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Special Message
Dear Readers,
We offer sincere apologies for missing a few issues of the newsletter.  In the spring, after 8 years as Editor, I found it necessary to step down from that position.  It was not an easy decision to make.  This was a project that grew from one person’s dream.
In 2003, then group leader, Anne Gilmartin, asked me to create a monthly newsletter that would be sent to our membership.  The first issue was sent in October 2003.  Little did Anne realize then, that our readership would grow to over 235 - in addition to being shared with & distributed by several other support groups.  It is sent by email, regular US mail and is posted on the www.njcfsa.org website where previous issues are archived in a dedicated file.  Our hope was to bring you informative and timely information…and maybe an occasional article that is just for fun.  Laughter is a great healer.  I had never done anything like this before and learned a lot in creating a format that could be adapted for each month’s articles.  The blue ribbon logo that appears on each issue was Anne’s request – another part of her dream.
In recent years, I have become very involved in our parent organization, the NJCFSA and, as Co-President of that group, the work can sometimes involve 8 or more hours a day.  About two years ago, I realized that I could not continue to do-it-all.  I have returned for this one issue to let you know what has occurred.  Some of my co-leaders in the Bergen support group will be discussing the possibility of continuing the newsletter in some form.  
I thank Anne Gilmartin for her dream.  It brought a whole new dimension to my life - something I had not previously considered.  I sincerely thank you, the readers, for your comments, and I treasure all the kind remarks you have sent to me.  I will still be active with the Bergen support group and you will all be in my thoughts.
Sincerely,

Pat LaRosa
pcl.njcfsa@gmail.com

Did you know?
Are you aware that in addition to the website www.njcfsa.org, the NJCFSA also has a Facebook page?  http://www.facebook.com/#!/pages/New-Jersey-Chronic-Fatigue-Syndrome-Association-Inc-NJCFSA/141665745869451  We hope you will check it out.
NJCFSA Conference DVD Now Available
The Conference was held on Sunday October 16th.  The audience of more than 100 attendees gave the conference great reviews.  
Host: Susan Levine, MD

Moderator: Malcolm Schwartz, DO

Guest Speakers:
Elizabeth R. Unger, PhD, MD: A Public Health Approach to Chronic Fatigue Syndrome

Charles W. Lapp: Feeling Better: Clinical Strategies for CFS Management

Benjamin H. Natelson, MD: CFS Diagnosis: Lumper or Splitter

To purchase, send a check made payable to NJCFSA for $15.00, (shipping included), to:

NJCFSA Library
PO Box 477
Florham Park, NJ 07932
OR order at www.njcfs.org.  See “Shopping Cart – Visit the Shop” in upper right area of the site. Use the “Donation for other.”  Be sure to include what you are buying as well as your address in the shipping information.

The DVD and DVDs of other NJCFSA conferences are also available to NJCFSA members through the NJCFSA Library for the cost of postage.  See “Library” in the left column at www.njcfsa.org. 
ME/CFS in the News
Thursday, September 15, 2011 

http://cfinitiative.org/#signupForm 
NEW INITIATIVE FUELS FIGHT AGAINST CHRONIC FATIGUE SYNDROME 
Partnership among leading researchers seeks to improve understanding of controversial disease 
New York, NY – The newly formed Chronic Fatigue Initiative, Inc., a nonprofit organization, today announced a novel collaboration that brings together medical experts from the world's leading research institutions, including Columbia, Harvard, Stanford and Duke Universities, to identify the causes and treatment of Chronic Fatigue Syndrome (CFS), a debilitating illness that affects more than one million people in the United States. The initiative’s comprehensive strategy includes funding for an epidemiology study, already underway; a well-characterized cohort recruitment; a pathogen discovery and pathogenesis study; and a Mechanism of Illness grant program that will fund additional research. 

The exact cause of CFS – which afflicts patients with overwhelming fatigue and cognitive difficulty – has eluded researchers since it was first identified in 1985. Chronic Fatigue Initiative, headquartered in New York City and funded by the Hutchins Family Foundation, seeks to jumpstart and to sustain critical research by providing investigators and academic institutions with access to funds and a mechanism to ease collaborative study, enabling the best minds to drive new solutions. 

The Chronic Fatigue Initiative-funded Epidemiology Project, led by the Harvard School of Public Health, aims to identify a large sample of men and women with CFS and to study their environmental exposures as well as their blood samples from before and after the time they became ill. The study will draw on epidemiologic data from three separate HSPH studies, including more than 20 years of longitudinal bio-samples from nurses and other health professionals, providing invaluable clues to environmental as well as biological risk factors for CFS. 

"The Nurses and Health Professionals cohorts provide a unique setting for the investigation of CFS, because the participants in these investigations have provided detailed information on their lifestyle and medical history longitudinally for over two or three decades,” said Alberto Ascherio, M.D., professor of epidemiology and nutrition at HSPH and leader of the Chronic Fatigue Initiative-sponsored epidemiology study. “A large proportion of these participants have provided blood samples, in some cases before the onset of CFS. We expect that this investigation will provide new insights on possible risk factors for this potentially debilitating condition." 

Chronic Fatigue Initiative will also recruit a well-characterized cohort of CFS patients – 200 subjects who truly have the disease plus 200 healthy controls nationwide – from whom biologic samples and clinical data will be collected, ultimately enabling the discovery of pathogenic pathways. The biologic samples, collected by clinicians from selected sites around the country, will be stored in a central bio-bank located at Duke University. The bio-bank will be accessible to researchers around the world for future study. 

“A database administered at Harvard Medical School will link clinical data from the cohort to the biologic samples in the bio-bank. Together, these resources will form a unique foundation for the discovery of pathogens and pathogenic mechanisms in CFS and the identification of patients who will most likely respond to specific treatments,” said Nancy Klimas, M.D., professor of medicine, psychology, microbiology and immunology at the University of Miami School of Medicine and the principal investigator for cohort recruitment. 

Following cohort recruitment, creation of the bio-bank and population of the database, W. Ian Lipkin, M.D., a prominent virologist and director of the Center for Infection and Immunity at Columbia University, and Mady Hornig, M.D., principal investigator for pathogen discovery and pathogenesis at the Center for Infection and Immunity, will lead a pathogenesis study that seeks to uncover novel viruses implicated in the disease. The team will use new techniques that allow up to 20 pathogens to be searched simultaneously. 

"We are eager to join Chronic Fatigue Initiative in bringing the full measure of our resources to bear on the challenges of this debilitating syndrome that robs individuals in the prime of their productive years," said Dr. Lipkin. 

Chronic Fatigue Initiative will also offer grants, housed under the Mechanism of Illness program, to fund new research guided by five or six general hypotheses formed by a scientific advisory board of leading scientists and clinicians. 

The first of many grants to be funded by the Mechanism of Illness program is the Hutchins Family Fellow for Infectious Disease. This year’s inaugural recipient, Claire Gordon, M.D., will work under the direction of Scott M. Hammer, M.D., professor of epidemiology and chief of the Division of Infectious Diseases at the NewYork-Presbyterian/Columbia University Medical Center. The pair will collaborate closely with Drs. Lipkin and Hornig on the pathogen discovery and pathogenesis study. 

“The gift establishing the Hutchins Family Fellow in Infectious Diseases as part of the Chronic Fatigue Initiative is visionary,” said Dr. Hammer. “Training dedicated, talented young physicians in pathogen discovery and state-of-the-art care and treatment of related patient populations will produce advances that will ultimately lead to defining and defeating chronic fatigue syndrome and the morbidity it causes.” 

“As more policy makers and industry experts grasp the full scale of CFS, we believe they will more likely respond in kind and increase efforts to promote research surrounding the disease,” says Scott A. Carlson, Chronic Fatigue Initiative executive director. “By simultaneously seeking to understand the causes of the illness and the breadth of our population affected, Chronic Fatigue Initiative aims to build awareness and reduce social stigma connected to CFS, ultimately improving patient lives in a comprehensive way.” 

For more information, please visit www.CFInitiative.org or contact info@CFInitiative.org. 

About Chronic Fatigue Syndrome 
Chronic Fatigue Syndrome is a debilitating disease characterized by overwhelming fatigue often aggravated by physical or mental exertion. It does not improve with rest. The exact causes of CFS have yet to be identified and diagnostic tests do not exist. According to the CDC, symptoms for diagnosis must include severe fatigue along with at least four additional symptoms ranging from cognitive difficulty to sore throat and muscle pain. A patient is diagnosed only once all other treatable conditions are ruled out and symptoms have persisted for more than six consecutive months. In many cases, these symptoms persist for years or decades. 
CFS affects more than one million people in the United States – more than multiple sclerosis, lupus, or lung cancer, according to the U.S. Centers for Disease Control and Prevention. 
About the Chronic Fatigue Initiative 
Chronic Fatigue Initiative is a science-based 501(c)(3) nonprofit organization fostering and supporting collaboration among the world’s leading medical research, treatment and public health organizations in understanding the causes, therapies and epidemiology of Chronic Fatigue Syndrome. 
Through a unique private funding strategy, Chronic Fatigue Initiative brings together a variety of scientific and academic partners to ensure that the best minds can collaborate and drive new solutions. By simultaneously seeking the causes and treatment of CFS and leading research to understand the breadth of the affected population, Chronic Fatigue Initiative aims to build awareness, reduce social stigma connected to the disease, and improve patient lives in a comprehensive way. 
Participating institutions include the Center for Infection and Immunity at Columbia University, Harvard School of Public Health, Stanford Medical School, Harvard Medical School, Duke University, Brigham & Women’s Hospital, Massachusetts General Hospital, University of Miami and University of Utah. 
About the Hutchins Family Foundation 
Chronic Fatigue Initiative is funded by the Hutchins Family Foundation, a private family foundation that has grant programs to expand research and community initiatives in public policy, education and public health throughout the United States.
International Consensus Criteria
Abstract

The label “chronic fatigue syndrome” (CFS) has persisted for many years because of lack of knowledge of the etiological agents and of the disease process. In view of more recent research and clinical experience that strongly point to widespread inflammation and multisystemic neuropathology, it is more appropriate and correct to use the term “myalgic encephalomyelitis”(ME) because it indicates an underlying pathophysiology. It is also consistent with the neurological classification of ME in the World Health Organization’s International Classification of Diseases (ICD G93.3). Consequently, an International Consensus Panel consisting of clinicians, researchers, teaching faculty and an independent patient advocate was formed with the purpose of developing criteria based on current knowledge. Thirteen countries and a wide range of specialties were represented. Collectively, members have approximately 400 years of both clinical and teaching experience, authored hundreds of peer reviewed publications, diagnosed or treated approximately 50,000 ME patients, and several members coauthored previous criteria. The expertise and experience of the panel members as well as PubMed and other medical sources were utilized in a progression of suggestions/drafts/reviews/revisions. The authors, free of any sponsoring organization, achieved 100% consensus through a Delphi type process. The scope of this paper is limited to criteria of ME and their application. Accordingly, the criteria reflect the complex symptomatology. Operational notes enhance clarity and specificity by providing guidance in the

expression and interpretation of symptoms. Clinical and research application guidelines promote optimal recognition of ME by primary physicians and other health care providers, improve consistency of diagnoses in adult and paediatric patients internationally, and facilitate clearer identification of patients for research studies.
The full article can be read at:  http://www.njcfsa.org/wp-content/uploads/2011/07/International-Consensus-Criteria2.pdf 
New Research Study
	The Mount Sinai School of Medicine, in collaboration with Dr. Derek Enlander, has launched the Mount Sinai ME/CFS Center.  Mt. Sinai, a premier medical facility located in New York City, has hired both Eric Schadt and Ila Singh to join the research team. Below are links to their bios:

http://prescriptions.blogs.nytimes.com/2011/05/16/schadt-joins-mount-sinai-medical-school/

http://www.path.utah.edu/research/cbi/ila-singh-md-phd

The group has announced that they are now recruiting participants for their first research cohort investigating genes involved in ME/CFS to further the work completed by Jonathan Kerr. Potential candidates include twins (where one or both are ME/CFS patients). There is NO need to travel to NYC to participate. If you know of any possible candidates, please direct them Dr. Enlander at denlander@aol.com.

Please distribute widely.

	http://prescriptions.blogs.nytimes.com/2011/05/16/schadt-joins-mount-sinai-medical-school/

	Schadt Joins Mount Sinai Medical School -

	Eric Schadt, of Pacific Biosciences, will become chairman of genetics at Mount Sinai Medical School and also lead an institute there.


Next Meeting
The next meeting: November 20th. Speaker from The Physical Medicine and Rehabilitation Center, P.A.  
This newsletter is intended for ME/CFS & FM patients in the area of this support group.  The purpose is to share information and support.  If you have questions about meetings please contact: Nancy Visocki at ngv.njcfsa@verizon.net, Judy Machacek at judymachacek@msn.com, Pat LaRosa at pcl.njcfsa@gmail.net or leave a voice message at the NJCFSA HelpLine 888-835-3677 during business hours.  Please note: The HelpLine is not in a staffed office.  It is voice mail that is answered by NJCFSA volunteers – within 48 hours (usually sooner.) If you are in crisis, seek emergency assistance (such as 911.)  Calls are returned with blocked numbers since the volunteers use their personal phones.  If you do not accept blocked calls, please provide an alternate means of contact.  
WEATHER or EMERGENCY – In the event of bad weather, or other emergency, we encourage you to check your email before leaving for Englewood.  If it has been decide that a meeting will be canceled, an email will be sent via the yahoogroups list. The Hospital will also be notified of the cancellation. The email posting also applies to a cancellation of the First Wednesday of the Month luncheon which is an informal gathering, an opportunity for people to meet and chat with other members.
