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Advancing the Well-being of Childhood Cancer 
Survivors – Bringing the Passport for Care to Ontario



Bringing the Passport for Care (PFC) to Ontario: 
Goals 

Enhance long-term health outcomes for childhood cancer survivors in Ontario by 
implementing PFC - a secure, electronic platform that delivers personalized, 
evidence-informed survivorship care plans for lifelong follow-up

Use the Ontario roll-out as the foundation for Canada-wide implementation, including 
translation of resources into French (ACCESS #2)

Lifelong Follow-Up for Childhood Cancer Survivors



Bringing the PFC to Ontario: Objectives 

 Modernize survivorship care by transitioning from paper-based and manually 
maintained survivorship care plans to a secure, web-based system.

 Provide survivors and clinicians with personalized, risk-based follow-up guidance aligned 
with Children’s Oncology Group (COG) Guidelines (updated in real time)

 Improve equity, continuity, and consistency of care across providers and regions while 
reducing administrative burden for clinicians.

From Diagnosis to Survivorship: Personalized Care Plan with PFC



Bringing the PFC to Ontario – Overview  
 PFC is a secure clinical decision-support platform developed by Baylor College of Medicine and Texas Children’s Cancer 

Center, USA. 
 Currently used in 165+ national and international survivorship programs, including clinics in Manitoba and Nova Scotia.
 Provides survivors and clinicians with lifelong access to treatment summaries, late-effect risks, and evidence-based 

follow-up guidance.
 Integrated with the Children’s Oncology Group Long-Term Follow-up Guidelines (www.survivorshipguidelines.org) 
 Learn more: cancersurvivor.passportforcare.org/

PFC: Clinician Web Portal PFC: Survivor Web Portal 
PFC: Survivor Mobile Health App 

http://www.survivorshipguidelines.org/
https://cancersurvivor.passportforcare.org/


Bringing PFC to Ontario: Approach  
 Partnership with ACCESS and Baylor College of Medicine to implement PFC in Ontario.
 Data strategy that enables CYP-C data and provincial cancer registry information integration 

into PFC, offering an easy-to-use model that could support national adoption.
 Project Manager hired in July 2025 
 Privacy, legal, and technical readiness activities underway.
 Legal compliance documents shared with hospitals
 Pilot rollout anticipated in the new fiscal year, followed by phased provincial expansion.

All-in-One Digital Survivorship Care



Bringing the PFC to Ontario: Results 

 Secure, electronic access to personalized treatment summaries and survivorship care 
plans for Ontario childhood cancer survivors.

 Automated generation of risk-based follow-up recommendations aligned with COG 
Guidelines.

 Reduced manual effort for clinicians through streamlined data integration.
 Designed to support future pan-Canadian implementation through interoperable, 

automated data integration.

Supporting Survivors Across Ontario and Beyond

Source: Pediatric Oncology Group of Ontario (POGO)



Bringing the PFC to Ontario: Impact  

 Empowers survivors to proactively manage long-term health risks.
 Supports earlier identification of late effects across the survivorship continuum.
 Improves continuity and consistency of care across providers and regions.
 Reduces inequities by enabling access to evidence-based survivorship information.
 Lays the foundation for a nationally scalable survivorship care model.

Why PFC Matters?
“Passport for Care provides survivors—regardless of where they live or receive care—with a 
single, invaluable tool to understand their treatment, long-term risks, and recommended 
follow-up, empowering them to optimize their long-term health and quality of life.”

- Medical Director, AfterCare Clinics
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• Innovative therapies continue to expand their use in pediatric 
oncology 

• Many are high-cost and not currently publicly funded
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Background

New Therapy

Reimbursement 
recommendation to 
provinces/territories

Approval for sale 
and marketing

ON

BC

MB

AB

NS



• Underserved populations not offered blinatumomab and cellular 
therapy due to prohibitive consumer costs and 
logistical complications

• Exposure to poverty and lower socioeconomic status have also 
been shown to impact selection of certain therapies 
and ultimately relapse rates

• Children from households with higher incomes and with private 
insurance being more likely to receive proton therapy in a 
retrospective study
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Global Disparities in Access to High-Cost Therapies

Shen 2017 Cancer
Ning 2019 Int J Radiat Oncol
Tarnasky 2021 J Pediatr Hematol Oncol
Sehdev 2024 Curr Oncol



• To understand disparities in access to these high-cost innovative 
therapies across Canada’s geographic expanse, we devised an 
online national survey

• Therapies for the survey were selected on the basis of being 
evidence-informed, but not universally funded:

• Blinatumomab for patients with low risk first relapse of B-cell acute 
lymphoblastic leukemia (B-ALL)

• Larotrectinib for pediatric TRK-fusion positive tumours
• Proton beam therapy for head and neck sarcomas in children
• Tisagenlecleucel for patients with Down syndrome and first relapse of 

B-ALL
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Canadian Context



• Vignette-based survey distributed to pediatric oncology clinicians 
across 16 pediatric oncology centres 

• Potential participants were contacted directly by email and/or 
through email distribution lists of: the ACCESS network, C17 
Council, and the Canadian Association of Radiation Oncologists 
(CARO)
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Methods 

Blinatumomab for 
low-risk relapse of 

acute lymphoblastic 
leukemia (ALL)

Larotrectinib for a 
TRK-fused soft tissue 

sarcoma

Proton beam 
therapy for an 

unresectable head 
and neck sarcoma

Cellular therapy for 
first relapse of ALL in 
a patient with Down 

Syndrome



“Access”

General 
(indications, 

ability to 
access)

Time to 
Access

Obtaining 
Access Barriers

Funding 
Sources
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Methods

• Primary outcome was access to each therapy, 
defined as the patient’s ability to receive the 
specified therapy

• Secondary outcomes included time to access, 
funding sources, and perceived barriers.
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Results
01 Add a topic for the presentation

02 Add a topic for the presentation

03 Add a topic for the presentation

04 Add a topic for the presentation

05 Add a topic for the presentation



Variable Number (%)

n=68

Primary Role

Pediatric medical oncologist 31 (45.6%)

Radiation oncologist 7 (10.3%)

Oncology pharmacist 10 (14.7%)

Hematopoietic stem cell transplant/cellular therapy physician 3 (4.4%)

Nurse Practitioner/Advanced Practice Nurse 7 (10.3%)

Other 3 (4.4%)

Region

 Western Canada 14 (20.6%)

Ontario 29 (42.6%)

Quebec 14 (20.6%)

 Atlantic Provinces 4 (5.9%)
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Participant Demographics
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Provider-Reported Access
Province Blinatumomab

Mean (SD)
%
N=35

Larotrectinib
Mean (SD)
%
N=27

Proton 
Therapy
Mean (SD)
%
N=30

Tisagenlecleucel
Mean (SD)
%
N=30

Total 89.0 (23.3) 79.0 (29.5) 59.2 (30.0) 94 (11.7)

Province

 Alberta 87.3 (24.8) 99 (1.7) 82 (27.7) 96.7 (5.7)
 British 

Columbia
80.3 (26.7) 76.7 (25.2) 63.5 (19.1) 70 (28.3)

 Manitoba 100 (NA) 76 (NA) 100 (NA) 74 (NA)
 Nova Scotia 75 (35.4) 58 (46.7) 33.3 (15.3) 100 (0)
 Ontario 96.4 (8.7) 82.5 (23.6) 42.4 (22.2) 98.5 (3.4)
 Quebec 70 (44.7) 64.7 (52.8) 68.5 (41) 95 (10)
 Saskatchewan 100 (0) 100 (NA) 72.3 (25.4) 91.5 (12)
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Barriers

Cost prohibitive (larotrectinib) Economic and psychosocial impact 
of travel (PBT, CT)

Patient complexity makes travel 
complex; patient/family inability to 
travel (PBT, CT, blinatumomab)

Visa/immigration restrictions (PBT)

Key Barriers



• Uneven access to key high-cost evidence-informed pediatric 
cancer therapies in Canada

• Notable barriers, including patient and family inability to travel, and 
the economic and psychosocial impact of travel 

• Funding sources alleviated costs of direct therapies and supportive 
care

• Costs of travel, accommodations, and food not consistently supported
• Widens economic disparities in populations but also potentially impacts 

selection of therapies for patients, impacting overall oncologic outcome and 
exposure to long-term toxicity

• These variations in access challenge the notion of truly “universal” 
healthcare for children with cancer in Canada

21

Conclusion
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Knowledge Translation

• Manuscript submitted for publication, pending decision
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Making Family Distress Visible in Pediatric 
Oncology: Implementing Psychosocial 
Screening into Routine Practice
Lindsay Jibb, Fiona Schulte, and Leandra Desjardins 

(on behalf of Thematic Matrix 7: Psychosocial and Survivorship Care: Paul Nathan, Sapna 
Oberoi, Vicky Forster, Megan Easton, Renu Jeyapala)
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The hidden burden of caregiver distress

• Family distress in pediatric 
oncology is:

• Common
• Clinically significant
• Associated with negative child 

and family outcomes
• Identification  Support



Systematic Psychosocial Screening in Canada

• Across participants (n=51),      
87% ‘usually/always’ assess 
psychosocial needs

• Most commonly by informal 
discussion or interview

Barriers include:
• Choosing appropriate tools
• Workflow integration challenges
• Uncertainty around implementation 



• National priority-setting work with children, families, and 
clinicians identified family psychosocial health as a key research 
priority.

• Community engagement through two ACCESS Town Hall meetings 
further highlighted:

• impact of cancer-related distress on families
• the need for systematic assessment of family psychosocial needs
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Thematic Matrix 7 Aim

Implement context-sensitive family psychosocial screening into 
routine practice in select settings to improve clinical capacity to 

detect family distress. 



• Scoping review to identify 
psychosocial screening tools 
suitable for parent- & child-report 
in pediatric oncology

• Assessment of:
• Strength of evidence in literature
• Validity and reliability 
• Clinical utility, including cost, 

multilingual availability, and 
actionable cut-points for follow-up

27

Identifying the Right Tools
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Preparing for Implementation

Study Questions:
• How can Epic-integrated 

psychosocial screening be best 
implemented into practice?

Participants:
• 10 parents 
• 10 multidisciplinary clinicians

Study Design:
• Pre-implementation pilot using 

qualitative description

Data collection:
• Semi-structured interviews

Data analysis:
• Thematic analysis with 

reference to KTA and 
RE-AIM

Recruitment:
• Leukemia/Lymphoma Section, 

SickKids
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6
Integration into existing 
workflow is critical 

3Screening  must trigger 
meaningful action & support 

4

Human relationships remain 
central to implementation 

1Simplicity & integration with 
existing systems enhances 

acceptability 
Clear response pathways engaging 
multidisciplinary providers needed 
for positive screens

8

2
Emotional readiness & 

timing of screening are critical 

5

Psychosocial needs are  
recognized, yet not 
systematically

7 Screening must be 
accessible across languages 
& cultural contexts

Parents Clinicians

“I think that the people that will benefit the most are 
probably people that wouldn’t speak to us as often as 
they truly need to… a lot of people don’t want to ask for 
help for themselves, they’re here for their child.”
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What Will Make Screening Work?

Successful caregiver e-
screening will require:

• Easy completion for parents
• Seamless workflow integration
• Real-time identification of 

distress
• Clear follow-up and triage 

pathways



• Pilot implementation at four 
sites

• Evaluation guided by RE-
AIM

• Reach, Effectiveness, 
Adoption, Implementation, 
Maintenance

31

From Insight To Action 
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A National Pediatric Preclinical Modelling 
Program to Advance Precision Oncology 
for Childhood Cancers in Canada 
Co-leads: Drs. Jason Berman, Donna Senger and James Lim 



• For children with refractory, relapsed, 
or metastatic disease, survival rates 
are <15% 

• More than 80% of survivors will 
experience long-term health impacts 
from  the disease itself or treatment 
toxicity – a heavy price for high cure 
rates.
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Pediatric Cancer – Survival Rates 

Cumulative incidence of relapse

(The Cancer in Young People in Canada (CYP-C) program)



• Pediatric cancers are rare diseases and 
different from adult cancers. Children are 
not simply small adults.

• Biology and genetics are complex and 
often poorly misunderstood 

• Understanding each tumour’s unique 
biology enables identification of targeted 
therapies 

• Personalized approached are essential to 
improve outcomes and reduce toxicity 
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Pediatric Cancer – Rationale for Personalized 
Treatment 

Molecular profiling 
(NGS, proteomics, 
modelling, etc. ) 



• Develop and use preclinical models to identify specific treatments that target the 
unique makeup of each patient’s tumour before administering it.

• Motivation and Mission: Provide equitable access to this state-of-the-art approach 
for all high-risk childhood cancer patients in Canada and aid in the delivery of 
target-based therapeutic options in a clinically relevant timeframe.
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Pediatric Preclinical Modelling Program (PPMP)
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PPMP –Leadership and Team 

3737

Dr. Gregor Reid 

Dr. James Lim 
(co-lead)

Dr. Jennifer Chan

Dr. Jason Berman 
(co-lead)

Dr. Donna Senger
(co-lead)

Dr. Stéphanie Vairy
Stacey Farrand

(PWLE)

Sarah Telford
(PWLE)
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PPMP - Pipeline

38

Patient 
and 
Consent 

Sample 
collection and 
processing 

Pathology
and 
Molecular  
Profiling   

Preclinical Modelling 
(Patient-Derived 

Xenografts)

Model Selection Drug 
testing 
(targeted 
therapy) 

Therapeutic results 
and  
recommendations

Clinical 
decision 
and care

Biobanking 
of sample 
(viably 
frozen)   
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PPMP – Current Preclinical Models

Tumour cells Mouse Chicken eggs (CAM) Larval zebrafish

Time

Renewable resources 
(tumour expansion) 

Months 2 -3 weeks 7-10 days 

Cells per animal 0.5 - 5x106 cells 1 - 5x105 cells 100 - 200 cells 

Throughput 

Animal per group 2 - 5 5 - 10 35 - 40

(limited)

Cost $$$ $$ $

Models
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From bedside to bench to beside: 
Patient with progressive SETTLE tumour 

EMBO Mol Med (2025) 17:625-644  PMID:40204966 

Sertraline inhibits growth of SETTLE PDX 



41

Case Study: PRO-00828 – Patient information 
Age, Gender

Primary Cancer Osteosarcoma of the Rib

Date of Diagnosis

Date of Metastatic disease Localized disease but hemothorax from chest tube placement

Treatment Received standard first line chemotherapy (Cisplatin, Doxorubicin, 
Methotrexate)
Tumor resected at week 12 with unfavorable necrosis (45%) but margins 
negative
Completed therapy May 2023

Post therapy Surveillance Remained in a complete response until late May 2025

Relapse Presented with back pain radiating down his leg
Imaging showed an isolated relapse in L5 vertebrae with large mass causing 
cauda equina syndrome and abdominal extension
Biopsy confirms Osteosarcoma
Treated with High Dose Ifosfamide x 6 cycles 
Unresectable so treated with high dose radiation



Treatments of interest from PROFYLE report
High priority: 
• Regorafenib | ↑ VEGFA, VEGFR 

   inhibitor
• 5-Fluorouracil | DPYD variant

Medium priority:
• Gemcitabine | ↑ SLC29A1 (Gem 

            transporter)
• Alisertib | ↑ AURKA/B inhibitor

2023 biopsy tumour tissue sent to Dr. Donna 
Senger’s lab for expansion in mouse
• Tumour cells/tissue expanded in mouse were 

cryopreserved for further drug testing 
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Case Study: PRO-00828 - Background

Tumor 
tissue from 
relapse 
implanted 
in mice
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Case Study: PRO-00828 – Modelling and staining

1dpi – initial number of cells (baseline)
4dpi – number of cancer cells after treatments
PD – progressive disease 
SD – stable disease
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Case Study: PRO-00828 – Timeline and outcomes 

Tumor tissue from relapse 
implanted in mice
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Tissue Preservation Strategies for Functional Modelling

Flash-frozen Viable Cryopreservation

• Excellent for DNA, RNA & protein analysis
• Preserves molecular profile at time of 

collection
• BUT, cells are non-viable
• Cannot generate patient-derived 

preclinical models

• Maintains viable tumour cells
• Enables establishment of:

• In vivo PDX models (e.g., mouse)
• Organoids and 3D cultures

• Allows functional drug testing
• Protocol support (contact us!)

cryoprotectant
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Intake form – Modelling program 

https://redcap.link/x8wv64zx

Intake form - PPMP



47

Acknowledgment 
This research has been funded by the Canadian Institutes of 
Health Research (184352)
Pediatric Preclinical Modelling Program
Co-leads: 
Dr. Jason Berman 
Dr. Donna Senger
Dr. James Lim 
Team: 
Dr. Gregor Reid   Kathie Beland
Dr. Jennifer Chan  Stacey Farrand 
Dr. Stéphanie Vairy  Sarah Telford 
Dr. Jean-Philippe Babeu  Pascal Leclair
Alexis Gonneaud  Tariq Bhat 
Elie Haddad   Ali Farrokhi 
Jianbo (Jack) Zhang  Emily Nakada
Nadine Azzam   Vicky Ling Li

Poster Presentation entitled “A National Pediatric Preclinical 
Modelling Program to Advance Precision Oncology for 
Childhood Cancers in Canada” – Presenter: Nadine Azzam



Development of a Canadian Pediatric CAR T-Cell 
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=>To be able to offer novel Cellular Therapies with equity of access for children in Canada, we advocate for:

1. Industry-independent local CAR manufacturing capabilities​

2. Improved care delivery with decreased barriers to CAR T cell therapy access, local-regional treatment focus and 
decreased burden to patient families​

Access Challenges to Novel Cellular Therapies for Canadian Children
- CAR T cells therapies are improving outcomes for patients with cancer (and other non-malignant diseases)

- Licensed CAR T-cell products
• Manufactured by pharmaceutical companies
• Currently only one product licensed for children (Anti-CD19 CAR for r/r B-ALL)

- Pediatric cancers are comparatively rare
• Industry R&D increasingly focusing on adult malignancies, increasing reticence to commit to pediatric trials
• “…pediatric CAR development at crucial crossroads…limited availability of CAR T-cell products to academic study 

group…products for pediatric cancer population by pharmaceutical companies is unlikely to return investment…call for a 
concerted academic action..”1

1. Rossig et al., JCO 2023



Canadian Pediatric Blood and Marrow and Cellular Therapy Group

• Cell Therapy Centers

• BC Children’s Hospital, Vancouver, BC
• Alberta Children’s Hospital, Calgary, AB
• Cancer Care Manitoba, Children’s Hospital, Winnipeg, MB
• The Hospital for Sick Children, Toronto, ON
• CHU Sainte-Justine, Montreal, QC
• Montreal Children’s Hospital, QC

• Referring centers



Pediatric CAR T-Cell Network for Manufacturing and Local-Regional 
Access and Delivery of Novel CAR T-Cell Therapies CAR4ALL / CAR 
POUR TOUS

• Aim 1
• Pediatric Point of Care Manufacturing Capabilities

• Aim 2
• Countrywide pediatric network to promote (novel) cellular therapies

• Advocacy, Care Pathways, Standard and Educational Resources

• Aim 3
• Access and development of Canadian based testing for Next Generation Sequencing Minimal Residual Disease 

Post CAR T cell treatment

Guiding Principles
• National lens
• Collaboration with relevant stakeholders
• Not-for-profit
• Involvement of Patients and Families with lived experience (PWLE)



Aim 1.  Develop Point-of-Care CAR T-cell Manufacturing

Progress

Selection of first CAR vector
• Met with stakeholders, Canadian consortia, industry partners, and international key opinion leaders

Cell facility/manufacturing laboratory group formed meeting regularly
• Lead: Dr. N. Prokopishyn
• Monthly Meetings
• Cell Facility benchmarking
• National standardized SOPs

QC testing 
• Requires validated assays for microbacterial testing, cell viability, cytokine assays, replication competent lentiviral enumeration, etc. 

Logistical and Regulatory Benchmarks/Progress
• Import Licenses
• Biosafety licenses

Goal:  Manufacture CD19 CAR T cell product with Miltenyi CD19 vector, using the Miltenyi CliniMACS Prodigy closed cell processing 
system

o Perform 3 validation manufacturing runs with central quality control testing 
o Manufacturing sites: BC Children’s Hospital, Alberta Children’s Hospital, Cancer Care Manitoba, Hospital for Sick 

Children, Ste-Justine



Aim 1.  Develop Point-of-Care CAR T-cell Manufacturing

Progress

In-person peer-to-peer training for first manufacturing run
• Validation against Health Canada approved manufacturing process in Edmonton (Adult program, Dr. M. Chu)
• Co-funded by CTTC [Thank you!]

=> Calgary April 2026 !!!

Goal:  Manufacture CD19 CAR T cell product with Miltenyi CD19 vector, using the Miltenyi CliniMACS Prodigy closed cell processing 
system

o Perform 3 validation manufacturing runs with quality control (QC) testing
o BC Children’s Hospital, Alberta Children’s Hospital, Cancer Care Manitoba, Hospital for Sick Children, Ste-Justine

Impact/Outcomes

• Develop local infrastructure and technical expertise to perform CAR T-cell manufacturing on a bench-top manufacturing platform 
within clinically-based laboratories. 

• Foundational preparation for a Canadian CD19-CAR T-cell pediatric trial 
• ALL first relapse number 1 unmet need. No Canadian center for upcoming COG trial

• Proof-of principle for platform for other targets/diseases



Goal:  Develop the Canadian Pediatric CAR T-cell Network (CPCN):

• Bring together local-regional pediatric oncologists, CT/BMT care teams, Persons With Lived Experience and advocates. 

• Develop consensus recommendations and practice standards regarding pediatric CAR T-cell care, provider training resources, 
and create infrastructure to facilitate patient access to standard CAR T-cell therapy, CAR T-cell clinical trials, and innovation.

Progress

• Consensus Statement Guidelines for use of CAR T cell therapy in children in Canada beyond existing commercial label. 
• Draft version under review

• National Needs Assessment of Pediatric CAR T-cell  Treating and Referring Sites
• Led by Drs. Divya Subburaj, Victor Lewis
• Online Survey of clinical teams (MDs, nurses, patient navigators, and social workers) conducted.

• Data analysis pending

Aim 2. Improve Equitable Access and National Standards of 
CAR T-cell Therapy Delivery



Aim 2. Improve Equitable Access and National Standards of CAR 
T-cell Therapy Delivery

• Patients with Lived Experience (PWLE) 
Advocacy

• Partnered with a young adult 
PWLE from BC to produce an AYA 
specific CAR T cell patient 
handbook​

• Handbook finalized​
• Revisions in progress​

• Have met in focus group meeting 
with 2 additional PWLE families 
(1 Ontario, 1 BC), who will 
continue to provide feedback on 
this project

• Why did you write this book?
• Who did you write it for?
• What impact do you hope this book has for 

other people?





Aim 3. Improve post CAR T-cell Therapy Monitoring
Goal: Bring Next-Generation Sequencing Minimal Residual Disease (NGS MRD) testing to Canada:

o Cross-validate 20 post-CAR T-cell Therapy samples on commercial and non-commercial NGS MRD platform

Progress

• NGS MRD Working Group formed, regular meetings every 6 weeks
• Vancouver (E. McGinnis, K. Sherwood, A. Li)
• Sick Kids Hospital (J. Bartram, J. Krueger)
• Ste-Justine (T. Tran)

• Project Management by Dr. Karen Sherwood (Vancouver General Hospital).  Two potential sites to develop NGS MRD 
capabilities – Vancouver General Hospital, SickKids Hospital

• Ongoing
• NGS MRD Technique

• Children’s Oncology Group based trials using ClonoSeq by Adaptive Biotec (Seattle, USA), which is a proprietary 
methodology, difficult to validate as an external site.

• Changing political landscape
⇒ Develop and validate EuroMRD approach for clinical use [Dr. J. Bartram]
⇒ Lab assessment and implementation May 2026 [Toronto]

• Protocol Development (R. Shah)
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Education and Training
ACCESS Summer Research Program
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Persons With Lived Experience (PWLE) Subsidy Program

Chiquita Hessels, Dawn Pickering, Meera Rayar, Laura Wheaton



Summer Student Research Program
A virtual education program that is available to any student 
(undergraduate, graduate, health care professional) working within the 
ACCESS community. It runs from annually from May to mid-August.

7
11

7

12
5

1

In Summer 2025:
• 43 trainees from across the country​
• 15 Undergraduate Students​
• 18 Graduate Students​
• 1 Post-Graduate Students​
• 9 Clinical Trainees



Pediatric Hematology/Oncology Career Education and 
Scientific Development Conference 

● The PHOCESD Conference took place in Toronto over 2 days in 
May 2025

● 21 trainees and 3 Program Directors attended the conference

When asked about their experience, attendees 
particularly valued sessions exploring: 

Conference Evaluation



PWLE Subsidy Program





Health system implementation 
for innovative diagnostics in 
childhood cancer 

TM4: Avram Denburg & Celine Cressman



• Molecular diagnostics offer incredible promise for precision oncology

• Substantial uncertainty of long-term value

• Little regulation and policy to direct broader clinical implementation

• Policy void is especially relevant for CAYA (clinical, economic, ethical)

65

Research Context

April 10, 2026



(i) Map the current state of policy and system implementation for innovative 
diagnostic technologies in childhood cancer in Canada 

(ii) Generate lessons for an ideal future state
o Focus on 

o exemplar technologies
o access and equity
o Canadian setting

66

Project Aims

April 10, 2026



1. Survey of genome sequencing availability 
o clinical and research pathways 
o source of funding 
o location of testing 
o turn-around times 

2. Semi-structured key informant interviews
o experience accessing molecular diagnostics for pediatric oncology
o current challenges and successes
o ideal future state

67

Methods & Design

April 10, 2026
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Early Findings: Test Access is Highly Variable

Type of test Range of responses

W
G

S

Clinically available No 
Funding -
Location -
Turnaround -
Available via research PROFYLE
Funding Research
Location Ste-Justine/SickKids/BCCH
Turnaround 6-12

Ex
om

e

Clinically available QC=yes; rest of country=no
Funding Province; -
Location In-house / in-province; -
Turnaround 4; -
Available via research SIGNATURE/APEC/MCI
Funding Research
Location Local to international
Turnaround 3-8

Type of test Range of responses

DN
A

Clinically available Yes
Funding Province
Location Local to international
Turnaround 1-2
Available via research PROFYLE/KiCS/LIBERTY
Funding Research
Location Ste-Justine/SickKids/BCCH
Turnaround 2-8

RN
A

Clinically available Yes
Funding Province
Location Local to international
Turnaround 2-4
Available via research PROFYLE/KiCS/APEC/MCI
Funding Research
Location Local to international
Turnaround 3-12

Cy
to

-
ge

ne
tic

s Clinically available FISH/single gene/microarray

Funding Province
Location Local to international
Turnaround 1-3

The picture can't be displayed.The picture can't be displayed.The picture can't be displayed.The picture can't be displayed.The picture can't be displayed.The picture can't be displayed.The picture can't be displayed.The picture can't be displayed.The picture can't be displayed.The picture can't be displayed.The picture can't be displayed.



o N=27
o oncology, pathology, bioinformatics, policymakers

Experience of the current state:
o An evolving landscape 
o Complex patchwork of access 

o Large variation in lab organization & capacity; funding 
structures

o Absence of standards
o Disparities in access via clinical pathways 

o Quebec vs rest of Canada; larger vs smaller sites
o Greater equity of access via research pathways (PROFYLE, MCI)

o Inherent uncertainty
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Early Findings: Key Informant Interviews

April 10, 2026

We find it piecemeal… all of a 
sudden a study closes and we’re 

all kind of going ‘what are we 
going to do?’ …It’s great as long 

as it’s here
 –Pediatric oncologist, ON



a) Policy & System 
• blurred boundary between “standard of care” and “research”
• lack of standards
• funding risks

b) Organizational 
• institutional and geographic variation 
• tissue scarcity and test prioritization
• tension between broad and targeted approaches to 

sequencing

c) Human 
• workforce capacity and expertise bottlenecks
• reliance on individual expertise and comfort
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Perceived Challenges in the Current State
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An Ideal Future Means Equal Access 

April 10, 2026

Necessary structural & organizational 
changes:
a. Standardize testing and referral pathways 

• clarity and equity
• national resource (e.g. Hawkins lab)

b. Expand access pathways for AYA

c. Centralized labs (AB & QC) or distributed 
model with regional centers
• efficiency and expertise 

The ideal system would be—
not that everyone has the 

same technology—
but everyone has access to the 

same technology. 
-Pathologist, BC

We really need to make sure 
that if something is accessible in 

Toronto, it should also be 
accessible for patients in the 

Yukon.
-Pediatric Oncologist, SK
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An Ideal Future Requires Investments in Human 
Resources

April 10, 2026

a. Pathologists, technologists, genomic analysts, bioinformaticians to interpret 
and translate tests
• Manage the large volume of results 
• Improve TATs

b. Genetic counsellors and researchers to navigate consent and disclosure 
• Decrease burden on clinicians
• Translate the findings to providers, patients, and families

c. Education programs to improve awareness of testing availability
• Decrease disparities in access based on provider knowledge
• Increase clinician comfort and confidence with genome diagnostics



1. Finalize mapping the current and ideal states for Canada
o cross-provincial data analysis 

2. Cross-case comparison: Canada, Australia, UK, Sweden 

3. Policy recommendations to decision-makers about how to 
achieve that ideal state
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Next Steps

April 10, 2026
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Core Elements of Good Data Governance

• Transparency
• Develop clearly defined and accessible information on data sharing, including

purpose, processes, procedures and overall governance.
• Nature of the data.
• Ensure that a fair process for access adjudication is in place.

• Accountability
• Institute best practices for monitoring and responding to non-compliance
• E.g. data misuse, data breach, failure to obtain prior ethics review, non compliance

with security procedures.

• Engagement
• Facilitate contributions & co-design with patients/participants/PWLE
• E.g. citizen engagement

• Global Alliance Framework for Responsible Data-Sharing, Accountability Policy, Consent Policy



Core Elements of Good Data Governance
• Data Quality and Security

• Store and process data in an accurate, verifiable, unbiased,
proportionate and current manner.

• Ensure feedback on the quality and security
• Establish proportionate data security measures.
• Be cognizant of the issues related to lawful requests for access to data.

• Privacy, Data Protection and Confidentiality
• Be cognizant of laws and regulations in your jurisdiction.
• Privacy and data protection safeguards should be proportionate to the

nature and use of the data (open, controlled, registered access).

• Risk-Benefit Analysis
• Undertake a proportional assessment of the benefits and risks of harm

in data sharing;
• Conduct Data-Sharing in a view to minimize harms and maximize

benefits to donors, society and the health care system.
• Global Alliance Framework for Responsible Data-Sharing, Accountability Policy, Consent Policy



Core Elements of Good Data Governance

• Recognition and Attribution
• Design systems of data sharing with a view towards recognition and attribution to

all who contributed the results (e.g. ICMJE, etc.)
• COBRA guidelines for acknowledgments for bioresources (e.g. BRIF, etc.)
• Acknowledgements, co-authorships, referencing.

• Accessibility and Dissemination
• Maximize the accessibility of data through streamlined processes (while ensuring

both ethical and scientific integrity);
• Promote collaborative partnerships that can generate maximum benefits;
• Centralized vs. Federated models

• Global Alliance Framework for Responsible Data-Sharing, Accountability Policy, Consent Policy



Prospective Collection

Prospective 
Collection

Consent 
Template

Governance 
Framework

Agreements

Policies (sharing, 
publication, 

security, 
incidental 

findings, closure)



Retrospective Collection

Retrospective 
Collection

Consent 
Filters

Governance 
Framework

Agreements

Retrospective 
Review of 
Existing 

Policies & 
Docs 



Core Elements of Good Data Governance

• Recognition and Attribution
• Design systems of data sharing with a view towards recognition and attribution to

all who contributed the results (e.g. ICMJE, etc.)
• COBRA guidelines for acknowledgments for bioresources (e.g. BRIF, etc.)
• Acknowledgements, co-authorships, referencing.

• Accessibility and Dissemination
• Maximize the accessibility of data through streamlined processes (while ensuring

both ethical and scientific integrity);
• Promote collaborative partnerships that can generate maximum benefits;
• Centralized vs. Federated models

• Global Alliance Framework for Responsible Data-Sharing, Accountability Policy, Consent Policy



Our Activities



Activity 1 – Preliminary Results



Activity 1 – Preliminary Results



Activity 2 – Horizon Scan Findings

3McInerney v. MacDonald, [1992] 2 SCR 138. https://decisions.scc-csc.ca/scc-csc/scc-csc/en/item/884/index.do; 4Jarvik, G. P., et al. (2014). Return of genomic results to research participants: The floor, the ceiling, 
and the choices In between. The American Journal of Human Genetics, 94(6), 818–826; 5Ilic, A., et al. (2023). The information needs of relatives of childhood cancer patients and survivors: A systematic review of 
qualitative evidence. Patient Education and Counseling, 114, 107840

https://decisions.scc-csc.ca/scc-csc/scc-csc/en/item/884/index.do
https://decisions.scc-csc.ca/scc-csc/scc-csc/en/item/884/index.do
https://decisions.scc-csc.ca/scc-csc/scc-csc/en/item/884/index.do
https://decisions.scc-csc.ca/scc-csc/scc-csc/en/item/884/index.do
https://decisions.scc-csc.ca/scc-csc/scc-csc/en/item/884/index.do
https://decisions.scc-csc.ca/scc-csc/scc-csc/en/item/884/index.do
https://decisions.scc-csc.ca/scc-csc/scc-csc/en/item/884/index.do


Conclusion: Maintaining the Balance
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