THE FA FAMILY NEWSLETTER
c/o Lynn & Dave Frohnmayer
2875 Baker Blwvd
Eugene, OR 97403
(S503) 6B6-0434

WELCOME!

This is a first attempt at an
informal newsletter. Many of you
expressed the desire to communicate
in this wayy, and to share family
‘experiences.

Our apologies for the delay in
getting out this first issue. We
waited to hear back +from as many
families as possible, and then got
caught by- the usual holiday rush.

- %A Your contributions to the
newsletter . are essential. This is
“your: vehicle for communicating and,
+if". it is to succeed, it must be a
shared-,. project. We hope others
will actually take responsibility
for producing future issues.

A Final disclaimer. We are
not medical experts, and we cannot
dispense medical advice. Any

houghts related to medical care
Ahich vyou may hear through your
association with other FA families
should always be discussed with

your own doctor.

NOTED RESEARCHER VOLUNTEERS TO HELFP
AS ADVISOR FOR FA SUPPORT GROUF

Arleen " D. Auerbach, Ph.D. of
the  Rockefeller University has
generolsly agreed to lend
assistanceé ‘as an advisor to our
informal group. We are deeply
grateful.

Dr. ‘'Auerbach’s research work

on . Fanconi Anemia 1s well known and
;highly ' régsSpected. You or vyour
;physician ‘may. . have seen her recent

work on @ prenatal - detection of FA

(Pediatrics Vol. 76 No. S
‘November, 1985). Dr. Auerbach has
sent a brief research update

reprinted inside on page 3.
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NOVA SPECIAL ON GENE THERAFY

In November, FBS stations

across the country broadcast a
fascinating hour—-long NOVA special
on the potential of gene therapv.

Watch for re-runs. We may be able

to secure permission to get VCR
copies. Write if wyou have an
interest in viewing this program.

We know that gene therapy for FA is

probably many years away, but it is
exciting to know of SO many
scientific breakthroughs.
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Seventy-fifth Anniversary
THE ROCKEFELLER UNIVERSITY HOSPITAL

1230 YORK AVENUE - NEW YORK, NEW YORK 10021-6394

An International Registry of all known Fanconi anemia (FA) patients
has been established at The Rockefeller University. We are trying to
cbtain information on as many patients with this syndrame as possible.
The information is provided by physicians treating patients with FA or
by examination of patients referred for study by us at The Rockefeller
University Hospital. The RU Hospital is a clinical research facility in
which only patients with diseases being investigated by RU faculty mem-
bers are evaluated. We believe that by gathering detailed clinical, ge-
netic and laboratory data on a large number of patients with this rare
disorder, we will be able to address questions relating to diagnosis,
the natural history of the disease, prognosis, and treatment. Our ulti-
mate goal is to learn about the molecular basis for the disease.

Data from approximately 100 carefully studied patients in the Reg-
istry are currently being analyzed. Preliminary findings indicate that
the clinical diversity of FA patients is much more widespread than pre-
viously recognized. Patients may have severe, mild, or no birth defects.
The anemia most cammonly begins between the ages of 5 to 10 years, but
may begin as early as two months, or as late as 30 years of age. This
diversity makes clinical diagnosis of FA difficult to establish, and
patients and their siblings should have special cytogenetic testing to
confirm their diagnostic status.

We have recently developed a laboratory test for prenatal diagnosis
of FA, which can be performed in either the first trimester of pregnancy,
utilizing cells obtained by chorionic villus biopsy, or in the second
trimester, by amiocentesis. We have now studied approximately 40 preg-
nancies at risk for FA, and there have been no apparent misdiagnoses.

We welcome correspondence from FA families with questions about
research on this syndrame.

Arleen D. Auerbach, Ph.D.
The Rockefeller University
1230 York Awvenue

New York, New York 10021
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Abramov, Donna & Peter
10 Simmens Drive

East Islip

New York 11730
516-277-3428

Burns, Larry & Sheila
713 Lockhart Gen. Del.
fluenweq

HO 44841

417-624-7039

Campbell, Joseph & Joahn
#.0. Box 25

Starkville, #5 39739
601-324-3603

Ceresa, Bail

6B Cedar Hollow

Linwood, New Jersey 08221
£09-927-1327

Connally, Hrs. Kathleen
{2 Hubbardsten Rd.
Dorchester, Mass 02125
617-823-5845

Davis, Christine

1120 Carmelita Ave.
Sacrasento, Calif. 93838
916-927-7293

Deeks, Dahne L.
131 King Street
Nutley, N.J. 07110
201-461-4213 (Hone)
201-751-5539 {Work)

Frohnmayer, Dave & Lynn
2875 Baker Blvd.
Eugene, Ore. 37403
503-6B4-0434

Bannon, Ms. Susan T.
10 Rolling Ridge Rd.
West Milford
N.J. 07480
201-728-3823

Gardiepy, Mr. % Hrs Eugene
424 East °D* Street

Iron Mountain

Hichigan 49801
904-774-0205

Brieco, Patricia & Joseph
9 Crystal Lane

East Northport

New Yark 11731
516-368-5778

Harden, Ruby

P.0. Box 23

Winter Haven
Florida 33882-0023
813-324-1141

Halteh. Ousama & Souha
491 Richmond Dr. #2
Hillbrae, Calif. 94030
(413) 492-5432
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Montella, Anthony & Theresa
38 Weiner 5t.

Staten Island

New York 10309
718-948-8942

Morgan, Griff & Cecilia
Rt. &7, Bx BE
Cullouhee

North Carolina

28723

704-293-5535

Newman, Al & Jaan
467 E. 84th St
Brooklyn

New York 11235
718-209-14351

Satterlee, Ms. Cecelia
33 #nellwood Rd
Hilford, Ct. 08460
203-877-3512

Sikora, Cindy
23601 Harshall
Dearborn, Hich
48124
313-561-4758

Wasserman, Vicki

474 Ontario Street
Albany, Hew York 12208
518-438-1784



