Amish Research Clinic

at The Clinic for Special Children
535 Bunker Hill Road Strasburg, PA 17579

717-687-8371
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It is hard to believe that we are celebrating our 8™ Christmas
season since the opening of the Amish Research Clinic in 1995.
During that time, we have seen over 3,200 Amish volunteers

walk through our Clinic doors fo participate in research studies

The Amish Research Clinic Staff

Alan Shuldiner, M.D.
Elizabeth Streeten, M.D.
Dan McBride, Ph.D.

on diabetes, osteoporosis (weak bones), high blood pressure,
cholesterol abnormalities, heart disease, and longevity. My
staff and I would like to take this special time to thank you
and your family for your valuable time and dedication to our
research. Your participation will one day lead o the genetic
discoveries that will pave the way to new preventions,
treatments, and even cures for these common diseases so that
people can live longer and healthier lives. Over the years, we
have helped numerous people with these diseases to improve
both the quality and quantity of their lives. We look forward
to serving the Amish community for years o come and wish
you and your family a merry Christmas and happy and healthy

new year.

Braxton Mitchell, Jr., Ph.D.
Richard Horenstein, M.D.
Paul Sack, M.D.
Soren Snitker, M.D., Ph.D.
John Sorkin M.D.
Wendy Post, M.D.
Nanette Steinle, M.D.
Mary Morrissey, R.N.
Janet Reedy, R.N.
Theresa Roomet, R.N.
Chrissy Cordischi, R.N.
Mary McLane, R.N.
Yvonne Rohrer, R.N.
Donna Trubiano, R.N.
Shawn Hendrickson
Patrick Donnelly
Anita Martinez
MaryAnn Drolet
Rhea Cosentino

News from Our Studies

The HAPI Heart Study

The Sitosterol Study

If you have already participated in our osteop@ osi
coronary artery calcification study, you are eligifor
a new study to investigate how genes interact with
lifestyle factors, such as stress and diet, toechesirt
disease. These studies will provide to our volustee
free testing for heart, kidney, thyroid, and liver
disease, anemia, as well as other special tes¢s. Th
study will be conducted over the next 3 years. ated
over 50 Amish volunteers have participated in this
new study. If you are interested in this studgagke
call the Amish Research Clinic at 717-687-8371 or
write to us.
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Sitosterolemia is a rare disease in which levelslarft cholesterols
(fats) in the blood are very high. This can lea@arly heart
disease and death, sometimes in childhood. Indisdwith
sitosterolemia have two copies of a particular fofra gene that
controls how the body transports plant fats in antof the blood.
The Amish Family Sitosterol Study was started yaiar to help us
compare levels of plant fats among individuals wawe one or

zero copies of the form of the sitosterol transpogene that causes

sitosterolemia. Scientists have not previousldigt this question
in otherwise healthy adults. To date, over 40 Anvislunteers
have provided blood samples to help us begin tochdar answers.
We hope that new knowledge learned from this stuitlyhelp
provide new insight into the relationship betweastihg blood
plant cholesterol levels and heart disease. Whkttieose who
have volunteered to participate in this new stualy wish you
much happiness during the holiday season.
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Amish Family Diabetes Study

Diabetes is a disease in which the level of sugdre blood is
elevated. This can lead to eye, kidney, nerve bdoad vessel
problems. The Diabetes Research Clinic was eskaalis
February 1995 to identify genes that predisposhiabetes. To
date, we have seen over 1400 Amish volunteershawd helped
over 190 diabetic subjects to take control of thigbetes.

In the laboratory we have identified regiomschromosomes
1, 14, 15, and 18 that are likely to contain diabegenes. We ar¢
working with six other research groups around tleldvto find
the diabetes gene on chromosome 1. Indeed, thehAraisiily
Diabetes Study may hold the key to identificatiénhis gene,
which may also be relevant in Native Americans,néke, and
whites.

It is our hope that these new discoveriesedd to better
medications for patients with diabetes and alsoalls to
identify individuals at risk for the disease sottith@an be
delayed or prevented.

We thank each and every one of you for youtigpation.

Amish Family Longevity Study

The goal of this study is to identify genes tha&alfor a long
productive life and to understand what these gdoesTo date,
17 Amish men and women aged 90 years or older have
participated, as well as 83 of their children ahiddcens’
spouses. Already we have learned that people iwbad an
older age tend to have parents and other clostvedavho have
also lived to an old age. In the coming years agehto gain a
better understanding of why some people age maeessfully
than others. We would like to thank our particigaior helping
us in this unique study.

Amish Family Hypertension Study

Hypertension or high blood pressure is a commoordées that
predisposes people to heart and kidney disease.résult of our
research in the Amish, we have identified a region
chromosome 2 that harbors a gene related to hypéote This
region contains only a handful of genes (from ntbes 30,000
in total). With your help, as a participant of thmish Genetics
of Hypertension Study, we are well on our way teniifying
which of these genes increases susceptibility pegnsion.
Identification of hypertension genes will help tedt and prevent
hypertension, heart disease and strokes in millidqeople. We
thank you for your participation in this importasttdy, and wish
you and your family health and happiness during ftinliday
season.
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The Amish Family Osteoporosis Study

The Osteoporosis Research Clinic was establishibthich
1997 to identify genes that predispose to oste@m(weak
bones). Osteoporosis is responsible for hip frastim older
people and can cause loss of height and chronic o in
others and other complications. Identification sfemporosis
genes will lead to better medications for patievith
osteoporosis and also allow us to identify inditsuat risk for
the disease so that it can be delayed or prevemséth your
help, we are well on our way toward meeting ourgjo&ince
the Osteoporosis Research Clinic opened, we haresesr
1,000 Amish volunteers. Over 800 genetic markekgelbeen
measured from blood of each volunteer and the Bdarc
osteoporosis gene is now underway. We thank eatleeary
one of you for your participation.

Amish Family Osteogenesis | mperfecta Study

During the course of our osteoporosis study, watitled
several individuals with a rare bone disorder chlle
Osteogenesis Imperfecta (Ol). Ol is a genetic disothat
results in brittle bones and many bone fracturase¢hn be
painful and debilitating. We can easily identifyeafted
individuals from a blood sample. Early diagnosid &neatment
can help people with Ol to prevent fractures. We@eased
that of our research on Ol offers direct beneéitéimish
families with Ol and to the Amish community.

The Amish Family Calcification Study

The Amish Family Calcification Study was designedetst
whether heart disease runs in families and whetbeple with
osteoporosis are also at high risk for heart dese&¥e are
measuring the amount of calcium present in theblassels
of the heart using a special x-ray, called EBCTCHER:an
detect heart disease in its early stages and candzkto
identify people at risk for heart disease so thaasures can be
taken to prevent heart attacks. Over 350 Amislestbhave
participated so far. Analysis of the informatiailected so far
indicates that many people with high calcificatiortheir
blood vessels also have high blood pressure. We &iso
learned that the amount of calcification peopleehdoes tend
to run in families. Over the next 3 years we wilhtinue to
offer this test to members of the Amish Family @gtarosis
Study as well as other members of the Amish comty




