STEVENS
JOHNSON
SYNDROME
FOUNDATION

SIS Awareness Honth
August has been named 5.5 Awarenes s

manth. Please mark it on your Calendar and
join us next summer a3 we spread the
word about SJSITEN!

Congratulations to Jeanette Schnitzer.
Jeanette had 58 wheh she was & years old
from amodcilling This summer she chose SJ5
a5 her semvice project for the highest award a
gjirl scout can receive. Jeanette spoke fo
daycare's and preschool's educating young
parents into the signs of 815, She and her
tnather Susan and sister Amber also helped
tnanthe 5J5 anareness booth at the
WNestminster Fair. Their support and hard work
is greatly appreciated!

Great Job Jeanette!

Website: me.gjs;fp_poﬁ.org

Chilcren's lhuprafen Products .

This spring we have has seen anincrease in S48

casesto MSAIDS in children, especially yvoung
girls . Please spread the word about the signs of
8J8. Pediatricians as well a3 dentists are

tecommending ihuprofen to pediatic patients

Femember to tel yourfriends and family that ower
the counter drugs can cause SJ8 also. You can

find these products under the names, Children's

Acil and Children's hMotrin.

Enaly, & vears old and her 10 yearald
bz sister Charlotte
of Westnnd lands, England

Little Emily Hawton developed Stewvens Johnson
Syndrame X wear ago when she was just 3 years
old. Her maother, Julie says that all Emily could
talk about while she was recovering was

Shamu the Killer whale at Seamodd in Qrlanco,
Florida . Below Emily shares a beautiful picture
that she made forus of Shamu!

Thank wou Emilyl
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8.8 Volunteer needs your prayers!

Barbara Dawis has helped the 505 Foundation with the
newsletter forthe past & years. This summer Barbara
developed West Mile Virus and encephalitiz. She has
bieen in the hospital for & months. W'e are hoping she
i5 able to come home in time for the holidays. Barbara
has spert countless hours folding and addres sing
niews|etters . fe ask that you join us in sending ber
healing thoughts and prayers . “ou can send a card to
Barbara in G0 the SJ8 Foundation PO Baox 350233,
Niestminster. CO 20025 or

Ernail her at: sjsu pporti@sjsuppart.org

Great Mewsl

Soon the Scleral Lens will be available to you without

the expensive trip to Bostan.

Dr. Janig Cotter has many years of experience in fitting
scleral lenses . Dr. Cotter has relocated to her own
practice making the scleral lens more available to more
patients . Her wehsite is under construction 2t this time
and we will be providing a link to her site as soon asit is
guailable. Dr. Cofter is an asset to 55 Patients
everyhere,

Parkay Sclerals!
Farkway Eye Center
&0 Broadway
Rewere, WA 02161
Phone: 7512337923




in Hemory of Bill Farrell

Sept 26, 1931 - August 20, 2003

Bill Farrell was a well known comemercial
photographer and owner of the Photo Works in
Boulder, Colorado He phaotographed my daughter
Julie inthe bum unit when she had SJ5. He stood
beside me and held me together when | was
witnessing one of the worst nightmares of my
Iife.He was one of the most caring and
compassionate men [ hawve ewer met and | am
proud to say he was my uncle. Bill's pictures hawe
appeared in numerous medical journals as well a5
the 5J5 Brochure and website. He was an asset to
the foundation and was dedicated to our cause.
This summer we lost Bill to pancreatic cancer. He
iz deeply missed and will live an in our hearts
farewer. - Jagn Famal MoeCawlay,

CPPORETUMTY FOR MAKING OURWOICES
HEARD

Ly A Veatch

['am a survivor of SJ5. Others have lost their lives
to SJS/TEMS and nolonger hawve 2 woice to speak
out. Those of us that hiawve suriwved must make
our woices heard. Families and friends that have
[ost & loved oneto SJS/TENS can speak out also.

The FDA (Food and Drug Administration) is inthe
process of drafting changes and there are specific
things we can help them with By giving our input. |

wiould like to sugoest we take

the time to send brief written letters to our Senators
and Representatives, in our own States, and recuest
they be sent on to the appropriate departments with
the FDA. Since our Congressmen represent Ls they
are more likely to listen and take some action on our
behalf. The following are reguests that are relevant to
the changes the FDA TS undettaking.

Extend the post market research time an all new
s .

Better reporting and gathering of statistics on Adwverse
Crug Feactions such as, Stevens Johnson Syndrome
and Toxc Epidermal Mecralysis. (SJSITENS)

More funding and research that relates to DRA and
susceptibility to sewere adverse drug reactions such
as SJSITENS.

Better educational programs for Doctors and other
health care prof essionals o they can recognize and
diagnose severe adverse drug reactions and
Lnderstand they are not "RARE"

Pleaze make your voice heard, by writing to your
Congressmen and requesting the FDA include our
concems in their drafting process.

From the 845 Foundation!

Please wisit the 5% Foundation webste. There are
mary new link s o waluable information . “ou can now
add your 5J5 Story to the sight. You can also
translate the website into Spanish, French, talian,
Portuguese and Germman. Add you name and emailto
the 545 Friends link or post a question onthe 545
Forum Board. e are presently updating the 5.8
Physicians page with contact inform ation atb ot
doctors with expetience intreating SJ5 related
sideeffects

e are asking if you hawve a pheysician that has
hielped treat your after care of 5J5, please contact us
iwith their irfarm ation o that we can add them to our

SJ5 Experenced Physicians list.

A you are all aware s wery difficutt to find
doctars with this experience. e would like to
be able to provice this information to others that
are need of good medical after care § you know
3 ggood doctarthat you would like to add to the
lizt. Please email us at sjsupportdsjsupport oy
orcall 303 6351241,

5J8 MEDIABLITZ
Az we are all aware 55 needs public
awareness and what better way to get it then
through local news stores. Wie are looking for
SJ5 survivors willing to help spread the ward
about SJ & through the media. i wou would like
to participate in a news story please contact us
at (303 6351241 or mail us your infomation
inciuding name address, phone number, what
caused your reaction and best time time of day
to reach you. You can also email your
irif orrn ation to:

SjsuUpportd@s]s upport .org.

Nie havwe recently had staries airin, Denver,

Las Wegas, Mew York and Philadelphia.
Thank you for your help!

Donations
As wou know the 808 Foundation depencs
salely upon donations to continue our
nies|etters and information pack ets.

e would like to extend a special thank you 1o
The Kenneth Kendal King Founcdation
fortheir generous contribution this month
for without &, this newsletter would not hawve

been possible.

Al contributions tothe S8 Foundation
are greatly appreciated!



Hever too late to he Alert!
There are some incidents in life we never forget. |
had one of thos e incidents .t all stated when |
was 12 years old. [ was studying #h grade, 1was
enjoying life. | had dreams in my heart and goals
in life to achieve. | had so many fiends | could not
count an my fingers . Just like everyone else | had
one special one. Forme she was beautiful, like 2
rytnph. She had dark, long, black hair. She had
beautiful deep blue eyes like the ocean.
Sometimes |felt like | just wanted to get (ost in her
eyes and be one with her. She had a cute [itle
nose. She had the most beautiful smile | had ever
seen. Once inwhile when she smiled at me, it
took all the pain and sorrow out of me. Her lips
were like petals of roses . ithen she spoke she
had 30 gentle, beautiful and peaceful voice that |
stopped my breath to listen to her. 1was so crazy
atout her.

Cne day it was raining 5o hard every
thing was clozed. There were & inches of water on
the road. All the sand on the side of the road was
becoming mud and coming down to the road. |
alzo gat the news that the school weas closed, but
still | just wanted to have one look at her. So [ pot
my raincoat on and rode my bicyele about 10
miles to my school and waited for her at the gate
for & hours. | knew that she would not come, bt |
waited aryhiow, | did not know that | would wait
tmare then one year and that when she saw mea
arjain, that [would not be the same.

fow, there was atime for separation. |n
Cctober we had 20 days of school vacation
biecause the Diwali Festival was coming. Divaliis
one of the higge st festivals in India. Al different
ages of people enjoy themselwes, They light
candies ingide the house and outside of the
house. A night the sky looks beautiful because of
the firewarks. The festival goes onfor seven days.
. But people enjoy the festivals for 1510 20 days.
But there was this one child that would not enjoy

him=elf hecause he had a fever.

[wias suffering from malaria. | went to a doctor who
Ciave me some medication. When | took the
tmedications | fett better and then went to play with
tny friends. But within a few hours the fever started
increasing so | had to take pills again. t went on for a
fe days and finally the day arived that changed the
rest of my life. The feverincreased and | started
wotniting and my body became red and small boils
started popping out. The fewver stayed so high it felt
like | weas burning inside out. Medication was not
working at all. hy lowed ones thought that | had
chicken pox. But within three days the boils on my
biody becarn e bigoer and bigoer. Mow they were in
iny mouth and throat. So | could not eat amthing or
take my pills arally because it huts when 1take a pill
s0 limmediately spit out the pills. Looking at my
condition mey mother started crying because now |
lost my hearing. | could nat hear amything people
said and the festival was becoming a disaster. by
father imm edigtely went to the doctor and reguested
hirm to wisit me at home . The doctor also thought #
Ias bad chicken pox 50 he gawe me the same
tnedication in liguid formn . Aftertwo days it became
ey SEFOUS .

Mowi | lost consciousness completely. |
las charting the name of the lord and teling my
parents, 100k, the lords of death hawe arrived to take
tny soul, So goodiye and | will see you all aftera
tifn 2 As sooh a3 mYy maother heard those words she
lias owercome with grief and said “Twant my son
acmitted to the hospital” Still my loved ones had no
ide:a what happened to me. Whenthe nurse first saw
e at the hospital, she asked my parents why |
burned myself: Then a doctor came and said, take
your son to the biggest hospital because we cannot
o anything . 1t is 0 serious that he will dieina

couple of hours ©

They immediately admitted me to a bigger and better
hospital. Inthe hospital they diagnosed me with
Stevens Johhson Syndrome (S48

They kept me inintensive care unit and theytold
my parents that they couldn't do anything until
T2 hours passed. | was fighting for my life. | was
a battle where death took ower [ife. | passed 72
hours and then they started giving me medical
treatmerts .

tow, the boils on my body were filled
with fluid. There was no spot on my body where
there was not & hot fluid boil. Murses had a hand
time giving me an 1. because they could not
see the vein. | could not eat anything at all. And |
could not stop womiting. When | wam ted the skin
fram inside my body came out. When | tried to sit
Lp on the bed the sheets stuck to my back, so
the nurse had to pull the sheet off . When they
tried to pull the bed sheet, the blood came out
and my skin came off. 1 1ost all the skin from top
to bottom, and tongue to anus. Mot just that, | lost
my hair, teeth and nails. My parents asked the
doctor if [would hawve any skin left on my body.
The doctor said, he will heal back but it will take a
[ong time . For one and a half months 1was in the
hiospital . My relatives visited me at the hospital
but 1could not see them . All T could hear were
their woices but | could tell their names by hearing
their woices.
Then | realized who says life is not fair? £ a
person loses one sense, then he will use another
SENSE.

Finally the day came and the doctor told my
family that | could go home. | thought the dizaster

wias ower and | could go back to my normal [ife.



But Iforgot that | could not see or open
my eves and my eyes were light sensitive. Far one
year | stayed in a dark room where not even a
fraction of light came in.

[ could not see or do anything by myself somy
parerts had totake care of me. For me it was ke |
was born again. Whatewer | did it fef like 1 was
doing it forthe first time. When | ate something, it
felt like | had never eaten that partic ular food
hefore. i | malked, it felt like | needed someone to
hold my hand, otherwize | would fall down. 1 was a
completely different experience.

Wiy mother had to take me to the
shower, my brother had to feed me and my father
comfarted me saying, ewve rything will be all right.
e will go to the best eve doctar and you will be
on your awn in notime ", While | was sitting inone
room of the house, | could hear the other children
playing. [was just 12 years old and [felt 50 much
pain in my heart with guilt asking only one
guestion: Why me? Forone year every day and
hight | tried to tell meysef how good i will feel when
[ meet her again and see the beautiul smile on
her face.

[ remember whenthat day arrived. After one year |
wert back to school with little wision but eserything
else had changed. | cannaot believe to this day that
50 many friend that | could not count on my fingers
were fom 5o few. My friends [eft me alone. The did
hiot wiant amghing to do with me. There was this
one word, which was following m e every moment.
That word was disabled. Ih school &t lunchtime |
spent hours and hours sitting under the trees by
myself. Mo one wanted to talk to me ar play with
fne but there was only one thing that kept me
going. and that was she. [was thinking that she
would accept me forwho [am, not for how |
[ook.

| saw som eone walking towards me. When a
shadow came near | realized it was she. | was
dying to see her one simile.

But what | sawm was a big gquestion on her
face. We [ooked at each other for a few minutes,
then she said, | am sorry and then she left. ffelt like
the big sky had just crashed on earth and it was
taking me down with it 1 fell on my knees and
wanted to cry out loud, but | did not shed a single
tear. |staed recognizing a change it myself and a
change in ather pecple. When people 0ok at me
they do naot ook at the person but at the disability.
But | dic ot sit and cry. 1used mey ability to do
something in ey life. Inschool my instructors were
waried because | could not read or wite. Al T could
o was hear. How would | keep upowith the other
students? A home my mother read all the books to
e and llistened. Thet [went ahd took exam s and
still 1 was getting A grades. Al the instructars in
school were 50 sumarised that | was using my akility
to complete my lfe.

But there is only one thing. When | tell
people [have Stevens Johnson Syndrome (548, a3
5000 a5 they hear syndrome they think that it is
contagious, but it's not. This is not & part of my body
that | can cut and throw out. This is som ething |
hiawe and it will be ke this for the rest of my life,
They domt ook at me as a person who has & heart
and feelings, they ook at me as a person with 2

dizability.

Sometimes | wish | could have a normal life. | could
do all thethings that normal peaple do. Where were
all my friends when | needed them the most? Where
i5 the beautiful smile when | needed to see it most.?
[ wish | could have someone totalk to, someane to
say, | lowe you. But it seems like it's just 3 dream .
There are dark clouds on my side of the sky, but |
know there is someane behind those clouds. Al
am wiaiting for are the clouds to clear and | can see
wha i hiding behind them .

Amit, My Friend
By Jean Famell HcCawdey

Qe summer dayin 1998, | received
a phone call from a young man that had 845 as
achild. e talked for a while and | found out he
cid not live wery far from me. | drowe to his house
that aftemoon and delivered him an 5.J8
inform ation packet. That was the day that 1 met
my friend Amit. He and his family had just
relocated to Colorado.

A it's family was told that we had the
technology here in the United States to help
restore his sight. | wish that were true. Amit
ended up hiaving 7 comea transplants, mucous
membrane grafts, vtamin A ointment, his left eye
removed and being fitted for the scleral lens.
Amitis miracle. Heis a determined, intelligent
man.

Amit wolunteers his time to the SJ5
Foundation as our web designer.He redesigned
our website and it is fantastic | With very limited
wision be sits closely to his computer screen and
continually updates the Website. He is truly an
exceptional person. He is outgoing and funny
with & wann personality. He is now 24 years old.

Amit wrote "Mever too late to be alert”
for a college course he is taking at Comm unity
College in Boulder, Colorado. t was printed in
the Hour Glass Magazine, 3 college publication.
Amit's parents and brother Tushar hawe
distributed brochures in medical offices and
hospitals in Boulder, Colorado a3 well 23 written
to many 545 patients in Incia. Thank you Am it
for all your do for the foundation and for being

ty friend!



In August the 545 Foundation participated in 13th annual Westminster fairin Colorado. The fair features crafts |, rides and ertertainment and draws
approximately #000 visitors. The 5J8 Awareness Booth was a huge success . Wolunteers passed out brochures and fact sheets to over 00 [ocal
residence. In September we held an awareness booth at ancther local fair called Broomfield Days. Marny people told us they had a friend or relative
that had 55, Some took exra fact sheets to pass out at day cares and local schools. Thank you to all the wolunteers that helped man the boaths,
Facheal Callaway, June, Jeannie and William Eggleston, Dan McCawley, Leslie Farrell, Janet Robison, Susan & Amber Schnitzer and Tushar Khatri.
Special thanks tothe Westininster High School Drama Club, Anne Farrell, Trina Hoag, Micole Milliard
and Luke Schimpf, and our 5J5 Suriieors,
Amit Khatri, Jeanette Schnitzer,
Julie McCawley, and Danica Robison!

Jean Farrell Mo Cawley
~Julie Mic Cauley
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.. about someg
sjsupport.o

8- Mﬂﬂahm!itmns.lnhnsnn
Before it finds out abgy Somecy

WHHSiSupport,ory

Micole Milliard, Luke Schimpf and the
moncerul M. Amit Khatd our
5.5 Foundation Wiebmaster!

Facheal Callaway, Jeanne Eggleston, and Janet Robison



The Stevens Johnson Syndrome Foundation is a non profit organization. Vife rely solely on contributions help us continue to provide inform ation

packets, brochures and newsletters to patients and their families suffering from these severe reactions. ¥ our donations are tax deductible and
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