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HAPPY NEW YEAR

The ‘Haepy New Year® in this 1ssue of Focus is more than just a generic, midwinter pleasantry, It’s more like a
declaration, a statement of purpose, a birth announcesent of sorfs, for with the new year we have a new face, a new naae,
new plans, And all of it is aimed at providing more and better services to the full ichthyosis comaunity,

F.I.R.S.T. of all -- effective January I, 1987, the National Ichthyosis Foundation becase F.I.R.S.T., the Y
Foundation for Ichth¥051s and Related Skin Types. The Board of Directors voted unanimously in October, 1986, to adopt this
new name to reflect the foundation’s goal of representing a broader range of ichthyotic disorders,

As most of our meabers know by now, ichthyosis is not a single disease but a collection of at least 24 known
diseases. The five best-known of those disorders are: Ichthyosis Vulgaris, Lamellar Ichthyosis, Cun?enital Ichthyosifora
Erythroderma (CIE), Recessive X-linked Ichthyosis and Epiderlntgtic Hyperkeratosis (EH, sometimes called Bullous
[cKthyusisl. A few of the less-known ichthyotic disorders are jurﬂren—Larssun Syndrome, Child Syndrome, Refsua Disease,
KID Syndrome, Peeling Skin Syndrome, Epidermal Nevus Syndrome, and Darier Disease, to name a tew.

The anls and organizational structure of the foundation will remain the same, but hopefully a larger nuaber of
people will benefit, The expansion was recommended by the Hedical Advisory Board which is comprised of a nuaber of leading
scientific researchers from all across the country who are involved an expanding knowledge of skin and skin disorders.
These doctors see people with a variety of ichthyotic disorders, including those mentioned above. They noticed that these
penﬂle had no foundation or 5quurt qroup of their own, and ca!led this situation to our attention. MHembers of our Board
of Directors reaeabered how i1solated thez telt when they thuu?ht they were all alone with ichthyosis and how auch they
welcomed the services of the Ichthyosis Foundation when they learned it existed. They sympathized with the plight of
people who had yet to find a Elane they could turn to and welcomed the chance to extend our hand to thea, And so the
toundation is now reaching out even further, and its new name reflects that expansian.

For the sake of cuntinuitY and a smooth transition, the names *F.I1.R.5.T.* and *National Ichthyosis Foundation*
Will be used almost interchangeably thruughuut this newsletter and, hrieflr, in some other areas as uerl. In general, any
activities conducted while we used the old name will be reported under that namej present and future activities will be
discussed under the name F.I.R.S.T.

Our address has been changed to:
Fo. I, Ry 8, T,
P.0. 410453
San Francisco, CA 94103

_ We hope you will direct all correspondence to our new name and address from now on. Our telephone nusber and logo
will also change, but the old ones will still be in effect for a while,

As for that new year. . . it should be a big ane. This 15 the year our brochures will become available. This is
the Lear we plan to institute a caspaign of public awareness about ichthyosisy it will be under the guidance of Ellen Rowe,
our North Carolina rerresentative and new PR/publicity coordinator, with Char]es Eichharn, past co-president, who is
overseeing a potential campaign of public service advertising. In 1986 we voted to set aside some money for research, and
we hope to award that money, as a research grant, sometime in 1987, Me intend to be more involved legislatively in 1587;
last Iear NiliEats president, Susan De Haan, testified before Congress to request a good appropriation for the new National
Institute for Arthritis, Husculo-Skeletal and Skin Diseases, MWe, along with a cealiEian of utﬂer supgnrt groups, were
successful in getting a good apErnpriatiun in a tight fiscal year, Nrs. De Haan reports, and we hope to continue providing
testimony to Cungress in the future, Beg:nnlng in 1987, Har Will be Renew-Your-Heabership Month. We plan to be more
assertive in fund raising this [ear. fAnd we are arranilng 0 have a part-time volunteer Ee:one a full-tise temporary
eaployee to keep some of these things moving along. It looks as though 1986 was a sort of gestation year, a deceptively

?ulet year during which a lot of preearatary Work was going on in anticipation of 1987, a year when we hope to see the
ruits of some of that previous year's labor.

What all this means for our members is: more of the same but better, in terms of the services of the foundation --
support, education, research. But it also means more and better efforts froa the membership, too. MWe hope that sore and
aore of Knu will take an active part 1n_helglnq {uur foundation achieve its goals. MNe have Eig hopes for 1987 and we hope
that each and every one of you will decide to put F.I.R.S.T. things first, in 1987 and in the years to come.
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EERRERERERRRRERERERRRRRIRRRILLLY
§48 FOURTH ANNUAL CONFERENCE $%8%
§3% THE BEST CONFERENCE YET! 48
SERRBREBERRRURRRRRiREBORRERtILLY

The first weekend 1n December has always been a bi? one for the National Ichthznsis Foundation, and in 1986 it was bigger
than ever. The foundation hosted its Fourth Annual Conference December &, 1984, in New Orleans, LA, and a record nusber of
people attended the day-long event. Approximately 50 men, women and children gathered to hear about the latest medical
f1ndin?s related to ichthyosis, to learn more about its social and psychological repercussions, and sisply to meet with
each other and aake new triends.

~ A slight variation this year was an emphasis on participation by all who attended. This wasn’t the conference to
Just sit back and take it all in} this was a conference with group discussions and lots of questions from the audience,

_.The morning session was primarily medical in nature. Mary Williass, M.D., gave a brief overview of ichthyosis,
Dr. Williams is Associate Protessor of Dermatology and Pediatrics at the Unlversi[y of California at San Francisco and
chairman of F.1.R.5.T."s Medical ﬁdv:snrﬁ Board. She then introduced the panel of dermatologists who would answer
ﬂuestlnns from the audience; ther were: Nicholas Lowe, H.D., UCLA, Los nnﬁeles, CA; Eugene Yan Scott, H.D., Teaple
nivgrsltﬁ, Phlladelﬂh!a, PA; Peter Elias, M.D., Veterans Adsinistration Hedical Center, San Francisco, CA; and Joseph
Hcbuire, M.D., Yale anErSI{Y Hedical Scﬁnul, Hew Haven, CT, ALl are members of F,I.R.5.T.’s Medical Advisory Board.

_ Noting that there are "at least 24 separate diseases under the usbrella of ichthyotic diseases,” Dr. Williass
described the major characteristics of ichthyotic skin, She said that in sost cases the skin either fails to shed norsally
(retentive hyperkeratosis) or is produced too quickly (hyperproliferation), She said most ichthyoses are genetic and
described some of the major types, dividing them according to their genetic patterns.

Epideraolytic Hygerkeritusis,{EHl. This is a disorder is caused by a dominant genej i1t can also come about
sfpntanenusly through sutation. It is a hyperﬁrollferatlve disorder characterized by sose redness and a tendency to
blister, It can be localized or apqear over the entire body, At birth, she said, the child with EH often has raw patches
on his body and/or many blisters. It can be diagnosed prenatally through fetoscopy (taking a skin biopsy from the fetus).

Ichthyosis Yulgaris, another ichthyotic disorder caused bY a dominant gene, is the most common type of ichthyosis.
Only a portion of the body may be involved, and the scale is usually fine and white,

K=linked Ichthyosis, This tyqe of ichthyosis appears only in males and is carried by females. There are scales,
but no redness, It is caused by the lack of a Eartlcular enzyme, said Dr. Williams, and since the cause is known, it can
be diagnosed quite specifically through a skin biopsy or a blood test. Prenatally it can be diagnosed through
amniocentesis which 18 a simpler process than fetoscopy.

Classical Lamellar Ichthyosis and Congenital Ichthyosifors Erythrodersa (CIE): These variations of ichthyosis are
caused by recessive ?enea, meaning that to displar the disease, a person must have two genes for the disorder, one from
each parent, With CIE there are usually fine white scales with redness underneath. In Classical Lamellar, the scales are
large and dark; most people seea to display about the same degree of severity.

Atter Dr, Williams’s introductory resarks, the panel of doctors answered the following questions from the floor:

0. :hattlrn :hltp;gl and cons of systeaic treataents (drugs taken internally) such as synthetic Vitamin A (Tigeson,$
ccutane, ¥ etc)?

Dr. Lone’beqan by noting that Accutane has been available in this country for several years for treatin? acne, and, in
special research programs, for ichthyosis, Etretinate, called Tigeson, has just been approved br the FDA tor use in [his
cuuntrﬁ. He said these drugs can work well for certain types of ichthyosis, notably EH and Lamellar Ichthyosis, but added
that t ex are also very toxic, . ) ¥

lnng the side effects from these drugs are hyperostosis Inverarauth of bones usually at the spine or joints), dry
lips and mouth, thinning hair, and headaches. Both drugs cause hirth defects if they are in the mother’s systea when she
is EreEnant. ﬁccutane, theretore, is somewhat preferrable because it 15 excreted froa the body more rapidly; the drawback
is that stronger doses are needed to get results, Tl?esun is effective in lower doses, but stays in the hody longer. For
that reason, said Dr. Lowe, he Ere{ers Tigeson for males and Accutane for women, for those patients who have decided that
they do, indeed, want systemic treatsent. -

He also recossends that the patient, male or fesale, take the lowest possible effective dose, and have frequent
blood, liver, and other tests to check for side effects, Eone patients are willing to risk the side etfects, he said,
because some of the severe forss of ichthyosis can improve "dramatically® with this treatsent.

Dr. Mcbuire echoed that thought, saying doctors and patients have a bit of a *love-hate relationship® with these
dru?s because the isprovements can be *rantastic® and the side effects “terrible.® He added that most of the side effects
of the drugs ﬂa away once the drug is discontinued, except for the bone probless which sees to be permanent, *If you take
it long enough, you will see bone changes,” he said. He noted that 13 of the 15 patients he knew who had taken the drug
for 24 months or more showed some bone changes. *Not all of thea are severe, though some are,* he said, *but they are
there,* He said he was not sure if using pulse therapy (going on and off the drug rather than taking 1t continuously)
would alleviate this problea.

Dr, Lowe added that more research is being done into newer forms of the drug which might be less toxic, but answers
would be "a lnnE time coming." , :

When asked if topical treatments 1putt1ng 4 substance on the skin, rather than ingesting it) with Vitamin A could
be toxic, the doctors aﬁree that they would not be, simply because it would take such a large amount of the substance to
get a toxic dose into the hodr through the skin. Dr. Van Scott said there could be skin toxicity in the form of
irritation, but this would not be dangerous, only uncomfortable, and would signal the ﬁersun to stop using the treataent
long before toxic amounts were absorbed. Dr. Lowe, however, said there could be enough side effects to keep hia from
recomsending such a treatment for babies, and added that for a patient of any age he prefers using external Vitasin A
treatments on spots, rather than aver the entire body.

YAccutane and Tigeson are tradesarks of Hoffmann-La Roche Inc., Nutley, N.J.



ICHTHYOSIS FOCUS - FEBRUARY 1987 -Page 3-

8. What about topical treatments that do not involve Vitamin A? What are the pros and cons of these treatments and what
seens to work the best? _ R _ : i Th, d
Dr. Van Scott explained that the two requirements for skin cosfort with ichthyosis are keeplnE the skin thin and keeping

it moist, Any of several alpha hzdruxy acids will help reduce scale, he said, and substances like ?lycgrlne or propyleng

glycol help retain water. He sentioned Lac-Hydrin, by Westwood Pharmaceuticals Buffalo, NY, as etfective hut_requlrlna a

rescription, and Agua-Glycolic lotion, which 15 non=prescription and can be obtained fron Herald Pharmacol, Richmond, VA.
ﬁe said he also prescribes a sort of “generic* lotion made from 6-7 ounces of lactic acid mixed with a pint of ﬁrap¥lene
glycol and added to one gallon of water. This can be applied to the skin with a spritzer bottle or a wash cloth., It’s

possible to Eet both ingredients without a prescription, thou?h soae qharlacles may ask for one. 1

Dr. Lowe endorsed what Dr. Van Scott said, and added that occluding the skin with a sauna suit can help but warned
that this practice may exacerbate infections and ﬁlistering in an individual already prone to those probleas.

Q. Just what does cause blistering, and what's the best way to with deal it? '

Noting that blistering i1s most ;requent in the EH fora of lchth¥nsi5, Dr. Lowe said it could be caused h{ the
segaratians between the cells of the skin, resulting in one trpe of blistering or ulceration, A different rpe of
infection is also possible 1f bacteria gei into those areas of separation. For greventlng the latter type of
blistering/infection, Drs. Lowe and Van Scott recomsended washing with astringent soap or antibacterial cleansing agent
such as Hibiclens to keep the bacteria count low. For long tera or re:urrin? infections, they recossended antibiotics, but
eaphasized that this is not something to do continually, but nnlr occasionally according to need. Dr. Mcbuire added that
*you can win the infection game with Lamellar Ichthru51s, but with EH it’s a constant battle,"

Parents were concerned both about exposing their own vulnerable child to infections from other sources, and about
ussihlg giving a child’s ichthyosis-related infection to another person. In answer to those questions, the doctors said
Ehat other people were not at risk of infection from sosecne with ichthyosis who was having a probles with blisters caused
by everyday bacteria that had invaded the skin through cracks and fissures. A staph infection, however, could be passed
between two people if they touched each other,

0. What can be done about the odor sometises present in ichth¥ntit skin? _

Bacteria, again, are at fault, said Dr. Mcbuire, but he differentiated between the more "foreign® or *bad® bacteria that
can cause infections, and the bacteria that cause odor, which are the very same bacteria normally found on perfectly
healthy skin. The odor is caused because ichthyotic sﬁin, being thick, provides too good a "hose* for these bacteria; they
becose too nuaerous, thus causin? odor. He added that this esbarrassing problea is more comson with EH.

He suggested addin? a chlorine bleach like Clorox to bath water because it will help kill the bacteria. About 2
teaspoons per gallon of water seesed best, he said, as anything much stronger would stinq. He said Hibiclens or Betadine
could also be added to the bath, but were more EKEEHEIVE. “This 15 not a one-shot deal,® Dr. Mcbuire added; it needs to be
done frequently, continuously., The Catch-22 is that people with ichthyosis bathe not only to get clean, but also to
hydrate the skin, and bleach, etc, are very drying, "so you need to compensate for that,* he said.

When asked if systemic treatments could he E eliminate odor, Dr. Lowe said that anything that helps reduce scale
will help reduce odor, since scale is where the bacteria grow. Dr, Hc6uire confirsed that observation, sazing that skin
odor, or the lack of it, is often an excellent baroseter of how well a treatment is actually working; 1f the odor is
lessening, then the scale is probably lessening, too.

0. What can be done to reduce or Eet rid of lcaling on the scalp?
You treat scales on the scalp the same way you treat scales anywhere else on the buda, said Dr. Van Scott, suggesting
occlusion at nlﬂht, Euttlnq on an alpha h¥druxy cream, and shaspooing in the morning. Or, put lactic acid in the shampoo,
he said, He added that a person with ichthyosis say suffer from thinning hair because the scales impact the otherwise
norsal hair follicles. Dr. Ncbuire said many pengle With Lasellar Ichthyosis lose their hair early and it say be because
of this problea of obstructing the follicles, or there could be something constitutional that goes hand in hand with
ichthyosis. Dr. Lowe said that using a little dishwashing liquid on the scalp helps, too, because it cuts grease and oil.

@, When illnye‘lurggrz, to correct ectropion, a good idea? _
Seen primarily with Lamellar Ichthyosis, ectropion is the turning outwards of the eyelids due to the tautness of the
surruundlng skin. Dr. Hcbuire explained that the aia in controlling this Erublen 15 to keep the eye itself from drying out

which can damage the cornea. The eye can get dry because the tears are not always being niged across the whole eye
surface, esrec:ally durinﬁ sleep when children with this condition are frequently observed to *sleep with their eyes open.*
He said that some aperuac es to try before turning to surgery are: putting druEs in the eyes; tapin? the eyes shut or
blindfolding the child before he goes to sleep to keep the eyes in a shut position. If you are still approaching corneal
damage, then you need surgery, he said.

Q. Can ichthyosis be treated nutritionally, with a special diet or vitasins?

Dr. Elias said that at the gresent time, there does not seem to be any indication that ichthyosis can be improved
through diet, but he added that in the future there may be findings that diet can help. He noted that people sosetises
take Vitamin A in an effort to treat their ichthyosis, but he warned against this practice since Vitamin A can be toxic
and, if taken for long, can dana?e the liver. “The big problea with that,* he said, *is that you don’t get any symptoas,
or even any warning in test results, until the damage is already donej and that damage 1s irreversible,®

Dr. Hcbuire concurred, saying that to see any results in the skin from Vitasin A, a person would have to take
enough of it to reach the toxic stage.

Susan De Haan, N.1.F. president, thanked the doctors for their tise and expertise, and reminded the conference
attendees that if they have additional questions on these, or any other topics, they can write to the aeabers of the
Nedical Advisory Board. They can either respond thesselves or recommend you to a dermatologist in your area. You can also
send questions 1n to this newsletter for the *Tell Me, Ductuz; coluan,

]

The afternoon session focused on the social and pstchnlugical.aspgcts of ichthyosis. It featured a discussion by Dr.
Wilaer Betts who is not unlr a psychiatrist currently prart;cxnﬂ in RaleiqhitH.C., but the father of three children with

ichthyosis as well. We will report, in depth, what we learned during the afternoon session in the next issue of Focus,
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§488 F.1.R.5.T. MEDICAL ADVISORY BOARD &8%i
1 HarI L. Williams, M.D., Chairman &858}
31828811 tttllltllltl*tlttlitttlllttlllttttl

Howard P. Baden, M.D. Warren Bldq.h Gth Floor, Mass General Hospital, Boston, Mass,
|

02114, (617) 726-3993
pt, North Carolina Memorial Husgltal, Chagel Hiil

Robert A, Briggaman, M.D. Derlatnlugy N.C., 27514 (919) 966-3322

Melodie Buxman, H.D. 16552 SW Boones errI Road, Lake Bsue?n OR, 97034, (503) 635-?521

Carl Ehmann, M.D. 100 Forest Ave., Buffalo, NY, 14213, (716) 687-3428

Peter Elias, M.D. Chief, Dermatolo Y Service (190), Veterans Admin. Medical Center, 4150 Clement Street, San
Francisco, CA, 94121, (415) 750-2091

Ervin Epstein, Jr.y MiD.  Rooa 269, Building 100, San Francisco beneral Hps€ital, San Francisco, CA 94110, (415) 444-8262

Nancy Esterly, M.D, Head, Division of Derlatnluﬂy Children’s Hemorial Hospital, 2300 Children’s Plaza,
Chicago, IL 40614, (312) 88 -h498

Irwin M. Frledheri H.D.  Dept. of ﬂerlatalugn, NYU Medical Center, 550 First Avenue, New York, NY 10016, (212) 340-5245

Lowell A, Goldsai ﬁ, M.D.  Chief, Derlatalan nit, Univ. of Rochester Medical Center, P.0. Box 697, 601 £1awood five.
Rochester, N.Y., 14642, (716) 275-3871

Ronald C. Hansen, H.D. Section of Dernato]ugg Dept of Internal Medicine, University of Arizona Health Sciences
Center, Tucson, AL, 124, (802) 626-4413

Karen A. Holbrook, Ph.D Professor of Biological Structure and Medicine (Dermatology) Universit¥ of iashinstnn School

y : of Medicine, Dept. of Blﬂlﬂﬂltai Structure, SM-20, Seattle, ﬁﬁ, 98195, (206) 545-3762

Sidney Hurwitz, H.D, 2 Church Street South, New Haven, CT 04519, (203) 776-0600

berald 6. Kreuger, M.D. Division of Dermatology, 50 North Nedical ﬁrive, Salt Lake City, UT, 84132, (801) 581-7837

Nicholas Lowe, H.D. FRCP FACP, Div. of Dermatology 52-121-CHS, UCLA School of Medicine, UCLA, (os fingeles,

: Ch 90024, (213) B25-2765

Joseph Mcbuire, M.D. Professor of Dermatology, Dept. of Deruatulaag, S00LCI, Yale University Medical School,
333 Cedar Steet, New Haven, CT 06510 (203) 785-4093

Laurence H, Miller, M.D.  N.I.A.D.D.K., Room 405, Westwood Building, N.I.H., Bethesda, HD, 20892, (301) 496-7326

Leonard Milstone, H.D. Dept, of Derlatulng ; 500LC1, Yale University Medical Schuul, 383 Cedar Street, New Haven, CT,
CT, 0A510, (203) 932-5711, ext 252

firthur Norins, H.D. 1100 West Michigan, Indianapolis, IN 44202, (317) 630-6691

Gary L. Peck, M.D. Der:atuluﬁy Branch NCI, NIH, Buildin? 10, kooa 12N238, Bethesda, ND 20205, (301) 494-2481

James E. Rasmussen, M.D.  Univ. of 1chi%an Nedical School, PC1910/0314, 1500 East Medical Center Drive, Ann Arbor,
Hich., 48109, (313) 9346-4086

Lawrence Schachner, H.D, 1550 NW 10 Ave., Ra. 301, Miami, FL 33136, (305) 547-6704

Paul D, Shackelford, M.D. St. John’s Doctor’s Buildina, 1705 E. 19th Street Tulsa, OK 74104, (918) 743-2569

Nary K. Spraker, H.b. De?artlent of Derlatnluiy, larg University School of Hedicine, 207 Woodruff Memorial Building,

Atlanta, GA, 30322, (40%) 727-5872

Virginia P. Sybert, H.D.  Children's Grthogedic Hospital and Medical Center, 4800 Sand Point Way NE/P.0. Box C5371,
Seattle, WA, 98105, (206) 525-2000

George Thorne, M.D. Ortho Pharmaceutical Corp., Raritan, N.d., O0B876, (201) 524-8016 _

Eugene Van Scott, H.D. Skin & Cancer Hasﬂital of ﬁhiladelﬁﬁla, Dept. of Derlatnluag Teagie Univ. Health Sciences
Center, 3322 North Broad Street, Pniladelphia, PA, 19140, 15) 221-3928

Peyton Weary, M.D. Dept. of Dernatu!uﬂy Box 134, University of Virginia Hedical Center, Charlottesville,
VA 22908, (804) 924-5115

Gerald Weinstein, M.D. Degt. of Dermatology, UCI Medical Faculty Ernug Univ. of California at Irvine,
19722 MacArthur, Irvine, CA 92715, (714) 836-1 70

Nary L, Williams, M.D. Dermatology Service (190), Veterans Admin. Medical Center, 4150 Cleaent Street, San Francisco,
CA, 94121, (415) 750-2091
Frank W. Yoder, M.D. 29 West College, Westerville, OH 43081, (414) 890-7708

New this year to F.1.R.5.T.’s Medical Advisory Board are: Drs., Freedberg, Hansen, Holbrook, Spraker, and S{hert who have
raciously accepted our invitation to join the M.A.B. and share their knowledge and expertise. The foundation welcomes
Ehese esteesed researchers and practitioners to the M.A.B. and thanks thes for joining us. And, to those doctors who have
50 {aith{ull[ served on the board over the years, now is as good a tise as any to thank you, too, for all your help and
advice, and the generous sharing of your already-crowded time,

SERRLSBRRRIRRRRRRERRRRIERRREIINLS
BesE4dss  HOT TIPS SEddisss
SRERRRRRERARRRRTORRRRRIRRARERILNY

People with ichthyosis li?ht want to glance at page 36 of the April ’86 issue of Aserican Health. Sent to us by a
aeaber in Pennsylvania, the article discusses a cospound called 6lyceridacid 100, According to the article, a chemist
working with the product found his hands were getting quite soft and smooth; he had it looked inta by a university

Ernfessur and now some cosmetics companies are looking at it, too. There's nothing on the market as yet, but it just might
g sulethin? to watch tfor, :

Pretty Feet and Hands, a product from Norcliff Thayer, Tarrytown, NY, is something that a Southern sember uses on
gore than jusr her feet and hands. She Euta it on elbows and other thick places, massages it gently, and tinds that the
dead skin then ®comes off in sheets.® She follows with a good skin creas.

Some tigs from the Southwest: 10% salicylic acid in petroleum jelly; Eucerin (Beiersdorf, Norwalk, CT) and

ropylene glycol, mixed 50-50, and used after a daily bath; suak1ng in the tub with Aveeno Bath fros Rydeile Labs, Racine,
ﬂl, Iu relieve itchy Dermovan-base and Velvachol-base cream (from Owen Labs, San Antonio, TX); but you'll have to ask the
drugoist for them as they are usually behind the counter; Jade all-purpose o1l and Jade hair and bath shampoo by Jade
Prnﬂucts of Tulsa, OK.
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SRESRRIRRRRRRtRRRRRRRERRbREsRLLLL
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iiiEiit] CORNER FRE1REES
BEEREERRRRRRRRRIRRRRRRERRIRILILEY

Jennifer Heersink, 1203 East Park, #11, Hastings, NE, 68901, is 23 years old, married, and has Lamellar Ichthyosis. She
would like to hear from anyone who 15 interested in cnrres?undinq and cosparing notes about living with 1chthrn51§. She
would particularly like to hear from other women with Lamellar who have borne children and who might be able to give her
information about how ichthyasis did, or did not, atfect pregnancy and/or delivery,

Sue Plotner of Vacaville, CA, has ichthyosis on her hands and feet; her 11-year old son does, too. Sue would like to talk
or correspond with others who have this type of ichthyosis and with parents of children with any type of ichthyosis. You
can write to her at 365 Fir Street, Vacaville, CA 95688, or call 707-446-1428.

When Knu go auag to college, you can’t leave ichthyosis at home. How did you, or your son or daughter, deal with the care

of ichthyosis when living in a college dormitory? If you have any §u?gestlans, or want to warn about any particular
itfalls, drop a line to Else Phillips, 31311 Fairview Drive, Bay Village, Ohio, 44140, 216-B71-5636. A family member is
gading ;nr college in the fall and would appreciate any ideas or suggestions.

Those of you with particularly rare foras of ichthln5is may be able to perform a sgecial service that no one else could
possibly do. Because, as rare as your type of ichthyosis might be, there is probably at least one other person out there
with the same thing and feeling mighty 1solated hT it. If ;nu have Ichthyosis Hystrix in particular, why not drop a line
to Hona B. Heinz, $20 Balosede, Lancaster TX, 75134, 214-228-4604, MHona has Hystrix, and would love to hear from another
person with the same type of icﬁthyasis. hnd 1f anyone else has any other trpa of espe:iall{ rare variation of 1r.hthy0515i
why not send your name in to Focus; we can act as a clearinghouse and put all you folks who thought you were “the only one
in touch with each other.
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Two days of off and on rain couldn’t dampen the spirits of the breater Tulsa (Oklahoma) Chapter when volunteers conducted a
aarage sale to raise funds for the Ichthyosis Foundation. The fund-raiser, which took place during the storay weekend of
epteaber 26 and 27, 1986, was a tremendous success, hrin?ing in over $900, |
Betty HcHasters chaqtar president, felt the event was helpful not only in raising IPHEI for the foundation but
also in gaining puhlicily. hat publicity, she feels, can lead to more public awareness of ich hzu51s and possibly to
reaching sore Eeuple who have the disease. Betty hopes that through events like the fundraiser, “maybe more will come out
of the shells they are in and reach out for help and support.® GShe also hopes that other chapters, or would-be chapters,
can look to the Tulsa group and see that they can, indeed, '?et sonething special going® between families and individuals
who can relate to each other’s needs and lean on each other tor suepart.
Bettr would like to particularlK thank Kenneth, Maroge, Rick and Diane Boyd for their hard work and suﬂpart, not
just during the garage sale but *through all the years I've known you. We all know we have many more years ahead of us,
ﬂut uiﬁh Egd’s helping hand we will survive and overcome this problem we face day in and day out. 6od bless you all and
appy New Year,*®
The efforts of the breater Tulsa Chapter were acknowledged at the annual conference when President Susan De Haan
Eaesenteg Harge Boyd and Diane Boyd with a certificate of appreciation to take back to Oklahoma and share with the rest of
g chapter.
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Ellen Rowe, F.I.R.5.T."s North Carolina representative and our new publicity coordinator, met with Henry Kalﬁs, rresident
of Herald ﬁharnanal Richmond, VA, shortly after the annual conference. She spent an af{ernunn touring the Herald plant
and dlscusslnﬂ treataents for ich[hyusis. Herald makes several products which a nuaber of ichthyusislgatients have found
particularly helpful. A kEY ingredient seeas to be glycniic acid, which penetrates the skin because it is such a small
aolecule, Wr, Kamps told Ellen, Ellen says that aht ough she hasn’t delved into the chemistry of it all, she does know
that Herald’s Aqua 6lycolic Lotion works well for Her and many others with CIE and Lasellar Ichthyosis.

She says it’s important to use the lotion at least twice a day for at least 2-3 weeks before you expect to see
results. Then, she says, the initial shedding can be quite drasatic. Atter that the lotion continues to keep the outer
layer of skin thin ennu?h to rrevent scales and flakes from building up. Some peaple like to add about 2 ounces of pure
glycerine to 8 ounces of the lotion to increase moisture retention.

: The first few apglicatiuns aay sting, she reports, but that sensation quickly disappears for most people. And she
finds it’s more comfortable to use than preqaratinns containing lactic acid.

ﬂnxnne who would like to try Aqua Glycolic Lotion can write to Ellen Rowe, 6316 Secret Drive, Raleigh, N.C., 27612
(919) B48-3B21 and request a sample to be shipped free of charge. The foundation had been offering samples at a chirge of
$1 to cover postage and handling; now you can get a salgle for free through Ellen, Mr. Kamps has also offered to sell his
Ernducts at wholesale ?FICEE to meabers of F.I.R.5.T. Aqua 6lycolic at $4 a bottle can be purchased by the case (i2

ottles) or individually, through Ellen.



Just a Reminder -- Ichthynsis Focus is sent out six times a year to members of F.I.R.5.T. The annual membership

fee, due in Har, 15 $15 tor a reqular member, $25 for a contributing seaber, $50 for a sustaining meaber.
contribution o $75 per year desl?nates a sponsor, and $100 per year a patron. At this tise the Foundation does not
send out annual bills, but we wil _rgguast dues during May, “Renew Your Hembership Honth.* An annual nelbershif
drive could make 1t easier for individuals to remeaber to pay their dues, and for our hardworking bookkeeping staff
to keeE 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; it won’t. As yet, no one has been turned away from any of the services of
F.I.Rk.S.T. based on fees and finances. ﬁe ask you to contribute an annual meabership fee, but i¥ you just can’t
rlaht now, we understand, and trust you to help us as much as you can as soon as Iou can. fAnd, of course, you can
sake a contribution at any time! The Foundation needs continued financial su rnr in order to maintain its
Trugrass. Al donations, both large and small, are needed and appreciated; all are tax deductible as allowed by

aw, And you can designate F.1.R.5.T. !furnerig the National ltEEhyusis Foundation) to be the recipient of your
Unmted Way cnntrlhutlnn_thruugh 1ts Designated Charity Program; ask for the special fora to direct your contribution
to a specific organization, whether you will be donating dlreclly or through payroll deduction.
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DATED MATERIAL

FolsRe8iT
(forserly the National I:hthgnsis Foundation)
« Box 410453
San Francisco, CA, 94103
(415) 591-1653

F.I.R.8.T., the Foundation for Ichthyosis and Related Skin Types (forserly the National Ichthyosis Foundation), is a
charitable organization, incnrﬂnrateq in 1981 under the non-profit corporations laws of California. Its tax exeapt
status has been confirmed by the California Franchise Tax Board and the Internal Revenue Service. All contributions
are fully tax deductible as allowed under California and federal tax law.

The opinions expressed in this Newsletter are those of the Editor, and not necessarily those of the Board of
nire:gurs, Officers, Medical Advisory Board, or seabership. F.I.R.5.T. does not endorse any particular product or
treatment for ichthyosis. All medically related news and information is intended to infora and educate, and is not
to be taken as a recomsendation for use in any particular case, Readers are urged strongly to confer with their own
physicians and proceed with treatment only on a doctor’s specific recoasendation.



