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Foreword  

 

In April 2017, the Canadian Partnership Against Cancer released its first ever System Performance 

Report that focused on a subset of indicators on adolescents and young adults (AYA) cancer care, 

providing a national view on the entire continuum of cancer control in AYAs and identifying areas in 

which interventions could be targeted to improve the cancer journey, experience and outcomes for 

AYAs at a national level.1 

The Canadian Framework for AYA with Cancer presents an opportunity to establish a national vision, co-

developed with provincial and territorial governments, national health professional associations, 

providers, patients and families, focused on addressing the unique needs of AYA with cancer. Guided by 

the Framework, individual, service and system-level action within and beyond the healthcare sector will 

allow the greatest number of young cancer patients to access high quality care. 

Canada must plan for a changing healthcare environment adapting to emerging technologies, e-health 

and the impact of personalized medicine on traditional service delivery models. In addition to the critical 

partnerships required to transfer experience, evidence and knowledge, a national focus on supporting 

the training and development of health care professionals who can provide disease-specific and 

supportive care for AYA, creating the mechanisms for ongoing data monitoring and program evaluation, 

and facilitating models to support research to address the unmet needs of young Canadians with cancer 

will be critical. 

Over the coming years, the Canadian Framework for AYA with Cancer will inspire future policy direction, 

investment and action to ensure Canada can meet new challenges in an evolving healthcare landscape, 

so that every young Canadian with cancer has access to the best practice, age appropriate care and 

support they need to optimize their health, well-being and survival, and facilitate meaningful 

participation across all aspects of life. At the same time, equal progress may not be achievable across 

the country because of varying access to resources.  

Introduction 

Cancer and Young Canadians 

Every year 2,000 Canadians aged 15 to 29 are diagnosed with cancer. Cancer is the leading disease-

related cause of death in the 15-34 year age group in Canada and the third leading cause of death in this 

group overall, after accidents and suicide.2 Between 1992 and 2013, there was an increase in the age-

standardized incidence rate of cancer for the AYA population.3 [placeholder for statistics on AYA 

incidence rate in Canada compared to other OECD nations]  
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Overall, cancer survival has improved for the 15-29 age group, both nationally and regionally.1 The five-

year relative survival ratio is 86.3% for 15-29 year-olds for the period 2004-08, representing a relative 

increase from the early 1990s of 6.2 percentage points. Because of the high survival rates for many AYA 

cancers, the overall age-standardized person-based prevalence among AYAs in Canada is over five times 

the incidence rate for AYAs and is increasing every year. Some survivors living with and beyond their 

cancer diagnosis may be at risk for late effects of the disease and its treatment, including physical, 

cognitive, psychosocial, educational, employment and spiritual impacts, with resulting unique, age-

specific needs for support and care.2 

The Unique Needs of Young People with Cancer 

For the purposes of brevity, this document uses the term “young people” to refer to adolescents and 

young adults living with or survivors of cancer and their families.  

Adolescence and young adulthood are a period of key developmental milestones that are fundamental 

to a person’s overall well-being for the rest of their life. These milestones include the development of 

values and personal identity, formation of strong personal relationships and attaining financial 

independence. Cancer means additional challenges during this period of development, such as facing 

early death, disruption in social life, returning to live with parents for care and fearing for the future 

because of late effects of treatment (e.g., inability to have children). These challenges can add to 

distress and anxiety associated with the cancer diagnosis itself. In addition, because of their stage in life, 

AYAs experience a more intense symptom burden, have less-developed coping mechanisms and exhibit 

poorly developed autonomy in decision making. Family members of AYAs with cancer may also 

experience distress, which can compromise their ability to support their AYA family member.   

With the relatively high survival rates for AYAs and children diagnosed with cancer, there is a growing 

population of AYA-aged survivors who are generally expected to be in post-secondary education or the 

workforce. Previous research has indicated that AYA cancer survivors often return to work or school, but 

that this transition is not problem-free. Cancer survivors in young adulthood may experience difficulty in 

obtaining employment, and of those who do find work a greater proportion make less than $40,000 per 

year.2 

Young people with cancer often finds themselves in health and support services designed for either 

younger children or older adults that do not address the unique needs and challenges being faced 

during this stage of life. 

If we are to ensure their survival, health, well-being and positive contribution to society, young people 

with cancer must have their unique age-related, clinical, physical, psychosocial and practical needs met. 

This requires specialized age appropriate care and broad, ongoing support that also reaches far beyond 

the healthcare setting. 

[PLACEHOLDER: FIGURE TO DEPICT CHALLENGES FACED BY AYAs WITH CANCER] 

The Canadian Framework for AYA with Cancer 

The Canadian Framework for AYA with Cancer articulates a national vision for young people with cancer 

to achieve optimal survival, health, well-being and meaningful participation across all areas of life. It was 
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developed in collaboration with a wide range of experts and national leaders in cancer and in 

consultation with young people and their families. 

The Framework sets out priority focus areas and principles for action, while allowing for flexibility in the 

way that individual jurisdictions or organizations address these. The Framework is intended to guide the 

development of nationally comparable and locally responsive implementation plans, to be tailored to 

suit local contexts, systems and workforce capacity. 

The Framework is intended to complement and enhance national and local efforts to improve outcomes 

for young people with cancer, including regionally-based cancer plans and related policies, health 

service frameworks, and action plans. The principles and priorities outlined in this document will guide 

the development and evolution of AYA programming in the coming years. Additionally, it will provide 

direction for AYA cancer relevant health policy and highlight key research priorities and gaps in evidence 

to further the development of high quality care for young people with cancer and their families. 

Efforts to Address the Unmet Needs of AYA with Cancer: An Evolution 

In 2008 the Canadian Task Force on Adolescents and Young Adults with Cancer (the Task Force) was 

formed with funding from the Canadian Partnership Against Cancer (the Partnership) and the support of 

C17, the consortium of Canadian pediatric cancer centres. The goal was to improve cancer outcomes in 

the AYA population. With the involvement of many stakeholders, the Task Force succeeded in drawing 

attention to gaps in cancer care for AYAs in Canada and laid the groundwork for future efforts by the 

Partnership. Its accomplishments from its establishment to 2017 include the following: 

• A national survey of existing AYA cancer services in Canada, identifying the diversity of care and 

service models. 

• International workshops in 2010, 2012, and 2016 that brought together stakeholders and led to: 

o Establishment of principles and recommendations for care of AYAs with cancer in Canada 4 

o Development of the Framework for Action on AYA cancer care and to launch Regional 

Action Partnerships (RAPs) to work locally in all parts of the country to improve care and 

support for AYAs with cancer.5 

o Creation of a plan for future governance of efforts to improve AYA cancer care in Canada. 

• A Supplement to Cancer in 2011 that includes in-depth descriptions of the unique needs of AYA with 

cancer.3 

• Detailed strategies for care of AYAs with cancer in the medical, psychosocial and research domains;6 

surveillance of survivors; clinical trial enrolment;7 and screening for distress in AYAs. 

• Development and establishment of a post-Fellowship AYA Oncology diploma program of the Royal 

College of Physicians and Surgeons, finalized in 2016, for training of pediatric, medical and radiation 

oncologists. 

• A multi-stakeholder workshop in May 2016 to establish a national action plan for oncofertility in 

Canada. 

These achievements provide a strong foundation for the next phase of national action to improve 

outcomes for young Canadians with cancer. 

 [PLACEHOLDER: TIMELINE OF AYA RELATED WORK, PROGRESS] 
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Key Concepts in the Framework 

Concept of “Family” The Framework refers to both young people and their family - 
families play a critical role in supporting young people through their 
cancer care pathway. 
The concept of family is broad and unique to each individual. It can 
represent a broader set of close family members or carers beyond 
parents, such as older siblings, grandparents, extended family 
members or a partner or spouse. 

Cancer Peers8 Includes individuals currently living with or survived cancer with a 
wide range of cancer experiences who can share insights and 
provide support for AYAs on their cancer journey.  

Broader Social Networks Broader social networks can be very important to young people and 
may also include a range of friends, colleagues, online communities, 
local and community-based organizations providing cancer and non-
cancer specific support.  

Young People with 
Cancer5 

For cancer-directed therapy and related issues, this refers to 
people aged 15 to 29 when diagnosed with cancer, with variation to 
include younger (12) or older (39) people to meet individual 
patient’s needs, according to local capacity or preference and 
includes survivors of childhood cancer.  The age range of 15 to 29 
years is also appropriate for epidemiological studies and consistent 
with data collection practices such as Statistics Canada, the 
Surveillance, Epidemiology and End Results (SEER) Program in the 
United States, and Eurocare. 
 
For long term-follow up, the age range of 15 to 39 should be 
considered and is consistent with the National Cancer Institute’s 
Progress Review Group (NCI-PRG) in the United States and previous 
System Performance Report.1 This allows for a minimum of 10 years 
of follow up (for example, acute lymphoblastic leukemia therapy in 
a 29- year old).  
 
No age definition should be specified for fertility-related issues. 

Engaging with Young People with Cancer 

Young people with cancer and their families must be engaged and consulted at all stages of their health 

care, support and survivorship experience beyond the immediate treatment phase. 

 [PLACEHOLDER PATIENT AND FAMILY ADVISOR STATEMENT] 

 

Elements of the Framework Explained 

Vision, Goal & Outcome The vision describes the desired future state of care and support 
provided to young people with cancer and their families, following 
successful implementation of the Framework. 
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The goal and outcome statements outline the intended change and 
impact of the Framework. 

Strategic Priorities The four strategic priorities are intended to focus current activity, 
targeting key areas of unmet need. They may change over time. 

Principles The six critical principles of the Framework underpin the priorities 
and strategic activity. They support achievement of the 
Framework’s vision and will remain integral to the Framework over 
time. 

Actions Under each of the principles are high-level, strategic action areas 
and some detailed activities to support delivery of the principles. 

Individual, Services & 
Systems Levels 

Actions and activities are described at three different levels: 
Individual level refers to actions to improve direct interactions 
between health professionals or other service providers and young 
people with cancer. 
Services level refers to interventions that apply across whole 
services, including health services, community support and other 
organizations important to a young person’s well-being, such as 
including education, training, vocational, financial and counselling 
services. 
Systems level refers to “bigger picture”, higher level interventions 
that are broader than the local service context (often national) and 
cut across geographic regions, services and/or sectors. 

What Success will Look 
Like 

Linked to the actions and activities is a suite of success indicators. 
These are multidimensional and intended to reflect success at a 
national level, rather than for individual clinicians or services. 

Youth Engagement Is a critical way of thinking and working to ensure that young people 
with cancer and their families are engaged and have a ‘seat at the 
table’ in all key stages of planning and implementing policy, 
research and service delivery. 

 

Canadian Framework for AYA with Cancer 

Vision, Goal and Outcome 

Vision for all young people with cancer 

All young people with cancer in Canada and their families receive best practice and age-appropriate 

care. 

Goal for leadership and strategic direction 

Promoting national leadership and providing strategic direction to achieve this vision for the care and 

engagement of young people with cancer in Canada. 

Outcome for survival and well-being 

Improving quality of life and survival outcomes for young people with cancer. 
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Strategic Priorities  

The Framework is underpinned by four strategic priorities, which highlight key areas of focus for the 

coming years. Activity associated with each strategic priority is at a varying stage of development. 

Partnerships  

Leverage regional, national and international partnerships to share experience, evidence, knowledge, 

and research to take advantage of the progress made in various jurisdictions. 

Engage community-based AYA organizations as partners to increase capacity for supportive care. 

Health professionals 

Support the development of health professionals and a sustainable workforce that can provide person-

centred, age- and disease-specific care for young people with cancer.   

Engage professionals through knowledge mobilization as a mechanism to share best practices, tools and 

information. 

Data and information 

Develop a national dataset for young people with cancer that is consistently collected for monitoring, 

reporting and evaluation of programs, clinical outcomes, and gaps in care. 

Create the mechanisms such that data guides improvements and innovations in services and care 

(including addressing access and equity issues). 

Research 

Facilitate mechanisms and models to support research that addresses the unmet needs of young people 

with cancer and builds an evidence base for best practice treatment and support through collaboration 

and partnerships.  

Facilitate access for young people into clinical trials, including rapid enrolment and equity of access by 

seeking creative solutions to current barriers. Facilitate access to new technologies and treatments. 

Principles of the Framework 
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Principle 1 Person and family-centred care 
Person-centred care is a way of thinking and doing things that sees the people 
using health services as equal partners in planning, developing and monitoring 
care to make sure it meets their needs.  

Principle 2 Interdisciplinary care by capable health professionals 
Young people with cancer receive high quality care that is provided with 
guidance from capable, interdisciplinary teams which address the entire 
cancer care pathway and the multitude of age-specific developmental issues 
that they face.  

Principle 3 Integrated care in a tailored environment  
Young people with cancer receives coordinated and seamless care from 
relevant health professionals and services across the cancer care pathway, 
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Principle 1: Person and Family-Centred Care 

Person-centred care is a way of thinking and doing things that sees the people using health services as 

equal partners in planning, developing and monitoring care to make sure it meets their needs.9  

Individual Level  

ACTION: Provide information and resources 

Listen to, and work alongside young people with cancer and their families to provide responsive, age 

appropriate, evidence-based information and resources that: 

• consider their level of health literacy 

• are relevant to their clinical and supportive care needs 

• support timely shared decision-making across the cancer care pathway 

• consider the breadth of unique challenges being faced such as those related to fertility, 

sexuality, relationships, cognition, education, employment, financial situation, survivorship or 

end-of life care 

What success will look like  

• Young people with cancer and their families feel listened to, empowered, informed, respected 

and supported to make decisions through the cancer care pathway and beyond  

• Young people with cancer are communicated with about their specific care and needs at every 

stage across the cancer care pathway 

• Young people are aware of potential impacts of treatment to fertility and the fertility 

preservation options available to them  

• Young people with cancer and their families report a positive patient experience and satisfaction 

with their care  

• Young people with cancer and their families feel their own strengths, resilience and capacity has 

been respected and enhanced  

• Young people and their families understand the cancer care pathway and efficiently transition 

between services and sectors into survivorship or end-of life care 

within age-, culturally- and linguistically-appropriate and respectful 
environments. 

 Principle 4 New research and equitable access to clinical trials  
Innovative research opportunities are created and access to clinical trials is 
equitable for young people with cancer. 

Principle 5 Data driven improvements 
Collection and analysis of national youth cancer data is ongoing and informs 
evidenced-based care delivery, appropriate resourcing and evaluation. 

Principle 6 Collaborations and partnerships 
Partnerships within and outside the health sector are established, nurtured 
and leveraged to improve outcomes for young people with cancer. 
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Services Level 

ACTION: Provide personalized care 

Establish processes and systems that consider the personal strengths, circumstances (including breadth 

of impacts on financial situation, education, employment, fertility, relationships), beliefs, culture, 

location, preferences and supportive needs of young people with cancer and their families. 

What success will look like 

• Delivery of cancer care (and beyond) is holistic and age appropriate for young people and their 

families 

• The young person’s specific needs and preferences are heard, documented by health 

professionals and appropriately responded to 

• Young people receive proactive support and guidance for reengagement with education, 

training and employment 

ACTION:  Support self-management  

Promote and support independence through self-managed care options where appropriate (recognizing) 

existing capabilities and resilience), especially for palliation, follow-up, survivorship and end-of-lifecare 

ACTION: Facilitate access for priority groups 

Facilitate access for young people and families from underserved and priority groups, including: 

• First Nations, Inuit and Metis communities  

• rural and remote locations  

• LGBTQ community  

• Culturally and linguistically diverse backgrounds 

• Low socio-economic status  

• Individuals with special health care needs  

What success looks like  

• Service network access appropriate support, services and partnerships to facilitate access for 

priority groups 

• Information and tools to support self-management are developed and available to young people 

and their families across the cancer-care pathway  

• Young people from priority groups have equitable access to culturally and linguistically 

appropriate cancer services and support, and have equitable outcomes 

 

Systems Level 

ACTION: Consolidate national guidance 

Ensure evidence-based resources and tools covering the specific needs of young people (including 

addressing the breadth of potentially life-long impacts of cancer and treatment), empower young 

people with the knowledge they need for shared decision making about cancer care and beyond are 

accessible. 
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What success will look like 

• Relevant, evidence-based information and tools are available and used to support effective 

person- and family-centred care for young people with cancer  

Principle 2: Interdisciplinary Care by Capable Health Professionals 

Young people with cancer receive high quality care that is provided with guidance from capable, 

interdisciplinary teams which address the entire cancer care pathway and the multitude of age-specific 

developmental issues that they face.   

Individual level 

ACTION: Provide interdisciplinary care 

Ensure young people with cancer and their families:  

• are cared for by an interdisciplinary team at diagnosis or shortly thereafter, including at a 

minimum nursing, psychosocial and medical expertise, with assessment and/or treatment 

recommendations clearly documented 

• participate in shared-decision making across all stages of the cancer care pathway 

• have a documented, agreed treatment plan 

• receive best practice interdisciplinary care across the cancer care pathway, including disease-

focused therapy and psychosocial care to address personal developmental issues and social 

impacts including isolation, education and vocation  

What success will look like 

• A documented treatment plan is developed, reviewed and agreed upon with every young 

person and their family, regularly updated for each pathway stage and communicated with all 

relevant health professionals 

• All young people with cancer has access to all relevant treatment and supportive care options 

that address the unique needs of their life stage, are fully informed of their treatment options 

and potential associated impacts, and have input into their treatment plans 

Services level 

ACTION: Support capable, specialized networks 

• Provincial health/cancer agencies lead, advocate, organize and coordinate networks of cross-

sector services and teams to provide age- appropriate, interdisciplinary care across the cancer 

care pathway 

• Educate and support health professionals with awareness, knowledge and relevant referral 

pathways required to provide best practice, age appropriate care (and referrals) 

What success will look like 

• Coordination mechanisms and processes support delivery of interdisciplinary care across the 

cancer care pathway and beyond health services and sectors 
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• Partnerships with specialized services to ensure clear referral mechanisms across service and 

sector boundaries are established 

• Unwarranted variation in care delivery is minimized 

• Health professionals have access to evidence-based information and education to support best 

practice care (including via referral) for young people with cancer 

Systems level 

ACTION: Ensure sustainable, capable workforce and services 

• Establish multi-level strategy to develop workforce capacity (general oncology as well as 

specialist adolescent and young adult oncology) to ensure the cancer care needs and 

developmental needs of young people are met in a range of contexts 

• Develop and promote an evidence-based cancer care pathway for young people with cancer  

• Support national and international collaborations for professional development to prevent 

duplication, leverage existing strategies, develop a professional development framework, 

promote access to peer learning at the highest levels and support knowledge sharing9  

What success will look like 

• Specialist professional education programs and networking opportunities for health 

professionals working with young people with cancer are developed 

• Oncology health professionals have general knowledge and skills for working with young people, 

including respecting young people’s autonomy, understanding developmental and age-related 

issues, and appropriately referring to holistic care (general workforce capacity) 

• Specialist adolescent and young adult oncology health professionals provide expert advice and 

care (specialist workforce capacity), across disciplines and services, demonstrate leadership and, 

support and participate in continuous learning and relevant research to improve practice.   

• Health professionals caring for young people with cancer participate in peer review 

opportunities and are accountable for their practice 

• A range of professional colleges consider defined specialization or sub-specialty in adolescent 

and young adult oncology  

Principle 3: Integrated Care in a Tailored Environment 

Young people with cancer receive coordinated and seamless care from relevant health professionals and 

services across the cancer care pathway, within age-, culturally- and linguistically- appropriate and 

respectful environments.  

Individual Level 

ACTION: Provide specialized care that meets individual needs 

Provide young people with cancer and their families with: 

• best practice, expert clinical care, most appropriate for the individual diagnosis 
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• a coordinated, seamless care plan to address their specific needs at all stages in the cancer care 

pathway including transitions into and out of care (e.g. coping with diagnosis, treatment, 

integrated palliative care, follow-up and survivorship, and end-of-life care) 

• shared decision-making and self-management opportunities where appropriate, within their 

skills and capabilities 

ACTION: Support navigation of the health system  

• Support young people and their families to navigate their care and needs between services, 

within and beyond the healthcare sector. 

• Support young people and their families in all transitions in care using a planned, supported, and 

appropriate approach (e.g. transition into and out of care, pediatric to adult services) 

What Success will look like 

• Young people with cancer receive the ‘right treatment and care’ by the ‘right professionals’, and 

the ‘right time’, taking into account their development stage and unique needs 

• Young people with cancer has an individual care plan to support seamless, coordinated care, 

including clearly documented transition pathways for patients with transitions across rural-

metropolitan locations, public-private sectors and/ or pediatric-adult services 

• Young people with cancer are communicated with about their specific care and needs at every 

stage across the cancer care pathway 

Services Level 

ACTION: Support age-appropriate design of facilities and services 

Orient service improvement projects (and newly designed facilities) to the needs of young people and 

their families. 

What success will look like 

• Policies, processes and secure e-health solutions are in place to support integrated and real-

time updates and information exchange during active treatment, follow-up and survivorship 

• Improved information exchange between health professionals, facilities and primary care 

• Co-design methodology and principles are utilized in the development of new facilities and 

spaces for young people 

Systems Level  

ACTION: Implement systems for information sharing 

Implement seamless, effective systems in cancer services for managing young people with cancer across 

the cancer care pathway, for their life-long follow-up, surveillance, care and support. 

ACTION: Provide leadership on integrated systems 

• Implement national and state policy and strategic plans to facilitate integrated care for young 

people with cancer 
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• Integrate life-long care (including monitoring of late effects from treatment and through 

adulthood, and linkages with psychosocial support, education, employment and other 

contributors to long term well-being) into health system planning 

• Incorporate identification and removal of health system barriers (for young people with cancer) 

into continuous improvement cycles 

• Advocate nationally for improvements to lifelong, holistic care and services for young people 

with cancer 

What success will look like 

• Resourcing support for coordination and navigation is included/considered in strategic/business 

plans 

• Principles for age-appropriate design of young people cancer services are nationally available 

• e-health and technology are used appropriately to engage with and support young people with 

cancer in transitions across the cancer care pathway 

• Clear cancer care pathways and models are effective for young people during active treatment, 

palliation, survivorship and end-of-life care  

Principle 4: New Research and Equitable Access to Clinical Trials  

Innovative research opportunities are created and access to clinical trials is equitable for young people 

with cancer.  

Individual Level 

ACTION: Raise awareness and increase informed participation 

Discuss opportunities to participate in research or clinical trials with young people with cancer, their 

families and health professionals at relevant stages of the cancer care pathway, using a shared decision-

making process. 

What success will look like 

• Young people with cancer and their families are aware of opportunities to participate in clinical 

trials and research, and of the benefits associated with participation 

• Discussions and decisions about participation in research and clinical trials are documented in 

the young person’s care plan and/or medical record 

Services Level 

ACTION: Facilitate equitable access to research and clinical trials  

Provide effective access to national and international research and clinical trials for adolescents and 

young adults with cancer and advocate for increased focus on clinical trials for this population, noting 

the multiple barriers that currently exist at the institutional level including the small size of the patient 

population 

What success will look like 

• Health services and health professionals are aware of relevant available clinical trials 



Canadian Framework for Adolescents and Young Adults with Cancer 

Version: Sept 14, 2018 14 
 

• Access and recruitment of young people with cancer to research and clinical trials is equitable 

(compared with other age groups) 

• National and international clinical trials are accessible and support recruitment of Canadian 

young people with cancer 

Systems Level 

ACTION: Advocate to expand existing research 

Partner and advocate with Canadian and international research bodies, to extend the age-eligibility 

criteria of existing and proposed oncology research to include the adolescent and young adult 

population. 

What success will look like 

• Increased number of cancer research studies and clinical trials including 15–29 year-olds in their 

patient cohorts 

ACTION: Inform clinical, epidemiological and health services research agendas 

Build the evidence base to understand the needs of young people with cancer through national research 

groups and networks by: 

• Determining research gaps and priorities (addressing unmet needs, impacts, health services and 

health economics in research) 

• Undertaking high quality research into the needs of young people with cancer 

• Linking and partnering with international research bodies 

• Planning for cutting edge technologies and personalized medicine 

What success will look like 

• A world-class, comprehensive, sustainable and innovative national research agenda for youth 

cancer 

• Young Canadians with cancer and Canadian researchers are part of a global research agenda for 

young people with cancer 

• Research informs improvements in health systems and services 

Principle 5: Data Driven Improvements 

Data related to the delivery of services to young people with cancer from the AYANN recommended 

indicator set and other sources are routinely collected and reported at the local, regional, provincial and 

national level and informs evidence-based care delivery, appropriate resourcing, evaluation and 

research. AYA cancer program outcomes and effectiveness are evaluated across Canada. 

Individual Level 

ACTION: Measure and monitor patient experience 

• Seek feedback from young people and their families about their experiences and needs across 

the cancer care pathway via survey and other feedback mechanisms 
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• Collect and report self-reported outcomes, of young people across the pathway 

What success will look like 

• Patient reported outcomes and feedback data from young people with cancer are collected and 

inform service improvements, research gaps and priorities 

• Continuous improvement initiatives for service delivery and outcomes are informed by young 

people with cancer and family feedback 

• Tools are available for young people to capture their clinical, survivorship and quality of life 

outcomes 

• Cancer care pathways and plans for young people with cancer are adjusted, based on patient 

feedback 

Services Level 

ACTION: Develop mechanisms to evaluate AYA cancer programs 

Plan and create mechanisms to measure and evaluate new AYA cancer programs for effectiveness and 

monitoring of patient outcomes, both objective and patient-reported.  

What success will look like 

• Data on the availability and utilization of programs are available for all Programs and can be 

compared across Canada 

• Effectiveness of individual programs is evaluated prospectively, and Canadian data is 

contributing to the international literature on adolescent and young adult cancer care.  

ACTION: Use monitoring and evaluation data for improvements to services for young people with 

cancer 

• Collect, review and monitor qualitative and quantitative data to deliver best practice care, 

better understand the patient experience and reported outcomes, inform continuous 

improvement and minimize unwarranted clinical variation 

• Use the AYANN indicator reports and other local, regional, provincial and national data sources 

to identify variation in care and inform service planning and resourcing gaps 

• Evaluate services and programs for young people with cancer, by tracking activity against key 

indicators 

• Promote interdisciplinary peer review of clinical practice for young people with cancer 

What success will look like 

• Data about young people with cancer are regularly monitored, reported, reviewed and 

communicated to clinicians and service planners within and between jurisdictions 

• Service planning priorities for young people with cancer are identified and prioritized 

• Services and programs use data to inform process and summative evaluations are available for 

quality cancer systems and outcome improvements for young people with cancer 

• Canadian data contributes to the international literature on adolescent and young adult cancer 

care 
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Systems Level  

ACTION: Develop national measurements for program evaluation 

Collaborate with provincial cancer agencies and international partners on the development of common 

measures that will be useful for measuring effectiveness of cancer care for young people at the local, 

national and international level.    

ACTION: Implement the collection and reporting of the AYANN recommended performance indicators 

and benchmarks to inform national systems improvements 

• Integrate and use data from the AYANN recommended performance indicators to inform 

development of national benchmarks, and research priorities for young people with cancer 

• Leverage broader national and jurisdictional data initiatives and data linkage opportunities 

• Modify/revise the AYANN recommended performance indicators based on experience and new 

data collection opportunities  

What success will look like 

• National benchmarks and measures are mapped to the cancer care pathway and monitored 

regularly 

• A national evaluation framework and implementation plan is developed, including 

benchmarking against the international experience 

Principle 6: Collaborations and Partnerships  

Community, regional and provincial/territorial partnerships within and outside the health sector are 

established, nurtured and leveraged to improve outcomes for young people with cancer.  

Individual Level 

ACTION: Tailor partnerships 

•  Health professionals caring for young people with cancer partner with relevant primary and 

specialist care providers across the pathway (e.g. fertility specialists, vocational specialists) to 

meet the needs of young people with cancer and their families 

•  Health professionals engage young people with cancer, their cancer peers, families, 

communities and broader social networks to be active partners in the planning and delivery of 

their own care, and planning for life beyond the acute cancer healthcare setting into palliative 

care, survivorship and end-of-life care 

What success will look like 

• Tailored, person-centred care that does not duplicate effort and resources 

• Documented shared decisions and referrals across the cancer care pathway 
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Services Level 

ACTION: Enable effective collaborations 

• Implement processes, systems and tools to enable effective collaborations, across health and 

cross-sector services/ jurisdictions, to meet the needs of young people with cancer 

What success will look like 

• Collaborations create effective service delivery models to meet the needs of young people with 

cancer 

• Feedback on services and programs is captured from multiple sources, including from young 

people with cancer and their families, to inform continuous improvement 

Systems Level 

ACTION: Establish strategic partnerships and collaborations 

• Establish strategic partnerships and collaborations within and beyond the health sector to 

implement this Framework 

What success will look like  

• Partnerships and collaborations that drive and support the Framework’s strategic priorities are 

evident across the systems that support the cancer care pathway 

• Improvements in cancer control outcomes 
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Appendices 

Appendix 1: Glossary of Terms 

Cancer Care Pathway Describes all stages of the cancer care journey, from prevention and 
diagnosis through to monitoring, palliative care, survivorship issues, end-
of-life care, late effects of treatment and life-long support within and 
beyond the healthcare setting.  

Interdisciplinary Care An integrated team approach to cancer care. This happens when 
medical, nursing and allied health professionals involved in a patient’s 
treatment together consider all treatment options and personal 
preferences of the patient and collaboratively develop an individual care 
plan that best meets the needs of that patient.  

Interdisciplinary Team A health care team consisting of a group of experts, including doctors, 
nurses and other health professionals who specialize in the treatment of 
specific types of cancer. Most doctors who treat the common types of 
cancer work with experts in an interdisciplinary team. An 
interdisciplinary team includes all health professionals required to meet 
the specific needs of young people with cancer, which may include any 
variation or combination of professionals providing primary care, active 
cancer treatment (surgery, medical and radiation oncology), fertility 
care, palliative care, nursing, nutrition, physiotherapy, exercise coaches, 
occupational therapy, social and mental health services, vocation, 
education and/or vocation counselling, or pastoral/spiritual care.  

Mental Health Mental health is defined as a state of well-being in which every 
individual realizes his or her own potential, can cope with the normal 
stresses of life, can work productively and fruitfully, and is able to make 
a contribution to her or his community.11 

Person-Centred Care Person-centred care is a way of thinking and doing things that sees the 
people using health services as equal partners in planning, developing 
and monitoring care to make sure it meets their needs. This means 
putting people and their families at the centre of decisions and seeing 
them as experts, working alongside professionals to get the best 
outcome.12  

Special Health Care Needs  Individuals with Special Health Care Needs refer to those with increased 
risk of chronic physical, developmental, behavioral or emotional 
conditions and require health care and related services of a type or 
amount beyond that required by adolescents of young adults 
generally.13 

Supportive Care All forms of care and support, particularly forms of care that supplement 
clinical treatment, that aim to improve the comfort and quality of life of 
young people living with cancer, cancer survivors and their families.14  

Survivorship In cancer, survivorship focuses on the health and life of a person with 
cancer beyond the diagnosis and treatment phases. Survivorship 
includes issues related to follow-up care, late effects of treatment, 
second cancers, and quality of life. Family members, friends, and 
caregivers are also part of the survivorship experience.  
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