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CHSQ Members’ Needs Assessment — Key Findings

by
Aline Ostrowski

aostrowski@schq.org

The successful completion of
our members’ needs assessment
was made possible by the
collaboration of many people.

We would like to thank Isabelle
Vaillancourt (the independent
research consultant who was given
the task of assessing the needs of
our members). We also wish to
thank the CHSQ staff and our many
volunteers as well as every member
who participated in this study.

You will find below the key
conclusions presented in the
research report as well as an action
plan that addresses the needs
identified in this assessment.
Following a decision from the
Board of Directors to allocate a
portion of this year's surplus to the
development of any required
programs, most of the action plan
items will be implemented in 2009.

We will work hard throughout 2009
to explore reliable financing options
for these new programs in order to
ensure their long-term viability.
Remember that the well-being of
our members depends on your
continued support.

THE REPORT AT A GLANCE

1. Results of the SURVEY
analysis

Confirmation of the 2007
strategic planning outcomes

A large number of participants in
the study (i.e. 76%) ranked their
preference for the CHSQ's main
areas of intervention, from the most
to the least important. They had to
choose from the seven areas listed
below, which roughly corresponded
to the target areas identified in the
organizational strategic plan
prepared in May 2007:

1) Serve as the consumer
watchdog to ensure a safe and
adequate blood supply

2) Provide access to the best
possible medical care and services
3) Support and educate members
and healthcare professionals

4) Support research

5) Collaborate with the Canadian
Hemophilia Society (CHS)

6) Raise public awareness

7) Develop partnerships with
hemophilia organizations around
the world

The survey results generally
corroborate the priorities set forth
in the CHSQ strategic plan. For
instance, providing every member
with the best possible medical care
and services appears to be a key
issue across the board as it ranked
first among both the CHSQ and
survey respondents. Clearly,
everyone wants to avoid a repeat
of the tainted blood tragedy of the

1980s. Judging by the answers of
respondents to the open-ended
survey questions, all of them are
satisfied with the measures taken
by the CHSQ in response to that
tragedy.

It appears that supporting research
is more important to the CHSQ —
it ranked second in its strategic
plan — than it is to the respondents.
While new developments in
research have significantly
improved the health condition and
quality of life for people with
bleeding disorders, respondents
may not have recognized the
extensive contribution that research
made in the advancement of
treatment for bleeding disorders.
Some of the respondents might not
be old enough to remember the pre-
prophylaxis days and be under the
impression that this treatment
option has always been available
to patients.

In addition, an analysis of focus
group findings indicated that
scientific research reports are
generally not put into layman's
terms, thereby preventing the
average individual from
understanding their contents.

On a scale from 1 (not confident at
all) to 4 (extremely confident),
respondents indicated they have
confidence in the existing blood
system (with an average rating of
3.2). They agree on the importance
of learning from the past when it
comes to safeguarding the blood

cont’d on page 6 >
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A WORD FROM THE
EDITOR

by
FrangoisLaroche

larochef@sympatico.ca

I aecently, we conducted a study

to assess our members’ needs. The
results of this study are presented
on pages 1, 6 and 7 of this issue.

While this study did not expose any
earth-shattering results, some of
its findings are at least unexpected
or fairly disturbing. For instance, it
appears that the introduction of
prophylaxis at home has somewhat
trivialized hemophilia, sending
families a mixed message in saying
that even though their children are
different from others, they can still
engage in most childhood activities.

Learning that many of these kids
will become adults with damaged
joints might come as a revelation.
One of the suggested
recommendations to counter this

situation was to implement summer
camps for young hemophiliacs and
their families.

Here are some other interesting
findings:

* access to a safe and adequate
blood supply remains a priority;

« many of our members are still
feeling the effects of the tainted
blood tragedy, although the efforts
expended by the CHS, the CHSQ
and the various blood system
stakeholders have restored their
confidence in the system;

* the CHSQ should focus more on
programs and services for families
dealing with inhibitors;

« other than a few minor areas for
improvement, members are
generally satisfied with the CHSQ
programs and its services.

The implementation of the new
programs outlined in this study has
been approved by the Board of
Directors for 2009. These programs
will be reassessed in subsequent
years to ensure their financing and
long-term viability. §

industry.

Orford from 10 a.m. to 5 p.m.

IMPORTANT MESSAGE

CHSQ members are invited to attend an information session
hosted by pharmaceutical companies

Sunday November 16, 2008 in Orford (Eastern Townships)

No registration fees / Mileage expenses to be reimbursed
upon request

You are invited to attend a one-day information session featuring
presentations from several of our partners in the pharmaceutical

This event will take place at the Estrimont, Suites & Spa resort in

Lunch will be provided free of charge by the CHSQ. Mileage
expenses will be reimbursed upon request at our current rate.

To register, please dial (514) 848-0666, ext. 21 or, toll free,
1 877-870-0666, ext 21 and ask for Genevieve.
You can also e-mail her at gbeauregard@schqg.org.




EDITORIAL

by
Aline Ostrowski

aostrowski@schq.org

D ear Readers,

For nearly six years, my duties
at the CHSQ have allowed me
to meet wonderful people.
During that time, | got to know
many of those brave individuals
who are coping with bleeding
disorders and their
complications, including
inhibitors, as well as victims of
the tainted blood tragedy. | also
had the opportunity to work
alongside caring employees,
partners and volunteers who
have devoted themselves to
helping our members achieve a
better quality of life.

The bleeding disorder
community is a perfect example
of courage, expertise and
compassion. | was blessed to be
part of it and witness the
incredible destiny and wisdom
of its members who willingly
shared their life lessons with
others under what were often
difficult and painful
circumstances.

Working together has been both
gratifying and enlightening.

New management is coming
to the CHSQ

Although the time has come for
me to embark upon a new career
path, I want everyone to know
that my decision was not
motivated by any dissatisfaction
with the CHSQ.

Developing new programs is my
strength. Over the last few years,
| have assisted the CHSQ in
implementing major changes with
the help of its employees and
volunteers. In light of the positive
and promising results that were
achieved, | believe that my work
here is done. While there are still
improvements to be made (isn't
there always?), | am convinced
that the people in place and those
who will join this organization in
the future will have the inspiration,
experience and devotion needed
to ensure the continued well-being
of the CHSQ and its members.

I have accepted a position as
executive director with one of my
previous employers, specifically
an organization that provides
recreation services to young adults
with multiple handicaps. This
organization is undergoing major
restructuring and has entrusted
me with the development of a new

education and recreation
program for these young adults
in order to fill this very large void
in their lives.

Since there is a need to tie up
loose ends on important projects
and ensure a smooth transition
for my successor, | will continue
to work part-time for the CHSQ
until the end of the year. As |
embark on a new journey, | will
forever cherish the memory of
the wonderful people | met and
the amazing experiences | was
fortunate to enjoy at the CHSQ!

Thanks to a solid action plan and
a team of skilled and efficient
employees and volunteers, | have
every confidence in the
successful future of the CHSQ.

I am extremely grateful to you
for helping me grow as an
individual and a professional.

I wish you the best of luck in your
personal trials and tribulations.
May the years to come be filled
with lots of beautiful moments! §

“Nothing is permanent except
change.”

Buddha

The opinions expressed in the various colunms are those of the authors and do not necessarily represent the viewpoint of the CHSQ.
To let us know your comments or to give your opinion on any related topics,

send your text to the following address:

L'Echo du facteur, CHSQ, 10138 Lajeunesse,
Suite 401, Montreal (Quebec) H3L 2E2

telephone:
fax: 514 904-2253

or by e-mail to the following address:

514 848-0666 ortoll freee 1 877 870-0666

info@schqg.org

Web site: www.hemophilia.ca/en/8.5.php




FUNDRAISING

by

Joumana Yahchouchi
Program and
Fundraising
Coordinator

jyahchouchi@schg.org

Benefit show

Get ready to get out on the dance
floor! The 2™ Edition of the
Canadian Hemophilia Society -
Quebec Chapter Benefit Show,
Dance for Life, will take place
Saturday, November 1 at the Espace
Dell'Arte, located at 40 Jean Talon
East in Montreal.

A dozen well-known dance troupes
will wow the public to support our
cause. Here's a little taste of the
rich program that awaits you:
Académie Flamenco de Montréal
(flamenco), Ballet Flamenco Arte
de Espafia (flamenco), Echine D&
(contemporary dance), Ecole de
danse Gilles Beaulieu (rumba),
Estacdo da luz (Brazilian dance),
Fearless (hip-hop), Balgari
(Bulgarian folkdance), Orpheus
from the Montreal Hellenic
community (Greek folkdance),
Saltimambo (salsa), Sirena Dance
Troupe (Mauritania folk dance),
SoloSalsa (salsa), Studio Danse et
Vous (waltz), Studio Tango (tango),
Studio 88-Swing learn to dance
(swing) and la Tangueria (tango).

Get your tickets now by calling the
office at 514-848-0666, local 21,
or toll free 1 877 870-0666, local
21. Don't delay - places are limited!

For each $100 VIP ticket bought
you'll get to enjoy wine and food
and receive a charitable receipt for
$70. “Friendship” tickets are also
available in advance for $20 (upon
receipt of payment) or $25 at the
door. You can also support this
activity by spreading the word to
your social network (selling tickets
and/or getting donations) and by
getting sponsors and/or by selling
tickets to your employer.

Don't forget that supporting this
event means investing in our cause,
and it's also a great chance to get

INHIBITORS CORNER

by Claude Meilleur
Nurse Coordinator at the
Quebec Reference Centre
for Patients with Inhibitors

G reetings to all families, colleagues
and partners!

For nearly two years, | have been
nurse coordinator at the Quebec
Reference Centre for the Study of
Patients with Inhibitors. In this first
column on inhibitors, | would like
to share some thoughts with you.
I would also like to mention that
this is the first article on inhibitors
to appear in print since the final
issue of the now defunct newsletter
Idéfix, which was dedicated to
inhibitors.

My career as a hemophilia nurse
began in 1998 at Sainte-Justine
Hospital following the retirement
of Murielle Girard who pioneered
hemostasis nursing in that
institution. After | successfully
developed a program for patients
with Gaucher's disease, | was
assigned additional hemostasis
duties (consultations with patients,
implementation of the CHARMS
program, follow-up evaluations in
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Un évenement de lo SCHQ@ ACHSQevent schHa

the whole CHSQ family together, a
family you're part of! We hope
you'll come out in great numbers
for this celebration of diversity!

Annual donation campaign

The year 2009 is just around the
corner, and it goes without saying
that we hope to be able to continue
to offer you rich and varied
programs that are designed to meet
your needs.

We're just about to renew our
annual fundraising campaign for
our members and sincerely hope
that we can count on your loyal
generosity.

At the risk of repeating ourselves,
every gesture counts and together,
we can reach our objectives! §

adults and children with factor 1X
deficiency, people with mild,
moderate and severe hemophilia
as well as patients with other rare
bleeding disorders). | became
knowledgeable enough to replace
the head nurse, Sylvie Lacroix, when
she was on the road or on vacation
and, eventually, to succeed her
when she left her position.

| could never have done it without
the support of a fantastic team that
gave me its complete trust and
always took the time needed to
answer all my questions. These
dynamic individuals are constantly
seeking ways to improve patient
care, never missing an opportunity
to attend meetings here and there.
Not surprisingly, they receive awards
on a regular basis for the quality of
their work and research.

Our team is currently setting up a
peer-to-peer information sharing
and consultative process. We are
acutely aware that our services
impact those who call upon us for
assistance — both patients and their
close relatives — and we strive to
make this impact as positive and
helpful as possible for them. We
constantly hear the echoes of their
needs and expectations and it gives
us a common purpose.

In order to achieve our mission and
provide them with all the help they
need, we expend every effort to get
to know them better. Throughout
the years, we have gained a great
respect for patients and family
members who cope with difficult
times and never cease to amaze us
by dealing with the impossible and
managing to bounce back in the
face of adversity.

THANK YOU SO MUCH to those
families that have taught me
invaluable life lessons and to my
peers for your continued and
unconditional support. | also wish
to express my gratitude to the
Quebec Chapter of the Canadian
Hemophilia Society for its
inspiration and relentless desire to
continuously improve the quality of
services provided to patients and
families.

Best regards! §



by
Lisa-Marie Mathieu

N iy

yanliz@ccapcable.com

I I ello everyone!

Can you believe that fall is here again?
There are yellow school buses
everywhere, the leaves are changing
colours and Halloween decorations have
invaded Dollarama. Before long, we
will see snowflakes... Oh my!

Let's change the subject, shall we? My
son Dylan started school. For the most
part, my fears were unfounded. While |
am still not fully at ease with the situation
(after all, | am a worrywart), | can see
that the school staff is providing all the
supervision needed to protect Dylan
without stripping him of his childhood.

This column is usually dedicated to
parents. For once, | thought it would be
interesting to provide grandparents who
are greatly involved in the lives of our
children with a rare opportunity to share
their thoughts and feelings about
hemophilia. Three grandmothers kindly
accepted to let us in on how they coped
with the hemophilia diagnosis and the
events that unfolded afterwards. | want
to express my deepest gratitude to Mrs.
Rachel Breton (whose daughter, Edith
Mauger, gave birth to a young girl with
factor XIllI deficiency), Mrs. Lorraine
Mathieu (my mom!) and Mrs. Charlotte
Dubord.

*kx

Some of you are probably familiar with
the story of little Audrey who has a rare
bleeding disorder known as factor XIll|
deficiency. This is something that only
happens to other families, right?

As a grandmother, it never occurred to
me that | would have to deal with this
particular situation. After my daughter
Edith gave birth to Audrey, she called
me in a panic because her baby girl was
bleeding from the navel. | asked a few
questions and did my best to reassure
my daughter... that is until the next call,
shortly after, informing me that the
bleeding would not stop.

My daughter and | took Audrey to the
pediatrician on several occasions in an
attempt to pinpoint the cause of the
bleeding. We even took her to the
emergency room where we were told
that somebody had probably pulled on

PARENTS’ CORNER
Grandparents Speak Out

the umbilical cord, which would explain
why Audrey was crying so much. We
went back to the pediatrician to no
avail — the navel kept bleeding. Audrey
was admitted at the Laval University
Hospital (CHUL) where she endured two
surgeries. At first, the medical staff
thought she might have cancer.
Eventually, she was diagnosed with a
rare inherited bleeding disorder.

Originally, | sensed that my daughter
and her husband felt overwhelmed and
I was worried that their relationship
would not survive the blow. At the time,
my main concern was to help them as
much as | could. A few days later, the
consequence of this diagnosis hit me.

| suddenly realized the impact that this
news would have on both my existing
and unborn grandchildren. The
realization that all of my children were
carriers devastated me. Thankfully, | had
a wonderful circle of friends who lent
me their support and compassion.

When Audrey was little, | had the good
fortune of being her primary babysitter.
On occasion, she would even sleep over
so that her parents could have a small
break. To ensure her safety, | gathered
as much information as possible about
her condition. | tried to comfort myself
in the knowledge that nothing bad would
happen to her because she was under
constant care. In retrospect, | was
probably overprotective, but felt that it
was better to be safe than sorry.

The hardest part of this ordeal was to
cope with the misconceptions of people
who thought that Audrey was suffering
from a severe mental impairment. They
were always asking questions about her
development and her ability to walk or
speak.

The fact that Audrey started kindergarten
has not prevented us from seeing each
other. We share a special bond, a close-
knit relationship that took root during
those long ago days when | held her
tight and rocked her to sleep with words
of love.

I no longer dwell on the fact that my
children and grandchildren are carriers.
Instead, | have learned to appreciate
every little moment spent with them.

Granny Rachel

*kk

My grandson was five months old when
he was diagnosed with hemophilia. We
had never heard that word before and
we had no idea what it meant. Our
daughter-in-law calmly explained this
disease to us in simple terms.

Basically, she told us that his blood could
not coagulate and that he needed
injections to treat bleeding episodes or

trauma incidents. It was reassuring to
see how composed she was as she
explained his medical condition and we
quickly realized that she knew exactly
how to care for him.

We are fortunate that our grandchild was
born in a time when he can lead a healthy
and happy life, thanks to proper care and
treatment.

Grandma Charlotte

*kkx

| am Lisa-Marie's mother, which makes
me Dylan Poulin's grandmother. Our
family is no stranger to hemophilia.

| have three nephews, now in their
twenties, who have severe hemophilia.
Knowing that | was a carrier, | had my
two sons tested at birth. Thankfully, their
results were negative! As for my two
daughters, the possibility of them being
carriers was ruled out when they were
teenagers. | was so relieved to know that
they would not have the Sword of
Damocles hanging over their head during
their future pregnancies! Little did |
know...

When Lisa-Marie gave birth to Dylan,
there was no reason to suspect that he
had hemophilia. After all, a thorough
diagnostic investigation had established
that his mother was not a carrier. One
day, my daughter noticed a hematoma
on Dylan's chest and called me right
away. She was hoping to hear that it was
quite normal for kids to get bruised.
However, | was familiar with these kinds
of bruises as | had seen them on my
nephews. Instead of setting her mind at
rest, | raised the hemophilia flag and
suggested she consult with Dylan's
physician at once.

A few days later, my fears were
confirmed when my first grandson was
diagnosed with severe hemophilia.
Having raised hemophiliac sons, my two
sisters Denise and Francine stepped up
to the plate to provide Lisa-Marie with
the timely guidance and support she
really needed. | will forever be grateful
for their assistance.

In conclusion, let me tell you that my
grandson is a normal little boy (as were
my nephews) and that hemophilia is only
a small part of his life.

Lorraine, a proud grandmother!

*kk

I would like to take this opportunity to
ask for your input. If you want to share
personal experiences or suggest topics
that might interest parents of children
with bleeding disorders, please contact
me by phone (418-849-3292) or e-mail
(yanliz@ccapcable.com).

Thank you all... until next time! §



A WORD FROM THE EXECUTIVE DIRECTOR
CHSQ Members' Needs Assessment — Key Findings (cont’d)

> Page one cont’d

supply. As mentioned earlier, they
believe that ensuring blood safety
and availability is vital.

2. Assessment of CHSQ
resources and events

An average rating of 8.9 out of 10
suggests that respondents are
highly satisfied overall with the
CHSQ's current services and
programs. Respondents were also
asked to assess the usefulness of
each program and service on a
scale from 0 to 4, where 0 means

“useless” and 4 means “very
useful”.

3. Analysis of focus group
discussions

Three focus groups were held to
provide insight into the needs of
their participants and the services
offered by the CHSQ. These groups
were constituted as follows:

A) People with bleeding disorders
and their immediate family
members

B) People infected with HIV or
HCV through tainted blood

TABLE 1 - Usefulness of the CHSQ's Resources

in the Respondents’ Opinion

Usefulness
Level

44

Type of Resource

From left toright:

Resour ce considered “very useful”:

L'Echo du facteur (rating of 3,6)

Resour ces considered “useful”:

Family weekend (rating of 3.3)

Individual member support (rating of 3.1)

Youth summer camp (rating of 3.0)

Family weekend for people with inhibitors (rating of 2.7)
Information and reference services (rating of 2.6)

Resour ces considered “not very useful”:

Youth evenings (rating of 2.4)

Social events for families with young children (rating of 2.4)
Scholarship and bursary program (rating of 2.4)

Documentation centre (rating of 2.4)

products and their close relatives

C) Healthcare professionals
working with people affected by
bleeding disorders

Given the difficulty in creating a
focus group comprised solely of
people dealing with inhibitors,
individual interviews were
conducted on that particular
subject, the results of which are
presented below.

a) The key areas of intervention for
the CHSQ

During focus group discussions,
participants identified the following
key CHSQ intervention areas:

e To advocate for members

e To safeguard the organizational
knowledge

« To create opportunities to meet
and break isolation

« To disseminate information

b) The most pressing needs of
members

» Information

« Psychological counselling (focus
group A recommended counselling
for people infected with HIV or HCV,
their spouse and people with
bleeding disorders in this exact
order)

* Planning of events where
members can socialize and share
experiences

» Specialized services for people
dealing with inhibitors

¢) Responsibilities of CHSQ
members

* To join the CHSQ

« To participate actively in the
organization

* To inquire about upcoming events
* To keep abreast of the latest
developments in the disease they
face and its treatment

Findings from individual
interviews with people affected
by inhibitors

a) Daily lives of families dealing
with inhibitors

—_—



A WORD FROM THE EXECUTIVE DIRECTOR
CHSQ Members' Needs Assessment — Key Findings (cont’d)

TABLE 2 - IMPLEMENTATION OF NEW PROGRAMS

The table below presents the programs recommended for

implementation as outlined in the CHSQ analysis report of

members' needs as well as those developed by CHSQ staff

* Need to have many injections
(generally on a daily basis)
involving frequent trips to the
hospital until home treatment can
be administered

« Constant monitoring of children
with inhibitors given their
precarious health condition (e.g.
personal attendant in the school
bus and at recess)

« Career adjustments based on the
severity of the condition affecting
the child with an inhibitor (e.g. one
parent might have to miss work
frequently, feel forced to find a job
near the child's school or work
part-time in order to care for that
child)

e Learning how to live one day at
atime

e Busy family schedule

b) Positive outcomes

- Family weekend for people with
inhibitors: offers a rare opportunity
for parents to take a well-deserved
break during which they can share
experiences with others in a similar
situation and attend workshops led
by experts. The children have fun
and take part in interesting
activities that are adapted to their
particular condition without the
overbearing supervision of parents
or personal attendants

e Advocacy on behalf of members
« Recent openness from the CHSQ
towards the integration of families
affected by inhibitors

c) Areas for improvement

« Few programs and services for
people dealing with inhibitors

« Little information on inhibitors
published in L'Echo du facteur and
Hemophilia Today

* Family weekend in Matawinie
sometimes leads to a sense of
isolation among participants
dealing with inhibitors due to the
fact that other members are not
aware of their condition

» Reluctance to volunteer for the
organization. §

Programs or Services

Feasibility in 2009

Provide telephone counselling services
for people infected with HIV or HCV
and their spouses

Yes

Hold meetings for men infected
through tainted blood

Hold meetings for spouses of people infected
through tainted blood

On hold (until 2010?) -
In the meantime,
workshops have been
added to the Matawinie
family weekend

Ensure improved and closer follow-up with parents
of newly-diagnosed children and provide them

with hemophilia

with more concise information tools Yes
such as insurance, driver's license,

mortgage and travel checklists

Have a designated CHSQ representative

give presentations on the CHSQ programs and services Yes
for people with severe hemophilia, patients with inhibitors

and their close relatives

Create a proper structure for parents of newly-diagnosed Yes
children to connect with parents who have more experience

Organize summer camps reserved for children Yes

Hold discussion groups to address
important issues

As necessary (on hold)

Pair up children and teenagers affected by bleeding disorders
with young adults suffering from the same condition

To be determined

Provide a venue to discuss job orientation or call upon the

(starting in 2008)

services of a career counsellor who is familiar with bleeding Yes
disorders (workshop to be integrated into the family weekend)

Provide English services and posting information in both languages

(workshop to be integrated into the family weekend and raise Yes
awareness about the need to organize some bilingual events)

Hold an annual meeting with all healthcare professionals Yes
involved with the CHSQ and the bleeding disorder community

Organize a discussion group for carriers Yes
(via teleconferencing)

Promote physical activities that are well-suited for people Yes
with bleeding disorders

Increase Internet communication with members Yes
Publish a column on inhibitors in L'Echo du facteur Yes

Recruite volunteers from every level of the CHSQ's
organizational structure

To be determined following the
weekend of November 14-16

Provide individual follow-up to families dealing with inhibitors

Yes

Organize summer camp for children with inhibitors

To be determined

Hold respite weekends for parents of children

with inhibitors S
Have teleconferences to promote discussion among families Yes
dealing with inhibitors

Raise awareness about inhibitors among Yes
emergency staff

Organize one workshop with CHSQ members and three community Yes
workshops to raise awareness about VVon Willebrand Disease

Recruite new members Yes




by
Joumana Yahchouchi
Program and
Fundraising
Coordinator
jyahchouchi@schg.org

Youth activity

On August 9, a group of youth from
the CHSQ got to enjoy a day at the
Village Vacances Valcartier, near
Quebec City. David Pouliot gives a
rundown of this “refreshing” activity
on page 11.

CHSQ Summer camp

From August 10 to 15, 18 children,
including 10 hemophiliacs, took
part in the CHSQ summer camp
held at the Camp Portneuf in Saint-
Raymond. All week long, young
hemophiliacs got to learn about or
perfect their self-infusion
techniques under the watchful eyes
of nurses Claudine Amesse, from
CHU Sainte-Justine, and Louisette
Baillargeon, from the CHU de
Sherbrooke. Besides being
necessary, the presence of our
nurses is important to help comfort
our youngsters who are in the
process of learning self-infusion.
Once again, the children and their
parents managed to combine work
and pleasure.

Our campers relax for a few minutes before

going back to their activities.

CHSQ ACTIVITIES

A pleasant walk
along the paths at
Camp Portneuf.

We'd like to thank various
organizations for their support in
contributing financially to this
activity. This includes the Fondation
Frangois-Bourgeois, the Centre
Jeunesse de Montréal, the
Fondation du Centre Jeunesse de
Montréal and Sun Youth, as well
as the deputies from our families’
ridings who agreed to support this
initiative. We also want to thank
our loyal partners from the
pharmaceutical industry: Baxter,
CSL Behring, Novo Nordisk and
Wyeth.

All that's left is to make a wish for

next year: to see even more of you
again for the 2009 summer camp!

Weekend for families
living with inhibitors

This year, six families will
be attending the inhibitors
weekend that will take
place October 3to 5 at
Estrimont Suites & Spa in
Orford. Along with the
Inhibitors Weekend Task
Force, we've developed a
busy program that will
surely please young and
old.

During the weekend, the
children will be able to take
part in a number of
workshops including: a
music therapy session led
by a psychologist, Suzanne
Douesnard, and a music
therapist, Nathalie Leduc,
both from CHU Ste-justine;

a yoga workshop led by Marie
Garon and her assistant Lise-Amélie
Roy, who works with children, and
a meeting with Dr. Georges-Etienne
Rivard, Director of Hematology at
Ste-Justine Hospital.

Also on the program are
recreational activities led by our
trained animators Annie de Pauw,
Assia Hassaine and Isabelle
Vaillancourt, all trained in diverse
fields including ergotherapy,
medicine and psychology. As for
the parents, they're invited to take
part in a session on “How to deal
with hemophilia”, with Suzanne
Douesnard and Nathalie Leduc, and
a session on managing daily stress
with Marie Garon.

Magislain the Magician will delight
the youngsters during the evening
on Saturday, and we bet others wiill
also get caught up in the slight of
hand.

It's an occasion for all these families
to get a well-deserved rest.

Holiday Activity

The traditional holiday activities will
soon take place in Montreal and
Quebec City for families with young
children. The information will be
sent out to these families soon.

As in the past, the participation fee
is $7 per person and we'll offer
recreational activities to please
young and old.

Take advantage of this occasion to
get together once more before the
end of the year! §



NURSES’ CORNER

2008 Summer Camp: Pride and Success

by L ouisette Baillar geon
Nurse Coordinator at the
CHUS - Fleurimont
Hemophilia Treatment Centre

I I ello everyone,

For the fifth year in a row, our
group of youngsters gathered at
the Camp Portneuf. Claudine
Amesse and | had the pleasure of
sharing the week of August 10 to
15 with our eighteen children (10
hemophiliacs and 8 others).

As soon as we arrived, we met
with the counsellors and the
whole team from camp. As in the
past, the Aquilon chalet was
reserved for us to install our
infirmary. We met with the
counsellors to teach them about
hemophilia: its origin, treatment,
prevention and the symptoms of
a bleed. During this half-hour, we
told them about our objectives
and our role in their team. We left
the meeting with a list of the
group and the activities. In this
way, we could establish a
preventive program for each child.

The week got off to a good start
with a good understanding of
each other's role. We
enthusiastically cleaned up and
installed our infirmary so that our
kids would be properly treated to
meet the standards of hygiene
and cleanliness that we
constantly tell them about during
the year.

During the first supper in the

cafeteria, we spoke with everyone
we wanted to see at the infirmary
the next morning. We could feel

the excitement of our older kids,
a bit of homesickness in our little
ones and sometimes, there were
a few tears. A little pat on the
cheek, a smile and an
encouraging word and off they
went with their counsellors. We
knew that from that moment on,
we'd have to play two roles, nurse
and substitute mother, which, by
the way, isn't so bad.

The first morning was very busy;
seven boys wanted to have their
concentrates at the same time
because they didn't want to miss
their activities...Since our goal
was to show a few of them how
to prepare and self-infuse factor,
they had to wait their turn to
come and see us. They all
understood the importance of this
rule and there were no problems
in the days that followed.

During the week, we went from
one surprise to another, watching
our youngd ones progress along

with our teaching. We saw how

resourceful our little 5 to 7 year-
olds were, preparing concentrate
and even trying to self-infuse...
They're tough kids! What can |
say about the three boys,
including our little five-year-old,
who learned to self-infuse...they
looked so proud! Congratulations
to all! Your two camp nurses are
very proud of you.

| can only give a positive report
for the 2008 camp:

- no bleeds: which is due to
prophylaxis adapted to activities

- a lot of learning and successes
- sharing knowledge

- a great brotherhood and many
friendships made.

Personally, I'm very happy to have
shared this week of my holidays
with the children and Claudine, a
colleague with whom I've
developed a great working
partnership.

What a great week filled with
learning and friendship! §

One of our
youngsters
learning the
technique for
self-infusion
under the
watchful eye of
nurse L ouisette

Baillar geon

take shape”.

A MOMENT TO REFLECTT

“Silence is the element in which great things

Maurice Maeterlinck




FOCUS ON HEPATITIS C

by Michel Long

CHSHIV/HCV Program
Coordinator

Interim Data Positive on Vertex
Hepatitis C Drug

REUTERS — June 9, 2008 —
by Lewis Krauskopf

Vertex Pharmaceuticals Inc.
reported positive interim results
from a mid-stage study of its closely
watched experimental hepatitis C
medicine in patients who failed to
respond to prior treatment, sending
its shares up 4 percent.

The interim results found that 52
percent of the patients who
received telaprevir had
undetectable levels of the virus at
the 36-week point of the study,
compared with 30 percent in the
control group. JP Morgan analyst
Geoff Meacham called the results
impressive and said they could help
speed the drug's possible arrival
on the market.

Based on the results, Vertex said
it would start a late-stage clinical
trial in the third quarter in patients
who failed to adequately benefit
from a common treatment
regimen. “Overall, the results could
be viewed as compelling,
differentiating telaprevir from the
competition and potentially moving
up approval timelines by one year,”
Meacham said in a research note.

Read more at:
www.signonsandiego.com/news/
business/biotech/20080609-0954-
vertex-.html

Jury Still Out on Organ
Transplant Success in HIV-
Positive Patients

NEWSWISE — July 8, 2008

Does organ transplantation work
as well in HIV-positive patients as
in those without HIV infection? A
new systematic review of six small
studies indicates that the jury is
still out.

News in brief

Since the late 1990s, patients with
HIV are living longer because of
effective medications and some
physicians have “reconsidered their
position” about organ
transplantation for them.

Read more at:
www.newswise.com/Zarticles/
view/542425/7?sc=rsmn

Scientists Announce
Breakthrough for Growing Red
Blood Cells

Los Angeles Times — August 20,
2008 — by Karen Kaplan

Scientists have devised a way to
grow large quantities of blood in
the lab using human embryonic
stem cells; potentially making blood
drives a relic of the past. In the new
study, the researchers were able to
make up to 100 billion red blood
cells — enough to fill two or three
collection tubes — from a single
plate of embryonic stem cells.

But experts cautioned that although
it represented a significant technical
advance, the new approach
required several key improvements
before it could be considered a
realistic alternative to donor blood.
Whether they would be good
enough for transfusion is very
unclear.

Even with substantial
improvements, the method faces
another big hurdle: producing blood
in the lab could cost thousands of
dollars per unit — far too expensive
to replace the 14 million pints of
red blood cells that are transfused
every year.

Read more at:
www.heraldextra.com/content/
view/277169/36/

Grapefruit Compound May Help
Combat Hepatitis C Infection

ScienceDaily — February 4, 2008

A compound that naturally occurs
in grapefruit and other citrus fruits
may be able to block the secretion
of hepatitis C virus (HCV) from
infected cells, a process required
to maintain chronic infection. A
team of researchers from the
Massachusetts General Hospital

Center for Engineering in Medicine
(MGH-CEM) report that HCV is
bound to very low-density
lipoprotein (VLDL, a so-called "bad"
cholesterol) when it is secreted from
liver cells and that the viral secretion
required to pass infection to other
cells may be blocked by the
common flavonoid naringenin.

If the results of this study extend to
human patients, a combination of
naringenin and antiviral medication
might allow patient to clear the virus
from their livers. "By finding that
HCV is secreted from infected cells
by latching onto vLDL, we have
identified a key pathway in the viral
lifecycle", says Yaakov Nahmias,
PhD, of the MGH-CEM, the paper's
lead author. "These results suggest
that lipid-lowering drugs, as well
as supplements, such as naringenin,
may be combined with traditional
antiviral therapies to reduce or even
eliminate HCV from infected
patients.” Since the virus does not
integrate its genetic material into
the DNA of infected cells the way
HIV does, totally clearing the virus
could be possible if new cells were
not being infected by secreted virus.

"This work presents the possibility
that non-toxic levels of a dietary
supplement, such as naringenin,
could effectively block HCV
secretion," says Raymond Chung,
MD, MGH director of Hepatology
and one of the study authors. "This
approach might eventually be used
to treat patients who do not respond
to or cannot take traditional
interferon-based treatment or be
used in combination with other
agents to boost success rates." §

For more information:
www.sciencedaily.com/releases/
2008/02/080204124110.htm

The Focus on HepatitisC
column has been made possible

thanksto the financial
contribution of
Schering Canada.




YOUTH ECHO

Water Park Activity and Leadership Workshop

by
David Pouliot
david.pouliot@gmail.com

I wo youth events were held

this summer: a special CHSQ day
at the Valcartier Vacation Village
water park and a leadership
workshop at the YMCA Geneva
Park that was organized by the
CHS National Youth Committee.
Maxime Germain-Lacasse attended
this latter event and will tell you
all about it below, but first things
first...

The CHSQ youth makes a
splash!

This year, the CHSQ Youth Group
had planned something different:
an excursion to Valcartier Vacation
Village water park near Quebec
City. This event was to take place
on August 9.

When | got up that day, things
looked grim: the weather wasn't
very nice and it was a bit chilly
outside. However, this event had
been planned for weeks and
nothing would stop us as long as
we remained in no apparent
danger!

The lousy weather turned out to
be a blessing in disguise. Fewer
visitors translated into no line-ups!
In all honesty, we would have
preferred slightly warmer
temperatures so that we could have
avoided the need to scramble for
our towels as soon as we got out
of the water.

Thankfully, the wave pool was
heated. So naturally, we spent most
of the day there!

After all the cloudy weather we
had experienced in the days leading

up to this event, we were
completely astounded when the
sun made an appearance in late
afternoon!

Only eight young people
participated in this outing. On the
bright side, it made it easier to stay
as a group and get to know each
other. All and all, we had a blast!

A weekend to remember!

From September 5-7, the YMCA
Geneva Park in Ontario welcomed
a group of 26 young people from
all across Canada as part of an
event organized by the CHS
National Youth Committee.

This retreat included a leadership
workshop, a seminar on the
planning of awareness and
information sessions for young
Canadians with bleeding disorders
as well as lectures on volunteering.

Among others, John Plater — a
renowned advocate for the victims
of the tainted blood tragedy —
delivered a captivating and
poignant speech about the
importance of volunteering for the
CHS, while Sarah Bradshaw and

David Pouliot provided an overview
of the work performed by various
hemophilia-related youth
committees around the world.

This retreat focussed on providing
an array of information on the
various volunteering opportunities
available at the CHS. This objective
was clearly achieved! Many
participants drew inspiration from
this event, planning projects within
their own community.

At first, all of us were strangers
(except, perhaps, when we came
from the same province). Before
long, we were having a great time,
enjoying a good laugh and creating
wonderful memories together.

| urge all teenagers and young
adults who want to give back to
the CHS to participate in this event
whenever the National Youth
Committee decides to organize
another retreat in the future.

Finally, | would like to thank Héléne
Bourgaize, Emil Wijnker, Sarah
Bradshaw and everyone else who
contributed to the success of this
event. §

Maxime Germain-Lacasse

A picture of usat thewater park entrance.



Looking for Volunteers

Would you like to give us a hand
as a volunteer for the benefit show
Dance for Life? If you are interested
in becoming part of our team and
sharing your energy and skills to
make this event a success, please
contact Geneviéve Beauregard by
e-mail at: info@schqg.org or by
phone at: 514-848-0666, ext. 21
(toll-free 1 877 870-0666,

ext. 21).

We will be pleased to discuss how
you can contribute to this event!

Thank you in advance!
J.Y.

CHSQ on Facebook!

In order to facilitate the promotion
of upcoming events, the CHSQ is
now part of the online network,
Facebook. For those who are
already part of this network, you
only need to look for the page
called “Société canadienne de
I’'hémophilie - Section Québec" and
become an active participant.
Information will be updated

regularly and will facilitate the
promotion of specific activities

IN A WORD

aimed at the general public. We
invite you to join this group today.

J.Y.

CHS 1* National Workshop for
People Affected by Rare
Bleeding Disorders

The Canadian Hemophilia Society
(CHS) wiill be hosting the

1st National Workshop for people
affected by a rare factor deficiency
(FI, FII, FV, FVIIL, EX, EXI, FXII) or a
platelet function disorder
(Glanzmann Thrombasthenia,
Bernard-Soulier Syndrome).

The workshop will take place
November 14-16, 2008 in Montreal
and will begin with a welcome
dinner on the Friday evening and
conclude at noon on the Sunday.

Thanks to an unrestricted
educational grant from CSL Behring
and Novo Nordisk, CHS will be
sponsoring affected individuals
from each province, who meet
specific criteria as outlined below,
to attend the weekend.

Each province will be allocated a
specific number of participants
based on population. The

The publication of this newsletter has been made

possible thanks to the financial contribution of these

pharmaceutical companies:

workshop is open to adults with a
rare bleeding disorder or parents

of an affected child. Please note that
only one person per family will be
funded to attend.

Depending on registration, the
workshop will be offered in English
and French.

People affected by a rare bleeding
disorder who are interested in
applying should complete an
application and return it to the CHS
by October 15 by e-mail:
ccecchini@hemophilia.ca

or by Fax: 514-848-9661. For
further information please contact
the CHS at 1 800 668-2686.

Selected applicants will be notified
by October 17, 2008.

By attending the workshop

participants will:

« Gain new knowledge about

treatment options, inheritance and

management of a rare factor

deficiency or platelet function

disorder

* Meet experts from the bleeding

disorders community

« Share experiences with others in

similar situations

e Learn about CHS and the resources

available to support you or your

child

 Become empowered by

developing new strategies for

accessing optimal care

e Increase awareness about

physiotherapy and options related

to physical activity and sports. §
F.L.



