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Welcome to spring! I think nearly everyone welcomes the coming of spring, but people with ichthyosis are probably even
more enthusiastic than the general public. After all, we get the same benefits everyone else does -- no more snow, no sore
struggling with kids® snowsuits, no more fusl bills, beautiful flowers and Ianger days PLUS a bit of relief for that dry
skin that itches and scales worse in the winter for so many of us. Hhy, even Santa Claus probably wouldn’t say "Ho Ho
Ho'!® in the middle of winter if he suffered %rum_ichth¥051s!

Spring brings a few nice holidays, too, like Mother’s Dgx, falling.this ear on Hay 11, and Father’s Day June 15.
It everything goes on schedule (a big "1f,* 1 admit, but we’ll Think Positive), the third 1ssue of Focus '84 should be
arriving in your homes sometime between those two holidays, and so 1°d like them to be the theme of that issue. Nearly
everyone has countless things for which to be grateful to their parents, but I suspect that those of us with ichthyesis
have even more. After all, moms and dads of children with special prabiems have a whole set of special probless of their
amn,

50 -~ Im looking for some grateful kids and as well as some grateful former kids to write in and tell our members
some of the things their mons and dads did to make life with ichthyosis a little easier -- things to make you more
confortable physically, things that helped your self-esteem or your relationships with peers, anything that comes to mind.
I'd like to Eublish a varbal collage of remembrances, thank you notes, etc., and dedicate the issue to all those ichthyosis
parents, past and present. 1 won’f publish any names unless you spEtlficaIiy ask me to, but [ would like you all to
inciude your age and your sex if you are under 20 or so. Young children may include illustrations, too, if they like.
Because of space limitations, I can’t promise to use them, but 1’11 try. i

Send your comments within two weeks of getting this newsletter so we can get the special issue out to you sometime
between those two holidays to make it as timely as possible.

Worth a Thousand Words: Many of you are probably aware that the National Ichthyosis Foundatiop is eqting tugether tuo
brochures on ichthyosis to be used for a number of purposes, including education of the general public, health
protessionals, and families Qewly stricken with ichthyosis, We’re also hoping to make strides towards more publicity about
this disorder about which so'few people know anything at all. #nd in May a Foundation representative will testify before
Congressional scientific research appropriation committees to obtain increased funding for national skin research.

There’s a definite, tangible and immediate way members can help. As the sayin% goes, a picture’s worth a thousand
words, sc we'd like to coliect i portfolic of fhetographs of all the varieties of ichthyosis.  People who have never seen
ichthyosis and aerely read descriptions -- "sca { skin, redness, blisters® --can’t always appreciate just how serious it
can be, but a picture cap say plenty. Also, pictures aren’t just pictures of sking they’re eictures of people, often
littie people. Thus, while words can be coldiy factual, pictures emphasize the human element.

) be need pictures of adults and children and babies: faces, arms, legs, backs, etc. HMedical-textbook type
pictures, family pictures, any kind, e want to show researchers, politicians, and people from every walk of life. He
want to show ichthyosis, and we want to show that it’s only skin deep.

Every picture aust have information on the back to tell us who the person is, his or ler aye and sex, and Lhe kind
of ichthyosis shown, Any other information would be helpful, too. We also need a written and signed basic Photo Release
to give us permission to use the picture, On a separate shaet of paper, {typed or handwritten}, please Yrepare a Phota
Reiease, caying you give HIF permissicn to use the photographis) for educational, research or ?romntiuna purposes, e
cannot use any picture without both identifying information and a hasic Phate Release. Naturally, we won’t publish or
otherwise distribute anv names or identifying information, but we do need this information for our own files.

It is the policy of NIF not fo use any picture that shows a face unless we also have additional Special Permission of that
person lor their parent or guardian). 14 we want to use the picture you send with the basic Photo Release, we will send
you a Specisl Permission form. The decision is yours. '

Betty WicMasters has 3 oz, jars of Vaseline Dermatology Forsula Cream that were donated to the Foundation and she will send
scpe to anyone interested. Call or write o Betty for details. Her address and phone number appear at the end of the
1an ’ :

listing of Chapters and Regional reps in this istue,
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BUESTION: "I heard that at the annual conference in Las Vegas, Dr. Mary Hilliass suggested that what has always been
called Lamellar Ichthyosis is now being broken inte two separate categories. I°d like to learn more about this.®

Dr. Williaes and Dr. Peter Elias responded to that question §§¥¥ullaﬂs:

Two Types of Lamellar Ichthyosis. 1In the current classification of the ichthyoses, “Lamellar Ichthyosis® has been the
traditipnal terms for those patients with a moderate-to-severe fore of ichthyosis that is life-long (i.e., present at birth)
and involves the entire body surface. Facial invelvesent cuaannlz leads to tension on the eyelids and may result in an
inability to close the eyes completely {ectropion). In addition to the scaling {ichthyosis), the skin is quite reddened
lerythrodersic). This form of ichthyosis is inherited as an autososal recessive trait. On skin biopsy, the histology does
NOT show epidermolytic hyperkeratosis (EKH), {the sost prominent finding in bullous [blistering] ichthyosis); also the
enzyme, steroid sulfatase, which is absent in recessive X-Linked Ichth¥usis, is normally present. Thus, diagnosis of
*Lagellar Ichthyosis® has involved: 1) conforsation with the clinical featurss outlined above; and 2} exclusion of cther
forss of ichthyosis, both by skin biopsy and, when indicated, by tests to exclude steroid sultatase deficiency,

This luaping of patients with these characteristics into a single entity, "Lamellar Ichthyosis,® has not been
universally accepted, however. Some authorities, notably in Europe, have recognized a second fore-- "Congenital
Ichthyosifors Erythroderaa® (CIE); nonetheless, {Qg rationale for such a division was not well-established until recently
when we and others discovered that "Lasellar Ichthyosis® represents two distinct diseases, of shich one disease entity
would still be called "Lamellar Ichthrnsis“ {L1} and the other, "Congenital Ichthyosifors Erythroderaa® (CIE). There are
ciinical, histological and biochemical differences betueen the two diseases; and in the few faeilies where sore than one
atfected fanilx sesber has been evamined, there is agreement as to type (i.e., either all have LI or all have CIE), further
suggesting that these are genetically distinct diseases.

Briefly, the ditferences between these two disease are: Classical Lamellar; 1} LI appears to be someshat less
common than CIE. 2) LI is a uniforaly severe fora of ichthyosis; all patients have large, dark, Rlate-like {"lamellar®}
scales all over their bodies. 3) ectropion is always present and often severe, but redness {erythrodersa) say not be
gruaxnent. 4) the skin biopsy shows a sarked thickening of the auter horny layers of the skin (stratus corneus),

) peasurement of epidergal groliferatinn rates (how rapidly skin cells are sultiplying) shows thes to be normal or nearly
normal. In contrast, Congenital Ichthyosifors Erythroderma (CIE): 1) has a more variable spectrum of severity; some
patients have relatively mild disease while others have very severe disease; 2) Some people get better at puberty while
others develog a form of hair loss termed "cicatritial alopecia.” 3) the-scales on the face, trunk and arms are smaller
thinner and whiter than in LI, 4)vectru€ion pay not be present. 35) erythroderma {redness) i1s often very prominent. &) the
skin biopsy shows greater thickening of he,Iiv1n? epidermis relative to the harny layer than does LI and it may be
"presaturely” forsed (tersed "parakeratosis®). 7) in CIE, rates of epidermal proliferation are increased, And finally 8
examination of the scale lipid (fatty) profile demonstrates accumulation of certain very saturated lipids, hydrocarbons
{long-chain n-alkanes}. v ‘

e have much to learn yet about these two diseases. In neither is the underlying cause known, Until it is, this
classification can only be considered to be provisional. If you would like to discuss this further with your doctor, the
information given above has been published in the Archives oitgernatnlogy, volume 121, pages 477-488, 1985,

Drs. Williams and Elias note that because of the raritz of these disorders individual investigators can amass only
linited experience with them. They feel that the members of the Foundation can help researchers gather information
regarqing: 1} How do these conditions appear at hirth? 2} What is the spectrus of severitz within fapilies versus between
tagpilies? And 3) Are there other problems such aS‘physical growth;etc., that may be related to the ichthynses? Drs,
Mary Williams and Peter Elias need patients with the CIE-type'of ichthyosis as volunteers to be available for future
studies on the cause and treatment of this type of ichthyosis. Anyone willing tc volunteer for such studies should please
get in touch with them directl¥ by writing or calling: ‘ ‘

br. Harr L. Billiams

Dermato oay Bervice (194)

Veterans Administration Medical Center

4130 Clement Street

San Francisco, CA., 94121

{413) 750-2091
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“Hot Tips® are bits of practical information from many sources. Heither the Foundation nor the Medical Advisory Board
recosmends any particular "tip." We do not provide medical advice, nor do we endorze any particular product. N.I.F. acts
only as a clearinghouse of news. Ask your doctor about any tip and follow his or her advice before acting on any
information presented in this forus.

] A number of members report that they achieve good results from using ecclusion. Occlusion is a pethod of sealing
aoisture into the skin for a prolonged period of time using a material that is not permeable to air or water -- plastic,
for instance, Occlusion suits, sometimes called sweat or sauna or exercise suits, are typically a pair of long pants and a
long-sleaved top resembllng a sweat suit but pade of elastic, sonetimes nylon, They have elastic or drawstrings at the
waist, neck, wrists and ankles. They are avazlah}e at sporting goods stores and through many pharpacies.
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People with ichthyosis use occlusion o hydrate their skin.  Usually they take a shower or a bath to get the skin
really moist, then jusp inlo the suit with little or no toweling off. Soaetimes they put on some kind of aoisturizing
lotion, or a spray of J0-% water and 30% propylene glycol solution before donning the suit. Then they spend a few hours
#ith a good book or go to bed for the nignt with the water and any other moisturizing agents all sealed up inside the suii,
Without any air gettlng to the skin to dry it out, the water, especially if it is aided by propylene glycol, penetrates the
skin and makes it very soft. o » : o

The next morning finds the person feeling profoundly clamey, but not without rewards, The seftened skin will
slough off in the shower, with sinimal urging from 2 washcloth, in quantities that are downright ispressive. Since the
skin has been so well softened ahead of time, it can usually be rubbed off so gently that the skin below resains intact--
smooth, pinkish and a little delicate. Just don’t forget you still have ichthyosis, and it’s still important to lubricate
Kuur skin or the scales will be back dryer than ever, guicker than ever. Use a moisturizer-- perhaps one with an aipha

ydroxy acid in it, like LAC-HYDRIN }ron Hestwood or ABUA ELYCOLIC froe Herald. fcclusion is a treatment, not a cure, of
course, and scaling will build up again. S§till, for many seabers, it is very effective,

. Drawbacks? VYes, it has a nusber of drawbacks. It’s a royal nuisance, for one thing., The suits frequentiy get
stiff{ fros lubricanis, detEr?ents, etc.: stiff enough to eventually stand alone in the siddle of a roce and to smap,
crackle and Knp when you roll over in bed while wearing one. . If thay-get stiff and hard encugh, they can almost cut the
skin in which case it’s definitely tise to get a new one. They are also rather unattractive as Evening wear. You tend to
look like an astronaut or an escapee from the 4077th M.A.G.H unit when you wear thea. Many pecple combine the suits with
some hone-stgle additions for total occlusion (glastic shower caps for uccluding the the scalp, plastic wraps te occlude
the neck, rubber gloves on the hands). You probably won't want to answer your doorbell in such an outfit. Some patients
teel they are too hot, although wearing just a top or bottos, or cutting down on the time can help. Some patienis treat
anlf seall, severely affected areas, like an are; glastic food wrap such as Saran MWrap has been used with success for
occlusion of individual body parts. The plain p{as ic suits wear out,in less than a year. A new style suit; gade of
softer and stronger nylon, lasts longer and is more comfortable than the traditional plastic type, but doesn’t hold
apisture or heat quite as well. It may be best for those who find a plastic suit too hot, or who use a creas or lctisn,
instead of a watery solution inside the suit. :

Treatzent and response vary from individual to individual and with the type of ichthyosis involved.’ As always,
check with your doctor first; sose pharsacies require a prescription for an ncclusion suit anyway. Hany sesbers find
ccclusion to be a very satisfactnry, {if inconvenient}, fors of treatment. And you’il never be without a truly unique
Halloween costuse ever again! '

Soft Touch -- Several mesbers have written in saying that using water softeners has helped thea a lot. It seess that
water is good, but soft water is even hetter. :

And ane more tip about moisture -- a gember tells us she uses a husidifier to keep the air moist in the winter when central
heating can dry out the air. And in the sumser, when it gets terribly hot {(and people with ichthyosis know all about being
hot!), she carries a sgray nister, the type used for misting plants, with her, especially in the car. Sort of like manual
perspiring when your skin won’t let you do it the usual way.

Tax Tip == Occlusion suits, water softenérs,'aisters, and humidifiers may all be tax deductible as medical expenses. fsk
your tax advisor.
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Charles L. Eichhorn, N.I.F. co-president and former editor of Focus, will be stepping down when his term of office expires
this April. Co-president Susan SeHaan remains in office until Decesber,

During his years as a co-president Mr. Eichhorn has devoted countless hours of his time, immeasurable expertise as
an attorney, and boundless energy to the Foundation, Bath Mrs, DeHaan and Secretary/Treasurer Jeannett Jensen who have
worked closely with him during that time, praised MWr. Eichhorn’s leadership and dedication, noting that the Foundation has
grnwn and flourished under his guidance, "He set up the survey; he did the newsletter; he initiated the annual conferences;

e put us in touch with legislators and other skin urganizatinns; he traveled and attended meetings; he %ot things done
when he said he would. And he’s a great person to work with,” said HWrs. DeHaan, *I only wish the Foundation had about 3¢
or 40 more genple just like hia!" ‘

though Wr. Eichhorn assures the membership that he will remain a member of the Board of Directors and an active
contributor to the Foundation after he retires as fo-president, there can be no doubt that his leadership will be sorely
missed, Mr. Eichhorn, in turnﬁ would here like to thank some of the many people who have helped him help the National
e .

Ichthyosis Foundation during the last two and a half years,
’ i

-Thank Yous -- I have a long list of people to thank for their help and support during my time as a leader in the .
Foundation, Here are just & tew | torgat to mention when 1 was sditing the newslstter last year: Susan DeHaan, LOSY,
Jeannette Jensen and Dr. Mary Williams, for their vision, determination and sugpart; Valerie Lutters, for her generosity
and willingness to help with any project, in any capacity, at any houry Paul Seliga, for prompt and unztinting help in
getting our cnmguter system in shape; Betty and David McMasters, and David’'s kind parents, for their active particigatian
in N.I.F. and their genuine hospitality; Dr. Lowell Goldsmith for his loyalty and dedication in chairing the Hedica
Advisary Board through thick and thin and uaking up for early breakfast meetings every year; Drs. Peter Elias, Joseph
McBuire, Eugenz Van Scott and Leonard Hilstone tor their generosity in sharing their professional knowledge at conferences
year after year; the N.I.F. sembers who responded with whatever money they could atford when we needed if most; the
children with ichthyasis all over the world who reamind me the battle 15 not nearly over;’ and to my wife, Diane, #ho has
glven me time to do the work I aust do, and who has made me understand finalll. that to really see if a person is
eautiful, you sust look much deeper than just the skin. Thank you ali,for letting me try to help.
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The Third Annual Conference of the National Ichthyosis Foundation was held at the Best Western Mardi bras Inn in Las Vegas,
NV, on Saturday, December 7, 1383, The morring sessions consisted of medical presentations by Dr. Harz Williams and Dr.
Peter Elias,,bc%h of the Veterans Administration Medical Center, San Francisco, CA; Dr. Eugene Van Scott of Temple
University Heaith Science Center, Philadelphia, PA; and Dr. Leonard Hilstone of Yaie New Haven Hospital, New Haven, CT.
All four doctors are meabers of the N.I.F. Medical Advisory Board. The atternoon session consisted of presentations by
Susan Mye DeHaan, LLSW, on the psychological aspects of ichthyosis and by Charles Eichhorn on the state of the Foundation;
they are N.I.F. co-presidents. ﬁxss during the afternoon, Dr. Alan Hoshell, Skin Diseases Program Director with the
National Institutes of Health, spoke about funding for research. : :

dilliap beismann of Sinkie, I11., reports on the conference for Focus. He covered the sorning session in the last
issue and continues here with his report on the a{ternann’stiggivities. ‘ .

Susan DeHaan led .off the afternoon session with a discussion of the gs¥chplogical ippact of ichthyosis. Discussing
children, in particular, with ichthyosis, she emphasized that it is important for parents to see the shole child, net just
the disease. "The skin is not the child," she said, advising parents to pa¥ more attention to what the child can do than
what he can’t, and to emphasize his 5ki1i5, abilities, and strengths-- in other words, to accentuate the positive.

When parents first find they have a child With ichthyosis, she said, their initial response to the trausa is
usually shock tollowed by guilt, and their coping, skills are severelz tested. Some parents, she observed, never do get
. past the guilt, The next response, usually, is a search for the right doctor and a cure. Since there is no cure, even the

"right” doctor will disagpuint them, and since so little is known about ichthyosis, even doctors may be ignorant about the

disease. ”Regular deraa ulu%ists just don’t see that puch ichthyosis,® she explained. Vet relatives, neighbors and
friends seem to have all sorts of well-meaning suggestions.... ' ‘ /

Hrs, DeHaan went on to note:

¥ Ichthyosis is not the worst thing in the world, and it is important for its victiss to keep it in perspective and
not let themselves become a “prisoner of the skin.® S

{ People with ichthyosis who come from an enlightened and inforased backgrnund fare far better, psychelogically,
than those who believe, or who have been told, that ichthyosis is a curse brought on by somecne’s past sins. :

f Adult women with ichihyosis usuallz agonize, someiimes needlessly, about having a child, A correct diagnosis and
competent 8enetic counseling can often gut their fears to rest,

f Un the other hand, a high number of ichthyosis sufferers do marry, she finds, '

i Peuﬁle with ichthyosis are frequently not as assertive as other people and allow themselves to be victims of
ostracism, jokes, guizzical stares and a whole ganut of impalite behavior. ‘ )

¥ On the pther hand, many people with ichthyosis biame their disease for loneliness or lack of friends when it is
actually their behavior which alienates other people who are often not even aware of the disease itself. GSometimes they
just "aren’t socialized" and can even be "obnoxious.” They isolate thesselves and hide behind the disease.

¥ It is a common, understandable and normal response for parents to‘exglode at times under the burden of the
relentless inconvenience of caring for a child with ichthzusis; to resent the burden of that care; to harbor conflicting
feelings and then feel guilty about them and uvercumﬁensa e by being overprotective..,. G&he advised finding someone to
talk to, possibly a Eru essional counselor, who can help the parents unload and deal constructively with feelings that can
sometines overshelm thea, ' :

£ A1l children need peer relationships early in life, and the child with ichthgnsis needs thea as auch, it not
mare, than a healthy child. She advised garents to make sure that their child had such relationships before he attends
school, "and not just within the family where he is often overprotected.” .

. ¥ Youngsters with ichthyosis approaching their teens usually worry that they won’t date because of the disease.

Buite uften this is not the case, she said. 3 FRatly mih ; o ‘

£-The birth of a child with ichthYDSiS‘putS a strain on the whole family which often pulls together stronger than
ever because of it or may fall apart completely under the burden. "This disorder makes or breaks a tamily; we have
families that have broken up over ichthyosis,® : ‘ o :

Next, Dr. Alan Moshell, a dermafolugist and a.member of the National Instituté of Health {N.I.H.}, spoke about
research and funding. He mentioned, after a graphic description of the labyrinth of N.I.H., that with a disease such as
ichthyosis, where the cause is unknown, funding is not specifically directed. He said that only 20-25 departaents of

dermatology in the United States have real research bases, and that most of the members of the N.1.F.’s Hedical Advisory
Board are receiving grants from N.I.H. ' ‘

Eetty McMasters, right, First Vice President of the Foundation

and a local representative of the Oklahoma area, presented a check
to N.I.F. Accepting the check on behalf of the Foundation is
Susan DeHaan, Co-Fresident. The Tulsa Chapler raised $2,000
through a benefit auction and other fund raising events.

"It takes dedication...one day at a time...and hang in there,*
Mra, Hclasters said, ' : .

-Rounding out the day’s conference, Charles Eichhorn, Co-President
with Hrs. DeHaan, took the rostrus to report on the overall
. state of the Foundation, its accomplishments and its goals. The
H.1.F. began in 1981 and since that time has seen a "quiet revo-
lution in ichthyosis. The information about this rare disease of
the largest organ in the human body has increased tremendously
-in #ive'years.® After a roaring start, N.1.F. went through
. fianncial and leadership growing pains, and is now "poving” again.
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figure, bringing clear information and encouraging meetings Between pesple wi
icgthyesis. ﬁ.?.F. needs a broad network of regional representatives working with g I ' {
dermatolegists, school nerses, and myriad others. He noted that most people’with i yosis still Rave not met 2 single
other person with the disease, , .

Fr. Eichhorn stressed the need for more volunteers. “"The more we do for people, the more they expect of us,®
and “yet we don’t get enough volunteers. You have to care. You have to be mad. We nesd the help of an angry mother or
father ... I'm here becasus ['# an angry patient!”

A full-time, paid executive director could handle sany of the duties of the organization, he said, but the money
Just isn’t there to hire someane. Although many members have been very generous, most readers just don’t contribuie
anything to the group’s growth. S '

Another goal is education and it can be achieved, in part, through publicity. A lot of people in the media are
interested in ichthyosis and the foundation, he said, noting that ®to us it’s embarrassing, but to thes it’s ... sexy.”

Noting that the Las Vegas conference was attended by a record-breaking nusber of people, he said, "Never in history
have there been this many pesple assesbled around the subject of ichthyosis.®

On a further optimistic note he directed people’s attention to the November 1985 issue of Business Week and iis
article on "The Gene Doctors.”. He pointed o the article’s positive outlook on the future of gene therapy which he felt
Was 3 "real hape if your afflicted child is quite young. Because it deals with the cause, not just the symptoss, gene
therapy is rea?ly something to look forward fo.” : . :

Hr. Eichhorn also reviewed, briefly, some of the preliminary findings that had come about as a result of the survey
N.L.F. made approximately one year ago. Tge survey, mailed to 2,300 and answered by approximaiely 230 people, pointed out
how badly the foundation’s services are needed. For example, more than half of the respondents have net met anyone else
with ich(hynsis; many peaple don’t even know which type of ichthyosis they have; many are confused about its genstic
pattern and about the fact that it is, as vet, incuratle. By far, the vast majority of people have learnad about the
toundation from printed articles, notably an article about N.I.F.’s first president, Bargara Landwehr and her daughter
Deatra, in the national magazine Good Housekeeping. WHe need publicity, written publicity, to reach more people, he said.

Mare publicity, more representatives, more information, more services, more funds, more work..... The thrust of
Hr. Eichhorn’s presentation appears to be a {rumpet call to all N.I.F.%ers across the land to join hands and get moving!

The need now, he said, is for person-to-persen contact throughout the nation, Th
%
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ALASKA: Lynette Finstad, {604 Marika Road, #4, Fairbanks, AK 99701 {307} 456-8842
CALIFORNIA:  Jeannette Jemsen, #41 Dld County koad #209, Belmont, CA 94002 (415) 595-3817
Wrs. Bina Bergiand, 623 East Richmond, Fresno, CA 93710 (209 §31-3774
Wrs. Elaine Lefler, 9439 Domino Drive, Lakeside, CA 92040 {419} 443-2927
Al and Lois Enzenbacher, 4432 E, Sycamore, Orange, CA 92449 (714) 633-2597
Carolyn Gramlich, 1390 Cochran, Simi Valley, CA 93045 (B05) 524-9945
COLORADD: Candy Ballantyne, 1598 South Weade Street, Denver, L0 80219
CONNECTICUT:  David % Alese Kummer, &9 Church St., Seymour, CT 04483 (203} B98-0037)

GEORBIA: Beth Hill, Route 1, Box 4998, Cleveland, GA 30528 ~
1DAHD: Mrs. Carol Lambright, 3347 Chuck Wagon Avenue, Boise, ID 83701 (208) 322-5285
ILLINOIS: Hr. William Geismann, 7091 North Keeler, Skokie, IL Looze (312 a77-1842
INDIANA: Tony Baswell, 314 Satewood fpts 3, Harion, IN 46932 (317} 442~ 9493

10WA: . Mrs. Ann Pech, 505 Monroe, Emmetsburg, 1A 50534
LOUISIANA: - Samay Williams, Route I, Box 130E, Franklin, LA 70338

Brenda Lyle, 518 Barrow Street, Horgan City, LA 70380
MASSACHUSETTS: Mrs. Cynthia MacEachran, 46 Wilmor Koad, Topsfield, MA 1983 (417) 887-8055
MICHIGAN: Dick and Carol DeLou%harE, 28146 Cranbrook, Novi, HI 48050 (313) 478-0886
MINNESDTA: Rex and Judy Rhein, 304 East Sidnez §t. Paul, ®H 35107 {612} 227-4528
MIGSISSIPPI:  Mrs. Andrea Thorn, Route 2, Box 34 ) Jackson, HS 39209 (401) J66-3254
NEW JERSEY:  Pat Hondi, 989 Linwood Place, North Brunswick, NJ 08302 ‘

Joe balluccio, 1408 Williams Drive, Wall, NJ b7719 (201) 481-8824
NEW YORK: Hrs, Marisa Mandia, P.0. Box 12992, Albany, NY. 12212 513-393-3929

Mrs. Debra Butler, 647 Latta Road, Rochester, NY 14612 (714) £21-8742
N. CAROLINA:  Mrs. Ellen Rowe, 4314 Secret Drive, Raleigh, NC 27412 (919) 848 -3821
OHIO: beraldine Schooler, 3410 Wellington Drive, Dayton, OH 45410
OKLAHOMA: ken and Marge Boyd, 7427 £. Iist Place, Tulsa, OK 74143
PENNSYLVANIA: Mrs, Pat Guiliana, 12536 Deer Run fead, Fhiladelphia, PR 19154 (215) 537-7220
5, CAROLINA:  Mrs, Sarah Massey, 125 Biueridge Drive, Fountain Inn, SC 29644 {803] 842-4533
TEXAS: Wrs. doanne Hinebergz 6618 La branada ﬁrive, Houston, TY 77083 (713) 5eB~0729
VIRGINIA: Hrs. Janet Weary, 110 Hagnolia Drive, Charlottesville, V& 22901
WASHINGTON:  Richard Kelley, 12305 SE 73rd Place, Renton, WA 98035 ,
BR. COLUMBIA: Valerie Hunroe, 2492 West 45th Ave., Vancouver, B.C. V&M 28 Canada {Chapter}

We need informal representatives and support persons in every state and gajor city. How about you? Hould you spend a few
hours each month sharing information and "being there" for someore in distress? We particularly need help in the following
areas, where there is no ong for new parents to turn io ' o

Haryland - ' . Vermont-New Hampshire-Maine ] West Virginia-Kentucky-Tennessee
Missouri-Kansas-Nebraska North and South Dakota-Wyoming-Hontana New Hexico-Arizona-Utah




The National Ichthyosis Foundation

NIF MEDICAL ADVISORY BOARD -- Lowell A. Goldsmith, MD, {(Rochester, NY), Chairman

Robert A. Brigganan, MD  Melodie Buxaan, MD Carl Ebaann, WD
Chapel Hill, RC Lake Oswego, OR Buffalo, HY
919-944-2322 303-4353-922 714-887-1428
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Indianapolis, IH Bethesda, HE énn Arbor, HI
317-630-5491 301-494-2481 313-934-4086

Lawrence Schachner, M)  Paul 0. Schackelford, MD George Thorne, MD Eugene J. Van Scott, MD
Mizai, FL- Tulsa, OF Raritan, Hd Philadelphia, PA
305-547-4704 918-743-2549 7 201-024-8014 215-221-3928

Peyton E. Weary, HD berald Weinstein, ND Mary L. Willians, MD Frank Yoder, MD
Charlattesville, VA Irvine, CA San Francisco, ch esterville, DH
304-924-5115 714-854-1070 315-730-20%1 614-8%0-7700
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We join our hearts and our
hands together as one family

THE NATIONAL ICHTHYOSIS FOUNDATION
PO BOX 252

BELMONT, CALIFORNIA 94002
(h15) 5911453
1986 OFFICERS: Susan N{E DeHaan, LLSW Co-President
Jeannette Jensen Secretary/Treasurer
Betty McMasters 1st Vice-President
Dick and Caral Deloughary Znd Vice Presidents

The National Ichthyosis Foundation is a charitable organization, incorporated in 1981 under the non-profit
corporations laws of California, lis tax exempt status has been confirsed b{ the California Franchise Tax Beoard and
the Internal Revenue Service. All contributions are tax deductible under California and federal tay law.

The uginions expressed in this Newsletter are those of the Editor, and not necessarily those of the Board of
Directors, Officers, Hedical Advisory Board or membership. The National Ichthyosis Foundation does not endorse any
particular product or treatment for ichthyesis. All medically related news and inforeation is intended to inform and
educate, and is not to be taken as a recommendation for use in any particular case, Readers are urged strongly to
confer with their own physician and proceed with treatment only on a doctor’s specific recommendation,
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