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The Scleroderma Society of Canada is proud to present the largest conference on scleroderma ever
held in this country. It will be held on September 19" and 20™, 2008 at the Crowne Plaza Hotel in Ottawa.
We invite you to attend this wonderful opportunity to hear current information and to meet others with
similar interests.

On Friday, September 19™, you may choose to take an afternoon guided bus tour of Ottawa. Prior

to the buffet and wine reception for everyone that evening, the Scleroderma Society of Ontario and
Sclerodermie Quebec will each conduct their Annual General Meeting for delegates from their province.

This will be a bilingual conference, featuring speakers on a variety of topics. On Saturday morning Dr.
Jean-Luc Senecal and Dr. Murray Baron will present information on advancements in research, followed
by Dr. Douglas C. Smith speaking on the topic “Blood Vessels for Dummies”. Saturday afternoon’s
program will consist of workshops (some in French, some in English) on a large variety of subjects related
to scleroderma, including kidneys, skin problems, circulation and ulcers, Raynaud’s, lungs and PAH,
sexuality and scleroderma, fatigue, dental issues, exercise and relaxation, gastrointestinal issues,
understanding treatments and living with a scleroderma patient.

In conjunction with the SSC conference, the Canadian Scleroderma Research
Group (CSRG) will be holding its second annual Scientific Conference at the
Crowne Plaza. As was the case at last year’s event, this will provide an
opportunity for some interaction between medical professionals and
scleroderma patients. Specifically, the program on Saturday provides for an
extended lunch time to allow for this interaction.

The conference is jointly organized by the Scleroderma Society of Canada
and Sclerodermie Quebec, in cooperation with Aline Laporte, the chairlady of
the Ottawa Support Group of the Scleroderma Society of Ontario.

All of this for a registration fee of just $30.00! (bus tour $25 extra)

Please see page 2 for more information.
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For registration forms and program information, please contact the following:

1 " for residents of Quebec: Diane Collard at Sclerodermie Quebec, PO Box 2 Sainte-Julie, QC J3E 1X5,
ph. 514-990-6789, email: sclerodermiequebec@videotron.ca

t " for residents of Ontario: Peter Woolcott, ph. 905-730-0731, email: peterwoolcott@sympatico.ca

I " for residents of other provinces: Aline Laporte, 455 Blake Blvd., Ottawa, ON K1K 1A9, ph. 613-745-
7829, email: sclero@sympatico.ca

Information is also available from provincial group contact persons (see list on back page of this newsletter)
and on the Society’s website, www.scleroderma.ca (home page, ‘news’).

For hotel reservations, please contact the Crowne Plaza Hotel in Ottawa, rue 101 Lyon Street,

Ottawa, Ontario K1R 5T9.

Telephone:  hotel front desk (not toll free) 1-613-237-3600
Crowne Plaza (toll free service) 1-800-227-6963
Fax: (not toll free) 1-613-237-2351
Website: www.crowneplazaottawa.com

If you reserve a room at the hotel please request the special room rate for the Scleroderma Conference. You
may reserve by telephone or online. There are a limited number of rooms available at the preferred rate of
$139.00 for September 18, 19 & 20. If you request a reservation for additional dates, a separate reservation
will be required.
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Nominations
The Scleroderma Society of Canada will conduct its AGM on Saturday morning of the conference.

Part of the AGM will be the election of the Board of Directors for the coming year. Nominations are being
accepted for all positions. Please submit nominations to Grant Dustin, Secretary-Treasurer, Scleroderma
Society of Canada, 95 Woodfield Road SW, Calgary, AB T2W 5K35, email mgdustin@telus.net, telephone
403-281-7616.
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Hello Everyone! Spring is in the air! Look around: Robins, Crocuses.
Forsythia, buds on trees, sunshine, warmer temperatures, etc. Yes, there’s a
spring in my step. Hope everyone is feeling it too, after a snowy and cold
winter.

The Board of Directors is gearing up for the Annual
Conference in Ottawa, the weekend of September, 19 g i
and 20™.  Soon, if you have not already received it,
== you will get your registration package. A very
outstanding program has been planned for the <
Saturday, including presentations by medical experts !‘ b/ P L A
and workshops on various topics related to

Scleroderma.

Check our website at www.scleroderma.ca We are looking forward to seeing you there. More detailed
information is available in this issue of the newsletter.

Fundraising activities are well on their way again. Recently I attended the 2" Annual Gala Dinner
and Dance held in Mississauga, ON. A total of 600 people attended this event and approximately
$60,000 was raised. This is a remarkable achievement. Congratulations to the Scleroderma Society
of Ontario, Mississauga Support Group. In the next month or so a number of Walks will take place
across Ontario. [ know that activities are happening in other provinces as well. Congratulations to all
of you who are organizing and/or participating in these events. I suggest you share information about
fundraisers on your website and the SSC website. Your event may inspire others.

Recently when one of my medical appointments did not go well, I was reminded again of the
importance of being prepared for appointments and advocating for oneself. Thank goodness such
visits are few and far between as most professionals are very respectful of the patients. Here are some
suggestions: make sure you bring your list of questions and list of medications, bring a buddy, know
your rights, ask questions about the treatment plans offered, and take time to consider your options.
What have been your experiences? If you have a story and/or suggestions to offer regarding visits to
specialists, please send us an e — mail at info@scleroderma.ca

Perhaps we can get some dialogue going with helpful suggestions on patient/

doctor interaction.
[ )

o \e

Keep well, [ Y

Shirley Haslam

President — Scleroderma Society of Canada
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June 1 S June is recognizeq as Scleroderma Awareness .Month. The

Scleroderma Society of Canada is not conducting a national poster
Sclero derma or proclamation campaign this year, however we are encouraging
regional scleroderma support groups to promote greater awareness
of the disease through their meetings and activities. We also en-
Awareness courage individuals to give special attention to scleroderma through

their own reading, conversations or participation in support group

MOI’lth activities. We welcome reports on events, ideas or actions that are

directed toward promoting awareness of scleroderma.

Actionsfor Awareness

Greater awareness of scleroderma can be promoted in many ways. Here are some examples:
Scheduled Events for June, 2008

#'  Scleroderma Association of BC — June 7, Annual General Meeting at Harrison Hot Springs
#'  Scleroderma Support Group of Edmonton and Scleroderma Society of Southern Alberta —
annual combined lunch meeting in Red Deer in early June
#'  Ottawa Scleroderma Support Group - June 11, meeting and socializing
#'  Scleroderma Society of Ontario — June events as posted on their website,
www.sclerodermaontario.ca
$"  June 1, Lindsay, Ontario — walk in memory of Kathryn Stillaway
$"  June 7, London, Ontario — support group meeting, with Dr. Janet Pope
$"  June 7, Hamilton, Ontario — ‘Walk ‘n Talk’ fundraising event
$"  June 14, Pembroke, Ontario — ‘Walk and Talk’ in memory of Ina Nagle
$"  June 21, Merrickville, Ontario — ‘Walk with Colby’ fundraising event
#'  Scleroderma Society of Southern Alberta will have a display table at the Gastroparesis and
Dysmotilities Association public forum on June 14 in Calgary
#'  Scleroderma Support Group of Newfoundland and Labrador is planning an information display
at the St. John’s hospital in June
#'  Fundraising letter — see item on page 5 under ‘Are Donations Doing Any Good’
Possibilities
#'  Visit a friend — enjoy a refreshment, share some conversation about scleroderma.
#'  Consider “Yoga for Scleroderma’ — DVD available from Scleroderma Foundation (USA)
#'  Read a book about scleroderma — try the library, book stores, www.indigo.ca
#'  Write a letter of thanks to a physician regarding their efforts in treatment or research
#'  Wear a scleroderma lapel pin
#' Do some research on scleroderma; ‘Google’ scleroderma
#'  Register for the Ottawa conference, encourage a friend to go with you
#'  Volunteer to work with a scleroderma organization
#'  Donate to a scleroderma organization; ask a friend, relative or business to donate
#'  Share some information pamphlets with others at work or in the community; give some
pamphlets to your pharmacist, medical clinic, dentist, physicians
#'  Visit our website, www.scleroderma.ca
#'  Attend your regional support group meeting
#'  Offer suggestions for improvements in how we can promote greater awareness
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Are Donations Doing Any Good?

What happens to the money that is donated in support of scleroderma research? Research has resulted in
more knowledge of scleroderma and improvements in the treatment of it, but much more work needs to be
done. This means a continuous need for funding.

Scleroderma research is taking place in several centres in Canada and each one requires continuous
funding. The well-established scleroderma organizations in several provinces raise funds and contribute to
research being done in their own province as well as supporting research through the Scleroderma Society of
Canada. While the SSC would like to support all scleroderma research work, we focus our financial support
on the work of the Canadian Scleroderma Research Group (CSRG). The information* on pages 6 and 7 and
the update on the CSRG patient database provide specific information.

*Note: This information, ‘The Case For Donating To Scleroderma Research’ is being sent to over 1000
previous donors in connection with June being Scleroderma Awareness Month. We welcome the use of this
information if it may be helpful in soliciting donations from potential donors, corporate sources or service
clubs.

Fundraising and Donations

Fundraising activities take place in the many communities across Canada for the purpose of raising money to
help in the fight against scleroderma. Funds are needed to promote greater awareness of the disease and are
especially essential to support continuing research.

There are many examples of successful fundraising efforts and many examples of generous contributions. We
hope to share some of these good news stories in future issues of this newsletter.

Here are a few examples:

#' the Scleroderma Association of Saskatchewan donated $20,000 toward scleroderma research; this
donation was made in memory of Linda Shauf, who had served in the leadership of the
Saskatchewan group and on the SSC Board of Directors for many years

the Scleroderma Association of BC donated $15,000 toward scleroderma research
a hockey tournament in Nelson, BC raised funds for scleroderma research

a recent gala event organized by the Mississauga Scleroderma Support Group raised $60,000 (see
President’s Message on page 3 of this newsletter)

#'  'Lily's Supporters of Scleroderma' in Ottawa donated $3,200 from their annual golf tournament

DONATIONS TO THE SCLERODERMA SOCIETY OF CANADA

Donations made to the Scleroderma Society of Canada are dedicated to promoting greater awareness and
supporting research. We are staffed entirely by volunteers. Any administrative expenses are paid through
membership fees.

Cheques may be made payable to the ‘Scleroderma Society of Canada’ and mailed to Grant Dustin, Secretary-
Treasurer, Scleroderma Society of Canada, 95 Woodfield Road SW, Calgary, AB T2W 5K5. Donations may
also be made online, using a credit card. Please go to our website, www.scleroderma.ca and see the ‘donation’
information on the home page. A tax receipt will be issued for all donations.
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THE CASE FOR DONATING TO SCLERODERMA RE SEARCH

It is now possibleto donateto sderoderma research in Canada knowgrthat a multi-dsciplinary, multi-
institutional teamof expertswith a proventrack recordwill usethe moneyto undertakecutting edge
research, and that results will be widely communicated to the scientific community and to concerned
patients and public.

1) Isscleroderma curable?

No, a cure for scleroderma has not yet been discovered. Scleroderma can be life-threatening, however
diagnosis and treatments have improved considerably.

2) Is there a national professionalgroup committed to undertaking sclerodema
research?

Yes, the Canadian Scleroderma Research Group (CSRGQG) is dedicated to performing research in scleroderma.
In addition to conducting scleroderma research and presenting the results nationally and internationally, it
meets at least twice annually, submits grant applications, establishes programs for summer and winter students,
trainees, and mentors, arranges web courses, communicates extensively via the internet, maintains a website
and publishes an informative newsletter.

3) Isthe CSRG multidisciplinary?

Yes. In 2003, it encompassed 24 rheumatologists and researchers, as well as one or more gastroenterologists,
respirologists, psychologists, cardiologists, epidemiologists, and statisticians. Now other specialists, including
dentists, endocrinologists, biochemists, pharmacologists, and cell biologists are participating in particular
research projects. About 100 people are currently involved as recruiting rheumatologists, researchers, mentors,
trainees and consultants.

4) Does tle CSRG involve patients in deMeping researchpriorities and projects?

Yes, patients are fully involved. The Scleroderma Society of Canada (SSC), a patient-based organization, has
formally collaborated with the CSRG on all of its research proposals. Four SSC Directors serve on the CSRG’s
Advocacy/Knowledge Translation Committee, and one serves as a CSRG Governor. The organizations’
websites are cross-linked, and they hold their annual conference concurrently to encourage on-site interaction
between researchers and patients.

5) Are there sufficient patient data tosupport research into this rare disease?

Yes. The CSRG’s national patient database is one of the largest and most comprehensive in the world. Almost
800 patients have data entered. Each is tracked, yearly. Serum and skin tissue banks have been established.

6) Did the CSRG receivestartup funds to begin its work?
Yes. In February 2004, the group received a Team Planning and Development Grant of

$99,975 from the Canadian Institutes of Health Research (CIHR). This was augmented by $45,000 from the
SSC and $50,000 from Actelion Pharmaceuticals.

7) Hasthe CSRG been successful in obtaining research grants?

Yes. In spite of fierce competition for funding and rigorous requirements, the Canadian Institutes of Health
Research have awarded six grants and the Fonds de la recherché en sante du Quebec has awarded two grants to
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the CSRG since 2004. These grants amount to over $3,883,000, in total, and are welcome recognition of the
need to fund scleroderma research. About 70% of the funding is being devoted to examining the underlying
causes of and identifying therapies for scleroderma, and developing teams to perform high impact research.
About 18% is being devoted to developing assessment tools to advance research and treatment for scleroderma
patients coping with fatigue. Significant amounts are also being used to create a patient-assessed disease
activity index, a self-management program, and to treat and prevent mouth and dental problems in scleroderma
patients.

8) Are there sufficient funds to undertike all CSRG researchproposalsof note?

Definitely not. The shortfall between the actual estimated costs of current projects and the funds received from
the CIHR and FRSQ is approximately $1,600,000. Five additional worthwhile projects have been developed
by the CSRG, and cannot proceed until funding is in place. These are varied, and include research related to
vascular endothelial and smooth muscle cells, the role of the endothelium in vascular dysfunction, pathological
vessel characteristics, and diagnostic phenotypes. Based on results to date and the fact that a reputable team is
in place and functioning effectively, all donations to the CSRG can and will be put to effective use.

9) Is scleroderma research agljuately funded by government?

No. Although recent developments are promising, autoimmune diseases are a major health burden affecting
about 1.5 million Canadians, the majority of them female. Autoimmune diseases with a chronic fibrotic
component, such as scleroderma, account for approximately 35% of health care costs in Canada. However,
only five per cent of the Canadian Institutes of Health Research budget is currently spent on autoimmune
research.

For further information about the CSRG, visit its website atww.csrg-grcs.com

Prepared May, 2008 for the Scleroderma Society of Canada, 95 Woodfield Road SW. Calgary, Alberta T2W
5K35, 1-866-279-0632, www.scleroderma.ca.

NEW BOOK

The Pulmonary Hypertension Association in the USA has
recently produced “Pulmonary Hypertension, A Patient’s
Survival Guide, 3" edition” by Gail Boyer Hayes.

Seeking a Newdletter Editor

We are in need of a newsletter editor for
Canadian Scleroderma News. Are you
interested? Do you know of anyone who

This 286 page volume is a valuable source of information on might be interested in this position?

pulmonary hypertension, particularly for patients. It offers Marion Pacy has been the editor of our
comprehensive coverage of topics related to patients’ everyday | newsletter for the last six years. If you wish
living, with organization and content that make it attractive and| any information about this position please
easy to read. contact Marion at

scleroderma(@simplyconnected.ca

The cost is $25.00. Contact Pulmonary Hypertension 204-422-6114
Association, 801 Roeder Road, Suite 400, Silver Spring, MD
20910, USA. Email: pha@phassociation.org; website:
www.phassociation.org.
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I have met and interacted with hundreds of scleroderma patients. At one time or another virtually
all complained about fatigue — about being exhausted, tired, pooped out, knackered, etc... The
terminology varies, but the message is basically the same: fatigue adversely affects their quality of
life, significantly. It engenders frustration, anger, feelings of helplessness - and inevitably affects
their loved ones too.

(Cceeeccceeeccceeecccc? (4 aupaayD-E(8-+, 78 & Y4 ERUIG %& " F Y &H- (0%, | ("$(1-#-F-(
(

Everybody has been fatigued, tired, or generally exhausted at one point or another. Those of us
with small children regularly experience fatigue from sleepless nights. Too much work might be the
trigger for others. In chronic diseases like scleroderma, however, there is often no trigger — fatigue is an
ever-present part of daily life. Whereas fatigue — the experience of feeling weak, tired, and lacking
energy — often comes and goes in normal circumstances and is relieved by getting a good night’s sleep
or a long nap, persistent fatigue from scleroderma is often unrelated to physical exertion and is typically
not alleviated by rest.

Fatigue plays a major role in determining quality of life among individuals with scleroderma, but
it is under-researched and often overlooked or ignored by health professionals. Two important factors
that make addressing fatigue from scleroderma difficult are (1) the lack of an agreed-upon standard for
identifying clinically significant fatigue related to scleroderma above and beyond other experiences of
fatigue that do not necessitate medical attention, and (2) an insufficient scientific understanding of the
causes of fatigue that makes developing treatments difficult.

Recently, our team of researchers from the Canadian Scleroderma Research Group (CSRG;
Principal Investigator — Brett Thombs; Co-Investigators — Murray Baron, Marie Hudson, Eva Libman,
Suzanne Taillefer) was awarded $217,160 over 3 years by the Fonds de la Recherche en Santé Québec to
develop a systematic approach to assessing fatigue that can be used in scleroderma and to compare
fatigue in scleroderma with fatigue in other medical illnesses. It is important to be able to compare
research results with other diseases because the ability to detect important differences across groups can
often help to explain causal factors. Our project will build upon work developed by cancer researchers,
who have done extensive work on fatigue from cancer and its treatments, to establish a unified definition
for what comprises clinically significant fatigue, to validate questionnaires that can be used in research,
and to identify effective and efficient ways for physicians and other medical staff to assess fatigue as
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part of standard care in scleroderma. CSRG investigators, including Dr. Stephan van Eeden of the University
of British Columbia, will use data from the study to identify aspects of scleroderma, such as cytokine
production, that may be associated with high levels of fatigue. Cyotkines are chemicals produced in immune
system cells that act to take care of unwanted infections and altered cells. In scleroderma, the presence of
chronic inflammation, which enhances cytokine production, is an important factor leading to organ damage.
Cytokines also can signal the central nervous system to induce symptoms of fatigue, malaise, and general
listlessness.

Individuals with scleroderma who participate in the CSRG Registry will be recruited for this study
during their annual Registry visits. Research staff will contact patients who agree to participate by phone
within 3 days of their Registry visit in order to ask them a series of questions about fatigue and related topics,
such as sleep and symptoms of depression. The interview is expected to last 20-30 minutes.

Officers of the Scleroderma Society of Canada and Sclérodermie Québec (Shirley Haslam, Normand
Ricard, Bob Buzza) were involved in planning the funding proposal for this study and will work with our
research team to ensure that results from the study are accessible to scleroderma patients and their families. |
invite members of the Scleroderma Society of Canada who are involved in the CSRG Registry to participate in
this project. For more information on the project, please contact Marielle Bassel via phone (514-340-8222 ext.
3238) or email (marielle.bassel@elf.mcgill.ca). Thanks to the Scleroderma Society of Canada for its long-
running support of the CSRG and for its involvement in this exciting new project!
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FUNDRAISING FROM PRINTER CARTRIDGES

As many of our readers are aware, the Scleroderma Society of Canada was a partner in a fundraising
program that collected used printer cartridges for recycling. That program is no longer in operation on a
national basis, however it is possible for those interested to continue with a similar effort on an
individual basis. Here are two alternatives:

One is Purolator’s cartridge collection program that is set up with the manufacturers of cartridges.
Telephone 1-800-459-5599 or 1-866-817-2801.

Another alternative is a program called ‘Think Recycle’. Information is available on their website,
www.thinkrecycle.com.
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Dedication Plaque in British Columbia  submitted by Joan Kelly(

The Dustins were in Vancouver for a March visit/baby-sitting
stint. The Buzza’s asked me to join them for a drive as Maie .~
and Grant took advantage of a rare time-out. The drive took &
us through rural bucolic areas of Ladner. With Bob at the
wheel we meandered out River Road (the Fraser) and stopped :
briefly at Canoe Pass where a colourful houseboat village is
located....the uniquely individual 'homes' were an ideal photo
op. Just off River Road we went into Wellington Point park

to ensure our memorial bench's 'finish' had survived
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yet another winter. There it was, basking in the sunshine and
looking almost new - though it's been there since June 2001.That was the year the BC Scleroderma group tried
to get a scleroderma memorial bench on the Millenium Trail...aiming to tie its placement to 'Scleroderma
Awareness Month.' Finding the Delta stretch of the trail was behind schedule, we opted for a bench in a
newly-opened park. In spite of its busyness at one end,

a hoist boat-launching facility at the rivers's edge (taking
care of pleasure and fishing boat traffic no matter the tide), a
pier out into the river at the end of which sits a viewing
platform of the vista where the river meets the

Pacific, the park portion remains pretty and peaceful. Ata
key location, just at the junction to the pier and the entry to
the grassy expanse of a picnic area, sits our memorial bench. _ % 3
It was a sunny day at the end of June 2001 when about i 2 : j \E 4

20 members, friends and relatives gathered at the site. A

local newspaper reporter attended. He took photos of the
lone piper who came down the path over the nearest hill of wildflowers...the skirl of his pipes wafting in the
breeze. There were photos of the five who each read a separate list of 22 names, dedicating this bench to the

memory of 110 of our fellows. A single red rose was laid on the bench, and a dedication poem was read. The

SR L% piper played several more tunes while the photographer took
2 K candid shots. A write-up in the next edition of the Delta
Optimist, was accompanied by a close-up of the dedication
plaque, and one of the bench with the piper playing in the
background. There was a lot of positive feedback to what
we had done, letting us know that as well as being
meaningful to all of us, it had captured attention and created

'-"-:.-'_ff the awareness we'd hoped for.
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You have Scleroderma.

Your physician is checking
you for Raynaud’s.

He is testing your kidney
function.

But what about PAH?

Pubmomary Arterial Hy PAH) o

death in Scleroderma® if not treated, PAH =

Effiective ireatmants are now available 1o help manage this complication of Scleroderma.

So, malke sure your physician congiders PAH. Screening = the key 1o establishing early diagnosis. Intemationa| guide!
scresning of Scieroderma patients by Doppler echocardicgrapiny annually andor in the presence of unexplainad breathl

For further information on PAH, visit www.pah-info.com

: GCtivity 1o raése awarenass of pulmanary hypertension in Sclenogarma is supporied by an unrestricted grant from
Actelion Pharmaceuticals Canada inc
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95 Woodfield Road SW,
Calgary, Alberta!
T2W 5K5

phone (toll free): 1-866-279-0632
phone (sec-treas): 403-281-7616

fax: 403-238-2773 email

The Scleroderma Society of Canada does not endorse any drug or
treatment. Information it provides is intended merely to keep
people informed. The manifestations and severity of scleroderma

vary. Individualized medical management is therefore essential.

The Society of Canada strongly recommends that all drugs and
treatments be discussed with one or more doctors or health care

provides to assure proper evaluation and treatment.

Website:www.scleroderma.ca

(sec-treas): mgdustin@telus.net email

(webmaster): info@scleroderma.ca!

Themissionof the Scleroderméogety of Canada is to pronte
awareness of sclerodeamto support those affected by this disegse,
and to support research dedicated toward a cure.

(Objectivesof the Sclerodema Societyof Canada

# Provide information about scleroderma and promote awareness!
# Provide information about scleroderma research!
#' Support and seek funding for scleroderma research!

#'  Assist Regional support groups!

Contact List for Each Province!

British Columbia - Joan Kelly - 1-888-940-9343

Edmonton - Gillian Little - 780-434-3517 .,
Southern Alberta - Maie Dustin - 403-281-7616 \
Manitoba - Marion Pacy - 204-422-6114 5 M/ﬂ/lm%
Ontario - Maureen Sauve - 905-544-0343

Ottawa - Aline Alporte - 613-745-7829

Kahnawake - Lori Jacobs - 450-638-1831

Sclerodermie Quebec - Diane Collard - 514-990-6789 'l"f
New Brunswick - Deanna Cosman - 506-763-2105 ‘
Saskatchewan - Gerald Shauf - 306-634-3433 m

Nova Scotia - Mary Beth Clark - 902-423-3942
Prince Edward Island - Katherine Dewar - 902-892-8895

Newfoundland & Labrador - Beverley Blanchette - 709-722-1470 b" c:&ow.l_' W(

Arthritis Montreal - Paulette Zielinski.- 514-631-3288!
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