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$100 donors boost F.I.R.S.T. into the 90's

F.LR.S.T. wants to thank everyone who
contributed to the Foundation this year. Some
have given in the form of personal time and
energy. Cthers have supported us with notes of
encouragement and suggestions, andmany have
contributed financially to help keep the office
running.

Thanks to all of you, the word is spreading
about ichthyosis. We frequently get calls now
from new parents and physicians who are
interested in learning more about this disease.
Perhaps someday ichthyosis will not be so
unknown to the general public.

Special appreciation goes to those who gave
at least $100 or more during 1990. If we have
overlocked you, please let us know. We wantto
thank each and every one of you for your
continued support.

Elizabeth F. Adams, Witliam and Claire Amwake,
Carl and Shirley Anderson, David and Cynthia
Ashion, Michael and JoAnne Barr, Reba and
Becca Benson, Dr. and Mrs. Wilmer C. Betts,
Gary and Marde! Bierwagen, Robert and Debra
Bowie, Billand Joanne Brunetti, Jean Cox, Jane
Bukaty, Stephen Clark, Julie Corbin, Jessie Doyle
Deely, Adam and Nell Dorazio, Charles and
Diane Eichhorn, Dr. Peler Elias, Linetfe Finstad,
Vera M. Finzel, Norene and Walter Foxe, Karolina
Freed-Briggs, Mr. and Mrs. A.J. Galluccio, Larry
and Sue Getz, Rose and Donald Gore, Ray and
Margaret Haywood, Dr. and Mrs. H.R. Hudson,
Paul and Janice Hudson, Thomas C. Hudson,
Margaret Jacobsen, Richard and Jean Kally,
Randy LaBarbera, Mr. and Mrs. Joe LaBarbera,
Gaetanoand Mary Licursi, Valerie Lutters, Debra
Luchansky, Michael Martinofich, Frances and

Pete McHugh, Dr. Laurence Miller, Dr. Leonard
Milstone, Jacqueline Montgomery, Edith
Murphree, Dr. Arthur Norins, Blair Pride, Mr. and

rs. Trice Ovbey, Herdis Olson, Mr. and Mrs. J.
V. Phillips, Mrs. Charlie Rogers, Phillip
Rosenburg, Ken and Karen Shouse, Janet
Showers, Bob and Cathy Sipper, Or. Virginia
Sybert, John and Paula Suter, Sam and Janis
Unruh, Dr. Eugene Van Scolt, Larry and Pat
Wright, Dr. Frank Yoder, Dr. Mary Williams, Mary
Wiewel, Margaret Vernet, All Brife Sales,
Biomedical Health Care, Children's Hospital of
Seattle, Dermatology Products of Texas, Dermik
Lab, Firestone, Goodell, Stratton, etal, Attorngys,
Hoffman LaRouche, LIA-San Francisco,
Neutrogena, North Builders, Schering, Stiefel
Lab,Inc., Sween Corp., United Way of Greater

Dayton Area, Women of the Moose - Tulsa,OK.

Get set to celebrate in Williamsburg

Colonial Williamsburg, Virginia is the site of the
upcoming F.I.R.8.T. Summer Celebration. This
exciting event will be held on Wednesday, July 3,
at the Williamsburg Lodge in the heart of the
colonial area.

Because this is a popular tourist season in
Williamsburg, we urge you to make your room
reservations as soon as possible. Room rates
range from $65-$85 per night in nearby hotels.
Colonial Witliamsburg also has reserved rooms
for us in its own hotels. Rooms at the Motor
House are $75, and at the Cascades, $85.
Reservations can bemade by calling (804) 229-
1000.Tellthem you are attending our conference
in order to get group rates.

Afew other hotels in the area include: The King
William Inn 1-800-336-6126; The Patrick Henry
Inn1-300-446-9228; The Quality Inn 1-800-537-

2438; The Ramada Inn East 1-800-062-4743;
The King George Econo Lodge 1-800-358-8003.

There are also several campgrounds located
on the outskirts of town, Jamestown Beach
Campsites, for example, offers full hook-ups, a
river beach, pool, five bathhouses, putt-putt and
hingo, and playground. Rates average $12 to
$19 per night depending on hookups. Even
though this campground has over 1,000 camp
sites, reservations are already being taken for
July 4th. Call soon if you want o reserve a spot.
Thenumber is (804) 228-7609. This campground
is located 3 and a half miles from town near
historic Jamecstown Festival Park.

For those travelling by air, regularly scheduled
airport limousine service is offered at three
airports: Norfolk International Airport, Richmond
International Airport and Patrick Henry Airportin

Newport News, VA. The Richmond and Norfolk
airports are about a 45 minute drive from
Williamsburg.

Williamsburg is located 150 miles south of
Washington, D.C., approximately midway
between Richmond and Norfolk on Interstate 64.
Daily Amirak, Greyhound and Trailways service
also make Williamsburg easier to reach,

Colonial Williamsburg offers many interesting
and fun things to do. An admission ticket is
necessary to enjoy the full scope of the historic
area. Nearby is Busch Gardens, an exciting
adventure for beth adults and children.

Pleaseletus knowifyou would iike aconference

information packet sent to you. Registration
deadline in May 1, 1991. Registration fees are
840 perperson, $55 per couple, and $15foreach
child. Breakfast and iunch are included.




Tell Me, Doctor

By Melodie Buxman, M.D.

Q. Please discuss Pityriasis Rubra Pilaris.
How is it related to ichthyosis?

A Pityriasis Rubra Pilarisis actually more closely
related to psoriasis than fo ichthyosis, although
an affected person may resemble ichthyosis in
appearance. It is an acquired condition, not
inherited, inwhichthe skin thickens and becomes
red; especially the paims and soles, and areas
around hair follicles. It may last months to years,
and can be treated with natural or synthetic
vitamin A, or sometimes with anticancer agents.

Q.1don't perspire under my arms. When [ get
hot, | often break out with a bright red, itchy
rash that is very uncomfortable. What can |

use to get rid of this rash? Is this a yeast
infection?

A. Wilh rare exceptions, ichthyosis patients do
have normal sweat glands. However, because of
the thickened skin, the sweat may not be able to
exit from sweat pores, and they become blocked
and may rupture (break) into the skin, releasing
sally sweat into direct contact with the inside of
the skin.

Thiscausesinflammation, and red bumps called
“miliaria” which are very itchy and 1ake several
days to go away. Although there is no good
specilic treatment, mild corisone creams or
soothing lotions may help. If you can use

antiperspirants to reduce sweating, and avoid
getting overheated, this helps, too.

Yeast, of course, may occur on any body surface,
particularly where skin folds, if damp. It normally
produces raw and shiny areas, sometimes with
smalipustules containing white blood cells fighting
the infection. Special anti-yeast ¢reams are
needed for this, obtainable from your doctor.

Melodie M. Buxman, M.D. is a dermaioiogist
onthe FLR.S.T. Medical Advisory Board. She
willbe happy fo answeryour questions. Pleage
send your questions lo the FLR.S.T. office

and we will forward them to her.

fBubey personality keeps Christy bouncing

Christy Cohan, age 7, livesin Marietta, GA with
hermom anddad, Pam and Larry Cohan, and 14-
year old sister, Jenny. Christy has a mild form of
lameliar ichthyosis, butthat doesn't stop her from
-being at the top of her second grade class and
excelling in gymnastics,

“She has a bubbly personality,” says her mom.
“Christy haslots of energy and she s veryresilient.”
This seemstobetrueof alotofkids withichthyosis!

Christy's parents have encouraged her o be
" 'normalin every way. Her hands get dry at times,
but Christy uses Lac Hydrintwice adayaswell as
PolysorbHydrate. According to Mrs. Cohan, this

isa nonprescription cream similarto Pond’s Cold
Cream. A 16-ounce jar costs about $14 and is
made by E. Fougera and Co., Melville, NY.

The Cohans attended the Summer Conference
inFlorida where they met other families and were
able to exchange ideas about skin care. “l found
out everyone seems to use a different cream or
lotion,” says Christy's mom.

The conferences are also a good opportunity
forchildrento meet other kids who haveichthyosis.
Parents can share child-raising tips, and adults
with ichthyosis make new friends with whom they
have something in common.

Christy Cohan

A parent’'s viewpoint:

By Cindy Mac Eachern

How often do you hear the following question?
“What happened? Did you stay in the sun too
long? is that why you're peeling?”

it you saw someone in a wheelchair, would you
say, “Whathappened? Did you fall down and now
you can't walk?" I you saw someone who was
blind, would you say, “What happened? Did you
get something in your eyes and now you can't
see?

Here's my point. If someone has a known and
obvious handicap, if is easier to deal with than if
someone has a skin disorder. When people have
to deal with an unknown or unfamiliar sight, they
seem to be less sensitive.

We are parents of a daughter, age 11, with
lamellar ichthyosis. She is very knowledgeable

abouther skindisorder. We feel that the more you
know about a problem, the better you can COPE.

When sheis asked why her skinlooks different,
she usually says, “ | have a skin disorder called
ichthyosis. Let me spell it for you.”

Sometimesitiseasier for herto say, “My suntan
ispesling.” Society can beignorant about certain
things... they fear the unknown.

Because ichlhyosis is 5o rare, it is difficull to
deal with. But children have the gift of positive
thinking. When our daughter gets down, she
does several cartwheels across the fioor, Then
she says, “It could be a lot worse. Atleast 'm not
in a whee! chairl”

Editor's note: Parents can be very helpful
when strangers approach children with

questionsabout their skin, What do you doto
help your child over the rough spots? If you
would like to share your ideas, please write to
FOCUS. We also want to remind readers that
someichthyosis patients do use wheel chalrs.
The skin on their legs and feet is not flexible
enough for walking, Many people with
ichthyosis also have eye problems because
the skin pulls the lids inside out. These folks
also cope with rude stares and questions.
FOCUS would like to hear how you handle
these extra handicaps.



Correspondence Corner

Chris Dukes, age 10, would like o hear from
other children with ichthyosis. He has
Epidermolytic Hyperkeratosis. Chris's addressis
Rt. 1, Box 73A, Woodbury, GA 30293.

Vickie Nabors has an 8 year old daughter, Tina
Scruggs, withlamellarichthyosis. Tinawouldlike
to hear from someone her age or someone who
could give her advice about dealing with other
kids who make fun of her. Tina very much wants
tomeet someone with ichthyosis and hopes that
people in her area will want to get together. Her
address is 113 Grant St., Eastey, SC 29640.
Joe and Marlene Huffman are interested in
organizing a regional meeting in Minnesota. If
* youliive in Minnesota or a neighboring state and
would like to attend a meeting, please contact
them. Their address is 1326 DeSoto Ave.,
Glencoe, MN 55336 (612) 864-4508.
Glorialrwin has a 21-year-old son, Jeremy, with
x-finked ichthyosis. She would like to hear from
others who have similar skin problems. “| believe
that by people communicating with each other
_theirburden may be somewhatlessto

says. Her son has good results using lonil
shampoo on his scalp and LacHydrin. Write to
her at Route 1, Box 32, Little Falls, Minnesota
56345.

Denise Gullickson, 89 Scarborough, Kalispell,
MT 59901, wants tolet folks know what helps the
itching and bacteriat oder for her 10-year old son.
“We have fought the battle and for the first time
wefeel like weare winning.” The productis called
Melaleuca, a type of soap that smelis good,
according to Denise. “I'm sure that some of you
like me have tried awful smelling stuff that seems
tomake things worse. Atthe sametimehestarted
using Melaleuca, he started Vitamin E. So [don't
knowif itis the combination, but itis working. The
odor is down anid the thickening is, too. As you all
know, it's a hunt and peck game. The right
combination someday will work. This works for
us, and we've used it since August.”

To contact a distribulor of this product call;
Stephanie Luehr at (406) 756-6159. Denise says
she will be glad to talk to others. Her number is

newsietter. I've never written before to say how
much this letter means to me. | lock forward to
every one of them. There is always something in
the letter that pertains to us, and most of all, it
gives me a good feeling of support.”

Annette Martin, 19 North Court Road, Five Dock,
New South Wales, Australia, 2046 writes 1o us
about her son, Ben, age 5, who started school
this year. Annette says, ‘I feel it's extremoly
important for parents of a child with this skin
condition, or any genetic disorder, not to blame
themselves.” There are no support groups for
families in Australia so Annette wouldlike to hear
from people here in the states. She has been
teaching Bento be independent and take care of
his own skin.

If youwould like a penpal, have a commentto
make, or would like to be in touch with others
who have ichthyosis, write to Ichthyosis
FOCUS, PO Box 20921, Raleigh, NC 27619,
and we will include your name and address in
Correspondence Corner. We do not release
names and addresses without permission.

(406) 756-6075. “1 just had to share this with the

Researcher needs our help

By Amy Paller, M.D.

Canyou sparealittie skin? Just as a reminder,
lam still seeking scale, as muchas possible, from
patients with ichthyosis. | am particularly looking
for patients with epidermolytic hyperkeratosis,
but would be glad 1o receive specimens from
patients with any of the forms of ichthyoses.

Although | would most like to get untreated skin,
tam also happy to receive treated specimens as
long as | know the preparation thatis being used
as a freatment. This is so that | can test it for
contaminants that may be relevantfomy studies.

i need 1o know the locafion from which the
scales are taken, the age and sex of the patient
and, ifpossible, the type ofichthyosis. Scales can
be collected overa period of time and kept frozen
in a bag or plastic container in the freezer and
later sent to me by mail.

Let me explain what { am doing. Gangliosides
are chemicals with specific sugars and fat groups
that are present in the membranes of all cells,
including skincells. The predominantganglioside

of skin cells is called GM3.

Antibodies against this ganglioside have been
found in normal skin scale. In patients with
disorders of scaliness, likeichthyosis, the element
in the scale to which the antibody against GM3
binds is absent or markedly decreased.

We feel that it is likely that this element may be
important in regulating the growth of skin cells
and may be deficient in patients with ichthyosis.

We will be using the scales from ichthyosis
patients to compare with scale from normal
individuals {from under casts and extracted by
biochemical techniques). We will be looking for
the amount of ganglioside GM3 in these
preparations, as well as far other stemants that
may share a sugar structure thatis recognized by
the antibody against GM3, such as aproteinor a
fat that contains the sugar element.

Ifsuchanelement canbeidentified, its deficiency
may prove to be useful in diagnosis and
racognizing new therapy for patients with

Dr. Paller

ichthyosis.

Editor's note: Dr. Amy Paller needs our support
for her research to be successful. Please send
your collected skin scafe to her : Amy S. Paller,
MD, Head of Division of Dermatology, The
Children's Memorial Hospital, 2300 Children's

Plaza, Box 107, Chicago IL 60614.




Genetic counseling can explain diagnosis

By Virginia Sybert, M.D.

Genetic counseling provides information about
the correct diagnosis and natural history of
inherited disorders, their treaiment, recurrence
risk and prevention, and referral for long term
care. Genetic counseling reguires communication
of all this information so that it is understood and
useful, and may require more than one visit.

As arule, counseling is non-directive, thatis the
health care professional’s function is 1o provide
information which allows patients and families to
arrive at their own decision based on their needs
and beliefs. It is not the function of the counselor
toimpose his/her ownvalue system onthe patient.

While genetic counseling is usually given by a
physician trained in medical genefics or by a
genetics associate (an individual withamaster's
degree in Medical or Human Genetics), other
health care providers may also participate in the
process.

Accurate diagnosis is a prerequisite for genetic
counseling. Disorders with similar manifestations
may have different causes which may be genetic
or ron-genetic (phenocepy). ¥ a disorder is
genetic, mutations of different genes or different
mutations of the same gene, may produce similar
clinical appearances {genetic haterogensity).

Autosomaldominant, autosomal recessive and
x-linked genes, each of which has a different
recurrence risk, can cause disorders that cannot
be distinguished on clinical grounds alone. The
natural history, freatment and recurrence risks
may be different. For this reason, a physician
expert in the disorder should be involved in the
evaluation.

The mostuseful tool for the diagnosis of genetic
disease is the family history. To ask appropriate
questions, the counselormust be familiar with the
major and minor manifestations of the disorder.

inmostinstances, information about firstdegree
{parents, sibs, children), second degree (aunts,
uncles, grandparents, grandchildren), and third
degree (cousins) is sufficient. Ethnic origins are
usually asked about because some disorders
occur more frequently in one ethnic groupthanin
others.

Some of the most useful questions in obtaining
the family history are: “Is there anyone with
similar problems in the family?" “Did anyone die
young or unexpectedly?” “Did anyone have
problems becoming pregnant or carrying a
pregnancy toterm ?"“Were there any stillbirths or

malformedinfantsinthefamity ?"“Isthere anything
traveling in the family, such as the ‘Smith ear’ or
the ‘Jones foot'?”

itis important to remember that someone may
not recoghize a specific problem as part of the
spectrum of a given disorder.

A disorder may stilt be genelicinthe absence of
apositive family history. New dominant mutations,
recassive disorders in families with few children
and spontaneous x-linked recessive mutations
may all give a negative family history and the
grroneous impression that a disorder is not
genetic.

Oncethediagnosisisestablished, the counselor
needs to explain the natural history or course of
the disorder to provide a reasonable plan for

More often than not, the
outcome of genelic
counseling is reassuring.
Individuals'fears are often
worse than reality. Many
times, recurrencerisksare
not as high as the family
believed, and the disorder
is less severe than they
had thought.

health care maintenance andtoallowfor arational
agsessment of the burden of a given disorder
when decisions for reproduction are to be made.
Decisions about reproductions are often based
more on the severity of the disorder than on the
risk of recurrence.

Treatment for genetic diseases may be specific
for the given disorder, or non-specific for the
symptoms of the disorder. Awareness of the
usual course and common complications of a
disorder allow for the practice of preventive
medicine. Anticipation of problems circumvent
them

Although the manifestations of some genetic
diseases canbe preventedbytherapy, prevention
of most genetic conditions is limited to the ability

to detect the persons atrisk for the given disorder
whocanthenusetheinformation tomakedegisions
about reproduction. _
if anindividualis found to be at risk for a genetic
condition or at risk of having offspring with a
genetic disorder, there are several options: 1. To
reproduce despite risks 2. To notreproduce 3. To
use prenatal diagnosis for selective reproduction.

The estimate of the burden of a genefic disease
is & subjective one. Some couples are willing to
assume the responsibility of having affected
children because their desire to reproduce is
greater than the burden imposed by the disease.

For other couples, even a small genetic risk for
a serious disorder may be an insurmountable
obstacle to reproduction.

For couples who choose not to repraduce, but
desire children, several options should be
discussed. Adoptionandfostering are alternatives.
Artificial insemination by a donor other than the
father may be acceptable to some couples 1o
preventautosomal recessive disease orautosomal
dominant disease contributed by the father.
Similarly, donor ovum for autosomal recessive
disorders or x-linked conditions carried by the
mather can be utilized.

The principles of genetic counseling are simple.
Generally genetic counseling should provide the
necessary information to allow an individual to
make choices regarding health care and to allow
a couple to make their own decisions regarding
reproduction.

This sort of interaction often requires more than
one visit, since issues under discussion may be
complexorprove emotionally difficult for the patient
and family. A written summary of the advice, sent
tothe family, isextremelyuselul. Such aletter can
be referred to at a later date, shared with other
refatives potentially at risk, and given to other
health professionals who are providing care for
the patient.

More often than not, the outcome of genstic
counseling is reassuring. Individuals' fears are
often worse than reality. Many times, recurrence
risks are not as high as the family believed, and
the disorder is less severa than they had thought.

Editor'snote: This articlewas printed inpartin
a previous issue of FOCUS.




Conferences help ease the pain of living with chronic disease

By Lisa Pullsn

Lastyear |wrole anarticle about what it waslike
fogrowup withichthyosis. After {wrote thearticle,
| received a phone call from Dave in Ohio who
also had ichthyosis and had a childhood very
similar to mine. | don't know i | can explain what
that first phone call was like. For the first five
minutes | was speechiess. From then on it was
like a wall had crumbled and we talked for about
two hours. Since then, | have written fo others
who have contacted me through the newsletter.

When | found out about the Florida conference
last summer, Dave and | decided 1o meet there.

Thenolicethattherewas goingtobe aconference
was incredible to me because | finally would be
able 1o meet others with ichthyosis for the first
time.

The conference was amazing. The workshops
were the best part from my pointof view. Inaway,
itwas painful remembering whatit was like growing
up and discussing this with parents who have
children with ichthyosis. But after awhile of
listening to others with the same problems, the
same emotions, it was as if a burden was eased
- & burden that | didn’t even know { had. | don't

know if this makes any sense to you, but | know
that those workshops helped me more than Ican
aver say.

The conference was everything | had hoped it
would be, and more. | came away with lots of
information, feeling better about myself, new
ways to deal with my ichthyosis, and bestof all, a
whole bunch of new friends.

{Look for information about the upcoming
Williamsburg conference elsewhere in this

newsletter.)

Kathy Rogers and Karen Shouse

Off to Atlanta!

The American Academy of Dermatology metin
Atlantain December. F.I.R.S.T. hosted a Medical
Advisory Board meeting at the Marriott Marquis.
This meeting, chaired by Dr. Leonard Milstone,
was well attended and several important issues
werediscussed. Plansare beginning fora national
registry which will be an impontant tool for future
researchers.

Ellen Rowe of Raleigh, NC, Kathy Rogers of
Austin, TX, Jan Hudson of Peachiree City, GA,
Justine Seman of Acworth, GAand Karen Shouse
of Atlanta, GA helped with arrangements for the
meetings and our exhibit attheconventioncenter.
Many thanks toalf ofthem forthe time and energy
they so genemusly volunieered.

Jan Hudson

New ruling may change SSI benefits for children

On Feb. 2, 1990 the Supreme Court handed
down a landmark decision in the case Zebley vs.
Sullivan. BrianZebley, an 11-year oldchild, suffers
from congenital brain damage, mental retardation,
eye problems and paralysis. In 1983, when he
was 4, the Sociai Security Administration cut off
his social security income (SSI) benefits saying
he was not sufficiently disabled to qualify.

Unfortunately, the Social Security
Administration’s fist of impairments does not
include most rare disorders. The Supreme Court
ruledthat childrenare not beingevaluated properly
and have been unfairly denied individual
assessments.

If your child has been denied SSI because
ichthyosisis not on the list, or because the Social
Security Administration has claimed that your
child's ichthyosis is not severe enough to qualify

him/her for benefits, you should contact the Social
Security Administration immediately. Tell them
you would fike your child's case re-opened and
reviewed using interim standards and criteria
established under Zebley vs. Sullivan.

Your childmay be entitied to retroactive benefits
including Medicaid in states where the SSI
application is also a Medicaid application.

if your child has been denied benefits, the
NationalOrganizationof Social Security Claimants
Representatives (NOSSCR) may be able to help.
This is a national organization of attorneys who
specialize in Social Security law. If one of these
lawyers takes your case, he will charge 25% of
the refroactive payments when the case is won,
or zero if the case is lost (except for any out-of-
pocket expenses).

Piease write 1o F.L.R.S.T. if you are having

problems with SS1i. We would like to advocate in
your behalf,




{want {0 help F.LR.S.T. in the fight against Ichthyosis.
[] Please put me on the mailing list:

NAME All contributions to
F.L.LR.S.T. are fully tax
MAILING ADDRESS deductible to the extent
allowed by stateand federal
CITY STATE ZIP law. F.1R.S.T.isa501(c)(3)
Donor Category: charitable organization
(] Single $20/year (] Family $35/year {1 Sustaining $50/year supported entirely by
private donations. A copy
("} Sponsor $100/year | [_] Patron $250/year of the FLRST. Annuel
[_] Please accept my donation Qf $ Report is available to
(] I can't afford to contribute now, but please keep me on the mailing list. (Please check.) anyone upon request.
lchthyosis type in my family. # Persons

Mail to: P.O. Box 20921, Raleigh, N.C. 27619-0921.

Dear Readers:

Wedding bells have been ringing for some of our members iately. Last year, John and Ann Rindosh
were married and are now living in Brandon, Florida.where John is a teacher. Johnand Annmeteach
other through our newsletter. Both of them have ichthyosis and began writing each other after Ann's
name appeared in Correspondence Corner a few years ago. Congratulations to you both as your first
anniversary draws near.

Also, Debra Dorazio and Wayne Traina were married on November 17. Debra and Wayne have
been dating for years, Debra has ichthyosis, and she brought Wayne to last summer's conference so
that he could learn more about the disorder. They now live in Pembroke Pines, Florida.

Paula Lange of St. Charles, MN was married last spring and now has a new baby, Alicia Elizabeth,
who was born with normal skin and a beautiful head of hair, reports Paula, Welcome to the family,
Alicia!

Let us know about what is going onin vour life. And keep us informed if you plan to move. The post
office does not forward bulk rate mail. Just drop us a card.

Things at our office are going smoothly. We were recently given a Xerox machine which is now being
repaired. We also had to replace part of our computer system this winter. Mail has been steady due
to the printing of our address in Dr. Bruckheim's column all over the United States.

The office will be open Monday through Friday from 1 p.m. until 4 p.m. if you wish to call. Andifyou
are ever in Raleigh, piease come by and visit. The street address is 3824 Barrett Drive, Suite 205,

Raleigh, NG 27609.

F.L.LR.S.T. Non-profit Org.
PO Box 20921 U.S. Postage
Rateigh, NC 27619-0921 PAID
Raleigh, N.C.
Permit No. 2208

{oundation for ichthvosis

and Related Skin Types




