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it's tine to aake plans to attend the National Ichthyosis Foundation Annual Conference, cosing up Saturday, Dacember 4,
This year's conference will be held in picturesque New Drleans, Louisiana.

The conference will be a full day’s event. In the rorning, following registration fros 8:30 to 9, meabers of our
Medical Advisory Board will bring attendees up to date on the latest sedical knowledge about ichthyosis, touching on an
explanation of what ichthyosis is, what the most up-to-date treatments are, and what’s new in research, After a short
coffee break, the doctors will sef up a panel, moderated br Dro Mary Hilliams, chairman of the H.A.B., to discuss issues
and answer questions of particular concern to conference attendees, Althaugh questions will be taken froa the floor during
the panel discussion, it would be particularly helpful 1f N.I.F, mesbers could send in some questions ahead of time, A
space for your questions is pravided on the registration form, Take a minute and think about issues you would like to see
addressed; after all, this is Tnur conference.

¥e'll break for lunch from about 12 to 1:30 pa, and then the afternoon session will feature discussions relating to
how ichthyosis affects our social and emotional life and the lives of our children, North Carolina Representative Ellen
Rowe, coardinator of the afternoon prograe, will introduce her father, Dr. Hilaer C, Betts, a psrchlatrist In private
practice in Raleigh, N.C., and president ol the Board of Directors of the Wake County Mental Health Clinig, Dr, Betts is
the father of four children, three of whom have Lasellar Ichthyosis, After a brief introductory talk by Dr. Betts,
conference participants will break up into small grqus. I rnssihie these groups will be divided by cateqories such asg
parents of children with ichthyosis, adults with ichthyosis, teenagers -- whatever the make-up ot the attendees would
indicate, The groups will find comnon issues which they would like to see addressed. Then participants will re-forn into
the larger group, and Dr, Betts will address those issues found to be of interest during the seall group discussions,

Thers will also be question and answer period,

N.1.F. President Susan De Haan will present a brief State of the Foundation talk, filling attendees in on what's
besn happening with the Foundation over the past year and what N,1.F.'s goals are for 1987, The activities will conclude
around & pa,

Tﬁe canference location is the Napoleon Roow of the Days Inn, 1630 Canal Street, New Orleans, LA., 70112, {-504-
SB6=0110, Re?aatratlun tee is $30 for an individuagl and $50 for a {anll{. The fee includes a luncheon o entree,
vegetable, potatoes and beverage to be served in the Terrace Ga]lerz of the same hotel. The Foundation has alsp reserved a
block of sleeping roons at the Days Inn, and conference attendees who register parly will be able to reserve one of those
roops at a reduced rate of $41 per nigh{ single occupancy, $45 for double occupancyj children under 1B may stay with their
parents at no additional charge.

It would be wise to make reservations earlr: the hotel sug?ests trying to reserve by Noveeher § to assure a
reduced rate, Making those travel plans early could sean a substantial savings on plane fare, too, 4, for some reason,
you Just can’t make arrangements early, please don’t think that means you can't attend the conference; it just means you
ray not be able to do it in the sost economical way, The Foundation urges anyong qlann:ng to attend [u pake Flans garly
though, because it helps conference coordinators make arrangesents 1f they know well in advance how many people to expec[.

Hake reservations to attend the conference directly thruu?h the Foundation by filling in the registration fors
elsewhere in this 1ssue and returning 1t, with xngr ctheck made out to the National Ichthyosis Foundation, te: National
Ichthyosis Foundation, Box 252, Belmont, CA., 94002, Make room arrangesents directly ui(
.the reservations clerk that you are rar of the Ichthyosis Foundation Conference,

. Days Inon is said to be near the colorful French Quarter, so if Yuu're able, you may want to spend a little extra
tise in New Orleans after the conference, walking around, sightseeing, 15tenln? to jazz and dining on Creole delicacies,
If you're Epinq to be traveling with thifdrenl you may be pleased to know that there are also some handt fast food places
nearb!._ Child care will be available during the actual conference; sitters will do their best to keep the children
entertained, but parents should bring Elenty of their child’s favorite books, games, etc, The Foundation hopes to offer
En;ld care free of charge, but it may become necessary to charge a fee, so p]ease be advised that you may have to pay for

15 service,

This will be the Foundation’s Fourth Annual Conference, Each conference so far has been bigger and sore successful
than the previous one, so we are hupinﬂ that this will be the btg?ast yet, All meabers are encouraged to come, and local
reps are esﬂecially urged to attend, At the conclusion of each of the previous conferences, attendees were enfbuslastlt
ahout all t er had learned, tauched h{ the new friendships they had made, and eager to take a more active part in
Foundation activities, So -- circle that date, Saturday, December &, l?é&, on your calendar, hurry over to your lpcal
travel agent, and plan to seet your fellow nenEers of the ichthyosis community,

h the Days Inn and be sure to tell
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Beginning With this issue, the Tell Me, Doctor column is experimenting with a new foreat, We submitted one question to
several experts, and are printing all the answers together so that readers can see and compare more than ane opinion or
gbservation. We hope thae this aprrnach will be useful, both in establishing those points on which there appears to be
general agreeaent, and in illustrating the range of inforsed nBinznn on those points where there is less agreeaent, We
apprnacneatnnt unly pesbers of our own Medical Advisary Board hoth also other experts in the particular areas covered by a
glyen question.

QUESTLON

| have the EH form af ichthyosis, 1 also have two childrgn whos 1 breast fed when they were babies, To my surprise, |
found that while | was breast feeding, sy ichthyosis impraved so'much it nearly disappeared, Then, when attending one of
the Foundation’s annual confergnces, l_heard a nuaber of other pepple, men and women, and people with other foras of
ichthyosis as well as EM, say their skin improved considerably pnce tﬁey reached puhertr. fin older woman said she improyved
at ubart{, and then found her skin condition going downhill once agaln when she conpleted menopause, Al this suggests to
Ae Ehat there sust be some sort of connection between ichthyosis and hormones, but I”ve never heard the issue discussed,

lg there any concrete evidence linking hormones and zchthyaE}?E My observations seem too extensive to be just coincidence.

-

RESPONSES

Lowell A, Goldswith, M.D., Chief, Dermatology Unit, University of Rochester Medical Center, Rochester, N.Y., and autgoing
chairaan of our Medical Advisory Board:

i+« In Ay personal exggrlente | have not found chqnaas at puberty or at senopause with EH, I have had sose
paugla wha have had viral infections with some extended EEFIU ot ClB&rlnﬁ atter that infection, Until we find the cause
of EH and its exact molecular basis, it will be difficult to understand these observations, As more research protocols are
conducted in conjunction with the :chth[5515 Foundation, knowing how common an{ of these {1nﬁ1nEs are will be extresely
iaportant, Also to be remesbered in in erpretlne any gi these phenomena, that although we talk about EW as a single
fdisease, there i1s no doubt hetgrngenelt{_ulthln hat disease as there is in ichthyosis in general, There is no evidence
that hormonal therapy of any kind to patients has a therapeugki yalue 1n ichthynsis,

Hauarg q. gaﬁ%n, Hﬁg" Professor of Dermatology, Harvard Medical School, Departsent of Dermatology; Massachusetts General
nspita aston '

X | raally'dnn’t know of an[ relationship of EH to hormones, 1 suspect that the ;gﬁrnv9|ent_is sore related to
increased experience in handling the problea and the dacraasﬁgltenden:y to blistering with increasing age,

Gerald D, Weinstein, W.D., Professor of Derlatn!ngr and Acting Dean, University of California, Irvine, Irvine, CA

+ v« | have seen a nuaber of patients with epidermolytic hyeerhergtnsls over the past tuenly years and have nat
heen aware, from discussions with these patients, of any specific rela 1nnsh1ﬁ between horsones and their disease, While
the four major foras of 1chth{u51s, 1.2, ichthyosis vulgaris, sex-linked ichthyosis, Lamellar ichthyosis, and epidersolytic
hyperkeratpsis, all have genetic gatterns of inheritance, | am not aware of any studies that 5ques that there is an
associated hormonal influence on the course of these diseases, It would be very attractive for hoth scientific and
clinical reasons 1f such a relationship existed, but I am not aware that these associations have been made in other than
150lated instances, ¥

I

Egne_n. %?ckﬁh_ﬂ.ﬂ., fissociate Professor of Dermatology and Pediatrics, University of Cincinnati College of Medicing,
incinnati, Onio . . :

v + 1 Ihese observations certainly are suqegstlve that there say be horsonal influences on ichthynsis; exactly what
horaones would be fascinating to discover, FProlactin, a pituitary horsone, is one of those that is elevated during tga
initiation of breast feeding, but is not necessarily elevated once lactation has been established, During pregnancy there
are elevations of a nuaber of estrogens and progestins., At puberty not anly are there increases in estraeen and
progesterane in girls, but in both girls and boys there are elevations of androgenic horsones such as testosterone, In
addition, there are innumerable other metabolic and hormonal changes which occur at puberty,

: 1 feel that the abservations poted hr the patient should prﬂlﬂl physicians taking care of other patients with
ichthyosis to carefully follow their clinical course during times of hormonal change. In this uar We may perhaps be hetter
able to define what hormonal influences, if any, affect 1;hthrnsis and Eerhaps gven therapeutically influence ichthyosis
With hormonal treataent, However, 1 should caution at this s a?e that because of the many adverse side effects of excess
fiorsones of any sort that no one should try hormonal therapy‘%q i1 we understand this phenomenon better,

What ahout you? Did you notice any siﬁni{i:ant thanﬁes in your skin at any particular Rerlud in your 1ife? MWrite and tell
us, Let us know your a?e your sex, the type of ichthyosis you have, and what, 1f anything, changed at that tiee. 0Or, 1t
you noticed ne change, ell us that, too,

i
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# sesber from the sidwest is enthusiastic about Mennen's “Bala Barr.* Sne uses i1t on her four-year-old daughter who has
ichthyasis and encoura?es others to try 1t, too,

Another aldwes iﬁll]{ is axtresely pleaseq with Lac-Hydrin fros Westwood and would like to share seae tips on how
to get the most use put of a tube or bottle, They put tips on the bottle (the lun? tips froa hair calarin? kits work
gspecially well) and then squirt it onto their son’s scalp, They find that uszn? nis ty;elnf tip wastes less of the Lac-
Hydrin because 1t 1s easter to direct it right onto the scalp, ugsting less of 1t on the hair, And they recossend heating
it by soaking the bottle 1 hot water for a while (a microsave might do the trick, too) until 1t reaches approxiaately body
teaperature 5o that it will flow sore easily, 1f you can get Lac-Hydrin only in [uhes, just transfer 1t to a bottle with a
tip by cutting the tube in half and scooping and scragxng it out with a popcicle stick or tongue depressor, Even 1f
tne(‘ra nat transferring it froa & tube to a bottle, they find that cutting the tube open allows thea to get a lot of
pintaent that would otherwise go tp waste,

Last spring we mentioned that Henry Kasps, president of Herald Pharsacal, had donated a nusber of 2-02, sasples pi
fqua Glycolic lotion to the foundation for our aesters ta tr! out, A nusber of {au have written in asking for the saeples,
put we still have quite a few left, so if anyone would like to try a 5aa§le, just send us your nase, address, and #1 to
caver postage and handling, Our North Carolina rep tells us that Aqua blycolic shaspoo is on the sarket now, too,
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Howard P, Baden, M,D. Warren Bldg,, 5th Floor, Mass General Hospital, Boston, Mass,, 02114, (b17) 726-3593
Rabert A, Briggaman, M.D, Dernatulugy bept‘ North Carolina Meaorial Hnsgxtal, Ehagel Hil1 N.C., 27514 (919) 966-3322

Helodie Buxsan, M.D. 16592 BW Boones FerrT foad, Lake Dsneqn 0K, 97034, (503) 635-9221

Carl Enmann, M.D, 100 Farest Ave., Buffalo, Ny, 14213, (7]6) Be7-342b

Peter Elias, MiD, Chiet, Dermatolo T Service (190), Veterans Adsin. Medical Center, 4150 Clesent Street, San
Francisco, CA, 94121, (415) 750-2091

Ervin Epstein, Jr., M.D,  Rooa 269, Building 100, San Francisco General Hgsgzta!,ISan Francisco, CA 94110, (415) 444-6262
Nancy Esterly, H.D. Head, Division of ﬂersatalnﬂy Children's Hemorial Hospital, 2300 Children’s Plaza,
_ Chicago, IL 60614, (312) 8B0-Ae98 _
Lowell A, Goldseith, H.D. Chief, nernatnlnq‘ Unit, Univ. of Rochester Hedical Center, P.0, Box 697, 601 Elawood Ave.,
\ Rochester, N.Y,, 144642, (71&) 275-3871
Gidney Hurwitz, M.D, 2 Church Street South, New Haven, CT 06519, (203) 776~0600
berald 6. Kreuger, H.D. Division of Dersatology, 50 North Medical brive, Salt Lake City, UT, 84132, (801) 581-7837
Nichalas Loue, N, b. FRCP FACP, Div, of Dermatology 92-121-CHS, UCLA School of Medicine, UCLA, Los fAngeles,
; CA 90024, (213) B25-2765 NG 87
Joseph Hcbuire, M.D. Frofessor of Deraatology, DeEt.qn{ Deruatulaa;, §00LCI, Yale University Medical Schoal,
- 333 Cedar Steet, New Haven, LT 06510 (203) 765-4093
Laurence H, Niller, MD,  N.I,A.D.D,K,, Rooa 405, Westwood Building, N.I.H., Bethesda, HD, 20892, (301) 496-732%
Leonard Milstone, KD, Dept, u{‘Deruatnlugx, S00LCI, Yale University Medical School, 333 Cedar Street, New Haven, (T,
: CT, 06510, (203) §32-5711, ext 252
Arthur Narins, M.D, 1100 West Michigan, Indianapolis, IN 46202, (317) 630-6691
Bary L. Peck, N.D, Deraatolagy Branch NC1, Mt Building 10, Rooa 12N238, Bethesda, WD 20205, (301) 4%6-2481
Janes E, Rasmussen, M0,  Univ. of ichlqan Hedical Schoal, PCI910/0314, 1500 East Had:ca] Center Drive, Ann Arbar,
Mich., 48109, 1313) 936-4086
Lawrence Schachner, M.D, 1350 ﬁH {0 Ave,, Re, 301, Miami, FL 33134, (305) G47-6704
Paul D, Schackelford, M.D. St, John's Doctor's Building 1705 €. 19th Street, Tulsa, OK 74104, (918) 743-2569
bearge Thorne, M.D, Ortho Pharsaceutical Corg, ﬁarltan Nd., 0BB76, (201) §24-8016 ¥ .
Eugene Van Scott, M,D. Skin & Cancer Hnsgxtal of Philadel 613, Deﬁ;. of Der-atulnqg Teugle Univ, Health Gciences
Center, 3322 North Broad Street, Philadelphia, PA, 19140, 15) 221-3928

Peyton Meary, M.D. Dept. of Der-atnluiy Box 134, University of birginia Nedical Center, Charlottesville,
ey Vi 22908, (804) 924-5115
berald Weinstein, M.D, ?Egt. of Deraatology, UCI Medical Faculty Ernu%§0Univ. of California at Irving,

_ 22 Nachrthur, Irvine, CA 92715, (714) 836-1

Hary L. Williaas, M.D, Dermatology Service ll?bl, Veterans Adein, Medical Center, 4150 Cleasent Street, San Francisco,
CA, 94121, (418) 750-2091

Frank W, Yoder, M.D. 29 West College, Westerville, OH A3081, (&14) B90-7706

Or. harr Milliass was installed as the new chairsan of the Medical Advisory Board at the board's leetin? in May in
Nashington, D.C, She follows Dr, Lowell Goldsmith, & Professor of Dersatology and Chief of the Deraato uqr Unit at the
Univar51tt_ui Rochester Medical Center, Rochester, N.Y, Dr, Goldsmith had been M.A.B, chairean since the Foundation's
incarporation in 1981, Foundation President Susan De Haan presented Dr, Goldsmith with a plaque which expressed the
Foundation's affraciatlun for his years of help, encouragesent, and expertise. ;

~ Dr, Willians is an associate professor in the Deﬁartients of Deraatology and Pediatrics and attends in the
Pediatric nernataloqr and Keratinization Clinics at the University of California, San Francisco, Medical Center. Her
resagrch, conducted in conjunction with her husband, Dr. Peter M, Elias, at the Qeta;ans Adainistration Medical Center in
Gan Francisca, is in the area of lipid (i,e,, fat) setabolise in epiderais (outer skin layers), Or, Williass has been
active in the National lchthyesis Foundation since its inception, : E 5 y i

There are also some new doctors on the Medical Advisory Board, They will be highlighted in a future issue,
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ALAGKAL Lynette Finstad, 1606 Marika Road, #4, Fairbanks, AK 99701 (907) 454-6842
CALTFORNTA;  Jeannette Jensen, o41 0ld County hoad §209, Belaont, CA 93002 (415) 595-3817
Mrs, Bina Bergland, 625 East Kichmond, Fresna, CA 33710 (209) 431-3774
Hrs, Elaine Leiler, 5439 Domino Drive, Lakeside, CA 92040 (A19] 443-2922
Al and Lois Enzenbacher, 4432 E. Sycamore, Orange, CA 92649 (714) 833-25897
Carolyn Granlich, 1390 Cochran, Siai Valley, CA 95085 (805) 5260945
Joann Wineberg, B0 Ruxhurr Court, Antioch, CA 94509
COLORADD Candy Ballantyne, 1598 South Meade Street, Denyver, CO R0219
CONNECTICUT:  David & Alese Kummer, &9 Church St, Segnuur. CT 06483 (203) BRE-0037)
FLORTDA Ru?ar Hamor, P.0, Box 6349 Tan?a, FL733608 (813) 981-7180
BEORBIA: Beth Hill, Route I, Box 49%B, Cleyeland, GA 30528
Bay NcCall, F.0, Box 231, Lifcolnton, 6k 30817 (404) 359-7102

T1DAHD Nrs. Caral Lambright, 3547 Chuck HaEan fivenue, Boise, [0 83701 (208) 322-5285
ILLINOIG: Nr. Willias Geismann, 619 7th Street, Wilmette, IL 60091 (312) 251-8589
‘Eﬁkana: Tany Baswell, 516 Gatewoad Apts 3, Marion, IN A6952 (347) kb2~ 9693

; Nrs. Ann Pech, 505 Wonroe, Emsetshurg, 14 50536
LOUISIANA:  Samay Williams, Route 1, Box IS0, Franklin, LA 70538

brenda Lyleg, 518 Barrow Street, Morgan City, LA-70380

NABSACHUBETTS: Hrs, Cynthia MacEachran, 4& Wilsor Road, Topsfield, MA 01983 (417) BA7-B0SS
HICHIGAN: Dick and Caral DeLnuqharz, 24146 Cranbrook, Novi, K1 48050 (313) 478-0886
HINNEGDTA: Rex and Judy Rhein, 304 East SidneK §t, Paul, NN 55107 (412) 227-4528
HIEB&SSIPPII Hrs, Andrea Thorn, Route 2, Box 34 b,_dacksun H5 39209 (401) 3bA-5254
HISSOUR ¢ Thelsa Thosasson, F.0, Box 117, laperial, MO b3052° (314) 942-3224
NEN HANPSHIRE: Richard P, Carrier, 21 Meaorial Drive, Manchester, N.H. 03103
NEW Hilgﬁﬂl Lucille Leyba, P,0. Box 217, Penasca, N, M. 87553
NEW JERGEY:  FPat Hondi, ?B§ Linwood Place, North ﬁrunsultkb?ﬂd 08902

Joe balluccio, 1408 Williams Drive, Wall, NJ 07719 (201) &B1-4B24
NEW YORK3 Nrs. Marissa Mandia, 25 ]l@er1al Drive, Niskayuna, NY, 12309
Wre. Debra Butler, 47 Latta Road, Rechester, NY 14612 (716) 621-B742
opna Deangelis, &1 Pinelann fve,, Shirley 0¥y, 11967
N, CAROLINA:  Hrs, Ellen Rowe, 6316 Secret Drive, Raleigh, NC 57612 (919) 848 -3821
Gnirley Wilies, Rt. 4, Box 7286, Fayettevllle, N.C,y 28304
OH10; Beraldine Schooler, 3410 Nellln?tnn Orive, Dayton, OH 45410
OKLAHONA Ken and Marge Bayd, 7427 E. 3lst Place, Tulsa, OK 74145 (918) $22-9480

FENNSYLVANIA:  Nrs, Pat Builiana, 12536 Deer Run Road, Philadelphia, PA 19154 (215) 637-7220

UTAH: Roger W, and RoyLeng C. Hill, 1676 No. Gregory Drive, Layton, Utah, B4041 (BO1) 825-7511
G, CAROLINAt  Wrs, Sarah Massey, 125 Elueridge Drive, Fountain Inn, SC 29644

TEXAG: Hana Bergquist Miez, 3320 Balamede, Lancaster, Texas, 75174

UARﬁINghb Wrs, Janet Weary 1o Nagnolia Drive, Eharlutlasville, YA 22901
NASHINGTON:  Richard Kelley, 12305 SE 73rd Place, Renton, WA 38056
bR, COLUNBIAY Valerie Munroe, 2492 West 45th Ave., Vancouver, B.C. V&N 208 Canada (Chapter)

We need informal representatives and support persons in every state and major :ita. How about you? Would you spend a few
hours each santh sharing information and “heing there® for someone in distress? He particularly need halﬂ in the following
argas where there is no ope for ney parents to turn to: Harriand / Kansas-Nebraska / Vermont-Maine / North and South
Dakota-Wyoming-Hontana / West Virginia-Kentucky-Tennessee-Alahana / Arizona / frkansas, Pleace contact Betty McMasters,
1838 S0, Muskagee, Sapulpa, DK 74066 (Tel: 918-224-9099) for details,

figpresentatives who moye fros their area are asked to let Betty know about the move as soon as possible. Also,
please notify Focus directly of your move so we can remove your name from the published list as quickly as possible,

BEERRRRRRRRERITRRRRRRtRtaRastntantttrtaanits
PEE NG TLF, TESTIFIES TN WASHINGTON #3448
PERRRRRRRRRRRRRRRRRRRR RO RRRRRRRaateessstsin

N,I.F, president Susan De Haan, Sarah Massey, a sember of our Board of Directaors, and Sarah’s son, 13-year-old Robert
Hasaat who has EH, spent several days in May tES!if{lng before Congressional subcosmittees in Hasﬁinqtnﬂ. DLy They all
report that the experience was rewarding and enlightening,

fis representatives of the National Ichthyosis Foupdation, they urEgd Ennqressinnal suphnrt for adequate funding for
the new Arthritis, Musculo-Skeletal and Skin Diseases Institute in the National Institutes of Nealth, MWrs, De Haan says
connittee chairaen Senator Lowell Weicker and Representative William Natcher were interested in ichthyosis and receptive
and ancaurg?lng about funding for skin disease research,

Wl e_in_Hashxnatan, fire, De Haan attended a seeting of a coalition of skin iuundatinns,_iqcluding DyEVB.ReAL, the
National Psoriasis Foundation, and others, This coalition met with Dr, Peyton Weary who, in addition to being a meaber of
N.1.F,"s Medical Advisory Board, is also a a Congressional Iiaison for the American Academy of Dermatology. ?hs
coalition’s main ?urepse 15 to unite the various foundations so that thsl can coordinate and organize their efforts towards
the mutual goal of skin research and public awareness, The group plans to meet again in Decemher,
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_ YES, 1'H COMING TO THE CONFERENCE
8:30 aa to 5:30 pa, Saturday, Deceaber &, 1986, at
Days Inn, 1630 Canal Street, New Orleans, LA, Toi12

HAME (5)1 e &

STREET ADDRESS OR P.0. BOX: e R

5 1 (Rl B8 L R T LR T R st (VLRI R LA T T v A UIRROUERE s o Mt # 1f = L
TELEFHOKE WUMBER: (please include srea codels | !

NUMBER OF ADULTS ATTENDING: = NUNEER OF CHILDREN ATTENDING:

kS OF CHILDREN ATTENDING:

IRl A5 e o Al RN s bt o PLANNING TO USE YOUR CHILD CARE/BABYSITTERS (Please check onel,

AHOUNT ENCLOSED: s ($30/individual, $50/family)

HERE ARE QOME TOPICS GR GUESTIONS 1'0D LIKE TO SEE ADDRESSED AT ThE CONFERENCE:

--------------------------------------------------------------------------------

e e
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We're planning a new colusn for upcosing issues, The forsat of the coluen will be sisilar to that of *Tell Me, Dactor,*
but the topics will be social and p;ycnuloﬂital rather than sedical, Initially the coluan will be written by our
président, Susan Nye De Haan, a sacial worker and counselor with years of experience counseling children and adults, It
Has thrnu?h her work with a child with ;chthrusls that she became interested in the effects of ‘this disfiguring disease on
individuals and their fanilies, and ultinate { becase invalved with the Foundation i1tself,
i The new coluan will deal with all sorts of eaotional aspects of zththzusis. It could address the ways adults with
ichthyosis interact with their world and how thez mtEht, perhaE5 tapraove that interaction, It could advise parents about
how to best deal with raising the child ipside the skin so tha that child will be hetter equipped ta function in & happy,
healthy manner when he or she reaches adulthood. Tt could address the best ways to handle stress on parents and other
fanily seabers when they are suddean faced with a child with 1chth[n51s. . : :
The new coluan will deal with whatever issues trouble you, the readers, because we are hoping that you will send in
your questions for Susan or other professionals to answer. What non-sedical aspects of 1chthyosis would you like to see
addressed in this caluen? Send in your questions or suggestions. We're hoping for a lively, thought-provoking new coluan,

BRRRRERRRRRERRRananinnnnnansiese
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Laral Licalzi has twin boys, four years old, (One of tne boys has Lamellar lchthyosis, and Mrs. Licalzi would like
to correspond with other peuﬁle Who have ichthyosis or who have children with ichthyosis, You can write to ner at 37
Foplar Street, Garden City, N.Y,, 11530, _

Austin Saith, 7 Grace Street, Albany, N.Y., 12208, would like to correspond with other adults in the East who also

have I-linked Ichthyasis as he daes, R _

' fachel Winsor was recently diagnosed as having Laaellar IEhthEQSIS, and now that she knows exactly what she has
she's eager to correspond and/or chat with others who have the same thing, FRachel is 17 years old and would like to hear
tros others around the sase age or older, You can reach her at 0928 Loabardy, Crystal, MN, 55428,



Just a Reminder -- Ichthyosis Focus is sent out sis times a year to members of the National l:hth{u51§ Faundation,
The annual mesbership fee 1s $19 for reqular meabership, $25 far contributing aeaber, $30 tor sus ainIN?.lElhﬂr. f
contribution of 475 per year designates a sponsor, and §100 per year a patron, At tﬁns time the Foundation does not
sand oyt annual bills, but at & recent Board of Directors meeting 1t was suggested that we might begin de;lgnat:ng
an@ aonth per year as ‘Renew Your Meabership Month,* An annual sembership drive could make it easier for individuals
tg repeber to pay their anqual dues, and for our nardworking bookkeeping statf to keep track of avgrrune. ;
Maanwhi 12, if jou can’t afford to contribute at this tise, you need nat worry that the newsletter will stop coming
to your homej it won't, s yet, no one has been turned away from apy of the services of the Ichthyosis Foundation
Siced on fees and finances, MWe ask you to contribute an annual sesbership fee, but if you just can’t right now, we
understand, and trust you to help us as much as you can as soon as you can, And, of course, you can sake
contribution at any tise! The Foundation needs continued financial support in order to maintain 1ts_pru?rai5. All
danations, both large and smsll, are needed and agpreciatsd; all arg tax deductible, And you can ﬂeslgna g the
tatianal ichth¥u515 Foundation to be the recipient of your United Way contribution through its Designated Charity
Frogran, Asl tor the special fora to direct your contribution to a specific organization, whether you will be
donating directly or through payrell deduction, :

The National Ichthyosis Foundation

P.O. Box 252 Nan-Profit Org.
Belmont, CA 94002 U-%;';flt;w
(415) 591-1653 Bel st €A
Address Correction Requested . Permit No. 31
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We join our hearts and our DATED MATERIAL
hands together as one family

THE NATIONAL ICHTHYOSIS FOUNDATION
.0, BOX 252
BELNBHT‘lCﬁLIFHRHlﬂ 74002

(415) §91-1453

1986 OFFICERE: fusan H{a DeHaan, LCEW President
Jeannette Jensen Secretary/Treasurer
Petty McMasters 15t Vice-President
Dick and Carol DeLoughary 2nd Vice-Presidents

The National Ichthyosis Foundation ie a charitable organization, incorporated in 1981 under the non-profit
corporations laws of Califormia, Its tax exeapt status has been confirsed hY the California Frnachise Tax Board and
the Internal Revenue Service, ALl contributions are tax deductible under California and federal tax law,

The ug:ninns expressed in this Newsletter are those of the Editor, and not necessarily those of the Board of
Directors, Officers, Medical Advisory Board, or membership. The National Ichthyosis Foundation does not endorse any
particular product or treatment for ichthyosis., ALl medically related news and information is intended to infore and
gducate, and 1 not to be taken as a recomaendation for use in any particular case, Readers are ur%ad strongly to
confer with their own physicians and procegd with treatment only on a doctor’s specific recoamendation,



