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““P0OGO’S efforts
to provide
equivalent care
for children

across the province

have been amazing! It is
A reassuring to know that
the care our kids receive is
of the highest standard. ”

Susan Kuczynski,
parent of childhood cancer survivor,
Co-Chair of Ontario Parents Advocating
for Children with Cancer (OPACC)



INTRODUCTION TO POGO

ach year, an increasing number of
Ontario’s children (now more than
2500) undergo treatment or require
follow-up care for cancer. Investments
of human and financial resources, and a high
level of professional collaboration have
resulted in a 75% overall survival rate for
these children. However, survival can come at
a high cost. Quality of life may be compro-
mised as survivors and their families struggle
with the physical, psychological and socio-
economic impacts of the disease and its
treatment. And, despite decades of remark-
able progress, 25% of children newly diag-
In fact,
cancer kills more of our children than any
other disease: on average, 2 children die of
malignant disease each week in this province.
Since its founding in 1983, the Pediatric
Oncology Group of Ontario (POGO) has champi-
oned childhood cancer care and control. As
the concordant voice of the childhood cancer
community, POGO seeks to ensure access for all
of Ontario’s children to well coordinated, state-
of-the-art diagnosis, treatment and required
ancillary services. The organization is a collabo-
ration of the five specialty pediatric oncology
programs in Ontario - The Hospital for Sick
Children (Toronto); Children’s Hospital,
Hamilton Health Sciences; Children’s Hospital of
Western Ontario (London); Kingston General
Hospital; and Children’s Hospital of Eastern
Ontario (Ottawa) - along with a growing num-
ber of partners drawn from community hospi-
tals, community services, other members of
the health care sector, families of children who
have, or have had cancer, corporate and private
benefactors, and volunteers.
Strong partnerships with Ontario’s Ministry
of Health and Long-Term Care (MOHLTC) and
the childhood cancer community, and an

nosed with cancer will not survive.

unfaltering collaboration among the POGO
programs and professionals have led to many
successes. Over the years, POGO has built a
reputation for recommendations based on
solid provincial data, scientific evidence and
extensive clinical experience. Today, POGO is
the official source of advice to the MOHLTC on
pediatric cancer care and control, and the
Ministry has assigned pediatric cancer Priority
Program status, thus assuring separate plan-
ning and committed funding for the disease.

The joint efforts of POGO and its partner hos-
pitals have created an environment in which the
gaps in cancer care and control are identified,
and a secure and appropriate flow of funds to
treating hospitals may be negotiated with gov-
ernment, and continually adjusted to accommo-
date new treatments and new service demands.

Thanks to POGO, care for Ontario’s children
with cancer has been integrated into an
exemplary, province-wide system supported
by practice guidelines, professional educa-
tion, accurate information and research. The
POGO collaboration strives to improve quality
of life during all phases of a child’s cancer
journey - from diagnosis to palliation, or from
diagnosis to cure and beyond.

“our government is
committed to ensuring that
the children of this province
have access to the very best
healthcare that’s available...

This funding will ensure
that newly diagnosed
children with cancer have

the care they need.”

Tony Clement,
Minister of Health
and Long-Term Care,
in reference to Ministry
funding for pediatric cancer
announced in 2003,
catalyzed by POGO.
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A MESSAGE FROM THE

Dr. Ronnie Barr

Sudbury Regional
Hospital Corporation

Hotel Dieu Grace
Hospital, Windsor

PRESIDEN

wenty years ago, in 1983, POGO was
formed by a group of pediatric oncolo-
gists who recognized that Ontario lacked
knowledge of the total picture of child-
hood cancer in the province, and that the institu-
tions delivering care had no formal system of col-
laboration, communication, or standard-setting.
Their vision was to ensure that Ontario had a coor-
dinated childhood cancer system which provided
all children with equal access to state-of-the-art
care. Over time, POGO’s membership expanded to
include other disciplines, such as nursing, phar-
macy and psychosocial specialties, ensuring that
its work and the care of the children addressed all
aspects of the childhood cancer experience.

In 1994, the Ministry of Health and Long-Term
Care (MOHLTC) invited POGO to identify gaps in
service across Ontario and propose strategies to
fill these. In response, the childhood cancer
community - health care professionals, adminis-
trators, parents and survivors - mobilized under
POGO’s leadership to develop a strategic plan
which became the blueprint for an enhanced
provincial childhood cancer system.

Shortly thereafter, POGO was named the offi-
cial advisor to Ontario’s MOHLTC and pediatric
cancer was designated a Priority Program.

POGO has striven to ensure that the pediatric
cancer institutions across Ontario function as a
seamless network, supported by the MOHLTC,

and that they adhere to practice standards and
guidelines developed by expert representatives
from their own ranks, under the umbrella and
coordination of POGO.

In 2000, the POGO Chair in Childhood Cancer
Control was established at the University of
Toronto with the support of private sector
donors. The incumbent of the POGO Chair, Dr.
Mark Greenberg, concurrently works as POGO’s
Medical Director, enabling the organization to
advance a range of consensus building, teach-
ing and research activities and to ensure their
translation into better care.

Today, POGO is on the brink of an exciting
phase of growth which will advance its
research agenda, add financial support for
families, further consolidate childhood cancer
services and, ultimately, necessitate increased
private sector fundraising.

We are mobilized to make Ontario a model
childhood cancer system, and through the
sharing of POGO documents, data and expert-
ise at the request of national and internation-
al organizations, to also benefit children and
families beyond provincial borders.

Thanks to all of you who have played such
an important role in POGO’s past, and
welcome to those who will be joining us on
our continuing journey. We look forward to
your ongoing support.

The Credit Valley
Hospital, Mississauga

Children's Hospital
of Western Ontario
University of
Western Ontario

The Hospital
for Sick Children
University of Toronto

The Pediatric Oncology
Group of Ontario

Children's Hospital
Hamilton
McMaster University

Children's Hospital
of Eastern Ontario
University of Ottawa

Kingston
General Hospital
Queen's University

Orillia Soldiers'
Memorial Hospital

Grand River Hospital,
Kitchener Waterloo
Health Centre
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REPORT FROM THE EXECUTIVE

Dr. Corin Greenberg

tis my pleasure to report on the activity undertaken by POGO
during the fiscal year 2002/2003. During this time, POGO did
much to advance the care of children with cancer in the
areas of Care, Education and Research, through the devel-
opment and maintenance of the provincial childhood cancer
registry and database (POGONIS), and through the deployment of

POGO models & guidelines in the service of other jurisdictions.

Highlights of POGO activities during the past year include:

m Advising the Ministry of Health and Long-Term Care
(MOHLTC) on increased staffing requirements at pediatric
oncology programs across the province. As a result, the
MOHLTC announced a further $2.9 million per year for the five
pediatric institutions - to help ensure that the care of children
with cancer in this province continues to improve. Since 1998,
and based on POGO advice, the MOHLTC has dedicated a total
of $51 million in new, operating funds for pediatric cancer
physicians, nurses and allied health staff.

m Taking on the administration and financial support of
the Pediatric Oncology Financial Assistance Program
(POFAP), which will help offset some of the immense bur-
den of out-of-pocket costs faced by families of children
with cancer (estimated to represent an average of approx-
imately 1/3 of after tax income).

m Securing dependable funding to allow the pediatric
Interlink Community Cancer Nursing program to join other
childhood cancer services under the POGO umbrella.
Interlink nurses help children with ongoing medical needs to
reintegrate into the community during and after treatment.

m Collaborating with the MOHLTC and the POGO programs
to assess the impact of the Ministry’s significant invest-
ment in childhood cancer since 1998, e.g. changes in
human resources; availability of a full spectrum of child-
hood cancer services; efficacy of service delivery; satisfac-
tion among families and caregivers; and residual impedi-
ments to effective care delivery.

m Expanding the activites of the POGO Research Unit (PRU)
and recruiting Madeline Riehl as Senior Associate, Research
& Planning, to assist with the growth of POGQO’s research
agenda. This will ensure that important research is under-
taken to help secure the best possible outcomes and deliv-
ery systems for children with cancer in Ontario.

DIRECTOR

m Frequent consulting and
advising regarding optimal
models of health system
delivery, at the request of
organizations and institu-
tions across Canada and
internationally. POGO is com-
mitted to sharing the wealth
of expertise generated by the
collaboration with jurisdictions
beyond Ontario via presenta-
tions and sharing of strategic
plans, methodologies and
other documents.
| am pleased to report that

POGO is operating on a surplus basis. For the fiscal year ended

March 31, 2003, the total income was $4,366,740 with total

expenses of $3,600,859. The annual audit of POGO’s financial

statements is underway at press time, and these figures may
change once the audit is completed. POGO’s policy is to allocate

a portion of any year-end surpluses against high-priority needs

and programs approved by the POGO Board, and subject to

Ministry of Health approval when concerning Ministry funds,

while retaining a positive fund balance into the subsequent fis-

cal year. For detailed financial statements please contact Susan

Grace in our office at 416-592-1232.

2003 marks the 20th anniversary of the remarkable collab-
oration of concerned and committed health care profession-
als, parents, and childhood cancer survivors, known as POGO.
At this milestone in our history, we embark on an era of
growth and expansion of activity facilitated by private sector
funding, with great expectations that it will increase POGO’s
capacity to continue to improve the care and quality of sur-
vival for the children of Ontario; to enhance professional
education, disease surveillance and research; and to extend
the impact of POGO innovations beyond Ontario’s borders to
assist in the development of pediatric oncology in other juris-
dictions around the world. We thank all of you for the many
ways in which you have supported POGO - through your
work, your expertise, your charitable contributions - and look
forward to moving forward in continued partnership.

Dr. Corin Greenberg

POGO annual report 2002-2003 5



MEASURES OF OUR SUCCESS

Objectives Set
in 1988 and 1994
Strategic Plans

200272003 Activity In Support of Objective

To ensure government has m Delivered presentations to policy makers on the POGO model for a comprehensive, integrated health
expert advice to build a child- service system
hood cancer care system. m Conducted data collection, development and analysis to support decision making
m Sustained rapid policy development capacity
To initiate an integrated, compre- | m Completed and implemented standards and guidelines for the Provincial Pediatric Oncology Satellite
hensive provincial system of care. Program and the AfterCare Program
To create and sustain a m Provided data on childhood cancer to multiple researchers, academics, speakers and media
provincial database on m Expanded provincial database to include surveillance of late effects
childhood cancer (Pediatric m Adapted POGONIS to facilitate printing of Passport to Health summaries which capture treatment
Oncology Networked history of survivors
Information System — POGONIS) | = Increased speed and efficiency of data transfer into POGONIS
m Developed further expertise in innovative analyses and reporting
To achieve a major expansion m Phase lll expansion proposed to and approved by MOHLTC leading to an additional $2.9 million to POGO
of expert staff in all disciplines centres for increased staff. Since 1998, POGO has catalyzed more than $51 million in operational fund-
ing into the system from MOHLTC to augment care of children at the five POGO affiliated sites.
m Conducted Impact of Funding Assessment to evaluate impact of recent Ministry investment in childhood can-
cer. Significant improvements, including a 69% overall increase in funded staff positions, were demonstrated.
m AfterCare clinic staffing requirement specified, funded and offered professional development
m Staffing secured for two newly activated Provincial Pediatric Oncology Satellite Program sites
m Expanded POGONIS support staff
m Positions added to the central POGO coordinating office: Clinical Programs Coordinator and Senior
Research Associate
To create a provincial system m AfterCare staff recruited, guidelines activated
of AfterCare Clinics for sur- m Developed AfterCare database
vivors of all ages. m Enabled extraction and printing of Passport to Health summaries for survivors
m |nitiated professional education and update programs for AfterCare professionals
To initiate supportive strategies | m Assumed responsibility of POFAP (Pediatric Oncology Financial Assistance Program) to reimburse
for patients/families families for specified out-of-pocket costs arising when children with malignant disease and their care-
giver(s) attend cancer treatment over a prolonged course of care.
m Achieved substantially increased access for families to multidisciplinary caregivers — 69% overall
m Created on-line database of SAVTI resources to support survivors leaving high school.
To increase opportunities for m Held 11th Symposium on Childhood Cancer, Care at the End of Life
professional development and | = Provided peer review and consultation through POGO’s Provincial Research Committee
specialization in pediatric m Offered specialized practice updates for POGO’s Satellite and AfterCare Program staff
oncology m Provided mentoring for abstract development and poster presentation
m Published POGO News, circulation >2000 several times a year
To create a POGO Research Unit| ® A5 year Ministry funding commitment to PRU, scheduled to end March 2003 was extended by 1 year
(PRU) to March 2004. Over the 5 years, the PRU:
e Stimulated and expedited studies in four major interest areas
« Attracted 26 highly relevant research projects, submitted by 82 investigators, which resulted in 21 publications,
manuscripts, posters and other forms of academic output and significant subsequent funding from other sources.
m Recruited a Senior Associate, Research & Planning, to manage PRU
To transfer knowledge to pro- m Provided accurate information on childhood cancer to academics, clinicians, researchers, media, par-

fessionals and interested public

ents, and other interested parties.
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CARE

n 1988 and 1994, POGO created comprehensive childhood can-

cer strategy documents for submission to the Ministry of Health

and Long-Term Care (MOHLTC). In 2002/2003 POGO furthered
implementation of the framework recommended in these docu-
ments to enhance care of children with cancer through:

Standards & Guidelines

m updating the operating guidelines of the Provincial
Pediatric Oncology Satellite Program which transfers
aspects of children’s care to community hospitals closer
to their homes in order to minimize disruption for the
patient and family, and to reduce pressure on under-
staffed hospitals.

m disseminating and implementing guidelines for POGO
AfterCare Clinics which monitor and promote the health
of survivors who often face late effects of their disease and
treatment, and assure application of information relevant
to care and research for future patients.

m updating POGO guidelines for the management of central
venous lines - devices which facilitate the delivery of
chemotherapy - to help reduce infection risk, thereby min-
imizing the trauma of treatment.

m developing guidelines for the safe handling of chemother-
apy drugs - the work of POGO’s Nursing Committee.

Patient & Family Resources

m undertaking the administration and more than 60% of the
funding of POFAP, the Pediatric Oncology Financial
Assistance Program, previously operated by the
Canadian Cancer Society (CCS), Ontario Division. POFAP
reimburses families for certain costs incurred when a child
is in treatment, such as food, accommodation, and
babysitting for siblings. Such costs can consume approx-
imately one-third of a family’s after-tax income. Until
March 2006, POGO will provide funding in partnership with
CCS. Thereafter, POGO will seek partnerships to raise
funds to ensure POFAP’s viability.

m creating SAVTI, the Successful
Vocational Transition Initiative, to assist survivors with
cognitive affects of their disease and treatment to transfer
into post-secondary learning and/or work environments.
The SAVTI blueprint was finalized and a pilot program
implemented with George Brown College. SAVTI is expect-
ed to ultimately roll out across Ontario.

Academic and

Our Partners in Cancer Care

Children's
Hospital of Eastern
Ontario, Ottawa

Kingston
General
Hospital,
Kingston

[ J
Princess Ma@ret Hospit
Toronto ¢y

* o
[ &

The Hospital for Sick Children,
Toronto

McMaster
Children’s Hospital, Hamilton

Children's Hospital
of Western Ontario, London

> AfterCare Clinics
Children's Hospital of Eastern Ontario, Ottawa
Kingston General Hospital, Kingston
Princess Margaret Hospital, Toronto
The Hospital for Sick Children, Toronto
McMaster Children's Hospital, Hamilton
Children's Hospital of Western Ontario, London

* Satellite Programs

Credit Valley Hospital, Mississauga
Grand River Hospital, Kitchener-Waterloo
Orillia Soldiers' Memorial Hospital, Orillia

Sudbury Regional Hospital Corporation

Hotel Dieu Grace Hospital, Windsor

Filling Service Gaps

m increasing the number of expert staff available in all pedi-
atric cancer programs by catalyzing a further $2.9 million in
MOHLTC funding. The Ministry’s decision to allocate more
than $51 million in operating funds to expand human
resources since 1988, was based on recommendations
emerging from POGO’s 1994 strategic plan which identified
persisting gaps in service and funding. It has led to a 69%
overall increase in funded positions.

m addition of two new satellites - Credit Valley Hospital,
Mississauga and Hotel Dieu Grace Hospital, Windsor - to the
Provincial Pediatric Oncology Satellite Program.

m supporting the induction of staff, development of data
gathering and overall implementation of the POGO
AfterCare Clinics.

m securing MOHLTC funding for the pediatric program of
Interlink Community Cancer Nurses who provide commu-
nity nursing support, and integrating these services into
the provincial planning of the pediatric cancer network.

m securing funding to implement a technical program, Easy
Pax, to facilitate the exchange of clinical images among the
pediatric cancer treatment facilities, to support treatment
decisions, and reduce repeat imaging and testing.

POGO annual report 2002-2003 [



POGO Annual
Multidisciplinary
Symposium on
Childhood Cancer -
Care at the
End of Life:
The Multiple
Dimensions
Session Topics Included:

m Ethical Issues in Pediatric
Care at the End of Life

m The Physiology of
Dying and Pharmacologic
Management of
Symptoms that Result

m Talking to Dying Children

® Communication, Children
and Death in the Age
of the Internet

m Adolescents and
Decision-Making at
the End of Life

m Pharmacologic Control
of Complicated Pain
at the End of Life

m The Impact of End of
Life Care on Pediatric
Oncology Professionals

EDUCATION

OGO is committed to providing frequent
opportunities for education that allow
health care professionals to remain up-
to-date in the rapidly advancing field of pedi-
atric oncology, and to ensure that the care
delivered to Ontario’s children is both current
and focused on caring for the whole child.
POGO’s educational events are dynamic, mul-
tidisciplinary learning opportunities at which
experts assemble to identify and examine
challenging issues of caring for children with
malignant disease from multiple perspec-
tives. They provide valuable opportunities for
consultation and collaboration, and excite
discussion that advances policy, program and
practice innovation.
Highlights of POGO’s educational programs
during 2002/2003 are described below.

Multidisciplinary POGO Symposium

The 11th POGO Symposium on Childhood
Cancer, Care at the End of Life: The Multiple
Dimensions, took place in November 2002.
Program topics appear in the sidebar.
Several hundred multidisciplinary profes-
sionals in attendance gave the 2002
Symposium extremely high ratings as an
effective source of new information for
practice and of new ideas for research. Since
funds for professional education have been
scaled back at some institutions, bursaries
were made available to each of the POGO
partner centres to facilitate broad-based
participation in this conference. The costs
of the Symposium were offset, in part, by
corporate sponsorship. A list of sponsors
can be found on page 17.

Specialized Practice Updates

POGO held a specialized practice update
for partners in the Provincial Pediatric
Oncology Satellite Program. The pro-

gram was delivered in partnership with The
Hospital for Sick Children’s Bone Marrow
Transplantation Unit (which also provided
teaching faculty) and was chaired by POGO’s
Medical Director/the POGO Chair in
Childhood Cancer Control.
focused on Bone Marrow Transplantation

The event

(BMT) - Care and Management of Patients.
Topics included Management of BMT
Complications; Psychosocial Impacts of
Transplantation; and Nutritional Needs in

the Post-Transplant Patient.

Research Review and Consultation

Through POGO’s Research Committee,
conceptual, methodologic and analytic
expertise and advice were made available to
help refine research proposals, academic
abstracts and posters. POGO’s work in this
regard supports the development of
research skills, augments the capability of
disciplines with
methodology to pursue research questions,
and facilitates multidisciplinary research col-
laborations.

less familiar research

POGO News

POGO periodically publishes a newsletter cir-
culated to over 2000 professionals and other
stakeholders across Canada, the USA and
internationally. POGO News summarizes new
advances; analyzes the implication of new
policies and legislation; provides a summary
of upcoming conferences; reviews relevant,
recent publications; and provides updates on
the activities of POGO programs and POGO’s
standing committees. A 2002/2003 newslet-
ter focusing on Adolescent and Young Adult
Oncology generated so much interest that
the topic was selected as the focus of the
2003 Symposium.
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he POGO Research Unit (PRU) was
initiated in 1998, with a mandate to
focus on research that contributes to

a better understanding of childhood cancer

control and improved outcomes for chil-

dren with cancer and their families.

The Ministry of Health and Long-Term Care
(MOHLTC) funded the PRU initially; by 2002/
2003, POGO was committed to in-creasing its
research capacity. To this end, staff has been
hired to develop and implement research
activities and to augment partnerships with
other researchers and institutions. Moving
forward, the PRU will seek funding support
from the private sector and granting agen-
cies, in addition to the MOHLTC.

To fulfill its mission, the PRU is guided
by the following goals as they pertain to
pediatric oncology:

m To document and understand
province-wide patterns and trends;

m To carry out health services research
relevant to policy;

m To investigate physical, behavioural and
societal outcomes of the disease and
treatment;

m To generate and evaluate strategies in-
tended to continually improve the quantity
and quality of survival in childhood cancer;

m To encourage improved communica-
tion and implementation of knowl-
edge, resulting in more informed
policy development;

m To create a research staff responsive to
investigators seeking advice, consulta-
tion and expertise in research design
and development;

m To promote linkages between health care
services, providers and decision-makers.
The POGO Research Unit will initiate, co-

ordinate, facilitate, conduct and educate in

the realm of research across the entire

RESEARCH

range of cancer control components in
childhood. POGO is uniquely able to carry
out such research because of its access to
an entire population, the breadth of disci-
plines it encompasses, and its unique data-
base - POGONIS (the Pediatric Oncology
Group of Ontario Networked Informa-
tion System). The PRU will promote
research that is complementary to that of its
partner hospitals and existing research insti-
tutes within the following general categories:

Demographic studies will examine
environmental and molecular interac-
tions, especially relating to those cancers
of increasing incidence in childhood.

Evaluation of clinical practice and
health intervention studies that will
review components of the disease, its
treatment, and system and sociologic
determinants of clinical outcomes.

Health economics and quality of life
investigations will focus on application
of existing methodologies for estimation
of the costs and effectiveness of therapy,
and the measurement of quality of life
and the burden of illness.

Status of survivors projects will evaluate
health outcomes and identify and study
interventions intended to alter long-term
health status, including preventive strate-
gies and health promotion interventions.

The years ahead will see significant
growth in scope and activity for the PRU.
A fully operational POGO Research Unit
will generate investigations that pave the
way for continued advances in the care
of children with cancer and further
define strategies for optimizing the qual-
ity of life of survivors. Scientists and staff
will increase in number and an educa-
tional Research Fellowship Program will
pave the way for three Research Fellows
to join the PRU in 2004.

Studies active through
2002/2003 with various
partners and collaborations,
are described below:

Projection of Future Demand
for Pediatric Cancer Services and
a Determination of the Staffing
Funding Required - To anticipate
and ready the system for future
service demand, POGO researchers
analyzed data to determine pat-
terns and trends in childhood can-
cer incidence, future demand and
staffing levels. The implications
were presented to the MOHLTC
and, most recently, resulted in a
further allocation of $2.9 million to
the POGO centres in accordance
with staff-to-patient ratios deter-
mined by POGO for muiltidiscipli-
nary staff teams.

Exploration of the Risk Factors
for Childhood Cancer - Several
investigations examined environ-
mental exposure and the child’s
genetic ability to permit or
obstruct the development of
malignancies. One important
study looked at the impact of
universal dietary folic acid supple-
mentation on the epidemiology
of Neuroblastoma. The results of
a study on Osteosarcoma, genet-
ic makeup and specific viral expo-
sure were published, with further
funding catalyzed to continue
this line of enquiry.

An Investigation of the
Pediatric Oncology Nursing
Workforce - POGO nurse
researchers from the five POGO
centres examined nursing

(continued on page 10)
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PROVINCIAL CHILDHOOD
CANCER REGISTRY AND DATABASE

““The PRU (POGO Research
Unit) has proven to be an
effective mechanism to
faciliatate the development and
conduct of innovative studies
that require the infrastructure
of a dedicated pediatric
oncology research group. The
comprehensive nature of the
POGONIS database facilitates
multi-disciplinary population as
well as cohort-based research
in the field that cannot other-
wise be achieved. Expansion of
the current infrastructure, as
well as in-house expertise and
capacity of the PRU will signifi-
cantly augment the research
agenda. Furthermore, initiation
of a POGO fellowship will
address the ongoing need to
support and nurture a genera-
tion of young and enthusiastic
investigators in the field of
pediatric cancer control
research.”’

David Malkin, Senior Scientist,
Cancer Research Program,
The Hospital for Sick Children

(continued from page 9)

turnover levels and edu-
cational needs, and iden-
tified strategies to pre-
vent nursing shortages.
A follow-up study focus-
ing on education, work
experience and employ-
ment status of the nurs-
ing workforce will be con-
ducted through 2003/
2004, and should enable

OGO has built and maintains POGONIS (Pedi-
atric Oncology Group of Ontario Networked
Information System), a database and reg-
istry capturing selective, standardized data on all
childhood cancer cases in the province of Ontario.

The purpose of POGONIS is to monitor:

m the incidence and prevalence of cancer in
childhood;

m demand for care;

m the nature and specifics of treatment;

m patient outcomes; and

m long-term effects of childhood cancer and
its treatment.

Coupled with the knowledge capital represent-
ed within POGO’s Board, staff, and standing com-
mittees, POGONIS is the cornerstone of expert
advice and planning for the province. It is a
unique source of reliable validated data that is
the basis for:

m precise estimates of the incidence of child-
hood cancer in the province;

m planning new programs and ensuring that
decisions about where to locate these are
well informed,;

m provision of data for multiple research projects;

m population-based research on the POGONIS
data itself;

m accurate projections of the number of chil-
dren to be treated in the future;

POGO to continue to

m forecasting the number of staff required; and

m a clear understanding of where the children
live in relation to where they are treated, in
order to facilitate the strategic location of
treatment facilities.

POGO has taken a number of steps recently
to ensure further development and enhance-
ment of POGONIS. For example:

m POGONIS has been structured to enable local
data query by POGO partner hospitals, in
order to facilitate its use by personnel in the
institutions delivering pediatric cancer care.

m POGONIS has been expanded to accommo-
date the tracking of late effects and
AfterCare services.

m POGO has undertaken to fund and train data
managers and otherwise support the collec-
tion of information on survivors diagnosed
prior to 1995 in order to create a Passport
to Health for each survivor. The Passport
to Health was designed by POGO to contain
information critical to the ongoing care of
survivors, and to be carried by survivors.
Into 2003/2004, POGO will continue to pro-

vide financial assistance for POGONIS data

management, and will provide ongoing train-
ing and professional development for POGO
data managers.

address challenges related
to nursing turnover and
retention.

A Series of Studies
Probing Quality of Life of
Survivors - Several studies
have been undertaken to
investigate the impact of
specific diagnoses and
treatment on the physical
and psychosocial out-

comes of patients. These
studies, some of which are
ongoing, permit resear-
chers and clinicians to re-
evaluate current treatment
approaches and identify
interventions to moderate
the factors which impair
later quality of survival.
Several different types of
cancer and treatments are
included in this grouping.
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celebrating 20 years of caring, innovation and leadership

DEPLOYMENT OF POGO

KNOWLEDGE CAPITAL
IN THE SERVICE OF OTHER JURISDICTIONS

The POGO model of collaborative decision
making has been utilized by government and
other agencies as a template for policy devel-
opment and the organization of health serv-
ices. POGO is regularly called upon to consult
with health planners on the development of
health care delivery models in Canada and
around the world.

Examples of POGO’s consultation to other
jurisdictions through 2002/2003 are listed
below:

In Canada

m POGO’s Medical Director/the POGO Chair in
Childhood Cancer Control led a workshop
for the British Columbia Cancer Control
Agency and Women and Children’s Hospital
of British Columbia on the development of
regionalized childhood cancer services.

m The POGO model for the development of
AfterCare services has been used as a tem-
plate in Atlantic Canada, Quebec and British
Columbia.

m POGO consulted and presented informa-
tion to Ontario’s Specialized Pediatric
Coordi-nating Council on the development
and maintenance of a vital, tiered, coordi-
nated and integrated health care service
delivery system, using the POGO model of
care delivery as a “best-in-class” example.

m POGO’s Medical Director/POGO Chair in
Childhood Cancer Control consulted and
presented to the Gynecological Oncology
Group of Ontario on the development of an
integrated provincial system of cancer care
and control.

m The Medical Director/POGO Chair participat-
ed in Toronto’s lan Anderson Program
Workshop on the development of teaching
modules addressing principles and policies
in palliative care.

Internationally

m By invitation of the Institute of Medicine of
the National Academy of Sciences of the
United States, POGO’s Medical
Director/POGO Chair in Childhood Cancer
Control addressed the Institute on the
development and organization of a system
for the care of survivors of childhood can-
cer, and participated in the development of
their report on this issue. The report will
cite POGO as an exemplary model.

m POGO accepted an invitation to participate
in an international outreach program in
Central America (the “Central American
Pediatric Oncology Research Infrastructure
(CAPRI)” initiative) in partnership with St.
Jude Children’s Research Hospital, the
Monza International School of Pediatric

Hematology/Oncology and the Central
American consortium of pediatric cancer
institutions, AHOPCA.

““POGO has been a catalyst
for life beyond the cure and

survivors’ special needs.”’

Jill & Andrew Sprawson,
childhood cancer survivors
and founders
of Rebounders Canada
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A MESSAGE FROM THE POGO

CHAIR

IN CHILDHOOD CANCER CONTOL

AND MEDICAL DIRECTOR

Dr. Mark Greenberg

““The work of the POGO
Chair in Childhood Cancer
Control has had a great
impact on the university and
the medical research com-
munity, but more important-
ly, on the families it was

always intended to serve.”’

Jon S. Dellandrea
VP and Chief Advancement
Officer, University of Toronto

t has been my privilege, in my dual capacity
as POGO Chair in Childhood Cancer Control
and POGO’s Medical Director, to continue my
work, in collaboration with Ontario’s leadersin
childhood cancer control, to enhance the care of
those afflicted with childhood cancer. Over the
past year, we have made significant inroads into
realizing our vision of a cutting edge care delivery
system that uses precious resources effectively.
The childhood cancer care community remains
committed to working together to advance care,
research, education and knowledge transfer in
Ontario, Canada and across the globe.
To this end, | have been involved in a wide
range of activities during 2002/2003. These
are detailed below:

CARE
Standards & Guidelines: My role during the

past year was to provide leadership and con-

sultation on the following projects:

m Update and refinements of the Provincial
Pediatric Oncology Satellite Program
and the guidelines that define it;

m Update of the guidelines of the manage-
ment of central venous lines;

m Consultation regarding the POGO guidelines
for safe handling of chemotherapeutic agents;

m Development of guidelines for the delivery
of care to survivors of childhood cancer
through the POGO AfterCare clinics.
Filling Service Gaps: In my dual role, | am responsi-

ble for ensuring that gaps in service delivery are iden-

tified and filled. Examples of such activity include:

m Advocacy with the Federal Government for
the continued funding of the national
Childhood Cancer Surveillance and Control
Program of Health Canada;

m Consultation with the Assistive Devices
Program of the Ministry of Health and Long-

Dr. Mark Greenberg

term Care (MOHLTC), regarding the provision
of nutritional support and assistive devices
to the childhood cancer population;

m Reporting the results of the POGO “needs and
gaps study” completed this year in which |
played a major role in the design, analysis and
interpretation of the implications for funding;

m Playing a lead role in the development of SAVTI,
the vocational transitions program for congni-
tively affected survivors of childhood cancer
This program was conceived from clinical expe-
rience, developed in concert with multi-discipli-
nary partners from the health and education
sectors, and is currently being operationalized.

EDUCATION
During 2002/2003, | was pleased to coordi-

nate, convene and otherwise participate in sev-

eral educational endeavours. My involvement
in some of these endeavours is detailed below:

m | organised and chaired the very successful
2002 annual POGO Multidisciplinary
Symposium on “Care at the End of Life:
The Multiple Dimensions”;

m | chaired and organised the Pediatric
Oncology Satellite Education Day and
Round Table 2002, focusing on Bone
Marrow Transplantation (BMT) - treatment
advances and post-BMT care;

m | helped in the organization and planning of
the first AfterCare Education Day;

m | participated in the planning and produc-
tion of POGO News and acted as editor of
selected issues;

m | delivered many lectures and addresses to
professional peer groups;

m | addressed the Institute of Medicine of the
National Academy of Sciences in
Washington, DC on the organization of care
for survivors of childhood cancer.

12 POGO annual report 2002-2003
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celebrating 20 years of caring, innovation and leadership

RESEARCH
My role as Medical Director/POGO Chair

involves me in the activities of the POGO

Research Unit (PRU). For example, in

2002/2003:

m | assumed a lead role in the establishment
of this population-focused research unit,
including the initiation and fostering of
research directions, the recruiting of per-
sonnel, and the creation of linkages with
potential partner organizations including
Cancer Care Ontario; CIHR Institute of
Human Development, Child and Youth; the
Centre for Nursing Resarch; and others;

m | was involved in the submission of several
grant proposals to granting agencies,
including a study of delay in access to treat-
ment and a study of the role of electronic
technology in facilitating clinical trials;

m | have been involved in the publication of
several abstracts and manuscripts crossing
the spectrum of childhood cancer control;

m | participated in the design, execution and
interpretation of POGO’s Impact of Funding
Assessment, examining the impact of
increased MOHLTC funding on the pediatric
cancer care system.

PROVINCIAL CHILDHOOD CANCER
REGISTRY AND DATABASE

In 2002/2003, | led the expansion of the
POGONIS database to accommodate a com-
bined clinical and research component
focused on long-term survivors. In addition,
the data structure and organization were
reviewed and updated.

DEPLOYMENT OF POGO
KNOWLEDGE CAPITAL
IN THE SERVICE OF
OTHER JURISDICTIONS

| have accepted numerous invitations,
extended to me this past year, to share the
POGO model of collaboration, discuss innova-
tive program delivery mechanisms, and the
POGO standards and guidelines we have
developed. | have made presentations, lead
workshops, participated in symposia and

think tanks, and co-chaired, along with
POGO’s President, the Canadian Childhood
Cancer Surveillance and Control Program.
These undertakings are detailed elsewhere in
this report. In aggregate, they have afforded
the opportunity for POGO to influence health
care thinking and policy development, both
directly relevant to childhood cancer control,
the wider childhood health care domains,
and other aspects of health care at the local,
provincial, national and international levels.
The year ahead promises much exciting
activity, with new and expanded roles for
POGO. Further development of clinical,
research and educational programs is already
underway. The focus of POGO continues to be
the global wellbeing of the children and their
families, and the initiatives currently on the
drawing board and under development will
enhance the care of children with cancer and
the quality of life for them and their families.
Thank you to all of you who, by supporting
the funding of the POGO Chair in Childhood
Cancer Control, have recognized the impor-
tance of research and education to the precious
children whose lives are affected by cancer.

“our daughter, Erica, was

diagnosed with Leukemia
two years ago.

The treatment and care she
has received throughout her
chemotherapy has been
at the highest standard
a parent could expect.
Erica's safety, comfort,
and long term health are
a top priority, thanks to
the work of POGO and
their partnership with

her treating hospital.”

Lynne and lan Cleghorn,
parents
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A MESSAGE FROM POGO’S FUNDRAISING

COMMITTEE CHAI%@W

Tony Melman

“The leadership demon-
strated by POGO through
their initiatives, and their
commitment to fundraising
through events that put a
human face on pediatric
cancer and the families that
deal with those issues on a

daily basis, is outstanding.”

Dr. David Naylor
Dean of the Faculty
of Medicine,
University of Toronto

ongratulations to POGO and the com-
munity of pediatric health care
providers, patients, and families on
the 20th Anniversary of POGO. |
applaud all of you who have helped advance
the care of children with cancer in this
province. | look forward to supporting your
efforts as POGO embarks on an era of
increased activity and contribution to success
in the field of childhood cancer, facilitated by
increased private sector fundraising.

It is my pleasure to report on our fundrais-
ing activities in 2002/2003. Special events this
past year included the 2nd annual Family Fun
Day at Camp Green Acres. This event, pre-
sented by TD Commercial, raised nearly
$25,000 for the POGO Chair. (A complete list
of sponsors can be found on page 17.) POGO
also benefited from third-party events during
2002/2003, including the Golf Town annual
golf tournament, the Cedervale Family Fun
Day and the Canadian International Marathon.
In addition, Charles Coffey of RBC Financial
Group, hosted a dinner to celebrate POGO’s
20th anniversary, and to help raise awareness
of our organization.

Corporate sponsorships helped offset the
costs of the 11th POGO Multidisciplinary
Symposium, “Care at the End of Life: The
Multiple Dimensions”. The generous sponsors
who made this event possible are listed on
page 17.

By the end of the 2001/2002 fiscal year, we
had raised a total of approximately $2.7 mil-
lion for the POGO Chair, the primary focus of
our fundraising activity in that year. | am
pleased to inform you that as of March 31
2003, we have raised $3.8 million and expect
to reach our $4 million goal by the end of cal-
endar 2003. As an indication of my family’s
commitment to POGO, we have decided to

make an additional donation to fully fund the
shortfall. Thus, | am pleased to advise you
that the campaign for the Chair endowment
is now complete.

| am also pleased to report that, in anticipa-
tion of POGO becoming a charitable entity, |
have made a donation of a unique and rare
collection of vintage guitars and amplifiers
valued at over $5 million. This collection,
which was made through the Toronto
Community Foundation, will be sold and will
thereby provide the capital and income to
underpin POGO’s charitable activity.

Our fall 2003 campaign will be the first step
in fundraising for other critical POGO pro-
grams, such as activity of the POGO Research
Unit (PRU) and POFAP, the financial assistance
program for families with children in treat-
ment.

On behalf of the POGO community, | wish to
extend my thanks to all of you who have
shown such generous support during the
past year. The years ahead will bring many

exciting developments and advancements on
behalf of Ontario’s young cancer patients and
their families. We will continue to rely on you
to help ensure that children with cancer in
Ontario are given the best chance possible to
survive and to enjoy an optimal quality of life.
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UNIVERSITY OF TORONTO
POGO CHAIR IN CHILDHOOD CANCER CONTROL
(Established at December 7, 1999)

For the Year Ended April 30, 2003 (with comparative figures for the year ended April 30, 2002)

2002-03 2001-02
$ $

Book value of endowment

Balance, beginning of the year 2,741,881.85 2,215,403.49

Donations (additions) 785,914.04 526,031.36

University matching - 447.00

Balance, end of the year 3,527,795.89 2,741,881.85
Market value of endowment 2,883,241.89 2,482,992.92

FACTS ABOUT CHILDHOOD CANCER

m By the year 2010, it is estimated that
one out of every 400 young adults
(aged 15 to 45) will be a survivor of

m Cancer is the leading disease-related
cause of death in Ontario children.
About 100 Ontario children suc-

m Survivorship in the pediatric popula-
tion has improved across all diag-
noses during the past 20 years. Itis

cumb to cancer every year.

m Between 1987 and 2000, pediatric can-
cer cases have risen 16 per cent, due
to the growth in Ontario's population,
and an absolute increase in the inci-
dence of certain cancer types.

m Treatment of childhood cancers are
typically intense, causing severe ill-
ness and complications, and in
some cases resulting in long-term
medical consequences.

m The psychological and social impact
of childhood cancer can be signifi-
cant. It may include problems of

coping and adjustment of patient,

siblings and parents, lapsed school
achievement, learning deficits, and
financial distress of the family.

now 75 percent.

childhood cancer.

Incidence/ 100,000

Incidence of Childhood Cancer in Ontario: 1985-2001
Ages 0-14

20

85 '86 '87 '88 '89 '90 '91 '92 93 '94 95 96 '97 '98 99 '00 'Ol
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THANK YOU

TO ALL OUR 200272003 INDIVIDUAL DONORS

Lori Anne Alter
Harriet R. Altman
Upkar Arora
Patrick Audet

Ron Aul

David Azouri
Jordan Banks
Stephen Bebis
Amalia Bekerman
Peter Berczi
Howard Biderman
Murray Bissonette
Robert Bobbette
Murray Bozniak
Brandon Cambell
Howard M. Carr
lan Carswell

Jesse Clarke
Thomas Croden
Shawn Croden
Andre Cuerrier
Michael Davidson
Thomas P. Dea
lan Dinning
Cecille Draper-Fisher
Andrew Duckman
Leah Duckman
Asta K. M. Dvorak
Eric Edwards

Mike Eisenstein
Tamara Dawn Finch
Greg Finnigan
Joanne Fisher
Karen A.Foley

Gail Forberg
Jeremy Freedman
Gabriel Tsampalieros
Frank Galati
Marilyn Gilbert
Sean Gilbert

Lily Gin

Ira Gluskin

Wilf Goldlust
Terry Grachnik
Catherine Gravely
Esther Green
Joel I. Greenberg
Ira Grossman
Peter Haberman
Shana Haberman
Lloyd Hack

Peter Haderman
Jeff Halborg
Victoria Hand
Theo Hansen
Sacha S. Hayward
Natalie Henri
Arnie Hochman
Mark Hopkins
John Hwang
John Paul Janzen
Linda Judelman
Kenneth Kaiman
Derrick Kalmanson
Judith R Kasman
Jonathan Kay
Rick Keown

Leila Kharlip
Michael Kharlip
Mark Kogan
Judy Kopelow
Pearl Kronis
Daniel Kumer
Peter Kuntz

Mike LaFevre
Michael Lee

Paul Leonidis
Russell Levy
Donald Lewtas
Peter Lowry

Dan Lustig

POGO

James MacDonald
Scott MacKinnon
Mark Macy
Zehavit Markovzki
Larry Matus
Rev. Anderson McKee
Ralph McMullen
Anthony R. Melman
Valerie Melman
Theresa W. Mersky
Glenn Mills
P. Mirabelli
Larry G. Moncik
Shannon Morris
Jason Morris
Gary Morrow
Anthony Munk
Susan Muskat
Hartley R. Nathan
Brad Nathan
Airinda Neto
Alan Newton
Gordon M. Nixon
Carolyn Offman
Stephanie Paradis
Sheldon Parks
Remo Passeri
Susan Pearl
Justine Pinch
Gilles Pronovost
Ronald Prosserman
R E Lax
Bryan Rakusin
Stan Raphael
Daniel Rayne
Ruth Rebuck
Jay Ricard
Shawn Richmor
Herald L. Ritch
Vi
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Howard Rocket

Deanna Rosenswig

John P. Rossos

Jay F. Roth

Nick Roussos

Nick Savidis

Rony Schlapfer

Gerry W. Schwartz

Jeffrey N. Schwartz

Edward Schwartz

Stan Segal

Michael Sepiashvili

Zipora Shapiro

Viktor Shebelnikov

Andrew Sheiner

David W. Smith

Jerry Smith

David & Luba
Smuschkowitz Family

Richard Solomon

Lora Spektor

David Spence

Monica Stajer

Jim Stevenson

Bill Stockdale

Chris Stoyko

Marilyn Taitz

Allan Taitz

Ali Taradash

Judith Tatar

John G. Troiano

Paul R. Vaillancourt

Julie Vaillancourt

Alex Vitale

Bliss A. White

Charles M.Winograd

Steven L. Winokur

Susan Young

Allan Young

Don Ziraldo
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THANK YOU

TO ALL OUR CORPORATE AND FOUNDATION DONORS

677345 Ontario Limited

Active Carpentry

Adath Israel Congregation
Agnico-Eagle Mines Limited
BMO Financial Group

Cara Operations Limited

Credit Suisse First Boston
Daewood Dixie 401 Used
Davies Ward Phillips & Vineberg

Deutsche Bank Americas Magna International Proline Rentals and Sales Limited
Foundation McKinsey & Company R W Steel Metal

Dominion Rug Mercer Human Resource Rocket to Freedom Charitable

Forest Hills Homes (Fletcher's) Inc Consulting Fund

Franklin Templeton Investments
Global Television Network Inc
Golf Town Canada Inc

Griffiths McBurney Partners
Hillside at York Mills Il Limited
Hollinger Incorporated
Hummingbird Gardens

J & J Display Sales Ltd

Loblaw Companies Ltd

LLP Mabin School

Muskoka Aluminum

National Bank Financial Inc

Northern Landscapes Inc

Northwater Foundation

O'Hara & Farelli Limited

Onex Corporation

Patrick and Carole Tolbert
Charitable Unitrust

Pilot Insurance Co Inc.

Presidential Gourmet Corp

Procter & Gamble Incorporated

THANK YOU TO OUR EVENT SPONSORS &

POGO SYMPOSIUM 2002

AMGEN

Baxter

Benjamin's Park Memorial Chapel
Bereaved Jewish Families of Ontario
Camp Trillium

Canadian Cancer Society

ChildCan

Cl Mutual Funds Inc.

Glaxo Smith Kline

Nestle Nutrition

Pharmacia Oncology

Purdue Pharma

Temmy Latner Centre

The Hospital for Sick Children

The Princess Margaret Hospital Foundation
Toronto Fire Fighter Calendar

Camp Green Acres
Family Fun Day 2002

Nestle Canada

TD Commercial Banking
Bash Productions
Dominion

Entertainment Extreme
Minute Maid

Lego

Home Depot

All-Star Sports Camp
Boston Scientific

Toronto Firefighters Calendar

Gala 2002

Andersen

Dominion

RBC Royal Bank

Borden Ladner Gervais
Cal

Cover-All

Heathbridge Graham Inc
Livewire Digital Imaging Inc
Monitor Group

Nuline Realty

Pilot Insurance Company
Rexall

RH Carter Architects Inc
Tetra Pak

The Bay

PARTY FOR POGO

Price Waterhouse Coopers
TD Securities

Goodmans

Fasken Martineau

City of Toronto, Mayor's Office
EMI Music Canada

Famous Players

New Balance

RH Carter Architects

Secured Courier Ltd

Rozon Insurance Brokers

Scotiabank

Shore, Newman & Rose LLP

Semple Gooder

State Building Corporation

Succession Capital Corporation

Sun Life Assurance Co of Canada

The Cutting Company

Thompson Lightstone & Co Ltd

Toronto Professional Fire
Fighter's Association

Toronto Stock Exchange Inc.

Torys LLP

Transworld Distributors Inc.

IN-KIND DONORS
IN-KIND DONORS

A Different Kinda Party

Arty Party

Ashford Cleaners

Bash Productions

Chair Décor

Chestnut Park Realty

Cinram

Cosmo Music Warehouse

Cott Beverages

Courtyard Marriott

Danielle Iversen

DM&A

Dominion

Entertainment Xtreme
Exclusive Affair Rentals

Farco Entertainment

Fashion Magazine

Hudson Taylor Photography
Just Design

Kool Haus

Loots

Mandell Entertainment Group
Masters Insurance

Mr. Case

Parkers Cleaners

Print Three

Secured Courier

Sheraton Centre Toronto Hotel
SKR Moving Delivery & Storage
Taste Catering

The A-Team

Thompson Lightstone

Torre Lazur-McCann

Unite Communications Corporation
Vibe Dance & Fitness Studio
Westbury National Show Systems Ltd.
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THANK YOU

FOR YOUR ONGOING COMMITMENT AND CARING

BOARD OF DIRECTORS

m Dr. Ronald D. Barr (President)

Chief of Service, Pediatric
Hematology/Oncology

Department of Pediatrics

Children’s Hospital, Hamilton Health Sciences

m Dr. Mariana Silva (Treasurer)
Head, Division of Pediatric
Hematology/Oncology
Kingston General Hospital

m Dr. Victor S. Blanchette (Secretary)
Chief, Division of Haematology/Oncology
The Hospital for Sick Children

= Dr. Maru Barrera
Child/Health Psychologist
Department of Psychology
The Hospital for Sick Children

m Ms. Marilyn Cassidy

Pediatric Interlink Nurse Consultant
Interlink Community Cancer Nurses/
Children’s Hospital of Eastern Ontario

® Ms. Mary Jo Decourcy

Pediatric Oncology Nurse Practitioner
Pediatric Hematology/Oncology
Children’s Hospital of Western Ontario

ADVISORY COUNCIL

= Mr. William Frid
Senior Consultant
Trillium Childhood Cancer Support Centre

m Dr. Mark L. Greenberg

Medical Director, Pediatric Oncology Group
of Ontario (POGO)

Senior Pediatric Oncologist, The Hospital
for Sick Children

m Dr. Corin Greenberg
Executive Director
Pediatric Oncology Group of Ontario (POGO)

m Dr. Jacqueline Halton

Chief, Division of Hematology/Oncology
Medical Director, Oncology/MDU PSU
Children’s Hospital of Eastern Ontario

m Ms. Cathy Humphreys
Child Life Specialist
Children’s Hospital, Hamilton Health Sciences

m Dr. Lawrence Jardine

Head, Section of Pediatric
Hematology/Oncology

Children’s Hospital of Western Ontario

STAFF

m Executive Director
Dr. Corin Greenberg

m Medical Director
Dr. Mark Greenberg

m Epidemiologist
Dr. Mohammed Agha

m POGO Conferences
Ms. Helen Craig & Ms. Susan Kuczynski

= POGONIS & Data Requests
Ms. Bruna DiMonte

m Administrative Assistant
Ms. Susan Grace

m Development Officer
Ms. Judy Kopelow

m Development Officer
Ms. Vanessa Yakobson

m Clinical Programs Coordinator
Ms. Lesley Collins

m POFAP & Interlink Programs
Ms. Maryann Istiloglu

m Senior Associate, Research & Planning
Ms. Madeline Riehl

m Ms. Jocelyn Lamont

Executive Direcotr

Candlelighters Childhood Cancer Trust of
Eastern Ontario and Western Quebec
Parent of a child with cancer

®m Ms. Susan Kuczynski

Co-Chair

Ontario Parents Advocating for Children
with Cancer

Parent of a survivor ofchildhood cancer

m Dr. Sandra Nuttall
Hospital/Special Projects Consultant
Institutions Branch

Ontario Ministry of Health

m Ms. Nikki Parkinson
Survivor

= Ms. Jill Sprawson
Rebounders Canada
Survivor

m Dr. lan Wilson

Pediatrician

POGO Satellite, Grand River Hospital
Kitchener-Waterloo Health Centre

® Ms. Vanessa Yakobson
Survivor
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1983

I /

1988
1991
1994

1995

1998

1985
2000

2001

2002
2003

TIMELINE OF POGO MILESTONES

The POGO collaboration is conceived, when Dr. Alvin
Zipursky assembles pediatric oncology medical leaders in
the province.

m Dr. Mark Greenberg proposes a standardized, provincial

registry and database on childhood cancer and all
medical directors agree to contribute. This is the fore-
runner of POGONIS (Pediatric Oncology Group of
Ontario Networked Information System).

Dr. Corin Greenberg recruited to carry out a needs
study and develop a blueprint for activity, in
collaboration with the POGO professional community.

m First POGO Conference, held in Ottawa.

White paper on childhood cancer presented at second
POGO Conference, in London.

m POGO Central office operation created with 2 part time

positions.

Dr. Mark Greenberg takes office as President of POGO, which he holds until 2000.

POGO creates first Pediatric Oncology Nursing
Program, a priority identified by the POGO Nursing
Committee. The curriculum is adopted by McMaster
School of Nursing in Hamilton.

POGO holds a FORUM on childhood cancer, bringing all
stakeholders in the childhood cancer community
together. The event is planned and hosted with
Candlelighters Canada.

m At the invitation of Ontario’s Ministry of Health and

Long-term Care (MOHLTC), POGO creates Provincial
Pediatric Oncology Working Group and submits a com-
prehensive plan for development of an integrated
childhood cancer network, identifying gaps in the
childhood cancer care system and outlining a vision for
the future.

POGO becomes Official Adviser to Ontario’s MOHLTC on
pediatric cancer care and control.

Childhood cancer is designated a Priority Program by
the MOHLTC.

POGO’s database is tranformed into a networked infor-
mation system, POGONIS, which will collect standard-
ized, reliable and provincial data on childhood cancer
in Ontario.

POGO implements the Provincial Pediatric Oncology
Satellite Program to bring certain aspects of care
closer to the patients’ home.

POGO’s Research Unit (PRU) is established.
First POGO Resource Guide published and distributed

POGO is successful in securing $ 7.2 million in operating
funds for expansion of childhood cancer staff.

POGO endows the POGO Chair in Childhood Cancer
Control and enters into private sector fundraising.

Dr. Mark Greenberg selected as incumbent POGO Chair
in Childhood Cancer Control.
Dr. Ronnie Barr takes office as POGO’s President.

POGO secures $3.7 million in operating funds for a sec-
ond major expansion of childhood cancer staff.

A system of AfterCare clinics, first proposed to MOHLTC
in 1994, is implemented, a provincial blueprint adopted
and Passports to Health designed, which summarize
survivors’ medical history.

POGO Resource guide made available on the POGO
website.

Successful Academic and Vocational Transition Initiative
(SAVTI) is created by POGO and launched in partnership
with George Brown College.

POGO secures funding for Interlink

Community Cancer Nurses.

pediatric

POGO is successful in securing $2.9 million in operating
funds for childhood cancer for further expansion of
care giver staff.

POGO assumes administration and funding of Pediatric
Oncology Financial Assistance Plan (POFAP), in a 3.5 year
partnership with Canadian Cancer Society, Ontario Division.

POGONIS expanded to include the tracking of late
effects and AfterCare services.
POGO Office Staff numbers 13 (compared to 4 in 1999).
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