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Every single one of us is concerned about the impact of the COVID-19 pandemic.
On a professional level, I think about the impact on our organization. On
a personal level, I worry about the health and safety of each one of us, but
especially that of individuals with Fanconi anemia (FA).
This new coronavirus generates a great deal of uncertainty. We all feel that. However,
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as health officials have advised, this is not a time to panic. It is a time for prudent
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to carrying out our programmatic and fundraising initiatives. Yes, this is a turbulent time,

FA ADULT COUNCIL

We know these past several months have been difficult in a number of ways, including

but we can’t afford to panic.
As we all adapted to changes brought by the pandemic, one of the questions many
nonprofits asked was how to move forward with fundraising during a crisis. In fact, we
were just about to launch our annual FA month campaign when the pandemic took off,
causing us to pause for a moment and think about how to move forward. The reason
FARF thrives is because individuals like you give. Our FA families ask you to support them,
to help fund research for a cure, and you do it. We don’t take your generosity lightly.

Jasmine Bennetsen, co-chair
Matthew Pearl, co-chair
Angela Bedoya
Egil Dennerline
Amelia Hawkshaw
Mary-Beth Johnson
Duncan Nunes
Alejandra Tabar Concha
Jack Timperley

financially. Yet you continued to give to FARF during this season because you know that
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needs a bone marrow transplant. You give for the 32-year-old who learns she has cancer

Mark Quinlan, Executive Director
Sudhir Borgonha, MD, Translational
Science Director
Jordan Deines, Family Services Director
McKenna Knapp, Philanthropy Director
Alexander LaVake, Research Program
Manager
Suzanne Planck, Family Services
Coordinator
Helen Potts, Events Project Manager
Mike Scott, Finance Manager
Isis Sroka, PhD, Director of Scientific
Operations
Sherri Van Ravenhorst, Communications
Director
Julia Wong, Family Fundraising Program
Manager

while many of us unaffected by FA were facing our first major health crisis, FA families
are all too familiar with this reality. We know you don’t give for the organization; you give
for the individual with FA in your life.
You give for the family whose two-year-old daughter is diagnosed with this lifethreatening disease, and then two weeks later, her five-year-old brother is also diagnosed
with FA. You give for the 17-year-old who has lived a relatively symptom-free life but now
and now faces surgery.
You give because you have felt the fear surrounding the pandemic and you realize this
fear is but a taste of what it means to live with Fanconi anemia. You give because you
want to advance research and make sure no family walks this path alone.
I am proud to be a part of this community. I am honored to serve families and partner
with fantastic researchers and clinicians. I am humbled by the pure generosity of each
one of you, our donors, who reassure us that you’re with us. We will continue to work
on the frontlines for the FA community. We will adapt, evolve, and rebuild as necessary.
We will keep asking you to help us, until Fanconi anemia is no longer a life-threatening
health crisis.
Mark Quinlan
Executive Director
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Members of the FARF
team with doctors
from the FA Care
Center at Cincinnati
Children's Hospital
Medical Center in
early 2020
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By Keith Loo

The Loo Family: Keith, Jessica, and daughters Alexis and Emma
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A few days after our daughter Alexis was born, my wife Jessica and I got a
call from the hospital informing us that based on the newborn test screen
results, we needed to be re-admitted for further testing.

would try two more times.

Something was off with our daughter’s

However, if we then screened for FA and

attempt. I recall feeling so lost, desperate,

white blood cell count and they suspected

for a specific match, our odds decreased to

and in such despair. That was a very

she had SCIDS (aka the “bubble boy/girl”

less than 5%. As daunting as that sounded,

tough trip. However, a few weeks later

disease). Our pediatrician referred us to a

it was still more than 0% and gave us hope

we learned that we had finally found our

leading immunologist, Dr. Jennifer Puck,

of a lower risk transplant down the road.

elusive embryo who was both free of FA

and we eventually got our Fanconi anemia

More importantly, it would give us peace

and was a match for Alexis. It was such a

(FA) diagnosis nine months later.

of mind that when the time came for a

huge weight lifted off our shoulders after

After making a desperate Facebook post

A few months and several selfadministered fertility shots later, we found
ourselves back in Chicago for a fourth

transplant, we would already have what

a long and arduous road that involved

describing my situation and asking for help,

we needed and wouldn’t need to worry

way more lows than highs. Regardless, we

I was lucky a former high school classmate

about finding a donor for Alexis.

got our miracle embryo. As of today, our

referred me to the Fanconi Anemia

I remember feeling excited about our

miracle embryo has now grown to be a

Research Fund (FARF) and I got plugged into

first IVF cycle. We had met families who

two-month-old baby girl named Emma. It

the family support group on Facebook. As

found success after their first or second

is impossible to describe how precious she

we learned more about FA, we discovered

cycle despite the <5% odds. However, we

truly is. It’s only by the grace of God that

the difference between a related vs. a

would not be so lucky, and the excitement

she is with us today.

non-related stem cell donor and how some

quickly turned into disappointment. Still,

families successfully had another child via

we tried again a few months later and

every family. There are many dark

in-vitro fertilization (IVF) to ensure their next

went through the same cycle of emotions.

moments throughout each of our journeys.

child was both free from FA and could be a

Excitement turned into disappointment

However, there are bright moments as

donor for their FA-affected sibling. Through

for a second time. It happened once again

well, even during some of the darkest

the FA community, we kept hearing of a

for a third cycle, which was soul-crushing.

times. FA and the FAmily have taught us to

fertility doctor named Dr. TurKaspa who is

After that third cycle, we had to think long

truly appreciate and seize each of those

based in Chicago.

and hard about how many more times we

bright moments that make time stand still.

We eventually took a leap of faith and

FA is unique to every individual and

could really go through this. Not only was

All we can do is do our best and never lose

traveled to Chicago for a consultation. In

it emotionally draining, but it was a huge

hope. As hard as that may be, signs of love,

our initial meeting we learned that our

financial burden, without any help from

positivity, and optimism are all around us if

odds of conceiving a child were about 25%.

insurance at all. We told ourselves we

we try hard enough to see them.

There are many dark moments throughout each of our journeys. However,
there are bright moments as well, even during some of the darkest times.
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Exit Interview

Sharon with Amy as her
violin teacher, and later
as her close friend.

By Sharon Schuman

When I joined the FARF Board of

learned that our “orphan” condition was

Directors seven years ago, co-founders

now no longer obscure. It was at the center

Dave and Lynn Frohnmayer were its

of cancer research, because when all 23 FA

charismatic leaders. Their youngest

genes work properly, they are the key to

daughter, Amy, already an adult, had

the DNA repair that prevents cancer.

been my violin student starting when she

It seemed like the more research

was nine years old, and through her I had

FARF funded and the more we learned

become passionate about trying to help

(or at least scientists learned), the more

find better treatments and one day a cure.

tantalizing was the possibility that

By the time I got the opportunity to serve

somewhere out there might be a drug, or

generation of families and inspiring young

on the board, Amy had graduated from her

some combination of drugs and therapies,

adults – we need to do so much more, and

six years of violin lessons, as well as from

that could turn FA into a manageable

we need to do it now. We have not figured

Stanford University, where she also earned

condition. That is still our hope.

out how to eliminate graft-versus-host

an MA in Psychology. We still maintained

But my time on the board has also

disease. We have not figured out how to

our connection, through running, laughing,

brought sobering realizations: all those

prevent leukemia, head and neck cancer,

chocolate chip cookies, and email.

FA children now surviving bone marrow

or a host of other cancers people with FA

transplants at an unprecedented rate,

are prone to. The loss of Amy and so many

join the FARF Board, and soon she was a

thanks to FARF research, face the perils

others drove this point home.

member, too. At the FA Family Meeting at

of graft-versus-host disease, which can be

As I leave the board, I am grateful for

Camp Sunshine, we would drag ourselves

fatal, as well as a 500-fold increased risk of

every opportunity I have had to take part

out of bed at dawn to go running. I

head and neck cancer, which unless caught

in this unfinished quest. I will continue

remember one time when her “short cut”

early, can also be fatal. In spite of the fact

attending the Scientific Symposium,

across a golf course got us both busted and

that we have the strongest organization

rooting for successful clinical trials of

ejected. We laughed all the way back to

ever, and the most brilliant, committed

promising drugs and therapies, giving my

breakfast.

researchers and medical doctors ever

FA benefit concerts, and doing whatever

– in spite of the determination of a new

else I can to support the search for a cure.

It was because of Amy that I wanted to

On the board of directors, Amy
and I struggled to learn enough to
follow presentations at the annual
Scientific Symposium, where hundreds
of researchers from all over the world
converged to share the latest discoveries.
We found out about new genes, improved
bone marrow transplant regimens, and the
role of the FA pathway in DNA repair. We
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a drug, or some combination of drugs and therapies,
that could turn FA into a manageable condition. That
is still our hope.
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On August 16, 2007, Bill McCorey was attempting to reach
the summit of 14,410-foot-tall Mount Rainier. At 12,500 feet in
the pre-dawn darkness, he fell into a giant crevasse. If it wasn’t
for the strength and courage of his Rope Team, he would not
have survived. He dangled by a rope for 25 minutes while his
team performed the rescue. During these minutes, he thought
of his family, friends and special moments. Since the rescue,
Bill has learned to treasure his second chance at life and has
recognized the power a team has to save one’s life.
One year later, Bill formed Your Rope Team and vowed
to use his experience to help his friend, Kevin McQueen,
raise awareness, support and donations for Fanconi Anemia

team has included numerous FA patients, family members, and

Research Fund as Kevin’s son has Fanconi anemia. Since its

researchers. Together, Bill and Your Rope Team have raised an

inception in 2008, Your Rope Team has faced Mt. Rainier four

incredible $212,000.

more times, Mt. Washington twice, Old Rag Mountain, Mt.
Shasta, Cotopaxi and Sahale Mountain. Along the way the

Thank you for your support of Your
Rope Team and the Fanconi Anemia
Research Fund over the last 12 years.

This year marks Bill’s last summit. He wrote this message to
supporters:

would love to climb again for those with Fanconi anemia, my
body and doctors say no.
I can’t tell you how much I have loved climbing for Fanconi

It is truly incredible that in this time,

anemia fighters. The main focus of “Your Rope Team” has

we have seen an increased average

always been to find a cure and give those with FA more hope.

life expectancy of those with Fanconi

I would love for all of my Rope Team supporters to help me

anemia (FA) by almost 10 years. This is

celebrate our 12 years of progress by making a donation.

remarkable progress, and you played a direct role in making

Even though I am taking a step back from climbing, I hope

it happen. Results like this make us confident about future

that my Rope Team supporters will continue to support those

research success.

with Fanconi anemia. I have been blessed with good health,

I was recently diagnosed with Myasthenia Gravis (MG), a

met wonderful FA fighters, their families, FA researchers

rare neuromuscular disease that results in my nerve endings

and doctors, and have great family and friends who have

not receiving all the nerve signals one needs. This leads to

supported this effort over the last 12 years.

muscle fatigue, pain, and vision issues. We spent the better

Thank you again for

part of last year trying to obtain a diagnosis, which ultimately

being on my Rope Team

resulted in a spinal tap after the final climb in August on

and please keep me and

Sahale Mountain. The good news is that it could have

all of those dealing with

been a worse diagnosis. I am managing MG with meds but,

FA or other afflictions

unfortunately, like FA, there is no cure. The worst thing I can

like MG in your thoughts

do for my condition is to overexert myself, or exercise at all.

and prayers.

My next personal mountain to climb is adjusting to this new
normal after being so active my whole life. While my heart

Bill (far right) at the top
of Mt. Rainier
in 2015 with his sons Dre
w and Bill,
and friend Todd Storme
s
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Meet three FA researchers
committed to finding answers
Alan D’Andrea, MD, PhD
The Fanconi Anemia Research Fund (FARF)

Achievement Award for his dedication to FA

has existed for more than 30 years, and in that

research and the tremendous advances made

time, few researchers can say they’ve dedicated

over the last 20+ years in understanding DNA

their career to studying Fanconi anemia. Dr. Alan

damage in FA and how the FA pathway works.

D’Andrea is one of those researchers.

His lab focuses on chromosome instability and

In the 1980s, parents and eventual FARF cofounders David and Lynn Frohnmayer showed up

susceptibility to cancer.
“It is a great honor to receive the FARF Lifetime

at his lab with their young daughter Katie to ask

Achievement Award. My laboratory members and

him to shift his study focus to FA. Their insistence

I are grateful to the families with FA who have

paid off, and from then on, Dr. D’Andrea’s work

been our close partners in our research efforts.

took on a new direction and new meaning.

These friendships have provided a continuous

He first received funding from FARF in 1998
and went on to receive four more grants from
FARF over the next 20 years. These more modest

source of inspiration for us. We will continue to
strive to find treatments for FA.”
Currently, Dr. D’Andrea is Director of the

grants helped to establish research needed to

Susan F. Smith Center for Women’s Cancers

secure much larger grants to study FA from the

and Director of the Center for DNA Damage

National Institutes of Health.

and Repair at the Dana-Farber Cancer Institute.

At the 2019 FARF Scientific Symposium, Dr.
D’Andrea was presented with the Lifetime

We are immensely grateful for the work of Dr.
D’Andrea and his team.

We will continue
to strive to find
treatments for FA.

D'Andrea Lab team members

Grant Rowe, MD, PhD
FARF co-founder David Frohnmayer passed
away in early 2015. Later that year, the

their legacy, that these scientific leaders pursue

board of directors inaugurated the David B.

innovative ideas early in their careers and

Frohnmayer Early Investigator Award. One of

continue to answer the unanswerable questions

his most salient leadership traits was his ability

in the FA field throughout their careers.

to recognize talent in others and inspire them

8
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It was the hope of Dave and Lynn, and now

At the 2019 FARF Scientific Symposium in

to solve important problems. Dave knew the

Chicago, Dr. Grant Rowe became the fourth

importance of bringing bright and dedicated new

recipient of the award. While still early in his

investigators into the FA research community.

career, Dr. Rowe has demonstrated significant
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Name: Agnieszka Czechowicz MD, PhD
Institution: Stanford University; Lucile Packard Children’s Hospital
Area of expertise: Pediatric Stem Cell Transplant and Regenerative Medicine
Tell us about your work:
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What motivates you to work on FA?

I am a translational

I have long been passionate about developing better

physician-scientist. I care

treatments for FA, as I see this as an unfortunate condition

for patients at Stanford

that really should be curable! Ever since I was a medical

Children’s and specifically

student and cared for FA patients in Minnesota and India,

focus on treating bone

I set my heart on this goal. First and foremost I aspire to

marrow failure patients

eliminate the use of known DNA-damaging agents including

with stem cell therapies.

chemotherapy and irradiation from treatment protocols, but

In addition to helping

ultimately, I hope to play a role in broadly changing care for

diagnose, monitor and

FA patients in many ways. Additionally, I am motivated to

transplant patients with

work on FA as I think there is a lot that we can learn from this

stem cells from various types of donors, I have also helped

illness that we can then use to help in the treatment of many

design and treat Fanconi Anemia-Type A patients with

more patients with other diverse conditions from various

promising but exploratory gene therapies.

genetic diseases from cancers to aging.

I also oversee a basic science research lab that is aimed
primarily at understanding how blood-forming stem cells
work and how they interact with their environment with a

When you’re not in the lab, where could we find you?
In our clinic or on our inpatient ward taking care of

goal to then alter these interactions to improve the function

patients! I am also a big advocate of encouraging various

of the blood and immune system. We have been using these

broader collaborations, especially with industry, and can

findings to try to improve bone marrow transplantation

often be found in environments where we are brainstorming

through development of new antibodies and alternative

how to develop better and more innovative therapies. I

methods that can eliminate chemotherapy and irradiation

also LOVE traveling and experiencing how different people

from transplant protocols. We are further studying how

enjoy life, so sometimes you can find me globe-trotting and

these antibodies work in FA and how they can be combined

working from afar.

with gene therapy, as well as exploring alternative genemodification approaches that potentially could be used in a
variety of ways for FA patients.

scientific talent and dedication to the FA

with bone marrow failure and his

Anemia” that he was awarded in 2019. He

field. After earning an MD/PhD from the

research is focused on understanding the

was also funded by FARF from 2016 - 2018

University of Michigan, he did a residency

maturation of the blood-forming system

for his study titled, “Engineering Fanconi

in pediatric medicine and a fellowship

to gain insight into childhood blood

Anemia Hematopoietic Cells from iPS

in pediatric hematology/oncology at

disorders. Dr. Rowe is currently funded

cells.” FARF is grateful to have Dr. Rowe

Boston Children’s and Dana-Farber

by a clinical investigator KO8 award from

and other promising young researchers

Cancer Institute, respectively, and is now

the National Institutes of Health and a

working on advancing the FA field.

completing his postdoctoral fellowship.

two-year FARF grant entitled “Modeling

He currently treats pediatric patients

hematopoietic clonal evolution in Fanconi

Donor Newsletter 2020
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Compelled to Give
One donor honors her brother’s memory and helps find a cure for her niece
In early spring 2020, several fundraising events for FARF were canceled due to COVID-19. As we approached May,
which is FA month, we asked all of you in the FA donor community to give for our mission to advance research and
support families. So many of you answered our request and gave.
One donor, Kathy Dyer, generously gave $10,000 to help find a cure for her niece and goddaughter, Emily, who lives
with FA. This particular gift was made in memory of Bryan, Kathy’s brother, and Emily’s grandfather. Bryan passed away
earlier this year. The impact of Kathy’s gift was even greater, as it inspired matching funds from the FA community. Many
more donations were made as a result of this gift, empowering the community to get involved and providing FARF with
the resources to support researchers and FA families. We are so grateful to Kathy for making this possible.
We asked Kathy to tell us a little about what motivates her to support FARF:
“My niece and goddaughter, Emily

NICU for over a month and was baptized

fellowship, and most of all, hope, to

Mitchell, is an FA child. I’d like to tell

there. It is now 12 years later, with many

affected families.

you a little about her. She was born

difficulties along the way, but our Emily

prematurely in 2008 in Okinawa, Japan,

is a lively, smart, and beautiful young girl

funds donation is in remembrance of

where her father, Ian (my brother Bryan’s

who wants to be a paleontologist when

my brother Bryan, Emily’s grandfather,

son), was stationed in the Army with his

she grows up. She is a gift and a blessing

who passed away this year. He loved his

family – wife Tricia and daughter Erin.

to us all.

granddaughters, Erin and Emily, so very

At the time, I was working in Tokyo, and

Through donating to FARF and the

as Ian was in the US on Army business, I

funding of research into FA, I hope and

flew to Okinawa to help Tricia and Erin if

pray to find a cure for Emily and all those

I could.

who suffer from this terrible disease. I

God and he asks that we offer our gifts

The first time I saw this tiny, tiny baby

10

At this particular time, my matching

much. I hope he knows how much they
and all his family loved him.
In truth, all we possess is a gift from

am also so impressed with the quality

in love for others. So I pray to him that

in the NICU at the Naval Hospital, I fell

of the support FARF provides to the FA

we find a cure through our support, and

in love with her. When shortly after her

families through Camp Sunshine (one of

I urge all who have the means to donate

birth, she was diagnosed with Fanconi

Em’s favorite places) and through other

so that FARF can continue its mission of

anemia (FA), I – along with the rest of the

services. The building of community for

finding effective treatments and the cure

family – was devastated. She was in the

families is so critical, giving knowledge,

for which we hope and pray.”
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Strides in Research
Breakthrough study proves that brush
biopsies can identify early stage cancer
Cancer is a major issue for people with
Fanconi anemia (FA), who are hundreds
of times more likely to get it than people

malignancies when they are small enough
for successful surgical removal.
They attend all of the FA family and

in the general population. That’s why

adult meetings throughout the world. They

preventing, detecting, and treating cancer

examine the mouths of people with FA

is a top priority at FARF.

and take brush biopsies if they see visible

Eunike Velleuer, MD

lesions. This method is painless and readily

removal. In their recent publication, the

population, such as chemotherapy and

accepted by people with FA. They even get

team noted that 15 patients whose cancer

radiation therapy, are often too toxic for

chocolate at the end of the exam, courtesy

was pre-malignant or stage 1 cancer are

people with FA, making surgery the only

of the German team.

alive and well.

Therapies used in the general

option. For the surgery to be a success, it’s

This team recently published their

crucial to find these cancers early so they

results, proving that brush biopsies are an

can be removed before spreading.

accurate way to identify pre-cancer. When

Thanks to your donations, a group of

these researchers diagnosed pre-cancer

The study proves that painless brush
biopsies are an effective way to identify
oral cancer or pre-cancer. This allows
time for the lesion to be removed safely

researchers, a treating physician, and

or cancer, they were correct 100% of the

the head of the German support group,

time. Most impressive, 63% of these lesions

all from Germany, have implemented a

were diagnosed as pre-cancer or stage

new approach in an effort to identify oral

1 cancer – in time for successful surgical

and successfully before it spreads.
This wouldn’t have been possible
without donors like you. Thank you!

FARF-supported study receives $1.7 million FDA grant
In late 2019, the U.S. Food and Drug

Parinda Mehta, MD

New approaches are needed for both prevention

Administration awarded 12 new clinical trial

and treatment of squamous cell carcinoma (SCC)

research grants to advance treatments for rare

in people with FA - approaches that have fewer

diseases. One of the trials is a phase 2 study of

and less severe side effects than chemotherapy

quercetin chemoprevention for the treatment of

and radiation therapy. The purpose of this Phase

squamous cell carcinoma in patients with Fanconi

2 study is to use quercetin (a naturally occurring

anemia (FA). The trial, led by Dr. Parinda Mehta at

anti-oxidant) treatment for two years to prevent

Cincinnati Children’s Hospital Medical Center, will

or delay development of SCC in 45 post-transplant

receive $1.7 million over four years.

and 10 pre-transplant patients with FA. Clinical and

Initial funding to support a portion of the phase

laboratory tests will determine whether quercetin

2 trial was provided by donors of the FA Research

is effective at reducing oxidative stress and DNA

Fund in 2018. “We are very thankful to FARF for

damage. This could lead to a new prevention

providing the seed money for this study,” said Dr.

strategy for SCC in post-transplant patients

Mehta. “That funding covered the cost of study

with FA that could eliminate or at least delay

initiation and participation of the first few patients

the development of SCC. Thank you, donors, for

and eventually led to additional extramural funding

providing initial funding that was then leveraged to

to cover the cost of the entire study.”

get a much larger grant.
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Donors continue to empower
specialists to combat head and
neck cancer in FA
The third Joel Walker Scientific Meeting on
Head and Neck Cancer took place in April, with 40
researchers, doctors, FA family members and FARF
staff members sharing their insights via a webinar.
They sat in their home offices, second bedrooms, and
living rooms to spend the day sharing their research,
throwing out ideas, and piecing together a roadmap

Stella Davies, MD, PhD

When we talk about the complications associated with Fanconi anemia

to detect, treat and prevent head and neck cancer in

(FA), we often speak of bone marrow failure and cancer predisposition.

those with FA. Building on the framework established

However, brain atrophy and other abnormalities of the brain have also been

at previous meetings, the group included head and

reported, although the cause of these abnormalities and recommendations

neck cancer experts newer to the FA community.

for clinical care are not yet defined. At the 2019 FA Scientific Symposium,

This year, clinicians and researchers focused
largely on the following:
1. How to involve more individuals, via the FA Adult
Council in potential studies, including clinical trials;
2. How to expand on screening procedures so that
potential tumors are identified at an early stage;
3. How to develop the spectrum of opportunities,
including pre-clinical models and drugs in
development to identify preventive and
therapeutic compounds.
FARF will continue working with this focused group
(including members of the FA Adult Council and
FARF Scientific Advisory Board) to expedite ways to
prevent, detect, and treat head and neck squamous
cell carcinoma (HNSCC). Next steps include:
1. Empower the FA Adult Council to expand
awareness of FA-associated HNSCC and promote
the FA clinical registry;
2. Form a collaborative consortium that includes
several academic hospitals and key researchers in
the US to further evaluate how to best diagnose
HNSCC at a very early stage;
3. Continue to determine effective treatments and
preventative strategies for FA HNSCC outside of
the annual meetings.
Thank you for supporting the work of this focused

12

New facet of FA
research: central
nervous system
abnormalities

Dr. Stella Davies from Cincinnati Children’s Hospital Medical Center and
Dr. Tekin Aksu from Hacettepe University in Ankara, Turkey, presented on
their recent work focused on central nervous system (CNS) abnormalities in
people with FA.
Dr. Davies discussed case reports of five FA patients with CNS
abnormalities. Magnetic resonance imaging (MRI) of the brain showed
that all five cases shared similar lesions (abnormalities) and features
of inflammation. Four of the five patients received steroids and had a
significant response. Interestingly, staining of brain biopsy tissue revealed
expression of the JC virus, one of the polyoma viruses that affect humans.
Polyoma viruses are found in many individuals with FA, as well as in the
non-FA population. The majority of people who contract these viruses do
so during childhood. In general, these viruses do not cause disease, but
can reactivate in people with suppressed immune systems (i.e., people
with FA). The reactivation of JC virus in immunosuppressed people causes
brain inflammation. Dr. Davies’ research group hypothesizes that the brain
lesions described in the five case studies result from inflammation caused
by the JC virus.
Dr. Aksu discussed a recent analysis of 314 FA patients treated at the
Hacettepe University from 1976 to 2019. Out of these 314 patients, 33
were evaluated with an MRI of the brain. The study found at least one
abnormality in 18 patients of the study group. The abnormalities included
density changes and reduced blood flow to the brain that led to brain cell
damage. Dr. Aksu’s research group hypothesizes that these findings are
related to impaired DNA repair mechanisms and/or irregular formation of
blood vessels supplying the brain.
These important studies highlight new clinical features in people with FA.

group to address head and neck cancer in people

More research is needed to understand how to best treat and prevent the

with FA.

brain abnormalities from occurring.
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Update: Pilot Study on
Metformin
A National Institutes of Health
grant on Fanconi anemia (FA) led by
Dr. Markus Grompe at Oregon Health
& Science University identified that
metformin (a drug approved by the FDA
to treat type II diabetes) demonstrated
improved blood counts and delayed
tumor formation in FA mouse models,
and also decreased chromosomal
breakage in cells from people with FA.
Additional research has shown that non-

Investigating a different approach in gene therapy
Donor gifts have provided support to basic science gene therapy studies. Two gene
therapy clinical trials, one in Madrid, Spain, and one at Stanford University, both
sponsored by Rocket Pharmaceuticals, report encouraging results. Nine FA individuals
in Madrid and two at Stanford have safely undergone gene therapy, in an effort
to prevent bone marrow failure and hopefully leukemia. Investigators published
results from the trial in late 2019: the four earliest-treated patients show continued
expansion of the corrected cells in their blood and bone marrow. Importantly, no
adverse events have been reported in any of the patients. This is the first indication
that gene therapy can work in FA.
The investigative team at Stanford has developed a phase II study for gene therapy
and enrolled patients. In addition, a highly similar phase II study, also sponsored by
Rocket Pharmaceuticals, is underway in Madrid.

FA patients taking metformin also have
a decreased incidence of cancer.
These previous studies led to the
initiation of a clinical trial to study
metformin for FA in April 2018 at Boston
Children’s Hospital. People with FA
receive metformin orally for six months
followed by a one-month follow-up
period. The clinical trial studies the
effects of metformin on blood counts, the
safety and tolerability of the medication,
and the effects on DNA damage
pathways and bone marrow health.
Dr. Akiko Shimamura, one of the
investigators, presented an update on
the study at the 2019 FARF Symposium.
So far, six patients have completed

Two young investigators receive kickstarter grants
One of our core principles is mentorship and supporting the next generation of FA

study treatment and seven patients are

researchers. That’s why we developed FARF Tank, to allow up and coming researchers

currently still on metformin. With small

an opportunity to pitch their innovative ideas to the scientific community and win a

numbers of patients and short follow-

$10,000 grant. The first ever FARF Tank took place at the 2018 Scientific Symposium and

up, the study most commonly observed

this tradition continued at the 2019 meeting in Chicago. Contestants had five minutes

an increase in white blood cells. Trends

each to describe their ideas to nearly 400 audience members and our panel of judges. At

suggest that the treatment is reducing

the end, the audience voted for the project with the most potential to shift the clinical

faulty DNA repair in FA hematopoietic

care paradigm for people with FA. The judges also chose a winner. The two winners will

cells. The trial aims to recruit 10

present on outcomes from their research at this year’s Virtual Symposium in September.

additional participants. Formal analysis

People’s Choice Winner: Sylvie Van Twest (St. Vincent’s Institute for Medical Research,

of the study results will be performed

Australia) Expanding the Fanconi anemia research and diagnostic toolkit: Developing

once the trial is complete. This trial was

alpaca nano-antibodies

partially funded by FARF donors in 2018.
Thank you!

Judges’ Choice Winner: Adam Nelson (Cincinnati Children’s Hospital Medical Center)
Viral Specific T cells for HPV-associated SCC
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THANK YOU
NOTES

Community Rallies
Around Newly Diagnosed Family

Just months after their four-year-old son Elliot was diagnosed with
FA, Chris and Mel Payne reached out to FARF to fundraise for FA
Month. While still processing what this diagnosis means for their son
and family, they graciously shared their story with their friends and
family. By the end of FA month, the Payne family raised over $6,000.
We’d like to thank the Payne family for bravely stepping up to raise

FA Researcher Gives More
Than Time and Expertise

funds for a better future for Elliott and others with FA. To the Payne
family community, we are so grateful for your support of our mission!

Dr. Premal Patel has spent a large
part of his career working in medical
oncology drug development. He joined
FARF’s Scientific Advisory Board in 2018.
This group advises FARF in all matters
related to FA research. They help set
research priorities, provide insight on the
grants process, and help plan meaningful
scientific meetings. Premal now chairs
this board; his leadership is instrumental
to advancing FARF’s research and clinical
efforts. He has a wealth of knowledge

Nine-Year-Old Plans Her Own 5K Fundraiser

and experience in the pharmaceutical
industry, which is especially valuable

14

This FA month, nine-year-old Joy Hessels decided to have her

as we look to develop therapies for

first ever fundraiser. Joy and her older brother Dylan both live with

individuals with FA. This year Premal

FA and have attended their friend Eli’s 5K for FA the last few years.

generously matched $10,000 in funds

Since all in-person events were canceled this year, Joy decided

raised for FA month. We are so grateful

she would run her own. She trained, filmed a video, and made a

to Premal for supporting our community,

fundraising page online. On the last day of FA month, Joy and her

first as a dedicated volunteer physician-

dad completed their race, coming in at 35:33. By the end of the day,

scientist, and now as a donor. Thank you,

Joy raised more than $9,000! A big thank you to Joy, our youngest

Premal.

fundraiser this year, and to everyone who supported her!
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Donors Make FA Month the Largest in FARF History!
Every May, FAmilies from around the world come together to share their
stories, raise funds for research and support services, and show how they
“FA” (find answers, fight always). They reach out to all of you, their friends
and families, to support them. Despite the uncertainty around COVID-19,

Concert and Wine Goes Virtual

more FAmilies than ever signed up to fundraise and you stepped up to give.
Together, you donated more than $107,000 to the FA month campaign
alone – which is the most ever raised for FA month. We are deeply grateful
and moved by the generosity of this community, and the way families and
donors alike continue to show up for one another. Thank you.

For the last 21 years, Sharon Schuman,
family friend of the Frohnmayers, has
hosted an annual FA benefit concert.
Unfortunately, this year it wasn’t
possible, due to COVID-19. Sharon had
to get creative. She quickly reached out

‘Norah Needs You’ Expands Impact
Last year for FA month, Zach and Rachel GratzLazarus, parents of six-year-old Norah, created
their first fundraising page and raised an incredible
$4,000. This year, they took FA month by storm
and quadrupled what they raised last year! After a
generous donor in their community offered to match
funds, Zach and Rachel’s friends and family donated
over $22,000 in May. Wow! Thank you so much,
Gratz-Lazarus family and community!

to Lynn Frohnmayer, FA researcher Dr.
Richard Gelinas, pianist Eunhye Grace
Choi and clarinetist Wonkak Kim to
get involved. The five of them filmed a
spectacular virtual concert and update,
and incredible supporters donated more
than $12,000 for FA research and family
services! Thank you for your creativity
and perseverance, Sharon, and thank you
to all of the virtual concert attendees.
We look forward to seeing you next year!

Walker Family and Friends Continue to Invest in Head & Neck Cancer Advances
The Joel Walker Scientific Meeting on Head & Neck Cancer brings together researchers and clinicians
to strategize and collaborate on initiatives to combat cancers in people with FA. These meetings were
inspired by Joel Walker, an adult with FA who passed away in 2016 from head and neck cancer. Joel
understood the value of research and left a generous estate gift to empower researchers to advance
treatments. The series continues on thanks to the generosity of Joel’s friends and family. Thank you to
every donor for keeping Joel’s legacy alive and sponsoring this incredibly important meeting.

Donor Newsletter 2020
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Gifts of Stocks & Bonds

d
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TAKING YOUR GIVING
TO THE NEXT LEVEL

OF COM
ER

Gifts of Retirement Assets

Donating appreciated securities, like stocks or

Donating part or all of your retirement assets such as a gift from your

bonds, is an easy and tax-effective way for you

IRA, 401(k), 403(b), pension or other tax-deferred plan is an excellent

to make a gift to our organization.

way to make a gift to further our mission.

“We made a gift of stock to gain a double
bonus when it came to tax time: no capital
gains taxes on selling the stock and a tax
deduction for a charitable donation. It allowed
us to give a greater amount than we would
have been able by using cash, which we were
saving towards expenses associated with our
son’s (Dylan, age 12) upcoming bone marrow
transplant. He’s now almost a year out from
transplant at Cincinnati Children’s and doing
great! We appreciate all the research that
past donors have funded that went into the
knowledge and techniques that were used.
Donations to FARF help children like Dylan
have a better chance at successful outcomes –
not only with transplant – other aspects of the
disease too.”
— David & Stacy Ownby

"When our grandson Jack, 19, had his initial diagnosis, FARF provided
information and encouragement to Jack’s immediate family and to us
as grandparents. As grandparents, we felt compelled to donate some of
our retirement resources with matching funds from ExxonMobil. FARF
also helped Jack and his mom, Jenny, participate in Camp Sunshine,
where interaction with other FA children and family members offered
caring advice and emotional support. We believe our funds help
with research seeking a cure, defining the best treatment protocol,
and improving transplants. In 2019 Jack survived failure of the initial
transplant and immediately received a second that has been successful.
On July 10, 2020 Jack participated in his big sister’s wedding and
will soon be returning to Minnesota for his one-year post transplant
checkup. We are confident our funds have been and will continue to
be well invested to seek a cure and sustain FA families with hope and
determination." — Kae and John Armentrout

If you or someone you know is interested in maximizing your giving with FARF,
please reach out to McKenna Knapp: mckenna@fanconi.org | 541-687-4658.

16

Donor Newsletter 2020

Gifts of Cash

Gifts from Wills or Trusts

A gift of cash is a simple and easy way for you to make a gift.

You designate our organization as the beneficiary

Recurring gifts are automated on a weekly, monthly, quarterly, or

of your asset by will, trust or beneficiary

annual basis:

designation form.

“I give to causes that have meaning for me – both from the past and
for the future. I want my grandchildren to live in a world without
fear of Fanconi anemia. I continue to marvel at the advances in
the scientific community and the tireless efforts of FA families. It’s
inspiring and makes it easy to write my check each month.”
— LT COL Lynnette Lowrimore

“Research into treatments for FA was a high priority
for Joel (our son) along with the hope that he could
help others. When he passed away in 2016, he left
a large part of his estate to the Fanconi Anemia
Research Fund (FARF). It is our intent to continue
his legacy, as well as our daughter’s who passed
away in 2013, with a significant bequest of our
own.” — Nigel and Ann Walker

Gifts of Insurance
A gift of your life insurance policy is an excellent way to support
FARF. If you have a life insurance policy that has outlasted its
original purpose, consider making a gift of your insurance policy.
For example, you may have purchased a policy to provide for
minor children who are now financially independent adults.

Gifts of Real Estate
Donating appreciated real estate, such as a home,
vacation property, undeveloped land, farmland,
ranch or commercial property can also make a
great gift to FARF.

THANK YOU TO OUR
GENEROUS DONORS
Donor Newsletter 2020

17

YOUR FA RESEARCH DOLLARS AT WORK
From July 1, 2019 – June 30, 2020,
your contributions allowed FARF
to award
to the following projects:

$1,252,432

Investigators: Eunike Velleuer, MD; Christine Krieg
Institution: German Fanconi Anemia Support Group &
Research Fund/Heinrich-Heine University
Title: Reducing the Burden of Squamous Cell Carcinoma
in Fanconi Anemia
Amount Funded: $732,432

Investigators: William Fleming, MD, PhD;
Markis Grompe, MD
Institution: Oregon Health & Science University
Title: A Porcine Model for Fanconi Anemia
Amount Funded: $50,000
FARF T
ank
Winner

Investigators: Sharon B. Cantor, PhD; Peter Kurre, MD

Investigator: Adam Nelson, MBBS, FRACP

Institution: University of Massachusettes Medical Center

Institution: Cincinnati Children’s Hospital Medical Center

Title: A small molecule approach to overcome
replication dysfunction in FA

Title: HPV-associated SCC

Amount Funded: $250,000

Amount Funded: $10,000
FARF T
ank
Winner

Investigators: Robert Grant Rowe, MD, PhD;
George Daley, MD, PhD

Investigator: Sylvie van Twest

Institution: Boston Children’s Hospital

Title: Expanding the Fanconi Anemia toolkit: Developing
Alpaca nanobo

Title: Modeling hematopoietic clonal evolution in
Fanconi anemia
Amount Funded: $200,000

Institution: St. Vincent’s Institute of Medical Research

Amount Funded: $10,000

FARF is committed to supporting research to further our mission of finding new
treatments and a cure for Fanconi anemia. Over our 31-year history, we have
funded 248 grants, to 163 investigators and 67 Institutions worldwide.
The total amount of research dollars awarded is more than $25,350,000!
18

Donor Newsletter 2020

FINANCIAL
SNAPSHOT

Jack Timperley, an adult
with FA, helps open the 2019
Scientific Symposium

We envision a future

2019 INCOME

in which we can prevent

2019 EXPENSES

3,849

$316,490

DONORS

FUNDRAISING

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.

$4,122,252

$

INCOME

$530,418

$2,438,823

ADMIN

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

5,207

$438,104

GIFTS

FA M I LY S E R V I C E S

family camp and our
meeting for adults with
FA. Thank you for making
our research and support
programs possible!

DONOR HONOR ROLL

Daniel Curtis and Stephanie Shaff
Ronald Dabrowski and Mary Ann Hall
Donna DellaRatta
Harry and Kaaren Demorest

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, 2019 and June 30, 2020.
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 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.

Jerry Dennerline and Margaret
Sarkissian
John and Linda Disarro
James and Glenda Douglass
Bill and Mary Douthitt
Donald and Joyce Eastman
Mark and Ann Edlen
Mary Ellen Eiler
Lee and Esther Erman
James and Crystal Eubank
ExxonMobile Foundation
First Federal Savings and Loan
Brent Federighi
Scott Fisher
Helen Flores
Ford Family Foundation

Sustaining Life Donors

Patricia Peterson

Rachael Alaniz and Kevin Gatzlaff

Mr. and Mrs. Denis J. McFarlane

Phil and Penny Knight

Project Social T, LLC

Victor and Mary Albino

A F and D J Fransway

Legacy Society

Zariel and Liz Toolan

The Alex B. Norris Memorial Fund, Inc.

Ellen Frohnmayer

Nigel and Ann Walker

Jeanne Altmann

John Frohnmayer

Tyler Morrison and Rachel Altmann

Bill and Terri Frohnmayer

AmazonSmile Foundation

Lori and James Gabbert

Anthem

Mr. and Mrs. Gardiner

Matt and Susan Aprahamian

Dr. Sheryl Gardner

Arbella Insurance Foundation

The Giustina Foundation

TB Automotive

Gary Gordhamer

Herb Baker

Jennifer Rubin Grandis, MD

Craig and Jane Banks

Zachary and Rachel Gratz-Lazarus

Modesty Evans

Ayala and Oliver Bassett Charitable
Account

Dr. Michael Greenberg

Norman and Linda Brenden

Carol Federighi

Gene and Judi Baumgarner

Pat and Stephanie Kilkenny

David and Mary Ann Fiaschetti

Mary Beale, MD

Susan Gruna

Kevin and Lorraine McQueen

Mark Frohnmayer

Ellen Becker and Howard Hamburger

MJ Murdock Charitable Trust

Ronnie Gatzlaff

Frank Bellotti

The Patel Family Charitable Trust

The Harold & Arlene Schnitzer CARE
Foundation

Robert Berntson

Carol Ceresa
Nigel and Ann Walker

$1,000,000

$5,000-$9,999
John and Kae Armentrout
Gene Barry

Phil and Penny Knight

Herminia Carvalheira

$265,000

Charles and Susan Chiappone

Kendall & Taylor Atkinson Foundation
with the Nash and Griggs Families

$50,000-$86,000

$25,000-$31,000

Joeseph and Nancy Chou
DeArmond Foundation
Trevor Dunn

Harold and Margaret Taylor Foundation

Coley’s Cause Foundation

Dr. Bruce and Ilene Jacobs

Stephen and Jennifer Klimkiewicz

Frederick and Sarah Khedouri

Sanders Family Foundation

Kevin and Sydney Knight

Mary Solari

Lakeside Industries

Tykeson Family Foundation

Joan Lamoreaux

$15,000-$23,000

Betty Massoni

John and Martina Hartmann
Mark De Groot and Hanneke
Takkenberg
Mira Frohnmayer and Sandra Sweet

$10,000-$14,000

Kevin and Connie Michels
Jeffrey and Mell Miller
Nike Employee Matching Gift Program
Richard and Lucy Novak
Pete and Molly Powell
Elizabeth Rohlfing

Jean Bottcher

Sigma Pi Open Golf Tournament

David Altman Foundation

The Tarr Charitable Family

Kathleen Dyer

True Value

Foresee Pharmaceuticals USA

Todd and Karen Van Horne

Lynn Frohnmayer

Craneware, Inc

Anna Gould

H. Monroe and Marcia Warrington

The Haugland Family Foundation
Joseph Lana Memorial Fund
Orion and Lisa Marx
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$1,000-$4,999
Bob and Diane Abrams
Wells Fargo Advisors

Brian and Sarah Bischoff
Don and Mary Blair
Jennifer Bland
Michael Daniel Brannock
Stephen Brewster
Ryan and Rebecca Brinkmann
Tim Burke
The Cafaro Foundation
CapTech Ventures, Inc.
Sandy Carter
David and Barbara Chew
Jerry and Natalie Christensen
Niki Christopoulos
Harriett Cody and Harvey Sadis
Allen and Josephine Cohen
Coca Cola
Mr. & Mrs. Vince Collier
Columbia Bank
Greg and Tammy Cook
Kaitlin Cordes

Craig and Alease Grinnell
Roger Guthrie and Nancy Golden
Mary Ann Hall
Dr. Roger and Elizabeth Hall
Owen Hall and Margaret Kasting
Richard Hansen
Beverly A Harms
Impulse Health LLC
Andre Hessels and Rutger Boerema
John Hickey
Elizabeth Holden
Dr. Charles and Linda Hollen
Steven Holmes and Kerry Robinson
HSN
Charles and Kathleen Hull
Fifth Generation Inc.
Dar and Mary Ellen Isensee
Tarek and Patricia Ismail
Brendan Ittelson
John Ittelson and Bobbi Kamil
David Jackson
The Jane and Arthur Flippo Foundation
Albert and Leslie Jeffrey
Bob and Evelyn Jenson

Bob and Jill Costas

John and Kathleen Schneider Family
Foundation

John and Charlene Cox

G. Clint and B. G. Johnson

Karen Creter

Scott and Sharon Johnson

Cheryl Cummins

JustGiving

Paul and Angela Pless

Jon and Terri Anderson

Bill and Karen Early

Brian Kaineg

Peter and Janice Pless

Sue Archbald

Victor Echevarria

Joan Kapowich and Steve Miner

Juanita and John Postlethwait, PhD

Edwin and Marieluise Artzt

Jesse and Nancie Ehrlich

Erik Karanik

Stan and Linda Potter

Jeffrey Baldwin and Debra Perry

Gary and Rosalind Karlitz

Peter Rappoport and Marcia Marley

Robert and Julia Ball

Dr Andrew Eichenfield and Nancy
Cincotta

Roger and Sandra Kasch

Record Archive Inc.

Eduardo Baracat

Barbara Kellam

Diane and John Render

Louise Barnett

Kelly Charitable Remainder Annuity
Trust

Nancy Renton

Israel and Mary Jo Becerra

John and Karilyn Kelson

Rhode Island Turnpike and Bridge
Foundation

Anne and Philip Becker

John Kirby Jr. and Susan Cullman

Ronald Rittenmeyer

Dr. Carole Kirkpatrick

Emily Robison

Patrick Blessington

Erik Kjos-Hanssen and Turid Frislid

Ryan & Melissa Robson

Ruth Koenig

Crossfit Rohkeus

J.W.E. Kruytzer

Alice and William Rose

Keith Kutler and Stephanie Ricker

Suzanne Rowe and Mark Corley

Dean and Bev Lahr

Deanne and Richard Rubinstein Sr.

Dr. Jay and Tina Lamb

Andrea and Robert Sacks

Steve and Cyndy Lane

Bob and Christine Satko

Robert and Anna Langtry

Ron and Alice Schaefer

Barry and Laura Levine

Phyllis Schirle

Ken Lewis

Chris and Heidi Schmitz

Burt and Althea Lewis

Vincent and Cynthia Schoenfelder

Ronald and Anne Lewis

Sharon Schuman

Chris Little

Thomas and Diane Sciarretta

P. Worth and Michelle Longest

Diane and Robert Charles Scott

Mike Loo

Sally and Randolph Scott

Col Gregory & Lt Col Lynnette Lowrimore

Heinz and Susan Selig

Kristina Mack

Geri and Donald Serot, MD

Maria Marx

Marion Service

Timothy and Rhys Mason

Ruthellen and Peter Sheldon Jr.

Ralph and Bonnie Matteson

Bryan and Karen Siebenthal

Barbara Mayer

Dick and Shellie Silliman

Trey and Emma Mayhall

Ted and Sarah Silver

Patrick and Molly McAleer

Karen Smith

Dr. Jill McGovern

David and Tanner Sobelman

Brian and Sundi McLaughlin

Steinwachs Family Foundation

Daniel and Anne McQueen

Dr. Bruce and Tracy Strimling

Rachel Meier

Steven and Mary Swig

Kathryn and Ray Miller

Mark Tindle

Adam Mindle

Mary Ann Tonkin

Susan and John Minor

H.A. Siler Trucking

Joe S Moore

Barbara Trueman

Mary Ann Moore

James Turner

Letty Morgan

William and Mary Underriner

Tim and Ashleigh Pinion

Anthony and Julie Vandermeys

Dr. Jim and Marilyn Murdock

Susan Vandermeys

Murphy Company

Lauren and Mark Varah

Bernard and Phyllis Nash

Juan and Jennifer Villaveces

New Oregon Motel

Karen Warren

Bob and Janice Newburn

Thomas Waters

Fernando Nunes

Charles and Maren Weaver

Nancy Nunes

Mrs. Beverly Weber

Jerald and Mary O’Shaughnessey

Sandy Welch and Bob Griffiths

Dr. Susan Olson and Bill Nelson

Robert and Julie Williams

David and Stacy Ownby

George Wingard

Mark and Elizabeth Page

Amy and Carlo Zaffanella

Richard Page
Jerry Parsons
PayPal Giving Fund
David and Nancy Petrone
Joe and Helen Piroutek

$500-$999

Dr. Marv and Carol Berkman
Tom and Kathy Bonomo
Wendy Boyd
Jason Brannock
James and Deborah Brennan
Susan Brizzolara
Medical Brodell Inc.
Ms. Bronner
Celeste Brusati
Calah Congregation
United Health Care Group
Karen Caulfield
Sean and Shuree Celli
Carol Ceresa and Melvin Matsumato
Athanasios Christopoulos
Dwight and Peggy Collins
CHC Community Health
Jeff and Sue Cook
Kipp Cormier
CornerStone Staffing
John and Cheri Courtnage
Curtis Management Corp.
Neal Daniel
Penelope Daugherty
Gaylord and Judith Davis
Kathee Davis
William and Rebecca Davis
Brad and Sandy Dean
James and Sandra Dean
John Deverteuil
DLL Group
Eben Dobson
Deborah and Edward Donovan
Robert Douglas
Mike Drennan

John Eisberg and Susan Kline
Dr. Jonathan and Irene Elias
Craig and Elizabeth Eminger
Equity Concepts LLC
Jim and Vicki Eubank
Linda T Ewell
Ezat and Laila Faizyar
Christine Fink
John and Ann Floretta
Physical Therapy for Everybody Inc
Allyn and Cheryl Ford
Violet Fraser
Colonel Andrew Friedman
Elizabeth and Richard Butts
Catherine Gallagher
David and Nadine Gannon
Bill and Jane Gary
TCI Inc. General Contractors
Stanley Gilbert
Sylvia Giustina
Rebecca Glaze
Janine and Joe Gonyea III
Andrea Goodwin
Ronald and Linda Greenman
Barry and Denise Groce
Thomas and Catherine Grosch
Allen and Dale Gummer
Gymlete, Inc.
Maureen Hales
Lawrence and Susan Hall
Tim Harrington
Dixie Harrison
Monique and Roel Harryvan
Dr. Richard Haugen
Richard and Deborah Hawkins
Michael and Dolores Herbert
Milton and Arlene Herbert
John Heschmeyer
Richard Hildreth and Caroline Forell
Bill and Melissa Hoefer

DONATE WHILE YOU SHOP
ON AMAZON
We are all shopping more online these days. When you
buy on Amazon, you can designate FARF as you charity
of choice, and we will receive a portion of the sales. Visit
smile.amazon.com, select Fanconi Anemia Research Fund
as your charity, and start shopping. That's it!

ABC Liquors, Inc.
The Aberdeen Foundation
Michael and Jennifer Aggabao
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Matthew Hoffman

Barbara Nydam

Jim Totorella and Peggy Kelley

Phyllis Cairns

Richard Hogue

Brian and Karen Obie

Roger and Jean Upson

Daniel and Sally Caldwell

Dr. Tracy Hull and Carl Engelman

Odyssey Foundation

Virginia Franco Resumes Inc.

James and Christine Campbell

Constance Hungerford

Arden Olson and Sharon Rudnick

Pete and Jo Von Hippel

Janet Carlisle

John and Jennifer Hutchens

Timothy Padden

Kenneth and Mary Jo Walker

Doug and Linda Carnine

Grant and Suanne Inman

Rhonda Pak

Robert and Jan Walquist

Daryl Catching

Intel Corporation

Linda Palmieri

The Walt Disney Company Foundation

Dan and Lydia Christensen

Katrina Jackiewicz

Chris and Mel Payne

Paul and Deanna Warner

George and Cherie Clancy

Brie Jefferson

Dr. Christopher R. Payne Sr

Helena Webster

Jack and Nancy Clark

Gunnar and Mary Ann Johnson

Donald and Linda Peting

Kenneth Weinberg, MD

Robert Clark and Andrea Amore

Robert and Constance Johnson

Pfizer Foundation Matching Gifts
Program

Sandy Weiner

Mary Eilleen Cleary and Gleaves
Whitney

Piascik & Associates

Dr. Kathleen Wiley and Bob Carolan

Gene and Mandy Jones
Russ Jones
Lila Keleher
Carolee and Jerry Kolve
Brent and Michelle Laing
Lane Homes & Remodeling
Robert and Debbie Laney
Kay Laughlin
Steve Lawler
Eugene and Renee Lemmon
Joseph Leonardi
Brian Horrigan and Amy Levine
Helene and Terry Librett
Ed and Ann Lichtenstein & Emily Strother
The Hon. and Mrs. Joseph Lieberman
Luke Lin
Suzanne Lindner
Local Plumbing and Construction Inc.
Bob and Beth Lowe
David and Jolene Loy
James Luscher
Ann Lyman
Don and Ann Mack
Mark Macler
Patrick Malone
Jules and Wendy Marine
Aaron and Nicki Marsters
Joseph Mason
Sylvia Mathews
Brian and Helen Matthews
Valerie Mauriello
Jack and Gail McAllister
Marybeth McConaghy
Brian and Karen McKay
Don and Susan McLaughlin
Daniel and Angie McMahon
David Meadows
Johan and Emel Mehlum
Steven Metalitz and Catherine Gage
Jody Miller
Fredericka Mirenda
Kelly and Gerald Mlachak
Katie Moffit
Judi Montgomery
Craig and Lynne Moore
Kenneth Moore and Constance Johnston
Morgan Stanley
Gregory Morley
Patrick Morrow
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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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Eugene, Oregon 97401
RETURN SERVICE REQUESTED

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)
Donations by Phone:
Call us at 541-687-4658 or toll free at 888-FANCONI (USA only)
Donations by Mail:
1801 Willamette St., Suite 200, Eugene, OR 97401
Donate While Shopping on Amazon:
www.smile.amazon.com. Choose Fanconi Anemia Research Fund.
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

