lost to breast cancer.

A landmark bill, The Pulmonary Fibrosis Research Enhancement Act (H.R. 1079), which developed out of a CPF partnership with Rep. Brian Baird (D.WA) and Rep. Mike Castle (R-DE), was re-introduced on February 13, 2009 in the U.S. House of Representatives. This bill represents the first legislation specifically seeking congressional funding for PF research and would authorize $16 million to create a comprehensive national registry to help in understanding the cause and progression of the disease, which in turn would allow for improved standards of care and accelerated research. Through its advocacy work representing the efforts of hundreds of PF patients and families, the CPF and it members worked to gain 69 members of Congress as co-sponsors of the legislation this year. 

The CPF was recognized for its annual advocacy effort, National Pulmonary Fibrosis Awareness Week, when it was named as a finalist for a national advocacy award by PR News. The CPF was in the company of organizations with substantially more resources, including the American Heart Association and Farm Aid. 

Also in 2009, the CPF launched its first Public Service Announcement (PSA) to TV stations and via the Internet. The PSA, entitled “Target”, portrays a need for increased public awareness of PF by noting the rapidly increasing prevalence of the disease and the need to accelerate efforts to help patients, and understand and treat PF. The video conveys the stealth nature of the fatal lung disease that targets its victims randomly. 

“The CPF takes its role seriously as both friend and advocate for patients and families fighting this dreadful disease. We are here to help in their time of great need and we’re working on multiple fronts to make things better for future PF patients. Our deepest hope is that we will see a breakthrough in treatment for our patients and we will continue to raise research funds to find a cure,” Michon said.

The CPF saw more national media attention go towards PF including an interview by Country Music Television (CMT) with actor James Marsden who lost his father-in-law to PF. Marsden, along with his wife, soap opera actress Lisa Linde, hosted a CPF fundraiser in 2009 paying tribute to Dennis Linde, a famous songwriter. His songs have been recorded by artists such as Elvis, the Dixie Chicks and Garth Brooks. In addition, the CPF was heard on Sirius satellite radio along with renowned PF expert, Maria Padilla, of Mt. Sinai Medical Center and advocate Terence Hales. Former Utah Governor Olene Walker, a PF patient, appeared on ABC News to share her personal story of her illness with PF and express the critical need for more funding and research into the disease. 

Amy, Kate and One Hundred Friends

When CPF member Amy Rider and her sister Kate ran the Marine Corps Marathon last fall in Washington, D.C., they were running with the strength and spirit of more than 100 of their friends and family members. Their father, Col. Jon K. Rider USMC (ret), who is a PF patient, was with them in spirit every step of the way.

Amy says she felt her dad’s presence during the tough training for the marathon. “Every breath I took was extra deep because I was breathing for my dad, and I wanted to give more breath to his lungs.” She was also running for two other friends who were also suffering from PF. Their ambitious effort was done on behalf of the fight the CPF is waging to help patients and to find answers to PF. 

To give her friends and family an opportunity to support the mission of the CPF, Amy created a personal online fundraising page at www.FirstGiving.com/CoalitionForPF. Amy’s page allowed her to publicly acknowledge and thank her donors, and to tell her dad’s story. “It worked for me because it felt like I was doing something positive at a time that I was feeling so helpless in terms of my dad’s IPF. It gave me something tangible to do for him and it was an easy way to spread the word about the disease and about CPF.” 

Each new donation lifted the family’s spirits and, as responses came in from all over the country, from Rhode Island to Texas and as far as the state of Washington, their dollar goal increased. Geographical boundaries were not a challenge, as people participated via the internet in response to Amy’s fundraising page. 

As their father said at his 70th birthday celebration last January, “It ain’t over till it’s over.” Amy exceeded her goal and will be working again this year to make a difference. Her other siblings, Megan and Kirk, will also join them in the marathon this year. 

You can join Amy and tell your own story on the CPF website. Make your own online fundraising page www.FirstGiving.com/CoalitionForPF – it’s easy! Best of all, it’s a great way to honor someone with PF and to celebrate life, and special days, like anniversaries and birthdays.

“It’s not depressing…it’s very uplifting and everyone 

leaves feeling better”


The Unexpected Support Group Leader

Lillian Rogers and her husband, Ray, moved to Scottsdale Arizona to be closer to her children and her mother and brother who moved to the western U.S. with them. Unfortunately for the family, Lillian’s brother was diagnosed with Pulmonary Fibrosis and Lillian felt it was important for her to do whatever she could to help him deal with the disease.

In her search for help she came across the CPF on the Internet and was able to contact with the former support group leader from the area. Determined to give her brother the option of learning from other patients, she restarted the group herself. Ironically, her brother stopped attending early on, but Lillian took seriously her new responsibility and wanted to keep the group going.

“I would have thought I would never want to be in a support group, much less lead one. I never realized the importance of a support group, and how informative and educational it can be. It’s not depressing, it’s very uplifting and everyone leaves feeling better.” 

To expand awareness of the group, Lillian tried the direct route – informing doctors – but it didn’t prove fruitful. So, she moved her advertising efforts to her church bulletin, a local paper, and anywhere else she thought her group meeting listing might catch someone’s eye. The approach worked – her meetings are always full.

When asked what she feels the are key values for those attending the meetings, Lillian said the support group has many but some of the top include the basic sharing of experiences as a PF patient, the opportunity to honestly talk about depression (a psychologist has spoken with them on the subject), discussions of exercise, breathing exercises and other self-help measures such as yoga, and information about transplant options and outcomes. Because everyone in the group has different information resources, and different views, they truly learn from a freeform exchange of information in the meetings. One of the key areas they share is how they cope with PF day-to-day, which Lillian points out cannot be learned in isolation.

Speaking is not optional in this very vocal support group. Each member shares the reasons they are there and they are encouraged to speak up and not just sit and wait for others to talk.

“You just need to be a good listener and a caring person”, Lillian said when asked about the qualities of a good group leader. “Let the group run itself. Use every contact you make in the world as an opportunity to find speakers. Network with other groups and let everyone know what you are doing. We could serve many more patients if only their doctors would encourage them to attend – that would be a big win.”

Yoga Reduces Cytokine Levels Known to Promote Inflammation, Study Shows

Regularly practicing yoga exercises may lower a number of compounds in the blood and reduce the level of inflammation that normally rises because of both normal aging and stress, a new study has shown.

The study, done by Ohio State University researchers and just reported in the journal Psychosomatic Medicine, showed that women who routinely practiced yoga had lower amounts of the cytokine interleukin-6 (IL-6) in their blood.

The women also showed smaller increases in IL-6 after stressful experiences than did women who were the same age and weight but who were not yoga practitioners.

IL-6 is an important part of the body’s inflammatory response and has been implicated in heart disease, stroke, type-2 diabetes, arthritis and a host of other age-related debilitating diseases. Reducing inflammation may provide substantial short- and long-term health benefits, the researchers suggest.

“In addition to having lower levels of inflammation before they were stressed, we also saw lower inflammatory responses to stress among the expert yoga practitioners in the study,” explained Janice Kiecolt-Glaser, professor of psychiatry and psychology and lead author of the study.

“Hopefully, this means that people can eventually learn to respond less strongly to stressors in their everyday lives by using yoga and other stress-reducing modalities.”

“In essence, the experts walked into the study with lower levels of inflammation than the novices, and the experts were also better able to limit their stress responses than were the novices,” Kiecolt-Glaser explained.

The researchers did not find the differences they had expected between the novices and experts in their physiological responses to the yoga session.

Ron Glaser, a co-author and a professor of molecular virology, immunology and medical genetics, said that the study has some fairly clear implications for health.

“We know that inflammation plays a major role in many diseases. Yoga appears to be a simple and enjoyable way to add an intervention that might reduce risks for developing heart disease, diabetes and other age-related diseases” he said.

“This is an easy thing people can do to help reduce their risks of illness.”

Bill Malarkey, a professor of internal medicine and co-author on the study, pointed to the inflexibility that routinely comes with aging.

“Muscles shorten and tighten over time, mainly because of inactivity,” he said. “The stretching and exercise that comes with yoga actually increases a person’s flexibility and that, in turn, allows relaxation which can lower stress.”

Malarkey sees the people’s adoption of yoga or other regular exercise as one of the key solutions to our current health care crisis. “People need to be educated about this. They need to be taking responsibility for their health and how they live. Doing yoga and similar activities can make a difference.”

The research was supported in part by a grant from the National Center for Complementary and Alternative Medicine, part of the National Institutes of Health.

Source: ScienceDaily [content edited for space]

Palliative Care Program Helps Patients in Making End-of-Life Decisions

Georgia Sue Huston knew she was really sick. Every time the 82-year-old woman tried to turn over in her bed in the coronary care unit at Stanford Hospital & Clinics, she’d panic because she couldn’t get enough air and because it hurt so much. 

In an effort to ease the pain, Laura Heldebrant asked the hospital’s palliative care team to visit her mother. “I’m an ICU nurse here at Stanford, and I’d seen them help other patients and their families,” she said. “But I didn’t think my mother’s situation was end-of-life.” 

It turned out Huston had pulmonary fibrosis. She’d known for some time that she was ill, but she hadn’t been able to get anyone to tell her what the prognosis was. The palliative care team answered her questions. Face to face. 

“My mom said, ‘I’ve been wanting to bring this up for a long time, I’ve been wanting to talk about this, but I didn’t know what to say,” Heldebrant recalled. “Once Judy and Dr. Bouvier talked with her, she looked relieved. She went from, ‘Oh, my God, I can’t do this,’ to being at peace.” 

Huston told Judy Passaglia, palliative care program director, and Denis Bouvier, M.D., palliative care attending physician, that she wanted to be out of the hospital and home with her children and grandchildren for her 83rd birthday. They made arrangements for her to have hospice care at her daughter’s home, and Huston was discharged on Oct. 31. She died 13 days later, in her sleep. 

“The important thing is that the palliative care program created an environment that allowed my mom to say what she wanted,” Heldebrant said. “They made her comfortable, so that she could say, ‘I’ve had enough.’” 

Deciding how best to care for those who are approaching their final days—and how to support their families—requires a thoughtful understanding of the process of dying and the ability to explain what’s happening as well as provide comfort. “Because palliative care is multidisciplinary, our team works to alleviate suffering beyond just the physical symptoms, acknowledging psychological, social and spiritual needs, as well,” said Stephanie Harman, M.D., palliative care medical director. “For many patients, this entails attending to their troubling symptoms, as well as helping them navigate difficult decisions and face advanced disease—and facilitating communication between the patient, their family and their clinicians.” 

Harman noted that the goals can vary widely. For some patients and their families, the goal of palliative care is to get out of the hospital and return home—often to hospice care provided by a community agency. Other families want their loved ones to remain in the hospital, taking their final breaths on a ventilator in the ICU. 

“Palliative care tries to look at the individual needs of patients and families, and what is going to work for them,” Sandy Chan, palliative care social worker, explained. “We’re not saying, ‘Let’s take everyone off the ‘vent.’ We’re asking what the patient and family’s goals are, and how we can assist in dialogue and interventions that work toward those goals.” 

When a patient has limited time because of a devastating disease, Harman said a palliative care approach gives the patient control over how he spends his remaining time—often trying to weigh quality of life, versus quantity of life. “Research in the 1990s demonstrated that we as a health care system were not taking into account patients’ preferences for end-of-life care,” she added. “Palliative care does not preclude ongoing curative treatments, but rather serves to complement a patient’s ongoing care with symptom management and support.” 

While many patients receive extensive and aggressive hospital care in the last six months of life, staff in the palliative care program say that patients often don’t have an understanding of how aggressive interventions will affect their quality of life and longevity, and they aren’t aware of palliative-care alternatives to major medical interventions. 

It meant all the difference to Georgia Sue Huston and her family. “We went from everyone doing all these tests, from aggressively treating her, to her saying, ‘I don’t want to do this anymore,’” her daughter said. 

Heldebrant added that several of her nurse friends joined her in caring for her mother at home, taking time to bathe her, give her pain medications, and make her comfortable. “Everyone came to her birthday, and mostly she and I had time to talk,” she said. “The whole end-of-life care was just so exquisite for my mom.” 

Source: Stanford Hospital & Clinics; content edited for space.

If you, your family or caregivers have end-of-life questions, you can contact the CPF at (888) 222-8541 or visit www.getpalliativecare.org. 

Please refer to the CPF Action Alert article in the September – October issue 2009, page 8: “Pulmonary Fibrosis Patient Leaves Legacy and Creates Endowment” for a related story regarding Hospice care. 

Study traces family ties of pulmonary fibrosis

Ed Dailey flew from Wayne, Pa., to Nashville on a snowy February day to undergo blood work, a CT scan and bronchoscopy at Vanderbilt. But Dailey is not sick. In fact, there is nothing wrong with him. He agreed to undergo the invasive procedures because he wants to help researchers understand the disease that affects four members of his family.

Dailey’s is one of more than 260 families enrolled in a study of familial idiopathic pulmonary fibrosis (IPF), which recently received an $11 million program project grant from the National Heart, Lung and Blood Institute. It is among the largest collections of people with this disease in the world, said Timothy Blackwell, M.D., professor of Medicine and lead investigator.

The grant will fund three research projects to study the genetics and underlying biological mechanisms that lead to progressive fibrosis in the lungs. Blackwell leads the first project. He is studying unaffected family members of people who have familial IPF or died from it. Dailey’s grandfather and uncle died from the disease, and his mother and sister are living with it. Dailey is 47 and shows no sign of the disease. 

“I chose to become involved in the study not necessarily for myself, but for future generations in both my family and other families who are affected by familial IPF,” Dailey said. “With a little luck, my small contribution will help others in the future.”

Blackwell’s project studies what happens in the earliest point of the disease. With advanced disease, a large portion of the lung has been replaced by fibrotic tissue. Patients with IPF already have scarring by the time they come to biopsy, lung transplant or autopsy. 

“In this disease, it is hard to know what is a cause and what is a result,” Blackwell said. “Many of the pathways and cells thought to play a role in the disease may be just a response to injury or repair rather than an initiating cause. Our hypothesis is that in IPF epithelial cells lining the air sacs are critically important in driving an ongoing injury repair process that leads to fibrosis. To understand how this works we need to investigate the mild changes that occur in the lungs of some at-risk family members — most of whom will never develop clinical disease.”

It is estimated that 10 to 20 percent of IPF cases may be familial. There are four genes in two gene families that have been linked to IPF, but those account for only 12 to 15 percent of familial cases. The big genetic contributors have not been discovered yet. “That’s really the reason for putting this program together — understanding the genetics, combining this with data regarding the earliest disease manifestations in the lungs, and then applying this information to the more common sporadic form of the disease,” Blackwell said.

The second project funded by the program project grant is led John Phillips III, M.D., who will look at the genetics of the disease and whether there are other mutations that haven’t been identified in these families who account for a large portion of the disease. Many people with familial IPF have short telomeres, which are the sequences at the end of chromosomes. These may be the most common group of mutations, but the study will look at those families with other genetic mutations as well.

“Our goals — to locate where IPF falls on the human gene map, discover how and why genetic variations cause IPF and identify potential treatments for IPF — are within sight,” said Phillips, director of the Division of Medical Genetics and Genomic Medicine in Pediatrics. “Our IPF team’s combined use of pulmonary and genetic strategies promises to provide a pulmonary arm to the Human Genome Project.”

David Schwartz, M.D., professor of Medicine at National Jewish Health in Denver, is leading the third project, which will search for abnormalities in other genes and how they collaborate with environmental exposure, such as smoking, to cause disease. Also of interest are the herpes viruses, which may be important in causing clinical disease in someone who has the right genetic predisposition. 

“Receiving this grant is a major advance in our capability to investigate the pathogenetic mechanisms that underlie idiopathic pulmonary fibrosis.The work conducted herein will provide the understanding that is necessary to develop effective treatments in the future,” said Jim Loyd, M.D., professor of Pulmonary Medicine and a core leader for the program project grant. 

“The success of the award is due to Dr. Blackwell’s scientific expertise and vision, and to Vanderbilt institutional support, including Discovery grant funding, which laid the foundation.” 

Source: The Reporter, Vanderbilt University Medical Center

Please consider making a Legacy Gift to help us change the
 future for all PF patients!

Your estate gift can make a huge difference in the fight 
against PF – please contact your financial advisor or 
Mishka Michon at (888) 222-8541, x.701 today if you would 
like information on ways you can help.
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Whether you are an 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 have 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.
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Chief Executive Officer

mmichon@coalitionforpf.org 

(888) 222-8541, x.701
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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.

