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Meeting Report
The meeting was held in the beautiful EHMC auditorium.  It was a great venue for showing a video.  Released last fall, Invisible was produced by the Vermont CFIDS Association.  This documentary features patients and ME/CFS advocates discussing their experiences with the disease.  For those who could not be with us, we have a few copies available at $20 each.  Please send your request to 
NJCFSA, PO Box 447, Florham Park, NJ 07932.
In this newsletter, you will find a flyer announcing the speaker for the March meeting.  It is sure to be a great event. We hope to see many of you there.

ME/CFS in the News   
· 
Recently, a study was published in the UK (the PACE trial report.) It concluded that the treatment of choice for people with CFS is Cognitive Behavioral Therapy (CBT) and Graduated Exercise Therapy (GET.)  Needless to say, it created furor in the ME/CFS community – patients and physicians alike.  It has been refuted by many leading ME/CFS clinicians, including Paul Cheney and Nancy Klimas. Articles have been posted o the NJCFSA Facebook page http://www.facebook.com/?ref=home#!/pages/New-Jersey-Chronic-Fatigue-Syndrome-Association-Inc-NJCFSA/141665745869451 
·   
NEI Center in NJ 

“The NEI Center™ will be the first research center of its kind. Individuals in need of assistance will benefit from cutting edge science, clinical support, and research, including our computer-aided disease diagnosis and treatment (CADDT) system, which will be specifically designed for multi-system illnesses and complex diseases. The end result will be world-wide access for patients, who will be able to find community social services and resources that will help them feel better, live longer and enhance their quality of life.”  (http://www.neicenter.com) 

At this point, financing is the big issue.  Hopefully, donors will be found to help make the center become a reality.  If you know of any potential sources of funding, please contact us.
·   
NIH State of the Knowledge Conference on ME/CFS (April 2011) - Dennis Mangan, PhD, is the Trans-NIH ME/CFS Research Working Group Chair, Senior Research Advisor of the Office of Research on Women's Health, OD of the National Institutes of Health.  He has invited two representatives of the national ME/CFS community to join in this upcoming meeting.  The ME/CFS community is very excited about this.  Information about the findings of the meeting will be reported in a future newsletter.  It can also be noted that last year, Dr. Mangan opted to use ME/CFS as the preferred term on communications from his office. 
· 
The Massachusetts CFIDS Association has announced that Dr. David Bell, noted CFIDS/CFS researcher & pediatrician, will present “Current status of XMRV Research and Comments on the NIH April State of Knowledge Conference" on Saturday, April 16, 2011. Dr. Bell will have just returned from the State of Knowledge Conference. For information and to register see http://www.masscfids.org/news-a-events/288. 
· 
Great*NonProfits  http://greatnonprofits.org/reviews/profile2/new-jersey-chronic-fatigue-syndrome-association-inc   Please consider going to this site and writing a short review for the New Jersey Chronic Fatigue Syndrome Association (NJCFSA.) The Bergen ME/CFS/FM Support Group is a part of the NJCFSA.  The reviews can be helpful when applying for grants.  Your support is appreciated.
· 
New site of interest – Treating Chronic Fatigue Syndrome and Fibromyalgia: An Integrative Approach, is the work of Bruce Campbell, PhD and Charles Lapp, MD. http://www.treatcfsfm.org/menu-About-Us-2.html?PHPSESSID=382b8626a2c585e030fb12bd95799c8d.  It has some interesting information.
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New Information
At the end of this newsletter are updated data sheets: NJCFSA Fact Sheet and NJCFSA XMRV statement.  For formatted printable versions, please go to www.njcfsa.org 
Next Meeting

The next meeting will be held on March 20th.  Please see the announcement for that meeting in this newsletter.
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 JCFSA 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 (sometimes sooner.) If you are in crisis, seek emergency assistance (such as 911.) 
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.
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New Virus (XMRY) found in a Large Percentage of Patients with ME/CFS
Rosemary Underhill, MB BS and Kenneth Friedman PhD

The recent discovery that a very large percentage of patients with Chronic Fatigue Syndrome (ME/CFS)
show evidence of infection with a human gamma retrovirus is an exciting finding. Researchers at the
Whittemore Peterson Institute (WPI), the Cleveland Clinic and the National Cancer Institute (NCI)
reported in the Oct. 8, 2009 issue of Science that blood samples from 67% of 101 patients with Chronic
Fatigne Syndrome were found to contain DNA from a xenotropic murine leukemia virus related virus
(XMRV). The study showed that the virus is infectious. The researchers also found that 3.7% of 218
healthy people tested positive for the virus. Further studies showed that 95% of people with ME/CFS
have antibodies to this virus. The initial research study is promising but subsequent studies from different
researchers, using different groups of patients and controls have both supported and failed to confirm the
WPI findings. The virus has also been found in donated blood. Blood Service and Organ Donation
Agencies from around the world have released policy statements that patients with ME/CFS should
not donate their blood or organs.

Research is underway to develop a simple reliable test for the virus and also to discover whether the virus
could be a contributing factor in the pathogenesis of ME/CFS. The relationship of XMRV to ME/CFS
needs exploration: XMRYV could be the virus that causes ME/CFS, could be a co-precipitant of ME/CF'S,
or it could be present as a passenger virus (opportunistic infection.) Compared with healthy people, the
immune systems of patients with ME/CFS are less able to eliminate opportunistic infectious agents. This
immune system problem could be caused by infection with a number of viruses, including retroviruses
such as XMRV. In patients with ME/CFS, it is difficult to determine whether any particular infectious
agent is causal or is present because of their compromised immune systems.

XMRYV has also been found in a subset of patients with aggressive prostate cancer. It is important to
discover whether XMRYV is present in patients with other diseases

‘While some patients may wish to be tested for the presence of XMRYV, the presence, or absence, of
XMRYV will not confirm or refute the diagnosis of ME/CFS. There is no published treatment protocol
that will target this particular virus and patients should be advised that medications designed to treat
different retroviruses have not been tested against XMRV. The experimental use of retroviral medication
to reduce XMRYV titers may have adverse health consequences. Even if XMRYV titers could be lowered,
there is no information as to whether symptoms of ME/CFS would improve.

Proper scientific research is required to determine whether XMRYV plays a role in ME/CFS. Patients with
ME/CFS need to wait until the facts about XMRV are established. Patients should be supportive of
research that is based on established scientific methods and should be suspicious of treatments based on
enthusiastic theories.

Reference: Lombardi VC, Ruscetti FW, Gupta JD, Pfost MA, Hagen KS, Peterson DL, Ruscetti SK,
Bagni RK, Petrow-Sadowski C, Gold B, Dean M, Silverman RH, and Mikovits JA. Detection of Infectious
Retrovirus, XMRV, in Blood Cells of Patients with Chronic Fatigue Syndrome. Online October 8, 2009.
Science
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Hi. My name is Marissa Newell. Tam 17 years cld and Thave Chronic Fafigue Syndrome (CES)
For the past 11 years, CFS has really changed my life in both good and bad ways. Six years ago, I
organized a fundraiser for the NJ Chronic Fatigue Syndrome Association (NJCFSA). Iran a gift
auction and it was a huge success - so successful that I chose to make this an annual event. Over
the last five years, with the help of generous businesses like yours, Ihave raised over $25,000 for
the NICFSA Research and Medical School Scholarship Funds

Tam asking for donations of items, gift certificates, and/or services for both adults and children
Monetary donations will be used to purchase items for the auction or simply added to the money
donated to the NICFSA, whichever you wish. I have planned the auction for July 16, 2011. All of
the money raised from this auction will go to the NICFSA.

The New Jersey CFS Association, Inc., is a 501(c)(3) not-for-profit organization whose
purpose is to support patients, disseminate reliable information, and promote research. It
sponsors a wide range of activities, including: support groups, a Journal, a recommended
hedltheare provider list, statewide conferences, a helpline, and interacting with and
advocating for the ME/CFS community. “Chronic Fatigue Syndrome (CFS) attacks people of
ll ages and welks of lfe, leaving many indefinitely disabled. According to the Centers for
Disease Control (CDC), the number of sufferers is growing, CFS can sirike anyone. It causes a
wide array of symptoms including overwhelming weakness, extreme fafigue, chronic sore throat
and tender lymph nodes, fever, muscle and joint pain, cognitive and neurclogical problems,
irritable bowel syndrome, nausea, and vertigo. The course of CFS is uncertain. Some patients
improve and recover, while others remain ill for long periods.” (www.njcfsa.org) More than one
million people in the US suffer from ME/CFS. The NJCFSA serves people mainly in the tri-
state area, butis open to anyone who wishes to join.

For this auction o be a success, Turge you to please donate items, gift certificates or services that
either adults or children will enjoy. Blease help me to make a difference.

If you are able to donate item (5) please e-mail me at Teddies96@aoLcom , mail the tem ()
to Marissa Newell 84 Bennett Ave. Neptune City, NJ07753, or call me at 732-775-9326 and
Iwill arrange for pickup.

Tappreciate your help and your support

Sincerely,
Warioss Howell
NJICFSA Youth Trustee
For More Information about NJCFSA write to:
NICFSA

PO Box 477,
Florham Park, NJ 07932
Or visit www sicfsa.org - (click on “youth” to read an essay I wrote.)

Fighting for a cure










