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Three decades of advancing
treatments and supporting families
Thirty years ago, David and Lynn Frohnmayer invited a group of Fanconi anemia
researchers to a meeting in Portland, Ore. The 13 researchers who attended that meeting,
along with the Frohnmayers, developed the guiding principles that have driven the work
we do here at the Fanconi Anemia Research Fund (FARF). These principles laid a foundation
based on collaboration that continues to define the research we fund, the partnerships we
form, and the way we engage with one another as a community. Throughout this newsletter,
you will read about how your gifts empower our community to work together and the impact
of 30 years of research and family support.
Philanthropy is often the first step toward new breakthroughs. Donors like you make it

Melissa Haendel, PhD

possible for the brightest minds to come together and push research and therapies forward.

Kathryn Pennington, MD

A couple of months ago, your gifts allowed us to hold the 2nd annual Joel Walker Meeting

Jeffrey Siegel, MD

on Head and Neck Cancer. From this meeting, we established a plan to form a virtual

Agata Smogorzewska, MD, PhD

tumor board so that individuals with FA have access to the right doctors when they’ve been

John Wagner, MD

diagnosed with cancer.
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Your gifts enabled us to work with the National Organization of Rare Diseases (NORD) to
develop a clinical registry, which launches this summer. The registry will track the natural
history of disease in people with FA and provide valuable information to scientists and
clinicians as they work to advance treatments.
Such treatments include gene therapy. Thanks to you, we have supported research into
gene therapy for many years, and we are seeing progress from ongoing clinical trials in
Spain and in the USA. In this newsletter, you’ll read about research in real life, as one family

Helen Potts, Research and Operations
Coordinator

participating in a gene therapy trial shares their story, fears, and hopes for the future.

Mike Scott, Finance Manager

vibrant, happy, and long lives.

Isis Sroka, PhD, Director of Scientific
Operations

With your help, we are moving closer to a future where people diagnosed with FA live
With gratitude,

Sherri Van Ravenhorst, Communications
Director

Mark Quinlan

Julia Wong, Family Fundraising Program
Manager
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30 YEARS
Lynn Frohnmayer, FARF co-founder, addresses the FA community

In 1983, Oregon parents Lynn and David
Frohnmayer learned their two daughters,
Kirsten and Katie, had Fanconi anemia (FA).

about the luckiest person I know.’ Alas, that

our rare genetic disease in the mainstream

happy picture was not to last.

of cancer research. All of our FA genes

Over the course of the 1980s, we were
to learn that of our five children, all three

their main job is to protect and repair the

daughter, Amy, also had the disease. At

of our daughters had Fanconi anemia.

genome. But the proteins encoded by these

that time, the Frohnmayers were told that

We were told it was a fatal disease,

genes have functions independent of DNA

patients with FA rarely live to adulthood

that kids usually died in the first two

repair. Some are involved in controlling

and that there is no cure for this illness.

decades of life, and very few ever lived to

oxidative stress, some in protecting against

In 1989, the Frohnmayers founded the

adulthood. Therapies then were practically

endogenous aldehydes and inflammation,

Fanconi Anemia Research Fund (FARF).

nonexistent. I just do not have the words to

and others in enhancing stem cell survival.

Thirty years later, all three Frohnmayer

tell you the extent of the anguish we felt.

daughters have died from complications

One of the harsh realities of life is that

Bone Marrow Transplant
We’ve come very far in improving bone

of FA. At the 30th Scientific Symposium in

we’re not always in control of the things

late 2018, Lynn Frohnmayer addressed the

that matter to us the very most of all. We

marrow transplant outcomes. In 1986,

audience, speaking about her family’s story

all do the best we can with what we have

our daughter Katie needed a transplant,

and the progress made in three decades of

been given, and sometimes we’re fortunate

but she did not have a matched sibling

FA research. Her whole speech is available

to see that progress, and even great good,

donor and no center would perform

as a video at www. fanconi.org. What

can come from our own misfortune.

the transplant. When daughter Kirsten
developed leukemia in 1995, centers were

follows are highlights from her address.

Gene Discovery
The Beginning
In the early 1980s, things were going

4

function in the FA/BRCA pathway, and

They would later find out that their third

David and I founded the FA Research
Fund in 1989. Our first priority was to

willing to transplant her but gave her only
a 20% chance of survival.
In 1999, Dr. John Wagner did a trial

extremely well in our family. We had

discover the FA gene. We now know that

to see if one drug, fludarabine, could

wonderful children who were smart, kind,

mutations in any one of 23 different genes

make a difference. Practically overnight,

and seemingly healthy. I remember going

cause FA. Five of our 23 genes are breast

success rates went from 20% to 60%!

to the beach in Oregon, looking at my

cancer susceptibility genes (including

Today in the United States at our three

lovely family and thinking: ‘I have got to be

BRCA1 and BRCA2), discoveries that put

major FA transplant centers, success
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OF IMPACT
rates for unrelated donor transplants are

working hard to identify ways to prevent

approximately 90%. As a result, we are

and treat FA cancers.

seeing a huge improvement in survival.

A Request to Researchers and Doctors
Cancer
I wish we could declare victory and go

I suspect that every single FA family
member in this room has an overwhelming

home, but because of increased longevity,

sense of urgency. Families depend on

the next shoe to drop is cancer. Back

us to find answers, to identify drugs and

when we founded FARF in 1989, one FA

better approaches to prevent and treat

researcher estimated that 2% of the FA

malignancies.

population would get cancer. Our 2014

The Frohnmayer Family in the late 1980s

I make one request of all you scientists

Clinical Care Guidelines stated that

and treating physicians: that you share our

from birth to age 40, about 14% of FA

families’ sense of urgency. It’s not enough

patients would develop oral squamous

to identify a hopeful compound or to

cell carcinoma. But when you consider

write an article and get it published in a

only the adult FA population, the numbers

scientific journal. Those efforts won’t help

become alarming. A German study of 142

patients until we put promising drugs into

individuals from ages 18 to 45 showed

clinical trials. Not everything we do will be

that 35% had developed cancer, with the

successful, but we must take reasonable

likelihood increasing steadily with age.

chances and move very aggressively to

What is FARF doing to get ahead of

tackle this problem. Our young adults

this huge challenge? We now have two

desperately want and deserve a chance at

full-time scientists on our staff working on

a full lifespan, and depend on all of us to

this problem. We’re committed to holding

make that hope a reality.

Dave Frohnmayer at a fundraiser for FA research

small cancer workshops annually. We’ve
developed an adult cancer registry. We’re
giving grants to researchers who are

Lynn Frohnmayer at the 30th FARF Symposium
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WHY RESEARCH

MATTERS

How our family channeled grief into hope
By Zachary and Rachel Gratz-Lazarus

Our Mighty Mouse
Well before her diagnosis of Fanconi
anemia (FA), our daughter Norah was a

and has a background in early childhood

knew something wasn’t right.

education, race and health equity issues.

We first heard the words “Fanconi

Zach has worked in community organizing

model in resiliency for us. Born at just

anemia” over the phone with our pediatric

and as a social worker in community

five pounds and three ounces, she had

hematologist/oncologist. Getting the

mental health settings. We started taking

the strongest heartbeat on the hospital

diagnosis sent us into a tailspin. We

the bull by the horns: channeling our grief

floor, surprising us and her doctors. It was

cried every day for weeks. Norah’s dad

into hope, teaching our children to love

a high-risk pregnancy because she wasn’t

immediately regretted a decision he made

themselves, and fighting for life.

growing as much as she should have been.

in college to not take as many science

In the third trimester, we had to attend

classes. A DNA-repair disorder? We had our

non-stress tests several times a week to

work cut out for us.

make sure that Norah was not under any

Bewildered, we started doing our

The Norah Needs You Campaign
Part of the FA diagnosis is facing the
reality that Norah may one day need

distress. Norah’s mom was scheduled for

homework. What’s the course of

a bone marrow transplant. When we

an induction, much to our chagrin.

treatment? Who in our communities

learned that there were no perfect

has expertise in FA? Most importantly,

matches in the bone marrow registries,

Norah was a rockstar. We ended up having

what can we do to take control over our

we reached out to Be the Match and Gift

an eight-day induction. Though Norah was

circumstances and best care for Norah?

of Life (which specializes in working with

Despite all of the doctor’s concerns,

not quite ready to join us, she showed no

And so, with the FA diagnosis in hand,

Ashkenazi Jewish populations) to build

signs of ill health. The head OB/GYN even

our family started putting the puzzle

bone marrow donor campaigns. We leaned

sent us home for 24 hours halfway through

pieces together. We learned that hearing

into our community to host bone marrow

the induction.

loss and small stature were related to

drives, connect us with media, and to

Norah’s diagnosis, among other challenges.

help publicize the search. Rachel used

Mighty Mouse. Small, but resolute. Our model

We reached out to the Fanconi Anemia

her incredible skills as an artist to build a

of resilience. Our first born. Our Norah.

Research Fund (FARF), read what we could

website (www.norahneedsyou.com), while

stomach and watched videos on cell

Zach reached out to an old friend in the

biology so we had a better sense of what

California State Assembly. With the help

We received Norah’s diagnosis in

the doctors were discussing. We turned to

of State Assemblyman Marc Berman, we

stages. She was born with hearing loss

Norah, our dancer, singer, and bookworm,

passed legislation to encourage people to

that turned out to be progressive in at

for help staying present.

join the bone marrow donor registry. The

When she was finally born, we called her

The Diagnosis

Lucky is a challenging word to describe

work snowballed from there. As of July

Progressive hearing loss in children is rare.

our change of circumstances, but despite

2019, we have registered roughly 8,000

Progressive loss in one ear, even more so.

our ignorance in cell biology, we felt lucky

people as a part of our Norah Needs You

The pediatrician sent us to get a blood

to have some of the tools we needed

campaign.

draw (the first of many) and referred us to

to face this challenge head on. Rachel

the genetics department. When the blood

works in public health doing policy work

least one ear. Her doctor was concerned.

6

tests returned with decreased platelets, we
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None of this, of course, would have been
possible without the tremendous support

Norah with her parents (top), at the California State Assembly (bottom left), and with Dr. Agnieszka Czechowicz at Stanford University for the
gene therapy trial (bottom right).
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from our friends, family, co-workers and

therapy team just a couple of months shy

community at-large. And it has not come

of the opening date of the trial. Despite

without hesitation: we are constantly

the exploratory nature of clinical trials,

concerned with the emotional well-being

the team had data from two prior studies

of both of our children (including our

that demonstrated both a lack of negative

three-year-old son Ellis, who does not have

short-term effects and hope for the

FA). Being so public with FA feels scary.

possibility of avoiding a transplant.

FA is our story, actually having FA is not.

that Norah was eligible, and that there

Appeal

We have robbed Norah, to some degree, of

was a spot available, we did our best

By Nancy Nunes

her anonymity in the hopes of finding her

to make an informed decision. Within

a bone marrow match and to help save as

months of the diagnosis, we had to

many lives as we can. We hope that, with

make a decision whether to enroll our

time, this knowledge gives her pride and a

daughter in this experimental trial. We

sense of meaning.

needed to talk with the experts. We spoke

And, while being the parents of a child with

Blessed that the trial was opening,

with doctors at Fred Hutch in Seattle,

Gene Therapy
While the bone marrow registry

Cincinnati Children’s Hospital, University
of Minnesota, Children’s Hospital of

continues to grow thanks to the

Philadelphia, University of California San

Norah Needs You campaign, Norah

Francisco, Dana Farber Cancer Center, and

herself still does not have a perfect

others. Through FARF, we reached out to

match for when she may need to

parents whose children had participated in

have a transplant. This is the case of

previous gene therapy clinical trials.

other kids and adults with FA, too.

The information we received was

Decades of research have made

overwhelming and confusing: risks

transplants for people with FA much

unknown, benefits questionable. But, at

safer, yet researchers continue to

the end of the day, the level of monitoring

ask, what if there’s another solution

was going to be similar whether we went

to bone marrow failure? Particularly,

forward with gene therapy or not. Either

what if we could repair the gene

way, regular blood draws and biopsies

itself, therefore fixing the bone

were in our future. The question was:

marrow and potentially avoiding the

would we have hope for improvements? Or

need for a transplant? That’s where

simply hope for stability and a slow, albeit

gene therapy comes in. Donor gifts

expected descent. We voted for hope.

to FARF have funded basic science

Now, as with everything else, time will

studies into gene therapy for many

tell. All we can do is be honest with our

years, and there are now two clinical

feelings, empowered in our actions, give

trials open for people with Fanconi

Norah every tool we can think of, and take

anemia.

one step at a time.
We are so grateful for FARF, the

Within months after Norah’s diagnosis,

8

A Mother’s

FA families, and donors for all of the

we learned about a gene therapy trial that

incredible work that’s happened over the

had just opened 25 miles from our house.

last 30 years, giving us reasons to hope,

Our timing was serendipitous. After a series

ways to connect, and knowledge to share.

of referrals, we reached Stanford’s gene

Thank you.
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Do you make resolutions for the
New Year? I used to, but they wouldn’t
last very long, so I found myself
making new, monthly resolutions. This
is a variation of a technique I learned
in my twenties, when I took several
management training courses. One
course, called Priority Management,
focused on managing time. To get
perspective, we had to draw a line
which represented our life span, and
then put a mark on it which showed
where we were relatively in our
personal life span. Because I was
around 28 years old, and I figured I’d
live to be about 90, mine looked like
this:
Recently I was talking with my
23-year-old son, Duncan, and he said
he’s living his life as if he will live to
be 30. Duncan’s life line looks like this:

That low number is not a result of

battle yourself, and maybe you are still in

are less likely to come to fruition if we don’t

Duncan being dramatic or pessimistic.

the trenches. Wouldn’t you love to help

believe in them. They can come true if we

He’s trying to be realistic given that he has

prevent other loved ones from having to

persistently work at them. We must befriend

Fanconi anemia (FA). This makes him 500-

fight that fight? Some people afflicted with

them, feed them, and fund them.

700 times more likely to get cancer than

FA have had over 100 cancers, so you can

people in the general population.

see why FA is a model disease for cancer

curable, and that precancerous cells

research.

can easily be detected and treated prior

This statistic is brutal. It’s heartbreaking!
It’s overwhelming!
Yes, I am yelling. I am crying. It is

Donating to the Fanconi Anemia

I dream that all cancers will be 100%

to Stage 1. And of course, I dream that

Research Fund (FARF) can give you a sense

Duncan’s FA will be cured and he can have

crushing to me and it’s not even my

of taking a bit of control over cancer.

a normal life timeline.

timeline. While I was barely beginning

Because FARF funds prevention studies,

my adult life at 28, my son may be near

it’s also logical to donate. Think about

year with a degree in Cell and Molecular

the end of his, struggling with quality of

how much you spend on your health every

Biology. He has been working with a team

life. For most parents it’s virtually a given

year. How much of that is for paying for

at the University of Rhode Island on, you

that their children will outlive them. It’s a

insurance or for medicine for a condition

guessed it, FA research. His goal is to have

common expectation that our children live

you already have? How much of what

his doctorate degree and have a career

easier and more fulfilling lives than we do.

you pay goes to medication to treat the

researching FA. He recently started a new

But those expectations are not a given for

Duncan graduated from college last

side effects of other medications? And

job at Novartis Institutes for BioMedical

Duncan. Those expectations are not even

then compare that with how much you

Research in Boston. His resolve is to make

a dream in Duncan’s case. They are more

put toward maintaining your health and

an impact for the world, for his friends, and

like a fantasy, because like all people with

preventing illness. Let’s say we pay 80% for

for himself.

FA, he is extremely likely to experience

treatment and 20% for prevention. It seems

bone marrow failure and cancer that could

to me if we evened out or flipped this

and slap-in-the-face real. Yet, I had to

end his life prematurely. Writing that last

distribution – if we resolve to spend more

write it in the hope that you would read it.

sentence feels like a bit of a betrayal of

proactively on potential health issues by

Because if you read it, then maybe you will

hope and I hated writing it. As his mom, I

funding research into prevention and cures

feel at least a little of Duncan’s angst. And

wish I could give him more days. I’d give

– we would definitely spend less overall in

if you feel his angst and his resolve, then

him mine if I could. But that’s not possible. I

the long run for our health.

maybe you will resolve to do something

can only resolve to give some of my time to
try to raise funds for research which could
ultimately give him those days.
We all know someone who has battled

Writing this article is painful, maddening,

to help ease it. FA is not contagious, but I

Dreams can come true
It happens. Not every day, but sometimes
they do. Dreams come true because

cancer and maybe even lost their battle

someone takes action, not because of divine

eventually. You may have even fought that

intervention or magic or good luck. Dreams

hope the inspiration and resolve to CURE
it is.
With deepest gratitude,

Nancy Nunes
Donor Newsletter 2019
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Repurposing drugs to
combat cancer in FA
As children with Fanconi anemia
become adults, the threat of cancer
becomes ever more present. There is
a significant and unmet need for head
and neck squamous cell carcinoma

Strides in Research
Applying cancer-fighting strategies from the
general population to the FA population
To fast-track therapies for people with Fanconi anemia (FA), it’s often best to
start by examining progress that’s already been made in the general population.
Large-scale studies such as The Cancer Genome Atlas (TCGA) have made it
possible to detect abnormal chromosomes and mutations that lead to cancer in
people without FA.
According to Dr. Carter Van Waes, the clinical director and chief of head and
neck surgery at the National Institute on Deafness and Other Communication
Disorders, data from the TCGA study of 1,400 squamous cancers can provide clues
for FA researchers as to which abnormalities in FA tumor cells can be exploited for
treatment purposes. TCGA results showed that all squamous cell carcinoma (SCC)
tumor cells – despite their site of origin – share common characteristics, exhibit DNA
mutations, and have changes in the number of chromosomes that can lead to cancer.
This finding could make them more sensitive to certain therapies where DNA damage
helps kill cancer cells.
How do we apply this in FA? FARF-funded researchers and others are currently
studying whether the characteristics observed in SCC cells in the TCGA study also
occur in FA squamous cell carcinoma. If similarities exist, the goal would be to test
targeted therapies that work in the general population on FA patients with cancer.
One such researcher, Dr. Ruud Brakenhoff of the Cancer Center of Amsterdam,
is working on noninvasive diagnosis and targeted treatment of oral precancers.
Detecting precancer before it becomes cancerous gives us the opportunity to stop it
before it requires aggressive treatments that could be detrimental for people with FA.
Dr. Brakenhoff’s study typically showed that FA tumors have many DNA mutations,
making them similar to the SCC tumors in the general population analyzed in the
TCGA trial.
The Dutch group is now investigating the potential toxicity of drugs targeting
certain proteins in FA patients. Once the safety profile is determined, the intent is to
develop clinical trials in people with FA. This therapeutic method would: 1) screen for
precancers, 2) treat precancerous lesions once they’re detected, and 3) monitor for
progression to cancer.
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(HNSCC) treatment for individuals
with FA. DNA-repair defects in this
vulnerable population make conventional
chemotherapy and radiation risky
treatment options for individuals
where surgical removal of tumors is not
sufficient. This means our focus on cancer
in FA becomes an even greater priority.
We are grateful to both our donor and
research communities for responding
to this urgent problem. While we are
funding basic science studies to gain an
understanding of cancers in people with
FA, we also must investigate treatment
options. One of the ways to do this is to
assess what possibilities might already
exist in the cancer field for the general
population. FARF is funding a study at
the University of Minnesota to determine
whether clinically available drugs can
be used to safely treat HNSCC tumors in
people with FA. The team will investigate
the efficacy of four different agents in
pre-clinical FA-HNSCC models. The study
will also identify specific biomarkers that
can be used to assess treatment efficacy.
The ultimate goal of this study is to rapidly
translate the use of these drugs to a
clinical trial for people with FA.

Donors enable 2nd Joel Walker Meeting
on Head and Neck Cancer
One of the most effective ways to make progress on the issue of cancer in Fanconi
anemia is by forming a dedicated focus group of experts to work on the issue. This
spring, we held the 2nd Joel Walker Meeting on Head and Neck Cancer. More than
20 specialists attended, including surgeons, oncologists, radiation-oncologists, oral
medicine specialists, pathologists, epidemiologists and basic science researchers. The
main takeaway from the meeting was that the FA community needs a Virtual Tumor
Board (VTB) to help with developing clinical care plans.
A Virtual Tumor Board is a group of medical care specialists and other health care
providers who, when required, meet to discuss cancer cases and share knowledge
through a virtual platform. The board’s goal is to determine the best possible cancer
treatment and care plan for an individual patient. This would be a tremendous help for
individuals with FA who are diagnosed with a tumor and in need of an individualized
treatment plan. As it stands now, most physicians do not know how to treat a tumor in
a person with FA, leaving that person with very few options. FARF is now working with
clinicians from the Joel Walker meeting to develop this Virtual Tumor Board.

Dr. Agnieszka Czechowicz

Making bone marrow
transplants safer
Thanks to many of your gifts, we
have seen vast improvements in bone
marrow transplants for people with
FA. However, there is still more to be
done to make transplants safer. Current
transplants require use of irradiation and/
or chemotherapy, which can be extremely
harmful, especially to people with FA,
whose cells cannot fix DNA damage
caused by these agents.
One of FARF’s goals is to help develop

Ten young investigators jumped
into the FARF Tank…two came out!
The FA scientific community is growing each year. One of our core principles is
mentorship and supporting the next generation of FA researchers. That’s why we

a way to eliminate toxic treatments
used for bone marrow transplant. Your
contributions allowed us to fund a study at
Stanford University focusing on just that.
Researchers, led by Dr. Agnieszka

developed FARF Tank, to allow up and coming researchers an opportunity to pitch

Czechowicz, of the Center for Definitive

their innovative ideas to the scientific community and win a $10,000 grant. The first

and Curative Medicine, are investigating

ever FARF Tank took place at the 30 Scientific Symposium in 2018. Ten contestants

an antibody that targets a receptor on

had five minutes each to describe their ideas to nearly 400 audience members and

the surface of stem cells. This antibody

our panel of judges. At the end, the audience voted for the project with the most

eliminates stem cells with a non-

potential to shift the clinical care paradigm for people with FA. The judges also

functional FA pathway in bone marrow

chose a winner. The two winners will return to this year’s Symposium to present on

prior to transplant with donor cells. Using

outcomes from their research.

this antibody could reduce the need to use

th

People’s Choice Winner: Allison Bartlett (Cincinnati Children’s Hospital Medical
Center) for “Serotonin – A Novel Target in FA”
Judges’ Choice Winner: Lianne Vriend (Amsterdam University Medical Center) for

toxic radiation and chemotherapy, which
could reduce later cancer risk. This basic
science study was funded thanks to donors

“Addition of mild hyperthermia to improve treatment of FA/BRCA pathway deficient

like you and will soon be translated to a

head and neck cancer in Fanconi anemia patients”

clinical trial developed at Stanford.

Donor Newsletter 2019
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Investigating a different
approach in gene therapy
What about the ultimate goal of ‘curing’ FA (at
least in bone marrow)? Donor gifts have provided
support to past basic science gene therapy studies
and, excitingly, there are now two current clinical
trials for people with mutations in the most
common FA gene, FANCA. These trials require that

International partners gather for
Fanconi Anemia Summit

stem cells are removed from patients, transduced
with correct genes, and then transferred back to
patients. This ex vivo (or out of body treatment) can

You probably already know that FARF is an international organization,

be difficult because FA stem cells are so fragile.

but did you know that there are several partner FA organizations around

In an effort to improve outcomes, FARF is

the world? Some are run by FA families, some by doctors and some by FA

funding preclinical studies at Fred Hutchinson

researchers.
In late 2018, more than 40 researchers, clinicians, FA family members, and
representatives from 17 countries got together to build a more intentional

Cancer Center where the focus is to perform
gene therapy in vivo (directly inside the body), so
that stem cells would not require removal prior

global FA network. Participants addressed organizational and fundraising

to gene correction. We thank all of our donors

capacity, family services, and access to doctors and medicine. Together, the

for your support, which continually expands the

group determined needs, priorities, and action steps in each of these areas. The

possibilities of gene therapy for people with

second summit will take place at the 2019 Symposium in Chicago to continue

Fanconi anemia.

progress in each area. We are excited to work with our international partners
to develop a more cohesive network of FA research and support services.

Understanding cancer in FA at a basic level
How we can better understand why people with FA get cancer

The team at the University of Washington aims to identify

and how can we treat the disease when they do? Those two

features of cancers that provide new insight into their origins and

questions, along with the issues of detection and prevention, are

better ways to treat these cancers in the context of FA patients.

at the forefront of our research priorities. Thanks to our donors,

They are developing and characterizing FA and non-FA cancer

we are now funding two research projects at The Rockefeller

cell lines which can be used to test new cancer therapies for

University and the University of Washington that are focused on

people with FA. Both of these studies will enable us to have a

killing cancer cells in people with FA without harming normal cells.

better understanding of cancers on a basic level, which is vital in

We know people with FA are predisposed to early-onset and

order to identify treatments.

aggressive head, neck, and anogenital squamous cell carcinoma
(SCC). Treating these SCCs is challenging due to a high recurrence
rate and the sensitivity people with FA have to chemotherapy. The
team at The Rockefeller is tackling this problem by identifying
ways to kill cancer cells but spare the normal cells in people with
FA. They are building cell lines that mimic patient cancers and
using them to identify their vulnerabilities, with the intent to then
develop better therapeutics.
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Agata Smogorzewska, MD, PhD

Raymond Monnat, Jr., MD

THANK YOU
NOTES

Team BrAvery conquers
new heights and distances

Before she was born, Aria Gatzlaff’s parents, Kevin and Rachael, were told she
would likely not survive outside the womb. Yet, in January 2011, Aria came into the
world, determined to defy the odds. She had multiple disabilities, experienced 21
surgeries and lived most of her life in the hospital, but despite this, Aria experienced
the world vibrantly. She was enthralled by bright lights and fascinated with Disney
princesses. She smiled often and enthusiastically. At only four years old, Aria died
in September 2015. Aria touched many people’s lives and her family wanted to

Team BrAvery does not shy away

continue her legacy. They started Aria’s Army to raise funds for FA research and

from a challenge. In fact, they charge

family services. Aria’s parents are strongly motivated to support other families living

full force toward it. Founded in 2010

with the challenges of Fanconi anemia.

after the Marx family learned of their

In Kevin's words: “I know the value of community. It’s extremely isolating to have

daughter’s Avery’s FA diagnosis, the

a child with a rare disease. It’s also an isolating experience to lose a child, and as

team is comprised of Avery’s dad,

a result, I’ve had to deal with most of the emotional baggage of that experience

Orion Marx, uncle Zar Toolan, and

alone. And I can’t explain in words how much that hurts. I don’t want anybody else

grandfather Charlie Scott. They take

to have to suffer alone. The value of meeting someone else who understands your

on crazy challenges that push them

situation simply can’t be overstated. It’s life-changing, maybe even life-saving. That’s

to their limits and require great

why the family support FARF provides is critically important.”

strength and perseverance, all to

Thank you to everyone who carries Aria’s legacy forward by giving through Aria’s
Army. Your gifts enable families to connect in meaningful ways that change lives.

raise funds for FA research. Team
BrAvery has biked across seven states,
ran 100 miles through the Florida

Family carries on daughter’s legacy

Keys, and pushed a semi-truck around
a track. Their motto is “do something
epic”. This past May, they again
raised the bar by running 109 miles
on the Mickelson Trail near Mount
Rushmore in South Dakota. They
finished off the weekend by running
the Mickelson Trail Marathon. In truly
epic fashion, the team exceeded their
goal and raised more than $113,000
for FA research. To the Team BrAvery
members and generous supporters,
we give immense thanks for pushing
the limits and reaching new heights.
You are epic!
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The Borden family makes a splash
Since 6-year-old Eli Borden was
diagnosed with Fanconi anemia two
years ago, his parents Sarah and David
immediately immersed themselves in
learning everything they could about how
to care for their son. Part of caring and
advocating for Eli means raising funds for
research. The Bordens found support in
their community and began organizing
small events to raise funds. Last year,
colleagues at Sarah’s company, eFaucets,
donated money to see executives get a
pie in the face. This year, they continued
in that tradition with a Dunk-the-Leader
benefit and ice cream social. Together,
they raised more than $5,000. Thank you to
eFaucets, the Borden family, and everyone
who donated to make a difference!

Band, Brew, BBQ sets a new record
On April 12, two Virginia families, the
McQueens and the Vandermeys, held their
annual Band, Brew & BBQ in downtown
Richmond. The event featured live music,
dancing, great food, silent and live
auctions, and special appearances by four
other Fanconi anemia families. Each year,
the local Richmond community, along with
friends from all corners of the country,
shows its commitment to this cause.
Not only do donors support 20-yearold Sean McQueen, 16-year-old Alex
Vandermeys and 12-year-old Jacqueline
Vandermeys, they support all those
affected with FA by giving for research.
Thank you to everyone who made this
year’s Band, Brew, and BBQ a success!
Together, you gave over $120,000! Your
generosity will help propel new projects
forward and provide support to FA families.

14
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Donor puts ‘love into action’ with planned gift
Legacy Society
Thank you, Carol, for your
commitment to give in this
meaningful way. We are
grateful to all donors who
have included FARF in their
wills and trusts. That’s why we
want to honor those who have
chosen to donate through
planned giving by welcoming
them into the Legacy Society. If
FARF is in your estate plans, or
you’re interested in learning
more, please contact McKenna

Carol Ceresa is the second daughter
in a family of four girls. She’s also the
only sister who was not born with
Fanconi anemia. The Ceresa family
first learned of FA in the 1950s, and
over the span of several decades,
Carol witnessed both the joys and
the sorrows that her sisters, Myra,
Gail, and Paula, endured living with
FA. Eventually, Carol lost all three
sisters. To honor their lives and keep
their memory strong, Carol has been a
longtime supporter of FA research and
family support programs at FARF. She
has also chosen another meaningful
way to make an impact. As Carol
explains it, her plan is to “put love in
action” by giving through her family
trust.
“My love for my sisters, every day,
has never stopped even if they are
not physically present. I plan to
honor their courage, perseverance
and unique personalities by giving

Knapp, Philanthropy Director,
at mckenna@fanconi.org or

through our family trust. As an FA
family member and an FA carrier
myself, I feel a tribal connection with
all FA individuals and families.
There is some degree of trust that
we all care deeply for one another
and would do anything to share the
burden of living with FA and finding a
cure. If my monetary gift, in the form of
a planned giving, helps any individual
with FA and/or family, I am happy and
will feel that I have served one of my
purposes on earth.”

541.687.4658.

Monthly donors make immediate impact
Each year, dozens of individuals with FA register with FARF, seeking support,
resources, and community. New grant proposals come to us and thanks to our
fantastic donors, we are able to fund the best ones. We are grateful to our Monthly
Donors, whose dependable gifts add up, allowing us to provide education and
services to families and to fund promising research projects. Thank you, Monthly
Donors, for providing steady support to all of our FA families and researchers. To
become a Monthly Donor, visit www.fanconi.org/donate and choose “monthly”.
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YOUR FA RESEARCH DOLLARS AT WORK
From July 1, 2018 – June 30, 2019,
your contributions allowed FARF
to award
to the following projects:

$1,580,505

Investigators: Eunike Velleuer, MD; Ralf Dietrich
Institution: German Fanconi Anemia Support Group & Research
Fund

Investigators: Lindsey Romick-Rosendale, PhD;
Adam Nelson, MBBS, FRACP
Institution: Cincinnati Children’s Hospital Medical Center

Title: Reducing the Burden of Squamous Cell Carcinoma in
Fanconi Anemia

Title: Metabolic alterations in glucose utilization and carnitine
biosynthesis impact nutritional status in individuals with FA

Amount Funded: $182,081

Amount Funded: $292,405

Investigators: Jordi Minguillón, PhD; Jordi Surrallés, PhD

Investigators: George Q. Daley, MD, PhD;
R. Grant Rowe, MD, PhD

Institution: Institut de Recerca de I’Hospital de la Santa Creu i
Sant Pau

Institution: Boston Children’s Hospital

Title: Gefitinib/Afatinib therapy for Head and Neck Squamous
Cell Carcinomas in Fanconi anemia

Title: Modeling hematopoietic clonal evolution in Fanconi
anemia

Amount Funded: $100,000

Amount Funded: $200,000

Investigator: Markus Grompe, MD

Investigator: Agata Smogorzewska, MD, PhD

Institution: Oregon Health & Science University

Institution: Rockefeller University

Title: SCC Chemoprevention Phase 1

Title: Complete DNA sequencing of Fanconi anemia patient
tumors
Amount Funded: $90,862

Amount Funded: $27,700
Investigator: Frank G. Ondrey, MD, PhD, FACS
Institution: University of Minnesota
Title: High-priority agents for Fanconi anemia-associated oral
cancer treatment and prevention
Amount Funded: $237,457
Investigators: Yi Zheng, PhD; Mathieu Sertorio, PhD
Institution: Cincinnati Children’s Hospital Medical Center
Title: Treating Fanconi Anemia Cancer with Proton Precision
Therapy
Amount Funded: $200,000

Investigator: Jacob Corn, PhD
Institution: ETH Zurich
Title: CRISPR transcriptional screens for re-activation of HDR in
FA patient-derived cells
Amount Funded: $200,000
Investigators: William Fleming, MD, PhD; Markus Grompe, MD
Institution: Oregon Health & Science University
Title: A Porcine Model for Fanconi Anemia
Amount Funded: $50,000

The Fund is committed to supporting research to further our mission of finding new treatments
and a cure for Fanconi anemia. Over our 30-year history, we have funded 239 research

grants, two clinical trials, and one service grant to 155 investigators worldwide. The total
amount of research dollars awarded is nearly $25 million!
16
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FINANCIAL
SNAPSHOT

We envision a future
in which we can prevent
and/or eliminate the
primary causes of death
and disability in people
with FA, enabling them to
live full and productive
lives. The best way to do
this is by funding research.
That’s why most of our
budget is committed to
research. We also support
families by providing them
with education and other
services, like our annual
family camp and our
meeting for adults with
FA. Thank you for making
our research and support
programs possible!
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You make this possible.
Advancing
research
and clinical
care:

Funding grants
to address
the detection,
prevention, and
treatment of
cancers in FA.

Funding basic
science projects
to further our
understanding of
the FA pathway and
the functions of FA
proteins.

Supporting
efforts to
improve the
effectiveness of
gene therapy.

Supporting the
development
of FA centers of
excellence that can
address care for
adults and cancerrelated issues.

Fostering connections
among the scientific
community by bringing
FA researchers and
doctors together for
focused conferences.

Cultivating the
next generation
of dedicated FA
researchers through
special grants
and mentorship
opportunities.

Providing
updated Clinical
Care Guidelines
for physicians
worldwide.
Growing the FA Clinical
Registry so that researchers
understand the natural
history of the disease.

Supporting
individuals
with FA and
their families:
Strengthening support for the
adult population living with
FA by providing networking
opportunities, holding an
annual meeting dedicated to
adult issues, and developing
an FA Adult Council to inform
and advise the FARF board of
directors and staff.

18
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Creating a virtual FA
cancer tumor board
so individuals with
FA who develop
tumors have access
to experts.

Developing two
new handbooks
for living with FA:
one for adults,
and one for
families caring
for a child or
children with FA.

Developing a more intentional
international FA support
network by partnering with FA
organizations abroad.

Nourishing connections
among FA families and
between experts and families
at the annual FA Family
meeting in the summer.

Thank you.

DONOR HONOR ROLL

Jim Carria
Sandy Carter
Casey Woodard Charitable Fund
Sean and Shuree Celli

We would not be able to make strides in research or provide family support services
without you, our wonderful donors. Below is a list of donors who contributed $250 or
more to the Fanconi Anemia Research Fund between July 1, 2018 and June 30, 2019.
Although space prevents us from printing all the names of our generous supporters,
please know that we appreciate every single dollar raised—gifts of $10, $20, and $50
all add up and together give us the power to make a difference through FA research
and support. Thank you!
A note to our supporters: we greatly appreciate your donations to our Fund, and we
want to recognize donors with 100% accuracy. If we have inadvertently made an
error, please let us know by emailing info@fanconi.org. Thank you.

Betsey Chambers
David and Barbara Chew
Charles and Susan Chiappone
Harriett Cody and Harvey Sadis
Community Fund of the Boeing Co.
David and Judy Conley
John and Kim Connelly
Greg and Tammy Cook
Core Consulting, Inc.
Alexis Cosse and Erik Karanik
Bob and Jill Costas
Mike and Kate Coughlin
James and Susan Cournoyer
Steven Cox

Sustaining Life Donors

$5,000 - $9,999

Phil and Penny Knight

Legacy Society

Karen and Richard Creter
Atlas Insurance

Crown Automotive Group

Rachael Alaniz and Kevin Gatzlaff

Atlas Payroll

Daniel Curtis and Stephanie Shaff

John and Kae Armentrout

Stephanie Austin and James Niess

Lisa Dalton

Herminia Carvalheira

Leslie Badger

Brad and Sandy Dean

Joeseph and Nancy Chou

Timothy and Talley Banazek

Dell, Inc.

$1,000,000

Cheryl Cummins

Gene Barry

Donna DellaRatta

Phil and Penny Knight

DeArmond Foundation

Gene and Judi Baumgarner

Kathleen Dyer

Mary Beale, MD

Jerry Dennerline and Margaret
Sarkissian

Carol Federighi

Phyllis and Andy Berwick Jr.

Ms. M. Dickerson-Cheeks

The Harold & Arlene Schnitzer CARE
Foundation

Don and Mary Blair

John and Linda Disarro

Jennifer Bland

DLL Group

Harold and Margaret Taylor
Foundation

Bonaventure Senior Living

Bill and Mary Douthitt

Dr. Bruce and Ilene Jacobs

Sudhir Borgonha

John Dunkin

Norman and Linda Brenden

Ruth Lightfoot-Dunn

Michael Daniel Brannock

Jeff and Reggie Dwork

MJ Murdock Charitable Trust

Lincoln Financial Foundation, Inc.

Chris and Sharon Brezski

Donald and Joyce Eastman

Mary Solari

Ryan and Rebecca Brinkmann

Matthew Echaniz

Bromley Family Fund

Bob and Gwen Elfers

Rob Bryant

Lynn Epps

Velma Byrd

James and Crystal Eubank

The Cafaro Foundation

Jodi Farrell

Campbell Family Foundation, Inc.

David and Mary Ann Fiaschetti

Scott and Maria Carreras

Ford Family Foundation

Carol Ceresa

$290,000
Kendall & Taylor Atkinson
Foundation with the Nash and
Griggs Families

$50,000 - $62,000

$25,000 - $37,000
Coley’s Cause Foundation
Frederick and Sarah Khedouri
Sanders Family Foundation
Willie and Amy Tykeson

Jennifer and Bill McCorey Jr.
Richard and Lucy Novak
Patricia Peterson
Paul and Angela Pless
Paul and Rena Rice
The Samuel S. Johnson Foundation

$15,000 - $20,000

William and Maria Schenone

Mark De Groot and Hanneke
Takkenberg

Diane and Robert Charles Scott
Sally and Randolph Scott

Mira Frohnmayer and Sandra Sweet

Jeff and Margaret Stiles

Orion and Lisa Marx

Zariel and Liz Toolan

Kevin and Lorraine McQueen

United Way of St. Joseph County MI

Rocket Pharma, LTD
Elizabeth Rohlfing

$1,000 - $4,999

$10,000 - $14,999

Brian and Carly Adel

Bob and Diane Abrams

David Altman Foundation

Michael and Jennifer Aggabao

Susan and Skip Longstaff

Victor and Mary Albino

Mary and B. Page Gravely Jr.

Dana and Reva Altman

Klimkiewicz Family Foundation

Tyler Morrison and Rachel Altmann

Keith and Julie Thomson

Atlas Employee Benefits
Atlas Financial
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Maria Marx

Geri and Donald Serot, MD

Brian and Helen Matthews

Ruthellen and Peter Sheldon Jr.

Barbara Mayer

Bryan and Karen Siebenthal

Trey and Emma Mayhall

Ted and Sarah Silver

Win McCormack

Karen Smith

Daniel and Anne McQueen

David and Tanner Sobelman

Elizabeth Michaud

Ginger and Jeffrey Sorensen

Kathryn and Ray Miller

Georges and Eleanor St. Laurent

Adam and Olivia Mindle

Tom and Susan Stewart

Fredericka Mirenda

Stryker Instruments

Ian and Tricia Mitchell

Dan and Linda Sullivan

Mary Ann Moore

Andrew and Samantha Taylor

Letty Morgan

Sandra Terzian-Feliz

Joseph and Victoria Morrissey

Devon and Charles R. Tessier

Dr. Jim and Marilyn Murdock

The Allergan Foundation

Neil and Helen Murphy

The Chemical Club of New England,
Inc.

Ellen Frohnmayer

William & Sharon Johnson

New Oregon Motel

Janet Frohnmayer

Scott and Sharon Johnson

Ronald and Fredi Norris

John Frohnmayer

JPG, Inc.

Jerald and Mary O’Shaughnessey

Bill and Terri Frohnmayer

JustGiving

Joyce and Hal Owen

William Froman

Brian Kaineg

Martha Padden

Jenna Fuller

Bobbi Kamil and John Ittelson

Mark and Elizabeth Page

Lori and James Gabbert

Gary and Rosalind Karlitz

Richard Page

Dr. Matthew and Pamela Gallagher

Roger and Sandra Kasch

Dianna Parker

Jeff Galle

Kelly Charitable Remainder Annuity
Trust

Jerry Parsons

The Tillie, Jennie & Harold Schwartz
Foundation

John and Karilyn Kelson

Parvez Patel and Gayatri Shangari

Mary Ann Tonkin

PayPal Giving Fund

Barbara Trueman

David and Nancy Petrone

James Turner

John Kirby Jr. and Susan Cullman

Pfizer Foundation Matching Gifts
Program

Umpqua Bank

Dr. Carole Kirkpatrick

Joe and Helen Piroutek

Erik Kjos-Hanssen and Turid Frislid

Peter and Janice Pless

Jill Korbelik

Stan and Linda Potter

Rebecca Lacy

Pete and Molly Powell

Dean and Bev Lahr

Heather Prophater

Brent and Michelle Laing

QBE Holdings

Lakeside Industries

Mark and Cheryl Quinlan

Dr. Jay and Tina Lamb

George and Kathryn Reardon

J. Lamoreaux

Nancy Renton

Thomas and Patricia Landye

Manoj Rewatkar

Steve and Cyndy Lane
Lane Homes & Remodeling

Rhode Island Turnpike and Bridge
Foundation

Robert and Anna Langtry

Carl and Mary Lou Rice

Levi, Ray & Shoup, Inc.

Dave and Donna Richards

Barry and Laura Levine

Mark Ritchie and Lisa Mingo

Beth Levine

Talmage and Jean Rogers

Ken Lewis

Paul and Katherine Rooney

Charles and Kathleen Hull

Ronald and Anne Lewis

Deanne and Richard Rubinstein Sr.

Chris Hull Memorial Golf
Tourament

Wynde Longoria

Norm and Betty Ruecker

Brian Loo

Craig and Alisha Rushing

Keith Ironside

Bob and Beth Lowe

Bob and Christine Satko

Ismail Charitable Fund

Col. Gregory and Lt. Col. Lynnette
Lowrimore

Ron and Alice Schaefer
Phyllis Schirle

Dr. Emilia and Kiyoshi Aki

Russell Lowry

Sharon and David Schuman

Frank Albanese

William and Jacquelyn Lucarell

Thomas and Diane Sciarretta

Dr. Eugene and Toni Altman

Michael and Angela Markham

Mark and Kelly Scruggs

Alvin H. Baum Family Fund

Hon. Malcolm Marsh

Heinz and Susan Selig

AmazonSmile Foundation

Dr. Sheryl Gardner
Gecko’s Hospitality, LLC
The Giustina Foundation
Gary and Heidi Grassi
Dr. Michael Greenberg
Roger Guthrie and Nancy Golden
Dr. Roger and Elizabeth Hall
Owen Hall and Margaret Kasting
Richard Hansen
Niles and Mary Ann Hanson
Beverly Harms
Charles and Betsy Hasty
Joel and Bridget Hein
Dr. Shawn and Joann Hennigan
Andre Hessels and Rutger Boerema
Starly Hodges
Susan Hofstadter
Elizabeth Holden
Dr. Charles and Linda Hollen
John Hollingsworth
Steven Holmes and Kerry Robinson
Mr. & Mrs. Darren Howard

Brendan Ittelson
Albert and Leslie Jeffrey
Bob and Evelyn Jenson
John and Robin Jaqua Fund
G. Clint and B. G. Johnson
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Hans-Peter Kiem, MD, PhD
Allison Fine Kingsley

The Haugland Family Foundation
The Jane and Arthur Flippo
Foundation
The Summit Federal Credit Union
The Tarr Charitable Family
The Walt Disney Company
Foundation

William and Mary Underriner
UW Credit Union
Susan Vandermeys
Mark and Sheryl Vanlandingham
Juan and Jennifer Villaveces
Charlotte von der Hude
Nigel and Ann Walker
Mr. & Mrs. Michael Walker
Norm and Kathy Walker
Karen Warren
Warrington Enterprises
Waterdam Auto Service, Inc.
Charles and Maren Weaver
Steve and Lee Weidenmuller
Sandy Welch and Bob Griffiths
Robert and Julie Williams
George Wingard
Werner and Laetitia Wolfswinkel
Yokohama Tire Manufacturing
Amy and Carlo Zaffanella

$500 - $999
The Aberdeen Foundation

Jon and Terri Anderson

Equity Concepts LLC

Vesta Kilkenny

Doug McKay

Apple Inc.

Richard Fallgren

Raymond and Theresa Kniphuisen

Jeff and Jackie McLaughlin

Matt and Susan Aprahamian

Christine Fink

Michael and Nancy Knutson

Daniel and Angie McMahon

Arbella Insurance Foundation

Allyn and Cheryl Ford

Carolee and Jerry Kolve

Roger and Jeanne McNitt

Jeffrey and Tamara Armentrout

Franciscan Friars Frafj Fund

Kerrin Kowach

Meadowview Elementary Team

Edwin and Marieluise Artzt

Violet Fraser

Lucien and Angela Lana

Steven Metalitz and Catherine Gage

Automatic Leasing Service

Freiheit Architecture

Microsoft Matching Gifts Program

Herb Baker

Diane Freres

Judge Darryl Larson and Candy Barr
Larson

Jeffrey Baldwin and Debra Perry

Colonel Andrew Friedman

Kay Laughlin

Louis and Jennifer Moelchert

Douglas and Lily Band

Jim and Peggy Galbraith

Dr. Roger and Dana Band

Daniel and Dolores Gardner

Israel and Mary Jo Becerra

Craig Gaskins and Sandra Gangl

Frank Bellotti

Nicola Gibbon

Dr. Marv and Carol Berkman

Sylvia Giustina

Maureen Bernard

Alice Givens

Diane Bloomfield

kathleen glines

Jeffrey and Donna Boggs

Mike and Jinny Goldstein

Roger & Dana Bond

Janine and Joe Gonyea III

Richard and Tracy Bowden

Dr. & Mrs. Javier Gonzalez

Jason Brannock

Google Matching Gifts Program

Nancy Bravo and John Christensen

Gary Gordhamer

Courtney Brewer

Richard and Patricia Graham

Joseph Brito

Eugenio Grassi and Brittany Miller

Local Plumbing and Construction
Inc.

Ruby Brockett

Bradley and Sara Green

Long De Tea Co.

David and Anne Bromer

Ronald and Linda Greenman

Mike Loo

Dr. Michael and Carol Bromer

Maureen Gregg

William Loving and Laura Loe

Celeste Brusati

Clifford and Julie Gregory

John Luongo

Ron and Elnor Burton

Barry and Denise Groce

Ann Lyman

Karen Caulfield

Alan and Rachel Grossman

Don and Ann Mack

Carol Ceresa and Melvin Matsumato

James and Marlene Hall

Columbia Bank

Mary Ann Hall

Michael Makatura and Rhonda
Rhodes

Congregation Beth Shalom

Betsy Halpern

CornerStone Staffing

Dale and Carla Harris

John and Cheri Courtnage

Dr. Richard Haugen

Stacey Cowgill

Richard and Deborah Hawkins

Brian and Margaret Curtis

John Heschmeyer

CustomInk LLC

Dennis and Chris Hill

Dr. Stella Davies and John
Perentesis

Hilton East Assisted Living

Gaylord and Judith Davis
Jim DeCourcey
Ginny Dehart
Harry and Kaaren Demorest
John Deverteuil
John and Lisa Donahue
Deborah and Edward Donovan
James Doty
Robert Douglas
Joe and Donna Drago
Roy and Jan Dwyer
Michael and Dana Eade
Bill and Karen Early
Dr. and Mrs. Jesse Ehrlich
Dr. Andrew Eichenfield and Nancy
Cincotta
Mary Ellen Eiler
John Eisberg and Susan Kline

Rita and Joseph Hogan
Henry and Jenny Huelsberg
Nancy Hughes

Sandra Lax
William Lazarus
Leonard Bus Sales, Inc.
Christine Leskovar

Eric Miller
Ray Monnat Jr., MD
Judi Montgomery
Craig and Lynne Moore

Douglas and Lisa Lewis

Kenneth Moore and Constance
Johnston

Burt and Althea Lewis

Gail Mulligan

License Operations

Bernard and Phyllis Nash

Ed and Ann Lichtenstein & Emily
Strother

Ramon and Anita Navarro

The Hon. and Mrs. Joseph
Lieberman

John Noah

Little Neck Circle of the King’s
Daughters

F. Gerald and Monica Nilles
Northern California Swap Meets,
Inc.
Fernando Nunes
Nancy Nunes
Barbara Nydam
John and Patricia O’Neil
Brian and Karen Obie
Arden Olson and Sharon Rudnick
Dr. Susan Olson and Bill Nelson
David and Stacy Ownby
Lisa Page
Kevin Palisi

Joe Manning

Linda Palmieri

Russell and Leslie Margolis

Robert Papazian

Jules and Wendy Marine

Ron and Cynthia Parker

Mark and Patti Martyak

Mark and Diane Pearl

Mike and Kristin Matheny

Donald and Linda Peting

Cornelia and J. Richard Matson

Lauren Pfahler

Ralph and Bonnie Matteson

Philip Perrella & Epp A. Miller

Jack and Gail McAllister

Piascik & Associates

Dr. Jill McGovern

Dr. William and Judy Platt

Brian and Karen McKay

Tina Paolozzi and Billy Potter

Dr. Tracy Hull and Carl Engelman
Constance Hungerford
David and Margy Hymel
Grant and Suanne Inman
Shane and Colleen Irvin
Dar and Mary Ellen Isensee
Mike and Roxie Jerde
Jim Johnson
Nancy Johnson
Jenny Jonak and Mike Bragg
Lucille and Kenneth Jossart
Stan and Michelle Kalemba
Lila Keleher
James and Mary Beth Kelly
Will and Kim Kenworthy & Family

Donor Newsletter 2019

21

Robert and Julia Ball

Joe and Regina Cox

Tom and Patti Barkin

Mark and Annelie Crean

Catherine Barnette

Kimberly Crow

Pat Barrows

Sharon and John Crowell

Adam and Marissa Becker

Edible Arrangements

Daniel Bell and Carolyn Rusch

Nancy Davis

Lindsay Belsha

Ted and Diane Dearborn

Giovan Domenico Bertolucci and
Federica Bonati

Jeremy and Michelle DellaValle

Robert Besch

John and Janet Doherty

Rick and Donna Beyland
BHCBE Sisterhood
Charles and Preston Blackburn
Shirley Bloomfield
Joseph and Marcia Boccuzzi
Melissa Borden
Steve Pulliam

Michael Sullivan

Jean Bottcher

Mary Putney

Gail Swanson

Charles and Alison Boyd

Lynn and Shirley Quilici

Margaret Taft

Ralph Branca

Anita Ramachandran

Jean Tate

Joseph Edward and Doris Brannock

Daniel Render

The Buff and James Barnes Family
Fund

George Branov

The Marzilli Family Fund

Creed Brattain

Leonard and Janis Riley
Ozzie and Coralie Rose
Bill and Alice Rose
Kennon and Cornelia Rothchild
Anne Marie and Steven Rowse
RW Dake
Salesforce.org
Savers
Andrew and Gaye Saxon
William and Marisela Schaecher
Greg and Janette Schmitt
Chris and Heidi Schmitz
Vincent and Cynthia Schoenfelder
Malcolm and Annarita Scott
William and Katherine Seider
Matthew and Diane Senatore
Gary Haftek
Steve and Marsha Shankman
Kevin Shaw
Glen Shearer
The Shiflett-Woolsey Family Fund
Paul and Dana Skillern
Brad Smith and Susan Prior
Patricia Smullin
Betty Soreng and Eben Dobson
Lee Soreng
Michael and Susan Sowinski
Tom and Virginia Sponsler
Spring Hill Foundation
John and Nadine Starner
Michael Starr
Steinwachs Family Foundation
Striker Instruments
Dr. Bruce and Tracy Strimling
Michael and Janice Sullivan
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Sheila and George Tichy II
Jim Totorella and Peggy Kelley
UnitedHealth Group
Roger and Jean Upson
Timothy Videnka
Pete and Jo Von Hippel
Dr. Jill Walker
Robert and Jan Walquist
Paul and Deanna Warner
Kenneth Weinberg, MD
Doug and Kathy White
Elaine Whiteley
Dr. Kathleen Wiley and Bob Carolan
David and Erica Williams
Dax Woolston
Nina Xue
Mr. & Mrs. Duncan Yull
Thomas and Marjorie Zaborney

$250 - $499
A.R. Pierrepont Company, Inc.
AbbVie
Aetna Foundation, Inc.
Ali and Rebecca Afshar
Jeanne Altmann
Norm Andersen
Eric and Jennifer Anderson
Ron and Margaret Angell
Frederick and Nicole Aron
Andrea Arquitt
Beth Brown and Sam Arthur
Jeanne Atkinson
George K. Austin, Jr.
Brett Bajcsi

Goran and Melissa Branov
Joani Bristol
Richard and Billi Bromer
Randy and Michelle Brunschwig
Cliff and Carol Bryan
Niki and Clyde Butcher
Scott and Rachel Butler
John and Shirley Byrne
Mary Jo and Greg Byrnes
Calah Congregation
Daniel and Sally Caldwell

Ralf and Cornelia Dietrich
Gregory Downing, PhD, DO
Thomas Dozier
Duffy’s Auto Brokerage, LLC
Linda and Charles Duvall Jr.
James and Maria Emanuel
Craig and Elizabeth Eminger
George Evans and Pauline Andrews
Martha Feldman
Daniel Fernandez
Britteny Ferrin
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Editors’ Note and Disclaimer
Statements and opinions expressed in
this newsletter are those of the authors and
not necessarily those of the editors or the
Fanconi Anemia Research Fund. Information
provided in this newsletter about
medications, treatments or products should
not be construed as medical instruction or
scientific endorsement. Always consult your
physician before taking any action based on
this information.
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Our mission is
to find effective
treatments and a
cure for Fanconi
anemia and to
provide education
and support services
to affected families
worldwide.

HOW
YOU CAN HELP
Donations Online:
Donate via the Fund’s website (www.fanconi.org) or through
www.networkforgood.org or www.paypal.com
Donations by Phone:
Call us at 541-687-4658 or toll free at 888-FANCONI (888-326-2664)
(USA only)
Donations by Mail:
1801 Willamette St., Suite 200, Eugene, OR 97401
Donations of appreciated stock:
Please contact our office at 541-687-4658 or email info@fanconi.org.
fax: 541-687-0548 • info@fanconi.org • www.fanconi.org

