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The Fund Sponsors Meeting on Squamous Cell
Carcinoma

Science and Medical News

The Fanconi Anemia Research
Fund sponsored a meeting in April
2010 on squamous cell carcinoma
(SCC) in Fanconi anemia patients,
an area of increasing concern.
Approximately 35 physicians and
researchers, plus members of the
Fund’s Scientific Advisory Board
and Board of Directors, attended the
two-day meeting. Philip Rosenberg,
PhD, US National Institutes of
Health, presented compelling
evidence concerning the relatively
high incidence of SCC. Ralf Dietrich,
the Executive Director of the German
Family Support Group; Eunike
Velleuer, pediatric oncologist; and
Alfred Boecking, MD, HeinrichHeine University, Düsseldorf,
discussed the collection and analysis
of oral brush samples of 349 patients.
Meeting participants divided into
four small groups to work on the
following topics:
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• Screening for cancer and the
importance of prevention
• Carcinogenesis: differences
between FA and non-FA patients
• Carcinogenesis: location of FA
cancers and the role of HPV
• Clinical Trials: design and agents

John Hanna, an FA patient
with SCC, reflects on his
lifestyle choices related to
head and neck cancer:

Each group generated a draft
written report with specific
recommendations. Those reports will
be circulated among the meeting
participants this fall and a decision

will be made on the need for, and
timing of, a follow-up meeting.
One concrete result of the meeting
so far: Erich Sturgis, MD, a
member of the Fund’s Scientific
Advisory Board, informed the
group that an ongoing clinical trial
“ I take great pride, and
have a sense of relief, in
knowing that I did nothing
to speed up this cancer. It
makes it easier to live with.
I would be so angry at
myself if I had done things
like smoking and drinking
knowing full well that I’d
possibly brought this on
myself. I’m fortunate that I
had excellent role models
in my parents. As kids
and adults if we see our
parents doing these things
we will most likely end up
doing them as well.”

at MD Anderson Cancer Center
for erlotinib (Tarceva) would be
opened to FA patients. See related
article on page two.

National Institutes of Health Grant Expands 15-Year
Effort Initiated by the Fund to Prevent Cancer

Science and Medical News

At a Fanconi Anemia Research
Fund workshop in 2007, participants
agreed to collaborate on an effort to
identify and test drugs that could
potentially prevent complications

a new $10.7 million grant from
the National Heart, Lung, and
Blood Institute, a branch of the
US National Institutes of Health,
will expedite research into new and

A $10.7 million grant from the NIH will expedite
research into new and existing drugs and
compounds.
associated with Fanconi anemia.
Donations to the Fund provided
nearly $650,000 to pursue ideas
developed at the workshop. Now,

existing drugs and compounds. The
research teams are based at Oregon
Health & Science University, the
University of Oregon and Harvard

Medical School. They will screen
thousands of drug candidates in
mice (OHSU), zebra fish (UO) and
human cell lines (Harvard).
Many of the drug candidates
to be screened have already been
approved by the US Food and Drug
Administration (FDA) to treat other
medical conditions. This prior FDA
approval could speed applications
in FA. Another 10,000 molecules
randomly modified for various
biological reactions also will be
screened for therapeutic benefits.

More on SCC...
Clinical Trial
Availability
Fanconi anemia patients with head
and neck cancer who are candidates for
surgery may be eligible to participate
in a clinical trial at the MD Anderson
Cancer Center in Houston, Texas.
The trial uses erlotinib (brand name
Tarceva), a drug that works by
blocking the action of an abnormal
protein that otherwise signals cancer
cells to multiply. A trial of this drug
precedes surgery; after surgery a tumor
sample is analyzed for changes in the
cancer cells in response to the drug.
Contact William N. William, Jr.,
MD, at wnwillia@mdanderson.org or
Raquel Ayuste, RN, at 713-792-6363
for more information.
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“For an adult with FA, the probability of an
SCC occurring is about 1 or 2 percent per year.
Most of these tumors appear to arise from
precursor lesions, so although the risk adds
up over time, there appear to be promising
options in terms of early diagnosis and
treatments.”
—Philip Rosenberg, PhD.,
National Institutes of Health

Researchers Discover a
14th Gene Linked to FA
FARF-funded researchers in Germany and England, led by Helmut
Hanenberg, MD, Chris Mathew, PhD, and Detlev Schindler, MD,
have discovered a 14th gene linked to Fanconi anemia, named
RAD51C. Research revealed that mutations in this gene may also
lead to an increased risk of breast and ovarian cancers. This discovery
is the latest in a long line of important findings yielded by 20 years of
research supported by the Fanconi Anemia Research Fund.

Current FARF-funded Research
Following is a list of FA research projects that are currently receiving (or will receive) support from the Fund.
Several new grant applications are under review and may be added to this list for support in the near future.

Science and Medical News

Farid Boulad, MD
MultiCenter Pilot Trial of HSCT Lacking a Genotype Identical Donor (A collaborative study involving
Memorial Sloan-Kettering Cancer Center, Cincinnati Children’s Hospital Medical Center, Children’s
Hospital of Wisconsin and Boston Children’s Hospital)
Philip Connell, MD
Restoration of Homologous Recombination in Fanconi Anemia
Neelam Giri, MD
Studies of Immune Function in Patients with Fanconi Anemia
Majlinda Lako, MD
Using iPSC Technology to Understand Early Hematopoietic Development in FA Patients
Susan Mallery, DDS, PhD
Mucoadhesive Patch Delivery of Fenretinide and Berry Anthocyanins for Oral Cancer Chemoprevention
K.J. Patel, MD, PhD
Reconstituting and Dissecting Monoubiquitination in the FA Tumor Suppressor Pathway
John Postlethwait, PhD
Screening for Therapeutics in Fanconi Anemia
Susanne Wells, PhD
HPV Replication and Transformation in FA Squamous Cell Carcinomas
Stephen West, PhD & Andrew Dean, PhD
Coordination of Fanconi Anemia and Bloom Syndrome Complexes by FANCM
Feng-Chun Yang, MD, PhD
Investigating the Role of Microenvironment in the Development of Bone Marrow Failure in Fanconi Anemia

Lynn and Dave Frohnmayer with Andreas
Fanconi, MD, son of Guido Fanconi, MD,
the physician who first identified the
genetic disorder that bears his name. The
Frohnmayers, Dr. Fanconi and others in
the worldwide Fanconi anemia research
community gathered at the University
of Würzburg in Germany last May for a
scientific meeting on the occasion of the
80th birthday of Traute Schroeder-Kurth,
MD. Dr. Schroeder-Kurth was a pioneer in
the study of FA, the first to describe the
“formal genetics” of FA and to show that
FA caused chromosome abnormalities.
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Top 10 Takeaway Messages from the 2010 Family
Meeting at Camp Sunshine
1.

Seek information and advocate for yourself
or your child.

Science News from the Family Meeting

2. When considering a BMT at a particular
center, ask how many FA transplants are
performed annually and what the current
outcome data are, particularly for unrelated
FA BMTs.
3. Inspect the mouth twice a year beginning
at age 9 or 10. If any suspicious lesions are
present, increase screening to every six
weeks and seek a biopsy.
4. Avoid alcohol and tobacco, including
secondary smoke and oral products with
alcohol.

6. Consider vaccinating against HPV at age 6 for
both boys and girls.
7.

Test at a young age for hearing loss.

8. See a gastroenterologist if the following
symptoms persist: weight loss, decrease
in growth, blood loss, significant vomiting,
daily multiple bowel movements, diarrhea,
and pain under right ribs or in right lower
quadrant.
9. Consider donating tissue samples through
NDRI as a way to help move FA research and
therapies forward.
10. Stay vigilant! Complications can arise
relatively quickly and without warning.

5. Maintain good oral hygiene. Brush and floss!

Parents and FA Patients Must Be Strong Advocates
A huge gamut of
medical issues can
accompany the diagnosis
of Fanconi anemia.
Parents of children with
FA and adults with FA
must be their own best
advocates according to
Eva Guinan, MD, DanaFarber Cancer Institute,
Boston, Mass.
Dr. Guinan reviewed
a long list of underlying
and acquired complications that can confront individuals
with FA, including iron overload caused by transfusions;
hearing loss related to structural anomalies; endocrine
and GI nutrition problems; drug interactions; and living
with the threat of cancer, which she likened to “the
ever-present light of an oncoming train.” Adults with FA
generally transition to adult physicians who may know
4
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very little about FA. When possible, a multidisciplinary
medical center is “the way to go,” and a program that
integrates local FA experts with adult care providers is a
real plus.
Dr. Guinan concluded that parents and patients alike
have an enormous responsibility to understand the
various ramifications of this disorder, be alert to new

Take home message:
Be a very educated advocate
and consumer every step of
the way.
studies, educate caregivers and advocate strongly for their
own needs. She acknowledged that no one should have
to shoulder so much, which is in many ways “not fair.”
Dealing with this complicated disorder is very “nerve
wracking”—but sometimes there is simply no choice.
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Oral Brush Samples Reveal Progression to Cancer
of the Oral Cavity

Science News from the Family Meeting

Between 2006
and 2010, Eunike
Velleuer, MD,
Children’s Hospital,
Heinrich Heine
University Medical
Center, Düsseldorf,
Germany and Ralf Dietrich, Executive Director, German
Family Support Group, collected brush samples from
the oral cavities of 365 patients with Fanconi anemia for
a study led by Ruud Brakenhoff, PhD, Free University,
Amsterdam. Dr. Velleuer presented their findings at our
Family Meeting at Camp Sunshine.
Cytological testing of the brush samples, performed by
Dr. Alfred Böcking, Düsseldorf, revealed 12 malignant
tumors from 10 separate patients. Not one of the tumors
had been previously recognized. Two of the 10 patients
previously had oral cancer, but were not monitored
regularly after tumor removal. Eight patients had never
been diagnosed with cancer.
Dr. Velleuer stated that all persons with FA should do
four things to help prevent oral cavity cancers:

1. Get information! “If you close your eyes, you can’t
see the enemy.”
2. Undergo regular inspection, including selfinspection and evaluation by an ear, nose and throat
(ENT) physician. Document areas of concern and
ask your ENT to take pictures of possible lesions for
later comparison.
3. Avoid ALL alcohol and tobacco, including
secondary smoke. Try to avoid anything that causes
irritation to the tissues of the mouth.
4. Maintain good oral hygiene.
Brush sample screening is also useful in identifying
precancerous changes that occur over time in the lining of
the mouth cavity. Loss of heterozygosity (LOH) means that
a patient who has already lost the function of one allele of a
gene has now lost the function of the second allele as well.
Dr. Brakenhoff and Dr. Velleuer believe that patients who
progress to malignancy will first exhibit specific areas of
LOH. Screening and testing focus attention on high-risk
areas and help identify very early malignancies.

Oral Bacteria — a Possible Diagnostic Screen
for Oral Cancer
Flavia Teles, DDS, MS,
DMSc, The Forsyth Institute,
Boston, informed Family
Meeting attendees that bacteria
are sometimes associated with
different cancers. Elevated levels of
common oral bacteria have been
found, for example, in esophageal
cancer lesions. It appears that bacteria may contribute to
carcinogenesis by activating carcinogenic chemicals or by
causing infection and inflammation.
Studies conducted at Forsyth have shown that the
mouth can harbor more than 700 types of bacteria,
some of which may be associated with cancer. Forsyth
scientists have observed that non-Fanconi anemia
patients with oral squamous cell carcinoma (SCC) have
6
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elevated salivary levels of specific bacteria. Thus, saliva
might be a useful non-invasive tool for the diagnosis of
oral cancer.
Dr. Teles plans to characterize the oral bacterial profiles
of FA patients, their non-FA siblings and parents, and
non-FA oral SCC patients. She will determine the most
prominent bacteria in the mouths of individuals with FA
and investigate whether these bacteria induce infection,
inflammation or activate carcinogenic chemicals. She
will also compare the bacterial profiles found in FA
patients and in non-FA SCC patients. She hopes this
study will lead to an early diagnostic test for patients at
greatest risk of developing head and neck cancer.
Dr. Teles obtained saliva samples from 18 individuals
with FA and from eight non-FA family members in
attendance at Camp Sunshine.
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Human Papillomavirus and FA: Evidence Builds for a Link

Science News from the Family Meeting

Susanne Wells, PhD, Cincinnati
Children’s Hospital Medical
Center, Cincinnati, Ohio,
discussed the possible link between
the human papillomavirus (HPV)
and the cancers that affect persons
with FA. Dr. Wells noted that
approximately one-fifth of all cancers diagnosed each year
in the general population are caused by viruses, and HPV
is responsible for 500,000 of these.
HPV infection contributes to cancers by improving
cancer cell survival and causing malignant cells to grow
faster. In the general population, HPV causes almost all
cervical cancers and many cancers of the vulva, vagina,
anus, penis, and head and neck. Based on laboratory
studies, Dr. Wells believes that HPV infection might
increase the susceptibility to cancer in persons with FA.
HPV is usually transmitted through sexual contact.
However, there is evidence that HPV is found in children.

In a US study, HPV was detected in 6% of healthy
children. HPV was found in the mouths of 42% of healthy
children in a Finnish study and around 52% of prepubertal
children in a United Kingdom-based study. Variance in
sensitivity of tests explains these very different numbers.
With assistance from FARF, Dr. Wells studied saliva
samples from 55 FA patients and 54 normal controls.
She hoped to determine if HPV is more common in FA
and how HPV might alter cancer risk in FA patients.
Her preliminary conclusions are that HPV is present in
a greater proportion of FA individuals over controls and
that younger patients are affected. Nine of 55 individuals
with FA were HPV-positive and four of those were under
the age of 12 (two were six years old), compared to two
normal controls positive for HPV, ages 13 and 18.
Dr. Wells’ ongoing studies focus on the mechanisms by
which HPV might alter cancer risk in persons with FA
and how HPV infection can be prevented and treated in
this at-risk population.

Physical and Psychological Complications Post-Transplant
Eva Guinan, MD, Dana-Farber Cancer Institute,
reminded attendees of the Family Meeting at Camp
Sunshine that FA is forever and “a lot of baggage comes
with it,” both physical and psychological. A bone
marrow transplant won’t take care of all the problems
associated with FA and can often create new issues. She
discussed a range of complications that can be caused by
the transplant itself.
Agents used to eliminate a patient’s own marrow and
immune system, such as radiation and busulfan, can
cause regimen-related toxicities. Dr. Guinan observed
that busulfan is not uniformly less toxic than radiation.
Additional agents that suppress the patient’s immune
system can cause kidney and blood pressure problems.
One of the biggest concerns post-transplant is graftversus-host disease, which can be acute (aGvHD),
chronic (cGvHD) or both. Transplantation requires the
patient to re-constitute an immune system, leading to
this serious complication. Donor cells attacking the host
cause both forms of GvHD, but cGvHD is more like
8
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an autoimmune disease, in which one’s immune system
attacks various parts of the body. The skin, liver, gut
and lungs can all be affected. There are no completely
satisfactory therapies for cGvHD. This complication can
predispose to malignancy, lead to scarring of the lungs
(a chronic cough or poor exercise tolerance can suggest
scarring) and can be fatal.
Other post-transplant complications include endocrine
disorders (growth impairment, thyroid problems, delayed
puberty); bone problems including osteoporosis and
avascular necrosis (bone death associated with steroid
exposure, caused by an abnormal flow of blood to the
bone). Bone pain, not always experienced at the exact
location of bone loss, may suggest avascular necrosis.
Managing these sometimes chronic medical demands
places an enormous psychological burden on patients
and caregivers alike. Given the tendency to emphasize
transplantation as a curative therapy for bone marrow
disease, one can easily overlook the many complications
that can ensue.
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Families Find Information and Support At Annual
Family Meeting

Family News

Fifty-four families, including 39 children and 13
adults with Fanconi anemia, attended the 19th annual
Family Meeting, held this year at the end of June at
Camp Sunshine in Casco, Maine. In total, 196 people
from eight countries, plus presenters, staff and volunteers
spent nearly five days together learning, laughing and
supporting one another.
The agenda included days filled with presentations
from scientists and physicians providing helpful
information to parents on signs and symptoms to watch
for, treatment options, pre- and post- bone marrow
transplantation issues and more.
Children, lovingly attended to by energetic volunteers

and dedicated camp staff, spent their time dressing up,
creating arts and crafts, playing outdoors, rehearsing for
the talent show and making new friends. Decorated wish
boats were launched and message-filled balloons were sent
aloft in moving tributes. Some amazing piano playing,
joke-telling, singing and dancing provided a fitting
exclamation point for the children and adults alike.
In addition to the enormous amount of clinical
information, adults will remember the surprising (and
surprisingly good!) karaoke performances and the helpful
support groups that bookmarked each day.
“Counting the days ‘til next year,” was an often-heard
phrase as the camp came to a close for the 19th year.

My Lucky Family and Fanconi Anemia Ireland
By Lisa Doyle
At 29, I’m the eldest daughter in the Doyle family.
We live in Skerries, County Dublin, Ireland. I live in
Balbriggan with my partner, Terry. There are six people in
my family: my mum, Theresa; dad,William; sister, Sonya
(age 27); and my brothers, Graham (age 22) and Simon
(age 20). Sonya and Simon don’t have Fanconi anemia,
but Graham and I do. It took nine years for doctors to
diagnose us.
We are a very lucky family. Graham and I required
bone marrow transplants; we were fortunate that Sonya
was a matched donor for both of us. In May 1993 I
was the first patient with FA in Ireland to have a bone
marrow transplant. Graham had his the following
January. It was a very busy and stressful time for our
family. Doctors gave us a 50/50 chance and there were
no support services for FA familes, and still aren’t. A lot
of doctors had never even heard of FA. While both our
transplants were very different in experience, they were a
huge success. Although there were a lot of complications
afterwards and still are, Graham and I are little fighters
and like to think we’ll outlive you all.
FA has brought my family extremely close. I am so
proud of my family and how strong my parents are. We
are all best friends and can get through anything the world
has to throw at us. Sonya is my “Lucky Star” and we will
12
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always be so very grateful for her wonderful and generous
gift of life to Graham and me. Not only have we received
the gift of life, but so has the rest of the family.
I set up a Fanconi Anemia Ireland Facebook page
with the backing of my family to support and educate
people and families with the disease. We strive to create
awareness and raise vital funds for the Fanconi Anemia
Research Fund; all monies raised on behalf of FA Ireland
go to FARF.
During International FA Day last May, FA Ireland
held its very first fundraiser, in Ollie’s Place, Skerries,
County Dublin. The main attraction was a sponsored
head shave. Very big thanks to the eight lads who
participated and got sponsorships. Local business got
involved and sponsored prizes. We got media coverage to
raise awareness during our fundraising campaign. A huge
thank you to Ollie’s Place for their generous support and
for turning us loose on the premises for free. But nothing
compares to the love and support from my brilliant
family. It was greatly appreciated and has really helped
FA Ireland to raise funds and awareness for FARF. Our
event was a huge success!
We hope in the future that FA Ireland can connect FA
families and friends with their counterparts worldwide.

The Story of Israel
By Mary Jo Becerra

“Every day I remind myself that all
I have with Israel is today which
brings to mind the saying ‘Today
is a gift. That is why it is called the
present.’ ”
Israel was born early and was considered small for
gestational age (SGA). So, when he failed to grow and
develop like other babies his age, we attributed it the fact
that he started out “behind.” I worried about his growth
and development, but the pediatrician told me that SGA
babies don’t catch up until they are 5 years old. In fact, at
Israel’s nine-month check up, the pediatrician didn’t ask
about his nutrition or milestones. December 2009 was
the turning point for me. I had lunch with a friend whose
son was also SGA and was four months younger than
Israel. When we met that day in December, her son outweighed Israel by one pound. I knew then that something
was wrong. I contacted the early intervention program in
Oklahoma and started researching new pediatricians.
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Family News

Our lives changed forever on May 3, 2010. This was
not the day of the birth of our son, Israel, but rather
the day we found out he has Fanconi anemia. As every
parent of a child with FA can attest, this is a traumatic
diagnosis. It was particularly painful for us. Our nephew
had Fanconi anemia and passed away in March 2010,
four months after his transplant.

At Israel’s one-year check up, I told our new
pediatrician of my concerns about his delayed
development. When I told her our family history, she said
she suspected FA. We saw the geneticist in February who
recommended we start with Fanconi anemia testing. On
April 29, our geneticist called and told me the test was
positive. When we went to his office on May 3, I honestly
thought he was going to tell me we needed more testing to
confirm, but he started describing the characteristics and
complications of Fanconi anemia. I was devastated and all
I could think about was our nephew.
It took us a couple of months to come to terms with the
diagnosis and start our research. We contacted the Fanconi
Anemia Research Fund in July and that has been a blessing
for us. Since Israel’s diagnosis, I felt so alone and when I
joined the E-group, I immediately made friends. Now, I
feel as though we belong to the FAmily.
Israel has undergone quite a few procedures since his
first birthday, but, overall, he is a happy and content
toddler. He has a curious nature and loves his Baby
Einstein videos. His diagnosis may have changed our lives,
but he has been a blessing since the day he was born.
This journey has been a lesson that God is in control,
not we. Every day I remind myself that all I have with
Israel is today which brings to mind the saying “Today
is a gift. That is why it is called the present.” Israel
was a gift to us and although I still worry about what
the future holds for him my focus is on enjoying and
treasuring our present.
Blessings to you all.

Coming Home—Abroad
By Kirstine la Cour Rasmussen

Family News
Our family of four, Marie-Louise, 2, Sebastian, 6, Tue
(father) and Kirstine (mother) went to Camp Sunshine
for the first time this year.
Sebastian was diagnosed with Fanconi anemia-D2
when he was only 2 months old. He was a small baby,
had one thumb missing, the other abnormal and was
diagnosed with duodonal atresia on the first day of
his life. He underwent surgery right away and, in the
following weeks, his blood counts started to decline. This
led to the suspicion of FA, which was confirmed after
testing at a lab in Germany.
We had been reading about Camp Sunshine since our
first contact with FARF, and had always wanted to go to
this wonderland. However, dealing with what seems to
be an endless list of side-diagnoses (severe hearing loss,
undescended testes, hand surgery to strengthen the right
thumb, possible hydrocephalus, possible tethered cord,
enlarged ventricles, poor intake, partly fused thalamus,
etc.) we did not find the time nor the energy to go…
until this year!
The trip from Copenhagen, Denmark, was long, but
absolutely worth it. We all had a blast! The five days hit
us hard with their intensity and we are still digesting, bit
by bit, this fantastic summer holiday experience.
Being new to Camp, one of our biggest concerns before
going was the language barrier. Sebastian and MarieLouise only speak Danish (so far), and how were they to
understand the other kids and all the others at Camp?
Well, within the first two hours of Camp, especially
Sebastian had learned how to speak “fanconish.” To those
14

Family Newsletter #48

of you unfamiliar with it, it is a combination of sign
language, jumping wildly on the dance floor, pulling
fingers on all volunteers, watching Monsters, Inc. in
English (pretending to understand every bit of it!) and
holding hands with a very cute girl with FA while going
down the slide for the hundredth time!
Marie-Louise was a little more shy, but her fortress was
soon torn down by a bunch of wonderful volunteers in
the Tot-Lot. She still blushes when we say “do you want
to play with stickers/bubbles” in this sweet, sing-song,
Tot-Lot tone of voice.
While the kids had fun, we listened carefully to all
the medical information available at Camp. We would
not have believed for a second that we could attend
more than 15 FA deep-dive lectures ranging from BMT
through PGD, to hearing loss issues in only four days!
This for sure has given us valuable knowledge which we
can use in our Danish medical setting.
Being with a whole bunch of kids and adults who
suffer from the same rare disease as our Sebastian was
extremely overwhelming. It was the first time we actually
met other FA patients—the faces, the eyes, the (missing)
thumbs and the delicacy in stature. However, watching
“ …within the first two hours of Camp,
especially Sebastian had learned how
to speak ‘fanconish.’ To those of you
unfamiliar with it, it is a combination of
sign language, jumping wildly on the dance
floor, pulling fingers on all volunteers…”
every one of them bouncing around Camp, making
wish-boats, releasing balloons, showing off their talents,
caring for each other, singing karaoke and sharing their
stories gave us so much hope for the future.
Although we were at a place we would have preferred
not to have to come, we felt very much at home.
And although FA has led us to this place, we are so
thankful to have met a big, warm group of people, with
whom we feel very closely related—and from whom we
received an incredible kindness and openness.
We hope to meet up again next year. To sing, dance,
cry, find comfort—and feel at home!

Tara’s Story
By Mary Eilleen Cleary
cannot begin to describe the devastation, the spinning
in the room, the fast-moving, sickening thoughts as the
description of what this means was painfully revealed to
unsuspecting parents.
But the story picks up from here. We received
a beautiful Christmas present: big sister and great
companion, Brenna, was a match.
Our family barely had time to adjust or immerse
ourselves in the FA world, although FARF was and is a
tremendous resource. Tara’s counts steadily dropped. She
was never ill; she never showed bruising, but those counts
moved into the transplant range.
With the guidance of Dr. Jim Fahner in Michigan
and Dr. John Wagner in Minnesota, we decided to go to
transplant in June 2009. We had two weeks to prepare.
Tara received Brenna’s cells on July 27, 2009, at the
University of Minnesota Children’s Hospital where a
tremendous team of health care providers is taking the
best of science and doing God’s work. She came through
as well as one can, and we were back at the Ronald
McDonald House at Day +18.
I remember saying to Dr. Wagner the week before
transplant that it was a “leap of faith” to turn over
our sweet daughter. His stellar outcomes and God’s
tremendous grace got us to the one-year anniversary
and a re-birthday celebration that had to be squeezed
in between swim team, dance class, a fashion show
production and math class! Yes, Tara has been that busy,
that productive and that healthy.
Tara’s perseverance and gutsy attitude help all of us.
I promised her that she could get her ears pierced if
Dr. Wagner said it was okay at her one-year check up.
He did, and the determined redhead didn’t waste any
time. Tom and I wanted a break after the marrow and
skin biopsies, but Tara insisted on the Mall of America.
Biopsies in the morning; ear piercings in the afternoon.
She’s tough,
determined, rested
and ready—and
her counts are
excellent!
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Family News

How do you begin a
story that involves the
diagnosis of Fanconi
anemia? The start was
gut-wrenching; we
don’t know the end,
but the middle is
full of success, faith,
love and unbelievable
admiration.
Tom and I had three
children in less than
three-and-a-half years,
John Wagner, MD, and
and Tom joked that I
Tara Cleary
was like a Pez dispenser.
Natalie was first, Brenna came next and Connor showed
up 19 months later after a complicated pregnancy. That
fact, plus the demands of our busy young family, put a
seven-year gap between Connor and the 2001 birth of our
youngest child, Tara. Thirty weeks into the pregnancy, an
ultrasound showed the baby was small for gestational age.
After careful monitoring, I was induced two weeks early.
Tara was born weighing less than a sack of flour (4 lbs. 7
oz.), but perfectly healthy—at least that’s what we thought.
Tara grew in spunk but not in height. We started her
on growth hormones when she was 4 with a diagnosis of
“idiopathic short stature,” meaning the cause was unknown.
Idiopathic was changed to Fanconi anemia on Oct. 28,
2008 when Tara was 7. Her endocrinologist had ordered
a routine blood test. The pediatrician called, saying Tara’s
blood work looked odd, but it was probably a fluke and
we should retest in the next couple of weeks.
Then the endocrinologist called. He was alarmed by
the results and said they likely were not a fluke. I got
knots in my stomach and thought I’d take Tara after
school for the retest. His nurse called back and told me
not to wait until after school to get her retested. She said
they’d made an appointment for a bone marrow biopsy
the next morning “just in case.” I don’t know how I drove
to get Tara and took my sweet, innocent girl for another
blood test that began to paint a scary, but completely
unknown future.
The counts were low and the next day’s biopsy pointed
to FA, a diagnosis that was confirmed a few days later. I

FA Parents Express Importance of Hope
By Nancy Cincotta, MSW, MPhil, Psychosocial Director, Camp Sunshine at Sebago Lake

Family News

At the FA Family Meeting in 2009, 32 parents expressed how hope had played
a role in their lives since their children had been diagnosed with Fanconi anemia.
I took each response, clustered it with similar responses and created a document
integrating parent voices on the issue of hope. All of the sentences came from
parents. Many of you will recognize your words:

FA has dramatically changed our lives. After getting over the initial
period of disbelief and paralyzing fear, it has enriched our lives in
many ways. It has taught us to treasure each other and every day
of life. Each day is a gift. Without hope we perish! Hope is what
sustains us.
It has been indispensible to retain hope; to believe extension
of life is possible; to have faith that human effort can make a
difference; and to trust that advancement of science can make the
seemingly impossible become a reality.
Hope is the motivation for change. Hope is what keeps us sane.
First it was our hope that our child would do better than average,
now we hope for a cure for the others. Hope that we can make the
best of each day. Without hope there is depression. Hope is what
keeps us going every day and what assures us we will beat FA in
our lifetime. Hope makes it tolerable for us; we are aggressive in
fundraising. Hope provides the stimulus to fight the fight. Hope has
been given through learning to deal daily to stay in the “present”
and break up pressures. The amount of hope increases every year.
Life is change and hope is an integral part of life. Hope is a huge
part of embracing change. It is the driving force behind all we do
as parents faced with a fatal diagnosis. All we have and hold onto is
hope, because we have no control over what is now happening in
our lives.
Hope played a big part of coping with this diagnosis. We can’t lose
hope! Each day we use the word hope: I hope his counts are good.
I hope he is feeling well. I hope he doesn’t catch anything. We can’t
lose hope; it keeps us going. Hope has a bigger role post-transplant
than what it was pre-transplant. Pre-transplant was more fear and
gaining knowledge and control to the extent possible.
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Living with Fanconi Anemia
By Edwin Ferreira

Congratulations!

marrow transplant. But of course things have changed
since 1996. At 11 or 12 years old these words did not
sit well, but even at such an early age I decided that I
want to do everything possible before I get a transplant. I
wanted to attend college, get married, and have kids and
one day own my own business.
I used FA to push me to the limits and gain as much
success in life as possible. I graduated from high school
in the top 10 of my class and played four years of varsity
basketball. I was accepted to Siena College with almost
a full ride, and in 2009 I graduated from The College
of Saint Rose with my master’s degree in business
administration. That same year I went to Disney World
and had reservations at Cinderella’s Castle where I
proposed to my fiancée, Yalitza Negron. I am now an
administrator at The College of Saint Rose, but was
recently advised that I face a new challenge. I am now
26 years old and have been
diagnosed this year with
myelodysplastic syndrome
and am awaiting a bone
marrow donor match.
Like everything else in my
life this is a challenge I
must run through because
there is a goal I will reach.
Everyone save the date, our
wedding will be in
two years!

Amanda Gleason
(FA, age 22), new
mother to Lucas,
born 4/18/10

Edwin Ferreira
(FA, age 26), engaged
to Yalitza Negron

Alaina Riley (FA, age
26) married Jeff
Mercer on 9/4/10
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Family News

As I grew older my
doctors and family
members always told me
what I could and could not
do, as if being a teenager
isn’t hard enough, but
growing up with an illness
is even harder. At the age
of 8 I was diagnosed with
Fanconi anemia. I didn’t
fully understand what all
this meant until I was 11
or 12 years old when things seemed to get a bit worse.
My doctors were mainly concerned that my platelets
were continuing to drop.
Throughout my life, many if not all of my friends
didn’t know that I had been diagnosed with FA. It was
not until my senior year in high school, when I wrote my
college essay about my struggles trying to live a normal
life. It was a very emotional experience reading my essay
in front of my classmates. As I cried looking down at
my life on a sheet of paper, I looked up to see bright red
noses with tears in the eyes of everyone I knew since first
grade. That same essay helped me land a spot at Siena
College in Albany, NY.
I’ve been asked if living with FA had affected the
choices I made in life. My answer is, yes…ever since
the day my doctors in New York City told me that I
had only a 20% - 30% chance of survival with a bone

International Fanconi Anemia Day Meets
With Great Success
By Peg Padden

Fundraising

Fanconi anemia individuals and families from all
over the US, Canada and Europe used their ingenuity,
creativity and energy to make the First Annual
International Fanconi Anemia Day a huge success. They
held raffles, car washes, yard sales, chess tournaments,
kickball tournaments, family fun days, a Facebook
challenge, mail campaigns, a night at a Dublin pub,
a turtle race (yes, a turtle race!) and more. The result
of this combined effort that extended from May 1
through much of the summer was increased awareness
of FA and $153,000 for the Fund! That’s $153,000
for much-needed research for improved treatments
and—what we all dream of—a cure! The truth is, no
matter what country we live in, what we do for a living
or what our political or religious beliefs are, we ALL have
this one dream which inspires and unites us.
The Second Annual International Fanconi Anemia
Day will kick off on May 1, 2011. This time we will

expand the scope to include participation from extended
family, friends and FA researchers who share our dream.
The possibilities are limitless! Bake sales, penny drives,
runs/walks, bike rides, dances, concerts, hikes...you name
it; it will work. Just do it!
Thank you to everyone who was a part of the first
International Fanconi Anemia Day and thank you to
those of you who plan on joining us next year. Together
we will find a cure!

“ The truth is, no matter what country
we live in, what we do for a living
or what our political or religious
beliefs are, we ALL have this one
dream which inspires and unites us.”

How FARF Can Help You Fundraise
More than 80% of the Fanconi Anemia Research
Fund’s annual budget comes from family fundraisers.
We’re here to help make your events a success. We can:
• Provide sample fundraising letters and help you edit
your letter
• Use your photos to personalize your letter, event
invitation or brochure
• Use your mailing list to send your letter or invitation
from our office
• Provide ideas, information and display materials—
including flyers, a display board and a banner—
for events
• List your event on our website
• Send a thank you letter and tax receipt to your donors
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We ask that you cover fundraising events with liability
insurance. Insurance for a one-time event is often
available through a family’s homeowner’s insurance
policy as a relatively inexpensive insurance rider. Please
contact the Fund if you need assistance obtaining or
paying for this required insurance.
Please ask your donors to write their donation checks
to the “Fanconi Anemia Research Fund.” When a
donation is received, we’ll send a letter of thanks from
the Fund with a tax receipt, and we’ll notify you that a
donation has been made in your name.
We appreciate all your efforts to raise funds to combat
FA. You are making a difference!

FA Family Encourages Fundraising Efforts
By Mike Vangel
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Fundraising

to live in the moment and treasure each and every day
she is given is amazing and truly inspiring.
Dennis loves school and tries never to miss classes even
though he usually doesn’t feel that well. He eagerly wakes
up every morning to get to school as early as he can. He
enjoyed playing in the Middle School Jazz Band. He
turns to his guitar for expression and escape from worry.
Like Amy and Dennis, we worry a lot about their
health, and the serious health issues experienced by so
many young FA adults and children. When Peg Padden
came up with the idea of an International Fanconi
Anemia Day, we thought we would join in and do a
letter-writing campaign to help raise money to fund
Fanconi anemia research. With a job change and the
On September 6, 2010, we celebrated the eighth
slump in the economy, it had been a couple of years
anniversary of our daughter Amy’s bone marrow
transplant. It is hard to believe so much time has gone by. since we had last reached out. The hardest part was just
committing to do it and then everything else fell into
We feel very blessed she has done so well.
Our son, Dennis, has FA, too. He is now in the eighth place. The staff at FARF provided us with a list of folks
who had donated on our behalf in the past and we added
grade. Because of FA he is growth hormone-deficient,
to the list, too. They provided us with some examples of
tires easily and his immune system is not as strong as it
should be.
He had a bone marrow biopsy
“ There are a lot of things in the world we have no
procedure in March. Dennis’ bone
control over. Our children’s medical issues are
marrow is beginning to fail and his
blood counts are getting weaker. Because
uncertain at best. However, it felt good to do
Amy’s bone marrow failed, we know
something positive to help raise money for research
what it’s like to go through a bone
that could benefit them and the rest of the FA
marrow transplant and worry for him.
community.”
He knows, too, what his sister went
through when she received a bone
marrow transplant and is concerned. He
doesn’t like to talk about it, but we know it hangs heavily other FA families’ fundraising letters which made writing
our own family’s letter much easier. Although we mailed
on him.
the letters on our own, they offered to do that for us, too.
In December 2009, Amy had pre-cancerous lesions
Four months later, checks are still coming in and more
removed from inside her mouth. There were many and
than $11,000 has been raised. We are so grateful.
they could not remove them all. The surgeon removed
There are a lot of things in the world we have no
what she could. Malignancies are quite common in young
control over. Our children’s medical issues are uncertain
adults with FA and there is little that can be done other
at best. However, it felt good to do something positive
than close monitoring and surgery to remove the tumors
when they develop. It’s a scary way for a young woman and to help raise money for research that could benefit
them and the rest of the FA community. We encourage
a young boy to have to live each day of their lives.
other families who may not have fundraised in the past
Amy’s health remains relatively stable and most of the
time she experiences joy in the beauty around her and in couple of years to do so. We are glad that we did and feel
strongly you will, too.
the warm friendships she nurtures every day. Her ability

Family Fundraising Scrapbook

“Bounce for Fanconi Anemia”

Climb for a Cure/Your Rope Team

Not many kids would give up the chance
to open presents on their sixth birthday,
but Shane Ciolfi did just that. He wanted
to hold a very special birthday party this
year—to raise money for FARF on behalf
of his very special cousin and best friend,
Wyatt Klimkiewicz, who has FA. Shane held
a “Bounce for Fanconi Anemia” party and
fundraiser for his sixth birthday party. In
the Ciolfi family, great minds think alike, as
Shane was following the example set by his
brother, Cameron, who held a “Bounce for
Fanconi Anemia” birthday party in 2008, in
honor of cousin Wyatt and in memory of Trey
Dougherty. Together, the Ciolfi brothers have
raised more than $10,000 for FA research!

In 2008, the McQueen family joined Bill
McCorey and other friends to form Your
Rope Team and developed a mountainclimbing fundraising event. In 2009, the
Lindsay family joined in. This year, both
families participated in Your Rope Team’s
Climb, soliciting sponsorship/funds when
they climbed Old Rag Mountain in Virginia
on Aug. 28. This year’s event has raised more
than $9,600 to date.

Thank you …for coming to my 6th
birthday party and “bouncing for fanconi
anemia” …and my best friend and cousin
wyatt. Together we raised $3,305 for
the fanconi anemia research fund!

thank you!! your friend Shane Ciolfi
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Musical Theater Fundraiser
Ready for her
close up—Molly
Nash, age 16,
has performed
with PHAMALy
(Physically
Handicapped
Actors and
Musical Artist
League) for
the past five
years. The
theater troupe
is composed of players with a variety of
challenges, who teach each other to never
let a disability or disease stop them from
doing what they love to do the most—
perform! This summer, Molly took center
stage in an FA fundraiser, as more than 150
supporters came to watch her perform as
Chip in “Beauty and the Beast.” To date, the
fundraiser has generated more than $4,300.
Take a bow, Molly!

Kick FA

Family Fundraising Scrapbook

Thirteen-year-old Matt Pearl, who has FA, wanted to do
something to help the cause and his 15-year-old sister,
Alex, who has struggled with FA-related health issues this
year. Matt put together a kick ball tournament, got the word
out on the local news, helped write a fundraising letter,
handed out brochures door-to-door, held a raffle, made a
presentation about FA at a school assembly and managed to
raise more than $20,000 for FA research. Matt’s question to
potential donors was, “WWYD—What Would You Do?”

Schuman Concert
For the past 11 years,
dedicated Fanconi
Anemia Research
Fund supporter and
accomplished violinist
Sharon Schuman has
organized a classical
concert and wine
auction fundraiser in
Eugene, Ore. This year’s
concert generated
$11,190, bringing
Sharon’s cumulative
fundraising total to
more than $213,000 for
FA research.

Hull Golf Tournament
Family members, friends and fraternity
brothers turned out in force for the 11th
Annual Chris Hull Memorial Sigma Pi Open on
the Penn State Blue Course, held in honor of
Chris Hull, Theta ’89, who passed away in 1999
of FA. This event raised $7,900 for FARF this
year, reaching a cumulative total of $75,000.

Coley’s Cause
Candy Bar Fundraiser/Wal-Mart Match
Five-year-old Alise Williams has the best seat
in the house as she helps mother Debra with
a candy bar fundraiser outside their local
Wal-Mart. The retailer provided matching
funds, bringing the total raised to $1,930.

In 2004, 6-year-old Nicole “Coley” Levine
passed away due to FA. Every year since
then, the Levine family has held Coley’s
Cause Memorial Golf Tournament fundraiser
benefitting FARF in memory of feisty, funloving Coley. So far, this event has raised more
than $122,000.
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Upcoming Fundraising Events Calendar
Check to see what’s going on in your area.
Oct. 22, 2010

Play for FA Casino Night and Silent Auction
Richmond, Va.

Fundraising

This event will be held at the Renaissance Conference
Center in Richmond. For more information, please visit
www.playforfa.org or contact Lorraine McQueen at
lmcqueen01@verizon.net or 804-247-1459.
Nov. 20, 2010

Hoot n’ Holler Denver, Colo.
This event features an auction, dancing, Texas Hold
‘Em and more at the Hilton Garden Inn Denver
Tech Center. For more information, visit www.
katafoundation.org.
Feb. 13, 2011

Seventh Annual Valentine Fanconi Anemia
5K/8K Run/Walk Portland, Ore.
The run will take place in downtown Portland at 8 a.m.
For more information, visit http://valentine5k.com.
May 1, 2011

International Fanconi Anemia Day Global!
The 2nd Annual International Fanconi Anemia Day is
shaping up to be even more spectacular than the first.
Now is the time to start brainstorming and planning
events!
For more information about any of these events, or to
have your event added to this page, please call us toll free
at 1-888-FANCONI or email info@fanconi.org.

Ongoing Events:
Kaps for Kendall
Donate $25 to FARF through Kaps for Kendall and a knitted
hat will be donated to patients who have lost their hair from
chemo and radiation treatments. If you are a knitter, you
can help by supplying a hat. Contact Allison and Whitney
Atkinson at www.kapsforkendall.com.
Kendall and Taylor Atkinson Foundation (KATA)
The Kendall and Taylor Atkinson Foundation raises money for
Fanconi anemia research. Visit www.katafoundation.org for more
information, to donate or to purchase from their online store.
CaddyForACure.com
Caddy For A Cure Inc. raises funds for designated charitable
organizations while offering the opportunity to be “inside the
ropes” as a caddy for a Tour player at a PGA Tour event. This
perfect gift for a golf fanatic offers a one-of-a-kind professional
sports fantasy while contributing to genetic disease research.
The Fanconi Anemia Research Fund receives 20% of the
proceeds from Caddy For A Cure. Contact Russ Holden at
www.CaddyForACure.com.
Maddie’s Angels Cookbooks
These cookbooks are for sale to support FA research for $15
each. For more info, please contact Nancy and Ernie Landwehr
at maddiesmom50@yahoo.com or ernie_landwehr@msn.com.
Sandy Carter Photography
Sandy Carter Photography donates 100% of proceeds sold
through her website at www.etsy.com/shop/sandycarterphoto to
FA research.

Global Partners Help Support the Fund’s Mission
The Fanconi Anemia Research Fund’s ability to finance the work of researchers is leveraged by several FA
research and support groups outside of the United States:
Fanconi Hope, a United Kingdom-based
charitable trust, has made several significant
donations to the Fund targeted specifically to support
research that emanates from United Kingdom
research facilities. Fanconi Hope also hosts scientific
meetings, including one this November in London
on developing an international FA gene therapy trial.
Steven’s Association Moonrise, an organization set
up in Belgium in memory of Steven Keyes, a young
man who died of FA at 24, similarly looks to the Fund
to screen research and identify suitable Europe-based
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projects. Like Fanconi Hope, Steven’s Association
Moonrise donates to the Fund with a request to use its
donation for a specific project.
Fanconi Canada is very active, raising funds for
Canadian-based FA research, and holding scientific
and fundraising events throughout the year.
For more information about these organizations, as
well as other country-specific organizations that provide
support to FA families, go to the Global Partners section
of the Fund’s website, www.fanconi.org.

Family Fundraising Efforts

$175,000 and up
Dave and Lynn Frohnmayer
Kevin and Katie Rogers/My Best Friend

$50,000 - $99,999
Kendall & Taylor Atkinson Foundation
with the Nash and Atkinson Families
Paul and Rena Rice
Glen Shearer and Peg Padden

$20,000 - $49,999
Chris and Susan Collins
Dan and Nikki McCarthy
Mark and Diane Pearl

$10,000 - $19,999
Kerrie Brannock
Mark De Groot and Hanneke
Takkenberg
Ed and Janice Duffy
Susan Gannon
Michael Glas and Carol Felmy
Steve and Jennifer Klimkiewicz/One
for Wyatt
Kevin and Lorraine McQueen
Pedro and Marina Ravelo
Mike and Beth Vangel

$5,000 - $9,999
John and Kim Connelly
David and Mary Ann Fiaschetti
Alan and Rachel Grossman
Brian Horrigan and Amy Levine
Charles and Katy Hull
Tanner and Jessica Lindsay
Jeremy and Stacey Mefford
Jack and Lisa Nash

$1,000 - $4,999
Mark and Linda Baumiller
James and Tracy Biby
Jeffrey and Donna Boggs
Chris and Jennifer Branov
Donald and Danielle Burkin

David and Kim Chew
Tyler and Teresa Clifton
Curt and Crystal Fales
Justin and Britteny Ferrin
Allen Goldberg and Lori Strongin
David and Paula Guidara
Owen Hall and Margaret Kasting
Jeff and Beth Janock
Erik Kjos-Hanssen and Turid Frislid
Gregory and Lynnette Lowrimore
Bill and Jackie Lucarell
Tue Marker and Kirstine la Cour
Rasmussen
Steve and Alison McClay
Sheila Meehan
Jim and Holly Mirenda
Ian and Tricia Mitchell
Tyler Morrison and Rachel Altmann
Robert and Mary Nori
Peter and Janice Pless
Mark Ritchie and Lisa Mingo
Maureen Russo
Rick and Lynn Sablosky
Bob and Andrea Sacks
Bryan and Karen Siebenthal
Charles and Jennifer Sumrall
William and Mary Underriner
Troy and Debra Williams
Michael and Kim Williams
Wesley and Sue Wycoff
Sean and Kristin Young

up to $999
Chris and Ellen Allums
Ken and Jeanne Atkinson
Yavin Atzmon and Sharon Harari
Gerald and Julie Barbier
John and Audrey Barrow
Randy and Nancy Bloxom
Roel and Diane Brand
Lezlie Chesler

Jeanette Clark
Daniel Conde
Richard Day
Tony and Phyllis Dellapenta
Donna DellaRatta
Wendy Delzell
Mike Dennis and Ginger Eggers
Kim and Stephanie Dillow
Pat and Mary DiMarino
Antonino and Marie DiMercurio
Brian and Jennifer Dorman
Delbert and Linda Dotson
Sandra and Lindsay Dunn
David and Kelly Dunnock
Gene and Lynn Eddy
Sharon Ellis
Doreen Flynn
Brett and Nanette Foster
Gary and Melody Ganz
Brian and Lisa Gillott
Andrew and Jennifer Gough
Mitchell and Tirzah Haik
Bob and Victoria Hathcock
Sean and Helen Healey
Roger and Eleanor Herman
Peter and Tara Himmelreich
Jeff Hoffman
Alan Howard-Jones
Bonnie Hutchins
Lester and Nancy Jansen
Randy and Christie Kelley
John and Karilyn Kelson
Keith and Krisstina King
Joseph Konikowski
Kayla Lackey
Ernie and Nancy Landwehr
David and Shawn Leonardson
Peg LeRoux
Todd and Kristin Levine
Anne Llewellyn

Eric and Beth Losekamp
Deane Marchbein and Stuart Cohen
Gil and Peggy McDaniel
Adam and Olivia Mindle
Matt and Andrea Morris
John and Betty Mozisek
Des Murnane and Mai Byrne
Kenny and Lisa Myhan
Tony and Lina Nahas
Jack and Tammy Neal
Bob and Alice Nicholson
Fred and Nancy Nunes
Lorraine O’Connor
Michael and Katharine Ormond
Joshua and Crystal Pepper
Steve Perkins and Karen Magrath
Lori Petersen
John and Dianne Ploetz
Michael and Kay Proctor
Lynn and Shirley Quilici
Gail Richardson
Jan and Leonard Riley
Richard and Dolores Satterlee
Sharon Saunders
Bill and Connie Schenone
Thomas and Brenda Seiford
Matt and Diane Senatore
Lorne Shelson and Annette Waxberg
Jim and Carol Siniawski
Mitzi Speelman
Tamara Stephens
Greg and Brandi Stuart
Mark and Susan Trager
Steve and Melissa Turner
Al and Michelle Valenzuela
Xiaoqing Wang and Ning Liu
Marc Weiner
Norman and Michelle Wilson
Gerald and Elizabeth Wisz

In Loving Memory
“For some moments in life there are no words.”
Matt Hale....................... 9/30/04 – 5/4/10

Ashlynn Nicholson........ 11/10/03 – 8/7/10

Abiye Gambo................. 3/25/94 – 7/19/10

Scott Dorman................ 8/16/88 – 8/16/10

Catelyn Duffy................ 10/19/87 – 7/25/10

Jackson Van Singel....... 8/10/05 – 8/25/10
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Of Note

From, Jan. 1, 2010 through Sept. 30, 2010, Fanconi anemia families raised $996,186 for the Fanconi Anemia Research Fund. The
Fund also received $2,493 from the United Way and $5,288 through the Combined Federal Campaign, for a grand total of $1,003,967
for this nine-month period—a very strong showing, especially in this still-challenging economic climate. It’s important to note that
ninety-two cents of every dollar you raise goes directly toward the Fund’s mission of research and family support services. Thank you
very much for your efforts so far this year, and remember, the Fund’s staff is available to assist you with your holiday fundraising efforts.

