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A phone call can change everything.
When Ellen Katz called the nbmtLINK in

the spring of 2003, Myra Jacobs, Executive
Director, happened to answer the phone.
Ellen explained that her husband, Albert, a
pharmacist, had been fighting a form of
leukemia for several months.  He had already
undergone several courses of chemotherapy
and was on 12 different kinds of medications.
He had undergone not one, but two
bone marrow transplants, and Ellen was
overwhelmed.  Within minutes, Myra put her
in touch with Pat Steele, a board member and
the BMT Coordinator at the University of
Michigan Health System.  They talked, and
talked.  

Although Albert did not survive, Ellen never
forgot the support she received from strangers
on the other end of a phone, hundreds of miles
away.  She wanted to do something to insure
that the nbmtLINK would continue to be there
for others in need.

On Sunday, September 10, 2006, Ellen Katz
held a brunch at her home in Baltimore,
Maryland, as a thank you to Myra Jacobs and
the nbmtLINK for their help and support.  The
keynote speaker was Dr. Steven Pavletic,
head of the Graft versus Host and
Autoimmunity Unit, National Institutes of
Health, and a tireless advocate of the LINK.
Sitting informally in front of Ellen’s white
brick fireplace, he spoke to a select group of
invitees, eager to hear what he had to say
about the future of transplantation. In the corner
of the living room, sitting close together were
Takeshi Toma, and his wife, Penny, who had a
BMT several years ago.  “Monday is my 3rd
Birthday,” Penny told Dr. Pavletic.  The room
erupted in applause.  She explained they had
driven nearly two hours to come to the event,
simply to thank the nbmtLINK for helping
them through the transplant process.  

A telephone call does change everything. ◆

A Message from the Executive Director
Special Gifts Initiative to Kick-Off nbmtLINK’s 15th Anniversary in 2007

Time flies when you’re helping others! Founded as an independent 501 (c) (3) non-profit
organization in 1992, the nbmtLINK began serving patients and families with its first publication:
Bone Marrow Transplant Resource Guide, Friends Helping Friends.   Initial funding for this new
Michigan-based organization came from The Metro Health Foundation, University of Michigan,
and the Rex Foundation, the charitable organization founded by the Grateful Dead band.  
W e�ve come a long way, baby! Fifteen years later, the nbmtLINK has grown into a nationally

recognized resource that provides services to thousands of patients, caregivers, and families
across the U.S. and throughout the world.

All it takes is love and money! To expand and strengthen its valuable services and outreach,
the nbmtLINK is launching a “New Beginnings” Special Gifts Initiative which encourages individuals
to donate $10,000 or more in tribute to a BMT survivor or in memory of a loved one.  Photos of
those honored will be placed on our “In Celebration and Remembrance Wall.”  Contributions can
be made in the form of cash or appreciated securities.  It can be a one time gift or pledged over
three years.  For additional information, please call Myra Jacobs, Executive Director at 800-546-5268
or email myrajacobs@nbmtlink.org. ◆

We are very pleased to announce that this
fall the nbmtLINK will be launching a new
program made possible by a grant from Health
Resources and Services Administration
(HRSA).  This national support and advocacy
project will provide outreach and support to
caregivers of pre and post-BMT patients
through a network of targeted nbmtLINK
hospital partners and trained peer support
volunteers.  This outreach effort will provide

much needed encouragement and hope
through peer support and practical advice, as
well as a sterling silver Help and Hope
nbmtLINK bracelet designed by David Wachler
& Sons Jewelers, Birmingham, Michigan.  

Additional Help & Hope bracelets are available
for purchase by calling 800-546-5268 or can
be ordered on the website www.nbmtlink.org.
Each bracelet is $50 plus tax, shipping &
handling.  ◆ 

Help & Hope Bracelet

Myra Jacobs, Ellen Katz, 
Dr. Steven Pavletic & Char DeWolf

Penny & Takeshi Toma
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Myra Jacobs, Marsha Cohen,
Dr. Rammurti Kamble, &
Dr. Daniel Couriel

A  S E C O N D C H A N C E A T L I F E I S O U R F I R S T P R I O R I T Y .

Chronic Graft versus
Host Disease
Telephone Education
and Support Group

There are more than 40,000 transplants
worldwide each year. About 7,000 individuals
are treated by allogeneic transplant in North
America each year, and about 50% of those
individuals will develop chronic Graft versus
Host Disease (cGvHD). Chronic GvHD is one of
the most difficult long-term complications
following allogeneic transplant. It is associated
with “decreased quality of life, impaired
functional status and the continued need for
immuno-suppressive medication” and
difficulties that arise from  this need
(National Institutes of Health). 

The nbmtLINK recognizes the unique
circumstances and issues associated with
cGvHD, and is pleased to offer a telephone
education and support group for individuals
living with cGvHD. For the past 5 years, the
nbmtLINK has been conducting telephone
support groups for transplant survivors and
caregivers. The cGvHD group was piloted in
the spring of this year and received very positive
feedback. 

The group, facilitated by Sandra Mitchell,
CRNP, MScN, AOCN and Kate Castro, RN, MS,
AOCN, National Institutes of Health, consists of
four week, 1-1/2 hour sessions for 8-10 survivors,
and there is no charge for participation. 

We are grateful to Steven Pavletic, MD,
National Institutes of Health, Viki Anders, RN,
MSN, CRNP, Kimmel Cancer Center at Johns
Hopkins, and Patricia Prince, MSW, National
Institutes of Health for their participation.
This important program provides an opportunity
to speak with others and to find information,
support and hope. If you would like to participate
in a cGvHD Telephone Education and Support
group, please contact the nbmtLINK at
800-546-5268 or email info@nbmtlink.org. ◆ 

nbmtLINK Takes Its

BMT Educational
Forum in Houston 

On May 20, 2006, nbmtLINK convened its
second national Educational Forum “The New
Normal” in Houston, Texas for patients,
survivors, caregivers, and health professionals.
The event was made possible through a major
grant from the Langeloth Foundation and four
other Sustaining Partners: American Society
for Blood and Marrow Transplantation, the
Lance Armstrong Foundation, the National
Marrow Donor Program, and Berlex.  

The day began with concurrent sessions
addressing “Medical Perspectives Before,
During, and After Transplant” for allogeneic
transplant and autologous transplant.  Dr.
Daniel R. Couriel, MD Anderson Cancer
Center, Dr. Rammurti Kamble, Baylor College
of Medicine/The Methodist Hospital, along
with transplant survivors: Greg Farris, Ginger
Jarnagin, and Mary Catherine Hudgins shared
information and practical advice.  

The highlight of the day was a presentation
focused on the stem cell/bone marrow donation
process and donor concerns, presented by
Marsha Cohen, BSN, RN, OCN, The Methodist
Hospital.  During this presentation, with the
help of The Blood Center, the nbmtLINK
orchestrated an emotional and inspirational
first time meeting of transplant survivor, Phil
Kaufman and his donor, Stacy Kwon.  

Following lunch, attendees were able to
choose between three breakout sessions:
“Pediatric Transplant,” presented by Dr.
Kathryn Leung and Bonnie Byrne, LCSW, both
of Texas Children’s Hospital, and parent
Kimberly Wilkins; “Coping and Family
Adjustment,” presented by Phyddy Kettler,
APN, MD Anderson Cancer Center;
“Transplant in Patients Over 50,” presented
by Dr. Steven Kornblau, MD Anderson Cancer
Center and BMT Survivor, John McKemie.
The day closed with a panel of survivors and
caregivers: Mary Catherine Hudgins, Kevin
Ribble, Terry Quinn, Kari Quinn, and Kimberly
Wilkins, discussing “Coping with Transplant
and Survivorship”.  ◆ 

Phil Kaufman & donor
Stacy Kwon

Ginger Jarnagin & Cherry Evans

Information is just a click away!
Please visit the nbmtLINK Online

Resource Library at www.nbmtLINK.org
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Amy Castellini & Kristen Jones

A  S E C O N D C H A N C E A T L I F E I S O U R F I R S T P R I O R I T Y .

VOLUNTEER PROFILE :
Friends Helping Friends 

When 20-year-old Kristen Jones was diagnosed with acute myelogenous leukemia (AML) in
April, 2002, her friends at the University of Dayton rallied around to support her. But after it
was decided that she would travel to the Fred Hutchinson Cancer Center in Seattle to undergo
a stem cell transplant, her mother Jean felt that she would need something more. “We were
going 2000 miles from our home in Michigan and would have to stay in Seattle for four
months. Kristen’s friends would be busy with their typical college lives while she was
engaged in the fight of her life, the fight FOR her life. I thought that we both could benefit
from talking to someone who really understood the challenges ahead, someone who had
already been there.”

Kristen had been given a copy of the nbmtLINK’s Resource Guide in the hospital after her
initial diagnosis. She read about the peer support program and asked her mother to call the
LINK. The nbmtLINK staff put Kristen and Jean in touch with Cincinnati volunteer Amy
Castellini, a trained nbmtLINK peer support volunteer, who coincidentally also had her transplant
at the Hutch. Amy answered all questions they posed regarding her transplant experience,
and also offered some non-medical advice—“As soon as you feel up to it, go to Nordstrom
Rack—it’s great retail therapy!” 

Amy also sent a special gift to Kristen in Seattle. It was about a week post transplant and
Kristen was physically very weak. Emotionally she was down too. Her cousin was getting married
that day and she was to have been a bridesmaid. A nurse announced that she had a visitor—
Amy’s brother Brad was in town for a conference, and Amy had asked him to visit Kristen. As
his sister’s marrow donor, Brad had been closely involved in Amy’s transplant. He relayed stories
of her courage and humor at that time, as well as how full and “normal” her life was 8 years
later. “It was a huge lift that we really needed that day!” Jean says.

Kristen arranged to meet Amy in April, 2003, just one year after her diagnosis. “I wanted to thank
her in person for helping me through a very difficult time,” Kristen says. Again, coincidentally,
Kristen moved to Cincinnati a year ago, to attend University of Cincinnati College of Medicine
where she is studying to become a pediatric oncologist. Kristen and Jean are now both peer
support volunteers for the LINK, knowing full well just how much of a difference friends helping
friends can make in the life of a family facing the challenge of a lifetime. ◆ 

Executive Women’s Breakfast
It has been said that the nbmtLINK is one

of the best kept secrets in our community.  So
we decided to do something about that.

On Wednesday, October 25, 2006, the first
Executive Women’s Breakfast was held at the
Birmingham Temple in Farmington Hills,
Michigan.  Judy McCarthy, our Community
Liaison and founder of the J.P.McCarthy
Foundation, welcomed a select group of
accomplished women from the Detroit area,
including members of our board and staff, to a
one-hour program designed to raise community
awareness about the LINK.

Judy McCarthy and the nbmtLINK have
supported and shared their missions for nearly
15 years. Judy’s late husband, beloved radio
personality J.P. McCarthy, lost his battle with
Myelodysplastic Syndrome in 1995 before a
donor could be found.  

Three extraordinary women were the
keynote speakers for the morning event.
Marla Murphy’s sense of humor was infectious
as she talked about her experiences as a 15-
year survivor.  Jean Jones, whose strength

was evident, spoke poignantly about being
the caregiver to her 20-year old daughter,
Kristen.  Genuine relief and pride spread
across her face when she told the audience
that Kristen is now a healthy, young woman of
24, and in medical school, studying to become
a pediatric oncologist.  Juanita McReynolds, a
10 year survivor, spoke eloquently about her
experiences and the need to increase the
number of minority donors on the marrow
registry.

Each of the speakers shared a great deal of
pride in knowing that the nbmtLINK, a nationally
recognized organization, founded and
headquartered in Michgian, receives requests
for materials and information from every state
and six continents.  The website receives
nearly 200,000 “hits” a year. And, now, a new
group is informed about the global impact of
the nbmtLINK and its vital educational and
supportive programs that promote positive
coping, emotional healing, and informed
decision-making.   ◆

Char DeWolf, Marla Murphy,
Myra Jacobs, Judy McCarthy,
Jean Jones, & Juanita
McReynolds
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The National Bone Marrow Transplant Link is very grateful to its Link Partners, whose support is essential to its mission of
helping patients, as well as their caregivers, families, and the health care community, meet the many challenges of SCT by providing
vital information and support services.

Annual Sustaining Link Partners
The Jacob & Valeria Langeloth Foundation           National Marrow Donor Program          The J. P. McCarthy Foundation

Annual Supporting Link Partners
American Society for Blood and Marrow

Transplantation
Barbara Ann Karmanos Cancer Institute
Community Cancer Care Specialists/

Mt. Clemens Regional Medical Center 
Dana Farber Cancer Institute

Fred Hutchinson Cancer Research
Center/Seattle Cancer Care Alliance

Henry Ford Transplant Institute
M.D. Anderson Cancer Center
Mayo Clinic
Memorial Sloan-Kettering Cancer Center

Oregon Health & Science University
St. Joseph’s Healthcare
University of Michigan Comprehensive

Cancer Center

For over a decade the nbmtLINK has
sponsored an annual educational forum for
patients, caregivers and family members. We
are pleased to continue the tradition of
providing a source of support to those
touched by transplant, and are now designing
an educational series consisting of three
evening sessions.  These two hour sessions

will take place on March 20, April 17, and May
8 at the Troy Community Center, Troy,
Michigan.

Each workshop will feature presenters to
discuss the various concerns that may
accompany transplant survivorship. Look for
additional information about the 2007
Educational Series after the New Year.  ◆

2007 Educational Series “Survivorship:
Facing Forward”

Caring for someone having a BMT is a
unique commitment that requires extraordinary
physical and emotional effort.  The patient is
the primary medical focus, as everyone hopes
for a positive treatment outcome.  However,
like the patient, the challenge of the BMT is
life-changing for the caregiver as well.  

While BMT patients may follow an arduous
road to recovery, BMT caregivers walk a parallel
path with their own set of unique challenges.
It is the goal of the National Bone Marrow

Transplant Link to help BMT caregivers meet
the many challenges they face.  In collaboration
with the National Marrow Donor Program, the
nbmtLINK’s Caregivers’ Guide for Bone
Marrow/Stem Cell Transplant, Practical
Perspectives is being revised with publication
expected early next year.  The updated
Caregivers’ Guide will also be available as a
free download on the nbmtLINK website
www.nbmtlink.org.  ◆

Watch for Updated Caregivers’ Guide

Katy Fasl & Marla Murphy

Juli Schwalm

Eleventh Annual Michigan BMT
Educational Forum 

The eleventh annual nbmtLINK “Ask the Experts” Michigan Educational Forum brought together
more than 120 patients, survivors, caregivers, and health professionals on Saturday, April 22,
2006 at the Livonia Civic Center Library in Livonia, Michigan.

Chaired once again by Marla Murphy, 15 year BMT survivor, the  forum offered emotional
support and provided medical updates and information about survivorship issues, the role of
nutrition in the fight against cancer, and the impact of cancer on the family.  

Sponsors of the Michigan Forum included Blue Cross/Blue Shield of Michigan, Wright &
Filippis, the McCarty Cancer Foundation, Michigan Society of Hematology and Oncology,
Oakwood Health System, Amgen, Inc., Biogen Idec, My Friend’s Care, and Genzyme Oncology.  ◆
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