=

+,67,2&<726,6 $662&,$7,21 2) &$1$' $

Y - Y

+ DR RS WAE R &DDED
oD

, QVGH WKLV L\KH

$ QURXCGRP HQW

8 SFRP LY
) XQAIMHY

7ISVRQKRZ \RFRSH
ZI\W LAy

-RDNI: HORQV
6VRY

0 DUND7 KRRV
- 6\

$Of 6IHVEVRY
" RDARQWR' DM
3DWY XQAMHY
5 HIRQOD HNY

8 SAOM
$ SUPMV0 HXDH

1 HZ VWU

3 UAMGHOAVO HXDIH

We are well into 2002 and finally, we have our first newsletter! It
proved to be a little more of a challenge than we first anticipated,
since thiswas all new territory for us. Thanks goesto Eva
Ketchumwho so willingly learned a new program to help me out
to produce this newsletter, all while dealing with the recent re-
lapse of her daughter Megan.

As | take over as president, | would like to extend my sincere
thanks and appreciation to Aprile Duda, who for six years worked
very hard to raise awareness, and to provide information and sup-
port to our LCH and HLH families. Aprile accepted the challenge
of running the Association in 1995, after the founding Canadian
family, Ferne and Allan Rubin stepped down. After the loss of her
daughter Lyndseeto LCH, Aprile knew first hand the importance
of raising awareness and vowed to make a difference. | amvery
grateful for her ability to juggle the demands of a growing family
for so long, and still be so committed to the goals of our associa-
tion.

Late last year, our Board of Directors met to discuss the status of some goals set out earlier on
intheyear. One of the most important, was the ability of our association to fund a very impor-
tant research project called the LCH 111 International Research Sudy. | was very proud to
award $47,500 (CDN) to support this ongoing study. Thanks to everyone for your generous
donations. You made this happen!

We also completed our website and are now part of the internet highway reaching out to par-
ents, patients, and physicians around the world. Obtaining information and being able to
speak with others affected by this disease is much easier now than 10 years ago. Research has
come a long way and so has communication.

The annual Histiocyte Society meeting is scheduled for September 2002 and | am very anxious
to report what new information has been learned from their research. It is very rewarding to
see that their research is making a difference, as survival rates are increasing. We are ex-
tremely fortunate to have such a dedicated group of physicians who have a genuine interest in
finding the cause and cure for Histocytosis.

In closing, if you need information to help raise awareness in your community, need sugges-
tionsin planning a fund raising event, or have any questions, please contact me. I’d love to
hear from you.

Together we can make a difference.

Sncerely,

. B +0HD
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The Histiocytosis Associa-
tion of Canada was formed
by Ferne and Allan Rubinin
1989, to join in partnership
with the Histiocytosis Asso-
ciation of America, to assist
those affected by the disease,
to encourage research within
the medical community and
provideinformationto pa
tients and their families.

Since 1986 Histiocytosis As-
sociations have grown
throughout the world.

We are an international part-
nership of parents, patients,
physicians and friendsin
search of acure.

Not in Vain

If | can stop one heart from
breaking,
| shall not liveinvain;
If | can ease onelife from ach-
ing,
Or cool one pain,
Or to help one fainting robin
Undo his nest again,
| shall not livein vain

Emily Dickinson
(1830-1886)

Announcements

A big bouquet of flowersto Ms. Amy Leung of Vancouver,
B.C. an adult patient with LCH, for her endlesstime and

effort in the development of the Histiocytosis Association
of Canada's website.
Amy volunteered many hours perfecting our siteand | am

extremely grateful for her generosity and patience.

THANK YOU AMY. YOU DID A GREAT JOB!

Fundraisers
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Histiocytosis Association of
Canada

Mailing Address
# 29095

Okanagan Mission RPO
Kelowna, BC
VIW 4A7

Telephone
250-764-6104

E-mail
histio.canada@shaw.ca
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The Fourth Annual Cameron Classic Golf for Life Tournament is scheduled

for

September 17,2002 in Kelowna, B.C.
Contact Wendy Hazell at histio.canada@shaw.ca for more information.

Dear Friends Campaign is scheduled for the fall. Packages will be arriving
in the mail for you to distribute.

The Wenas family is hosting a memorial dinner in remembrance of their
precious daughter Asia Alora Wenas, who passed away last year.
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“ Knowledge will
help you regain
some control, lessen
your fear and help
you see the future in
a positive light”

+ LWARR VRS WRADMRQ R & DODED

Tipson how to cope with theillness of aloved one.

When aloved one is diagnosed with amajor illness, it's important to research various treat-
ment options. You have just learned that aloved one has a major illness and your world has
come to a standstill. How do you deal with the news and still keep functioning?

Knowledge will help you regain some control, lessen your fear and help you see the futurein a
positive light. Thefirst step is to address the emotions that you're feeling. Experts have di-
vided these feelings into several categories, sometimes referred to as stages. They arein:

Denial. You don't want to believe the diagnosis. In fact, the initial sense of shock may even
cause you to refuse to believe the news.

Anger. Anger is not an emotion people feel comfortable experiencing. But it’s a natural and
healthy response for anyone who feels helpless and cheated by circumstances beyond his or
her control.

Depression. Whether you express it through tears or silence, this overwhelming sadness
comes with the realization that you can’t change things. This stage is often the most difficult
to deal with because you may feel despair, disorientation and insomnia.

Acceptance. You come to grips with the diagnosis and begin to move on with your life. You
realize that the best way to deal effectively with your loved one'sillnessisto learn to address
it as another challenge. Once the shock has worn off, you will probably ask, “Wheredo | go
from here?’ Here are some suggestions:

Get information. Many fears arise from alack of information or misinformation. Now is not
the time to imagine a future based on horror stories. Accurate knowledge of your loved one's
illness will not only ease your fears but will lay the groundwork for a game plan.

Seek competent medical carefor your loved one. The relationship between your loved one
and his or her doctor is an important part of the future health picture. You want everyone to
feel confident in the doctor’s ability to manage the illness. To determine if a doctor isright,
ask yourself these questions: How experienced is the doctor with your loved on€e’ sillness?
And isthe doctor interested in the patient as a person, not just aclinical problem?

Press Packages

We now have additional ways to help families share their
stories with the public.

Anyone wishing a press package to present to alocal news-
paper, business or an organization (EIK’s, Rotary Club,
Lion's Club, Ladies Auxiliary club’s etc.) to raise donations
can contact the association. Many of these organizations se-
lect different charities and donate funds every year. What a
great way to raise awareness!
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“1n late September
1994, Jonathan was
a cheery little blond-
haired boy
beginning Grade
Five at our
neighbour hood
school”

The autumn is usualy a
time of reflection, as the
current twelve months come
to a close and the anticipa-
tion of a New Year looms.
For me, autumn here in
Montreal has become a time
of gratitude, giving thanks
for another year of Jona
than's good heath. This
feeling has visited me every
fall since 1994, when, on a
memorable day in October,
we were first introduced to
that  difficult-to-pronounce
diagnosis caled HISTIO-
CYTOSIS X.

Jonathan Weldon is our
son — a tall, handsome,
eighteen-year-old young
man full of love, energy,
imagination, and hope for a
wonderful life ahead. He
still lives at home with his
father and me, and his won-
derfully supportive twenty-
three-year-old brother, An-
drew.

In late September 1994,
Jonathan was a cheery little
blond-haired boy beginning
Grade Five at our
neighbourhood school. He
was a good student, excel-
ling in the French Immer-
sion program. He sang in
the school choir, swam
every weekend and was
working on his badges, was
into his fifth year of tap-
dancing, took art lessons
with a local artist, and was
till reeling from the exhila-
ration of being in a musical
stage production presented
at the D.B.Clarke Theatre of
Concordia University. In
short, he was a happy, ac-
tive ten-year-old.

Jonathan Weldon's Story

Then he began complaining
of back pain in the area of
his right shoulder blade.
The discomfort persisted
over aweek or so. Wedis-
covered, upon looking more
closely (getting him to bend
forward so the shoulder
blade lifted), a small lump
about the size of a straw-
berry. This was on October
9" Two days later we con-
sulted Jonathan's doctor,
who called it a sub-scapular
muscle cluster and said we
should just let time take its
course.

The next day, after his regu-
lar gym class at schoal,
Jonathan reported increased
pain in his back, and de-
creased mobility in his right
am. It hurt him to sit on
the steps by the side door of
our house, trying to tie his
shoes. On October 14", we
returned to his doctor, who
repeated his original diagno-
sis, adding that Jonathan
should avoid any muscle
extension in the affected
area.

During the ensuing week-
end, Jonathan was experi-
encing pain even when ly-
ing in his bed. We noticed
the lump had gotten larger,
about the size of a small
plum. To us, it seemed to
be on one of his ribs, not in
the muscle.

On Monday, October 17", |
telephoned Jonathan’s doc-
tor with our concerns that
the lump was growing in
size and that Jonathan’s dis-
comfort was becoming un-
bearable for him. We re-
quested a second opinion

and suggested an Orthopae-
dic Surgeon be consulted, as
the lump appeared to be on
a bone. The doctor refused
to make a referral to a sur-
geon at the Montreal Chil-
dren’s Hospital, for, in his
words; he did not want to
jeopardize the reputation of
his clinic by recommending
areferral for what he termed
“nothing”.

Can you imagine how let
down we felt? - left
stranded by someone we
had trusted for over ten
years to act in the best inter-
ests of our child. We were
frustrated, stressed, and try-
ing not to let our imagina
tions lead us to frightening
guesses as to what was
really happening. Our gut
instincts told us that what
Jonathan was feeling, and
what we were seeing, was
not normal.

Furious at the doctor, and
fuelled by concern for our
child, 1 telephoned the
Emergency Department of
the Montreal Children's
Hospital. That day, a caring
person named Angela an-
swered the phone (I later
wrote to tell her she had
been our angel). She lis
tened carefully to our story,
then told me to bring Jona-
than right in and she would
ensure he was seen by the
surgeon there.

Dr. Luong Nguyen saw
Jonathan that same day.
Within twenty-four hours,
and after several X-rays and
a CT scan, he presented my
husband, Barry, and me
with two possibilities — that
Jonathan had Ewing's Sar-




coma (a childhood bone
cancer) or Histiocytosis X
(avery rare blood disease).
Dr. Nguyen (I had more dif-
ficulty pronouncing his
name than that of the myste-
rious blood disease!) was
very kind, open and infor-
mative, taking the time to
answer all our questions in
depth (and we had a lot).
He explained that statistics
pointed to the greater possi-
bility that Jonathan had Ew-
ing's Sarcoma (not Histio-
cytosis), as Ewing's was
seen much more frequently
in children his age.

In the following week, Jona-
than underwent further
tests — blood work, a bone
scan, and a skeletal survey —
all with his usual cheerful
optimism. He, of course,
had not heard Dr. Nguyen
mapping out the protocol if
it were Ewing's — surgical
removal of the affected rib,
plus the neighbouring ribs
on either side, reconstruc-
tive surgery, chemotherapy.
We were almost sick with
worry, waiting for the day
of Jonathan’s incisional bi-
opsy, under general anaes
thesia. Our older son, An-
drew, sixteen at the time,
was a great source of
strength to us. He was
aware of the possihilities,
but had an encouraging,
positive approach to the
whole situation, and con-
tinually repeated his belief
that Jonathan would be all
right.

The staffs at the Montrea
Children's Hospital were
wonderful. Before the bi-
opsy surgery, the anaesthe-
tist explained to Jonathan
what he would be doing,
and then Dr. Nguyen ex-
plained his part. | have a
permanent image imprinted

in my memory — of brave
young Jonathan walking
away from us toward the
operating room, glimpses of
his pale little behind as he
tried to hold the flaps of his
skimpy blue hospital gown
together, wave to us, and
take the hands of the nurse
and doctor escorting him
through the swinging doors.
It's the trusting, hopeful
smile on that little face that
| remember the best.

Waiting rooms are the
worst. We sat. We prayed.
Dr. Nguyen phoned us in
the waiting room when
Jonathan was still recover-
ing, just to say that even
though the biopsy results
would take at least three
days to confirm his findings,
he could say with a high
degree of certitude that the
cells he excised did not
seem to be cancerous. We
breathed a little easier and
began to roll the word
“Higtiocytosis’ around on
our tongues. Then followed
three of the longest days of
our lives.

When the official diagnosis
of Histiocytosis was finally
delivered, we al did a joy-
ous, celebratory dance.
What a bizarre sensation!
We were actually embracing
with gladness this strange,
orphan disease which one
short month earlier we had
never ever heard of! All
tests pointed to a classic
case of Histiocytosis X in-
volving a single lesion on
Jonathan’s seventh rib. The
recommended protocol was
four consecutive zaps of
low dose radiation to the
affected area, at the Mont-
real General Hospital.

Jonathan was very calm and

philosophical about the de-
tails of his new “dis —ease”.
Since he had been old
enough to comprehend
fully, he had loved to hear
again and again the story of
how his Grampa John had
helped the course of his own
fight against cancer by us
ing positive imagining. (In
1994, Grampa John was a-
ready a twenty-year survi-
vor of metastatic malignant
melanoma and only finaly
succumbed on June 7"
2001). Jonathan decided
that was how he would help
his own Histiocytosis disap-
pear. By the time the radia-
tion treatments began in
early November, his lump
had grown to about the size
of aclementine.

Tumours aside, nothing was
going to stand in the way of
Jonathan going out on Hal-
loween. So for October
31%, 1994, he got a brilliant
idea. Why not capitalize on
what was happening to him?
Blending his marvellous
imagination and his specid
sense of humour, our son
was seen crab-walking
through the neighbourhood,
an over-sized lump on his
back made of rolled-up tow-
els under a tattered old shirt
of Dad’'s. His little version
of the Hunchback of Notre
Dame pointed out to us his
special brand of courage.

A week later, Jonathan's
back sported a colourful
“map” done in indelible
marker, lining up the point
that the radiation would
concentrate on. . Staff at
the Montreal General Hos
pital were also wonderful,
answering all our questions
and explaining detals to
Jonathan in a way he could
understand.
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When the official
diagnosis of
Histiocytosis was
finally delivered, we
all did a joyous,
celebratory dance!
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“We may still bein
the process of
learning more about
thisrare disease.”

The radiation treatments
spanned four days, presided
over by a lovely, soft-
spoken radiotherapist
named Dr. Carolyn Free
man. The tumour seemed to
get more pronounced at
first, and stuck out, before it
started to shrink.

Jonathan pictured his lump
as a big ice cube. He imag-
ined the radiation as power-
ful rays of sunshine, gradu-
ally melting the ice. Every
night, | would sit on the
edge of Jonathan's bed and
help guide him through his
positive imagining. Within
a week or so following the
last treatment, we began
noticing a marked differ-
ence in size, as the “ice
cube’ began to “melt”. It
continued to disappear over
the following several
months.

Dr. Mark Bernstein of the
Hematology Department at
the Montreal Children's
Hospital monitored Jona
than's progress back to
good hedlth. Jonathan had
regular blood tests and in-
termittent x-rays over a pe-
riod of five years. At first,
the visits were frequent, but
as time went by with no evi-

dence of renewed tumour
activity, the visits were only
suggested on an annual ba
sis. Dr. Bernstein has since
left the Children’s Hospital.
All that remains to remind
us of Jonathan's challenge
is a barely noticeable scar
on his back. In Jonathan's
mind, Histiocytosis is a dis-
ease he once had, and which
is now just a story from his
childhood.

This year, Jonathan gradu-
ated from high school, with
honours, and aso was the
recipient of the Lachine
High School Art Award.
He is presently enrolled at
John Abbott College in Me-
dia Arts, heading toward his
dream of becoming an ani-
mator for Disney. He still
swims, though now just for
pleasure, not badges, having
several years ago earned his
Bronze Cross. He is lucky
to enjoy the same friends he
had in elementary school,
the ones who brought cards
and presents and words of
encouragement during his
brush with Histiocytosis X.

When | asked Jonathan
what words he would have
for a child receiving a diag-
nosis of Histiocytosis X to-

Marika Thornton's story

Our daughter, Marika was
diagnosed with LCH just
after her first birthday in
1992. Her diagnosis was
dow asit presented itself in
aunusual manner (not that
there's anything 'usua’
about this disease). Marika
was anemic, had avery
enlarged spleen but had no
rash, no Diabetes
Insipidus. It wasthrough a

skeletal survey that the doc-
tors noticed lesions in her
bones and considered Histio
apossible diagnosis. A skin
biopsy was performed and
confirmed (although her
skin was clear) their suspi-
cions.

Marika's anemia was due to
avery rare side affect -
myleo fibrosis. The disease

day, he said: “I would en-
courage them to think posi-
tively and | would tell their

parents to have hope that the
disease can be cured like
mine was.”

As a mother, | would re-
mind other parents that the
human body is a wonderful
thing, and was created with
the ability and the desire to
heal itself. We may not
know how or why a particu-
lar individual gets Histiocy-
tosis.

We may still be in the proc-
ess of learning more about
this rare disease. We can,
however, empower our-
selves to be ombudspersons
for our children, to listen to
our intuition, to seek an-
swers, to shop around for
the best medical support, to
refuse to listen to the “nay”
sayers, and to imagine with
great energy a heathier fu-
ture. We do know that there
are many stories like Jona-
than's — with happy end-
ings.

Written with gratitude by:
Catherine Evans Weldon
(Jonathan’s Mom)

had attacked her bone mar-
row causing a strange build-
up of fiber leaving her trans-
fusion dependent for the
next 2 years. Her spleen
continued to grow and was
eventually removed. Once
her spleen was removed the
disease further attacked her
bones. Marikawasin so
much pain that she could
only be picked up while ly-




ing on apillow. She could
no longer lift her armsto
feed herself. Up until this
time her treatment had been
the standard drugs of the
time. First with heavy
doses of Prednisone and
Vinblastine and then later
Prednisone and VP-

16. Both treatments were
unsuccessful in treating or
controlling her disease. A
bone marrow transplant was
considered but then ruled
out as Marika's condition
continued to deteriorate.
These were very dark days
for us. We were facing de-
cisions most young parents
have never considered.

At the time, Marika's doc-
tor, Dr. Jeff Davisat BC
Children's Hospital, sug-
gested that we use a combi-
nation of these treatments
with a new, experimental
drug - Alphalnterferon.
Degspite another close call

It was in October of 2000, |
picked Alex, my seven
month old boy, up from the
babysitter’s house and | no-
ticed abump near hiseye. |
thought nothing of it, it was
just a bump, with no bruis-
ing. However, over timeit
the would get bigger,
smaller,change shape and
color. It began to make his
eye look smaller.

When | took him to the doc-
tor he sent us for x-raysthe
same day and arranged for
usto meet a pediatric sur-
geon in Kingston. In No-
vember we met with him
and the doctor told us that it
was acyst and that it would

dueto acentra lineinfec-
tion, Marika's health began
to improve for the first time
innearly 2 years. She was
weaned off the first two
drugs after afew months
and then continued with the
Interferon. She beganto go
longer and longer between
transfusions until after one
set of blood work, Marika's
blood counts actually went
up on their own! We could-
n't believeit! Marika con-
tinued with interferon and
was gradually weaned off
the drugs altogether after
about 6 months.

Marikais now 10 years

old. She has some dlight
motor skill difficultiesasa
result of her disease and
subsequent treatment, how-
ever, sheis ahappy, healthy
child that enjoys horse-back
riding, swimming and sleep-
overs. Unfortunately, itis
unclear if Marika's treat-

Alex Sager’s Story

be no problem to remove.
Our appointment wasin De-
cember to have thiscyst re-
moved. In that time, the
bump did not go away, Alex
would screamin pain if |
touched the bump. Alex
would also wake up about 7
times through the night for a
bottle. Being first time par-
ents we thought that

there was nothing wrong
with this.

The day before we went
down to Kingston to have
Alex’s cyst remove they
decided to have an ultra-
sound done on the bump
that's when they found a dip
in the skull and basically
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her recovery or whether she
‘grew out' of her dis-

ease. Asyou all know there
are far too many uncertain-
tieswith thisdisease. We
are thankful everyday that
she had the strength to fight
this horrible disease. We
know how lucky we are and
that others have not been as

Y - N

fortunate. We will never “We will never
again take our children's again take our
health for granted. ; g

children@ health for
| applaud you in your efforts granted.”
to keep this disease at the

forefront of our minds. The
Histiocytosis Association of
Americawas a great re-
source for usin our time of
need and we would be
pleased to support the Cana-
dian Association in any way
possible.

Written by: Anne Marie
Thornton

(Marika’ s Mom)

they said to me, we don't know
what thisis but stick with your ap-
pointment in December for the CT
scan.

December 22, 2000 Alex and |
went to his appointment for the CT
scan only to find out that it was
cancelled and they did not inform ]
usof it. Soto put it lightly, | was e
very upset, but the CT was re-
scheduled for early January.

The doctor called aweek after

we finally had the CT done,

briefly explained what Alex had,
and said we had to to go to Toronto
that day. | remember asking if Alex
was going to die, and he said “that
we al are going to die someday”. |
was devastated.
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That night we werein King-  him alot of pain when receiv-
ston General Hospital and ing his medication.
began aweek of testing. By the time January 30th
The tests showed that Alex 2001, came Alex was 10
had several morelesionsin ~ months old and we finally had
his skull, one in between his  adiagnosis of Histiocytosis.
ribs, and one on his collar- Alex started 6 months of treat-
bone. The testsalso showed ment, and remained strong and
T mm——— that Alex had Diabetes In- healthy through it all. God
- sipidus. That same week, willing he will remain that
Alex had acentral linein- way.
serted into his chest, which ~ Written by: Shannon Sager
was great. That line saved (Alex’sMom)

If you would like to share your story with us, please send it to Wendy Hazell at
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HISTIOCYTOSIS

(his' te-o-gi-t0'sis)
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@ Histiocytosisis atype of rare blood disorder. the disease was first described in a medical litera-
ture around the turn of the century. Although physicians have written about the disorder over
the years, it has only been recently that it has received much attention.

“Higtiocytosisisa A histiocyte is aform of white blood cell which is found in every human body. Itsjob isto
typeof rareblood  help destroy certain foreign material and fight infection. For some reason, patients with this
disorder” disease have too many histiocytes. These cells accumulate in certain areas and cause problems.

A patient can have very limited involvement in only one part of the body, or involvement in
many different sites. Usually the disease is more serious when several sites are affected and the
patient is a young infant.

The cause of histiocytosisis unknown. It may be triggered by an unusual reaction of the im-

mune system; it is not a known infection or a cancer; it is not known to be hereditary; and pa-
tients do not catch it from anyone and cannot infect anyone else with the disease.

® & 6 6 6 O O O 0 o

For more information please visit Histiocytosis Association of Canada
@ www.histio.org/ca or call 250-764-6104
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Golf Tourney Raises over $73,000 for
M edical Research

The third annual Cameron Classic Golf For Life tournament was held in Kelownain
September raising over $73,000.

Wendy and Darryl Hazell have organized a golf tournament for the past three years
to raise much needed funds to support international research of Histiocytosis.

The golf tournament was a huge success and was supported by local businesses and
the community. Thanks goesto H.Y. Louie Co. and their employees for their con-
tinuous support and to Larry and Carole Olsen and True Directions Charitable Foun-
dation for their contribution.

The Hazell’s son Cameron was diagnosed with LCH in 1992 and after several re-
lapses and chemotherapy /radiation treatments covering a span of 5 years, he is now
in remission.

Zielke Fundraiser

Family and friends of Jessica Zielke gathered to celebrate her 21st birthday and
raised $1,000 for research. Everyone had a great time and were happy to support
Jessicain her effortsto help find a cure for Histiocytosis. The event was a huge
success. Thank you, Jessical

Letch Fundraiser

Dr. lan and Mrs. Theresa Leitch raised $1,000 by coordinating an awareness fund-
raiser in their dentistry office. Each year the Leitch’s sponser a charity and work
with their patientsto donate. Y our generosity is greatly appreciated. Thank you lan
and Theresal

Book Available on Histiocytic Disorders

The April 1998 issue of Hematology/Oncology Clinics of North America focuses on various histiocytic disorders.
The book consists of 20 articles written by leading expertsin the field of histiocytosis and related disorders. The arti-
cles contain the information treatment and research of these disorders. Anyone can purchase this book from the Asso-
ciation. The cost is $35 (Cdn) including shipping within Canada. To order or for more information, call 250-764-
6104, email histio.canada@shaw.ca or complete the form below and send it with your cheque to the Association.

Yes, | would like to purchase the April 1998 issue of Hematology/Oncology Clinics of North

America.

Enclosed is my cheque for $35 (Cdn), made payable to the Histiocytosis A ssociation of Canada.

Name:

Address:

City:

Postal Code:
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Toronto Regional M eeting

Our Toronto Regional Meeting was held on Saturday November 3" at Toronto Hospital for Sick Kids. The Histiocytosis
Association of Canada welcomed a small group of patients, families and friends to their regional meeting.

The meeting began with a short introduction by our former president Aprile Duda who then invited our patient’s families
and friends to share their experiences with Histiocytosis. For some guests, it was the first time they had an opportunity to
speak with others that were dealing with the same condition. Although the stories varied from children with LCH to adult
patients to parents of HLH children, an overwhelming feeling of comfort was felt throughout the room.

Dr. Sheila Weitzman from the Toronto Hospital of Sick Kids was the guest speaker. Sheis currently a member of the
Histiocytosis Society and has a main interest in LCH of the skin. Dr. Weitzman' s topic of discussion covered the diagno-
sisand treatment of Diabetes Insipidus, LCH studies and recurrences in patients and how important it is to register new
patients from the start of diagnosis. She also covered LCH of the skin and told us about Dr. Krafchik, a very important
doctor in the hospital who is aworld renowned expert in LCH of the skin, and working closely with Dr. Weitzman. We
are happy to have the interest and dedication of Dr. Krafchik available to usin Canada.

After lunch our in-hospital social worker, Sonia L uchetta, gave us an overview of resources available to LCH patients and
families, and also some information on how to cope during these trying times. Overall, the meeting was a success and
allowed the opportunity for our families who often feel isolated, to come together to offer support and comfort to each
other. The extensive knowledge of Dr. Weitzman and Sonia Luchetta provided insight to those patients searching for an-
swers. Thank you to both, for taking the time to speak with us.

Regiona meetings were also held earlier on in the year in Vancouver and Calgary

Research Project Summary

The following project received $47,500 Cdn ($30K US) from our Association in December 2001, thanks to your
donationg!

Name of Applicants: Dr. Helmut Gadner, Dr. Nicole Grois, Dr. M. Minkov
all of &. Anna Childrens Hospital, Vienna, Austria

The overall goal of the LCH Il International Study is to improve therapeutic strategies for LCH patients to de-
crease mortality and morbidity. The important aim of this study isto enhance the therapeutic—scientific commu-
nication and exchange of scientsts and physicians on an international level. Scientific efforts will be concentrated
effectively in order to accelerate the progress in explaining the pathology of LCH.

Another objectiveisto provide the basis for the establishment of a tissue sample bank from tissue of study pa-
tientsin order to facilitate the correlation of findings of basic research studies with clinical information of uni-
formly diagnosed and treated patients.
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Just a Noteto Say Thank You!

It seems like yesterday that | was receiving boxes, upon boxes of information from
Jeff Toughill, President of the Histiocytosis Association of America pertaining to the
Canadian Association. It was 1995, | was living in Toronto and | had just agreed to
become President of the Histiocytosis Association of Canada with Wendy Hazell who
at the time lived in Vancouver to, help me out. (She was a person | had never met, or
even had a phone conversation with).

Five months pregnant with my third child, | hopped on a plane to Washington, D.C.
to meet Jeff, Sally and all the other Association representatives around the world, as
well as the Doctors and Scientist from the Histiocyte Society. | was anxious to meet
the people responsible for making a difference with Histiocytic diseases. What im-
pressed me most at this meeting was the interaction we al had together, and the re-
spect we al felt for each other. They are an amazing group of people!

Six years later, it is now time for me to hand over my hat to someone who has taken
every step with me in this Association, Wendy Hazell. We finally met in person,
probably a year later, 1996, in Toronto for a Regional Meeting in Toronto. We were
instantly friends. Having both been dealing with Histiocytosis, although with differ-
ent circumstances, we appreciated the support we could offer each other and our
membership. We made a game plan with a lot of help and suggestions from Jeff
Toughill — who is invaluable to our worldwide organizations and this disease- and
went to work!

There is still alot that Wendy and | would like to accomplish, but as busy Mothers,
part-time workers, and volunteers, we run out of time. I'm sure you can all appreciate
that. Our Association is growing in leaps and bounds, and it is very rewarding to
know that we are able to make a difference! We are funding research on a regular
basis, and trying to find new and innovative ways to raise the funds needed to con-
tinue to support that research. Any suggestions or help is always appreciated.

| would like to thank Wendy Hazell and wish her well in her new position as
President. Itisavolunteer position that requires acommitment of time on a daily
basis, and a commitment to you!

Thank you all for a wonderful and fulfilling 6 years and | look forward to keeping in
touch with you in the future.

Sincerely,

$SUBI XD

Yes, | would liketo make a donation!

Please find enclosed my donation of:

In Honour of : In Memory of:

My cheque or money order is made payable to:
Histiocytosis Association of Canada.

#29095 Okanagan Mission RPO

Kelowna, B.C. V1W 4A7
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Registered Charity # BN891937179RR




