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Uncovering the cause of a common form of muscular  
dystrophy: research team makes second critical advance 
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C oronary heart 
disease is the 

number one killer of 
Americans. As such, 
considerable attention 
has been focused on 
reducing the impact 
of heart disease in 
the United States and 
other industrialized 
nations. The best way 
to attain this goal is through preventative 
measures such as abstinence from smoking, 
maintaining healthy body weight, eating a 
diet with five servings of fruit and vegetables 
daily, and aerobic exercise. Aerobic exercise 
is important as it has been shown to lower 
blood pressure and raise HDL, a protective 
type of cholesterol.
	 Patients with FSHD are a special popula-
tion in that the muscle wasting limits or pre-
cludes exercise. Also, muscle is an important 
target of insulin, and as an individual loses 
muscle mass, the individual may become 
insulin resistant (type 2 diabetes). Insulin 
resistance is a risk factor for heart disease.
	 When lifestyle is not enough to control 
the risks for heart disease, we look to phar-
macologic agents. The most commonly used 
and most effective agents are the HMG CoA 
reductase inhibitors, or statins. This class of 
drug has been shown to reduce the bad  

Dr. Tapscott addresses the Society’s International Patient and Researcher Network Meeting, Las Vegas, Nevada, 
summer 2010.
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Neuromuscular  
clinics

An international team of researchers led 
by an investigator from Fred Hutchin-

son Cancer Research Center has made a 
second critical advance in determining 
the cause of a common form of muscular 
dystrophy known as facioscapulohumeral 
dystrophy, or FSHD.
	 In August 2010, the group published 
a landmark study that established a new 
and unifying model for the cause of FSHD. 
The current work, published October 28, 
2011, in PLoS Genetics, shows that the 
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disease is caused by the inefficient suppres-
sion of a gene that is normally expressed 
only in early development. The work will 
lead to new approaches for therapy and new 
insights into human evolution. 
	 The disease-causing gene, called DUX4, 
previously had been thought to be a com-
pletely inactive gene in humans. DUX4 
belongs to a special class of genes called 
retrogenes, which usually represent unused 
byproducts of evolution that have no 
remaining biological function, sometimes 
called “dead genes.”
	 In contrast, the researchers discov-
ered that the DUX4 protein is abundantly 
expressed in human germ-line cells, the 
cells that form the sperm and eggs, which 
indicates a necessary function early in 
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Neuromuscular clinics

Editorial note: FSH Watch will occasionally high-
light neuromuscular clinics that we believe might be 
of interest to patients and their families. This issue 
includes programs in Colorado and Iowa.

University of Colorado 
Anchutz Medical Campus
Neuromuscular Clinics
Denver, Colorado
Steven P. Ringel, M.D., Director

The Neuromuscular Program 
on the Anschutz Medical 

Campus of the University of 
Colorado includes compre-
hensive research, education and clinical services for 
patients from a six-state area. The neuromuscular 
clinic for adults is located at the University of Colo-
rado Hospital (UCH), while the neuromuscular clinic 
for children is on the same campus at The Children’s 
Hospital (TCH). One of the oldest programs in the 
United States, the neuromuscular program at UCH 
was established in 1950 and expanded to include 
TCH in 1988. Steven P. Ringel, M.D., Professor of 
Neurology, has directed the UCH clinic since 1976. 
Dennis Matthews, M.D., Professor and Chair of Physi-
cal Medicine and Rehabilitation, and Julie Parsons, 
M.D., Assistant Professor of Pediatrics, co-direct the 
TCH clinic. The adult clinic includes three full-time 
faculty neurologists (Drs. Steven Ringel, Dianna Quan 
and Yvonne Rollins) and three volunteer community 
neurologists (Drs. Marc Treihaft, Pierre Pavot and 
Robert Schabbing). TCH staff include two pediat-

ric physiatrists (Drs. Dennis Matthews and Joyce 
Oleszek) and three pediatric neurologists with spe-
cialty training in neuromuscular disorders (Drs. Julie 
Parsons, Audrey Yee and Michele Yang). 
	 Both clinics offer comprehensive services, includ-
ing diagnostic testing with electrophysiologic test-
ing, muscle imaging, and muscle and nerve biopsy 
services. Genetic testing and counseling are available 
to help families interpret test results and understand 
the impact of these results on the rest of the family. 
Rehabilitation needs are addressed with the assistance 
of physical, occupational and speech therapists. Since 
the Anschutz campus is a large regional referral center 
for complex medical care, subspecialty consultation 
is readily available for pulmonary, cardiac, ocular and 
auditory symptoms. Because neuromuscular disorders 
can be associated with nutritional issues, both clinics 
offer consultation with a nutritionist. Durable medical 
equipment vendors are available on site. Muscular 
Dystrophy Association patient services coordinators 
are present at all clinic visits to answer any ques-
tions about support groups, services and activities for 
patients with neuromuscular disorders.
	 In addition to our comprehensive clinical services, 
we offer a wide variety of educational and research 
programs on our campus. Since its inception, our 
neuromuscular program has trained more than 40 
neuromuscular physicians, many of whom provide 
services to neuromuscular patients not only in the 
U.S. but also in other countries. We conduct basic 
research studies to uncover the causes of neuromus-
cular disorders and are actively involved in a host of 
therapeutic trials designed to reverse the disability 
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caused by neuromuscular illnesses. The clinical trials, which are 
voluntary, include patients from throughout the Rocky Mountain 
region. 
	 Our neuromuscular faculty frequently join faculty from other 
institutions to conduct large-scale research trials and the faculty 
regularly present their research findings at national meetings. We 
offer community educational symposia for patients and their fami-
lies. These programs address both clinical and the latest research 
discoveries. 

For an appointment: call Janet Jones at UCH 303-724-2188; or 
TCH 720-777-3928. 

University of Iowa Hospital and Clinics
Neuromuscular Clinics
Iowa City, Iowa
Katherine Mathews, M.D, Director

The Neuromuscular Clinic is multidisciplinary, with a core group 
of experienced health care professionals who provide diagnostic 

evaluation, consultation and ongoing care. The needs and interests 
of the individual patient and family dictate the content of the clinic 
visits. Katherine Mathews, M.D., is a pediatric neurologist who sees 
patients of all ages and particularly patients with muscular dystro-
phies. She has a longstanding interest in FSHD, including partici-
pation in genetic studies in the early 1990’s. 
	 Christina Trout, RN, MSN, provides care coordination as well 
as genetic counseling, which includes discussion about identifying 
family members who might inherit FSHD, and providing informa-
tion about family planning options such as prenatal testing or pre-
implantation genetic diagnosis. Linda Boehmer, RN, assists in care 
coordination. 
	 Other key clinic personnel include a physical therapist, dietician, 
social worker and research coordinator. All these individuals are also 
available for consultation and assistance between clinic visits and 
have longstanding experience with the range of needs of individuals 
with neuromuscular disorders. Additional medical specialists, such 
as adult and pediatric pulmonologists, cardiologists, a respiratory 
therapist and occupational therapist are readily available and interact 
closely with the neuromuscular team. Colleagues in the department 
of ophthalmology, Suzanne Q. Longmuir, M.D., and Michael D. 
Abràmoff, M.D., Ph.D., have developed a particular interest in the 
retinal findings associated with FSHD. Similarly, a speech patholo-
gist, Anne Wallace, has worked with many children and young 
adults with FSHD on consultation from the neuromuscular clinic. 
Visits with various specialists are coordinated with the neuromus-
cular clinic appointments as needed. This is an MDA clinic, and the 
MDA Healthcare Service Coordinator is available to update families 
on MDA initiatives like online chat rooms and educational materials. 
	 In addition to medical status updates and concerns, the clinic 
visits might include information about disease pathophysiology 
and discussion of research updates. Clinic personnel assist families 
in interactions with schools and workplaces as needed. It is  
common for school-aged children to need modified physical edu-
cation or for teachers to request ideas to adapt classroom activities. 

The neuromuscular physical therapist (PT) can provide consulta-
tion to the local therapist who may have limited experience with 
FSHD. Instruction is provided to patients and their caregivers for 
daily therapy. The PT is certified in wheelchair positioning/seating 
and can offer guidance about a variety of adaptive devices, orthot-
ics, abdominal binders and durable medical equipment.
	 Dr. Mathews is also an investigator in the University of Iowa 
Senator Paul D. Wellstone Muscular Dystrophy Cooperative 
Research Center, directed by Kevin Campbell, Ph.D., and Steve 
Moore, M.D., Ph.D., and funded by the NIH. The Wellstone 
Center facilitates close communication between basic scientists, 
including a monthly meeting to review cases and discuss diag-
nostic challenges. Dr. Moore directs a muscular dystrophy tissue 
repository that makes tissue samples available to researchers 
throughout the world. 
	 The neuromuscular team (PT, social work, Ms. Trout and Dr. 
Mathews) also holds outreach clinics throughout the state of Iowa 
to facilitate patient access to specialty care. 
	
For an appointment:  call Christina Trout at 319-356-4017. Con-
cierge services are available through the hospital to facilitate a visit 
to Iowa City. 

Dr. Mathews is a member of the FSH Society’s Scientific  
Advisory Board.

Susan Szmyrgala (nutrition), Carrie Stephan (research coordinator), Kathy  
Mathews, M.D., Christina Trout (advanced practice nurse, clinic coordinator),  
Shelley Mockler (physical therapist), and Jim Porter (social work); not in  
photograph, Karla Laubenthal (research physical therapy) 

‘‘ Colleagues in the department of 

ophthalmology, Suzanne Q. Longmuir, M.D., 

and Michael D. Abràmoff, M.D., Ph.D., have 

developed a particular interest in the retinal 

findings associated with FSHD. ’’
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Over the past two decades, we 
have made the journey with our 

son, Kevin, diagnosed with FSHD at 
ten and a half years of age. He has 
been aware of his diagnosis from the 
very beginning. Kevin, now 33 years 
old, holds a masters degree, owns his 
own home, and works full time. 
	 From an early age, Kevin has 
amazed us with how he adapts to 
adverse situations. In kindergarten, his 
teacher said he was acting out socially 
and felt he might not be hearing well. 
She was right. Until he was around 
other children in a formal setting, he 
was reading lips and no one was the 
wiser. Today, he does quite well in 
spite of some permanent hearing loss. 
	 Kevin was always quite active. 
While watching him run the bases 
during a little league game, we felt 
something was strange in the way he 
sort of loped along. That observation 
led us to the FSHD diagnosis. Since 
we have no history of this disease in 
our families, we really had no idea 
what the future would hold. 
	 From grades one through twelve, 
Kevin was in an Individualized Educa-
tion Program (IEP) because of his 
hearing loss and later because of other 
issues with FSHD. Throughout the years, we worked closely with 
the school system to ensure he had tools to succeed such as speech 
therapy and preferential class seating. Miserable because he couldn’t 
keep up in physical education classes in middle school, he was able 
to get an exemption. In high school, he was provided extra time to 
take SATs. For him, this was just one more thing to signal he was dif-
ferent. To say he fought being singled out is putting it mildly. Kevin 
finally accepted that extra time was just one way to “level the playing 
field.”   
	 Around age twelve, controlling his physical actions became more 
difficult. After several years of classes, Kevin stopped taking martial 
arts; however, he credits martial arts with learning how to control 
his body to avoid getting really hurt when he falls. Instead of playing 
high school baseball, Kevin became the equipment manager so he 
could be part of the team. Eventually, he removed himself from this 
position. As his parents, watching this unfold was gut wrenching; we 
just wanted to protect him from being hurt. 
	 Before graduating from high school, Kevin told us he wanted to 
take one semester off before starting college. Our first reaction was 
“No way.” Then we decided to negotiate. If he took one course at the 
community college where the credits would be transferable to a four-
year college, we would go along with him. Frankly, we were afraid he 

would like being away from school 
and would not want to go on to col-
lege. He agreed and began attending 
the University of Maryland in January. 
     In college, Kevin began having 
difficulty getting up from a sitting 
position. Classmates would assist 
him in class and on occasion when 
he fell walking across campus. He 
met with the campus disability 
coordinator and then withdrew a 
semester to re-group before deciding 
how to proceed. 
     During this hiatus, we visited 
Disney World. Watching how hard 
it was for him to get around, we 
wanted to rent a motorized chair 
but Kevin said “no.” He tired easily 
and frequently returned to the room 
to rest. After that trip, he decided 
it was time for his own motor-
ized chair. During our next visit to 
Disney, he went everywhere in the 
park. An unexpected perk: we were 
escorted to the front of long lines!
     After six years of stops and 
starts, during which he discovered 
he liked learning, Kevin received a 
much deserved bachelor’s degree. 
Over the next few years while work-
ing full time, he completed course 

work online and received a Masters in International Relations. 
	 Our ongoing struggle is to find the balance between helping too 
much versus being there when Kevin needs (and asks for) assistance. 
We certainly do not always get that one right. Finding a place for 
him to live away from us to see what he could do on his own was 
probably the most difficult decision so far. Kevin’s resilience surfaced 
big time when he weathered hospitalization from exhaustion and re-
ceived approval to work some days from home all the while learning 
to balance what it takes to live on his own. 
	 Helping our children develop independence is not easy. This dis-
ease will often make things more difficult for them. But, this doesn’t 
change the fact that they are preparing for adulthood. If we do not 
provide freedom for them to make choices allowing for the inevitable 
mistakes, moving into adulthood could conceivably take much lon-
ger. We won’t always be there to “help” or “protect” them. 
	 At the point our children leave for college, they are young adults. 
They will face obstacles and thus we need to trust in their ability 
to find solutions. It is all part of the growing process. Easy to say; 
not so easy to do. It is hard to refrain from being a “helicopter” 
mother/father. But, we can trust they will come to us for help and 
we need to be there when they do. Making decisions using one’s 
own ingenuity leads to the satisfaction of solving a problem. How 

From “children” to “strong adults”

     L i v i n g  w i t h  F SHD 

by Barbara and Jeffrey Bache, and Kevin Bache

Barbara, Kevin and Jeffrey Bache
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good that feels!
	 At what age should we talk with our child about FSHD? There 
is no right or wrong answer. Kevin has known since he was diag-
nosed, and for our family (with counseling) this has worked well. 
Together we learned about the disease and how his life is being 
altered going forward. 
	 Children instinctively know when something is not quite 
right. They see their friends and may silently wonder “what’s 
wrong with me.” They don’t need to feel alone. So much of what 
we do as parents is a trust issue; our children need to trust us. 
Just as with sex, they could jump to wrong conclusions and think 
the worst. Without trust and communication, who really knows?   
	 We joined a local FSHD support group shortly after Kevin’s diag-
nosis where we learned about and saw the effects of the disease and 
how diverse it is. Kevin didn’t want to attend; we didn’t force him. 
As we learned more of what he would likely face as he goes through 
life, we found ourselves shielding him from the realities. We probably 
told ourselves that maybe this would not be how he would prog-
ress. Once he decided to attend in his early twenties, he found some 
comfort in talking with others who experience many of the same 
problems. 
	 Whatever balance we have achieved has occurred through discus-
sion, tears, laughter and acceptance (and sometimes not) of our own 
personalities. A trained third party has been an invaluable asset to 
help us wade through the intricacies of this disease. People handle 
adversity differently: some simply ignore the facts; others want to 
know everything. The majority of us probably fall somewhere in 
between. Goodness knows, we have stumbled and bumbled and 
still do. Counseling has been an enormous benefit for all of us. We 
agree we are in a much better place today thanks to having some-
one bring things into the open and help us focus. Many times we 
internalize and push problems away pretending we are OK when 

Special thanks to the S & L Marx Foun-
dation for a generous grant of $25,000 

for the production of a new booklet in the 
Society’s series, Living with FSHD. The 
booklet, “FSHD: a guide for schools,” will 
focus on issues that young people with 
FSHD face in their educational settings. 
We anticipate that it will cover the poten-
tial effects of the disease on the student’s 
performance, the types of school environ-
mental modifications that may be needed, 

the subtleties of emotional expression in 
children with FSHD, issues surrounding 
communication, and recommendations 
for social support. Families and patients 
will be engaged to help identify challenges 
they have faced, and suggest topics for 
inclusion in the booklet. The publication 
will likely be available in hard copy and 
digitally, in early 2012. 
	 The FSHD clinical team at the Univer-
sity of Iowa Neuromuscular Clinics will 

contribute to the publication, with Kather-
ine Mathews, M.D., as lead consultant and 
Shelley Mockler, physical therapist, serving 
as editor. Other contributors will include 
speech pathologists, hearing and language 
specialists, social workers, parents, educa-
tors and others.
 	 If you want to suggest a day-to-day  
challenge for inclusion, please write to  
info@fshsociety.org, and we will forward  
it to the editor.

     L i v i n g  w i t h  f s h d

S & L Marx Foundation awards FSH Society funds for  
“Living with FSHD” series

n	 Plateaus will occur and adjustments need to be made (physically 
and emotionally). Practice patience.

n	 Pain management will be a vital part of the process
n	 Our children are adjusting to
	 –	 Losing “abilities”
	 –	 The idea of the disease and fears of the unknown
	 –	 Fitting in
	 –	 How others perceive them/how they perceive themselves.
n	 Accept that they will share with others and not us
n	 Don’t nag—they will only resist
n	 Respect their time and space
n	 Talk about how to work with each other
n	 LISTEN. Don’t simply impose your ideas/fixes
n	 Provide opportunities for counseling for them and you
n	 Provide assists (e.g., motorized scooters/chairs) as needs and 

wants arise
n	 In the meantime, let them “live their lives.”

we are not even aware of what we’re doing. Through counseling, we 
have learned much about ourselves and why we do things. We never 
expected to be dealing with FSHD in our lives. 
	 We did not want this to be a how-to-do-it piece but rather one 
that shows an evolution through real life experiences and we hope 
we’ve done that. Comforting words some years ago from our coun-
selor are now very real for us. Kevin “is a survivor.” That he is!

Kevin facilitated a session for young people at the Society’s 2010 
International Patient and Researcher Network Meeting. See page 14. 

What we have learned over the past two decades:

FSH Watch

FSH Watch
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      F u n d r a i s i n g

The 2010 Fundraising Challenge  
for FSHD exceeds its goal!
From the Executive Director, FSH Society

$100,000+
Duncan and William R. Lewis, Sr., M.D.

$50,000 +
Sanford Batkin		
Corinne Bronfman		
Marjorie and Gerald Bronfman Foundation
Michelle and David Mackay

$25,000 - 49,999
Anonymous		
Delta Railroad Construction, Inc.
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S & L Marx Foundation, Inc.
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Barbara and James A. Chin, Sr.
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Sue-ann Friedman and Michael Finkelstein	
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William and Virginia Michael
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Philips Respironics	
Jane and Paul Rittmaster
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Howard Chabner and Michele DeSha
Coastal Sun Self Storage	
Arlene and Gary Cohen, M.D.
Elizabeth and Joe Conron
Nancy Coyne	
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Mollie Egert		
Susan Egert and Bill Milling
William H. and Rise L. Egert
Donald Ewen	
Fidelity Charitable Gift Fund
The Curtis Finlay Foundation, Inc.
Gregory and Stephanie Fortuna
John Freedman	
Margot E. and Norman S. Freedman
Susan and Peter Freeman
Carlos L. and Beatriz A. Garcia
Eugene and Emily Grant	
Jill Hall and Sterling Smith
Col. and Mrs. Robert Humphreys, Sr.
Laura J. and Paul Kampa	
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Florence Koplow	
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Lynn and Matthew O’Meara
Orthodontics & Dental Associates of  

Westchester, LLP

Annual Donor Report
Gifts to Membership, Research and Education
Gifts received January 1, 2010 through December 31, 2010	

Dear Friends, 

In November, Duncan and William 
R. Lewis, Sr., M.D., Chairman of 
the Board of Directors, together with 
David and Michelle Mackay, mem-
ber of the Board of Directors, and 
Corinne Bronfman, Ph.D., a major 
donor to the Society for many years, 
joined together to offer a challenge 

to the Society’s members and friends to support promising 
new work that may lead to a treatment for FSHD. They asked 
you to make gifts to the 2010 Fundraising Challenge for FSHD, 
the most prevalent form of muscular dystrophy, and they 
agreed to match your gifts up to a total of $202,000, on a 
dollar-for-dollar basis, if you sent them by December 31, 2010. 
	 I am delighted to report that hundreds of individu-
als, foundations and businesses in the FSHD community 
contributed $221,000 to the Challenge. The Challenge Team 
has made their matching gifts in recognition of all of you 
who have made gifts large and small. Together, you have all 
contributed $423,000. 
	 Notwithstanding the extraordinary economic environment 
in which we find ourselves, the FSH Society has concluded 
our most successful fundraising year ever, raising over 
$1,000,000 from generous friends like you. You help the 
Society make important progress. Thank you for supporting 
advances in research, education, outreach and advocacy. 
	 The list that follows includes donors to the FSH Society in 
2010. We hope you will continue to support this work by join-
ing the Society again in 2011. Looking out over 2011, both Dan 
Perez and I are extremely optimistic for more rapid develop-
ments in mechanistic, translational and therapeutic efforts in 
FSHD. More than ever, our efforts need to continue and your 
continued and increased support is vital. Thank you and all 
good wishes to you and your families for the New Year. 

Sincerely, 

Nancy Van Zant 
Executive Director 

2010 Donors

*	 Local CFCs do not always inform the Society of individual donations; we have tried to recognize you if we know about your 
contribution. Please let us know about these contributions in the future if we have not represented you correctly.
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PepsiCo Foundation	
Daniel Paul and Susan Perez
Joel I. and Joan R. Picket
Andrew and Andrea Potash
Scott and Sharon F. Prince
Gloria and Burton Richards
Emily and Alan Rosenfeld, D.D.S.
Jacqueline Savoy and Jack 

Ramsey
Leonard R. Schwartz	
Sesler Family Foundation
Robert Shafer	
Theodore P. and Mary Jo M. 

Shen
Florina Shutin	
Jayne and Kim Spear, M.D.
State Street Matching Gift 

Program
Elizabeth Stephenson	
Nancy E. and James J. Stricker
Gary R. Thomason	
Nancy and Kent Van Zant
Vanguard Charitable 

Endowment Program
WBUR 90.9 FM	
Kathryn Wagner, M.D., Ph.D.
Larry and Barbara Weber
Theodore and Renee Weiler 

Foundation, Inc.	
Henry T. Wiggin Foundation
Colleen and Glenn Wing
David Younger and Debbie 

Radzinsky

$500 - $999
Anonymous (6)	
Roger S. and Virginia A. Aaron
Archie Alexander	
Frank and Angela Aurich
Bay Side Mustangs of 

Annapolis, MD
Greg and Teresa Bazan	
Amy Bekier and Alan Schreer
George E. Bello	
Suzanne and Miles Berger
Toby and Leslie Berkeley
Eva and Gary Berkowitz	
Bryan Berndt	
Louis and Ruth Brause	
Carolyn Brink and Kenneth 

Raak
Cape Cod Harley-Davidson
Carpenter Mfg. Co., Inc.	
Peter and Nancy Carrothers
Joyce Chabner	
Fred and Joyce Claar	
Stuart and Harriet Cohen
Susan V. Coleman and Mitchell 

H. Freedman	
Barbara Corcoran-Higgins
Christopher S. and Ana P. 

Crommett
Louie E. and Sheryl L. Derting
Gayle Divine and Stephen 

Poehlein

Clyde and Betty Lou Dole
Terry C. and Tania D. Dole
Ronald E. and Alisa K. Dornau
Michael Dworman
Jennifer Egert	
Richard and Rosalyn Feldman
Peter D. and Paula C. Fenton
Howard and Carol Fine	
Michael and Sharon 

Freudenstein
Carlos E. and Myriam B. Garcia
Kenneth Gee	
Matteo and Christine Giamarco
Leonard Gilman	
Give With Liberty	
Virginia and Martin Gold
Robert and Valerie Goldfein
David J. and Ellen H. 

Goldschmidt
Barbara and Michael Goodman
Susan M. and Edward J. 

Greenberg	
C. Richard and Dorothy 

Hardesty
Thomas E. Helfst, D.D.S.
Donna and Bruce Hersh
Ruth and David M. Hirsh, M.D.
Robert Hixon	
Jeffrey C. and Beth E. Johnston
Justin’s Performance Center, Inc.
Dona S. Kahn	
Robert and Cathy Kahn	
Kaiser Permanente	
Harold and Sue Ellen Karp
Stanley and Linda Kaye	
Craig Kelley	
Kevin Kirby and Jeff Cleghorn
James A. and Gayle K. Kirsch
Thomas and Carolyn Kohlberg
George T. Kuykendall	
Patrick Kwan	
Hanna Lachert and David Segal
Lincoln and Eileen Lai	
Michele and Gary Langer
Laurence and Stephanie Levy
Pauline and Arnold Maerov, M.D.
Susan and Sheldon Manspeizer, 

M.D., P.C.	
Harris and Felicia Markhoff
Joseph Z. Marnikovic and 

Bonnie J. Colombo	
Virginia D. and Charles T. 

Maxwell
John A. McGrail	
John and Maureen McNamara
Merck Partnership for Giving
Merrill Lynch & Co. Foundation, 

Inc.
Ellen and Lee Metzendorf
Johnny Michels	
David and Joyce Miller	
Stanford Miller	
Phyllis and Slade Mills	
Philip Monical and Allison 

Hunter-Monical	

Carol L. and Philip K. 
Moskowitz, M.D.	

Jai and Jennifer Narayan
Melvin J. and Paula Nelson
O’Connor & Drew, P.C.	
Lisa M. and John F. 

O’Donoghue, III	
Deloy Oberlin, M.D.	
Virginia Padberg	
Linda and Tim Passon	
Kevin Pellerin	
Sanford and Anita Pensler
Lynn P. and John M. Peterson, 

Jr.
Susan and Stefano Pogany
Yvonne and Leslie Pollack
ProMutual Group	
Rudolph S. and Sheila Rauch
Doris Richard	
Ride-Away Handicap Equipment 

Corp.		
Mary Rieger and Jude Watkins
Kelly and James Sanderfoot
Constance and Robert Scharf, 

M.D.		
Edward and Betty Schechter
Paula M. and Jay F. Schechter, 

M.D.		
Silberstein Foundation, Inc.
Neil Solomon and Paula 

Birnbaum
George Speisman and Anne 

Stanner		
Barbara and Herbert St. Lifer
Kevin and Allison C. Stahl
Carolyn W. and Ted L. Staton, 

M.D.
Ray and Betty J. Stewart
Richard C. and Ann F. Sullivan
Rick Tanner		
Lisanne N. Cangro Tepperberg
Travelers Foundation	
Frank van Zimmeren	
Brian Waldron	
Lauren Wexler	
Judith and Roger Widmann

$250 - $499
Anonymous	
Abilene Christian University, 

College of Business 
Administration	

Benoit Allaire and Lyne Chalut
Ellen and Lawrence Allen, II
Linda and Earle Altman	
David and Allison Ansel	
Art Impressions, Inc.	
Martin S. and Susan K. Baker
GRK Balaji		
Scott and Pat Barron	
Alan R. and Jane M. Batkin
Charles W. Bell	
Geoffrey Bello	
Bruce and Michelle Berger
Jerilyn and Gerald Blom

Diana and Norton Blumenthal
Josh Bobrovcan and Jen Hunter
John P. and Natalie M. Bowser
The William and Jane Brachfeld 

Foundation, Inc.	
Robert A. and Eileen Breakstone
Avis Brenner	
The Brewster Store	
Kenneth and Jean Bridges
Edward and Dawn Bronson
Miriam Brown	
John C. and Yvonne Budesa
Philip L. and Sharon M. Burke
Deborah A. and Bradley H. 

Calhoun		
William H. and Lois A. Calhoun
Denis W. and Anita C. Calverley
Cannon-Muskegon Corporation
Mindy and Robert Cesa	
Yi-Wen Chen and Poching Liu
Citrin Cooperman & Company, 

LLP		
Irwin and Sheila Cohen	
Josh Comfort and Kate Culligan
Tim Courtney	
Pauline and John Cuoco
Keith and Lynne Darcy	
Debbie Low and Michael 

Doppelt
Eastern Camden County, NJ, 

Board of Education	
Mark Elman and Jan Nesnow-

Elman		
Robin and Betty Ettinger
Alan R. Epstein and Yvonne 

Tropp
Emelina Fa and Hon Lee
Lawrence G. and Allison D. 

Fehrenbaker	
Robyn and Jared Fischer
Irene and Owen Fiss	
Barbara G. Fleischman	
Gerald and Marjorie Friedman
Kenneth and Shirley Fuhrman
Rebecca G. Fulmer	
Jeremy A. and Lisa E. Gans
Michael A. and Kathleen Garrity
Ellen and Moshe Gelboim
Patricia and Warren Gelman
John N. and Susan Goldberg 

Gevertz		
Janice Gibson	
Anne Marshall Gillespie	
Linda M. and Carl C. Gillespie, Jr.
Robert T. and Patricia A. Gillin
Sunny and Bradley Goldberg
Michale Goldfarb	
Jill and Elliot Goldman	
Susan P. and Martin S. 

Goldstein, M.D.
Robert A. Goodman & Co., LLP
Lawrence and Sachiko 

Goodman
Michael S. and Deborah 

Grimnes

Lawrence and Maureen Grolnick
Robert R. and Doreen E. 

Harcourt
Margaret Hart	
Patricia and Stephen Hennessey
Ruth Hereford	
Michael and Lisa Heyison
Patricia C. and David Hill
Betty and Arthur Himmel
Jeffrey and Jane Himmel
Gary D. and Diane E. Hirsch
Gary and Virginia Hirschberg
Christine Holmes	
Michael G. and Kate R. Hurley
Tom and Donna Insley	
Jed P. and Susan Isaacs
Mark A. and Deborah J. Jacoby
Jewish Community Endowment 

Foundation of Stamford, Inc.
Steve and Anna Johnston
Andrew and Peggy Kahn
Joanne and Alan P. Kassan
Michael and Kim Giambruni 

Kenin
Timothy Kerrigan and Catherine 

Devine		
Barbara Kim	
William C. King, Ph.D.	
Lee F. Kolakowski, Sr.	
Edward Koral and Leah Lipton
Linda Koskoski	
Chareen and Drew Kossoff
Earl Kramer	
Ruth and Daniel Krasner
Shirley and Bobby Kutner
Myles Lavelle	
Pong and Muriel Lem	
Donald C. and Judith C. 

Lokerson
Kenneth Lerner and Katherine 

McDowell	
Alan Gershowitz	
Jessica Levy and Jeremy P. 

Gitelman	
Robert Maina	
Penny D. and Joseph A. Majike, 

Jr.
Christine McDanald	
Kari and Thomas McGovern
Ann Marie McKenney	
Caroline Mclean	
Thomas E. McMillan, Jr.
Scott and Eileen Meador
Leslie Mendez and Karl Mulligan
Russell K. and Diane Miller
Jennifer Moore	
Leon C. and Maria V. Morales
Meg Morris-Aabakken and Jorn 

Aabakken	
Linda and Jim Mullins	
Kristi Myers-Snyder	
Carole Jane Nelson	
Network for Good	
Marjorie Neu and Jules Perles
Joel and Bette Nussbaum

2010 Donors
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2010 Donors

Doris M. Olds-Eck	
Martin and Suzanne 

Oppenheimer
Christopher and Dana Pak
Rhoda and Claus 

Pappenheimer
Marianne Partridge	
Daniel and Stacey Philips
David L. and Rona J. Picket
Jacqueline Pierangelo	
Stephen and Trevor Pinker
Jerry and Leslie Pollak	
Sharon R. and Bruce S. Povman
Margaret D. and Michael J. 

Powers
Armando Quiroz	
Robert E. and Noel J. Rebello
Stephen J. Riker and Margery 

Baker Riker	
Lisa and Marvin Rosenbaum
Stephen Rosenblatt and Laurie 

Wolk-Rosenblatt	
Charles M. Rowland	
Jane Sapery	
Barry Schein	
Marc S. and Debbie 

Schindelheim
Richard G. Schneidman
Benjamin Schonzeit and Miriam 

Hsia		
Elizabeth Schrauder	
Schrey & Sons Mold Co., Inc.
William R. and Gerie S. 

Schumann
Deborah Schwartz	
Jonathan and Jamie Seslowe
Stephen Shane and Jane Silver
Gary and Kathleen Shimmel
Steven and Fiona Silver	
Fay Slusky		
Bruce and Brenda Smith
Robert F. and Patti A. Smith
Christopher and Diana Spillane
Stephanie Staley	
Dustin Standridge	
Sandi Standridge	
Linda L. and Kevin S. Stapleton
George Steel and Sarah Fels 

Steel
Michael and Andrea Stein
Fred and Nina Steinmann
Karen S. Stepcick	
David Swope	
Symantec		
Rochelle and Ronald Tamkin
Jerome and Nancy Radin Tarnoff
Shmuel Tatz, Ph.D.	
Andrea and Robert Tucker
Joan and Barry Tucker	
Doris F. Tulcin	
Bruce and Carol Unger	
United Way of Chester County 

PA*

United Way of Greater Los 
Angeles

United Way of Southeastern PA
Debra Utz		
Valdez Productions, Inc.
Andrew B. and Priscilla Van 

Ogtrop		
Michael Wallace	
Doris L. and Henry F. Walter
Scott Weber and Maureen 

McKenna-Weber	
Bettina G. and Martin E. Welsh
Lucille Werlinich	

$100 - 249
Anonymous (22)	
Gloria Abramowitz	
Michael and Ellen Aeling
Maurice and Heather Allen
Linda and Robert Alperin, M.D.
Trina M. and Arnold A. Ames
David Anderson	
Anthony and Elvia Andrada
Stephen M. and Juanita M. 

Angelini		
Michael Aquilino	
Carol Ann Armstrong	
George and Phyllis Asch
Terese Atalah	
Nathan P. and Kristina L. 

Auclair
AXA Foundation	
Babson Capital Management 

LLC
H. Douglas and Sara S. Barclay
Jean E. and William T. Barker
Irving and Elinor Barocas
Carol and Horace Barsh, M.D.
Fletcher Barton	
Miriam Baruch	
Ellen M. Battles	
Marian J. Bauer	
Steven A. and Carrie C. 

Baumgartner	
James A. Baxter	
Ranae Beeker	
William L. and Mary G. Belfi
John Belzer	
Elizabeth Berger	
Jamie Bernstein	
Milton Best, M.D.	
Frederick W. Bierwirth, III
Benny and Ann Biggs	
Barbara and Robert Birnbaum
Irma Bishay	
Eileen Bjork	
Joette A. Black	
Beverly A. Blais	
Kathleen J. Blakistone and 

Richard C. Draut	
Susan Blankschaen	
Charles and Marna Scharof 

Blecker		

Charles and Brenda Block
Janelle Blom	
Susan Bloom and Mac Kieffer
Sarah and Carl Blume	
Elaina M. and Thomas B. Booth
Marie Bortone	
Lisa A. Boucher	
Steve Bowden	
Elaine F. and Edward G. Boyle, III
Gabriel Bradford	
Connie and Ernesto Brauer, 

M.D.
Marge and Dale Brchan	
Frank Brimmer	
The Broadridge Foundation
John Brookbank and Jeanne 

Buffett		
Marianne and Clement Brooke, 

III
Francis D. and Pauline 

Brouillette
Elizabeth E. Brown	
Ashley and Steve Bryan	
Daniel A. and Carole Burack
Ann T. Burke	
Daniel Burke	
Eugene Burnham	
Kevin T. and Virginia Butler
Patricia A. Butler and Michael 

A. Logan		
Sandra Byrd	
C.H. Robinson Company
Joanna and Howard C. Cahoon, 

Jr.
Lori and Steven Calandro
Neil and Katherine Camarta
Cape Cod Insulation, Inc.
Rene Carballo	
Thomas and Cynthia Carlo 

Cenamaven	
Terese and Salvatore Cerni
Keith Champagne	
Jean Chandler	
Alexander and Susan Chapro
Barbara Lee Chatman	
Celia Chiang and Robin Joshi
Gloria L. and Carl D. Chilson
Mark J. and Renee M. 

Christman
Peter and Dores Cheung Chu
Pauline Chusid, M.D. and Jerry 

Williamson, M.D.	
Benjamin A. and Donna M. 

Ciampa		
Elizabeth Circle	
Robert L. Clark	
David T. and Diane Richardson 

Clatworthy	
Paul and Annabelle Closson
Andrew Cobb	
Code Realty	
Nancy Cogen	
Mary-Lou Cohen	

John L. and Eve K. Cohn
Colonial Package Store, Inc.
Anthony and Anna M. Colozzo
Brian R. and Chandra W. Colwell
George Alan and Leslie Comnes
Harold R. Conners	
Daniel Cooley	
Harold F. and Phyllis G. Cooper
Guy J. Corter and Allison M. 

Kenney		
Judith Cotler	
Charles and Barbara Crew
Paul J. and Ellen V. Cuddy
Erin M. and Matthew J. 

Cummings
Michael R. Curry and Margaret 

Hogan Kelly-Curry	
Carmine D’Amelio, III	
Leslie D’Sa		
Kevin Daley and Ann Goodson
Dan A. Speakman Construction
Dennis R. and Lois J. Darst
Edward and Ellen Davidowitz
Mildred S. Davidson	
Art and Cece Davis	
Edith Deane	
Geraldine DiCostanzo and 

Burton Barnett	
Lilli and Warren W. Diller
Thomas Dini and Rena Storti
Deborah Divine	
Paul V. and Helen R. Doane
Jean Doble		
Diego Domenech	
Honey and Ira Edell	
Adam M. and Suzanne R. Egert
Stephen and Jennifer Elia
Elizabeth Ellis	
Leif Ellisen		
Everglory, Inc.	
Edward D. Farley	
Helene Feiler	
Lora and Frank Ferguson
Prudence S. Ferraro	
John and Janice Ferullo
James Ficociello, D.D.S.
Lorrie and Neil Fidel, M.D.
Henry M. and Bobbi Fields
Robert S. Fields, M.D.	
Sally Fillmore and David Appel
Pamela and Dick Finewood
Barbara Finlay	
Thomas and Terry Flagg
Jeremy B. and Charlotte W. 

Fletcher, Ph.D.	
Sandy and James Foley	
Wendy Folger	
JoAnn P. Forance	
Jason T. Forish and Ames K. 

Emory
Susanna Friedlander and John 

Meador		
Stacy Fowle	

James Fox		
Linda J. and Roy Francis
Donna J. and Geof Franklin
Judi Friedman and Ron 

Goldstock
Rick and Leslie Frye	
Liz Fuerstman	
Rodney and Brenda Sue Fulmer
William H. Gaston and Diane 

Market-Gaston	
Linda and Thomas Generazio
Nancy C. Gerson	
Joseph and Kathleen Gianotti
Janice A. and R. Brian Gilligan
Rosemarie Giovino	
James and Krista F. Giunchi
Glass Favorites of Galesburg
Susan and Stephen Goldberg
Anita and David Goldblatt
Irving and Marilyn Goldblum
Hugo L. Golin	
Albert and Sharon Goodman
GoodSearch	
Google Matching Gift Program
Alan and Harriet Gordon
Eric Gottlieb	
Philip J. and Margaret C. 

Graceffa
Lena Graham	
Angela Grech	
Joan Green		
Sandra E. and Mark A. 

Greenberg, M.D.	
Richard and Susan Gregorio
Stewart and Rochelle Grill
S. Paul Gruber	
Joseph and Joyce Gruenberg
Charlotte Guilmenot	
Erin Gullage	
Patricia and Charles Gullage
Robert J. Hadley	
Richard T. Hamil	
George and Ellen Hamilton
Nancy A. Harding	
Anne Harland and John Milne
Susan J. and Ray Harman, Jr.
Jessica and George Harris
Patricia and Robert Hauser, Jr.
Lorraine and Clayton Hayden
Eric Heiberg	
Brittany S. Heim	
Joseph and Anita Helmrich
Suzanne L. Hemman	
H. Dale and Elizabeth 

Hemmerdinger	
Malka and Paul Herman
David W. Hibberd	
Lauren M. and Arthur D. 

Higgins, Jr.
Jeremy and Diane Hill	
Steven and Linda Hill	
Ruth and Alan Hirschberg
Edna and Harold Hirshman
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2010 Donors

Raymond Hodell and Beth 
Norman		

Richard W. Holmes	
Holmestead Nursery, Inc.
The Hot Chocolate Sparrow, Inc.
Karen and Eric Hubler	
Raymond A. Huml, MS, DVM, 

RAC
Terrence R. and Kathleen M. 

Huser
Robert and Lisa Inello	
Andrew Isaacs	
David M. Isaacs	
Gail Jacobs		
Sam and Li-Su Javedan
John Hancock Financial 

Services, Inc.	
David and Cindy Johnston
Hilda Johnston	
Keith R. Johnston	
Danielle Joyce	
Richard H. and Patsy R. Joyner
Robert Kahn and Gloria Batkin 

Kahn, M.D.	
Troy Kaji and Marguerite Fa-Kaji
Seymour and Lola Kamp
Rob and Lisa Kanner Kanter
Jennifer Kanthor and Joseph 

Schwartz	
Alan R. and L. Jimmy Katz
Kathleen G. Katz	
Barbara and Joseph Keefe
Audrey K. Kelly	
John F. Kelly	
John I. Kelly	
Julie Kelly		
Pauline Kelly	
Matthew and Sylvia Kerrigan
Linda Ketelaar	
Lillian Kimbell and Nathan 

Gardels
John E. and Donna G. Kirtz
Iris Kislin		
Karen Koch		
Sherwin and Betty Korey
Michael Kotlarz	
Kryn Krautheim	
Martin and Linda Krouner
Henry L. and Denise Kuczynski
Eileen Kulpinski	
Cynthia and Herbert F. Lach, Jr.
Raymond Laforest	
Amy P. and Joseph P. Lally
Kathy L. and Mike Landig
Donna LaRoche	
Thomas A. Latanzi	
Sandra M. Lazaroff	
Brett Leake		
Richard H. and June E. Lee
Richard W. and Ann Gillin 

Lefever
William and Cnora Lesage
Honey Leveen and Jim Goodale
Wendy S. Levine and Jonathan 

L. Mechanic	

Deborah P. and Rick B. 
Levinson

Iva Liebert		
Wayne Lippert	
Lawrence and Agnes Liptak
Arthur Lobel	
John A. and Rabeth S. Loftus
Therese Louie	
Marilyn and William Love
Jacqueline Lowey	
Kathleen and Paul Lucero, Sr.
Paul and Lori Lucero	
Robert and Sharon Lueking
Lulu’s Gift Emporium, Inc.
Brian Luoma	
Suzanne Lyons	
John J. Maceri	
Joanne P. and Donald A. 

Maguire
Thomas L. and Karen L. Mansir
Scott Marantz and Susan 

Laskoff
Joan A. Mark	
Nancy and Christopher Marrese
Glen and Martina Marshall
Linda Mason	
Joseph J. Matt, III	
Debra Mazzaraco	
Peter E. Mccabe and Hillary 

Richard		
Matthew and Kathy McCoy
Christe McCoy-Lawrence
Thomas E. and Sherry L. 

McDonald	
Gilbert E. and Sammie L. 

McGlothren	
Harry McGovern	
Carole Sue and William 

McGugan
Jeff and Jennifer McInnes
Douglas and Jane McKenna
Douglas McKnight	
Susan McLean	
Richard E. and Barbara J. 

McMichen	
Donna J. Meek	
Robert C. and Frances B. 

Meredith
Brian and Brenda Mervis
Ronald and Mary Ann Michael
Daniel and Lynn Michels
Microsoft Matching Gifts 

Program
Christina V. Miller and Scott W. 

Wimer		
Dale A. and Mary S. Miller
Linda and John Miller	
Marc and Heidi Milonas	
David M. and Nancy Milstein, 

M.D.
Lawrence A. Mirisch	
James Mitchell	
Douglas T. and Diane Modico
Kathleen Moineau	
Paul Moravec	

Patricia J. and Robert L. 
Morgan, Jr.	

Neil J. and Marilyn B. Moritt
John F. and Joanne Moroney
M. Patricia Morris	
Doug Morton and Paula Jackson
Harry Mulholland	
Muller Family Foundation
Priscilla Murphy	
Beatriz Nascimento	
David Nash		
James Neale	
Valerie and Brian Neumann
Newbury Corporation	
Shane and Dana Newman
Rick and Janet Niswonger
Maureen O’Brien	
Stephen and Margaret 

O’Connor
Edward and Melissa O’Dell
Mary P. O’Donoghue and 

Robert T. Jordan	
Cornelius and Marilyn O’Leary
Valerie J. O’Neil	
William E. O’Neill	
Ok Pipe & Fittings, Inc.	
Darleen and Edward Olsen
Shelley Rossoff Olsen	
Orleans Wine & Spirits, Ltd.
Charlotte Avery Ornett	
Frank D. and Josephine N. 

Osborn
Terry and Noya Ostrowiak, M.D.
Rita and Bobby Owens	
Scott and Michele Pace	
Ken and Carolyn Packer
Antonio R. Palacios and Pamela 

Blankenship-Palacios
Stephen and Anne Marie 

Paladino
Hilda Perez-Shafer	
John and Sharon Perillo
Mark and Karen Perman
James M. and Cathleen F. Perry
Ronald and Melody Perry
Nancy Ellen and David N. 

Petersen
Larue and Caroline Pfeiffer
Linda Pharis	
Alexandra C. Pichardo and 

Joaquin J. Lopez Quesada
Piping Products, Inc.	
Shirl Lee and Sheldon Pitesky
Peter Pogozelski and Donna 

Hayes
Howard and Ellen Poretsky
Robert and Elisa Beth Prato
Scott O. Pratt	
Walter Prayer	
Joyce Purnick	
Lynne Putnam	
Quintiles Cares Matching Gifts
Michael and Lisa Radin	
Rancho Bernardo Art 

Association

Elie and Syrus Rayhan, M.D.
Seymour I. Regal	
REMET Corportation	
Jeffrey D. and Ellen R. Rennell
Darryl and Wendy Richards
Robert E. and Madelyn Rae 

Riggan
Steve Rindsberg	
Erwin and Carol Riven	
Ronald and Michelle Robbins
Wendy Roberts	
William Robertson	
Vanessa and Todd Rome
Donald Rosen, Ph.D. and Emily 

Isaacs, M.D.	
Elaine Rosenberg	
Barbara G. and James P. 

Rosenblum, M.D.	
Herbert Rosenfeld	
Edward Rothberg	
Sidney and Marilyn Rothenberg
Edna A. Rowe	
James and Brenda Rowland
Edward A. and Earline F. Rubel
Billie Ruby		
Susan Rudewick	
Jeffrey C. Rudikoff and Gail R. 

Weingast	
Jon Rupp and Pat Wheeler
James S. Russell	
Grace and Michael Ryan
Rick R. and Kimberly K. Ryel
Beatrice A. and Harold J. 

Saling, Jr.
James J. Sanderson	
Joseph E. Sarachek and 

Heather B. Rosenstein
Greg C. Saunders	
Gary M. Sawayer and Mary F. 

Lambton		
Judy and Robert R. Scharf
Claire Schechter	
Debra Scheinfeld Oliv	
Robert and Nancy Schlesinger
Ronald J. and Nathana J. 

Schooler
Dianne S. and Steven B. 

Schreer, DMD	
Joni Schreer	
Robin Schreer	
Stephen Schwindt	
Linda Scrivano	
Stephen Sebelski	
Ronald Segal	
Francesca Segreti	
David Selman	
Paul and Susan Shay	
Bridget Sheehan	
Carla Shen		
Jeffrey M. and Mary E. Sherman
Esther and Joseph Sherr, M.D.
Rodney J. and Leigh D. Shuster
Yefim and Rima Shutin	
Judith E. and Richard S. Siegel, 

M.D.		

Keith Simes	
Steven G. Sirota and Sally Faith 

Dorfman-Sirota	
Ryan P. Skenyon	
Smart & Final Charitable 

Foundation	
Don Smith and June Serravezza
Gerald R. and Joanne M. Smith
Harriet and David Smith
Juliana and Roger Smith
Stephen E. Smith	
Terry Smith		
David Smith-Greenwood
Snowden’s Secret Publishing, 

LLC
Susan C. and Alan D. Sorensen
Lewis and Debbie Spector
Susan K. Spencer	
Paul and Geraldine Spillane
Hamilton M. Sporborg, D.D.S. 

P.C.
Teresa and Matthew Springer
Michael T. Staiger	
Ann L. Starkey	
Jean Staton, M.D.	
Monti Staton	
Cecile Stein, Ph.D.	
Julie and Kurt Steinkrauss
Rene and John Stenson, Jr.
Donald B. and Muriel S. Stern
Charles and Jacqueline Stone
Miriam Stormo	
Ute Stretz		
Elaine Strum	
Elizabeth C. and Mayo S. 

Stuntz, Jr
George Sula and Audrey 

Kurtzman
Janet Sullivan and Edmund 

Cuoco
Kathy Sullivan	
Robert G. Sullivan	
Susitna Mechanical	
Jilma A. Sweeney	
Maria and Walter T. Szuciak
John R. and Robin J. Taillie
Clinson Tan		
T.S. Gwan Tan	
William and Susan Thorn
Kathryn M. Thyret	
Frederic Thys	
Jeanne and George A. Tingo
Arnold and Vicki E. Toffler
Heather and Sam J. Tomasetti
Lisa S. and Christopher Trent
Kent Tritle		
Evelyn J. and Joel Ullman, M.D.
Karen Underhill	
Lawrence V. and Virginia A. 

Valente		
Catherine and Lester Van 

Alstyne, Jr.	
Carol and Paul van de Rijn
Sandra Van Dort	
Susannah B. Van Dyke	

FSH Watch Newsletter  Annual Donor Report
Gifts received January 1, 2010 through December 31, 2010
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Robert Van Etten	
Debra K. and John D. Vance
Leanne T. Vansanten	
Bob Varnum	
Rhonda and Robert Von Schriltz
Brian and Helen Wagner
Anne E. Wallace	
Allan Wallack	
Wareham Ford	
Wayne A. and Clemy 

Washkowiak
Patricia H. Watson	
Sandra Weeks	
Ladd and Cathy Weinberg
Roberta Weintraub	
Kevin Weisbrot	
Ernest Weiss	
Jeffrey A. and Muriel S. 

Weitzman
Stephen K. and Paulette Werbel
Col. and Mrs. Matthew 

Wicklund, M.D.
Lynton C. and Joan Wiener
Jeffrey and Christiane Wiese
Peter Wiese	
Mary L Williams	
Barbara Wing	
Jonathan Wing	
Matthew Wing	
Benjamin and Susan Winter
Henri and Sari Winter	
Elliot K. Wolk Family 

Foundation, Inc.	
Michael and Katherine Woloshin
Timothy J. and Sara A. 

Wondolowski	
David Wong	
Pamela Wright	
Keren Yahalom	
Ellen S P and Warren Q K Yee
Diane V. Yensen	
Kyoko Yokomori	
Jin Soo and Juong Sook Yoon
Michael York	
Walter J. Zahorchak	
David and Raquel E. Zeitz
Brian and Denise Zelinski

$50 - $99
Anonymous (15)	
Ronda Adams	
Michele and Michael Altherr, 

Ph.D.
Barbara Gillespie Ambrose
Mary Leigh and Brian R. Andrea
The Arc of Anchorage, Inc.
Sharon Argiro	
Norman and Sandra Arky
Claire M. Arminio	
Craig and Kathleen Arritt
Kathleen Aument	
Kenneth Awrey	
Jeffrey P. and Barbara L. Bache
Joanne C. Bailey	
Connie Baker	

Amy and Scott Baker, M.D.
Bank of America Matching Gifts
Elaine M. Barnattan	
Barbara L. Barnett	
Geri and Burt Barnett	
Nancy B. and Richard J. 

Barohn, M.D.	
Jay and Barbara Bass	
Margaret A. and Susan A. 

Bastien
J. Gerald Bateman	
Ronald and Sharon Baxter
Robert C. and Lisa A. Beldo
Paul N. Benton and Martha J 

Daughdrill	
Michael Berchin and Despina 

Hams		
Daniel Berkowitz	
Harold Biggs	
Maria and Kenneth Bishop
Jenifer and David Blackner
Patricia and Edward E. 

Bloom,M.D.
Maurice Bonime and Dana L. 

Zelter Bonime	
R. Daniel and Mary Booton
Andrea Borsuk and Frank Thaler
Gary L. and Joann G. Brader
Joy and Don Bray	
John F. and Dolores A. Brett
Frank and Dolores Bridges
Catherine Briel	
Stanley and Judith Broadwin
Sunny and Bob Brody	
Hubert and Mary S. Brom
Jim L. and Claire D. Brooks
Alan and Rona Brown	
Laura S. Buckner	
Harold Burgess, Ph.D.	
Anita Burgoyne	
David Burns	
Michael C. Burns	
Marina Burnsteinn, M.D.
John D. Butters, Jr.	
Cathie Wade and David C. 

Byron
Lynn Carver	
Catherine Casale	
Joan R. Cassidy	
Stephen R. and Eileen A. 

Cavicchi
Barbara Chabner and Marshal 

Datkowitz	
Guy and Cynthia Chetrit
Peter Ciccone	
John N. and Ellen K. Citron
Diane Clancy-Griffo	
Janice L and James R Clark
Kevin T. and Cornelia C. Coffey
Freda R. and Edward Cohen
Steven Cohen	
David E. and Joyce A. Coley
Mary Christine Commella
Angela and Lawrence Connelly
James H. Conners	

E. A. Contessa	
Joyce M. and C. L. Cook
Mary and Eugene Cookson
Helen M. Correia	
Jeannine and Patrick Coyne
William H. and Adelaide S. 

Craig
Darcy and Joseph Cricco
Joseph T. Crowley, Jr.	
Alice and Joseph Culhane
John and Antoinette Cuoco
Donna M. and Timothy 

Dahlheimer	
John P. and Julie A. Davey
Jane E. Willis and Richard A. 

Davey, Jr.	
Jerry C. and Camille S. 

Davidson
Barbara and Douglas Davis
James and Jessie May Davis
Richard and Joan Davis	
Allen Dawson, Jr.	
Diana M. and Thomas A. Dee, Jr.
Kenneth Delong	
Tim Dennis		
Robert A. and Emily T. DeSantis
Robert R. and Betsy L. Detwiler
Mary Ann and Anthony Di 

Ceglie
Katherine Dillon and Jeffrey 

Murphy		
Brian Donovan	
Charles Dougherty	
Ryan M. Doyle	
Stacey Drake	
Jason Dresdow	
Brian Dressler	
Larry Dressler	
Don Drinkwater	
Charles and Darlene E. 

Drutman
Evelyn G. Duke	
Wallace and Sarabell Dunlap
Carolyn Duran	
Kathryn A. and William E. 

Durbin, M.D.	
Lisa Efron, M.D.	
Arlene and Patrick Endres
Stephen H. Erwin and Barbara 

A. Tomasian	
Janet and Tom Evans	
Emidio M. and Nance L. Fabretti
Law Office of Patrick K. Faherty
Audrey and Richard Falk
Georgia L. and Jeffrey P. 

Farman, DPM	
Darren Church and Janet 

Faulkner
Paul Ferguson and Karen Keyes-

Ferguson	
Joanne Ferraro	
Kathryn and Karl Fiebich
Kenneth M. and Mary M. 

Fischer
Sheila M. Fleming	

John R. Foegley	
Carol and Gennaro Formato
Laura B. Foster	
Kathleen and Blaise Fredella, 

C.P.A.		
Susan and Gary W. Friede
Rita Friedenberg	
Lynne Friedman and Sid 

Norinsky
Christopher E. Fulmer	
Vicky Galiatsatos	
Gerald J. and Mary N. Galvin
Elisa Sarah Gassel	
GE Foundation Matching Gifts 

Program		
Mark Gerber	
Rebecca Gianotti	
Marlene Gibson	
Elisabeth Gilbert and Gregory 

Galef		
Ernest B. and Lois J. Gilman
Charlie Ginste	
Carol L. Glynn	
Shelley Glynn	
Richard Godfrey	
Marie Gordinier	
Ina and Arthur Gordon	
Bernard and Anne Gorter
Linda Rose Grafton	
John and Margaret Grammer
Susan Ronnie Green, Ph.D.
Bill and Kathleen R. Grieder
Ruth E. Grieder	
Edward Gross	
Jason Gutman	
Kate Gwon		
George Haddow	
Richard J. and Patricia K. Hall
Phyllis and Charles Halpern
Charles and Georgann Hanna
Dennis Hanson	
Anne and Brendan M. Hare
Adeline M. Harrington	
Carl and Marion Harris	
Gerald J. and Doris J. Harvey
Harry Harwood	
Richard Haskins	
Howard and Elizabeth C. Hayes
Nancy Haynes	
Lori Heater		
Loretta A. Henderson	
Renae A. and Cole Henderson
Thomas P. and Andrea S. 

Hennigan	
Chris Hero and Dorothy 

Steinicke
Brendan J. and Mary F. Hickey
Colleen K. and H. Gill Hilton, Sr.
Arlene and Marvin Hoffman
Leonard and Harriett Hollander
Elizabeth Holmes	
Ingrid L. Holmes	
John M. Hornsby	
Maureen T. Hourihan and Paul 

P. Sullivan	

Diann and William House
C. Tony Hudson	
D. Michael and Cecelia Hymes
Susan J. and Donald Schneider 

Insley		
Christopher Irvine	
Colleen and Paul M. Ivens
Janet Jacobs	
Johnson & Johnson Matching 

Gifts Program	
Joanne Kanakry	
Sander N. and Lana F. Karp
Timothy J. Kassul	
Marvin Kau		
Susan and Lester Kaufman
Alan L. and Diana M. Kaye
Patsy R. Kell	
Maureen Kelly	
Tara L. Kelly	
Audrey T. and Paul K. Kennedy, 

Jr.
Gilbert Kernan	
Jason and Lisa Keshishian
Tracey M. and W. Scott King, III
Frederick L. Kingsley	
Becky Kirby	
Rhonda G. Kirschner	
Eleanor M. and Christopher H. 

Koehler		
Katherine Koelle	
Douglas Krakower and Thalia 

Margalit		
David and Virginia Krisanda
Fr. Bryan Kromholtz	
Uwe Kuron		
Richard Kweller	
Thomas Labruna	
Walter Lahmann	
Gary Lai		
Tracy and Bob Lambrecht
Mary Lan and Danny Wan
Lisa Larocca	
Thomas C. and Jennifer L. 

Lavallee		
Susan Lawson	
Paula Leblang-Scheichet
Rose and Adam Lembo	
Nancy Boyd Lennon	
Emily Leonard	
Stephanie Jane Lesiak	
Steven P. Letz	
Jay and Donna Levinston
Trish Lewis		
Judith G. and David L. 

Lichtenstein	
Ellen M. and Jeffrey A. Liethen
Melissa Lilly	
Janie and Stephen Lindenbaum
David Lindner	
David Lipari	
Carol and Louis Lipman
Cindy Lobel	
David T. and Nancy G. Lokerson
Shelley Long	
Merrily Lunsford	
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2010 Donors

Harvey and Annie Lyons
Elizabeth Maas and James 

Olson
MacAlpine Eye Care	
Stephen and Marie MacDonald
Thomas and Theresa 

MacDonald
Machine Components 

Corporation
Margaret B. Magno	
Constance M. and Charles F. 

Mahoney	
Mailing Solutions	
Mary T. and Daniel Malley
Saroja and Arjun Mallik, M.D.
Deborah and Daniel Mance
Myra and Calvin Marantz, M.D.
Philip and Susan Marantz
Janice L. and Judson S. Marble
Joanne M. Mariano	
Theresa Mariano	
Brian Marshall	
Steve Martino	
Jack L. and Lori A. Martino
Rebecca Masters	
Mark and Deborah Mathis
Charles Mauro	
Deborah C. May	
Greg and Vee McAuliffe	
Cornelia C. and Paul E. 

McGilvray
Janet McGondel	
Mrs. Alex McGowin	
Brendan C. and Genevieve E. 

McGuinness	
Bill McIntyre	
Richard and Claire McLaughlin
Bernadette McNulty and 

Lawrence G. Krugman, M.D.
Marilyn C. Meisel	
Nancy A. Mervish and Daniel L. 

Reisner		
Kathie D. and Michael P. Metke, 

M.D.		
Peter Meyer	
Dorothea Michels	
Diana Mickel	
Aida L. Milbergs	
Cathy May Miller	
Gary A. and Bonnie J. Miller
Zachary and Linda Miller
Susan E. Milton	
Janice T. Minten	
John and Norma J. Mondelli
Jane Wendy Mono	
Richard J. and Apryl S. Montero
Charlotte and Tim Montgomery
Rebecca and Bruce Moore
Gwen M. Moore	
Antonia Moore	
 Manuel Angel Moro Vinuela
Diane Morse	
Thomas and Christine Murphy
Edward Murray	
Heidi and David Murray	

David J. and Elsie R. Napell
Mary L. and Benny L. Nash
National Football League
John David and Sherry Nelson
Richard Nelson	
John M. Nestor	
Dana Newman	
Richard G. and Constance C. 

Nicholas		
Carol Noack	
John J. and Mary C. Noel
Deborah J. and Dana R. Noyes
Fredrick R. and Judith O’Connor
Jane Olian		
Kimberly A. Ollerhead	
Christopher Orlando	
Sheri Overton	
Michael A. Packer	
Mercia G. Palmer	
Carole Pappas	
Sara Parker	
Patti and Kevin Patton	
Paula Pedley-Bittel	
Saralee Perel and Bob Daly
Karen Perger	
Donna J. Peterson	
Kevin and Joy Peterson	
Keith R. Pfeifer	
Michael and Nancy Pizzotti
Phil Pliskin		
Marvin and Lesley Porter
George J. and Yvonne R. Poske
Martha L. Sherrill and William 

F. Powers, Jr.	
Kimberly Pritchard	
Allen Pross		
Julie and Christopher Psychos
Linda K. and Frank E. Pulskamp
Blanca Putnam	
Susan Ramsthaler	
Nancy K. Rand	
Janis A. and Paul Rasore, Jr.
Gerard Raymond	
Robert Read	
Michael and Margaret Reardon
Robert Reddington	
Edward J. Reed	
Margaret P. and William H. 

Regan
Anita S. Rich	
Kenneth D. and Linda J. Rich
Joseph Richardi	
Richard and Joy Richards
Michael and Sharon L. 

Richardson
Adrienne Richart	
Stephen D. Riden	
Francesca Dall’Olmo Riley, Ph.D.
Orfil A. Rivera	
Cathy A. Robbins	
Robert’s Department Stores, 

Inc.
Julie A. Robinson	
The Rockefeller Foundation 

Matching Gift Program

Stephen and Cheryl Rockwood
Mikhail and Adelaine Ronkin
Judith B. and Allan S. 

Rosenblum
Catherine Rosenthal	
Michael Rozman	
David and Claryce Russell
Donna Russell	
S. Bros, Inc.	
Mark and Helga Saitowitz
Schering-Plough	
Keith M. and Jane A. 

Schexnayder
Eli and Harriet Schindelheim
Patricia Schroeder	
Janice Schulman	
Scott J. and Lois D. Schultz
Edith Schwartz	
Elaine T. Schwartz	
Darryl Searcy	
Kim U. Sears	
Nancy Sebelski	
Cynthia Segroves	
Edward J. and Joann Shaw
Carole Sherman and Diane 

Seavey
Cherri Sherman	
Valerie Sherman	
Sammi Shortt	
Stephen Shotland	
Robert A. Siegel	
Mia and Leonard Silberstein
Glenn E. and Lois B Simmons
Kathryn Simmons	
Kristin Simmons	
Peter J. and Elaine J. Simoneau
Myer and Elaine Singer	
Mike and Pat Siwik	
Todd C. Skiles and Michael D. 

Hough		
David W. and Joan Slagle
Michael and Stephanie 

Smerling
Carol E. Smith and Lynne C. 

Dukett		
Ruth G. Smith	
Denise and Steven Soberanis
Michael Spenard and Brian 

Glaser
Thad Sperry	
Gerhard E. and Ethel M. 

Spiegler
Mary Ellen and Ronald Springer
The Standard	
Lisa Steele		
Herbert and Elaine Stein, M.D.
Denise Stenmon	
James B. and Joyce A. 

Stenmon
Ronald W. and Susan Stern
Julie S. and John C. Stone
Patricia S. Strandell	
Claude and Peggy Stuber
Gary K. Sturm	
Marcia and Dennis J. Sugumele

Margery B. and John W. 
Swanson

Lawrence B. Taillie	
Norm and Amy Tamkin	
Law Offices of Paul R. Tardif, Esq.
John A. and Barbara L. Tatum
Cindy Taylor
Amy Tesolin-Gee	
Jason E. and Anna DeJuan 

Tester
Brian J. and Lynn M. Tobin
Steve Tomasini	
Sandra J. and Alan S. Trombly
Rick and Rose Turner	
Kelly and David Tutaj	
Thomas Twiggs	
Frances A. Uftring	
Matthew N. and Joy L. Vacca
Espie Valdes	
Jennifer Burgess Valentine
Denise and John Van Etten
Wendy A. Bellew and John D. 

Volpini, Jr.	
John A. and Susan Voss
Dinkar G. Wagle	
Rick and Francine Wallis
D. Walsh		
Gertrude Wambach	
Diane and Jeffrey Warpehoski
Weber Development Inc.
Karen Christman and Joseph 

Weber		
Donna B. and Dick Wen	
Robert H. and Barbara S. 

Wertheim	
Beverly Weyenberg	
Janice L. Weymouth	
Eric Whritner	
Sandra C. Wiebe	
Chin and Glenn Wing	
Woburn Steel Drum, Inc.
Jackson Wong and Kami Wright
Kathy Wong	
Amir Yariv and Dana M. 

Sinclair-Yariv	
Phyllis and Paul Young	
Angela P. and Drew L. Zielinski
Michael A. Zukowski	

In Honor of
Family and friends of these
individuals made gifts in
their honor in 2010

Joseph Daniel Albunio, Jr.
Jean Marie Allen
Paul Anderson
Marcia Arem
MaryAnne Bassemier
Sandy Batkin
Douglas Berg
Ann Biggs-Williams
Barbara Birnbaum
Steven Blier
Jerilyn Blom

Judy Blumenfeld
Susan Borghese’s Brother-

in-Law
Julie Bothe
Sally Brooks Lowe
Ashley Bryan
Troy Lynn Calverley
Bruce and Edith Campbell
Howard Chabner
Barbara and Jim Chin, Sr.
Debbie Cohen
Haley Cohen
Harriet Cohen
Justin Cohen
Stuart Cohen
Matt Comfort and Susan Ziegler
Grace Corradino
Pauline Cuoco
Jessie May Davis
Karen Detch
Cassie Devine
Gayle Divine
Chris, Aileen and Kaitlyn Egan
Jennifer Egert
Rise and William Egert
Susan Egert and Bill Milling
Robin Ettinger
Ian Fairclough
Sue-ann Friedman
Sixto B. Garcia
Catherine Gibson
Erin Gibson
Elena Goldman
Cheryl Gordon
Susan R. Gregorio
Joseph Donald Hawkins
Ruth Hereford
William and Judy Herzberg
The Herzberg Family
Rich Holmes
Joanne Hornberger
Betty and Bob Humphreys
Victoria Insley
Preston and Isabel Jeffares
Beth and Jeff Johnston
Jeff Johnston
Carlos Kaplan
Sofi Kaplan
The Katz Family
Julie A. Kelly
The Kelly Family
Miles Kerrigan
Roberta Kingston
Abigail and Bob Kirsch
Rebecca Korn
Mr. and Mrs. Dick Krasne
Mr. and Mrs. Bob Krasne
Mimi Lait
Aubrie Lee
Hon Lee
Mr. and Mrs. Barry Levine
Ryan Levinson
Bill and Duncan Lewis
The Lokerson Triplets
Marvin Marantz
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2010 Donors

Virginia Maxwell
Mark McAuliffe
Linda McClay
Dr. David Metrikin
Daniel and Lynn Michels
Dorothea Michels
Hilary Michels
Leon Morales
Karen Myers
Kristi Myers-Snyder
Marvin Neidtz
Roy Neilson
Liz Niner
Ann Hawkins O’Leary
Faye Osborne
Kyle Pablo
Linda Passon
Carol Perez
Dan and Sue Perez
Claire Pulner
Darryl Richards
Jane and Paul Rittmaster
Emily and Alan Rosenfeld
The Rowe Family
Harriet Rozlow
Jessica S. Ryley
Kelly Sanderfoot
Edward Schechter
Robin Schreer
Deborah Schwartz
Jamie and Jonathan Seslowe
Judy and Ken Seslowe
Susan Shay
Sammi Shortt
Allan Silverstein

Robert Smith
Monti Staton
Christopher Stenmon
Ellen and Chris Stenmon
Max Teleki
Jim Timms
Michael Tomor
Randy Wechter
Jeff Weitzman
Glen and Coco Wing
Carden Wyckoff
Virginia Wyckoff
Helen and Marc Younger
Zabrina Zelinski

In Memory of
Family and friends of these
individuals made gifts in
their memory in 2010

Marie Arky
Verna and John Asper
Beagle Bailey
Aaron Barnattan
Elvina and George Baxter
Sue Bendelin’s Brother
Judy Blumfeld
Alice Bowser
Mannie Brenner
Judy Burke
Elizabeth Coar
Verna Crawford
Russ Daiello
Minnie D’Amico
Harol Davis

John V. Davis
Allan Edelman
Mollie Egert
Tina Fauntleroy’s Sister, Chris
Mary Jo Field
Edna Francis
Sue-ann Friedman’s Brother, 

Bob
Frankie Gartner’s Sister
Bud Goldberg
Ralph Gordon
Joseph Grech
Thelma Green
William E. Grieder, Sr.
Lady and Will Hall
Robert Stark Henderson
Peter Herzberg
John Holmes, II
John Holmes, III
Karen Johnsen
The Kelly Family
Robert Kim, M.D.
Elaine Kolakowski
William “Billy” Kushner
Rella Mae Lai LoPorto
Evelyn Levine
George Mairs, III
Fay Mandel
Richard Markel
Carman Martin’s Father
Bill McLaughlin
Meryle and Hy Meinster’s 

Daughter, Susan
Marilyn Meisel
Daniel Messinger

Billy Michael
Ralph H. Miller
Edward Morris
Robert A. Nadell
Irma Ambrosio do Nascimento
Robert W. O’Neil
Mary Kelly Paladino
Ann and Harris Paton
Daisy Paynter
Harold Purowitz
Gene Alyce Grimes Rennell
George W. Rowe, Sr.
Joyce Schalk
Milton Schindelheim
Jerry Schwartz’s Mother
Barry Sherman
Edward Shirk
Carl Simmons, Jr.
Belle Simon
Arlene E. Smith
Saul Smolar
Jean Edward Soldan
Betty and Sam	

Speisman
Frederick Steinmann
John L. Stephenson
Edward Sullivan
Nancy Taillie
George Tatham
Sallie Jo Thomason
Thelma I. Van Aller Corradino
Aaron van de Rijn
Henry T. Wiggin
Stephen Zach
Max Zagoren

FSHD Future Fund
Members of the FSHD Future
Fund are individuals who have
included the FSH Society in 
their estate planning

Anonymous
Sanford Batkin
Amy Bekier
Greg and Tanya Bergstein
Howard Chabner and Michele 

DeSha
Barbara and James A. Chin, Sr.
JoAnn P. Forance
Judy and William Herzberg
Jeffrey and Christine Jacobs
Duncan and William R. Lewis, 

Sr., M.D.
Donald and Judith Lokerson
William and Virginia Michael
Jennifer Moore
Elizabeth Schrauder
Deborah Schwartz
Robert and Patti Smith
Tom and Kathy Stewart
Verna Taylor
Helen and Marc Younger

Family Fundraising 2010
Chabner Family
Corradino-Kerr Family
Gillespie and Gibson Families
Herzberg Family
Jacobs and Conners Families
Kelly Family (Lucero, Wing, 

Paladino, Cuoco, Gregorio, 
Owens, MacDonald)

Lee Family
Tim Passon
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January
The Roaring 20s: 
A Wonderful Night of 
Nonsense 
Hyde Park, NY 
Arlene and Gary Cohen, MD, 

Chairs

March
Dodgeball Tournament
Eastern Senior High School
Voorhees, NJ
Jeremy van de Rijn, Leader

April
12th Annual After Tax Season 
Celebration
Dorchester, MA
Ellen & Chris Stenmon, Chairs

2010 Venture Out Project
Abilene Christian University
College of Business 

Administration
Abilene, TX

May
Frederick County, MD, 
Gathering
Hosted by Doris and Henry 

Walter

Festive Evening of Music  
and Song
New York, NY
Judy Seslowe and Beth 

Johnston, Chairs

June
Fulmer Family Dinner
McDonough, GA
Rod and Brenda Fulmer, Chairs

Quilt Raffle
Hopewell School Kindergarten 

Class
Taunton, MA
Ann Marie McKenney, Teacher

Aussie Barbie 
Hickory Corners, Michigan
Hosted by Michelle and Dave 

Mackay

July
Yard Sale and Bake Sale
Fire Island, NY
Grace Corradino & Brian Kerr, 

Chairs

FSH Society International 
Patient/Researcher  
Network Meeting
Las Vegas, NV

September
60th Birthday Party
Mobile-Tensaw Delta, AL
Hosted by Ann Biggs-Williams

October
1st Annual Walk ‘n’ Roll
Irvine, CA
Amy Bekier and Mimi Garcia, 

Chairs

2nd Annual Walk ‘n’ Roll
Cape Cod, MA
Rich Holmes, Chair

Masquerade Ball
Lambertville, NJ
Hosted by Josh Bobrovcan and 

Jen Hunter

San Francisco, CA, Gathering
Hosted by Howard Chabner 

and Michele DeSha

November
ING New York City Marathon
Geoff Bello, Runner
Jeff Johnston, Coach

We deeply regret any errors or omissions

Gatherings of Members and Fundraising Events, 2010



development. Normally, the DUX4 gene is 
suppressed in all other cells of the body. 
However, the mutation that causes FSHD 
makes this suppression less efficient.
	 “The result is that the DUX4 gene 
occasionally escapes the inefficient sup-
pression and is expressed in some muscle 
cells, similar to the Old Faithfull geyser 
that is usually off but occasionally releases a 
burst of water,” said corresponding author 
Stephen Tapscott, M.D., Ph.D., a member 
of the Hutchinson Center’s Human Biology 
Division. “The occasional ‘bursts’ of DUX4 
are thought to be toxic to the muscle cells, 
which leads to muscle cell death and the 
muscular dystrophy.”
	 Tapscott led the study in collabora-
tion with Daniel Miller, M.D., Ph.D., at the 
University of Washington, and co-authors 
Silvère van der Maarel, Ph.D., and Rabi 
Tawil, M.D., at Leiden University Medical 
Center and the Fields Center for FSHD and 
Neuromuscular Research at the University 
of Rochester, respectively. 
	 Previously, these same investigators had 
shown that the reason some people are pro-
tected from getting FSHD is that they have 
mutations in a region of DNA that is neces-
sary to stabilize the DUX4 gene product. 
These new findings confirm the role of the 
DUX4 protein in FSHD and reveal a new 

mechanism of human disease caused by the 
inefficient suppression of a retrogene that 
has a role in early development. These find-
ings will provide a focus for future develop-
ment of therapies for FSHD.
	 There are broader implications of the 
new research for understanding human 
evolution as well. Maintenance of a func-
tional retrogene in humans indicates that it 
provided some selective advantage during 
evolution.
	 “Since FSHD is characterized by ex-
cessively weak upper extremity muscles 
and facial muscles, we speculate that the 
DUX4 retrogene might have a normal role 
in causing the weaker and more expres-
sive facial muscles in humans compared to 
non-human primates,” Tapscott said. “If this 
suggestion is correct, it means that FSHD 
is caused by increasing the normal role of 
DUX4 and causing a more extreme weak-
ness of facial and upper extremity muscles. 
It also means that all humans have a little 
bit of FSHD and that this contributes to the 
evolution of these muscles.”
	  “The progress was made possible by 
an unusual degree of collaboration and 
data-sharing among the individual groups,” 
Tapscott said. 
	 Grants from the NIAMS and NINDS 
sections of the National Institutes of Health, 

the Friends of FSH Research, the Shaw 
Family Foundation and the Muscular Dys-
trophy Association also supported the work 
of Tapscott and colleagues at the Hutchin-
son Center.
	 Other funding for this study came from 
the Fields Center, the Netherlands Organi-
zation for Scientific Research, the Nether-
lands Genomic Initiative, a Marjorie Bronf-
man Fellowship grant from the FSH Society, 
the Centro Investigacion Biomedica en Red 
para Enfermedades Neurodegenerativas, 
the Basque Government and the Instituto 
Carlos III, ILUNDAIN Fundazioa.
	 To read the complete “Facioscapu-
lohumeral Dystrophy: Incomplete Suppres-
sion of a Retrotransposed Gene,” October 
28, 2010, by Lauren Snider, Linda N. 
Geng, Richard J. L. F. Lemmers, Michael 
Kyba, Carol B. Ware, Angelique M. Nelson, 
Rabi Tawil, Galina N. Filippova, Silvère 
M. van der Maarel, Stephen J. Tapscott 
and Daniel G. Miller, please visit the open 
access Public Library of Science (PLoS) 
Journal on-line at: http://www.plosgenetics.
org/article/info%3Adoi%2F10.1371%2Fjournal.
pgen.1001181

This work has been supported by a Marjorie 
Bronfman Fellowship grant from the FSH Soci-
ety, among other funding.

Uncovering the cause of a common form of muscular dystrophy: research 
team makes second critical advance 
. . . from page 1
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Michele DeSha and Howard Chabner, hosts, with guest Helen Klaben Kahn Howard Chabner, right, with guests

Bay Area members meet on October 31, 2010
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Many young people shared their experiences of living with 
FSHD at the Society’s 2010 International Patient and 

Researcher Network Meeting held in Las Vegas, Nevada. Three 
sessions were facilitated and recorded, and they are now available 
on DVD. The following topics are included in this series titled 
“Living with FSHD.”  We hope that other productions will follow.

Getting to know each other: teenagers and young adults
Facilitators: Kevin Bache and Stephanie O’Meara; patients

Dating and forming lifelong relationships 
Facilitators: Stephanie O’Meara and David Younger, Ph.D., 
Licensed Psychologist; patients

How to motivate young people to exercise 
Facilitators: Mallory Murdoch, patient; Craig McDonald, M.D., 
University of California, Davis

The series was funded by the Dorr Foundation and produced by 
the FSH Society. Special thanks to Rodney Fulmer, videographer. 
If you would like to borrow these DVDs for a period of two 
weeks, please e-mail info@fshsociety.org with your request.

New DVD series available for distribution

     L i v i n g  w i t h  f s h d

cholesterol (LDL) and reduce the progres-
sion of atherosclerosis, heart attack and 
death. This effect is most profound in higher 
risk populations, such as those with known 
heart disease or with high risk features 
such as multiple risk factors or complicated 
diabetes. While patients with FSHD have 
not been specifically studied with this class 
of drugs, there is no reason to believe that 
they would be any less effective for FSHD 
patients than for the general population.
	 Almost all drugs are poisons by design. 
They poison an enzyme or a receptor and 
alter normal body metabolism and func-
tion. As such, all drugs can have side effects 
ranging from simple nuisance to potentially 
lethal effects. The side effects of greatest 
concern in patients with FSHD are myalgia, 
myositis, and rhabdomyolysis. Myalgia is 
muscle ache without blood test evidence 
of muscle damage. Myositis is muscle ache 
with blood test showing elevation of cre-
atine kinase, suggesting inflammation of the 
muscle. Rhabdomyolysis is severe muscle 
damage and can be life threatening.
	 All statins can cause these side effects. 
The incidence of myopathy, defined as mus-
cle ache with elevated creatine kinase, is be-
tween 1 and 2 persons per 10,000 treated. 
The mechanism is unknown but it is dose 

related. Some statins, such as simvastatin, 
atorvastatin, and lovastatin are fat soluble 
(lipophilic) and can get into muscle more 
easily than the water soluble (hydrophilic) 
statins, such as pravastatin, rosuvastatin, 
and fluvastatin. Experiments have shown 
that the hydrophilic compounds are less 
likely to cause myopathy; in patients with 
pre-existing muscle disease, such as FSHD, 
the hydrophilic statins are probably safer.
	 Another explanation for why the hydro-
philic statins may be safer has to do with 
how the drugs are cleared from the body. 
The lipophilic statins are predominately 
metabolized by cytochrome P450 in the 
liver. Many other drugs are also metabo-
lized by this enzyme. If a patient is taking 
multiple medications, there may be com-
petition for metabolism or inhibition of 
the enzyme, leading to elevated drug levels 
and increased side effects. Compounds that 
inhibit the metabolism of statins include 
the antibiotic erythromycin, the antihyper-
tensive agents verapamil and diltiazem, and 
even large quantities of grapefruit juice. The 
hydrophilic compounds have other routes 
of elimination and are less likely to have 
drug-drug interactions.
	 In summary, lifestyle changes are the 
best way to avoid heart disease. When these 

changes are not enough, then hydrophilic 
statins, such as pravastatin can be used to 
lower the LDL cholesterol. Because of the 
risk of myopathy in patients with FSHD, 
statins should be used reluctantly and at low 
dose with careful monitoring by the patient 
and physician for side effects. It is important 
to remember that statins do save lives. If 
a patient has significant heart disease, the 
benefits will generally outweigh the risks. In 
a patient with simple cholesterol elevation 
and no known heart disease, the risk may 
outweigh the benefit.

Drug Class Review:  Hydroxymethylglu-
taryl-coenzyme A Reductase Inhibitors (sta-
tins) VHA Pharmacy Benefits Management 
Strategic Healthcare Group and the Medical 
Advisory Panel   http://www.pbm.va.gov/re-
views/HMGStatins04-09-03.pdf

VHA Pharmacy Benefits Management 
Strategic Healthcare Group and the Medi-
cal Advisory Panel  http://www.pbm.va.gov/
reviews/HMGStatins04-09-03.pdf

Rosenson, R.S. Current overview of 
statin-induced myopathy. Am J Med 
2004;116:408-16

Dr. Lewis is a member of the FSH Society Board of 
Directors and Scientific Advisory Board.

Statins and FSHD
. . . from page 1

Ann Biggs-Williams 60th birthday

Ann Biggs-Williams celebrates her 60th birthday AND the breakthrough research in 
FSHD with a riverboat trip on the Mobile-Tensaw Delta, Alabama, in September. Thank 
you to Ann’s friends and family for gifts in honor of these great occasions!
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Damien Garcia on a roll with balloons

Amy Bekier, Walk chair, thanks the City of Irvine, physicians and investigators at the University of California—Irvine, 
and participants for their support. Co-chair Mimi Garcia, second from right

Walk ‘n’ Rolls raise funds on both coasts, October 9, 2010
On Cape Cod (Brewster, Massachusetts), the 
Walk ‘n’ Roll for FSH Muscular Dystrophy 
was a great event and a good day for the FSH 
Society and FSHD patients. Thank you Rich 
Holmes, Martha Knapp, and Bob Smith and 
many other volunteers for helping to raise 
important funds for FSHD research!
	 In Southern California at the beautiful 
Heritage Park in Irvine, the Walk ‘n’ Roll 
for FSH Muscular Dystrophy was also a 
great day. Thank you Amy Bekier and Mimi 
Garcia for leading others along the walk and 
raising funds for research.

Marjorie & Gerald Bronfman Foundation renews 
pledge for FSHD research for 2011

The generosity and commitment of Mrs. 
Marjorie Bronfman to FSHD research 

began in 1997 when she began to make 
research grants to the FSH Society, and she 
has renewed her commitment for 2011 with 
a new contribution of $50,000. Mrs. Bronf-
man, along with her brother and one of her 
daughters, is affected with FSHD. Through 
a process of review and recommendation 
by the Society’s Scientific Advisory Board, 
grants are awarded for research fellowships 
(US$30,000-US$35,000/year) for research 
projects that show extraordinary promise to 
find the cause of FSHD. 
	 The 2011 contribution will generate 
important progress in FSHD research, as 

have the many grants that have preceded 
it. The FSH Society is deeply indebted to 
Mrs. Bronfman, to the Marjorie and Gerald 
Bronfman Foundation, and to other mem-
bers of her family for the advances that have 
been made possible worldwide over these 
years and for the opportunity to continue 
advances in 2011. Mr. Edward Schechter, 
brother of Mrs. Bronfman, has been a care-
ful, insightful and active steward of foun-
dation resources, and he deserves much 
gratitude for these research grants and for 
the recent research breakthroughs. For more 
information about research fellowships, 
please contact Daniel Paul Perez at the FSH 
Society or at daniel.perez@fshsociety.org.

     R e s e a r c h
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Sandra Byrd with grandson Justin and daughter Jessica  Friends enjoy a beautiful fall day on Cape Cod
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ING New York City Marathon, November 7, 2010

Geoff Bello runs ING New York City Marathon in 3 hours and 58 minutes AND raises $11,000 for the FSH Society in 
honor of Jeff Johnston, friend and colleague at Detwiler Fenton! Thank you, Geoff and Jeff!

April 16
13th Annual End of Tax Season Fundraiser
Florian Hall, Dorchester, Massachusetts

May 19
A Festive Evening of Music and Song
New York Botanical Garden, Bronx, New York

June 11
Fulmer Family Dinner
Atlanta, Georgia

October 1 
Annual Walk ‘n’ Roll
Cape Cod, Massachusetts

October 9
Annual Walk ‘n’ Roll 
Irvine, California

Interested in participating? Want more information?  
Go to www.fshsociety.org, or e-mail info@fshsociety.org

Save the Date!

       n e w s  a n d  e v e n t s

Do you follow the 
Society’s Facebook 
and Yahoo! Groups 
pages?		

Since its launch in early 2008, the Society’s
Facebook page has attracted hundreds of
viewers and fans. Go to  www.facebook.
com and sign up. It is free and easy. Search
on FSH Society and join the discussion.
Bookmark it and come back often. You
can also access the Facebook page and
FSH Society Yahoo! Groups forum by
going to www.fshsociety.org clicking on
the “Community & Reference’ menu tab
at top of page and then selecting “Online
Community” in the left hand vertical
navigation menu.

Have you included the FSH 
Society in your estate 
planning?
We can all help the Society and its future 
work by including a bequest to the Society
in our will or other estate planning 
documents, and becoming members of 
the FSHD Future Fund. If you have already 
included the Society in your will, we hope 
you will let us know. If you will allow us 
to recognize your dedication in the next 
Annual Donor Report, your example might 
inspire others. If you have questions about 
your planning and/or if you want to let us 
know that you have included the Society 
in your will, please contact us at info@
fshsociety.org.
Thank you.

Volunteers are still needed
for muscle biopsy study
Go to www.fshsociety.org for more
information, or contact Daniel Perez
at the FSH Society at 617-658-7811 or
biopsy@fshsociety.org or
Genila Bibat, M.D., at Johns Hopkins,
443-923-2778.

Does the Society have your
current e-mail address ?
If we do not have your current e-mail
address and you want to be sure of
receiving up-to-the-minute information
from the Society as news breaks, please
send your e-mail address to us at
info@fshsociety.org. 
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New York Botanical Garden, Bronx, NY

A vaudeville entertainment with Steven Blier and friends

Invitation to follow
To benefit the FSH Society, Inc. and FSH Muscular Dystrophy

For more information, visit www.FSHSociety.org


