LY

ICHTHYOSIS
FOCUS

VOLUME &, NUMBER 3 SUMMER 1987
Fublisned Six Times a Year by volunteers of F.1.7.5.7., P.0. Eox 410453, San Francisco, CA 94141 (formerly The National
Ichthyosis Founcation), Telephore '415) 591-153, FL.I.R.5.T, is 2 non-profit California corporation for the benefit and
soucation of its memberc and the public ragardlnﬁ medical, psychologizal and soc1a1_a5fects of the ichthyases, a fasily of
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Well, I'd like to start off with a big tnank you o all of you who responded to cur first "It'z May -- Renew Your
Hembership® campaign, About 100 of you responded, and quite a few not anly renewed their ragular memberships, they renswed
their patron, contributing, or sponsaring membersnips. We'd like to especially thank The Fraternal Order of éagies of
Austinwood, Ohig; The Hilitown cions Ciub of Willtown, New Jersey; Dr. Leonard Milstope, Reba H. Banscn, Mrs. Charles
fogers, Jessie Deelsy, and Walter Foxe for their particularly generous respanses,

A speciai thanks toe, ta Julie Maeder of United Color, Inc., a printing company in Cliffside Park, N.J., which
specializes in postcards, Mre. Maeder offersd to print =ome postcards for the foundation, and thanks to ﬁer, WE nowW nays
up-to-date thank you cards to send to people who make 2 donation or send in their dues. Many of you have received thank
you cards recently, 1t the card wss a lovely glossy one that used our new name, 1t came fros Hrs, Haeder and her company,

Jkay -- that’s the gcon rews. The bad news iz that although 100 resgcnses 15 haartening, 1t’s actually just a tiny
percentage of our tatal membership of thousands, Wiat about the rest of you? If you forgot or just didn’t get around to
responding in May, why not renew your membership now? Ke realize, of course, that some of you hao renewed just prior to
the membership drive, but as for the rest of you...... won't you pull your cen weight? He realize dues are semi-voluntary
because we want to be able to offer our services to all, regardless of ability to pay, but we also have a number of
gxpenses and need tne support of everyane, 14 every person on the mailing list paid the just minipun anpual dues of $15,
we'd have an annual income cf $30,000! He could offer a lot of services with that much money, and We’d have it if sach
member paid just the minimue duss ezch year, How about you?
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I"d like to remind everyone to please use our new name and address: F.I.R.8.T., P.0, Box 410453, San Francisco, CA, 94141,
Some of you are still sending matl to our old Bslmont addressy so far, 1t still gets forwarded, but tnat courtesy won’t
last forever, so please get into the habit of using the new address. And it’s just as important to Use our new name;
we’ve still been oetting a few checks mace gut tc %.I.F.. and this, togc, can juickly became awkward,

And we’'d Tike to be using your rost accurate and up-to-gate address, toc, but we don't know what that is unless you
tell us, It rou cnange your address, let us know. If you stap oetting Focus, let us know. If you refer someone to us,
they sign up to become members, and then they don’t start getting Focus,,,let us knoWw. Aéter nearly every issue of Focus
gets matled, we get a batch back with changes cf addressi we have ta send them back again, at a clight cost, but at least
He EEt the new address and can up-date the computer’s mailing list, so we don’t amind & bit., But we also get newsletters
back with no intormaticn at all; just a "return to sender® stamE, or “no such address® or "not at this address.” Messages
Iike that make us cad, but there’s nothing more we can do eucept to delete the name and address froa the computer and hope
the person in question gets in touch with us; we certainly can't get in touch with them -- we don’t have the rignt
address! And every so often we get & letier saying, "I sent my name and address ano a year’s gues two years ago but 1
never heard another thing. Here's my manzy —- {’II try 3gain., Haope to have better luck this time," Now that's really
depressing! Ke don’t want anyane to go for a year or two, or even much more than a month or two, without getting a
response irom us, 5o -- if your Focus stops coming, 1t a potential new member writes in and doesn’t hear anything back --
follow up an 1t! We won't get upset, I proaize, if: may be that we're just & little benind, or it coculd aeap thag We reat
your handwriting wrong, or made some other error.... Whatever, we want the cpportunity to fix it -- right away! And ore
mare thing == it you send us a change of address, it would help a lot it you would include the label n?f vour most recent
Focus; it makes it easier for us to find the old address angttQEn correct it,

1
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Sanples of Agua Glycolic lotion from Merald Fharmacal, Richmond, VA, are still available, free of charge, through our Vice
Fresigent, Ellen Rowe. Anyore who would like 2 sample may request one from Ellen, 4314 Secret Irive, Raleigh, B.E., 27612y
(9191 BAB-3B21; it will be shipped free of charge,

- A number of our members, particularly those with Lamellar and CIE, find this lotion to be quite helpful, especialiy
i used at least twice a day for several weeks, It helps with shedding, and then witn keeping the skin from building up
anain, Henry Kamps, president of hHeralg, hes aiso offered to seil the product wholesale to members of F.I.R.5.T. Agua
5lycolic can be purchased at €4 for an B oz, sottle purcnased 1n case lots of 12, or individually, through Elien, Samples

are 2 oz,
I 084
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Every year 1t seems as though it’s conference time before we know it, time to start thinking about the next conference when
1t seems as though the last one 15 still fresh in our pemories. Well, that’s doubly true this year, because we’re planning
on moving the conference up a tew months, to October instead of Decenber, Hopefully, that will pake 1t more convenient for
peaple by getting us a litﬁle further away from the holidays,

We nope to have the conference somewhere in the Northeast, possibly Connecticut, [It's hard to imagine anyflace
prettier than the Northeast in October, with its clear blue skies, crisE ailr, and ﬂnrgeuus red uranee and yellow trees,
Plans aren’t quite complete yet, so we can’t give you all the details, but we would like to lat you know as so0n as
possible sp you can try to leave your calendar free for (ctober, He' i1 give you all the details as spon as we possibly
can, probably with a special mailing dedicated Friuarily to the up-coming conference, Meanwhile, think Fall!

And speaking of conferences, we’re still getting nice comments about our last conference in New Orleans, Even
people who were unable to attend have written to us after reading the report on Dr. Wilber Betts® presentation in the last
155ue of Focus, Dr, Betts' coaments on the social and psychological aspects of ichthrusis sparked these resgnnses:

*Your last article, Dr. Wilmer Betts', on accenting a disease was very helpful to us, He're trring o keep (our
five-year-cld's) 1ife as normal as ever and working on his self-esteem every day. The article was excellent!®

And, froe an adult with ichthyosis: "“Dr. getts’ report to the Conference was right on target as to the importance
of the parents’ acceptance of their child’s ichthyosis, {My ichthyosisl was perceived as a problem no different from
another child’s asthma, hearing loss or any other minor ﬁhysical problem. I was taught early how to explain the basic
facts of my skin condition to strangers whiie assuring them that it was not painful or physically debilitating....It is of
utmost imgnrtance to reassure fuun? peoEie and their parents that they can, despite their conditicn, have happy, fulfilling
lives with children and close family relationships.”

Our thanks to Dr, Betts for sharing his insights at the conference, ana our thanks, toc, to those of you who toof
the tire to write and tell us that you liked the article. i‘iittls positive teedback does us all a world of good!
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Earlier this year the Board of Directors of F,1.R.5,7, voted to set up & smail grant to support research into ichthyasis,
Announcement of this grant wWas sent out to dermatologists, heads of dermatoclogy departments at hospitals and universities,
and to professional publications. We repeat here the announcement of that grant in hopes of reaching all people involved
with or interested in ichthyosis,

“The Foundation is pleased to announce its first Ichthypsis Research Grant in the amount of $1,300. A Grant Award
Committee, comprised ot three members of the Board of Trustees and two members of the Medical Advisory Board of the
Foundation Hjlf choose the Grant Recipient who will be announced December !, 1987, in conjunction With the meetings of the
American Academy of Dermatoloay.

"6rant funds will he awarded to an indivicual or oroanizationis) for ongoing ar future medical, pchhuln ical or
social studies in subjects directly related to ichthyosis, Applications for the grant are available froa F.I.R.5.T.,

P.0. Box 410453, San Francisco, CA; 94141, ard must be received by this office no later than November I, 1987, Details
about requirements, procedures, and eligiﬁility will be =sent out with the applications. Inquiries or requests for
applications may be mace to that address, or call A15-391-1653,"

We hope that anyone interested in doing research related to ichthyosis will apply for the grant. And we hope
you' 11 pass on the news of the grant to anyone you feel maytgi‘;nterested.
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i ST. PATRICK®S DAY -- 111
§18 1T WAS NO BLARNEY FOR F.I.R.G.T.! 44
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I like holidays. I especially like holidays that don’t take themselves too sertously -- like Hailoween, April Fool's Day,
or St. Patrick’s Day. Now there’s a holiday with a sense of humor!

Although iqu of fun, though, 5t. Patrick’s Day 1987 provided F.I.R,8.T. with some needed funds, or at least the
opportunity to try to get some funds,

In Oklahoma, the ever-faithful Hoose Lud?e thnu?ht of F.I.R.5. T, during its annual St, Patrick’s Day Dance. A
neaber Eut up a Pusler With a big stone on 1t, along with a donation box, A message read, "Kiss the Blarney Stone and make
a wish,” We don't know how many moose actually kissed the stone, but thev sent F.I.R.5.T. $27 -- and that’s no blarney!

Here in San Francisco a local radio station remembered that St. Patrick chased the snakes from Ireland and
celebrated the day with a snake raca, Tnat's right, non-profit agencies thrnu?haut the Bay area were invited to race
snakes, real live snakes, down a track, all to earn $1000 in cash plus #1000 of air time for the first place winner. It
Was B.Q.D. Snake if you had ong, but it not, one was provided,

F.I.R.5.T, needed the money and the publicity, so we decided to enter. Eesides, it seemed just so parfect --
1pagine, a scaly creature winning money to fight & scaling skin disease! We did win the first heat, but then got out-
slithered by a reptile named Homeless Rarry during the finals!

Helr, 1t made for an amusina morning, but nothing more! Will we try again next éear? Probably not. He ijust
couldn’t help but feel that the snakes would have preferred to be anywhere but downtown San Francisco racing down wooden
shutes, surrounded by shouting humans in areen T-shirts, 1 quess when you have a scaling skin disease, you just can’t help
but feel a bit of empathy for other scaly creatures -- evan‘Hhen they’re long and thin and slithery!
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ARTZONA
CALIFORRIA

CONNECTICUT

FLORIDA
BEORGIA

ILLINDIS

INDIANA
HARYLAND

NASSACHUSETTS
HICHIGAN

NEW JERSEY
NEW YORK

NORTH CAROLINA

OH10
OKLAHOHA

OREGON
PENNSYLVANIA
UTAH
VIRGINIA
HASHINETON
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Ronald €. Hansen, M.D., Section of Dermatology, Department of Internal Medicine, University of
Arizona Health Sciences Center, Tucson, AZ, 85724, 602-626-6413 :

Peter Elias, M.D., Chief, Dermaztoloay Service (150}, Veterans Administration Medical Center,
4150 Clement Street, San Francisco, CA 94121, 415-750-2091 :

Ervin Epstein, Jr., M.D., Room 29, Buildin? 100, San Francisco General Hospital, 1001 Patrero
Streef, San Francisco, (A, 74110, 315-444-8282 : ;

Nicholas Lowe, M.D., FRCP FACP, Division of Dermatolagy, 52-121-CHS, UCLA School of Medicine, UCLA,
Los Angeles, CA, 90024, 213-825-2765 : _ :

Gerald Weinstein, M.D., Departaent of Dermatology, UCI Medical Faculty broup, University of
California at lIrvine, 19722 MacArthur, Irvine, CA, 92715, 715-856-1u55

Hary Williams, M.D., Deriatclugv Service (190), Veterans Adminictration Medical Center,
4150 Clement Street, San Francisco, CA, 94121, 415-750-2091

Sidney Hurwitz, M.D., 2 Church Strest South, New Haven, CT, 06519, 203-776-0600

Joseph Mcbuire, M.D., Department of Dernatnlugx S00LCI, Yale University Medical School, 333 Cedar
Street, New ﬁaven, CT, 06510, 203-785°4093 : :

Leonerd Milstone, M.D., Department of Dernatulugl 300LCT, Yale University Medical School,
133 Cedar Street, New Haven, LT, 04510, 203-932-5711, ext. 252

Lawrence Schachner, M.D,, 1330 NW 10 Avenue, Room 301, Miamy, FL, 33134 . o )

Mary K. Spraker, M.D., Departaent of Dernatulugx, Emory Un:versiif School of Medicine, 207 Woodruff
emorial Building, Atlants, 6A, 30322, 404-727-5872

Nancy Esterly, M.[., Division of Dersatolagy, Children’s Memorial Hespital, 2300 Children’s Flaza,
Chicago, IL, 60414, 312-880-4498

Arthur Norins, h.D., 1100 West Michigan, Indianapolis, IN, 46202, 317-630-6691

Laurem:te}l(-;.1 ggilggb H.Doy N.I.ADDK,, Room 405, Hestwood Building, W.I.H., Bethesda, HD, 20892,

=896-1326

bary L. Feck, M.D., Dermatology Eranch, National Cancer Institute, N.I.H., Building 10,
Room :2N238, Bethesda, MD, 20205, 301-494-2481

Howard Pb ??gen. H'B%‘ Hg;ren Building, Fifth Floor, Massachusetts General Hospital, Boston, MA,

2 ' &l?-?;.é'l{: 3

James E, Rasaussen, M.D., University of Hichi?an Hedical School, PC 1910/0314; 1500 East Hedical
Center Drive, Ann Arbor, MI, 4B109. 313-934-4085

George Thorne, M.D., Ortho Fharmsceutical Corporation, Raritan, N.J., 08876, 201-524-8014

Carl Ehpann, M.D., 100 Forest Avenue, Buffalo, M.Y., 142137, 71-887-3428

Irwin M. Freedberg, M.D., Department of Dermatology, NYU Medical Center, 550 First Avenue,
New York, N.Y,, 10016, 212-340-5243

Lowell A, Goldsmith, M.D., Dermatology Unit, Universitz of Rochester Medical Center, P.0. Box 697,
501 Elawood Avenus, Rocnaster, N.Y., 14642, 715-275-3871

Robert A, Briggaman, M.D., Dermatclogy Departsent, North Carolina Memcrial Hospital, Chape! Hill,
N.C., 27514, 919-848-3322

Frank W, Yoder, M.D., 29 West College, Westerville, OH, 43081, 414-8%0-708

Paul 0. Shackef*ard. H.D., St. Jonn"s Daoctor’s Building, 1705 E, 1%th Street, Tulsa, OK, 74104,
918-743-2549

Helocie Buxman, M.D., 16552 SH Boones Ferry Road, Lakelﬂsne?n, OR, 97034, 503-635-9221

Eugene Van Scnlt,_n.ﬂ., Skin and Cancer Hospital of Philadelphia, Dera'tnent of Dermatology,
Temple Unlvsraztg Health Sciences Center, 3322 North 8road Street, Philadelphia, FA,
15140, 215-221-35928

Beraid BéUKreg?e;é ;.D., Divison of Dermatology, 30 North Medical Drive, Salt Lake City, UT, 84132,

1-581-7H3

Feyton Weary, M.D., Departaent of Dermatology
Charlottesville, VA, 22908, 804-524-5

karen A, Holbrook, Ph.D., University of Haah;ngtun Schopl of Medicine, Departaent of Biological

.. Structure, 5M-20, Seattle, WA, 98195, 206-545-3752

Virginiz P, Sybert, M.D., Children’s Orthopedic Hospital and Medical Center, 4800 Sand Point Way

NE, 7.0, Box C5371, Seattlaitzii 98105, 206-528-2000

Box 134, University of Virginia Medical Center,
115
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Hassachusetts Rep Cindy MacEachern has asked people in her area to get 1n touch with her. She’s hoping that it
there’s enough interest, perhaps she can start 3 Massachusetts chapter, but she can’t do it all by herself, 50...ese.
teanwhile, all members are urged to get in touch with their local reps. Let them know you're there, let them knaw how they
can help you or how you can help thea. Reps can be a wonderful comsunity resource, but only if you reach out, get 1n

touch..vus

A complete and updated list of F.I.R.5.7. raps appea;iluﬁ the next page,



ICHTHYOSIS FOCUS - SUMMER 1987

ALASKA

ARTZONA
CALTFORNTA

COLORADD
CONNECTICUT
FLORIDA
GEORGIA

1DAHO
10WA

ILLINDIS
INDIANA

KANSAS
LOUTSTANA

HASSACHUSETTS
HINNESOTA

HISSIGSIPPI
HISSOURT

NEW JERSE(

NEW NEXICO
NEW YORK

NORTH CAROLINA

OHIO
PENNSYLVANIA
SOUTH CAROLINA
TEIAS

VIRGINIA
WASHINGTON

CANADA
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CURRENT REPRESENTATIVES AND CHAPTERS
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Catherine A,

Gina Hergland, 625 East Richmond

Joanne Empey
Al and Lois Enze
Carclyn Gramlich
Elaine Letlar, §

14417 Cabell, Bell

nbacher
1390 Lo
53? lloaing

Linda Morell, 4852 Elbendar, La

Joann Wineberg,

801 Roxbury Cour

gnette Finstad, 1606 Harika Road, #4
Shelly Menzia, c/o Shungnzh Schaol, Shu
frott, 5402 E. 30th, hpt.

Fresn
%luner,

4432 E, Sycamore, Orange, CA,
chran, Sigi Valay, CA, 930
rive, Lakeside,

alma
t, fints

Fairbanks, AK
nonak, AK, 9977
F=4, Tucson, AZ
o, A, 93710, 2
ba, 50706, 213

63,
(R, 92040,
CA, 90623, 714-
ach, CA, 94509

99701, 907-456-6842
3. 907-437-2146

85711
09-431-3776
~920-7263

92669, 714-b33-2597
B05-524-0945
619-443-2922
761-0705

Mrs, Carter Wood, 848 12th Court, Manhattan BeachL CA, 90244

Cancy Ballant

ree

Patty Winnett, 4455 Bradfordville Road

Bath Hill

floute
hay HcEall,

Foger % §

i, Boy 1350, 8lairsville,
P.0, Box 231, Lincolnton, GA,
Caral Lambright, 3547 Chuck Wagon Avenug, Boise

1ke De Witt, &304 North View Drive l

Hrs. Ann Eeci, 305 Monroe, Emmetsburg
Bill Geismann, 413 7th Street, Wilmette
Linda Waisel, F,0, Box 71, Hidalgo, IL, 62432

Tony Boswell, 514 Gatewood, Apt. 3

yre, 1558 So, Meate Street, Denver, L0 |
Hr. and Mrs, Thompson, 349 Silver SErin
David and Alese Kummer, &9 Church §

?s Court, Eu‘ar
y Seymour, CT
iallahassee, #

6A, 30512
30817, 404-3
1D, 8

jt, 3. C
I, 50536
. 1L, 60091, 3

0219

ado Sgrings, €0, 80919, 303-598-8020
05483, 203-8B88-0037

L, 32308

89-7102

3701

edar Falls, IA, 50613, 319-246-0038

2-251-8359

Marion, IN, 45952, 317-642-9493

Sharon Cole, &1 Colonial Drive, Hiilialsburg Manor, 5t. Calparso, IN, 46383, 219-4#4-1598
JoAnn Kehrt, Route 1, Box 22, Pendleton, IN, 44063, 317-778-4140

Roxane Salazar

Brenda Lyle, 515 Barrow Street, Mor

Mary Williams, R
Sammy Williams,

6705-3 McCleltan Loop, Fort Rill

Box 130C, F

t 1
{, Box 130

Route

tli
ranklin
E, Fran

Cynthia MacEachran, 46 Wilaor Road, Tuﬁ
Paula Kay Lange, P.0. Boy 325§tUtica

Judy Rhein, 304
Andrea Thorn, Ro
Jayne Engelbrech
Caral Kuhlman, 3
Brenda Hurdock,

Thelma Thomasson, P.0, Box 117, Imperial,
1408 Hilliams Drive, Wali, N.J,
y 02 Juniata Avenue, Delran,
North Brunswick, N.d., 0

Joe Balluccio
Frances HcHuah

Fat Mondi, 789 L

East Sidne

Pau[,

Y, kS
Eitz, LA, 7038
LA, 70538
kin, LA, 70538
sfield, HA, 019
N, 55979, 507-9
i, 55107, &12-

L6442

B3, 616-887-8055
32-458355
227-4528

Y
tue 2, Box 5460, Jackson, M5, 39209, 40[-3456-5254

t
ib E. NcPherson
1005 Roanoke, Bl

inwood Place,

Route 2, Box 394, Newburg, MO, 65550, 314-762-2334

Knob Nastor, MO, 653346, 815-563-2043

ue Spri

Lucille Leyba, P.0. Box 217, Penasco, K

David & Linda Wood, 1319 Van Cleave N.H.,
647 Latta Road, Kochester, N.Y., 144

Debra Butler
Joyce Cnnneeir,
Donna De Angelis
Carol Licalzi, 9
Marisa Mandia, 2
Hrs, Ellen Rowe,
Shirley Wilies,

Geraldine School

ngs, MO, 64015,
Blo. b2

07713,
N.d., 0807

M.y 87553
ﬁlbuquer?ue,

9
Fa

816-229-7211

5201-631-6824
8902

N.M., 87107, 505-344-4474
716-621-8742

35 Buckinghan Drive, Dix Hills, N.Y., 11744

Route 2

Dill Brook, Box 93-1A, Petersburg, NY, 12138

7 Poplar Street, Barden City, N.Y., 11530

831
er, 1410 Welli

n
Pat Guiliana, 12535 Deerrun Rcag |
Sarah Massey, 125 Blueridoe Drive, Fountain Inn, 5.C., 29444, B03-862-4533
Kathryn Ottoc, Concord Apartments, #H-4, Anderson

Hona
Kath
Janet Weary, 110
Margaret Jacobse
glice Johnson, 2
Mr. and Mrs. hic
Valerie Nunrog,

Ha?nnlia Orive,
n

03 W, Sth, Chene
hard Kelly, 1230

ton Dri
, Phila

. Heinz, 3320 Balomede, Lancaster
Rogers, 7208 W, Rim, Austin, TX
thario

g, WA,

esil%e, Nﬁﬁ'
ve, Dayton
delphia, PR, 18

§.Ct
y Th 78135, 21
78731, 512-345-

§ Imgerial Drive, Miskayuna, N.Y., 12309, 518-393-5929
Secret Drive, Raleigh, NiCuy 274
Route 4, Box 728 G, Fayet

12. 919-848-3821
, 28304,

43410

154, 215-437-7220

y 29421
4-228-4604
0614

tteville, VA, 22901

79004

2525 9th Avenue NW, Seattle, KA, 9B177. 206-3462-3134

50, East 73rd Flace, Renton, WA, 98056

2492 W, 45t fivenue, Vancouver, British Columbia, V&N 208, Canada
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s you may have noticed, we have added a number of names to our list of local representatives, and we’d like to thank all

those new volunteers who have agreed to be resource
thank all those faithful people who have so

ichthyosis comaunities for so lon%. Hea

and let me know, lmmediately, if

know.,

a few hours each month sharing information and

nWh1

ersons in their neighborhoods,

So. Muskogee, Sapulpa, OK 74046 (Tel: 918-224-9099) for details,
Representatives who change their address are asked to let Betty and Focus Know about the move as soon as possible,

gase contact

q This 15 also an opportunity for us to
?eneruus y given of themselves over the years, quietly serving their lacal
: e, I’d like to ask each of you to read and check your name in the above list
here is any error, misspelling, or other prablep with the ent
retyped from scratch, Thanks again to all of you, &nd once again, if anyone else would like to volunteer
We nesd informal representatives and iupgart persons in every state and major city. How about uu5
being there® for someone in distress? Pr E

ry as the list has been

please lat us
Would you spend

etty McMasters, 1638
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A New York meaber who has ichthyosis on the palms of her hands and the soles of her feet says she Ee;s grsat results from
Keralyt, a prescription product from Westwood Pharmaceutical in Buffalo, N.Y. She says the product is fantastic,” and
excellent for softening the thick skin on her hands and feet.

This 1sn’t a Hot Tip, exactly. It’s more like a request for a Hot Tip., A New York nember would like to know 1f any other
members hiave found an insurance company that will cover expenses related to ichthyosis. Her son has EH and she says their
oresent carrier for health coverage has "excluded anything to do with my son’s condition.” - So, if anyone has been
tertunate enough to find an insurance company that will recognize the expenses involved with 1chthyosis, perhaps they would
senc the nase of that company in to Focus, along with any pertinent information about the company. I'm sure that finding
such a carrier would be 2 baon to manv members, not just tﬁ%tggi in New York.
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Hany Focus readers probabll Wish they could read their newsletter without ever coming upon a request for money and frankly,
#e wish we didp’t have to keep asking for it. Unfortunately, though, money 1s the grease that keeps our various wheels
turning, and the bigger we get, the more wheels we have to grease,

Right now the foundation 1s growing, with lots of new projects in the works -- and that’s good, What's more, one
of those projects is 2 big publicity cas al?n. and once that’s underway, we expect to grow even sore -- and that’s better
still, But to keep things moving through all that growth we need nire:iian, and the foundation’s leadership teels that the
time has come for some paid help,

At a aeeting of the Board of Directors in June, the board members voted to hire a part-time managing director to
keep on top of foundation business and keeP things running saacthlr. The board feels that we are getting a little too big
to depend entirely on volunteers, Naterally, we'll always need vo unteers, as many good ones as possible, but from a
leadership point of view, to coordinate things, to keep thes all moving forward, we need somsone in charge. The board,
therefore, voted to look for a part-time director.

We anticipate that we will need $500 a month for at least a year. Initially that money will have to come fros the
membership; hopefully, after a director has been working for us for a while, there will be enough results from fund-raising
eftorts to provide money from cources other than our membership, That is 2 big goal and one which, if achieved, will amake
1t unnecessary for us to have to keep putting pleas for money in every issue of Eucus. But we have to start somewhere, and
that somewhere 1s you, the membership, I+ you can possibly support the foundation, now is the timej 1f we can get enuugh
aoney from you now to get us started with a qood part-time director, naybe we won't have to ask for anything more than dues
from ruu in the future. And what about those of you who haven’t paid dues? 1f every mesber of the foundation paid his or
har $15 ﬂer year, #e'd have 3 times the $500 a month we need!

e need ?uad leadership, and we need 1t now, And just as important, we need to know that you support the
foundation’s goal of good leadership. Ly
!
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We know that right now, susmertise, is the very faverite tise for many of our readers, The wara husid weather is auch
kinder to {uur skin than winter’s harsh, dry cold, and many of you EHJDK spending as much time as possible at the beach.
The benefits of the seashore, however, are not without their downside, though, as this timely guestion from ane of our
meabers illustrates, Answering the Tel! Me, Doctor, question for this issue is Gary L, Peck, 0., Senior Investigatar,
Dersatalogy Branch, National Cancer Institute, NIH, Bethesda, MD. Dr. Peck iz a member of our Medical Advisory Board.

8. I've noticed that my ichthyosis improves a lot in the summer when i spend a lot of time at the beach in the sun.
But I’ve bsen readin? a lot about exposure to the sun causing skin cancer, and 1 worry that having ichthyasis may make ae
nore susceptible to this cancer, Also, I wonder if the early signs of skin cancer, such as chanﬂe in :u{nr or textura,
would be hard to detect on my kind of skin. Ae I taking an extra large rizk by being in the sun?"

A, First, sy answer assumes that vou have Lamellar Ichthyosis which involves the face. Second, I believe your
summer 1mproveaent may be the result of skimming at the beach and the increased humidity during the summer, rather than
from sunlight exposure, You could test this yourself by ueing sunscreens and sitting under an umbrella the next time you
a0 SNImMIH? at the beach, Thirdly, you raise a good question about the ability to datect sunlight-damaged skin in patients
with Lamellar Ichthyosis, Certainly, tf the skin is left untreated, the thick scales naz cover a small skin cancer.
Conversely, effective therapy of the ichthyosis will allow adequate examination of the skin for the presence of skin
cancers, Finally, I know of no information that indicates that ichthyos:s patients are more prone to the development of
skin cancer, My assumption would be that tne thick scales of untreated Lamellar Ichthyosis would, in fact, help block out
sunlight and reduce the risk of sunlight-dzmage, Wit



Just a Reminder -- Ichth‘nsis Focus is sent out six times a year to members of F.I.R.5.T. The annual membership » - **
tee, due in Ha¥, is $15 for a regular member, $25 for a contributing member, $30 for a sustaining meaber,
=ontribution of $75 per year designates a sponsor, and $100 ger year a patron, At this time the Foundation does not
zend out annual bills, but we do requast dues during May, “Renew Your Membership Month,® Meanwhile, 1f you can't
atford to contribute at this time, you need not wWorry that the newsletter will stop coming to your homej 1t won’t,
Az yet, no one has been turned away from any of the services of F,I.R.S.T. based on fees and finances, We ask you
to contribute an annual menbership fee, but if you just can’t right now, we understand, anc trust you to help us as
auch as you can 2s soon as you can. fnd, of course, you can make a contribution at any time! The Foundation needs
continued financial support in order to maintain 1ts pruﬂrals. All donations, both large and small, are needed and
appreziatedy all are tax deductible as allowed by law, And you can designate F,1..5.T, (formerly the National
lcﬁthynsis oundation) to be the recipiant of guur United Way contribution through its Designated Charity Program;
ask for the EPE:ial fors to direst your contribution to a specific organization, whether you will be donating
directly cr through payroll deduction,

National Ichthyosis Foundation Non-profit Org.
P.O. Box 410453 U.S.Plzcls;lage
San Francisco, CA 94141 San Francisco, CA
(415) 591-1653 Permit No. 10956
Address Correction Requested
DATED MATERIAL

R AR SRR R AR AN AR R AR AR R AR R AE

(formerly the National Ichthxnsis Foundation)
P.0, Box 410453
San Francisco, CA, 94141
(415) 591-1653
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F.I.R.5,T., the Foundation for Ichthyosis and Related Skin Types (formerly the National Ichthyosis Foundation), is a
charitable organization, 1ncurnorate¢ in 1981 under the non-profit corporations laws of California, Its tax exespt
status has been confirmed by the California Franchise Ta: Hoard and the Internal Revenue Service. A1l cantributions
are fully tax deductible as allowed under Califernia and federal tax law.

The opinions expressed in this Newsletter are those of the Editor, and not necessarily those of the Board of
Directors, Officers, Medical Advisory Board, or sesbership. F.I.R.5.T. does net endorse any particular product or
treatment for ichthyosis. All sedically related news and information is intended to inform and educate, 2nd 15 not
to be taken as a recosmendation for use in any particular case, Readers are urged strongly to confer with their own
physicians and proceed with treatment only on & doctor®s specific recommendation,



