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Message from the Chairman of the Board
This past year the Polycystic Kidney Disease Research Society of Canada (PKDRSOC) saw its most substantial
challenge to date. The departure of a very few dedicated volunteers left the organization in crisis. Following
discussions of dissolving the entire organization, it was decided that there was a significant need among our
members for a Canadian Society. As such, the Board made the necessary decision to hire our first full time staff
member. It is my pleasure to officially welcome Jeff Robertson as our Executive Director (ED). Jeff has done
fantastic work thus far, leading us through the transition and we look forward to his leadership going forward,
with the support of the Board of Directors.

Having been on the Board of Directors of this charity for almost 15 years, it has been a pleasure to watch the
growth of the PKDRSOC in the past year. Our volunteer base has grown substantially in numbers with more
people stepping up to assist in the local and national growth of the PKD Research Society of Canada. General
membership has grown in both our national data base and on a local level at our support group meetings.
With the worst of the economic recession behind us in Canada, the future of PKD Research Society of Canada is
promising.
On behalf of the Board of Directors and our ED, we thank all of our volunteers, members, donors and associates
in the medical community for their continued support. Through all of our efforts, we will continue to positively
impact the PKD Community to attain our vision that no one suffers the full effects of PKD.
Best Regards,
Doug Robertson
Chairman of the Board of Directors, PKD Research Society of Canada
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Message from the Executive Director

Over the course of 2009, we here at the PKD Research Society of Canada have seen so many tremendous
advances in educational and fundraising initiatives within the PKD Community on both the local and national
levels!
In 2009, our Chapter Support Group Meetings have been well attended and have become even more
informative. With the inclusion of PKD specific webinars presented by leading medical professionals from
across North America, and from the continued support of live speakers from the PKD, dialysis, organ donation
and transplantation communities – those who attend our support group meetings are given an insightful look
into the medical community that they may not have experienced otherwise.
The PKDRSOC E-Newsletter which is published monthly has been well received by our members and continues
to be very informative, making note of all upcoming educational events, support groups and fundraising
initiatives. Our E-Newsletters also keep readers informed of promising clinical trials and medical advances in
PKD from around the globe.
This past year, we also saw a large increase in national exposure through various media outlets, drawing focus
to both Polycystic Kidney Disease awareness and the PKDRSOC as an avenue for support. Through the
dedication of staff, volunteers and PKD patients around the country who were willing to share their personal
stories PKD garnered attention through interviews on local broadcasting channels, local and national
newspapers and websites, radio interviews and special event spotlights!
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Message from the Executive Director
(continued)

Our signature fundraising event, the Walk for PKD, which is the single-most impactful event in the PKD
Community, also saw tremendous growth in 2009! The Toronto and Vankleek Hill Walk for PKD were each
record setting successes in funds raised and attendance! This success was made possible by the incredible
support of local volunteers and corporate sponsors.
In 2009, many new volunteers and PKD advocates joined forces with the PKD Research Society of Canada;
making us stronger and stronger with each passing day! It is only with this collective dedication that we will
reach out ultimate goal – finding a treatment and cure for PKD.
Having witnessed what great accomplishments the PKD Research Society of Canada achieved in 2009, I look
forward to the New Year as we forge ahead and continue to strengthen both awareness and fundraising
initiatives all across this great country.

Warm Regards,
Jeff Robertson
Executive Director, PKD Research Society of Canada
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The Organization

Polycystic Kidney Disease Research Society of Canada (PKDRSOC)
3 – 1750 The Queensway, Suite 158
Etobicoke, Ontario M9C 5H5
Tel: 416.410.1740
Toll Free: 1.877.410.1741
Email address: endpkd@endpkd.ca
Mission Statement
The mission of the PKD Research Society of Canada is to promote programs of research, advocacy,
education, support and awareness in order to discover treatments and a cure for PKD; and to
improve the lives of all that PKD affects.
Vision
Our vision is that no one suffers the full effects of PKD.
Governance
The PKD Research Society of Canada is a registered Canadian Charitable Organization
(BN: 870176831RR0001)

The Board of Directors currently has three members including a Chairperson, a Secretary and a
Treasurer. Board Members serve three year terms and are appointed or elected at the Annual
General Meeting.
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The Organization (continued)

Board Members in brief:
Chairman
Doug Robertson has served as a Board Member of the PKDRSOC since its inception and is a
senior manager in the consumer packaged goods industry.
Secretary
Odette Bulaong is a Licensed Naturopathic Doctor and has been a member of the PKDRSOC
for several years.
Treasurer
Eva Higgison is a full time student working towards an Accounting Degree and joined our
Board in 2009.
Staff:
Executive Director
Jeff Robertson worked as Chapter Coordinator and Walk Coordinator for 2 years with the
PKDRSOC prior to joining the organization as Executive Director in July 2008. A graduate of
Georgian College, Jeff is the sole paid staff member and takes on responsibilities including:
managing volunteers, coordinating fundraising, mentoring support groups and liaising with
PKDF USA, doctors and other organizations that contact the PKDRSOC. Jeff is still actively
involved in a volunteer capacity with the Toronto Chapter through his efforts as Walk
Coordinator.
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Member Education
In 2009, we introduced free educational webinars that our members can ‘attend’ from the
comfort of their own homes. These webinars, presented by the PKDF-USA, are hosted by a
variety of leading medical professionals and are focused on one’s journey with PKD. These
valuable webinars bring educational meetings led by world renowned medical professionals right
to your computer!

This means of learning is of great value to Canadians who do not have a local support group near
them, but still wish to learn and participate in educational seminars. These webinars are fully
interactive, allowing for a Q+A period after each presentation. Attendees from Canada and
around the world can ask real-time questions to the presenter for a chance to connect directly.
Chapter Support Meeting highlights from 2009 included webinars and guest speakers.
• A series of webinars hosted by:
 Robert A. Montgomery, MD, DPhil, Professor of Surgery, Director of the
Incompatible Kidney Transplant Program, Chief of the Division of Transplantation, and
Director of the Comprehensive Transplant Center at the Johns Hopkins University and
Hospital who spoke on kidney transplantation.
Kelly Welsh, RD,CD (Renal Dietician, PKD patient and mother of three) who spoke on
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The Importance of Eating Healthy.

Member Education (continued)
• Guest Speaker’s included:
 Dr. York Pei, FRCPC, MD, MSc and Senior Scientist in the Division of Genomic
Medicine at Toronto General Hospital who provided us with an update on current and
upcoming clinical trials of ADPKD drug treatments.
 Kirsten Lewis, RN, BScN, CNephC from Toronto General Hospital who spoke on
Kidney Care and Transplantation.
Knowing the hectic lives people live, the inclusion of webinars into our support platform further
strengthens our mission to promote education and awareness programs. Webinars afford
individuals an opportunity to learn about PKD on their own time and to share this information
with their loved ones and medical professionals. We hope that in the future when we have the
resources to create a comprehensive website we can host archived webinars. This would allow
interested individuals the opportunity to watch all the archived webinars as many times as they
like.
Stay tuned over the course of 2010, as we will be providing an even greater range of topics that
are of interest to those in the PKD Community!
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Member Services and Education
With plans underway to obtain national charitable status and after incorporating as the PKD Foundation
of Canada, we developed and introduced 2 new nationally distributed, educational brochures in 2009!
The first of two new
brochures, ‘PKD: What
Every Family Needs to
Know’, focuses on PKD
facts and statistics. The
brochure also outlines
the definitions of
ADPKD and ARPKD, and
includes the effects and
symptoms of PKD. As
always, we strive to
connect with the PKD
community and have
included our
organizational contacts.
Front and back of ‘PKD: What Every Family Needs
to Know’ brochure

Inside the ‘PKD: What Every Family Needs to
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Know’ brochure

Member Services and Education (continued)
‘Your Guide to Living with PKD’ is a comprehensive 6 page educational brochure that provides valuable
information regarding living with PKD. Important topics covered include the symptoms of kidney
failure, dialysis, transplantation,
PKD diagnosis, PKD related
complications, dietary guidelines,
exercise and much more!
In 2009, nearly 4000 brochures
were distributed nationally.
Distribution targeted the general
population (through public
awareness initiatives) and medical
institutions, such as Toronto
General Hospital, Sick Kids Hospital,
CHEO and Western Memorial
Hospital. Brochures were also
distributed to dialysis and
transplant centres nation-wide.
Front Cover of Your Guide to
Living with PKD

One spread of the Your Guide to Living with PKD
brochure.

Public Awareness
PKD in the media
In 2009, we continued to make great strides in raising the profile of Polycystic Kidney Disease in
Canada.
PKD Research Society of Canada Executive Director, Jeff Robertson and key volunteers appeared on
Rogers Daytime, Rogers TV’s most popular LIVE lifestyle magazine program, three times in 2009! Each
15 minute segment aired four times daily! These television appearances helped the PKDRSOC promote
PKD awareness to the general population by explaining what the disease is, how it is diagnosed,
common symptoms, and what to do if one suspects they may have PKD.
PKD Research Society of Canada guests also took this time to tell their personal stories and promote
upcoming fundraisers (including the Annual Walk for PKD), educational seminars and support meetings.
These spotlights on PKD and the PKDRSOC truly helped to draw attention to the disease and our
organization by sharing our stories and the importance of getting involved on a local level. As a result
of these TV segments many viewers connected with our organization and volunteered to join the fight
to end PKD!

Public Awareness (continued)
PKD in the media
In addition to appearing on Rogers TV, Jeff Robertson and his
mother Jan (PKD patient, double liver transplant recipient and long
time PKDRSOC mentor) were featured in a one-page article in the
Friday edition of the Toronto Sun.
In this high-profile article, Jan discussed what it was like being
diagnosed with PKD in the early 1980s when few people (including
medical professionals) had even heard of it. Jan also shared her
story of undergoing a second life-saving liver transplant and the
importance of talking to your family about organ donation and
transplantation.
The release of this article just days before the Toronto Walk for PKD
was both educational and served as a promotional piece for the
upcoming walk. Readers read the statistics and warning signs of
PKD and were invited to join us at the Walk!
The Toronto Sun has a daily circulation of 179,000 and a frequently
visited website. It is without a doubt we can say that through this
article thousands more were educated on Polycystic Kidney Disease
and our Canadian initiatives!

Public Awareness (continued)
PKD in the media
The PKD Research Society of Canada cosponsored the official Canadian book
launch of “My Favorite American” (MFA)
at Indigo Books flagship location,
situated in downtown Toronto.
Richmond Hill native and author of MFA,
Dennis McCloskey and Ms. Valen Cover
(subject of MFA) were both in
attendance for an “in conversations”
style presentation, which was followed
by a well received Q&A session. This
allowed the 100+ attendees the
opportunity to share their personal
stories with Ms. Cover.
“My Favorite American” has since been
nominated for the Helene Kenigsberg
Award for Excellence in Public Awareness
of Polycystic Kidney Disease for 2010.
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Support Meetings
The PKD Research Society of Canada is the only national organization solely devoted to raising
funds and awareness towards finding a treatment and cure for PKD. Another important aspect
of the PKDRSOC is to ensure that support systems are available to those afflicted with PKD.
Our chapters and support groups allow those affected by PKD, their friends and family to stay
connected in the PKD Community on a local and national level. Access to a variety of
information and peer support is provided through our national toll-free hotline (1-877-4101741). In 2009 two new chapters joined the PKDRSOC: Cornerbrook, Newfoundland and
Ottawa, Ontario.
Our support group meetings, led by volunteer Chapter Coordinators provide individuals with a
place where they and their loved ones can:
• talk to others who find themselves at similar stages of their
PKD journey.
• learn from and become inspired through fellow members’
personal experiences.
• exchange ideas and express concerns.
• learn from guest speakers and have an opportunity to
connect with top medical professionals.
• strengthen and understand the value of their personal self
advocacy initiatives.
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Chapter Management
Shortly after making the decision to hire our first full time staff, it became clear that it was also
time to branch out extra-provincially and obtain national charitable status. Since its
establishment in 1994 the PKDRSOC has operated as a provincial charity. This limited the level
of support we could provide outside of Ontario. By incorporating nationally and securing
national charitable status, the PKDRSOC will be in a position to begin setting up volunteer
driven Chapters across the country and allow for fundraising and educational initiatives to take
form from coast to coast! With that said, this year we saw the inclusion of two new Chapters
in the PKDRSOC fold: Corner Brook, NL and Ottawa, ON! These new Chapters have already
begun holding quarterly support group meetings as well as successfully putting on fundraisers.
We look forward to continuing to assist these chapters in their efforts to raise much needed
awareness in their communities!
In Toronto, our longest standing Chapter, we saw a positive spike in member attendance at our
quarterly support group meetings. This year the Toronto chapter had an average attendance
of 20 people per meeting. With this sudden growth in attendance, we are considering a
proposal to increase our support group meeting frequency to bi-monthly. This would allow
residents in the Greater Toronto Area access to more educational seminars led by top medical
professionals from their community.
It is our goal in 2010 to roll out an additional PKDRSOC Chapter to further strengthen the PKD
Community!
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PKD Research Society of Canada Grant History (1999-2009)
The PKDRSOC works with the PKD Foundation’s Scientific Advisory Committee (made up of top PKD
medical experts from around the world) to ensure the highest calibre of Canadian research is funded!
Project
Year

Award

Researcher Institution Location

1999

Grant

Dr. York Pei,
MD

2000

Grant

2003

2007

Grant

Toronto
General
Hospital

Toronto,
ON

Project

Named Donor

Amount

Genetic modifiers for
progression of ADPKD

PKD Research Society
of Canada (PKDRSOC)

$30,000

Clinical
Molecular genetics of PKD1 PKDRSOC ($40,000)
Dr. Marie
Research Montreal,
Gene: analysis of the
& PKD Foundation Trudel, PhD Institute of
PQ
extracellular domain
USA (PKDF-USA)
Montreal
($10,000)
Dr. Zhen University of Edmonton,
Chen, PHD
Alberta
AB

Fellow-ship Dr. Qiang Li, University of Edmonton,
2nd yr
PhD
Alberta
AB

$50,000

Structure-function and
regulation of polycystins
and fibrocystins

PKDRSOC

$32,000

Signalling and modulation
of polycystin-2 by Rho
GTPases

PKDRSOC ($40,000)
and PKDF-USA
($10,000)

$50,000

Historically the PKDRSOC awards grants intermittently, when funds raised allow for substantial grant
values. This year, due to fewer qualified Canadian grant applicants and our transition in structure, we
did not allocate a grant however, funds have been set aside and we look forward to awarding a
Canadian grant in 2010.
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Fundraising
Over the past year, even as our economy suffered, PKD Research Society of Canada supporters
have remained loyal and committed to our cause and mission. Our concentration in 2009 was
the growth of existing Chapter fundraising events and increasing the number of Chapters across
Canada. This growth will ensure that the PKDRSOC remains viable and able to offer all of the
valuable support and resources of our organization. The PKDRSOC is most appreciative of
creative fundraisers of any shape and size, knowing these initiatives allow for volunteer roles of
varying time commitments and responsibilities! In the past year, our members have:
• Supported 6 fundraising events (bake + craft sales, Avon holiday ornament campaigns as well as
our END PKD t-shirt campaigns).
• Raised over $55,000 through the Walk for PKD, in which a record 350 walkers participated in
Toronto and Vankleek Hill (Ottawa region).
•The Toronto and Vankleek Hill Walks for PKD increased funds raised by 36% and 30%, and
attendance by 15% and 12% respectively. Both Walks achieved incredible support from local
volunteers and corporate sponsors!

This continued support will assist us in meeting the needs of Canadians who are impacted by PKD
while allowing us to continue strengthening our national presence and bring awareness to PKD.
Our fundraising is showing results! One forthcoming initiative is awarding a grant to Toronto
General Hospital to enhance the research and educational capacity of their PKD specific clinic by18
developing a computerized patient registry database.

Fundraising & Awareness Initiatives at a Glance...

Above: PKD info table at the Vankleek Hill Walk
for PKD.
Top Centre: Vankleek Hill Walk Coordinator Cheri
Barton baking Green Ribbon cookies!

Bottom Centre: Supporters at the Toronto Walk
for PKD.
Above: Two key Walk for PKD
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volunteers sporting their END PKD t-shirts.

Finances
We value the investment our donors make to the PKD Research Society of Canada. We are thrilled to
see substantial annual growth and we hope that this trend continues going forward.
2 YEAR REVENUE COMPARISON
$80,000

$75,978

$70,000
$60,000

$55,000

$52,774

$50,000
$41,054

$40,000

2008

2009

$30,000
$20,000
$10,000

$11,720
$9,331

$11,647
0

$0
Donations

Walkathons

Fundraising

TOTAL
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Finances (continued)

We ensure that the funds we receive directly benefit our frontline programs, services and research
initiatives. We target our funds towards helping Canadians living with Polycystic Kidney Disease. A total
of $42,833 (staff salary) has been allocated into areas where ED time & attention has been focused.

How funds were allocated / 2009 Expenses

Grant Accrual - Funds set aside for future grants

Member Service and Education - Support Meetings,
Webinars, PKD Phoneline, Newsletters
$5,972
8%

$16,000
20%

Fundraising/Walkathon - Costs associated with the
events

$20,902
28%
$11,944
16%

$8,958
12%

$11,944
16%

Chapter Management - Establishing / training and
ongoing support of Chapter groups
Foundation Growth and Development - Liaison with
government and legal agencies, website
development, conference attendance
Public Awareness - PKD brochure development &
distribution, media contact (TV and print)
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Appreciation

The Board of Directors of the PKD Research Society of Canada wish to thank our generous
donors, tireless volunteers and our Executive Director for all of the great strides we made in
2009.

