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From a Medical Point of View

ICHTHYOSIS: Hereditary Dermat'osis

by Ervin H. Epstein, Jr., M.D.

Dr. Epstein is associate clinical

California, San hancuco, Schoof of
Medicine. He has recently joined our
Medjcal Advisory Board. A longer
vervion-of this article appeared in the
February 1983 edition of

CONS UL TANT magazine.

The ichthyoses — “fish-skin” discases
— are a group of hereditary dermatoses
marked by scaly skin. Since the discases
are inherited, often the patient will
know of someone else in the family with
scaly skin. If the ichthyosis is a
comparatively mild type, its presence
may be known only to the patient’s
parents and spouse, but not to cousins
or even offspring. The more severe
forms, of course, cannot be hidden by
clothing; thus the presence of such an
affliction is well known to family
members. Because different forms of
ichthyosis have different patterns of
inheritance and because different forms
of treatment are now available, accurate
diagnosis of the type of ichthyosis is
worthwhile. Moreover, a patient

planning to have chliiresi will willitit 1o

know how likely it is that they will
inherit the scaly skin.

An excess of stratum cormeum
Ichthyoses may be thought of as
discases cauded by the accumulation of
excess stratum corneum. We know very
little about what holds together the cells
of this remarkable, thin, supple,
continually regenerating keratinous
membrane layer, and hence it is not
surprising that we understand only
imperfectly how normal shedding
occurs, We do know that in some
unfortunates the stratum corneum
either becomes abnormally thick and
scaly or spiny,or sheds abnormal
quantities of excess scale. Obviously,
such an excess, as with any other
metabolic product (such as uric acid),
may be caused by cither'excessive
production or impairment of “loss.”

If too much stratum corneum is
produced, the excess scale is shed. The
forms of ichthyosis in which new scale

is produced in excess are fortunately

epietinslytle Fyperkeratosis.
When new cell production is normal
but shedding is impaired, the stratum
corneum thickens but no scales are
shed. The two ost common forms of

'lssg;ese so-called retention hyperkeratoses

are ichthyosis vulgaris and X-linked
ichthyosis.

Ichthyosis vulgaris

The more frequently encountered of
these is ichthyosis vulgaris (vulgaris
means common), affecting
approximately 1 of every 250 persons.
It is inherited as an autosomal
dominant trait — that is, one parent
also has abnormal scaii

Because the scaling of ichthyosis
vulgaris is comparatively mild, the
patient may not realize that other
family members also are affected,

Ichthyosis vulgaris typically produces
polygonal scaies, most prominently on
the outer sides of the patient’s calves,
although the thighs, buttocks, trunk,
and arms also may be involved. These

usually are spared. / the pllms
and soles often have an unusvally large
number of superficial wrinkles,
especinlly when atopy coexists, they
have no cracks or fissures.

At birth, the skin appears normal —
the scaling usvally begins during
infancy, unlike the less well-defined
winter dryness that plagues older
persons.

Recessive X-linked ichthyosis (RXLI)
The second most common type of
scaly skin is recessive X-linked
ichthyosis (RXLI), which affects
approximately 1 in 6,000 males. ‘
Typically, the skin is normal at birth,
but scaling begins to be noticeable by
several months of age. Clinically, this
condition looks very much like
ichthyosis vulgaris. In patients with
RXLI, the scaling tends to be more .,

severe — the scales are likely to be
larger, darker, and loosely adherent or
“stuck on” and shieldlike, rather than
small and white. The appearance of an
apparently unwashed neck is distinctive,
since the sides of the peck frequently
are sites of hyperpikmented scales.

In affected men, and in women who
are carriers of the trait, corneal
opaqﬂesmy—bc.mbb by slit-lamp
examination, but they do not interferc
with vision. The family history may
include brothers and maternal uncles or
a grandfatfier with scaly skin.

How noticeable the condition is, even
to the afflicted person, however, can
vary iderably. In certain
envir nts, the condition actually
may be undetectable even by
knowledgeable observers.

Blochemicnl detection of RXLI

During the past 5 years, research has
produced fundamental insights into the
biochemical cause of RXLI, The
seminal observation is that fibroblasts
grown from the dermis of patients with
RXLI lack steroid sulfatase, an enzyme
that removes sulfate groups from
steroids and sterols. This finding has
sparked intensive research into the rolke
of this enzyme in norma! epidermal
differentiation and stratum catReum
shedding.

Congenital ichthyosifors(
erythrodermas

Jhe Lwo other | types of
:clnhyons are ic’
hyperkeratosis, an autosomal dominant
disease, and lamellar ichthyosis, an
sutosomal recessive discase. Both
conditions have much more severe
manifestations; fortunately, they affect
far fewer persons — the incidence is
probabiy 1 to S cases per million,

EMDERMOLYTIC HYPERKERA-
TOSIS. Infants with epidérmolytic
hyperkeratosis may have blisters and
oozing, progressing later to a drier and
more spiny skin. The spines may be so
thick as to resemble porcupine quills.

. Light microscopy reveals empty spaces

(cont. on next page)
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Medical Point of View
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in the epidermal cells — a quite
distinctive feature that accounts for the
designation “epidermolytic.” When
these spaces are examined by electron
microscopy, however, they are seen to
be filled with whorls of filaments.
Occasionally the hyperkeratosis is
limited to the palms and soles.
LAMELLAR ICHTHYOSIS, In
patients with lamellar ichthyosis, the
entire skin surface is abnormal, with
broad scaly plaques (lamellae)
separated by deep grooves as well as
generalized redness (erythroderma) of
varying degrees, At birth, the skin may
be covered by a thin, transparent,
glistening membrane resembling
cellophane, which dries, becomes brittle
and cracked, &nd is shed during the first
week or two of life. Infants with this -
condition sometimes are termed
~“coflodion babies. 1hHe skin may
appear to be almost normal for some
months, but then the more
characteristic thicker scales appear.

New developments that offer hope
Two new advances hold out some
hope for ichthyosis patients and their

offspring. One such development is
prenatal diagnosis, which may be used
in cases of epidermolytic
hyperkeratosis. Since the skin of
afflicted persons manifests
“epidermolytic” changes even in early
embryonic life, fetal skin biopsy in
utero can establish the diagnosis,
Through this technique, an affected
parent can know in early pregnancy

whether this disfiguring disease is
present. Ordinarily, with an autosomal-
dominant disease, the chance of having
normal children is 50%.

In utero histologic diagnosis has not
yct been attempted for the autosomal-
recessive lamellar ichthyosis. It is not
clear whether the characteristic stratum
corncum thickening could be
recognized early.

The second promising advance is the
development of vitamin A synthetic
derivatives known as retinoids. Vitamin
A has long been known to reduce
keratinization and in certain epithelia to
cause the cells to switch from a pattern
of keratinization to on¢ of mucous
formation, but it can produce serious
systemic side effects. Chemists now
have succeeded in modifying the
vitamin A molecule so as to preserve its
beneficial effects while minimizing its

ﬂveM‘ il s
T ¢ most frequent use of isotretinoin,

or 13-cis-retinoic acid, is likely to be for
cystic acne. In the more severe
ichthyoses, the drug’s inhibition of
Kkeratinization is dramatic. The retinoids
are by far the most effective drugs
available for such patients,

Commeon side effects include cheilitis
and epidermal fragility, as well as an
inconsistent elevation of serum
triglycerides, the long-term
consequences of which are not known.
Although hepatotoxicity may occur, it
is much less common than with vitamin
A. When measured against the severity
of the disease and the social ostracism
patients so often suffer, however, these
problems seetn small.

Many other types of ichthyosis can
be differentiated clinically, usually on
the basis of associated abnormalities,
such as deafness, brittle hair, or mental
deficiency. These conditions are
extremely rare and usually rather
poorly defined.

Acquired ichthyosis

In addition, I should call attention to
a less unusual but very important
condition: so-called acquired
ichthyosis. Since it is not hereditary, it
is not a true ichthyosis. Nevertheless,
such patients also develop, as adults,
scaly skin resembling that of lamellar
ichthyosis or of severe ichthyosis
vulgaris,

The importance of acquired
ichthyosis lies in its role as a cutaneous
sign of internal malignancy. An
association has been reported between
this ichthyosis and various types of
scancere. Hodgkin's.dissnse nnd ather
lymphomas are those most commonly
involved. Hence, if a middle-aged or
older patient with no history of
ichthyosis develops this type of marked
scaling, you would instituie a search for
such a cancer. In this condition, topical
therapy is not sufficient.

In summary, then, the ichthyoses arc
a group of congenital skin diseases
whose manifestations can range from
the annoying to the socially and
psychologically orippling. In the milder
forms, judicious topical therapy can
cause significant, worthwhile
improvement, and the systemic
retinoids can provide substantial help to
patients with more severe forms of the
disease,

State of the
Foundation

A Message From Your Bawrd of Directors
"4_»_ o - -
Dear Friends,

The Foundation’s major project for
1983 will be our first.pational workshop
on November 30th and Desember 1st in
Chicago, Illinois, just Pnor to tl:e
American Academy o
meeting,

At the workshop, you'll lcam n.bom
the latest developments in ichthyosis
treatment and research. Youll also
learn how to orgapire local chapters
and work slong with the Foundation.
Dick DeLoughary, member of the
Board of Directoss, is helping with
plans to make the workshop & tmly
outstanding event,

The attendance fee is $15.00 per
person, $30.00 pér family. We'll try to
arrange accommodations for those who
would like to stay with a member of the
Foundation while in Chicago. If you
plan to attend, please fill out the
attached form and send it to us. (The

| Name:

workshop program will be printed in
the fall Newsletter.) .

The Foundation now has several
active committees. Among them are:
National Issues, chaired by Charles
Bnchhorn, and Clupter Development,

il
As always, € aré In great need g?‘
financial support. Your contributions
and donations are very helpful in
meeting the ongoing costs of postage
and telephone. However, the workshop
will be an extraordinary expense and
we need your help. Please send your

contributions. If you're interested in
participating in fundraising, contact
Susan Nye whose address is on the back

page.
I you'd like further information
regarding the Foundation and its

" -Wou may write to us
irecily at the national address. We

hope you will become active in the
Foundation and that we will hear from
you,

Sincerely yours,

Your 1983 Board of Directors

[ ——————— e —_—

. Number of Persons:

I (We) plan to astend the workshop in Chicago.

Address:

City: State:

— —

Zip:
p

Mail to: The Nati{m’ﬂ-lchthyosis Foundation, P.O. Box 252, Belmont, CA 94002
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Foundation
Activities News

Ted Shackelford Appears on AM San
Francisco forus . . ,

Members of the San Francisco Bay
Area and San Joaquin Valley Chapters
recently traveled to San Francisco for
an appearance with Board member, Ted
Shackelford, on the AM San Francisco
Show. Miss Penni Householder and her
mother, Mary, represented the
Foundation onstage, while other
members were interviewed in the

audience. Before the show, Larry Parks
of Bakersfield, CA. had a long visit
with Jim Griffin of Santa Cruz, CA,
and Charles Eichhorn of San Francisco.
It was the first time in his 28 years that
Larry had met someone else with
ichthyosis. A special thanks to all who
attended the show. especially to Ted
who did such a great job for us. We
love you Ted!

Barbara Landwehr appears on
television . . .

Barbara Landwehr, past president of
NIF. recently appeared on a number of

LB

Ted Shackelford enjoys a lavgh with San Joaguin
Valley Chapter Exccutive Committee Members Les
Avakisn (1) and Bil Soares (1.).

television talk shows around the
country geting the word out about
ichthyosis. Many thanks, Barbara!

Channel 40 Sacramento does news
show . ..

Board members, Judy Droste and
Charles Eichhorn, along with Penni
Househelder and her mother, Mary,
were recently interviewed by Channel
40 in Sacramento, CA, which did a
major report on ichthyosis and the
Foundation. Thanks to all of you for a
splendid job!

Ted Shackelford with Board Chairperson, Judy Droste,
and “our kids." (1 eft to Right): Charles Brazell. age 7.
Pixley, CA; Tricia Harvey, age 8, Porterville, CA: Penni
Householder. age 11, Milpitas. CA; Jamic Brown, age 4,
Fremont, CA,

Bay Arca Chapter member, Sonia Guaragna, enjoys
breakfast with her daughter. leslie, after the AM San
Francisco Show.

s ¢

Penni Householder and Ted Shackelford before the

Chapter
Development News

The Bay Area and San Joaquin
Valley Chapters participated in a Walk-
a-Thon sponsored by the Volunteer
Bureau on May 7. 1983. The chapters
raised over a thousand dollars. All the
sore muscles were worth it!

Welcome to the Greater Rochester
New York Chapter organized by Debra
Butler and to the Minnesota Twin
Cities Chapter organized by Rex and
Judy Rhein. Our two newest chapters
are on their way. We also have chapters
beginning to develop in the Cleveland,
Ohio, East San Francisco Bay and the
Scuth Carolina regions.

AM San Francisco Show.

Anyone interested in starting a
chapter or wanting more information
about chapter development may contact
Susan Nye or the National Office
(addresses on back). We now have a
Chapter Manual which provides step-
by-step information and instructions on
how to get organized. The Chapter
Manual is available upon request by
writing to the National Office.

Iehthyosis Foeusis published by the National
Ichthyosis Foundation. Inc., for the purpose
of developing and expanding interest, research
and national support for those afflicted by
ichthyosis. All rights reserved. © Copyright
1983 The National Ichthyosis Foundation,
Opinions expressed in the ICHTHYOSIS
FOCUS newsletter do not necessarily reflect
the view of the Foundation or its Medical
Advisory Board.

Ask the Doctor.

NOTICE:

Beginning with the next Newsletter
we will have a “Member Correspon-
dence Celumn™ and an “Ask the Doctor
Column™. Please send your letters and
questions for these columns to us as
soon as possibte for inclusion in the
next Newsletter which will be out in the
early fall.



NATIONAL ISSUES NEWS

(Charles Eichhorn is the coordinaror of
the National Issues Commirtee. He has
ichthyosis and practices law in San
Franciseo.)

The National Issues Committee is
pressing forward in four main areas for
1983:

* Networking with other groups

* Monitoring legislation affecting
ichthyosis

¢ (reating a computer data bank of
ichthyosis information

* Preparing for the Annual Meeting in
Chicago

NETWORKING

To be most effective in modern
society, individuals and groups
frequently ereate networks of
communication, support and influence.
NIF is developing a network of
expertise and cooperation among
national organizations and institutions.

On a broad scale. NIF is contacting
the March of Dimes and United Way
campaigns. We are also interested in a
new and important organization. the
National Organization for Rare
Disorders. which had its first meeting in
May. NIF will also be working with
sister foundations such as the National
Psoriasis Foundation, D.E.B.R.A.,
United Scleroderma Foundation, and
the National Alopecia Areata
Foundation, among others.

We hope to benefit from the
cxperience of these groups and to offer
our united voices to support increased
research of uncommon diseases.

LEGISLATION

NIF is plaving an increasing role in
monitoring and responding to
legislation that affecty its members. Dr.
Peyton Weary, a member of our
Medical Advisory Board, has played an
essential role in this area by alerting us
to impending legislation and by offering
his professional interpretation of the
effects such legislation may have on the
interests of NIF members.

COMPUTER DATA BANK

Although there has been tremendous
progress in continuing ichthyosis
research, more information about
people with ichthyosis is needed to push
back the darkness even further. A
centralized pool of carefully organized
and verified information is needed so
researchers can create a statistical
profile of peopie with ichthyosis.

Researchers need to know about
more individuals who suffer from
ichthyosis. We need to know the
answers to a lot of questions: Are
people with ichthyosis generally the
same height as the average? Does
ichthyosis have an effect on vision? Are
people with ichthyosis more susceptible
1o cold than the average person? Do

people with ichthyosis sleep an average
amount, or mere or less than average?

These are only a few of the hundreds
of questions that researchers would like
to ask of people with ichthyosis. But in
order to obtain a scientifically and
statistically valid profile, we need to
have answers from a great number of
people. Valid conclusions cannot be
drawn from just a few isolated cases
seen by researchers in ¢linics.

This Committee will be working
closely with the Medical Advisory
Board to design and implement a
database questionnaire system in the
coming months. You can help in two
ways: answer guestionnaires you
receive from NIF, and spread the word
about NIF so that everyone with
ichthyosis will join the foundation and
participate in this critical project.

ANNUAL MEETING

A major topic at the May meeting of
the Medical Advisory Board in
Washington, DC, was the upcoming
Annual Meeting of the General
Membership and the Workshop on
Ichthyesis to be held in Chicago
November 30 and December I, 1983, in
conjunction with the annual meeting of
the American Academy of
Dermatology.

The Annual Meeting will feature a
roundup report of the events of the year
past and the vear to come. The Chapter
Development Committee will present a
special Workshop on developing local
chapters of the Foundation. and there

will be medical presentations of the
latest information on ichthyosis, with
question and answer sessions and
roundtable discussions on various
medical issues.

SUMMARY

That’s it for this issue. Comments,
criticisms and praise are all equally
welcome on my desk. If you hear
anything of national interest to people
with ichthyosis, pass it along to me. 1
can use all the eyes and ears 1 can get!

WE ARE NOT ALONE

There are at least four broad types of
ichthyosis, divided as follows in the’
population of the US:

1,000 Epidermolytic hyperkeratosis
and Lamellar ichthyosis

20,000 X-Linked ichthyosis {only
appears in males, but carried
by females, too)

1,000,000 Ichthyosis vulgaris (common
ichthyosis)

NIF knows of only a few thousand of
these pcople. Won't you pass the word
about NIF in your community? Get the
word out! United we stand: divided, we
remain lonely, frustrated and ignorant.
Let your local media know there'’s an
important story they're missing: Put
the Focus on Ichthyosis! Encourage
anyone you know with ichthyosis to
join NIF.

Contributions needed.

i

| We are expanding at a rapid rate and in need of contributions for the

| December Workshop as well as money to run the day to day operations of the
Foundation. Please help by sending your donation today.

NAME Male Female
ADDRESS

CITY STATE VAYY
PHONE

REGULAR - §10.00

SUSTAINING - §50.00

CONTRIBUTING - $25.00

SPONSOR - $75.00

PATRON - $100.00

OTHER

Mail to: The National Ichthyosis ¥oundation, P.O. Box 252. Belmont, CA 94002
(415) 348-3309

I
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|
I ANNUAL MEMBERSHIP (includes newsletter)
|
!
|
II
|
|
|



From a Social
Worker’s Personal
Notes

by Susan Nye

Susan Nye. L. €. 8. W., is a psychiatric social
worker. She is in private practice and teaches in the
Departiment of Pediatrics, U.C. Mcdical Education
Program. Valley Medical Center, Fresno, CA. Ms.
Nye 1s First Vice Chairman ot the Foundation and
coordinates Chapter Development.

Dealing With a Child’s Lamellar
Ichthyosis.

It has been over two years since
Penni Householder’s dermatologist
referred her to me. Penni has lamellar
ichthyosis. She was 7 years old and had
recently started second grade at a new
school when we first met. She
habitually “dug™ at her skin and could
be heard crying during the night. Those
close to Penni wanted desperately to
help her but were at a loss as to how.
Penni wouldn’t talk about what was
bothering her. In time, I realized that
Penni simply did not know how to tell
us.

During the months 1 met with her
and came to know her, 1 began to
understand the emotional consequences
this child experiences because her skin
is different and because she doesn't {ook
like everyone else.

Penni is a bundte of energy. During
our first meetings she was in constant
motion. She jumped, skipped, wiggled
and literally ran around her house. Her
eyes never looked at me, She was afraid
and inhibited with strangers. She
wanted to be close but didn’t know
how. It was a new. unfamiliar
experience for Penni to have a stranger
actively seek her acceptance. Most
people did not,

Hungry for Affection.

Penni loved it when I hugged her.
She's a very aftectionate child but, in
her experience, only “mom™ touched
her affectionately. She was hungry for
normal physical contact. But she'd

learned to keep a safe distance from
people or suffer a painful rejection.

Penni loved to play games that
children her age are so clever at
devising. She quickly learned to
communicate through them. She had
secrets, riddles and “guesses” for me.
She tiked to show me how well she
could spell and enjoyed making lists of
the “good™ friends. those who did not
bother her, and the “bad™ friends, those
who persecuted her. It took a long time
before Penni could tell me about their
teasing, taunting and refusal to play
with her. This made her life at school
miserable. Penni desperately wanted
friends. She was humiliated by her skin.
She so much wanted to be just like
everybody else. She wouldnt allow me
to mention her skin in any way. If 1 did.
I'd immediately get a “knuckle
sandwich.”

“§ Hate ‘it’,”

Those of us close to Penni were
concerned about her. She was irritable,
not sleeping well, didn’t want to apply
her medication and would cry, “I hate
‘it or “l can’t stand ‘it" anymore.”

Penni was not building healthy
emotional resources. She seemed unable
to cope with her life. She was depressed
and filled with pent-up rage. She was
withdrawing into herself and losing
interest in life.

Little in my professional training had
prepared me to work with the unique
problems of this child or with the
effects her ichthyosis had had on her
family. This left me feeling uncertain
about how to help Penni. 1 knew there
must be ways to bring joy into her life
and help her begin accepting herself. I
also knew this had to be accomplished
if Penni were ever going to feel
emotionally well and healthy,

It is my hope in writing this article
that it will provide support and
encouragement particularly 1o those
parents who are experiencing the
isolated desperation and struggling
Mary Houscholder experienced as she
lived with her child’s suffering and did
not know what to do about it. The
following is an account of what can
happen by taking the obvious and
making use of it. It doesn™ encompass
all that was done. However, we
particularly enjoyed the results of our
efforts in this area and would like 1o
share them with you.

Knowing the Real Child.

First, it is essential that those close to
the child develop the capacity to know
who the child “really”™ is. That is, be
able to recognize the child’s talents and
abilities . . . attributes which are
separate from his or her ichthyosis. So
much of the ¢hild's identity and
cxperiences are tied with his or her skin

and opportunities to “get away” from it
are necessary. In Penni’s case this was
easy. We simply channeled her constant
motion, a natural athletic bent, intp
gymmnastics and now into tap and ballet.
Penni attends small classes with
supportive teachers where her
gymnastics efforts, rather than her skin,
receive the attention. It took time to
find the right environment and the cost
of lessons was prohibitive for the
family. But we were determined that
Penni would have gymnastics and a
private donor was found.

From the beginning, Penni loved
gymnastics. Not only was it just her
thing, but it also gave her rage an
outlet. She has excelled and is now the
best student in her class. The other
students want to do as well, and Penni
helps them. She’s grown stronger
emoticnally. Her unique personality has
begun to shine and she’s become quite
popular. She has many friends. Most of
them were at her ninth birthday party
and she spends a great deal of time
talking with them on the telephone.

Developing the Child’s Unique Talents.

The important point is to recognize
the “real” child. The one who scribbles
on your walls may be a budding artist.
The one who tells you “stories™ may be
a writer. The one who piles blocks all
over your house, an architect or an
engineer. The one who likes to play
with bugs, possibly an entomologist.
Seeing your child in this light and
encouraging his or her natural
inclinations creates a supportive
atmosphere wherein the c¢hild’s unique
talents and abilities will develop. This
helps build the emotional resources the
child will need throughout life.

Penni is a much happier child today
than she was 1-14 years ago. This is not
to say she no longer has difficulty. At
times she has. But she’s better able to
handle that difficulty. Knowing her has
certainly enriched my life. She’s taught
me a great deal about how people
function. One thing | know for sure. it
is who she is that makes it easy for us to
care about her and I think she knows
how much we all dearly love her.

Penni Householder



The National Ichthyosis Foundation is a charitable
organization. All the money collected by it will be

used for charitable purposes, such as education,
counseling, and ichthyosis research. The organization’s
major expenses are mailing its newsletter and printing
educational material, Articles of incorporation as a
non-profit organization have been approved by the

California Secretary of State and its Tax Exempt

Status has been approved by the California State
Franchise Tax Board. All contributions to the
organization are deemed tax-deductible under both

California and Federal Law.

National Headquarters
The National ichthyosis
Foundation

P.O. Box 252

Belmont, CA 94002
(415) 348-3309

Chapters and
Regional Representatives

San Francisco Peninsula
Area Rep.

Ms. Jeannette Jensen

641 O1d County Road, #209
Beimont. CA 94002

{415) 595-3817

Celerado; Utah; Wyoming
Mrs. Teri Thompson

349 Silver Springs Court
Colerado Springs. CO 80919
(303) 598-8020

Massachusetts Rep.
Rita Karassik

287 Lexington Street
Watertown, MA 02172
{617) 926-2426

New Jersey Chapter

Mirs. Patricia Mondi

989 Linwood Place

North Brunswick, NJ 08902
{201) 246-2085

New York Rep.
Claudia Kennington
12 Cresthill Court
Huntington Station.
NY 11746

{516) 423-0277

Kansas;/Oklahoma Chapter
Mrs. Betty McMasters
1838 So. Muskogee
Sapulpa, OK 74066

(918) 224-9509%

The National Ichthyosis Foundation
P.O. Box 252

Belmont, CA

94002

{415) 348-3309
Address Correction Requested

A NON-PROFIT CORPORATION

We join our hearts and our
hands together as one family

Rochester Chapler
Debra Butler

647 Latta Road
Rochester, NY 14612
{716) 621-8742

Michigan/ Midwest Rep,
Dick & Carol DeLoughary
24689 West Highland Ct.
Farmington Hills, MI 48018
(313) 879-8022

Pennsylvania Rep.
Pat Giuliana

12536 Deer Run Rd.
Philadelphia, PA
(215) 637-7220

Yirginia; Maryland Rep.
Mrs. Donna Tormey
[16 N. Harrison Rd.
Sterling, VA 22170
(703) 430-0585

Gina Bergiund

(209) 431-3776

Mary LeMelle
280 Carnegic
Milpitas. CA
(408) 263-7850

Minnesota Twin |

Chapter
304 E. Sidney

{612) 228-0012

Editor

(209) 485-8581

53 Glenview Dr.

(415) 550-1320

MEDICAL ADVISORY BOARD

Lowell A. Goldsmith, M.D.,
Chairman

Univ, of Rochester Med. Ctr.

P.O. Box 697

601 Elmwooed Avenue

Rochester, NY 14642

Michael Jarratt, M.D
Department of Dermatology
Baylor College of Medicine
Texas Medical Center
Houston, TX 77030

Paul O. Schackelford, M.D.
St. Jehn's Doctor’s Bldg.
1705 E. 19th Street

Tulsa, OK 74104

Joseph MeGuire. M.D.
Leonard Milstone. M.
Department of Dermatology
Yale University Medical School
333 Cedar Street

New Haven, CT 06520

Carl Eihman, M.D.
Department of Medical Research
Hoffman — LaRoche

Nutley, NJ 07110

Nicholas J. Lowe, M.D.
UCLA School of Medicine
Department of Dermatology
L.os Angeles. CA 90024

Arthur Norins, M.D.
1100 West Michigan
Indianapolis, IN 46202

Melodie Buxman, M.D,
Olsan Memorial Clinic

16463 . W. Boones Ferry Rd,
Lake Oswego. OR 97034

Frank Yoder. M.I3.
829 W. Callege
Westerville, OH 43081

James E. Rasmussen, M.D.
Dept. of Dermatology Box 031
Qutpatient Buiiding

Univ. of Michigan Medical School
Ann Arbor, M1 48109

Nancy Esterly, M.D.
Children’s Memorial Hospital
2300 Children’s Plaza
Chicago, 1L 60614

Lawrence Schachner. M.D.
1550 NW. 10 Avenue, Rm. 301
Miami, FI. 33136

Gary L.. Peck. M. D.
Dermatology Branch, N.1.H.
Building 10, Room [2N238
National Cancer Institute
Bethesda. MD 20205

Robert A, Briggaman, M.D,
North Carelins Memorial Hospital
Chapel Hill, NC 27515

San Joaguin Valley Chapter

372 W. San Madele
Fresno. CA 93704

Rex and Judy Rhein

St. Paul, MN 55107

Susan Nve, L.C.S.W.
1922 Mayfair Drive East
Fresno, CA 93703

National Issues Coordinator:
Charles Eichhorn, Attorney

San Francisco, CA 94(31

Board of Directors
Judy A. Droste
Chairman

Ri. 1 Centerline Rd.
Pewano, MI 48873
(517 587-6713

East San Francisco Bay Area

Susan Nye, LC.S.W.
First Vice Chairman

1922 Mayfair Drive East

Fresno, CA 93703

s (209) 485-8581

James O'Brien

Yallejo. CA 94590
(707) 643-4211

Ichthyosis Focus —

John Brennan. Acct.

San Francisco. CA

Secretary
250 Laurel Street

(415) 922-7090

Gerald G. Kreuger, M.D,
Division of Dermatology
50 North Medical Drive

Salt Lake City. UT 84112

Pevton E. Weary, M.D_
Univ. of Va Medical Cir.
Box 134

Charlottesville, VA 22908

Gerald Weinstein, M.D.
Department of Dermatology
University of California
irvine, CA 92717

Mary L. Williams, M.D.
V.A. Medical Center
Clement Street

San Francisco. CA 94121

Sidney Hurwitz, M. >
2 Church Street South
New Haven, CT 06519

Ervin H. Epstein, Jr., M.D.
400 — 30th St
Oakland, CA 94609

Sccond Vice Chairman
1113 Puolumne Street

Chief Financial Officer
-265 Northpoint Street.
#309

William Nachbaur. Attorney

San Francisco, CA 94118

Peter Elias. M.D.
Dermatology Service
Veteran's Administration
Hospital

4150 Clement Street

San Francisco, CA 94121
(415) 750-2092

Dick DeLoughary

24689 W. Highland Court
Farmington Hills, M148018
1313) 478-0886

Betty MeMasters
1838 South Muskogee
Sapulpa, OK 74066
(918) 224-5099

Ed Rollins
Washington. DC

Ted Shackelford
Los Angeles. CA

Mary Williams, M.D.
Dermatology Service
Veteran’s Administration
Hospital

4150 Clement Street

San Francisco, CA 9412(
(415) 750-2092

Non-Profit Org,
U.S. Postage
PAID
Belmont, CA
Permit No. 31

DATEDY Mot RE

Howard P. Baden, M.D.
Department of Dermatology
Massachusetts General Hospital
32 Fruit Street

Boston, MA 02114

Laurence H. Miller, M_I).
N.LAM.D.D. E.P.
Westwood Bldg.. Room 405
N.LH.

Bethesda, MD 20205

George Tharne, M. D,

Orthoe Pharmaceutical Corp.
275 Old New Brunswick Road
Piscataway, NJ 08854

Eugene J. Van Scott, M.,
Skin & Cancer Hospital
Department of Dermatology
Temple Univ. Health Sciences Cir
3322 N. Broad Street
Philadelphia, PA 19140

Peter Elias, M. D

V.A. Medical Center
Clement Street

San Francisca, CA 94121



