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Fifth Annual Patchwork Benefit Slated for April 9th

towards helping DDC Clinic to
continue providing its
groundbreaking and lifesaving
services.

_ From our Inaugural Event in 2000
at Patterson Fruit Farm and
Orchard Hills Golf & Country
¢ Club, through the delightful
| evenings at the EOUV Club, to last
year’s event at Gilmour Academy,
we look forward to an incredible
evening at The Crystal Brook Farm
in Chagrin Falls.

This Amish-made wooden schoolhouse was one
of last year’s top sellers in the live auction. Join us
to see what this year’s will be!

specifications; as well as many
other gorgeous pieces of furniture
made specifically for Patchwork by
DDC Clinic board members, their
families, and friends. We have had
many other fantastic items
donated—too many to list here
(but perhaps we should mention
that OSU football tickets are
back by popular demand!)

Ms. Lee Jordan, NewsChannel 5
“Live on Your Side” Co-Anchor
and the On Your Side Health
Specialist, will join our favorite

emceeing the Live Auction Event
as they take the highest bids!

Our heartfelt and sincerest thank-
you’s to the phenomenal
individuals and businesses that
continue to support DDC Clinic
through their generous donations
of services, items, time, and
energy!

Are you interested in joining us? Do you
have an item to donate for the auction
or would you like to become a sponsor?
Please call the DDC Clinic office and let

DDC Clinic’s Fifth Annual
Patchwork Dinner and Auction is
quickly approaching. Mark
Saturday, April 9", 2005 on
your calendar and plan to join us
for an evening of food and fun.

Last year’s event netted over
$75,500 and we expect this year’s
to be the most successful yet
thanks to the continued
generosity and enthusiasm of our
wonderful supporters! As always,
100% of the auction proceeds go

What makes DDC Clinic’s
Patchwork Event so unique is its
combination of Yankee (non-
Amish) and Amish traditions and
the variety of auction items
offered during the live and silent
auctions. As has become
Patchwork’s signature, guests can
expect truly one-of-a-kind items
made for us by our Amish and
Yankee friends. This year’s
opportunities include a fantastic
red, white, and blue quilt; the
chance to design your own piece
of furniture handcrafted to your

auctioneer, Dave Rennolds, in % know—440-632-1668!

We hope to see you there!

EVENT HIGHLIGHTS
¢ Cocktails and dinner
e Amish baked goods and Spring flowers for sale
¢ Live Auction Items -
— Plan-Your-Own-Event at Patterson Fruit Farm
— OSU Football Tickets
— Goodyear Tire & Rubber Blimp Ride-Sprit of Goodyear
¢ Silent Auction ltems -
— Shaker boxes and benches
— Quilts
Raffles - $500 cash or handcrafted cedar chest
Catering by Cucina Rustica

Geauga Library Foundation Provides Reading Materials

Patients and parents visiting DDC Clinic have
more help available to them than ever before
thanks to a generous donation recently made
by the Geauga Library Foundation. The
foundation donated more than 30 books valued

at approximately $500 to DDC Clinic’s small
patient and parent library—nearly doubling the
materials available. The books, which are
available for check out, cover a wide range of
topics and are geared toward families and

Just two of the over 30 books recently donated to DCC Clinic

others who are interested in learning
more about specific diseases, looking for
ways to understand or cope with special
needs children, or seeking support
through the shared perspectives of other
families experiencing similar obstacles.

Paul Newman, president of the Geauga
Library Foundation, and Anne Prusha,
foundation spokesperson, visited DDC
Clinic in mid-December 2004 to present
the books to Dr. Wang, the clinic’s
medical director. “We are so pleased
to receive this grant from the
Foundation. These books will help us

through a grant funded by the Geanga Library Foundation.

continue to provide the most up-to-date
information to our patients and their families.
This need has existed since we opened in 2002
and bit by bit we are working hard to fill it,”
said Dr.Wang.

Resources are available in the form of books,
magazines, brochures, and videos and cover
subjects relative to children with special needs
such as daily care, nutrition, schooling,
parenting, family life, coping, and much more.
The library is updated almost quarterly and
turnover rate of the materials is increasing.
“We’re happy to do it,” said Mr. Newman,
“Where there’s a need, there’s a deed.”

Anyone interested in learning more about materials
available from DDC Clinic’s library or in making a
monetary or material donation for the library may
contact the DDC Clinic office at 440.632.1668.
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President’s Letter

Dear Friends:

The winter has been mild. Recently,
we have had sunny days in the
fifties. It is easy to imagine the
smell of spring in the air. Those of
us with more winters behind us than
we would like to admit know that
winter is not done with us yet.
Another cold blast is due from
across the lake and there will be a
solid cover of snow in the sugar
bush before spring truly arrives.

Each March the board of directors
celebrates the anniversary of the
clinic. Itis a good time to recognize
achievements, thank the people
who made those achievements
possible, and look to the future.

Dr. Wang, Julie, and Leah now
provide primary medical care to
over 170 children. The excellent
care provided by the clinic staff
makes a dramatic difference in the
quality of life for many families.
Over 40 different genetic disorders
have been identified in the Geauga

Meet Julie!

Settlement. Several of the
disorders are rare; one has never
been described before. Dr. Wang
has published his findings in peer-
reviewed journals and both he and
Leah have presented their findings
at an international conference.

This year the clinic received record
support from the community,
corporations, and charitable
foundations. The Robert Wood
Johnson Foundation grant and the
accompanying matching funds will
enable DDC Clinic to better serve
the educational needs of our
patient’s families. The success we
have experienced comes with even
more responsibility and higher
expectations. In our immediate
future we plan to build a research
laboratory, hire a research
scientist, and expand our services
to more families here and in Holmes
County. With your continued
support, success is sure to follow.

There are many people to thank
who make our work possible; the

families who entrust to us their
children’s care; the individuals and
the families that participate in the
clinic’s research. We are grateful
for the hundreds of volunteers who
make our fundraising events fun
and successful. Dr. Wang, our
nurse practitioners, Leah and Julie,
and our office team, Terry and
Michelle, are tireless in carrying out
the mission of Das Deutsch Center.
| personally wish to thank the board
of directors and our officers who
have attended hundreds of
meetings, donated their time and
handiwork, and who have freely
offered financial support. The
accomplishments of DDC Clinic
would not and could not have
happened without the enormous
amount of creativity and dedication
displayed by its board of directors.

Thank you,

Tom Stone
President

Welcome to our newest member of the team—
Julie Renner, a pediatric nurse practitioner and
certified early-intervention specialist from nearby
boasts
accomplishments including a Bachelor’s and
Master’s degree in nursing from Kent State
University along with postgraduate work in
special education. Julie is also a certified infant
massage instructor and serves as part-time faculty
at Youngstown State University through Beeghly

Orwell. Julie’s resume

College of Education.

Julie’s work experiences with the Bureau for
Children with Medical Handicaps, Help Me Grow,
Tod Children’s Hospital, Trumbull County Health

many

Department, Trumbull County Board of MR/
DD, and the Mahoning County Board of MR/
DD, will serve DDC Clinic well as patient load
increases and clinic services are expanded.

“l am thrilled to be working at DDC Clinic. It
is very rewarding to me to be able to utilize
my nursing skills and experiences in caring for
children with special needs,” said Julie. In her
spare time Julie can often be found trying out
her green thumb on vegetable and flower plants
from her greenhouse or doing needlepoint or
jigsaw puzzles.

Welcome, Julie, we are so glad to have you
as a member of the DDC Clinic team!

“Whom shall T send, ahd who Wwill go for us? Then said I, Here am I; send me.” - Isaiah 6:8
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Traditions and Treasures
4 distinct and dglgctablg gvegning in the country!

Clinic Update — We’re Expanding!

This event promises to be one
of the most unique benefits
you will ever attend! If you
enjoy country ambiance,
cultural exchange, down-home
cooking, and an event that is
a little more personal and a
little less pretentious - this
event is for you! We promise
you will end the evening feeling
warm and fulfilled.

On three select days in 2005,
DDC Clinic will host an
exceptional evening for a
limited group of friends.
Beginning with a wine and
cocktail reception hosted at
the quaint Red Maple Inn in
Burton, guests will have the
opportunity to learn about
some timeless Amish customs
and enjoy good company. A
chartered coach will then
transport guests to a private
Amish home within The
Geauga Settlement. No
evening will be the same—each
dinner will be a different
experience.

Come hungry! Guests will be
served a customary Amish

Wedding dinner in a typical
Amish home and are
guaranteed a personal glimpse
into the Amish life and its
culture.

We are excited to offer you this
unique opportunity to meet
some new Amish and Yankee
friends while supporting our
mission of providing medical
care to children with metabolic
and inherited diseases.

Evenings:
Saturday, May 7
Saturday, July 16
Saturday, October 22

Tickets:

Patrons - $150 each
Friends - $100 each

Please note - Tickets are
very limited. Send or call in
your reservation today to
DDC Clinic.

Coordinated therapy service is one of the more urgent
needs of our children. Did you know that many of our patients
currently do not have access to therapy services? It is our goal to
add this much-needed therapy to DDC Clinic services in 2005.
The planned multidisciplinary therapy clinics will include physical,
occupational,and speech therapies. Children will be able to receive
any combination therapy services in one visit. Therapists will
interact as a team to develop therapy goals that are complementary
and holistic.

A Holmes County outreach program is another DDC
Clinic expansion plan. The Geauga Amish settlement is a
daughter settlement of the larger Holmes County settlement—
the two communities retain close ties.The DDC Clinic board and
staff believe that through the sharing of knowledge and experience
gained in the Geauga community, we can improve the health and
wellness of the children in the Holmes County area. However,
during the planning stage, an early-identified problem was the
difficulty for families in accessing our services from distant
communities. Through this outreach, many families far from DDC
Clinic will be able to receive service closer to their homes.

DDC Clinic expansion is the immediate focus of our future.
DDC Clinic has seen tremendous growth in the number of children
and families served since opening in 2002. The types of services
needed by these children have also increased.To meet their needs,
new staff and programs have been added, increasing the need for
space for personnel, equipment,and materials. Our beautiful 1,800
square-foot building met our needs well during the start-up phase
of the clinic, but is now reaching its limits with the growth we
have experienced.Thankfully, with the foresight of a visionary board
of directors, plans for expansion were included in the original clinic
blueprint. However, our rapid growth has exceeded our initial
estimates. We are seeking financial support to quickly move our
clinic to the next level.

Recent Fundraising Events Raise Almost $63,000 for Clinic Services

Bow Shoot - In September, DDC Clinic held its first-ever
Bow Shoot at the Top Gun Facility in Middlefield. Spon-
sored by Great Lakes Outdoor Supply, the event drew
over 200 supporters and brought in proceeds of over $7,000.

Participants enjoyed a wide variety of activities including bow
shoot tournaments, shotgun sling shoots, and trap shoots.
In addition young attendees were able to try their hand at a
fishing derby.

Special thanks to all of the generous community businesses
and individuals who offered their support to this fun family
event. Planning for next year’s event is already underway!

Amish Auction - The clinic’s Fourth Annual Amish Auc-
tion, held in Middlefield this past November, stayed true-to-
form as a traditional-style, definitively country auction. Draw-
ing a crowd of over 1,000, this predominantly Amish function
continues to draw more and more ‘Yankees’ each year. From
pony carts to horse-drawn buggies to quilts, this event had
plenty to offer to those in attendance.

What an evening it was—we were excited (and very pleased)
to learn that 2004’s event was the most successful ever—
netting the clinic nearly $56,000—almost $20,000 more than
the previous year’s event!

Thank you so much to those who participated and to those
who donated items and services. Special thanks to event
organizers and volunteers—your contributions and continued
support are what helped make this event so successful!
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Research Update —
The Latest Discovery

“We’ve been waiting |6 years for an answer,” said an Amish father whose four profoundly handicapped children thrashed
spasmodically in wheelchairs and a crib before the watchful gaze of the visiting physician. ... “It may be too late for us ... but if we
can help others with this center, we’ll gladly do that.” This story about love, hope and giving appeared on the front page of New
York Times on June 20, 2002 and has touched countless people’s hearts since.

The children are suffering from an extremely rare disease called ganglioside GM3 synthase deficiency, a disease never
before described in any medical textbook or medical literature. The results of our collaborative research with scientists in the
U.S. and Europe have recently been published in Nature Genetics, (Infantile-onset symptomatic epilepsy syndrome caused by a
homozygous loss-of-function mutation of GM3 synthase. 36:1225-1229; 2004. ) a top medical journal. Soon after the scientific paper
was published, several children with this same disease were diagnosed in another part of the country in addition to the 10
children affected in our area.These children live with uncontrollable seizures and feeding tubes and demand complete care in
every aspect of daily life. Clearly, giving the diagnosis is not the end of the story. We are actively working with several research

teams to further understand the disease and to find effective treatments with faith and hope...

“Unraveling the mechanism underlying this disease will not only increase our understanding of epilepsies but also
illuminate the crucial function, now unequivocally established, of gangliosides in the brain.” —-Dr. Richard L. Proia,
Chief, Genetics of Development and Disease Branch, National Institute of Diabetes and Digestive and Kidney Diseases

(NIH/NIDDK)
A List of Metabolic and Inherited Diseases Managed by DDC Clinic (2004) e AR

Adenylosuccinase (adenylosuccinate lyase, ADSL) deficiency
(103050-R)

Alagille syndrome (1 18450-D)

Amish albinism (606952-R)

Amish brittle hair syndrome (234050-R)

Autism spectrum disorders

Benign infantile hypotonia (?)

Byler disease (211600-R)

Cartilage-hair hypoplasia dwarfism (250250-R)

Celiac disease (212750)

Cerebral palsy with late onset Ig A nephropathy (?)
Chicken breast disease (Amish nemaline myopathy) (605455-R)
Chromosome 8p duplication

Cohen syndrome (216550-R)

Congenital upper anomalies (sporadic)

Crigler-Najjar syndrome Type | (218800-R)

Down syndrome

Familial cleft lip with or without cleft palate

Familial craniosyostosis (?)

Familial deafness (?)

Familial seizure with mental retardation (?)

Ganglioside GM3 synthase (alpha 2,3-sialytranserase) deficiency
Glucose/galactose malabsorption (606824-R)

Hemophilia B — Factor IX deficiency (306900)

Hypertrophic cardiomyopathy
Hypotonia, ataxia and developmental delay (?)

Hypotonia, excessive height, pectus excavatum & mental retardation
(Sotos syndrome?)

Hypertriglyceridemia — lipoprotein lipase deficiency or apolipoprotein
C-ll deficiency

Infantile lethal cardiomyopathy

Juvenile glaucoma, failure to thrive and leukodystrophy (?)

Leigh syndrome (256000)

Leri-Weill dyschondrosteosis (127300)

Microcephalic osteodysplastic primordial dwarfism, Type | (210710-R)
Maple syrup urine disease (248600-R)

Maternal phenylketonuria (PKU)

Mitochondrilal respiratory chain complex IV deficiency (2201 10)

Phenylketonuria (PKU) — phenylalanine hydroxylase deficiency
(261600-R)

Prolidase deficiency (170100-R)

Propionic acidemia — propionyl-CoA carboxylase deficiency
(606054-R)

Pyruvate kinase deficiency of red cell (266200-R)

Rett syndrome (312750)

Tarsal coalition

Troyer syndrome (275900-R)

Numbers: OMIM (Online Mendelian Inheritance in Man) numbers
R: autosomal recessive, D: autosomal dominant, ?: under study

Sy
"@ We cannot all do great things but we can do small things with great love.

Ao

— Mother Teresa
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Caring for Rare Diseases — Not Just Our Mission, but Truly Our Passion

What is rare disease? Rare
diseases are defined in statute as
any disease, syndrome, or
disorder affecting fewer than
200,000 people in the United
States. There are an estimated
6,000 rare “orphan” diseases that,
combined, affect as many as 25
million Americans!

Barriers and challenges:
People suffering from a rare

disease often face incredible
barriers when seeking medical
care and related services. Equally,
medical professionals are
presented with enormous
challenges in helping these
patients. Diagnosing these
diseases is the first challenge. At
least 15%, or approximately 3.7
million people in the U. S, have
to wait an average of seven years
or more before a doctor reaches
a diagnosis. Sometimes, the rare
condition is never even named
during a person’s lifetime. Once
there is a diagnosis, patients are
often forced to travel the long
distances to academic hospitals to
see the few specialists who focus
on their particular disease.
Financial costs associated with
medical care of these rare
disorders are often staggering—
and emotional stress can be an
additional burden.

National efforts: During recent
years, it has become increasingly
evident that the needs of those
suffering with rare diseases have
gone unmet. In 1983, Congress
passed the Orphan Drug Act to
address these unmet needs. A
decade later, the Office of Rare
Diseases was established at the
National Institute of Health (NIH)
to stimulate and coordinate
research on rare diseases where
none previously existed. It was not
until 2002 that, for the first time
ever, a sizable amount of federal
funding ($10.3 million) was made
available for research on rare
diseases. It is encouraging to see
this move towards research
funding, however, it is far from
enough.

The importance of study of

rare diseases has been long
ignored. What is urgently needed

is a new environment devoted to
funding efforts to impact diseases
affecting small communities of
patients throughout the world.
Ideally, this new environment
would fully comprehend that the
knowledge gained from studying
these rare diseases could
ultimately advance and contribute
to understanding of common
diseases. Enormous amounts of
research on single-gene diseases

have provided clues to common
diseases—clues that would have
been difficult to find by simply
studying the common diseases
themselves. Many visionary
scientists realize the value of rare
disease research. In 2003, the
National Disease Research
Interchange drew prominent
scientists from around the country
for The Genetics of Rare
Diseases: Window to Common
Disorders conference. Last year,
the distinguished speakers’
symposium of the American
Society of Human Genetics annual
meeting was entitled From Rare
Genetic Diseases to Common
Pathways.

DDC Clinic is our community’s

effort to target rare diseases.
DDC Clinic is a unique

collaboration between the Amish
and non-Amish community,
healthcare professionals, and
research scientists. Caring for
rare diseases is not just our
mission, but truly our passion.VWe
have fully committed ourselves to
enhancing the quality of life for
special needs children with
metabolic and inherited disorders
through early diagnosis and
treatment, research, and
education. Since we began
providing services in 2002, we

Recent publications and presentations of DDC Clinic’s Collaborative Research

have managed more than 40 rare
diseases (see list), most of which
were diagnosed through the clinic.
We currently care for more
patients with Cohen syndrome,
prolidase deficiency, and GM 3
synthase deficiency than any other
medical center in the world. This
puts DDC Clinic in a very unique
position. Genetic disorders seen
in the Amish also appear in the
general population. We believe
that any gains made through
research here have the potential
to benefit special needs children
throughout the  world.
Furthermore, we believe that our
research contributes to the
general knowledge of many
common diseases in the general
population, such as seizures,
Parkinson’s disease, Alzheimer’s
disease, lupus, and mental
retardation. Indeed, our website
(www.DDCClinic.org) has been
linked as a resource by the
National Organization of Rare
Disorders (www.rarediseases.org)
for families, researchers, and
medical professionals around the
world.

Please feel free to give us a call
and let us share our passion with
you!

— Infantile-onset symptomatic epilepsy syndrome caused by a homozygous loss-of-function mutation of GM3 synthase. Nature Genetics,

36:1225-1229;2004.

— Determination of prolidase activity using matrix-assisted laser desorption/ionization time-of-flight mass spectrometry. Analytical
Biochemistry, 331:224-229;2004.

— A nonsense mutation of PEPD in four Amish children with prolidase deficiency. (Submitted for publication).

— Studying genetic diseases “without electricity”, presented at Ohio State Genetic Center Directors Meeting, 2003.

— Prolidase deficiency in four Amish patients: a novel mutation, presented in the American Society of Human Genetics 53" Annual Meeting
in Los Angeles, CA. American Journal of Human Genetics, 73: (Supplement ) 447;2003.

— Founder effect of phenylketonuria in the Geauga County Amish settlement of Ohio, presented in the American Society of Human
Genetics 54™ Annual Meeting in Canada, 2004.

— Infantile onset symptomatic epilepsy syndrome caused by a homozygous loss of function mutation in GM3 synthase, presented in the
American Society of Human Genetics 54 Annual Meeting in Canada, 2004.

— Cartilage-hair hypoplasia in the Geauga County Amish settlement of Ohio, presented in the American Society of Human Genetics 54
Annual Meeting in Canada, 2004.




We aPPreciate the generosity of the Fo"owing individuals, foundations, and corPorations who have
demonstrated their commitment to the children and families served in 20041

$50,000+

The Amish Community
The Elisabeth Severance
Prentiss Foundation
The Hershey Foundation

Robert Wood
Johnson Foundation

$25,000+

Anonymous (1)
Geauga Community
Development
United Way Services

1 - $24

Nationwide Mutual

Insurance Co.
Ronald McDonald

House Charities
Gordon & Evie Safran
Susan & John Turben

Foundation

5 - $9,999

The Edwin Northrup Il Fund
The Harry K. & Emma R. Fox
Charitable Foundation
The Marguerite M.
Wilson Foundation
Michael Pender Memorial
Fund of The Cleveland
Foundation

The Mindala Family
Foundation

Elaine Motylinski &
Roger Vaccariello

National City Corporation

Parkson Foundation, Inc.
United Way of Greater
Lorain County, Inc.

2 - $4
Vichai & Patra Duangjak
The First Congregational
Church of Akron
Loretta Mae Hausmann
Holmes Foundation
Mid-Atlantic Connection for
PKU & Allied Disorders
National City Corporation
Plain Dealer Charities, Inc.
United Methodist Church
of Chagrin Falls

$1,000 - $2,499
Irene Bautista
Chagrin Valley Junior
Women'’s Club
Chagrin Valley Women'’s
League
Children’s Guild
Children’s Research
Foundation of Cleveland
Christ Child Society
The Cyrus Eaton Foundation
Paul & Janis DiCorleto
The Janet Henry
Memorial Fund
Kiwanis Club of
West Geauga
C. Thomas & Patricia Ludick
Meyer Meadow Farm
Pete & Savannah Miller
Murlan Murphy
Janet Spadora & Art Jones

Sunshine Shop
University Hospitals
Health System
University Hospitals
of Cleveland

Frann Zverina

$500 - $999

Vincent & Pat Aveni
lva Byler
Chagrin Valley Rotary Club
Elizabeth Colebrook
William & Rebecca Crowley
Michael & Margaret Curran
Daniel & Jane Duhl
Fairmount Minerals
Geauga Library Foundation
Robert & Ann Gillespie
Bernard & Susie Goodman
Mark & Suzi Hassett
Randy & Diane Hein
P. Wayne & Patricia Hosmer
Hospice of the

Western Reserve, Inc.
Jones Day Foundation
Larry & Florence Karlin
Samuel Kho
Kiwanis Club of

East Geauga County
Kiwanis Club of

Lander Circle
Dale & Lenora Marshall
Jack & Theresa Menosky
Paul & Kathryn Miller, Sr.
David & Susan Mills
Nestle USA Food Division, Inc.
Jerry & Cathy Petersen
Thomas & Judith Phelps

John Phillips

Prestige Properties

Paul & Jane Stone

Alfred & Barbara Wilson, Il

250 - $4

Bennett Family Fund of
The Cleveland Foundation
James & Leigh Bennett, Il
Robert & Lori Bryant, IlI
Burton Chamber of Commerce
Burton Congregational Church
Wally & Ann Byler
Morton & Rosalie Cohen
John & Susan Conner
Geauga County Cooperative
Ministry Directory
General Re Corporation
Kennington Corporation
Dean & Judy Ludwig
Dr. & Mrs. Robert Lukes
Edward & Pat McHenry
Levi & Gertrude Miller
James & Tina Morris
Robert & J. Lori Morrison, Jr.
Janis Pace
Roy Passalacqua
Portage Precision Polymers
Ron & Peggy Ringness
Ann Rothenbuhler
Daniel Sazima
David & Patricia Skrabec
John & Kerry Stealey
Thomas & Larraine Stone
Robert & Linda Toth
Mr. & Mrs. Paul Webster
Mr. & Mrs. Timothy Wuliger

To $249

lan & Gloria Abrams
Greg & Toni Alaimo
Craig Albert
Alex N. Sill Company
Cindy Allen
Kenton & Paula Anderson
Joan Andrysiak
Anonymous (1)
Drs. Arndt & Scherbauer,
DDS, Inc.
Henry & Sharon Arslanian
Ahmed & Rama Ascha
Heide Aungst
Ara & Leslie Bagdasarian
Harriet Bakalar
Steven & Janis Barbour
Burt & Rose Barth
Dana Barto
Kenneth & Gloria Bayer
Wendell & Charlotte Beales
Larry & Nancy Bell
Robert & Cheryl Berg
Richard & Sonia Bihary
Bruce & Susan Bilek
Dianne Blabolil
Daniel Blain &
Miriam Rosenberg
Audre & Evelyn Blair
Don & Betty Blake
Al & Natalie Blum
Ellin Blumenthal
John & Kim Bobango
Jim & Ginger Boldt
Robert & Marjorie Boone
Donna Bowen
Ronald & Marcelene Brann
Ed & Michelle Bregitzer
Louise Brick

Funding Opportunity

Urgent—Matching Funds Needed!

We are very excited to have recently been awarded The
Robert Wood Johnson Foundation’s prestigious local initiative
grant for our “Love, Faith, and Family--Amish Genetic
Disease Education and Care Program.” This highly-
esteemed, competitive, nationally-based grant supports an
expansive plan to aid families in need through education,
culturally-sensitive outreach, and genetic screening. This
project will also allow DDC Clinic to extend its services into
new communities. It will have significant local and regional
impact.

Total project budget is $822,594--The Robert Wood Johnson
Foundation grant will provide $411,297 of that total but only if
DDC Clinic is able to secure matching support. The Cleveland
Foundation, Hershey Foundation, Susan & John Turben
Foundation, Evie and Gordon Safran, and Elaine Motylinski
& Roger Vaccariello, round out the list of our original
contributors and helped us to complete our first-year

requirement. Thank you!

DDC Clinic is now urgently requesting the support of
additional donors to help us meet the upcoming year’s
matching fund requirement. Donors will be supporting a
far-reaching project that will have a tremendous impact on
children with genetic disease. Additionally, every dollar
donated will be doubled in value as it is MATCHED by The
Robert Wood Johnson Foundation! DDC Clinic needs to
obtain approximately $300,000 in pledges in the next three
years to meet this matching grant requirement.

Please consider donating to this worthy project. Any
foundation, businesses or individuals interested in more
details about this initiative or on how investment dollars can
be doubled through this matching opportunity, please contact
the DDC Clinic office at 440.632.1668. Checks for this project
should be marked “RWJF Matching Grant.”

We make a living by what we get; but we make a life by what we give. - winston churchill



Donors cont.

Carol Brill

Barry & Kimberly Brown

Chris & Laurie Brown

Thomas & Dorothy Bryan

Jim Buchy
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Thomas & Franca Burton

Arnold & Diane Caine

Jamie & Krista Campbell

Michael & Ruth Carlton

David & Nancy Carr
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Lou Ann Chambers

Ed & Kathleen Cherney

Chesterland Chamber
of Commerce

Church of the Holy Angels

Bob & Hope Clair

Don Clark

William & Margaret Clark

George & Patricia Clemens

Nan Cohen

The Ellen E. & Victor J.
Cohn Foundation

Virgil Collier

Kelly Connors

William Conway

Council for Logistics
Research, Inc.

Allen & Ruth Craddock

Harold Cross

Carol Crowe

Edward Cseplo

Judy Cunningham &
Kurt Ostling

Dave & Kathleen Cunningham
The Cunningham Family Trust

Elizabeth Cupp

Phillip & Barbara Cusumano
Dennis & Rosemarie Cuthbert

George & Des Dandalides

Harold Davis

C. Lynne Day

Daydream Bison &
Western Store

April Denholm

Cora Detweiler

Lavina Detweiler

Ron & Elaine Dieckman

Robert & Sheila Dobransky

Connor & Becky Dodson

Patty Dodson

Keith & Lynn Donaldson

Paul & Robyn Drucker

Gail Duchscherer

Theresa Duggan

Karen Dunasky

Courtney Dyer

End of the Commons
General Store

Evans Middlefield

Medical Center
Gilbert & Judy Farrell
Frank & Mary Lou Fende
First Congregational

Church of Claridon, UCC
John & Anne Foltz
Nick & Fran Frank
Ralph & Margaret Gaggini
Lawrence & Paulette Gaia
Dan & Barrie Galvin
Richard & Beverly Gates
Gilmour Academy
Wayne & Linda Gingerich
Nick & Alda Giorgianni
Roger & Bobbi Giudicelli
Mike & Connie Gleason
David Golden
GoldKey Processing, Ltd.
Joan Graham
G. Garth & Colleen Grant
Donald & Brenda Grauer
Greater Geauga Ruritan
Carolyn Green
Robert Gregory
Ray & Sally Greiner
Larry Greska & Jill Korbin
Grimes Law Offices
Billy & Linda Grimm
Grant & Susan Grinnell
Alan & Joan Gross
Alan & Ruth Gurd
Herbert & Rosalie Hall, Jr.
William & Mary Beth Hallal
Richard & Joanne Harris
Walter & Dorothy Hayes
Philip & Amanda Helin
Robert Hendricks
KC Henry-Bergman
Rudolf & Barbara Hermes
Mr. & Mrs. Thomas Herrick
Christine Herrmann
Sam & Sue Hersh
Margaret Hoeler
Holderman Construction
Gerry & Sally Hornick
Fredrick & Kathleen Horwitz
Liz Hosmer
Jean Hower Taber
Mary Huge
Susan Hunter
Huntington Bank
The Illuminating Co.,

a FirstEnergy Company
Don & Judy Jacobson
Dave & Barbara Kahn
William Kahn
Brian Kastner
Jonas & Fannie Keim
Bertha Kennedy
Dr. & Mrs. Douglas Kerr
Al & Wendy Klauss
Scott & Laura Klein

Leonard Klein

Sidney & Myrna Klein

Steven & Sherri Klein

Susan Klein & Stuart Pittel

Lawrence Kopittke, Sr.

Lawrence Kopittke, Jr.

Glenn & Pat Korenko

Jayne Kracker

Brian Kresevic

Dianne Kulasa-Luke

JoAnn Leach

Donald & Rosemary Leach

Sun & Candace Lee

Betty Lemmon

Mark & Terri Levine

Robert & Emma Logsdon

Marie Lovas

The Lubrizol Foundation

Carmen Luciani &
Nancy McCorkle

Roberta Lukes

Macali’'s Food Stores

Joseph & Kathy Mahovlic

Michael Maierson

Martin & Norma Markowitz

Marlowe & Ellen Mast

Kelann Maus

Jerald & Ruth Maus

Laura Mayer

Krista Mayfield

David & Beth McCarty

La Mar & Kathy McClure

Edward & Kathy McDonald

McHenry & Associates

Middlefield Banking Co.

Mike Davis Auctioneers, Ltd.

Eli Miller

Phillip Miller

William & Susie Miller

Wilbur & Susan Miller

Brian & Theresa Miller

Debbie Moss Batt

Duane Moyer

Chris & Debbie Muzzin

Douglas & Kathy Myles

Ken & Marcia Nedved

Mark & Elaine Nelisse

R. B. & Charlotte Nelson

Richard Novak

Joanne Nye

Robert Ohly

Lucille O’'Neal

Carolyn Oppenheimer

Mr. & Mrs. Art Orlean

David & Jodi Pack

Larry & Joan Papes

lona Patterson

Susan Patterson

James & Kathy Pender

Jim & Kathy Penko

Robert & Betty Jane Penrod

Ann Pfander

Richard & Sandra Pfeifer

Danette Pitts

Nancy Pivon

Phillip & Jill Plotnick
Charles & Pam Plott
Daniel & Andrea Pollock
Ronald & Barbara Pollock
Scott & Katie Pollock

Pat & Kris Presley
William & Carol Prior

Jim & Debbie Pruce
James & Susan Ratner
Paul & Wendy Raudenbush
Rick & Tracy Reid

Natalie Reno &

Michael Lieske
Gordon & Lucy Reublin
Douglas &

Barbara Jean Reynolds
Keith & Shirley Richards
Debbie Roads
Cindy Robinson
Mr. & Mrs. Joseph Rota
Jeffrey & Gina Rotsky
Denis & Cathy Rubal
Russell Women'’s Civic Club
Peter & Aliki Rzepka
Elvira Sallach
Scott & Tina Salminen
Harry & Deborah Salzman
Jean Samuel
Gene & Christine Saraney
Sidney & Nancy Saunders
Mike & Connie Scanlon
David & Orna Schafer
Lee & Carol Schiemann
Steve & Linda Schlein
Ron & Marala Schmucker
Avery & Margaret Schneider
Jack & Mary Ellen Schron, Jr.
Charles & Lois Schwed
Paul Sciarrotta
Bill & Sandra Scott
Henry & Dorothy Seibert, IV
Marie Seliskar
Fred & Elena Shuman
Herb & Rhea Siegel
Jay & Toby Siegel
Donald & Patricia Sill
Ed & Tracie Simon
Norman & Diane Smolen
David & Heather Snively
Michael & Jane Soltis
South Windsor District 51
Thomas Spann
Cyndy Sperrazzo
St. Joan of Arc Church
Raymond & Mary Stone
Richard & Lynnette Stuart
Sunrise Farm Market
Joseph & Rosalie Svete
Michael Swiger
Larry Szabo
Richard & Michelle Szoradi

Larry & Lynnda Targan
Jess & Judy Tarr
Tihomir & Rosemarie Teisl
The Temple-Tifereth Israel
Kevin & Janet Tenkku
Don & Barbara Thomas
Stephen Thomas
C. C. & Margaret Tippit
Michael Topalian
Topics Entertainment
Gilberta Town
lke & Ann Tripp, IV
Carolyn Troyer Brommer
William & Debbie Tung
James & Anita Turner
United Way Services of
Geauga County
Kurt & Patricia Updegraff
Donald & Betty Vaccariello
Nancy Valent &
Steve Kovalcheck
Jona Van Zyle
Joseph & Carrol Vauter
Eric & Mary Vessele
Bob Vinette
Les & Linda Vinney
Heng & Jian Wang
William & Betty Watson
Janet Weenink
Robert & Patricia Welch
Pauline Wells
Steven Wexberg
Virginia White-Chilcote
Ted & Sue Whitman
Fred & Marilyn Wilder
James & Bonnie Williams
Lillian Wilson
Trevor Wilson
Norman & Valerie Wilson
Rhonda Witkowsky-Jeter
Max Wiznitzer
Marvin & Sheila Wolf
Ruth L. & Warren L. Wolfson
Philanthropic Fund of The
Jewish Community Federation
Stafford & Dianne Worley
Mary Ann Wormser
Stan & Catherine Wright
Walter & Phyllis Wright
Ruth Wyatt
Charles & Mary Ann Yanesh
Matt & Heidi Yokom
Jack & Barbara Youshak
Kenneth & Paula Zeisler
Fred & Renee Zumpano

We also wish to thank the generous Pcoplc who have su Por'l:ccl our sPccial events, made in-kind service

donations, volunteered their time, or given items to DD

Clinic.

Wish |
List | -

$125,000 for Clinic expansion
— Parking area expansion
Handicap-accessible van

— Salary for van driver
— Equipment for gene-chip technology
— PCR and other Molecular Biology Lab Equipment
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DDC Clinic
Calendar of Events

Saturday, February 26 — PKU Food and Fun Cooking Demonstration
Thursday, March 3 — Holmes County Outreach Clinic, Holmes County Training Center

Friday, March 18 — Neurology Clinic, DDC Clinic

Thursday, April 7 — Holmes County Outreach Clinic, Holmes County Training Center
Saturday, April 9 — Fifth Annual Patchwork Benefit Auction and Dinner

Thursday, May 5 — Holmes County Outreach Clinic, Holmes County Training Center

Saturday, May 7 — Traditions & Treasures Benefit Evening, Geauga County
Friday, June 24 — Second Annual National Cohen Syndrome Family Meeting, DDC Clinic
Friday, July 16 — Annual Golf Outing, Fowler’s Mill

O 1 will gladly support DDC Clinic. Enclosed is my check.
[ Please make the donation in Memory / Honor of:

Name

Occassion

Please acknowledge my gift to:
Name

Address

My Name Make checks
Address payable to:
City State Zip DDC Clinic
Home Telephone P.O. Box 845

) Middlefield, OH
Email 44062

DDC Clinic for Special Needs Children is a 501 (c) (3) organization. Donations are tax deductible to the extent permitted by law.



