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I wasn’t doing any work for the Foundation at the moment. [ wasn’t preparing the next issue of Focus, 1 wasn’t
thinking about Ichthyosis. 1 wasn’t even thinking about skin. It was evening, it was the weekend, 1 had just turned on
the "tube® without even bothering to check the listings and teok "pot luck® with whatever channel was on the dial. So you
can imagine ay surprise when five sinutes later someone on a situation coeedy casually aentioned Ichthyosis. i

Casually sentioned Ichthyosis? Those of us who have this disease have pretty auch resxgned curselves to having an
ailaent that no one, anywhere, has heard of, We’ve even had doctors say, “Gee, I'a not really fasiliar with that.” And
now scaebody on a television situation comedy casually sentions Ichthyosis? .

Nell, as a matter of fact they_did. The show was called *All Is Foraiven' and it aired on Saturday, fpril 12, at
9:30 pa. Did anyone else happen to flip on that show? Did anyone with a VCR happen to record it? The show, which I had
never seen before, apgarent!y features people who are staff writers, producers, etc., of a soap opera, a kind of show-
within-the-show. In the episode I saw, the writers have to coae "ﬂ with a disease for a character in the soap, and one
says, "How about Ichthyosis? It’s a horrible skin disease.” Another writer, or perhaps the producer, replies, "No, we
can’t do that, He has it written right into his cnntract! No Skin Diseases.” And from there they go on to other things.

That little chance conversation blew your editor’s socks off! It seemed not only surprising, but extresely timely.
It gave us a chance to respand to specific event -- the TV show -~ and resind people we aight otherwise not reach, about
the existence of the Foundation. Furthersore, it came about just as our gresiden Susan DeHaan, was about to tesixfy
before Congress reaardxng a budget for the new National Institute of Health for Ar{hritis, Husculo-Skeletal and Skin
Diseases, a time when the Foundation reps, publicity chairaan, and everyone else was urging people to write to their
Congressaen to urge support for that budget. ]

] Bur publicitl director, Bill Geismann, wrote to sose NBC affiliates, and I wrote a Letter to the Editor of TV
Guide. We mentioned the Foundation and its services urged support for the new Institute’s budget, and mentioned that the
show may have isplied that Ichthyosis could be caugﬁt == we definitely wanted to clarify that issue. So far I haven't seen
the letter printed in TV Guide, and it’s probably too "old® by now for thes to do so. I also wrote to the producers of
*All Is Forgiven® telling thes thanks for mentioning Ichthyosis-- we need all the Rublicity we can get!-- hut: 1) let’s
make sure you haven’'t iaplied that it’s contagious, and 2) how did you case up wit Ichthrosis- there are so sany diseases
and Ichthyosis is so rare....? So far I haven’t heard froa thea, either, but if I do I’1l put the response in Focus,

Meanwhile, if anyone taged that show, please let the Foundation Lnon 50 we can get a copy. Also, it seess to have
been auy:d tut;hursday nights at 9:30 on NBC -~ perhaps we can hape for a re-run during the suamer and watch it -- and
record it -- then,

COMING SOON -- The National Ichthyosis Foundation’s annual conference is scheduled for December &, 1986 in New Orleans, LA.
Several of you have written to us asking when the next conference would take place so you could plan vacations, etc, around
that event. In general, the conference takes place durlna the first weekend of December; the location varies.

. A gro ras conglltee_has been elected to Yut together what we hope will be the best annual conference ever.
Chairsan of that comsittee is Ellen Rowe who would welcCome any and all suggestions for program changes, additions,
alterations,... any ideas you have about issues you would like the conference to address, the aanner in which the
conference is run anYthxng at all. Have you been to previous conferences and noticed tﬂings you would have done
ditferently? Tell El en, Have you decided not to attend cenferences in the past because the progras did not seea to
address issues you were interested in? Tell Ellen. Ellen is our North Carolina representative and her address and phone
nuaber can be found in the list of current reps and chapters elsewhere in this issue.

. Katurally, we can’t promise to follow every directive -- tise and acney are aajor restrictions for us -- but we can
pronise to welcome and seriously consider any suggestion. We want all the input and feedback we can get. The conference
structure is neither sacred or cast in stone, We want it to evolve into whatever fore and content best serves the largest
nuaber of penﬂ!e in the ichthyosis comaunity.

Heanwhile, those of you who haven’t attended a conference in the past are urged to make an effort to do so this
ear. At the end of each of our previous conferences those who attended expressed enthusiase about how auch they had
earned and how beneficial it was to meet and talk with other people “in the same boat;" friendships were foraed and new

volunteers and human resources were added to the NIF fleet. We're givina you as much advance natice as we can to give you
the opportunity to influence the upcoming conference and to attend it. Hope to see you there.
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We're dedicating this issue of Focus, which is following so closely after Hother’s Da¥ and Father’s Dax to all the parents
of people with ichthyasis, parents uﬁu have a whole set of probleas of their oun related to dealing with the disease,
Sometimes those of us who have the disease forget that it doesn’t affect only usj it atfects our whole family, especially
the parents who have to deal with its expenses, its worries, the physical, emotional and social demands of the children who
suffer from it....Parents, in a sense, "have" 1chthyosis, too. This issue includes a few "thank yous® froa those of you kho
recognized you aren’t reaily alone with this disease and wanted to express your gratitude to the aoas and dads who helped
you cope with it. "

Dear Nea_and Dad
I just want to say "thanks® for being two wonderful people. Nineteen years aeo the Lord presented you with ae on

Mother’s Day. What a gift, huh? You two have helped me live each day believing that life gnes on and things do get
better. You were there when times got rnuah and you didn’t turn away when you saw I was difterent. There were lots of
times when I was ready to give up and said it’s not worth all the hurt, but with a family like sine, you quys made things
easier, I love you both so very ouch; thanks for being you,

Love always,

Paula {Lange, age 19z"

Fros a Double Perspectiye: . )

When I was born 26 years ago I was the third child following a brother and sister with perfectly norsal skin, To
our knowledge, there was no other tamily seaber who had ichthyosis. My hospital staz lasted one conth, sost of the tiae
spent in an incubator, better known now as an isolet. H‘ skin was raw and red and the doctors knew very little.

After 1 had been home for two or three days, ay Moa took me back to the hospital. 1 was kept for another week and
then the docters reassured her that sy condition would improve -- and she would survive, too! But ay skin was still red
and raw; 1 was in constant pain and always crztng. Finally, when I was two aonths old, ay Hom called ay grandfather in the
aiddle of the night, crying herself because the prescribed medications seeaed to be irritating ae instead of helping se.

Hy grandfather, a very wise Greek man, reminded Hom of the story in the Bible where Jesus puts olive oil on a aan’s sores
to heal thea and soathe hia. He suggested Moa stop usxng the medications and try this. She did. The olive oil coated the
raw spots and lubricated the skin, and for the verY first tise I slept through the night.

Ny parents let me know early in life that [ had ever‘thxng to be thankful for -- tuo strong legs and arss, a
healthy aind, a supportive fasily, and a God who sade me in His image! With all of those things in mind, I was able to
overcose all the ridicule in first and second grade, and all the silly questions and rude pecple in stores. 1 stayed busy
trying to keep up with (and sometises defend myself froa!) ay older brother and sister, and and grew interested in plaling
auxtar and singing. A doctor in Laurel, HS, suggested ocean salt water, and oy parents gacked us all up for Panama City

each, FL where I spent two weeks in sait_uater hat cleared ae up, 1| later went to col ege in Florida with the intent of
staying there, but sy hose, heart and faeily were all in Mississippi, and I wasn’t going to let my skin rule ay life,

. My concern now lies in the future children who aust deal with this disease, Mhen I was born the doctors knew
imsediately that I had a severe form of ichthlosis, but it was not until ay own child, Anna, was born that I knew I had the
EH form, An hour and a halt after Anna’s birth we found out she had a skip disorder, but the doctor was unsure of its
diagnosis. He had never seen ichthyosis on a newborn so he narrowed our choices to either ichthyosis or......

I knew it would be the same as mine, but until the dermatologist came that evening, sy diagnosis was put on hold,

1 knew exactly what I needed to do for ay baby, but was unable to touch her until °proper diagonsis® was made. It was 14
hours after Anna’s birth before she received any treatsent at all on her skin. It was red, raw and worsening. 1 knew if 1
could just dab on some of lx Albolene cream it would soothe her, but she just lay on top of a diaper, stark naked on a
sheepskin with no one to help her, .

Once diagnosis was sade they started "washing® her with Cetaphil lotion and rubbing Aquaphor over that while using
a_cortisene creas to touch up the raw sguts. The next dal she didn’t appear anH better, so ay Mos reminded se of the olive
oil treatsent she had used so successfully more than twenty years before. The dersatologist hnught that would be an
excellent liquifier and used this instead of Cetaphil, keeping all other treataents the sage. Within the next 12-24 hours
her raw red color disappeared. #nna’s hospital stay lasted for 2 weeks -- ane week to stabilize her skin and body
tesperature and another week to_battle,gpd conquer a comagn denominator for this disease -- staph infections.

& year later, fnna’s skin condition is hardly noticeable. She seems to have a aild fora of EH and her experience
may seea trivial compared to what many of you (and I) experienced during our infancy. The point I want to oake is that an
excellent, top rated husgxtal statf had no idea how to help Anna, an experience comaon to many of us. I want to stress how
important it is to educate the medical profession, as well as the general public, and I urge everyone to help in this
endeavor so that our future children won’t have to suffer like we did. Anna had an advantage over myself and many others;
IK parents and I knew how basicallr, to handle the disease. I will be able to relate to her frustrations and struggles in
the future. Childhood will hopefully be easier for her than it was for se. But as ay parents aluays puoped down qe and
what lx husband and I will always pusp down Anna is: Be thankful that you are healthy and whole in every other aspect. You
are made in bod’s own image, so you are beautiful, skin and all!

fndrea Thorn
NIF representative i2‘2ississippi

A Few Thoughts of Xy Own

Caring for a child with EH was a full time job and then sose for ay parents. Dressin? up like a suamy gave ase
Halloween 363 nights a year, and changing thase dressings was a nightly ritual for ay father tor nearly ten years. Fa-ill,
friends, members of my grandsother’s church all saved their worn out sheets and gave thea to ay aother who ripped thes into
strips and rolled thes into coils. The house trequently looked as though painters were either about to leave or expected
aomentarily as Moa’s color coordinated furniture was draped all over with more white sheets to protect it from ay onzing
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sores, escaping salves, or the ever-present greasy kid stuff all over the original greasy kid, o .

Hy skin was an integral part of every day of their lives, but for some reason one particular incideat stands out in
oy nind. I was about 4 or lears old at the time, and we were midway into a six-hour trip to ay grandmother’s house, with
suitcases stuffed in the trunk. Included was the ever-present “bandage bag® with the rolled up sheet strips, the zinc
oxide, the tongue depressors used for spreading the salve on cospresses, bandage scissors, the works. We had stopped for
dinner at a roadside diner, one of those classics froa 30+ years ago with the silver exterior and pink interior, and a set
of killer cesent steps that 1 sanaged to fall down on our uaz back to the car. If I hadn’t had EH the fall would have been
little aore than a knee scratcher and a good excuse for another one of those sulti-colored giant lollipops that stood like
pinwheels of tesptation at the cash register. But I did have EH and the fall rubbed ae raw in a nuaber of places and
peeled a spot about six inches square off nl thigh. The skin rlgpled into an accordien-pleated wad, leaving the tlesh raw,
exposed, hurting and ready to adhere to clothing that would just have to be ripped off again in a tew hours. .

Hz father began searching the trunk for the bandage bag, but apgarentl it was buried beneath suitcases in the
trunk with a trailer attached besides. 1 don’t reseaber those details too well, but I do resesber that he decided to use a
little ingenuity instead of his usual tools. He had an extra tube of salve in the glave coapartaent, and he had this
intriguing piece of pleated skin that had resained intact like the geeling froa a skilled carver’s apple,.... My father
slowly, carefull( unpleated that piece of skin, spread the salve onto it, then replaced it onto the open wound. Then he
got back behind he wheel and kept on driving. . .

My father never went to aedical school. He graduated froa a trade school and worked not in a hospital but in the
telephone company. Like aost ichthyesis parents he had never heard of the disease before I was born. VYet there he was
u}tn éitalettnbgo on but necessity, perforsing minor skin graft "surgery® in the back seat of a ’48 Chevy on the shoulaer
1} e oute o.

By point is not that an unbroken piece of skin can be used to patch a wound, although that make-shift patch did_
actuall{ work. Hy point is not to tell anyone to nake sure their bandage bags are not buried under suitcases. My point is
sinply that I don’t think that this kind of on-the-spot creativity is at all unusual for ichthyosis parents; in fact, it
may be the nora. Over and over we hear how no one, not even doctors, seeas to have the necessarl experience and expertise
to-tell tliese parents how to handle this ailment; the parents don’t either, but somehow they work things out for thesselves
because they have to. They make it up as they go along, learnin? through trial and error, teaching theaselves, calling
upon faith and imagination because there is nothing else available. . .

Hopefully that isn’t the case quite so such anymore. It is one of the goals of the National Ichthyosis Foundation
that no parent should have to 'ulng it" with ichthyosis, but should have, instead, the inforsed aid of educated doctors and
experienced fellow parents, no matter where they live, not matter what type of ichthyosis they are dealing with. 1 hope we
reach that goal. But to ay ﬁarents, and all the others who had to deal with the probles before those rescurces were
available, and to all the other parents for whop they are still unavailable, I want to say thanks, Thanks for the moxie,
the imagination, the guts to forge ahead without a signpost in sight., Thanks, even, for some of the incredible Rube
boldberg-esque contraptions you put together to aake some of our activities less painful and for the “hoae-bres® recipes
for salves and ointeents, Believe it our not, they really did msake our lives a bit more coafortable -~ and a lot sore
colorful, too! .

Valerie Lutters
Focus editor i )
P.S. And thanks to everyone who contributed to this colusn,

sResssseRRRRRLLLLLASRRRLLLLLINLS
$3488  VOLUNTEERS WANTED 833388
SREBRESABERARLLLISBARILRLASNINL

Doctors on the East and West coasts are looking for volunteers to help with their skin research. Since the National
Ichthyosis Foundation supports research into ichthyosis, and since it wants patients everywhere to be amare of any
treataents or investigations into the disease, we are pieased to infore our readership of any such programs. We camnot, of
course, endorse or participate, either dxrectiy or indirectly, in such research and cannot be held responsible for any
gart;culgr prograa. hAs aluays, we urge you to check with your own physician before participating in any program of

reataent or research,

. Dr. Iruin M. Freedberg, chairgan of the Departaent of Dermatology at New York University wants to study the skin of
Pgtlents with ichthyosis. Anyone in the New York area who would like to volunteer cam reach hia at NYU Medical Center, 550
irst Avenue, New York NY 10015, 212-340-52435.

o Dr. Sanuel Ayers, Jr., a dermatologist practicing in Los Angeles, is enthusiastic about treatments using Vitaain A
and Vitamin € together. He feels that the proper coabination of these vitamins can be effective in treating diseases of
keratinization without the high (and toxic) doses that would be needed to get results froa Vitamin A (or its synthetic
derivatives) alone, He feels this cosbination therapy xrnduceg *excellent results and no side-effects,” and has offered to
treat five to ten ichthyosis gatxents without charge. Anyone interested can reach his at 1245 Wilshire Boulevard, Los
fngeles, CA, 90017, 213-977-1305,

ALLae st RaRtitigatiipeciltaity
$28444448 CORRESPONDENCE 88888318

seaniesne CORNER 158881188

SERLELRLIRLARASALETALLILSLLILLLLLS
In every issue of Focus we try to include the nanmes and addresses of people who want to correspond with others in the
ichthyosis cosaunity. In Februarl we included a request fros Mrs. George HcHugh in New Jersey who has a arandson, { year
old, with EH. Mrs. HcHugh wrote to se in May saying, °...1 have now heard froa six families who deal with EH -- all
thruugh NIF....I have corresponded with manl lovely and feelxnﬂ people and had the benefit of their experiences....My
daughter and son-in-law read everythxn? that anyone sends....Just knowing that other euEle have handled the same

situation and are doing 0K gives us all encouragesent and confidence," S0 -- if you think you might have something, no
satter how saall, to offer the people who ask to correspond, go ahead -- write, reach out. As Nrs. NcHugh’s letter points
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out, your letters do satter, they do make a difZerence.

Helod; Fiesbeck would like to correspond with people in the Midwest. She is 34 years old and has Lamellar
Ichthyosis. You can reach her at 1413 Pleasant Street, Burlington, WI 53105

Jnrce Conneely of 546 Benton Road, East Meadow, N.Y., lssi.uguld like to hear from other parents of young children
with Lasellar Ichthlusis. Joxce has a_four-year-old with this condition.

Earl and Katie Foxe, 3690 N. &7th Strest, Milwaukee, NI, 53218, have a 7-year-old son with ichthrosis and they
would like to hear froo other ichthyosis parents who have children in the gublic schools. Since many children with
ichthynsis cannot sweat and often have a frnblel with overheating easi!l, he Foxes would like to know if other parents are
having any success in getting their school systess to install air conditioning. Since this problem could potentially
affeﬁ l:@ ;eade;g, perhaps any parents wha have suggestions could send them to the Foxes and to Focus so all our readers
can benefit from thea,

BRRRSILLEERRRRRRLLILELLLLIINLILNS
$I888888  HOT TIPS  sttssiss
SEEIEASLBBEEERRRLLLTNLILILLLLINNG

An East Coast meaber says her husband who has Ichthyosis (she didn’t mention which tzpe) has had gaod luck with a
product called Dosol. She says they are satisfied with the product but not with the price which agparent keeps
increasing. She says they tried to buy the praduct in larger quantities (econoay size), but were told by the manufacturer
that it comes in sizes no larger than 8 ounces. They are interested in finding out if anl other distributors anywhere else
g{e prggucing 20:01 or a coaparable product in larger, @ore economical sizes. If anyone has inforaation, we’ll try to pass
it on through Focus.

A s?nilar hope coaes froa Florida where a aesber has had °remarkable results® from Neutrngena Norwegian Foraula
Hand Creaa. Unfortunately, he says, it comes only in 2-0z. tubes. He's hupln? that if other meabers find the product as
helpful as he has, that perhags the company can be persuaded to ﬂackage it 1n larger sizes. ]

A neaber froa the West Coast says she and her sister both have Ichthyesis Vulaarls and *skin like sandpaper after
we had baths when we were loung.' They were given a tablespoon of Maltine Cod Liver 0il in a half glass of orange juice
every dag and within a month began to notice a change for the better. They stopped after a year and their skin got worse
again, She says regular cod liver oil didn’t have much effect and doesn’t proaise that the Maltine will help anyone else,
but she did find it worked for her and her sister.

SREBEEERALABEIRRRRELERBALLLLLRILIIILE
138 N.1.F. HEDICAL ADVISORY BOARD 438
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OKLAHOMA: Ken and Marge Boyd, 7427 E. 3ist Place, Tulsa, OK 74145 (918) 622-9480
PENNSYLVANIA: Hrs. Pat Guiliana, 12536 Deer Run Road, Philadelphia, PA 19154 {215) 437-7220
S, CAROLINA: Mrs. Sarah Hassez, 125 Bluerxdae Drive, Fountain Inn, SC 29544
TEXAS: Hrs. Joanne Wine er? 6418 La branada brive, Houston, TX 77083 (713) 568-0729
VIRGINIA: Wrs. Janet Heary, | b Hagnolia Drive, Charlottesville, VA 22901
NASHINGTON:  Richard Kelley, 12305 SE 73rd Place, Renton, WA 98056
BR. COLUMBIA: Valerie Munroe, 2492 West 45th Ave., Vancouver, B.C. V&M 208 Canada (Chapter)

We need inforaal representatives and support persons in every state and aajor cit‘. How about your? Would you spend a few
hours each aonth sharing inforaation and "being there® for soaeone in distress? We particularly need help in the follouin’
areas where there is no one for new parents to turn to: Maryland / Nissouri-Kansas-Nebraska / Veraont-New Haapshire-Naine
North and South Dakota-Wyoming-Hontana / West Virginia-Kentucky-Tennesse / New Hexico-Arizona-Utah. Please contact Betty
McMasters, 1838 So. Muskogee, Sapulpa, OK 74046 (Tel: 918-224-9099) for details.

The North Carolina Chapter held its first chapter seeting in April, N.C. representative Ellen Rowe reports, She says ten

Eeople attended, ranging in age from 7 months to 70 years. The next ameeting is planned for October. And the Oklahosa
hapter is gearing up for its fund-raiser in Septeaber.

SEREBERSSRBULRERRRRRNBLLLIRLLOILILLLLLLLILLILL
$33 A CLOSER LOOK AT SYSTEMIC TREATMENT? $8¢
SERLBRRLERSLIRRRRRLILLLLTELLLILILLILLLLIALS

RIF President Susan DeHaan has called our attention to a small article on page 344 of the May 1986 issue of Vague magazine.
The article warns about sose of the adverse side effects connected with long tera use of Accutane or isotretinoin,
including an increase in blood levels of triglycerides and cholesterol that could mean increased risk from cardiac
disease. It also mentions the severe birth defects which can befall children of women who take the dru? while pregnant.

The Foundation has also received some correspondence from users of systeaic therapies who have found they lead to
unpleasant side effects, including bone and joint probless. ke have also heard fros others, however, who feel systemic
treataents are the best thing they have ever found for treating their ichthyosis,

., We’d like to coapile sone of your comments about systemic treatoents. WHhat drug did you or your child take? What
were its effects -- good or bad, expected or unexpected? If you could turn back the clock, would you decline this type of
thgrap( or would you wish Ynu could have begun it sooner? Did you participate in a formal program of research? Please
write to Focus soon and tell us your experience. Give us as @any details as possible,

We want to address this 1ssue as thoroughly as possible.” There are people in our meabership who feel strongly and
want to "warn others of the dan?ers.' Qthers feel just as stronzly that every effort should be aade to make these
treataents sore readily available in the United States. We’d like to discuss the matter here in Focus, so please share
(our experiences with us, With a little help from all of you who have first-hand knowledge of systemic treatment, we’'ll

ry to pass on as much accurate inforsation as we can get our hands on.



The National Ichthyosis Foundation

Just a Reminder -- Ichthyosis Focus is sent cut six tiames a ¥ear to aeabers of the National Ichthyosis Foundation,
The annual aeabership fee is $15 for regular meabership, $25 for contributing sesber, $50 for sustalning aeaber, A
contribution of $75 per year designates a sponsor, and $100 per year a patron. At this time the Foundation does not
send out annual bills, but at a recent Board of Directors meeting it was suggested that we might begin desianating
one eonth per year as Renew Your Mesbership Honth.® An annual sesbership drive could make it easier for individuals
to reseaber to pay their annual dues, and for our hardworking bookkeeping staff to keep track of everyone.
Meanwhile, if you can’t atford to contribute at this time, you need not worry that the newsletter will stop coming
to your home; 1t won’t. As yet, no one has been turned away fros any of the services of the Ichthyosis Foundation
based on fees and finances. We ask you to contribute an annual aeabership fee, but if you just can’t right now, we
understand, and trust you to help us as such as you can as soon as you can, And, of course, you can make a
contribution at any tise! The Foundation needs continued financial support in order to maintain its prograss. All
donations, both large and ssall, are needed and agpreciated' all are tax deductible, And you can designate the
National Ichthyosis Foundation fo be the recipient of your (Ini ted Hay contribution through its Designated Charity
Program. Ask tfor the special fora to direct your contribution to a specific organization, whether you will be
donating directly or through payroll deduction,

P.O. Box 252 NS, Poray
Belmont, CA 94002 PAID
(415) 591-1653 Belmont, CA
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