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Published Six TImes A Year by The Natlonal Ichthyosls Foundation, P.O. Box 252, Belmont, CA 94002,
Telephone (415) 591-1653. NIF is a non-proftt Callfornia corporation, for the benefit and education
of Its members and the public regardlng medical, psychologlcal and soclal aspects of Ichthyosls, a
genetic skin condltion. Letters, suggestlons and contributions welcom e.
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OUT OF BUSINESS —- That's where this newsletter will be If you =~ the readers ==~ don't come up
with donations to support It. We're trylng to provide a newsletter, organlze local support networks,
encourage research and education about Ichthyosis. There Is enough lichthyosls work to be done to
keep a full-tlme staff person and a volunteer group busy. But It costs money fo do anything at all.
Out of over 7,000 people who read thls newsletter, only 200 have contributed to support 1t 1n the last
18 months. That's oufrageous and unfalr! And worse, It won't work. If fchthyosls Is Important to
you, you can afford to make a contribution to the only organization In the world devoted speclfically
to 1t, If It's not Important to you, then we're wasting our time trylng to help, and you won't mlss us
1f we put out the last candle and go back to lonellness and Ignorance.

UNITED WAY DONATIONS -- DId you know +he Unlted Way Campalgn at work has a Donor
Optlon Plan so you can donate all or part of your regular United Way payroll deduction directly to
NIF?  Whether you work for a government agency or a private company, you can designate your
donatlons to go to NIF In particular. As long as you're donating anyway, why not choose NIF as
reciplent? Plan ahead for next year's fax refurn: make a deductible contribution N O W! You'll get
credit for It whether you ltemize or not! Your United Way representative can get the right forms
for you.

ADDRESSES -- Do we have your address right? Check thls copy and let us know If It's not
correct. We get a lot of newsletters back - "wrong address.® That's money down the draln for us.

EAST COAST MEETINGS -~ The 1985 annual meeotings of the Soclety for Investigative Dermatology
(51D), the largest research organization of 1ts kind, wlll be held the first week In May In
Washington, D«C. During the meetings, Susan DeHaan, LCSW, Co-Presldent of NIF, wlll joIn other
skin foundation leaders to address Congressional staff members regarding Increasing skin research
appropriations through Congress. Followlng her presentation she will meet with NIF reglonal
representatives In Washlngton and New York,

1985 REGIONAL CONFERENCE -- Plans are underway for the 1985 NIF Reglonal Conference to
be held In Las Vegas, Nevada around December 1. Stay tuned.

BOARD OF DIRECTORS POSITIONS -~ NIF needs the services of three new Board members wlth
buslness and organlzational skllls, Do you know a promlnent local person wlth abliity and an Interest
In helping people? Please tell us about I+,

COMPUTER SURVEY -- Response to the com puter survey has been siow. If you have forgotten to
turn yours In, please do so IMMEDIATELY. The Information Is golng Into the computer now for
analysls and there Isn't much time left. Send In your survey form today!

DIAGNOSING ICHTHYOSIS -~ Because of Its rarity, Ichthyosls can be difflcult to dlagnose.
Treatment and genetlc counsellng regarding future births depend on accurate dlagnoslis. For some
kinds of lichthyosls, dlagnosis Is possible even durlng pregnancy. Dlagnosls questlons? Contact a
member of the NIF Medlcal Advisory Board for an appolntment or referral to a quallfled physticlan.

THANK YOU, DONORS -~ Even though there are only a few hundred supporters of NIF out there,
we can't ftake up that much space to thank each and every one of you In print, Thanks to
especlally generous recent contrlbutors Mlichelle Menzla, Dale Wedell, Carl and Shirley Anderson,
Betty LaBarbera, Janet Showers, Valerle Lutters, and the Oklahoma and Fresno, Callfornla Chapters.
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HOT TIPS -- Practical Info we get from many sources. Nelther the Natlonal Ichthyosls Foundation
nor 1ts Medlcal Advisory Board recommends any "Tlp,® NIF cannot and does not glve medlcal advice,
but acts only as a clearinghouse for Information about lchthyosis. You should follow your own
physlclan's advice before acting on any tip.

HARD WATER? Mineral -fllled water Is common. It's also hard on lchthyoslss Your doctor may
recommend a tax deductible water softener device. Or, you may want to iry Inexpensive Aveeno
Colloldal Oatmeal Bath (from most drug stores, no prescription). Several members say It really
softens thelr chlldrens' scales so they can be rubbed off easlly after a 30 mlnute soak. It may take a
te w soakings per day for a few days to get things golng, and you may want fo use a good molsturizing
lotlon after the soaks to keep the skin clear. Ask your doctor.

ECTROPION: The fancy word describing the tightness of skin around the eyes, causing the Ilds to
turn out slightly, exposing the reddened Ilning of the eyelld. Past treatments haven't been very
effective, but some physiclans are now recommending a s'mple plastic surgery procedure that relleves
the tenslon on the eyelld, allowlng 1t to close more normailye Ask your dermatologlst and
opthalmologlst about your own case.

DEODORANTS: Body odor can be a speclal problem for people with Ichthyosls even If perspiration
s not the cause. Because the top layer of skin forms scales and remalns attached for an abnormally
long perlod of time, It reacts with oxygen ln the alr and darkens. It can also develop an odors Ever
notlce that a vacuum cleaner bag that's been sitting around for a few weeks can really start to
small? Step One: Keep the scales off your skin as much as possible, using any of a number of
technlques. Step Two: Stay scrupulously clean, so that the scale layer doesn't harbor bacterlia
which can cause odor. Step Three: empty the vacuum cleaner bag more often.

GLYCOLIC ACID REVISITED: This Is Just one kind of alpha hydroxy acid that helps disintegrate
scales. The baslc chemlcals In this group of aclds are simple, but not wldely used In pharmacology.
1t comes In basic pure form, ready to be mixed with a cream, or aiready In a lotlon or cream formula,
depending on the manufacturer. If your dermatologlst recommends you try one of these compounds,
you may have to hunt around awhlle to flnd the stuff. Your dermatologist can help persuade a local
drugglst to lay In a supply for you. Try Alistate Pharmacy, below.

BICYCLING: People with trouble perspiring may experlence dangerous overheating during strenuous
exerclse. Conslder blcycllng: great aeroblcs, and the constant movement of alr may help to keep
you coo0le

RESO URCES: Cant flnd your favorite treatment or chemlcal locally? Contact ALLSTATES

PHARMACY SERVICE, 1100 Davls St., Evanston, IL 60201 (312) 864-6922 and ask for thelr Skin
Care Products price sheet.

Got a Hot Tlp? Please sharel Wrlte to the Editor, ICHTHYOSIS FOCUS, PO Box 252, Belmont, CA
94002,
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Get In touch with a local NIF representative llsted below. How about being a local representative
for NIF yourself? Please call or write to Susan DeHaan, RR #1, Fller, ID 83328, Tel. (208)
326-5154, for Info.

MINNESOTA: Judy Rheln, 304 E. Sldney, St. Paul, MN 55107, (612) 227-4528.
WASHINGTON: Mr/Mrs Richard Kelley, 12305 S E 3rd Place, Renton, WA 98056
N. CAROLINA: Ellen Rows, 6316 Secret Dr., Ralelgh, NC 27612, (919) 848-3821
NY STATE: Debra Butler, 647 Latta Rd., Rochester, NY 14612, (716) 621-8742 or
Donna DeAngells, 51 Pinelawn Ave,, Shirley, NY 11967
NY CITY: Marisa Mandla, 111 Bucket Ln., Levittown, NY 11756 (516) 579-9254 OR
Claudia Kennlington, 12 Cresthill Ct., Huntlngton Station, NY 11746, (516) 423-0277
N. JERSEY: Joe Gallucclo, 1408 Wllilams Drive, Wall, NJ 07719 (201) 681-6824

LLOS ANGELES: Carolyn Gramllch, 14922 Cranbrook, Hawthorne, CA 90250 (213) 973-6320
SAN FRAN, CA:Jeannette Jensen, 641 0ld County Rd. #209, Belmont, CA 94002 (415) 595-3817

INDIANA: Tony Baswell, 516 Gatewood, Apt. 3, Marion, IN 46952 (317) 662-9693
OHIO: Geraldlne Schooler, 3410 Welilngton Dr.,, Dayton, OH 45410
IOWA: Mrs. Ann Pech, 505 Monroe, Emmetsburg, IA 50536 (712) 852-25324

BR. COLUMBIA: Valerle Munroe, 2492 West 45th Ave., Vancouver, B.C. V6M 2J8 Canada
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1984 MID~-ATLANTIC REGIONAL CONFERENCE: AFTERNOON SESSION
by Valerie Lutters, Contributing Editor

Affer the morning medlcal presentations, the Reglonal Conference contlnued with a report
on the state of the Foundation from Mlke O'Connor, NIF's new Fund Ralsing Chalrman. Mike noted
that the Foundatlon's progress was slow but steady, and that another mllestone had been reached
whon we reallzed we needed a full-time Executlve Dlrector to malntaln momentums. The Dlrector
can help ralse funds to bulld a Ilbrary, physiclan network, polltical lobby, educatlonal m aterlals,
scholarshlp and research funds, as well as housekeepling the telephone and malllng activities.

Mike asked the membershlp to help directly by their donatlons and Indlrectly by finding
quallfled and enthuslastic people to act on the Board of Dlrectors. "Everyone knows someone out
there who could help the Foundatlon: a banker, phllanthroplst, businessperson, etc. We Just need to
be put In contact wlith the right person,” he sald.

Describing himself as a speclalist In education, Mlke also addressad the taplc of learning
dlsabllitles that can stem from condlitlions ilke lchthyosis.  Although Ichthyosls Is a skin dlsease, not a
Isarning disabllity, braln processing Is a two-way street, and depends on feedback betwesn the braln
and the envirlonment. An Inhiblting disease llke Ichthyosls can serlously affect learning because, for
example, children wlth severe Ichthyosls offen don't craw! as much as other chlldren. They then
experience repercusslons In eye-hand coordlnation, short dlstance focusing, and depth perception.
SImllar problems result when a child cannot easlly manipulate objects with hls or her hands.

Mlke reminded the group that Ichthyosls Is an International problem, wlthout regard for
race or color. He mantloned that research Is also under way In other countries, and that different
treatments are somefimes proposed for Ichthyoslss Mlke's presentation closed with an open Invitation
to parents with questions about learning problems to contact him through the Foundation.

The afternoon sesslon concluded wlth a dlscusslon by Charles Elchhorn about the psycho-
loglcal aspacts of Ichthyosls. Charles emphasized the Importance of malntalning an objective
perpsectlve on the problem as an Important step In deallng with Ichthyosls In oneself or chlldren.
Understandably, people with lechthyosis desplse thelr disflgurement. This Is true of anyone wlith any
sort of disfigurement. |Indeed, It sometimes seems mo one In soclety Is really content wlth thelr
appearance. Of course, complalning about lchthyosls Is not the same as com plalning that you're stuck
with brown eyes Instead of blue ones, but It's Im portant to remember that no matter what you have,
the grass 1s always greener, and you probably wouldn't be completely happy anyway.

Charles made many suggestions for coping with the mental burden of belng less than perfect.
He sald It s Important to make automatic hablts of all the Ilttle dally processes needed to keep one's
physlcal appearance at a maxIlmum. This Is particulerly Tmportant for chlldren. Next, he suggested
learning to accept yourself as less than perfect Instead of Just complaining about It« Even wlthout
Tchthyosls, you wouldn't have been perfect anyway, he sald, so just make yourself the best you can,
and accept thats This step often requires the help of a competent theraplst for both parents and
children,

He also sald that knowledge about your sltuation Is the greatest weapon In the battle of llife.

if you know why you are the way you are, you can deal with I+ better and educate others to do the
same,

More subtle, Insldlous problems can affect parents of a chlld wlth Iehthyosls, he sald, Ilke an
unspoken (and even unadmitted) feellng of guilt stemmming from the bellef that parents ara somehow
responsible for anything that affects thelr chlldren, even an Iliness. Often, parents then resent the
child for causlng that gullt and bringlng fremendous stralns and com plications to marrlage and
parenthood,

All these feellngs are normal under the clrcumstances, but parents will often deny that they
exist. They must be faced and dealt with, however, or they will Influence other areas of ths parents'
llves. Charles recommended talking, not only wlth other parents, but also with a professlonal., " You
have a professlonal level problem here In almost every case,” he salde " Do It for yourself and do It
for your chlld because otherwise there may always be a corner of your mind that resents your chlid
for what you feel he or she has dons to your Ilfa."

Charles' flnal toplc was relatlonships wlth the opposlte sex. Frequently, he noted, we are
our own worst enemy In these matters. Even though we have managed to be attractive In the eyes
of our partner, we cannot belleve that the other person wlll accepts us as we ares No matter how
successful we have been In Improving our cosmetlc Image, we always feel Inslde that we are
disflgured and unlovable, and may reject others, even though they actually do accept us! The person
with Tchthyosls may not be able to accept any one else's acceptance. Worse, he or she may hlde
bahind the Ichthyosls as an excuse to avold relationshlips, even though the lchthyosls Is not a real
barrler.
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The Natlonal Ichthyosls Foundatlon Is a charitable organization, Incorporated In 1981 under the non-
proflt corporations laws of Callfornla. Its tax exempt status has been conflrmed by the Calilfornla

Franchlse Tax Board and the Internal Revenue Service. All contributions are tax deductible under
Callfornla and federal tax law.

The oplnlons expressed In thls Newsletter are those of the Edltor, and not necessarily those of the
Board of Dlrectors, Offlcers, Medical Advisory Board or membership. The Natlonal Ichthyosls
Foundatlon does not endorse any particular product or treatment for ichthyosls. All medically related
news and Information Is Intended to Inform and educate, and Is not to be taken as a recommendation
for use In any particular case. Readers are urged strongly fo confer with thelr own physician and
proceed with treatment only on a doctor's specific recom mendation.



