»

ICHTHYOSIS
FOCUS

- ——_—————— —— -— ————

VOLUME &, NUMBER 2 SPRING 1987

Published Six Times a Year by volunteers of F.I.R.5.7., P.0. Box 410433, San Francisco, CA 94103 (formerly The National
lchthyosis Foundation). Teleghone {415) 391-1653. F.l1.R.S5.7. is a non-profit California corporation for the benefit and
educa{iun ot its aesbers and the public regardina sedical, psychological and social aspects of the ichthyoses, a fasily of
genetic skin disorders. Letters, suggestions an

contributions are welcome. Valerie Lutters, Editor.

FRESRLLRAASRLLRERRSARLRINILRABISALSASLLALLLL
§38438848 FROM THE EDITOR’S DESK 833383884
SERSRRSSRRRBBEBRARLLLILIRIIRLILALRILLSILLLLLY

We have a giant-sized issue of Focus this spring, with more news of our past conference, an update iroo the political
front, news about a break through in research into X-linked ichthyosis, our first renew-your-seabership drive, plus soee of
our regular features. ) ) )

I’a particularly pleased that with at least two of these articles, we are bringing zou neus not_unlz about things
that have already happened, but about things that are presently happening, things over which you can still have some
influence. For example, there’s political planning ﬁresently going on in Washington that affects skin research and
ultiaatel¥, hopefully, ichthyosis and you. You can have a positive effect on the way your senators and representatives
approach funding for skin research if you write to those legislaters and let them know how you, a voter, feel about these
issues, For more particulars, see Wr, Eichhorn’s article on page §.

Readers can also have a direct effect on skin research 1 they, or a member of their family, have X-Linked
Ichthyosis. Dr, Larrz Shapiro of UCLA has reached sone ingortant insights into this disorder, and he is looking for
volunteers to help with his research. All he needs is a blood sample -- from you! For more information on Dr. Shapiro’s
work, and who amorg you can help hiam, see his article on paggtii

Correction! In the February issue of Focus we announced our new name, along with our new address. Hell, the zip
code we gave you was incorrect, so 1f you wrote down our new address l(and we ﬂupe you did), please 1AP THE 11P and replace
it with this correct zip -; ;4141. Our coaplete, correct, address iss

The Foundation for Ichthyosis and Related Skin Types, Iac.

£.0. Box 410433

San Francisco, CA

94141

e apologize for any inconvenience this error may h%‘i;§EUSEd you.

Sprin? is either here or just around the corner. And from now on we hope that those crocuses, warser days, and
other signe of spring will reaind you to renew your seabership with F.1.R.5.T. Froa now on, Ha¥ is Renew Your Meabership
Nonth, the tise when we hope all of you will send in your $15 and renew your sesbership with F.I.R-S.T. for another year,
fis always, we will continue to offer our services, including the newsletter, to anyone in the ichthyosis comsunity,
regardlese of ability to pa‘. fle have nat yet re%use@ aenbership to anyone on the basis of funds and we hope we never have
to. And, because this is the first year we have instituted "May Is Renew Your Membership Month,® we know that sose of you
just sent in your $13 within the last few months; certainly you are not being asked to repay {our dues again so quickly.
But all the rest of you -- thase of you whe know you sent in your dues sometime but you’re not sure when, those of you who
feel you're probablx due sosetise,..... We hope lou’ll fill in the form on page & and return it to us quickly along with
your yearly dues. Rnd, of course, your contributions are aizixi welcoge and needed at any tige.

We're pleased to offer a seall photo page so you can put a few faces with the names you read about here in Focus.
find one of those phatos is virtually a photo of photes -- President Susan De Haan futting the finishing touches on the
gisplay that F.1.R.5.7. exhibited at the American Academy of Dermatology in New Orleans. That display was a collage of
ghutugraphs showing not onlz exaaples of ichthyosis, but shawing geople with ichthyosis -- children, adults, people with

rothers and sisters, garen s and children -- the people behind the skin, He felt it was a verz efiective display, and we
had it because you cantributed photographs froa your albuas and shared them with us after we asked for thes last spring,

He thank all of you who sent’in those photos, but we could still use a lot more. He particularly need photos of
peuele with Laaellar Ichthyesis., Hon’t Zou help us fut the hupan face of ichthyosis in our exhibits? And reseaber, every
picture must have information on the back (use a felt-tipped pen, please) tellina us who the person is, his or her age and
sex, and the kind of ichthyosis shown. We also need o written and signed basic Fhoto Release giving us peraission to use
the picture. On a separate sheet of paper, please prepare a3 Photo Release saying you 2ive F.1.R.5.1, permission to use the
photograph(s) for educational, research or prozoctional purposes. We can’t use any picture without both identifying
inforaation and a basic Photo Release. -~
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Focus readers say want to glance at the March 16, 1987 issue of Newsweek magazine, The issue has a cover story
about birth defects, and although ichthyosis is not specifically mentioned, the aagazine does point specifically to the
dangers of taking Accutane while pregnant or when becoming pregnant is at all possible. The na?azine gquotes one doctor, an
epbryologist at Hassachusetts General Hospital, as bEIng concerned not only about the dangers ot synthetic Vitasin A for
gregnant woaen, but of "very large doses of vitanin A itself for pregnant women.® And mesbers of F,I,R.S.7.7s Medical

dvisory Board have also cautioned wosen who aight be or become pregnant of the dangers of taking retineic acid; they have
also cavtioned anyone, pregnant or not, against taking massizetguses of Vitamin A.
L4

You aay have noticed in the last issue of Focus that the list of regional representatives did not appear. 1f you
look carefully at this issue you'll see that the listing the cembers of our Medical Advisory Board does not appear.
Because of space ligitations, I plan to alternate between these two lists from issue to issue. If space peraits, I'1}
include both lists in a3 sing!e issue, but thus far, space has been at a grenium. S0, hold on to your issues of Focus so

ou’ll alaays have current Tist, Our reps remind aeabers that they are there for help, support, coemeraderie, whatever,
hy not get in touch with the rep nearest you? Stay in touch, reach out, make some new friends....
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Larra Shapiro, H.D., a professor of Pediatrics and Biological Chemistry and Chief of the Division of Medical Genetics at
the University of California at Los An?eles, has announced that the gedical coanunitz is "very excited® about some new
discoveries relating to the gene tor steroid sulfatase which is sissing in Eeo le with X-linked ichthyosis. He notes that
in most genetic disorders, the errant gene is damaged or otherwise iaperfect, but in this disorder he finds that the gene
is missing entirely, The next question to be answered, he says, is why that gene is nissing, and the means to answering it
nay lie in investigating not only geople with X-Linked Ichthyosis but mesbers of their imaediate and extended families as
well, He feels the discoveries relating to causes of X-Linked Ichthyosis will be of interest to pecple with this
particular disorder, of course, but also to people with other types of ichthyosis and to the field of ?enetics.in genersl,
Dr. Shapire here discusses his findings and his hope that seabers of cur foundation will be able to help hia with his
continued research, -

X-LINKED ICHTHYQSIS -- RESEARCH ADVANCES AND
A NEED FOR ASSISTANCE
Larry J. Shapiro, M.D.

One of the most comeon forms of ichthyosis is X-Linked Ichthyosis. It is also one of the best understood of the
inherited scaling conditions at a genetic and chesical level. This fore of jchthyosis is t{ﬁified, as_its nape would
indicate, by a unique pattern of inheritance that has been known for aver 100 years. As with hemophilia and Duchenne
suscular dystrophy, which are also X-linked, only males are affected, but the disorder can be transnitted in families
tﬂrough norpal-appearing carrier females, This is because the gene responsible {far the disorder is located on the X
chroaasone,

Chromosemes are physical structures which can be viewed under a aicroscope. Each chrosesose consists of thousands
of individual functional units called genes. Genes ars too soall to be seen directly, but their structure can be
deterained indirectly, in precise solecular detail, by sodern aethods of genetic engineering or DNA technology.

_ Each huaan being has 44 chrososomes, half of which are derived froa the individual’s mother, the other half coaing
from his or her father. Two of these 46 chromosomes are sex chromosomes, either X chromosomes or Y chrosososes. Each
feaale hugan being has two X chrooososes, one inherited froa the mother, one froa the father. The male has one X
cthroaosoae, inherited from his mother, and one Y chroaosome, inherited froa his father,

Most individual genes are ﬂresent in two copies in human beings, one copy on a caternally derived chromosose and
one capy on a aaternally derived chromoseme. This provides a certain redundancy or back-up such that if one gene fails to
function for some reason there is a second gene which can carry out its necessary job at an adequate level. This dual
back-up systea also operates for genes on the X chroeosoze for females for there are two X chroaososes. Hales, however
have only a single coey of X-encoded genes, and so if one fails to function, there is no back-up available. Thus, fegales
are grotected troa X-linked autations or lass of function of X-encoded genes, but males are not. Thus, if a woman has a
single defective X-linked gene, she will not display the disorder because her healthy gene takes over, She may, however,
ga:s that bad gene on to her soms who, since they receive no other functioning copies of the gene, would manifest the

efect.

Several years ago, our laboratory identified the specific gene responsible for X-Linked Ichthyosis., It is a gene
which noreally directs cells in the body to produce an enzyme called steroid sulfatase or STS. Cells froa gatients with X~
Linked Ichthycsis faii to aake any STS. Hark at several universities has begun to reveal how the lack of S7S can produce
ichthyosis, and these results have led to advances in our knuuled?e of the causes of several kinds of ichthyssis and to
such 1mproved qxa?nostxt and therapeutic methods as well as to effective genetic counselling, More recently, our research
group has precisely Flnpqxnted the location of the STS (X-Linked lchthyasis) gene on the X chrososose and has actually
succeeded in Yhysica ly 1solating this gene and deteraining its detailed structure through use of recoabinant DNA or
eolecular biological methods. This has enabled us to ask, at a aolecular level, precisely what the nature of the defect in
the 81§ ?eng is in patients with (-Linked Ichth1051s.

t is at this point in our recent work that we encountered a surprise., In contrast to what has been observed in
several other human genetic disorders studied in this detail, we find that aost patients with X-Linked Ichthyosis are
actually sissing their entire steroid sulfatase gene. In other conditions the disease-reiated genes are often altered in
structure but are still physically present. It is our huge that further research into the causé of the cosplete loss of
the STS gene in X-Linked Ichthyosis will enable us to better understand this condition and say also lead to aore accurate
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pethods to actually diagmosing carriers of X-Linked Ichthyosis. Our studies may provide the unique opportunity to gain
insight into basic processes of genetic alteration or mutation in many diseases.

HOW YOU CAN HELP

In our efforts to determine the cause of this deletion, we need the he!@ and collaboration of several families with
X-Linked Ichthyesis. Further progress of this research will not be Tossible without the assistance of interested faailies,
Rl1 that is required froa participants is a single, saall blood sample. 1f you or a close relative has been diagnosed as
having X-Linkes Ichthyosis, and if both parents of an affected person as well as both saternal grandparents are alive and
available for study, you could be of enoraous assistance. All costs of participation, including travel, will be covered,
and results will be held in contidence except for the participants. If you would like to help us with this research
project, or need additional information, please call or write:

Larry J. Shapiro, M.D.
Division of Medical Genetics
Harbor-UCLA Medical Center
1000 W, Carson Street
Jorrance, CA 90309
Tel: (21%) §33-3751
i

Dr. Shapiro was born in Chicago and received his undergraduate and aedical training at Washington Universit{ in St. Louis,
Fallowing research training at the National Institutes of Health in Bethesds, MD, he jeined the faculty at the UCLA School
of Medicine where he is currently Frofessor of Pediatrics and Biological Chesistry. Dr. Shapiro is Chief of the Division
of Medical fenetics at Harbor-UCLA Medical Center and is an Investi?atnr of the Howard Hughes Medica! Institute, Active in
eany research societies, Dr. Shapiro currently serves on the Council for the Societ{ for Pediatric Research, the Board of

Y

Directors of the Aperican Society for Human benetics, and as President of the Society for Inherited Metabolic Disorders.,
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The atternoon session of the 1986 Annual Canference in New Orleans took a slightly different turn fros previous
conferences, with a presentation on the social and psychological implications of ichthyosis by Dr. Wilaser Betts, followed
b%_qroup discussions on the same topic. Dr. Betts, a psychiatrist from Raleigh, N.C., who has been in practice for over
thirty years, is the father of four grown children, three of whos have ichthyosis. Dr. Betts shared his knawledge,
experiences, and expertise with a rapt audience of about 50 people, most of thea parents ot children with ichthyasis. A
synopsis of his coneents follows. -

bod grant ae the courage to change the things 1 can,
The serenity to accept the things 1 cannot change,
And the wisdoa to know the difference.

The sessage of that now-famous “serenity prayer® was the foundation of Dr. Betts’s comments when he spoke to pareats about
raising a child with ichthyosis. He hoped parents would ?ut more eneray into accepting the disease than in trying to find
a cure for it; more energy into raising an emotionally well-adjusted child who copes well with the disease than into
elaborate physical treataents and endless searches for the “ri?ht“ doctor. And the good news is that while they may not be
able to do as such as they would like to alter the condition of the skin, there is a'great deal they can do to ensure their
¢hild’s social and emotional well being. .

To fully accept the reality of the disease, it is crucial for the Earents to accept that they did not cause the
disease, nar can theg cure it, Thel aust accept the reality of living with a chronic disease -- reduce cossetic probleas,
relieve discoafort, help the child toward healthy ego development.

) fs soon as the child is born, he said, the garents must develop an objective, unemotional attitude about the
disease, separating the child from tﬁe gisease and the problens surrounding it, They amust overcome any tendencies to blame
theeselves, or each other, and sust also work to reduce conscious or unconscious hostilitg or rejection of the child
because of the disease; he added that individual or ?roup counselling may be needed. Dr. Betts recossended that parents
gl::hget_good genetic counseling and not automatically deny themselves more children far fear they might all have
ichthyosis.

) He urged thea not to worry or give in to unrealistic fears about the future, noting that he had never seen the
disease get worse, and he has seen it improve. He added that both parents should share in the care of the child, including
skin care, under the guidance of their doctor. Ard he urged thes to avoid becosing isolated with their probleas, adding
that getting together with other families in similar circuastances (via F.I.R.8.T., for exanple) could be extreaely
heipful. He said that one of the best things that could have happened to his children was that they had each other, there
were three of them, and no one had to feel all alome. They ended up being their own self-help graup.®

A combination of acceptance and denial of the disease was snmethina Dr. Betts recommended, in as such as parents
need to accept the skin and its problems, yet aust deal with the child “like any other kid, like there’s nothing wrong.*
You don’t deny the disease by segrchin% bor cures, et cetera, but you do deny it in teras of how you treat the child as a2
person, and you defznltelg deny it if that child tries to use it as an excuse to withdraw from other children, to get out
of activities, to imply that he deserves special treatment or privileges.

When the child is still an infant, he went on, touching is very iagortant. Or. Betts emphasized that babies with
ichthyosis are no different from other babies in this regard -- they need touch, they can pick up on parents’ feelings and
attitudes through touch, they communicate and learn through touch, He suggested that skin care be part of this touching,
and that it be handled ﬁy both parents and done in 2 positive, affectionate manner,
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He said garents can strive to give the child a positive body image, eaphasizing that his bod{ is just fine despite
a probles with its "envelope.” Towards this end he urged parents to keep in check their tendencies to over-protect. Don’t
use the disease as a reason to liait a child’s activities, he said; children naturally want to participate -- don't
autosatically assuae "he can’t.® There pay be some things the child legitisately can’t do and he’ll find those out on his
oWp -- but ichthyosis is probably no reason to avoid swimming, dance recitals, gyanastics, et cetera. In fact, going
swiasing or undressing for gyn in front of other Eenplg is prohabll a good idea, so that something which initially might pe
eabarrassing becomes, over time, something that the child does without any thought- result-- he can easily do something
shich he could have found paralyzing if he’d initially been allowed to give in to his fear or eabarrassaent.

Parents should do all they can to encourage 3 positive self image in the child, even a bit of a shell through which
he can screen out some of the unp{easant realities of living with a disease that atfects his apgearance == rude questions,
lingering stares, dusb jokes. Let them know that people who treat hia this way are sick or disturbed, he said.

Hhen the child first starts school, said Dr, Betts, it’s a good idea to let the teacher know what his probleas are
-- and what they aren’t! Hogefully the child has alreadz had a lot of contact with peers, and hopefully the fasily won’t
have to aove frequently so that he can be in the same schools and with the same kids over a period of tise, Kids who know
hin for a long tiae will literally furget the disease and see him only as an individual, while new kids will see the
disease tirst. ln addition to school, there are church groups, neighborhcad childres, Little League teams, dance classes
«oro all sorts of opportunities for repeated interaction with gther children. And, if the child with ichth(osis balks at
joining these groups, if he wants to withdraw or avoid other children, Br. Betis suggests that a little gentle but fira
pressure to socialize is better than allouina the child to becose xsqiated.

As part of seeing the child rather than the disease, he urged garents to try not to take it all that serigusly. He
suggested that while visiting the doctor ni?ht be necessary froa tige to time, those visits should be kept to a minisum so
the disease is not allowed to be the central issue in the child’s life -- or the parents’, And what skin care is needed
should be turned over more and more to the child himself; it’s part of acceptin? he disease, part of not thinking of
hiaselt as a dependent person. And, while clothes might have to be adjusted a [ittle to accomsodate the skin, he said that
the child should be allowed to have clothes *just like everyone else’s* as much as possible. Clothes are important because
Ehg aretpart of our body ioage, and this is an opportunity tor the child’s body image to be one of sameness, not

ifferent-ness,

For children approaching and entering adolesence, Dr. Betts suggested that parents continue with more of the sace -
- positive bod{ image, continued socislization,... He added that it would be very helpful if zounq people with ichthyosis
could aseet adults nltﬁ the sane disorder, adults who had gone on to participate fully in important life situations --
career, narriage, children, etc. He feli peer support groups for Zouna Renple with i1chthyosis would also be helptul.

Dr. Betts went on to sar that in adolescence the child with ichthyosis is faced with greater esotjonal and physical
intimacy with peers, and that it is isportant for hia or her to realize that people with ichthyesis do date, 20 steady,
aarry and have children. He sa1d_ga(ents need to encourage and support talking and sharin% of feelings, “selt-disclasure.”
He added that with an adolescent it is usually best if the child initiate discussions but that Earents e ready to listen,
He added that these sorts of close relationships should also have developed with peers -- a best friend during childhood,
heterosexual relationships in adolescence, )

BI adolescence and young adulthood he hoped that the child would have learned that it’s the things that are inside
that count, not the outside. He or she should be encouaged to realize that he need not choose a mate with a defect to be
cga;:rt:p%§,lpor does she have to choose 3 physically beautiful mate to compensate for any feelings of inferiarity that
sight still linger.

Obviouslz Dr. Betts felt a child’s emotional and social development, were well within the reala of parental
influence. And that while the fact of the disease might fall within the categary of "things we cannot change,® the
famly’s attitude toward it, and the child’s adjustment to it, were things that parents could definitely and pasitivel¥
change and influence for the better. Parents and children in the ichthyosis family need a bit of serenity and a bit o
courage; at the annual conference they were also allowed to share a bit of the wisdom Dr. Betts had acquired through both
his proiessional training and his years of experience raising children -- both with and without ichthyosis.

2431}

Atter Dr. Betts’s presentation, the conference participants broke into sealler groups to discuss issues of
particular relevance to particular people. Thg¥‘then presented those issues to the gruur as a whale,

Children reported: they were aore sensitive to other people’s feelings as a result of some of the ways they were
sometines treated by insensitive people; they get angry when parents who *make a big deal® about their skin and put skin
care at the center of their life; are equally bugged by parents who feel that only adults can take care of the child’s skin
instead of letting the child do 1t himself (*we can do a lot more than they think we cani™; worry 3 little about how to
discretely take care of their skin when they're auar fron home; sosetioes ?ive in to feelings of uhz ae?"

Parents reported that: they have more trouble disciplinin? the child with ichthyosis than other children; they
really need to be able to talk with other ichthyosis parents who have been through the same sorts of things.

. Adults with ichthyosis: felt the disorder had helped them become astute in reading others’ feelings; found that the
skin acted as a screenin% device to kee? shallow or insincere people out of their lives; wandered how they could aeply s0me
of Dr, Betts’s comaents to their adult lives in an effort to parent or re-parent theaseves towards healthier attitudes
toward thesselves and their skin.

JRELssSRBIRRARLLRASASRLBURRRLSSSNLELNS
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Ann Cole is 18 and has Lamellar Ichthyosis. She &aul¢ like to cprresgond with others in her age range to discuss how
ichthyosis atfects a young person’s social life, particulary their interaction with the opposite sex. Ann, who's address
lslbl Culonx:! Drive, Valparaiso, IN, 46383, is especially interested in hearing fron scoe young men and learaing about the
nale perspective.
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Two sisters with Ichthyesis Vulgaris, living on the Hest Coast, find these activities helpful. Swisming regularly in a
swiening poel; rubbing the skin itk “baby wipes” here and there throughout the day to return a little moisture and to
reduce any bacteria on the skin, thus eaking it feel clean and smooth.

Another tip from the West Coast, this time froa a mesber with Epidersolytic Hyperkeratasis. Her product of choice 15 Ultra
“ide 2° iroa Baker/Cumeins of Miaai, FL. She says it is nost effective in reducing scale, yet without the irritaticn she
experiencec with lactic acit and cther products. It doesn’t quite make the grade tor lubricatien, though, 50 she vses it
in conjunction with petreleua jelly, Ugtra Hide 25 is available through Rx Allstates as well as 1n most pharmacies (thougn
:t may be behinc thz counter) and does nct require a prescription,

Another meaber with EH, this one froa the East, wanted to get into an aerobic dance pragram, but when she startec she found
she was extremely stifs -~ not just in her ausclies, but in her skin. Her tip -- try taking a bath and lubricating the skin
before exercising. It’s a bit redundant, but amakes aoying easier. She still had some skin soreness at first, but "hung in
there® and found that when the skin healed, it healed in the aore “stretched” position; thus, within a couple of weeks she
had little or no skin discomfort from exercising.

SERRSARRASIRARLRLILRRRRNRRLRRRIILILILSLLLILLL
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Cnarles Eichhorn, secretary of F.I.R.S.T. and a aeaber of its Board of Directors, has just returned froa Washington, D.C.
where he aet with representatives of other skin disease foundations to discuss lederal budget considerations related to
skin disease research. His report follows:

1988 SKIN RESEARCH BUDGET TALKS
NEED YOUR LETTERS

On February 25 anc 2b, 1987, 1 attended two meetings in Hashington, DC, with representatives of other skin disease
foundations. Tne subject was the 1988 federal budget under consideration by Congress, and governaent-sponsored research
prograos,

He ali want research into the prevention, cure and treataent of ichthyosis in its many fores. It is iagortant to
understand that gractically all research in the .5, is coordinated and tunded by the governaent National Institutes of
Health (NIK) in Bethesda, Haryland. skin research in Earticu!ar is within the jurisdiction of the new National Institute
for Arthritis, Musculoskeletal and Skin Diseases (NIAMS), a division of NIH created in 1986,

NIAMS perforas some research itself, but aost work is performed at medical centers around the country by private
researchers who are awarded grants by NIAH§ based on the value of the proposed research. Many F,1.R.5,T, Medical Advisory
Board oesbers are uorking on 1chthyosis research directl¥_or indirectly under NIAMS grants. The NIAMS 1987 budget was $138
aillion. The 1988 budget proposed by the White House/Office of Manageaent and Budget is only $123 aillion,

NIH/NIANS has considered the potential grants and research needs for 1988 and is asking for a 1988 budget of $196
aillion. Although this is a substantial increase from last year, it sust be reaesbered that last year was the NIANS’s
first year in operation. NIAMS is still in its formation period, hiring personnel and gathering equipsent. Exceptional
research aﬂglicatjans are being suboitted, and past success puinis toward oore research opportunities than other Institutes
have. NIAWS funding is still only on a level with the National Eye Institute.

Atter listening to a discussion of the pros and cans at a neetin? of the NIAMS Coalition, the skin disease support
groups, including F.1.R.S.T,/N.I.F., agreed to support the $196 million figure, This groposed budget includes
approxxmatelz $2,3 sillion to create new skin disease research centers around the country,

The House and Senate Apgropriations Copaittees are currently considering the final budget amounts. The head of the
Senate Coamittee is Senator Lawton M. Chiles, Jr., (D-FL). Other Serators on the committee are fron the following states:
WV, WI, SC, ND, HI, 1A, AR, CT, OR, AK, NH, éa, Iﬁ, and NM.

The Chairaan of the House Coaeittes is Congressman Williaa H, Natcher (D-KY). Representatives on this coeaittee
are from the following states: IL, WI, OH, MA, NJ, MD, MI, FL, and MN.

Last year F.I1.R.5.T, President Susan De Haan, along with South Carolina rep Sarah Massey and her son Robert,
appeared before these Congressional apgropriations coapittees and testified for & aenerous NIAMS budget last gear. This
year our Vice-President and North Carolina rep Ellen Rowe will be testifying on behalf of the $195 aillion 1988 budget,

Heanwhile, there is a great deal that other sesbers of the foundation can also do to gain Congressional support for
the NIAMS budget. I# the Chairman or a committee amesber is froa your state, please write ta hia or her and tell them you
believe more research is needed in ichthyosis and on skin diseases in general. Tell thea that you support the full $19%
eillion budget for 1988, Your letters nean more than anything else we can do to maximiza the basic research prograss
needed to beat ichthyosis.

Need a name or address for your senator or representative? Look in your telephone book in the section listing
governgent agencies. If you have trouble locating it there, check at your local library or town hall.
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F.1.R.S.T, President Susan De Haan points out that the 1987 budget of $138 sillion was higher than the amount recoasended
by the White House last year. She feels that the amount appropriated was a direct result of peogle writing to their
Congressaen. Nrs. De Haan thanks everyone who wrote last year and urges us once again to keep those letters going out to
our legislators who can influence the amount of aoney that will go to research and who dc listen to the voice of their
constituents -- that’s vou!
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SEREEISERULERRSELERORRtEEnasatatesaesssesttannssss
4448 CURRENT REPRESENTATIVES AND CHAPTERS 88888
SESSELESRERRRARRLRUTEILEIORRRLILEILEIELLESLELELLILES

ALASKA: Lynette Finstad, 1606 Marika Road, %4, Fairbanks, AK 99701 (907) 456-4842
CALIFORNIA:  Jeannette Jensen, 441 Old County hoad #209, Belaont, CA 94002 (415) 395-3817
Wrs. Gina Bergland, 425 East Richeond, Fresno, Cé 53710 1209) 431-3776
¥re, Elaine Lefler, 9639 Domino Drive, Lakeside, CA 92040 (419: 443-2922
Al and Lois Enzenbacher, 4432 E. Sycaaore, Orange, CA 92569 (714) 433-2597
Cerolyn Braslich, 1399 Ea:hran, Simi Valley, CA 93065 {805) 526-0945
Jeann Hineberg, 901 Rorbury Court, Antioch, CA 94509
COLORADO: Candy Ballantyne, 1598 South Meade Street, Denver, (0 80219
CONNECTICUT:  Davie & Alese Kuaser, 49 Church St., Seyeour, (T 06483 (203) 886-0037)

FLORIDA: Roger Hasor, P.0. Box 6349 Tanfa, FL 33608 (B13) 961-7180
BEQRGIA: Beth Hill, Route 1, Box 4998, Cleveland, 6A 30528

Gay KcCail, P.0. Box 231, Lincolnton, GA 30817 (404) 359-7102
1DAHD: Wrs. Carol Lasbright, 3547 Chuck ﬁagun fivenue, Boise, 1D 83701 (208) 322-5285
ILLINDIS: Mr. Wiiliao Geismann, 619 7th Street, Wilaette, IL sbog1 (3121 251-85%9
IND]JANA: Tony Baswell, 516 6atewood Apts 3, Marion, IN 36952 (317} 462- 9493

10WAS Nrs. Ann Pech, 505 Monroe, Easetsburg, 1A'50535
LOUISIANA:  Sasoy Hilliaes, Route !, Box 130E, Franklin, LA 70538
brenda Lyle, 5¢ Barrow Street, Hnrgan City, LA 70380
WASSACHUSETTS: Mrs, Cynthia MacEachran, 44 Wilmor Road, Topsfield, MA 01983 (417) 887-8055
HICHIGAN: Dick and Carol DeLougharE, 231466 Cranbrook, Novi A1 48050 (313) 478-0886
MINNESOTA: Rex and Judy Rhein, 304 tast Sidney, St. Paul, HN 55107 (612) 227-4528
MISSISSIPPI:  Hrs. Andrea Thorn, Route 2, Box 3466, Jackson, MS 39209 (601) 366-5254
HISSOURT: Thelaa Thoaasson, P.0. Box {17, laperial, MO 43052 (314) 942-3226
NEW HAMPSHIRE: Richard P. Carrier, 21 Meaorial Drive, Manchester, N.H. 03103
NEW MEXICO:  Lucille teyba, P.0. Box 217, Penasco, N.M. B7353
NEW JERSEY:  Pat Mondi, ?8§ Linwoad Place, North Brunswick, NJ 08902
doe balluccio, 1408 Millians Drive, Hall, NJ b1719 (201) 481-6824
NEW YORK: drs. Marissa Mandia, 25 Imperial Drive, Niskayuna NY% 12309
Mrs. Debra Butler, b47 Latta Road, Rochester, NY 14612 i71e) 621-8742
Donra Deangelis, 34 Prnelawn Ave,, Shirley, ﬁ.Y. 11967
N. CAROLINA:  Hrs, Elien Rowe, 6316 Secret Drive, Raleigh, NC 57612 (919) 848 -3621
Shirley Wilies, Rt. 4, Box 7286, Fayettevxlie, N.C.y 28304
OH10; beraldine Schooler, 3410 Heilington Drive, Dayton, OH 45410
OKLAHOMA: Ken and Marge Boyd, 7427 E. 3ist Place, Tulsa, OK 74145 (918) 622-9480
PENNSYLVANIA: Mrs. Pat Guiliana, 12536 Deer Run Road, Philadelphia, PA 19154 (215} 637-7220
UTAH: Roger W. and RoyLene C. Hill, 1676 No, Gregory Drive, Layton, litah, 84041 (801) 825-7511
S. CAROLINA:  Mrs. Sarah Massey, 125 Blueridge Drive, Fountain Inn, SC 29684
TEXAS: Hona Bergquist Hiez, 3320 Balosede, Lancaster, Texas, 75134
VIRGINIAS Nrs, Janet Weary 1o Hagnolia Drive, Charlot{esvxlle, VA 22901
WASHINGTON:  Richard Kelley, 12305 SE"73rd Place, Renton, WA 98034
BR, COLUMBIA: Valerie Munroe, 2492 West 45th Ave., Vancouver, B.C. V&M 2J8 Canada (Chapter)

He need inforaal representatives and support persons in every state and aajor citz. How about you? Would you spend a few
hours each aonth sharing in‘orsation and "being there” for soaeone in distress? We particularly need helR in the tfollowing
areas where there is no one for new parents to turn to: Haryland / Kansas-Neoraska / Veroont-Maine / North and South
Dakota-Nyoaing-Hontana / West Virginia-Kentucky-Ternessee-Alabaea / Arizona / Arkansas. Please contact Betty McMasters,
1838 So. Muskogee, Sapulpa, OK 74066 (Tel: 918-224-9099) for details, .

Representatives who gove fros their area are asked to let Betty know about the move as soon as possible, Also,
please notify Focus directly of your sove so we can reaove your nase fros the published list as quickly as pessible.
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IT'S NAY, 1987 -- PLEASE RENEN MY NEMBERSHIP NOW'
NAME:
MAILING ADDRESS:

cny: y ST o , LIPCODE: ___
NEW HEMBERSHIP: or RENEWAL: {check one)

AMOUNT ENCLOSED: ¢

B

Please enclose your check, sade out to F.1.R.5.T. and return to: F.1.R.S.T., P.0. Box 410453, San Francisco, CA 94141.
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Dr. Wilaer Betts, a psychiatrist practicing in Raleig
N.C., and the father of four grown children, three wi
ichtﬁyosis, spoke on the social and psychclogical
iaplications of ichthyosis and gave parents advice
an how to raise a child with this disorder during the
afternoon session of the annual conference. With hia here
is his dau?hter, Ellen Rowe, our North Carolina
representative and newly-elected Vice President of
F.1.R.S.T, Mrs. Rowe caordinated the afternoon progras of
the annual conference.

b

‘. After the conference, plagues were resented to
Jeannette Jensen and Charles Eichgorn. Hrs? Jensen, who has
been secretary/treasurer and “one-person office stafs® since
1983, is stepping down because she is returning to school.
She will renain on our Board of Directors, At a recent
Board seetln?, Nrs., De Haan credited Mrs. Jensen with
29[t1ng the toundation into sound financial shape, Mr,
u:hhornf toreer editor of Focus and Co-president of
F.1.R.5. 1. until last April, will also resain on the Board
and has been elected secretary, He will be gore involved
politically and will also remain our legal consultant and
cosputer expert. The Board of Directors and meabers
expressed their sincere thanks to Mrs. Jensen and Nr,

Eichhorn for their years ot seliless service tg the
foundaticn.
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‘F.I.R.S.T. President Susan De Haan, right, presented
a Cartificate of Appreciation to the 6reater Tulsa, OK,
Chapter during the afterncon session of the annual
con?erence. ccepting the certificate are Narge Boyd and
Diane Boyd. The gulsa Chapter presented F.I.R.8.T, with a
check for $900 at the conference. The chapter has
consistently raised funds, through garage sales, with the
help of the ocal Moose Lodge, and other efforts. MHesbers
of that chapter have been long-ters, faithful supporters of
the national foundation and the local ichthyosis cosmunity.

frs. De Haan put the‘finishina touches on the display which
the foundation exhibited at the Aaerican Acadeay of
Dermatolog; during the week following the canference in New
Orleans, "He were able to put together such a display thanks
to those seabers who responded to our request for

photagraphs. v




Just a Reminder -- Ichth¥osis Focus is sent out six times a year to mesbers of F.I.R.5.T, The annual aesbership
fee, due in Ha¥, is $15 for a regular meaber, $25 for a contributing meaber, $50 for a sustaining meaber. A
conbribution o $75 per year designates a sponsor, and $100 per year a patron. At this time the Foundation does not
send out annual bills, but we will request dues during May, "Renew Your Membership Manth.® An annual uenbershig
drive could make it easier for individuals to reaesber to pay their dues, and for our hardworking bookkeeping staff
ta keeg track of everyone. Heanwhile, if you can’t atford to contribute at this tiae, you need not worry that the
newsletter will stop coming to your home; 1t won’t. As yet, no one has been turned away froa any of the services of
F.I.R.5.T. based on fees and finances. be ask you to contribute an annual aesbership fee, but it you just can’t
riaht now, we understand, and trust you to help us as much as you can as soon as you can. And, of course, you can
aake 3 contribution at any tiee! The Foundation needs cantinued financial support in order to maintain its
frograns. All donations, both large and saall, are needed and aﬂgretiated; all are tax deductible as allowed by

aw. And you can designate F.I.R.5.T. ({nrner[l the National Ichthyosis Foundation) to be the recipient of your
United Way contribution through its Designated Lharity Program; ask for the special fora to direct your contribution
to a specitic organization, whether you will be donating dlreclly or through payroll deduction.
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1987 OFFICERS Susan De Haan, LCSH President
Ellen Rowe Vice President
Joanne Wineberg Treasurer
Charles Eichhorn Secretary

F.1.R.S.T., the Foundation for Ichthyosis and Related Skin Types (foraerly the National Ichthyosis Foundation), is a
charitable organization, incorporated in 1981 under the non-profit corporations laws of California. [Its tax exespt
status has been confiraed by the California Franchise Tax Board and the Internal Revenue Service. All contributions
are fully tax deductible as allowed under California and federal tax law.

The opinions expressed in this Newsletter are those of the Editor, and not necessarily thase of the Board of
Directors, Officers, Medical Advisory Board, or aesbership. F.I.R.5.T. does not endorse any particular product or
treataent for ichthyosis. All sedically related news and inforaation is intended to infora and educate, and is not
to be taken as a recomaendation for use in any particular case. Readers are urged strongly to confer with their own
physicians and proceed with treatocent only on a doctor’s specific recosmendation.



