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We're on our way!

At the very first F.[.LR.8.T.
Board of Directors Retreat in Dallas,

- Texas the first weekend in December,

your board members were challenged to
do whatever it takes to push ahead with
the goals and objectives of the Founda-
tion. "We're definitely on our way
towards growth and expansion, " says
Board President, Ellen Rowe.

Ellen was re-elected to another
tarm of office during the weekend’s
board meetings., Also elected were
Frances Mckugh of Delran, NJ , vice
~chairman: ‘Andraa Thorn'of Jackson,
MS, secretary and chairman of the
- Bylaws Committee; Georg'Ellen Betts of
Raleigh, NC, chief financial officer; Cyn-
nie Bates of Lexingion, KY, and Lynne
Alba of Narristown, PA, co-chairs of the
Nominating Committee.

Heather Gattuccio of Portland,
OR was elected to & thres-ysar term' of
office. Also serving on the board Is Hans
Kummer of S8eymour, CT. Hans was re:
elected to a three-year term in 1991, -

| n olfe nbr " |

We'll put you in touch with your Regional Representatwe

Fronf Row: Georgle Betls, Cynnie Bates, Ellen Rowe and Andrea Thorn, Srandrng
Susan Snyder, Frances McHugh and Lynna Alba. Not present: Hans Kummer and Heather Gatruecto

“During the retreat workshops,
the board took-a: close looR a} |ts duties
and responsibilities to the Fouriation.
Areas explored included” poligy ddminis-
{ration, !ofﬂg range p!annlng and evalua-
tion, personnel issues, financial duties
(including fund ra|smg) as well as public
and commuﬁlty relations.

- Leadershtp, for the Foundat ton
was discussed, along with plans for a ¢

,smoothygransnlon of respons ibilities as

Update on research

by Sherri; J Bale Ph.B.

In July of ?991 the Laboratoz'y

rthrms ‘Musculoskeletal; ‘and Skin

desjgned to learn abdut the génetic-and
molecular basis of this group of skin dis-
orders. Although we had many of the
clinical, laboratory, and analytic tools we
needed to-do the work, we were lacking
© -~ the most.important component of the
~'study = ichthyosis patients and their

- of Skin'Biology at the National -Institute

({AM.8) in Bethesda, MD
.:-rn|t|ated a study of.the ichttiyoses ~

families. F.I.LR.8.T. put out a call foi’
interested patients in their newsletters
and at the haticnal cohference held in

~Willlamsburg, VA last summer,

.The response from:members of
F:1.B.8.T. has been tremendous. To
date, ‘we have ascertained {identified -
and obtained medruallfamlty hlstory
information) 117 families. Of ‘Ihesé 95%

fiave contacted us after hearing from

F.I.R.8.T. that we were looking for per-
sons with schthyosis to participate in
research:. Not all of the 117 families
have been eligible to participate in our

1 800-545»3286

new board members join the board of
duregtors The Nominating Committee
was instructed to look at the current
composmon of the board.and make rec-
ommendations.which will enhance the
strength of the board and help
F.l R S T grow In the coming years.
“The board, with thé assistance
of a kfacmtator, learned how important it

Js .10 work together as a team, and how

wtalxeach member's contribution is to
e ovaral heaith of the orgamzatlon

studies, however We are preferenhally

~looking for multiples (multiple family

members with ichthyosis) EH, LI, CIE,
and ichthyosis vulgaris families. We are
also looking. for simplex (only-one per--

.son In the family with ichthyosis) fami-

lies. with EH where both:parents:ar=
available for study and are: willing to par-
ticipate, _
Forty-one percent (48)_,01‘ the
117 families were eligible by these crite-
tia. As of December 15, 1993, we have
seen, examined, abtaired bloga. andfor
skin biopsles on.62 Ichthyosis palienis

. Continued on nextpage .




and 75 of their relatives in 23 families
(total of 137 persons}. This accounts for
48% of ali eligible famities identified thus
far.

A breakdown of the types of
families, and whether they were multi-
ples or simplex, is shown.In the table

below. Of the multiplex EH families eval- -

uated, the largest had 21 persons with
ichthyosis. The largest lamellar and CIE
families we have seen each had three
persons with ichthyosis, The largest
ichthyosis vuigaris family had eight
affected persons,

Ivpe

EH

Li/CIE

Vulgaris
X-linked
Other/unknown
TOTAL

All but two of the 23 families
were seen in Bethesda at our clinlcs,
The two largest families were seen in
their hometowns. Five members of our
research group ( Dr, John DiGiovanna,
Dr. Donita Abangan, Ms. Sandra San-
tuccl,RN, a medical photographer and
myself) all travelled to the families’ town
and set up a clinic in a local doctor's
office. On both of these occasions, we
chose to travel ourselves rather than {o
have the families travel because of cost
considerations. In each case, there
were more family members than thers

No. of Familiss Multiplex
27 9

49 12

6 3

10 7

25 9

117 40

were of us, In one family we saw 16
pecple, and in the other we saw 32,
Although we are only in the

- early stages of our efforts to understand

the genstics and molecular biology of
the ichthyoses, we feel we are moving
ahead rapidly, Much of our success in
this project depends on having appropri-
ate families for study, and F.LR.S.T. has
done, and continues to do, an exem-
plary job of making this possible. We
would like to express our sincere
thanks.

Simplex

Tell Me Doctor

by Melodie Buxman, M.D.

Q. Do patients with Ichthyosis have
probiems with nutrition?

A. We seem to be receiving many let-
ters requesting information about nutri-
tion. Several of our members are work-
ing hard on a brochure containing nutri-
tionat information, especially for parents
of chitdren with ichthyosis. This will be
most welcomed.

The skin is the largest organ-of
the body, thus what happens to it is
very significant with respect to the whole
organism. It is important to realize that
the skin requires large amounts of iron,
minerals, and protein {o continue func-
tioning. In some foerms of ichthyosis,
where there is increased cell prolifera-
tion and turnover (recessive ichthyosis
and epidermolytic hyperkeratosis}, the
demands are very high.

Thus, we frequently see Iron
deficiency anemia in children with
ichthyosis, and hair of poor quality. The
body cannot make some of the building
blocks of proteing, and these must come
from food. Examples would be the sul-
fur-containing amino acids, cystine and
mathionine. These are vital to growth
and also production of good gquality hair.

Adeguate, or even super-ade-
guate, protein and iron-containing foods
-are needed to maintain growth in chil-
dren with excessive skin production. It'
has been postulated that one regason
why children with ichthyosis may be
~smaller than other siblings in the family

may relate to nutrition. Thus, & good diet
and supplemantary vitamins and miner-
als would be impottant.

Q. | have Ichthyosis vulgaris and
eczema, mainly on my hands. | am
wondering if | can and should use
Lachydrin cream for my hands as

_ they are often dry and cracked. }
“alveady use Lachydrin for the dry
~skin on my arms and legs with great

results,

A. Nature has arranged us so that nor-
mally the dead surface layer of skin is
thick enough to protect us, but flexibie
as well. If the dead layer is abnormally
thick, for whatever reason, the upper
fayers crack because the skin doesn't
bend. The soles are less likely to crack
because they are covered and thus are
more moist.

There are two components to
cracking: thickness and dryness, In
ichthyosis vulgaris, the hands may be
dry because of ichthyosis, or because of
an associated.eczematous hand der-

- matitis. (Many persons with ichthyosis

vulgaris have atopic dermatitis, a form
of very dry skin with eczema and some-
times asthma or hay fever). These peo-

ple tend to have hand.problems with

water, detergents, and cold weather;
and may need topical cortisone cream
as wall as good moisturizers to control
their eczema. We have found that
Lachydrin Is an excellent molisturizer,
since it is able to "pull" water into the

‘skin from the atmosphere and also

retain it in the skin,

In addition, tactic acid in some
way encourages the skin to shed, thus
Improving the appearance and texture

of the skin. There Is also early evidence
that Lachydrin may help to prevent
recurrent flare-ups of hand dermatitis by
improving resistance of the skin to dam-
age by drying agents.

Although Lachydrin works
somewhat in all forms of ichthyosis, |
have found it most helpful in-the types .
where there is decreased shedding, but
not increased cell turnover (ichthyosis
vulgaris and x-linked ichthyosis). In the
increased turnover types {CIE, Lamellar
and Epidermolytic Hyperkeratosis),
improvement s less, and the medication
may sting.

It is necessary to use Lachydrin
for about a month before expecting sig-
nificant improvement, but once improve-
ment is seen, it can be nicely main-
tained with relatively infrequent applica-
tions of cream.

Melodie M. Buxman, M.D., Is a
dermatologist on the FLR.S.T.
Medical Advisory Board. She
will be happy to answer your
questions. Please send your
questions to the F.LR.S.T. office,
and we will forward them to her.
You may send them anony-
mously If you do not wish to be
identified. Also, we will be hap-
py to answer psychological,
social, as well as medical ques-
tions that relate to skin. Mail
your questions to FOCUS: P.O.
Box 20921, Raleigh, NC, 27619-
0921.



Cool suit changes child's life

by Narncy Ott

For years, my daughter was not
abls to go outside uniess it was cool.
Then, a miracle happened which changed
our lives forever,

My daughter Is Frances Ott. She
was born Feb. 18, 1981 with lamellar
Ichthyesis, Living in South Cdrolina has
not been easy for her, The heat and espe-
clally the humidity here are unbellevable,
Although high humidity is good for her
skin, it causes the temperature to be even
higher considering the heat factor. Five
out of 12 months in a year, the tempera-
tures range anywhere from B0 degrees
and up, with the heat factor being over -
100 degrees for weeks at a time. As you
all know, with lamellar Ichthyosis, Frances
Is unable to persplre. She could not go
cutside at all during the day from May
through September without having a heat
stroke, :
As a baby, that was easy to deal
with, We just never went outside during
the day. By the time she was two years
old, she realized that other children In the
neighborheod were outside and she
wasn't. She Just could not understand
why she could not go outside. It was
heartbreaking to watch her stand at the
door crying to go outside. We have
- always made. it a point to-treat Frances as
normal as possible. We learned that we
Just had to do soms things differently from
other people. if you cannot do something,
then adapt it so that you can!

Rather than cause her more frus-
tration, we moved to a neighborhood
which had no children. If she coutd not go
outside, then wa would bring the outside
indoors, We moved to g large house and
turned our living room into a playground
complete with tricycles, toys, etc... At the
same time, we did not want to isolate. her.
Our friends brought their children over
every day to play with Frances Inside. My
husband built an air conditioned play-
house in our yard for Frances and her
friends to-play in, When the weather was
cool enough In the mornings or late
evenings, we would go outside and play.
We always used spray bottles filled with
water to squirt her down when she began
to get hot,
\ Frances has such a low heat tol-
erarce that she would simply overheat If
too many pecple wers in a room, so you
can Imagine how we felt about going-far
from home. Famify outings and vacations
were impossible for us to even think abhaut
doing! o L

-As Frances got older and began.
school, this becarny an sven greater prob-
lem. Although she goes to a small private
school which is completely air conditioned,
she was still not able to go outside for
recess, or ge on field trips, or walks with

“the class. She had to sit
.in the office and wait
until her class came
back inslde, Spraying
her down with water
just wasn't enough. It
® was a VERY FRUS-
TRATING time for her,
We were considering
home schooling her rather than subject
her to all of this any longer.

Then a wonderful miracle hap-
pened which has changed our whole life,
My brother saw a documentary that NASA
made about a little boy named Stevie
Roper. Stevie was born with a disaase
called HED and could not persplre, His
aunt, Tootsie Moody, convinced NASA

Frances Oft

“that if they could send a man to the moon,

surely they could do somsthing to help
Stevie. And help they did.

A NASA contractor named Bill
Elkins had founded Life Support Systems
of Mountain View, CA, (LSS, LSS| went
to work adapting their cool sult technology
to fit Stevie's needs and size. They decid-
ed that since it was a medical problem
and a speclal circumstance, they would
only charge for the actual cost of the suit,
Mrs. Moody raised $2,600 needed to buy
the suit. Stevie got his cool suit in Octo-
ber, 1987. Everyone involved was happy
and thought the story had ended there.
Little did they know that it was only just
starting.

i immediately called NASA, who
put me in touch with Mrs. Moody. She was
surprised when | called, She had no idea
that there were other conditions which
prevented people from perspiring. Not sur-
prisingly, she had NEVER heard of lamel-
lar ichthyosis. Unfortunately, since
Frances did not have HED, her foundation
could not ralse the money for our cool suit,
but she did arrange for us to purchase the
suit directly from LS8! at cost,

Fortunately, we have Carolina

Chii:di'en’_s Charity. This is a‘focal tax -
- exempt organization which ralses furids to -

help children with birth defects and dis-
abling childhood diseases. All of the mon-
ey raised stays in the “low country"

(near Charfeston, S.C.) to help low coun-
try children. They gave us $2,100 to buy
the cool suit and Easter Seals of
Colurmbia, 8.C. gave us the other $600.
Carolina Children’s Charity has hought
two other suits for local kids, one child
with spina bifida and one with HED,

. .On June 29, 1988, Frances
" became the flrst girl in the whole worid to
- gotacool suit. It was the start of a whole

new life for us. Wa go to the park, on field
trips, out to recess. We go to visit friends

at their houses, we go to the lake, to fami-

ly-reunions, vacations, everywherel There
is absolutely no place where Frances can-
not go or anything she cannot do!

The cool suit has not only
allowed her freedom, but it has opened
many positive doors for Frances. Before
the cool sult, people would stare at her cr
make ugly remarks about her skin that we
have all heard at least a dozen times. Now
people come up to us and say, ‘I saw you
in the paper or | heard about your cool suit
and | think it's great. Exactly what is the
skin condition she has?"

Wae then have the opportunity to
educate people about lamellar ichthyosis,
Mo longer are peocple afraid of her. Paople
are s0 receptive to her it is incredible,
Sure, she still has all of the physica! com-
ptications of lamellar ichthyosis, but at
least she can now chodse what she wants
to do — and ne longer is she a prisoner in
her own bedy. .

This cool sult is not only helping:
people with ichthyosls and HED, but it is
also helping people with cerebral palsy,
multiple sclerosis, spina bifida, peripheral
neuropathy, head injuries, and epidermol-

“ysis bullosa, Adults, as well as children,

are benefitting from this technology. Life
Support Systems of Mountain View, CA is
committed to continuing to help everyone
who medically needs a cool suit by provid-
ing the suit at cost,

Over the past four years the HED .
Foundation found that there were many
kids all over the world who needed these
suits and unlike us, didn't have charity
organizations that could buy the sults for
them. They decided to open their founda-
tion to all children who need suits, regard-
less of the condition. As of now, five
ichthyesis children have cool suits, Three
of thess have been given by the HED
Foundation,

Please consider helping a chiid
by sending a contribution today. Not oniy
will you help a child with ichthyosis, but
you will help children all over the world. If
you need a suit, or know someone who
does, we urge you to contact the HED
Foundation at 1-804-826-0065, or you
may write to-them at P.O. Box 9421,
Hampton, VA 23670,

! will be happy to talk further with
anyone who would like mors information
about Frances and how the suit works,
You may call me at 803-881-2036 after 3
p.m. or write me at : Nancy Ott, 503 Pt
St., Mt. Pleasant, SC 29484,

ANNOUN&EENTﬁ

There will be a career contarence hald in
Washingten, DC for adoflescants with
physical disabilittes. Contact the
F1LR.2.7 office for datails,

Dr. Ervin Epsteln, a long time member of
our Medical Advisory Board is looking for
EH patients for an exciting study. Call
him coliact at (501) 444-8282,




Federal Entitlement Programs
for the Medically Needy

by Nicholas Gattuccio

A Summary:

The following Is drawn largely from “Understanding SSI, Medicaid, and Additional Programs,” published in the EB REPORTER [publication of
. D.E.B.R.A., nationat foundation for epldermolysis bullosa simpfex], vol. 4, 1991. Articles by Laine Flslscher, MSW, and Charles Akins. Thanks to the

EB HEPORTER for parmission,

The gocd news is that there are programs available to assist families In which one or more members suffer a financially burdensome “dls-
ability"; the bad news Is that taking advantage of these programs often requires an arduous voyage trough a bureaucratic maze of applications, long
walts for determinations, and, alf too frequently, lengthy appeals of denlais of benefits. Regardless of the difficulties, however, these are important pro-
grams which alf families with ichthyosts should look in to.

The programs 1o be summarized here fail under two headings: (1) Supplemental Security Income (SS), which Is administerad by the Soclal
Security Administration on the local level, and (2) Medicaid, which is a joint federal-state program administered by the state level. The firat, SSI, is the
key to the second, since in most states a child or adult who qualifies for SS| is often sligible for Madicaid. However, because these programs are man-
aged and maintained on the state level, guidelines for entitiement, rules for qualifying, and benefits available through these programs will vary consid-
erably from state to state. Unfortunately, then, It is up to you to track down each of the programs summarized here through your state's Social Security
Administration (SSA) office and/or your state's Depariment of Health and Human Services.

_ Supplemental Security Income (SSI)

S8l is the cornerstone, Federally funded and state managed, SS! is a program that makes monthly payments to aged, blind, and disabled
peaple, including children, who have limited income and resources. S8 provides for disabled people of all ages (including babies) who meet the
Soclal Security Administration's (SSA) definition of financlal need, Bensfits are available in the form of menthly supplemental income checks, or, via
Medicaid and/or other state agencies, defrayed medical, pharmaceutical, or other health-cars related costs,

_ The criteria for qualifying for SSI are twofold: financial and medical. In order to determine whether a patient may receive monthly checks
under 58I, the racipient {or parents of the recipient, if he or she Is under 18) must mest a "financlal means test.” Criteria for mesting this test vary con-
siderably-from state to state, and you will need to consult your local SSA office for the specifics as they apply to your area. Remember, theugh, that
recurring or ongoing medical costs may be subtracted from household income when you determire whether you meet the “financial means test’ (the
term for this subtracting out of ongoing medical costs is "spend down").

The other key to qualifying for 851 Is o show that the condition is “disabling” within SSA's definition of the term. Specifically, it must be
shown (1) how the Impairment(s) interfere with “substantial gainful activity,” and (2) that the impairment wili last longer than 12 months.

Until vary recently, SSA used a very restrictive “listings-only” system for determining disability claims. Under this system, an applicant would
be granted bensfits only If he or she had a condition that the SSA carried on a preset list of disabling condtlons, or if it could be shown that his or her
disorder was substantively "equivalent” fo one of these prese! conditions. In February, 1990, however, the U.S. Supreme Court ruled in a case entlffed
Sullivan v. Zebley that this “listings-only" approach was an Inappropriate means of ruflng on disability clalms. This Supreme Court declision has
opened the door for many who had not previously been eligible for SSI bensfits. its b

{5 was not on fhe 's "ist” id reapp!

To find out about 81, vislt or write a Scclal Security office in your state, or call their central number: 1-800-772-1213. Remember, being sli-
gible for 581 means a great deal more than simply receiving supplemental income. Depencing on the state you live in, you may also be efigihle for
some or all of the following: Medicaid, state-paid Medicare premiums, food stamps, and/or ether sociel services.

. Medicaid

Medicaid is a joint federal-state program that is administered locally, usually by your state's Department of Social Services {the agency may
be called by a different name in your state). Under this program, the federal government reimburses states for a portion of thelr Medicaid expendi- .
tures, and, aithough eligiblilty varies from state to state, applicants must show financial need in order to qualify,

Mediceid covers a wide range of medical services, although, again, services vary from state to state. Among these, your state's Medicaid
program may cover the services of physicians, dentists, nurses, out-patient or clinic services, "sickroom” supplies, eyeglasses and prosthetic devices,
laboratory and x-ray services, prescription medications (and non-prescription medications if accompanied by a physician's prescription), home health
and personal care services, and institutional services such as the cost of hospital care. Note that some services and supplies require prior agency
approval for coverage, while othars are covered only under dssignated circumstances and in limited amounts. Furthermaore, Medicaid does not pay for
the services of a heaith-care provider who is not registered in the stale’s Medicaid program, _

Under federal faw, states provide Medicaid coverage to those who receive Ald to Families with Dependent Children (AFDC), welfare, and to
those who receive 881, although in many states this Is not automatic. Furthermore, state agencies are not always forthcoming about services and enti-
ttements that may he avaitable to you. In shert, you are well advised to do a little homework, make a few calls, and consult the advice of more than
one information source in your state. Remember, too, that in most states Medicaid is available to people who are disabled according to the 58I defini-
tion, even if their incomes ars actuaily over the Medicaid “financial means test" cutoff, and yet wha have ongoing madical expenses. This is the pro-
cess of "spending down” household incoms levels by subtracting out disablfity-related medical expenses.



Title XIX Waiver

(Also known-as Model 50 Waivers, or Care-At-Home Waivers)

Title XIX Walver Is the result of a federal Initiative designed to assist families-of children who meet the SSI criterla for physically disabling
cenditions and who maintain extremely heavy medical cars naeds in their own Homes, The program is designed to asslst in circumstances whare the
child’s needs are so great that they would require nursing-home care were it.not for thelr family's dedication to keeping them home, Under some cir-
cumstances, conslderation of the parents’ income Is waived altogether so that the child may remaln at home,

Title XIX Walvers cover extremely severe circumstances, and the criterla for qualifying are stringent. n addition to the general proviso that
nursing-home care would normally be required for the child, additionat criteria include:

*  The child has no other health insurance coverage.
*+  The child has had a 30-day continuous stay in the hospital, or a six-month residsncy In an institutional setting.

In short, Tifle XIX Waivers are interided ‘o create alternatives to institutional treatment of children whose families are committed to caring
for them at home. Some states have a designated "Care-At-Home" Program Coordinator to assist with the process of qualifying for the program,

Again, because the programs vary from state to state, and because so many agency employees have only & limited knowledge of the
entire spectrum of services and opportunities avaifable, It Is up to the parents to do thelr homework and track the program down. Begin with your
state Department of Human Services (or whatever this agency may te called In your stats). Thers may aiso be soclal workers at the nhospital in
which your child was (or is) freated who may be able 1o help. Ask around. You might also wish to contact your state legislator for information on pro-

grams available (or to ask pointed questions about why certain programs are not available in your state).

.. TileVPrograms .

{Also known as Maternal Child Health Services Block Grants [1881],
formerly called State Crippled Children's-Servicss Programs, or
: Handicapped Children's Programs}

This is another federally funded and state administered program, Standards are set at the federal level by the Bureau of Maternal & Child
Health in the U.S. Department of Health and Human Services, and the programs are operated by the states according to “guidelines” rather than
strict regulations. They are intended 1o be fairly flexible in evaiuating a child's eligibility, and they may provide reimbursement to providers of special-
ized medical care, including physical therapy, occupational therapy, and adaptive equipment,

Again, programs vary considerably from state to state. Attempt 1o locate personnel in an agency known as Children with Special Health
Care Needs Programs. However, it may not exist in your state. If it doesn't, contact your senators and congressman to find out why,

___.._ Children's Special Health Care Service . .

- {Also known as "Crippled Childrer's insurance™

Anather program administered on the state level, which may or may not be avallable in your state. The program covers the cost of supplies
_and care which may not be covered by a family's primary heaith insurance carrier, Coverage includes much of what Medicare might cover, incluging
prescription and nonprescription drugs (accompanied by prescription), respite nursing care, prosthetics or therapeutic clothing or equipment. The
monthly premium is based on a family's income (again, taking Into account the “spend down"), and in some cases premiums are coverad entirely by
the state. A family's financial circumstances as well as health-care needs are reviewed annually. Again, you will have to track this program down
through your local, state or county health-care bureaticracy.

Children with special needs are also eligible for sducational services through Public Law 99-457. This faw deals with education of children
who have developmental delays. Part H-of P.L. 99-457 addresses the need to enhance development of handicapped infants and toddlers and to
minimize their potential for developmental defay. Each famliy is entitied to an Individual service plan {IFSP) which inciudes the following slements:

smultidisciplinary assessment and identification of appropriate services:

*a written IFSP by a muliidisciplinary team with a parent or guardian;

+early intervention services which include the frequency, intensity, and method of service delivery,
'the major outcomes expected for the child and family;

projected dates;

*the name of the case manager from the profession most immediately relevant: and

«a plan for fransition to Past B services, which Is the 3 to 5 year old component,

, The infants and toddlers identified for service under Part H have been defined ‘as those who are experiencing developmental delays or
have a diagnosed physical or mental condition which has a high probability of resulting in developmental delay in one or more of the following areas:
cognitive, physical, language/speech, psychosocial and seif-help skills. Some children with severe forms of ichthyosts will qualify for services in sev-
eral of these areas. Each state is responsible for implementing P.L. $9-457, Check with your local scheol system for more information.

Through P.L. 99-457 and all of its elements, Congress has established a new national agenda - fo expand the oppertunities and benefits of
early intervention and preschool services to many more children and familles In our nation. In particular, Congreéss has aimed to enhance child devel
opment, minimize the likelihood of institutionalization, and be supportive of families.




Teamwork pays off

For the second year in a row, staff at
Hibbard Brown & Co., 701 Alpha Drive, Pitls-
burgh, PA colie¢ted donations for F.L.R.5.T. None
of their employees nor family members have
ichthiyosis. But they still teamed together and gave
$1,750.01 to the Foundation! Many, many thanks,
gentiement

Receiving the gift for F.I.R.5.T. was
Claire Amwake who has a nephew with EH.
Claire's husband, Bill used to work at Hibbard
Brown but leftto go into business for himself. The
Amwakes have supporied F.I.R.5.T. since Clalre's
nephew, Ryan Licursi, was born. Ryan is in first
grade this year. Accerding to his grandmother,
Frances McHugh, he is doing splendidly.

People like Clalre and Bill Amwake, Joe
Chester and Randy Belmel are what keep
F.LR.8.T. alive. We recelve no grant monsy nor

Joe Chester, left, and Handy Beimel, right, present F.L.A.S.T. volunteer, Claire Amwake, wih

financial aid from the government. Very fittle of a check for $1,750.01 from employses as Hibbard Brown & Co, In Pittsburgh, PA.

our budget comes from corporate contributions.

Most of our donations are from Individuals - fami-  answer your telephone calls, Seo, many thanks to everyone who contributed

lles and friends of those withr ichthyosis. - . this year. Your support is forever needed and certairnly always appreciated! If
Without your support, we would not'be ~ you could give just $5 more than you did last year, F.LR.S.T. will be able to

able to continue to send out this newsletter or . - mest next year’s budget. Please send in your donation today.

Agencies & Persons to Contact for Assistance

SQCIAL SECURITY ADMINISTRATION (SSA) 1-B00-772-1213

You will also find listings in your phone Nichofas Gattucclo and his wife, Heather have a little girl
bock for lecal offices-of the SSA: R : named Caitlin, who was born Jan, 8, 1991, Caltie has Lamellar

. fehthyosts, They live In Portland, Oregon and are the F.LR.S.T.
U.S. DEPARTMENT OF HEALTH & HUMAN SERVICES reglonal representatives for the northwest part of the United States,
1500 Woodlawn Many thanks to Nick for his wonderful research which provided you
Baltimore, MD 21241 with this in-depth FOCUS article.

STATE DEPARTMENTS OF HEALTH & HUMAN SERVICES
Your state’s Departmant may have a slightly different name. Check your phone book, or calt your County Health Department for helg in
tracking this down,

HOSPITAL DEPARTMENT OF SQCIAL WORK
Frequently, large hospitals, particularly public hospitals where your child may have been treated, maintain departments of social work
specifically for the purpose of assisting families with catastrophic health-care circumstances. Personnel are generally very helpful in plug-
ging parents in to public-assistance venues,

SENATORS & CONGRESSMEN
Many fee! that thelr elected officlals in Washington (as well as state representatives at your state capitol) are deaf and blind to their con-
stituency. This s not true. The squeaky whesi does get the grease (usually). Your letters wiil be read. Keep a fist of the names and
addresses of all of your elected officials, and write to them. if you are having difficulty getling services that you feel you are entitled to, let
your congressman know. He or she likely won't be able to solve your problems (you will have to do this yourself, unfortunately), but they
should be informed that you gre having problems, and they should know the naturs of the problems you're having.

National Organization of Social Security Claimants Reprasentatives (NOSSCR}

19 East Central Avenue
Pearl River, New York 10965 (914) 735-8812

NOSSCR is a legal referral agency that is dedicated to assisting those who have been unjustly denied Soclal Security benefits to which
they are entitled, The organization maintains a listing of atterneys throughout the country who speclalize in claims appeals. If you feel that
you have been unjustly denied your rightful SSI henefits, gontagct this agency for the names of attorneys in your area who may be able to
assist you with your appeal. Be aware, however, that the services of these attorneys may not necessarily be pro bono (free).

Never accept as the final word any social-worker’s ot other public offlclal’s oplnlon or assessment of any health-care sltuation,
This goes for thelr assessment of the madical condition itself and its ilkellhood of being eligible for coverage by an entitlement
program, nor thelr assessment of the range of entlttement programs avallable in your state. ALWAYS consuit at least two or
three sources. Programs may be burled very deep in the bureaucracy. More than one well-meaning advisor has heen unaware
of avallable sources of assistance.




We Welcome New Arrivals

Dave and Lori Ann Land recently found out about F.I.R.S.T. They had never heard of ichthyosis before Matthew was born on March
14, Matthew was a collodian baby like many other infants born with ichth rosis, The Lands are eager to communicate with other fami-

lies to learn more about coping with this disease, Their address is 9-B First Drive, East, Randolph Air Force Base, TX 78148-5462.
They can be reached at (512) 658-6605. Congratulations to Dave and Lori Ann on thelr new addition!

Arianna Vander Wheele, was born last spring, She is the daughter of David and Marle Vander Whesle. They live at 3775 Almond
Court, Castro Valley, CA 94548, Their phone number is (510) 538-2083. Congratulations on your new little girlt

“JJ" Parham is another new member of F.I.R,S.T. “JJ" was born on June 26 in Tennessee and flown to Vanderbilt University. His par-
ents, John_and Betty Lynn, report that he is doing well. "JJ" has tamellar ichthyosis. The Parham’s address Is Rt, 8, Box 140-8,
Columbia, TN, 38401, If you want to call, the number is (615) 388-6987. Congratulations and good luck to the new family! :

Joann Villamarin wrote to tell us that she has little girl who was born this summer with Congenital Ichthyosiform Erythroderma (CIE).
She would appreciate any information others could share with her, Congratulations, Joann! We have certainly had plenty of little girls
born this year. ‘Maybe someday they can all meet each other at a F.|.R.S,T. conference. The Villamarin's address Is 1800 South Road,
Baltimore, MD, 21209,

Gary and Corf Pyndus are the proud new parents of Megan, born Aug. 22. Megan has EH as well as a cleft palate and spent a long
time In the hospital, Gary and Cori are happy to have her home and want to talk with other ﬁarents who have chitdren with EH. “We
want to say thanks to everyone who has called and offered support.” One F.IL.R.S.T. family has even visited. Congratulations to the
Pyndus's on their bundle of joy!

Joni Nale, daughter of Sarah Nale, 1708 Kelly Rd., Dyersburg, TN, 38024, was born with ichthyosis this summer on Aug. 21. Sheis
home and doing fine. The Nale’s phone number Is (901) 285-8655. We have counted 19 new babiss in 1991, Maybe F.1.R.8.T. should
plan a big FIRST birthday party next yearl Welcome to the warld, Jonil

Tiffany Marle Sachse is our newest baby born with ichthyosis on Sept. 19. She Is the daughter of Donna and George Sachse, 25
Nicole Ct., East Haven, CT 06512, The Sachse's still have lots of questions about dealfn% with this disease and welcome help from
other members of the foundation, Thelr phone number Is (203) 467-7281. We are delighted that families are getting in touch with
F.ILR.S.T. so quickly after the birth of a baby with ichthyosis. We have been trying hard this year to publicize our addrass and phone
number, This perseverance Is paying offl Best wishes to Tiffany Marie for a happy futurel

Correspondence Corner

Carol Reed, of San Diego, CA called to ask if only Caucasian people get ichthyosis. No, Carol ichthyosis kinows no race boundaries.
We have black and oriental people with these conditions as well.,

Gregory LI Calzl, age 9, would like a pen pal. "l am in the fourth grads, and like to play basketball, baseball and football,” says Grego-
ry. "I have lameliar ichthyosis.” Gregory's address Is 97 Poplar Street, Garden City, NY, 11530.

Deb Vllas, age 30, would fike to talk with others who have ichthyosis, She lives at 7 East 88th St., Apt. 4-B, New York, NY, 10128,
Deb has Congenital Ichthyosiform Erythroderma. Deb is also working on a teacher's manual and would fike to talk with school age chil-
dren with ichthyosis and their teachers. Please give her a call at {212) 639-8624,

Lori Bryant, mom to Mslissa Bonilla, would like to be In touch with other families of children with ichthyosis. Melissa is 10 years old
and in fourth grade, She loves to swim and dance. Malissa has lamellar Ichthyosis and would like to talk with other children who have
this disorder. They live at 11752 Mt. Lassen Ct,, Alta Loma, CA, 81701. The phone number is: {(714) 989-1758.

Ellen Rowe, president of F.1.R.S.T.'s Board of Ditactors, says that several people have asked her about pregnancy and breast-feeding,
‘I have CIE and have had two children and breast-fed them both. ! didn't have any unusual problems during pregnancy, My skin
stretched without cracking, and | continued to use the creams and lotions that | always used. Breast-feeding was difficult in the begin-
ning, and my nipples cracked and bled during the first few weeks. Although it was a littie painful, | am so glad | stuck with it, Breast-
feeding was a very rewarding experiencs for me. | continued breast-feading until they were both about a year old, Both of my children
were born with normal skin, but | know | have passed the gene for ichthyosis along to them. | hope research will discover a cause, bet-
ter treatments, and a cure, before this gene pops up in my family again.”

Beveriy Dillehunt, 614 Lufkin Circle, Fayetteville. NC, 28301, called with a tip for parents, Beverly’s daughter, Darin, who has CIE
and is in kindergarten, loves play dough. *l have discovered that when she plaﬁs with play dough her hands get very soft and some of
the hard layer of skin comes off," says Beverly. Apparentlé, this only works with home-made play dough and not with the store-bought
kind. Beverly wants to share her favorite recipe for "No-Cook Play Dough." Ingredients: 1 1}:?’1 cups flour; 1/2 cup salt; 1/2 cup water:
1/4 plus 1 tablespoon cup vegetable oll: food coloring. Mix flour and sait, Slowly add other ingredients, Let your chitd mix them togeth-
er, :

Margaret Viernet, 8 The Oid Road, Newtown, CT 06470, has had success with a new product and wants to let folks know about it. "I've
experienced wonderful results in exfoliating, particularly on my face, with a product called Bio-Clear Washing Grains. However, it
seems to have become unavallable for purchase,” says argaret. “They are dry granules and originally had been marketed by Helena
Rubenstein. I'd tike to ask the membership If anyone knows where this product may still be purchased, * Margaret also sends her wish
for "a New Yecar filled with the best for all of us.” Thanks, Margaret, Her phone number is (203) 426-1685.

Tanya Creech of Raleigh, NC, says that she has recently begun using a line of skin care products developed by a health care compa-
ny In Utah called NuSkin International. “The products contain no mineral ofl, isopropyl alcohot, borax, harsh detergents, or petroleum
ﬁroducts of any kind,” says Tanya. Instead of the old theory of sealin? in moisture with ofl and wax, these products bathe the skin in

umectants. Humectants are natural substances that attract moisture from the air all day long. Tanya reports that the skin on her face
has improved dramatically. “Many people have commented on the difference which is clearly visible to anyone who sees me. [ am
excited about these products and welcome anyone calling me to discuss how they can try them, too. You can call me at (919) 787-
8057, of leave a message at the F.|,R.S.T. office and | will return your call," says Tanya,

If you would like & pen pal, have a comment to maks, or would Iike to be In touch with othets who have Ichthyosls, write to: [chthyosis Focus, P.O, Box 20021, Raleigh,
NC 27619, and wo will Include your name and address in Correspondence Corner. We do not release names and addresses without permission,




F.LRS.T.
PO Box 20921
Raleigh, NC 2'_7619-0921

R Foundation for c.hlh_\_,'mi
and Refated Skin ypes

Dear Readers:

| am very excited to' be named the first Execy-  JHl

tive Rirector of F.L.R.S.T. | look-forward to an exciting

year ahead of organizing our offices, expanding the .J .

Foundaticn’s exposure nationwide and advocating for
financial and medical assistance to enrich the lives of our
mambers. _

| know that every oné of you has a distinet per-
spective and can contribute your individual outlook to
broaden our approach and achieve our goals: Please

feel free to-tali:-me-at-any time with- your ldeas and-con- -

cerns,
Sincerely,

Susan Snyder
Executive Director

Editor's Note; Susan Snyder bacame our Executive Direc.
tor in October. She successfully organized a hoard of direc-
tors’ retreat, designed a new literature display for the
Academy of Dermatology meeting In Dallas, and_slngle-
handediy tackled our computer problems, all in her first
month. She comes to us from Coopers & Lyhrand, an

Non-profit Org.
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Susan Snyder, F.LR.5.T.'s new execttive diractor

accounting firm, where she was Offlce Manager and FPersonnel Administra-
tor. She has more than 12 years experience In administrative management,
and brings with her extenslve non-profit experience as well. She has been an
active volunteer in community organizations, her children's schools and is a
proponent of child advocacy, Susan graduated cum laude with a Bachelor of
Arts from Boston Unlversity.

Twant 1o help EL.R.S.1. in the fight against Ichthyosis.

[ Please put me on the mailing list: 1 do not wish to receive Newsletter All contributions to

NAME F..R.S.T. are fully tax

MAILING ADDRESS deductible to the extent

allowed by state and

CITY STATE zIP federal law. F.LR.S.T.

Doner Category is & 501(c)(3) charitable

(2 Single $20/year - QFamily $35/year O Sustaining $50/year | organization suppoted
[0 Sponsor $100/year 0 Patron $250/year entirely by private

[0 Please accept my donation of $

~ donations. A copy of
the F.I.R.S.T. Annual

(1| can't afford dues now, but please keep me on the mailing list. (Please check) | - Report Is avallable to

Ichthyosis type in my family

# Persons anyone upon request,

Maif to: P.O. Box 20291, Raleigh, NC 27619-0921




