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Executive Summary
Introduction

Findings

In cancer care, the pre-diagnosis phase, which is the
time from when an individual or health care provider
has a suspicion of cancer to the time a confirmed
diagnosis is made, is a critical part of a person’s
experience. This phase can cause considerable
distress for patients and their families as they wait for
a confirmed diagnosis. It is also a complex phase
of care, involving different parts of the health care
system, and different types of health care providers and
services. Unfortunately, care in the pre-diagnosis phase
can be characterized by long waits and uncoordinated
services. The Canadian Partnership Against Cancer
(the Partnership) is seeking to identify interventions that
can help to create a more seamless experience from the
patient perspective (i.e., minimally disruptive care that
is more convenient for patients) in the pre-diagnosis
phase, and has commissioned this environmental scan
to identify leading interventions in this area as a first
step in this work.

Interventions

The environmental scan was completed in two stages.
Stage 1 included a review of related grey and academic
literature and interviews with key informants from
outside of Canada. Stage 2 involved interviews and
a focus group with key informants within Canada.
The findings from Stage 1 were used to inform data
collection in Stage 2. The findings from both Stages
are included in this report.

This environmental scan identified a number of leading
practices and interventions that could be used to
enhance or create seamless and coordinated cancer
care in the pre-diagnosis phase. Interventions are
described here individually, but are often implemented
in combination with one another in practice. The
identified interventions are:
• Standardized care pathways for different
types of cancer help to set expectations for
cancer care based on best scientific evidence
and provide information about what type
of care should be offered to patients at
each point during diagnosis, treatment, and
survivorship. Pathways are often represented
as visual flowcharts and are used as a tool
to enhance the quality of care, improve
coordination of services, and identify and
address gaps in care. Once standard pathways
are developed, they need to be integrated
and implemented by health care providers
at the local level, and support to enable this
integration should be provided. Examples of
jurisdictions that have established national
standardized cancer care pathways include
Sweden, Australia, the United Kingdom (UK),
and Denmark.
• Rapid referral pathways may form part of
standardized care pathways. They provide
urgent access to specialists and/or diagnostic
services for specific patients (e.g., those with
certain symptoms or specific types of cancer)
with the goal of improving the speed of the
diagnosis process. The use of a rapid referral
pathway is associated with a shorter time to
diagnosis and treatment for some cancers.
The most well-known rapid referral pathway
internationally is the UK’s urgent two week
wait (2WW) referral pathway, which was
established in 2000. Other jurisdictions such
as New Zealand, Denmark, Manitoba, Ontario,
and British Columbia have also established
rapid referral pathways for patients with urgent
symptoms.
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I

• Benchmarks/targets for wait times may
also be incorporated into care pathways or
rapid referral pathways. A benchmark for
a waiting time establishes the maximum
amount of time that patients should wait
for a certain phase of care (e.g., from an
appointment with their primary care
provider to a specialist appointment, or to
a final diagnosis). Establishing benchmarks
for waiting times for diagnosis and then
measuring performance against those
benchmarks can help health care providers
and health system decision-makers identify
and address any gaps in the system leading
to excessive wait times. There are currently no
national Canadian targets for wait times for
cancer diagnosis, but benchmarks have been
established in some provinces, as well as in
other countries. Some of the most common
benchmarks established across jurisdictions
are 14 days/2 weeks from when a patient
is referred from primary care with urgent
symptoms to the time they are seen by
a specialist, and benchmarks ranging between
21 and 30 days from when a patient is referred
with suspicious symptoms to the date of
a definitive diagnosis for that patient.
• Centralized and coordinated diagnostic
services bring together the various tests/
procedures and health care providers needed
to determine a definitive diagnosis for a
patient in a single location. Typically, referrals
to the service are coordinated centrally, and
patients visit the service location one time
to receive all the required diagnostic tests
and appointments in a coordinated manner.
These units may also offer other services
and supports for patients such as patient
navigation or access to psychosocial supports.
These types of coordinated services help to
minimize delays in referral and diagnosis,
enhance the coordination and seamlessness
of patient care, and improve patient
experience. Significant decreases in wait times
for a definitive diagnosis have been reported
by some programs. In Canada, the most
widespread example of this type of service
is Ontario’s Diagnostic Assessment Program
available for lung, colorectal, and prostate
cancer. Other Canadian jurisdictions that have
implemented coordinated diagnostic clinics/
services include Alberta, British Columbia,
and Manitoba.

II

• Multidisciplinary teams (MDTs) bring
together health care providers from different
disciplines to participate in and support
the diagnosis process (e.g., oncologists,
pathologists, radiologists, nurses, patient
navigators, etc.). Teams may be more formal
and structured, operating from one location
and working together on a daily basis, or more
informal, for example, coming together weekly
to review and discuss patient cases. Across the
continuum of care, MDTs have been shown to
improve communication, coordination, and
decision-making between the health care
providers involved, and contribute to more
comprehensive patient assessment, better
diagnosis and treatment decisions, better
adherence to evidence-based care guidelines,
and increased patient satisfaction.
• Patient navigators in the pre-diagnosis
phase provide a central communication
point for patients and can help to address
gaps in coordination and communication,
and delays in the diagnosis process. They
can play a key role in coordinating diagnostic
testing and appointments, communicating
test results, and ensuring that patients are
triaged appropriately and meet any identified
waiting time benchmarks. They also fulfill
other roles such as providing patients and their
families with psychosocial support, referrals
to other community services, and education
and information. Most patient navigators are
nurses, but can also be other types of health
care providers or trained laypeople. Patient
navigators have been shown to improve care for
medically underserved communities.
The environmental scan also explored interventions
in four other areas, but found limited evidence
to support the effectiveness of specific types of
interventions in these areas:
• Primary care providers (PCPs) play a critical
role in the cancer diagnosis process. Providing
supports for PCPs that enable them to
effectively fulfill their role is essential, but there
is limited evidence about the most effective
ways to do so. Some jurisdictions are pursuing
outreach and education strategies for PCPs to
better inform them about cancer symptoms
and the diagnosis process (for example,
academic detailing or integrating diagnosis
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pathway information into programs/software
already used by PCPs), while others have
implemented strategies such as facilitating
direct access to diagnostic testing for PCPs, or
supporting PCPs to use risk assessment tools
that help to quantify the risk of cancer in a
particular patient (Hamilton and QCancer are
two examples of tools that offer support in
this area).

supporting shared decision-making between
patients and health care providers (e.g.,
online portals that give patients access
to their health information, test results,
scheduled appointments/tests, and
educational materials), enhancing symptom
management, and improving consistency and
standardization in delivery of care.

• This scan identified very little evidence on
specific interventions that are effective in
improving the pre-diagnosis phase of care
for Indigenous people, although a number
of jurisdictions are working in this area.
Some jurisdictions are working to develop
educational materials for Indigenous
individuals to support them in the prediagnosis phase. In Australia, a new optimal
care pathway for Aboriginal and Torres Strait
Islander people with cancer is now being
developed to facilitate the delivery of culturally
safe and competent care, but it has not
yet been implemented. Other jurisdictions
have implemented cancer navigators or
coordinators to work specifically with
Indigenous patients; for example, Ontario has
Aboriginal Navigators that provide support
and advocacy for First Nations, Inuit or Métis
patients and families.

Priorities for Intervention

• Interventions focused on diagnostic services
may help to address gaps in the pre-diagnosis
phase, but there was limited information
available in this area specific to the cancer
diagnosis process. Strategies that may be
helpful include providing electronic access
to pathology services, blocking appointment
times for diagnostic equipment such as CT
scanners or MRIs for patients with an urgent
need for diagnosis, or introducing synoptic
reporting in radiology.

Existing Challenges in the Canadian
System

• Technology has been used to support the
diagnosis process in many ways including
improving the management and coordination
of patient care, supporting informationsharing between health care providers
(e.g., use of a smartphone app to share
diagnostic information about a patient,
electronic consultation services), providing
decision support to health care providers
(e.g., use of electronic cancer clinical
decision support/risk assessment tools),

Most Canadian key informants interviewed for
this environmental scan thought that developing
and implementing standardized care pathways
at the national level could be an important tool in
increasing consistency in cancer diagnosis processes
across Canada. Key informants also felt that gaining
national agreement on diagnosis pathways could
help to facilitate other interventions to improve the
seamlessness of care in the pre-diagnosis phase,
such as regular reporting on quality indicators, rapid
referral pathways, and wait time targets. Other priority
areas discussed by Canadian key informants included
education and support for PCPs around cancer
diagnosis, and continued implementation/expansion
of patient navigation for patients in the pre-diagnosis
phase.

Canadian key informants identified current challenges
in the pre-diagnosis phase of cancer care in Canada.
The challenges discussed were barriers in primary
care (e.g., lack of information or knowledge about
the diagnosis process); wait times for diagnosis, often
associated with limited health system resources;
communication challenges (among health care
providers and between providers and patients);
variation in, and/or confusion about the diagnosis
process across different types of cancer or different
diagnostic services; transportation barriers that make
it difficult to access diagnostic appointments or testing;
and patient concern or embarrassment that may
prevent them from seeing a health care provider
about symptoms.
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III

Supports for Implementation
of Interventions
The report explores factors that help to support
implementation of interventions to improve the
pre-diagnosis phase of care. These factors include:
engaging and working collaboratively with PCPs;
establishing benchmarks for waiting times against
which to assess performance; having regularly
collected, high-quality data to inform quality
improvement; engaging with a variety of key
stakeholders on improvement initiatives, including
health service delivery organizations, patients, health
care providers, and health system administrators;
providing a centralized source for information and
resources related to the diagnosis process (for PCPs
and for patients); having leadership and support for
system change from elected politicians; ensuring
work across regions/organizations is coordinated; and
building a common understanding of the problem to
be addressed (i.e., long waiting times, uncoordinated
care).

Outcome Indicators to Measure the
Pre-diagnosis Phase
Outcome indicators that are most commonly used to
evaluate the impact or result of an intervention in the
pre-diagnosis phase include waiting time measures,
patient experience measures, and/or clinical measures:
• Waiting time measures assess wait times in
different parts of the diagnosis process. For
example, the average number of days from
symptom or suspicion to definitive diagnosis;
from abnormal screening or referral to a
specialist to definitive diagnosis; from first
symptom to provider evaluation; or from when
a referral to a specialist is made to when the
appointment occurs.

Trends and Future Work
International key informants interviewed for this
environmental scan identified some the areas they
plan to address in future work on improving the prediagnosis phase, including a continued or expanded
focus on engaging PCPs, developing and supporting
local implementation of standardized care pathways,
and managing and reducing wait times. New areas that
may be addressed in future work included expanding
health system resources that support diagnosis
(e.g., new diagnostic equipment), addressing barriers
related to geography, supporting development of more
affordable, accessible, and efficient diagnostic tools,
and exploring application of the lessons learned in
cancer care to diagnosis of other diseases.

Conclusion
Enhancing the seamlessness of patient care in the
pre-diagnosis phase is an important part of improving
a patient’s experience in their cancer journey, as well
as ensuring that the health care system is operating
efficiently. This report has described a number of
strategies and interventions from within Canada and
around the world that could be considered for use in
Canada, taking into consideration local contexts and
priorities. The information provided here will be used
by the Partnership to continue exploring potential
interventions with Canadian partners and stakeholders
in cancer care, with the goal of ultimately supporting
the implementation and spread of interventions that
can improve the seamlessness of the pre-diagnosis
phase of cancer care across Canada.

• Patient experience measures capture
patient experiences with care and their
satisfaction with aspects such as overall care,
waiting times for their PCP and/or specialist
care, or the information they received about
the diagnosis process.
• Clinical measures typically include stage at
diagnosis or survival rates.

IV
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Introduction
Cancer is a major disease leading to death and
disability in Canada. In 2017, it is estimated that
more than 200,000 new cases of cancer and over
80,000 deaths due to cancer will occur. Almost half of
Canadians will develop cancer in their lifetime, and
one in four Canadians will die from it (Canadian Cancer
Society’s Advisory Committee on Cancer Statistics,
2017). Even more Canadians may have the experience
of going through the diagnosis process with a suspicion
of cancer. The pre-diagnosis phase of cancer care (i.e.,
from the time an individual or health care provider has
a suspicion of cancer to the time a confirmed diagnosis
is made) is a complex and important stage. It is also a
time of uncertainty that often provokes considerable
distress for patients and their families as they wait for
the testing and diagnosis process to be completed.
Unfortunately, timely diagnosis and coordination of
diagnostic services remains a significant challenge,
both in Canada and internationally (Cancer Quality
Council of Ontario, 2016; Deloitte Centre for Health
Solutions, 2013). The pre-diagnosis phase requires
patients to interact with several different parts of the
health care system including specialized cancer care,
primary care, laboratories, and diagnostic imaging,
and the health care providers and other staff that
provide these services. Challenges to coordinated
and seamless care across these settings include poor
communication between primary and secondary care,
variable referral management practices, lack of human
and technological resources, delays in pathology
services, and confusion over responsibility for
assessments (Deloitte Centre for Health Solutions, 2013;
Gagliardi, Dobrow, & Wright, 2011). Not only do poorly
coordinated care and long wait times cause more
stress and anxiety for patients and contribute to poorer
patient health outcomes, they create inefficiency and
unnecessary costs in the health system (Cancer Quality
Council of Ontario, 2016; Easley et al., 2016).
The Canadian Partnership Against Cancer (the
Partnership) launched a new program of work in 2017
focused on creating a more seamless experience from
the patient perspective (i.e., minimally disruptive care
that is more convenient for patients). This work involves
assessing the current state of care in the pre-diagnosis
phase in Canada, identifying leading practices that are
improving the seamlessness of care in this phase, and
supporting the implementation and spread of these
practices across Canada. Interventions to improve

the seamlessness of care can contribute to a better
experience for patients, and also result in a more
efficient health care system (Cancer Quality Council of
Ontario, 2016; Walsh et al., 2011). As a first step in this
work, the Partnership has engaged Research Power
Inc. (RPI) to conduct an environmental scan to identify
leading interventions that can be considered for use in
Canada to support a more seamless patient experience
for the pre-diagnosis phase of an individual’s cancer
journey. The Partnership defines leading interventions
as those that: “are co-designed by patients, coordinate
the system from the person’s viewpoint, and are
innovative in application to enhance uptake.”
This report identifies some of the current challenges
in the pre-diagnosis phase in Canada, and describes
leading practices and interventions that are used both
in Canada and in other countries around the world to
provide more seamless, coordinated and timely patient
care in this phase. The findings also include discussion
of potential priority areas for interventions to improve
the pre-diagnosis phase, key facilitating factors for
implementation of interventions, potential metrics or
indicators that could be used to evaluate interventions,
and trends for future work in this area. The findings
from this report will be used to help inform the next
phases of work as the Partnership moves forward with
its efforts to create a more seamless experience from
the patient perspective in the pre-diagnosis phase of
an individual’s cancer journey.
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Methodology
Research Questions
The following key research questions were used to
guide the environmental scan process:
1. Are there practice guidelines or care pathways
that have been found to streamline and
enhance the individual’s experience during the
pre-diagnosis phase?
– How were patients involved in the
design and development of the practice
guidelines or care pathways?
2. What are the leading interventions for
innovative and virtual approaches
(e.g., technology-based) to seamless care
(i.e., minimally disruptive care that is found to
be more convenient/timely/less stressful to
the patients) in the pre-diagnosis phase within
Canada and abroad?
– How have these interventions been
applied, including identification of
successes and lessons learned where
possible?
– How were patients involved in the
design and development of the leading
interventions?
3. What are the identified metrics that can be
used to measure the suspicion to diagnosis
phase; and where are these metrics used?
Are there specific metrics used to measure
the patient experience?
4. What are the key points of care in a patient’s
experience (e.g., diagnostic tests, physician
consultations, etc.) as they navigate the system
from suspicion to diagnosis?
5. Who are the key stakeholder groups
(e.g., diagnostic imaging, diagnostic labs,
primary care etc.) in the Canadian health care
system that participate and/or interact with
individuals in the pre-diagnosis process?
6. Have specific considerations been applied for
Indigenous populations within the context of
each of the questions above?
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To address these research questions, a review of the
literature and interviews with key informants were
conducted by RPI.

Out of Scope
The following topics were out of scope of this report:
• Pre-diagnosis experiences for other
illnesses/conditions
• Clinical guidelines
• Interventions that increase screening rates
• Interventions that address patient awareness
in identifying symptoms (i.e., before suspicion)
• Interventions following diagnosis
(e.g., to improve access to treatment)
• Reporting on patient experiences in the
pre-diagnosis phase
• Interventions that address issues across
the health system not focused specifically
on cancer care (e.g., shortages of health
care providers, efforts to improve health
information technology, etc.)

Approach
The research for this environmental scan was
conducted in two stages. In the first stage, the focus
was on identifying leading interventions that can
be considered for use in Canada to support a more
seamless patient experience for the pre-diagnosis
phase (from suspicion to diagnosis) of an individual’s
cancer journey. This phase included the literature
review and interviews with six key informants from
outside of Canada. The focus in Stage 1 was primarily
on identifying interventions used in other countries
with publicly-funded health systems similar to Canada’s
(though Canadian examples identified through the
literature review were included as well). A report of
the findings from Stage 1 was developed, and this
information was used to inform Stage 2.
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Stage 2 involved interviews and a focus group with
key informants within Canada. The purpose of this
was two-fold. Firstly, the interviews/focus group
gathered feedback on the current situation in Canada
with respect to the pre-diagnosis phase, including
challenges that patients experience and promising
interventions to address these challenges. Secondly,
the interviews/focus group gathered stakeholder input
on priorities for and implementation of interventions to
improve the pre-diagnosis phase of care in Canada. The
summary of findings from Stage 1 was used to provide
Stage 2 key informants with background information
and support this stage of the data collection.
All data collection strategies are described in greater
detail below.

Literature Review
A review of the academic/peer-reviewed and grey
literature was conducted to identify and explore
innovative interventions that can enhance timely
and seamless care in the pre-diagnosis phase both
from within Canada and from other international
jurisdictions. An analytic framework was first developed
to identify the specific areas of interest based on the
research questions above. This framework was used to
guide the literature review and interview process, and
ensure that information was captured in a consistent
and comprehensive manner.

Academic Literature
To identify academic literature, the PubMed, CINAHL
and PsycInfo databases were searched for related
English language articles published since 2012.
The search strategy that was used is summarized
below (terms were used in various iterations and
combinations), and was modified as required for each
database used appropriate terminology, alternative
spellings and synonyms, Boolean operators and
relevant syntax for the requirements of each database:
• cancer* OR neoplasm* OR oncolog* OR tumor*
OR tumour* OR malignan* OR (MH “Cancer
Screening”) OR (MH “Cancer Patients”) OR
(MH “Neoplasms+”) OR (MH “Cancer Care
Facilities”) OR (MH “Oncology+”) OR (MH
“Oncologic Nursing+”) OR (MH “Oncologic
Care”)

• prediagnos* OR diagnos* OR “pre-diagnosis”
OR “pre-diagnoses” OR “time-to-diagnosis” OR
“prior-to-diagnosis” OR “before-diagnosis” OR
“diagnosis-phase” OR “longtime-to-diagnosis”
OR “cancer-diagnostic-pathway” OR “cancerdiagnostic-pathways|” OR early OR late OR
rapid* OR delay* OR wait* OR time* OR (MH
“Time Factors”) OR (MH “Early Diagnosis+”)
OR (MH “Early Detection of Cancer”) OR
“symptoms-to-diagnosis” OR “symptomto-diagnosis” OR “between-screening-anddiagnosis” OR “ “suspicion-to-diagnosis” “visitto-diagnosis” OR “symptoms-to-diagnosis”
OR “presentation-to-diagnosis” OR wait*
OR “time-lapse” OR “delay-in-diagnosis” OR
“rapid-diagnosis” OR “time-to-treatment”
OR “diagnostic-delays” OR “confirmation-ofcancer” OR “delays-in-diagnosis”
• “diagnostic-assessment” OR “mobilescreening” OR telehealth*
The searches yielded many results, which were
narrowed down by a skilled reference librarian to
approximately 350 results. The titles and abstracts
of these results were reviewed by the consultants
for relevance. From these results, approximately
75 relevant articles were obtained in PDF and reviewed
in further detail.

Grey Literature
Relevant grey literature was identified through
systematic searches of relevant provincial/territorial,
national, and international websites (see list below), as
well as through general Google searching and review of
reference lists from other relevant articles/documents.

Provincial Cancer Agencies
• BC Cancer Agency
• Cancer Care Manitoba
• Cancer Care Nova Scotia
• Cancer Care Ontario
• CancerControl Alberta
• New Brunswick Cancer Network
• Quebec Health and Social Services
(Direction québécoise de cancérologie,
Ministère de la Santé et des Services sociaux)
• Saskatchewan Cancer Agency
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Other Canadian Organizations/Websites
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•
•

Alberta Cancer Foundation
BC Cancer Foundation
Canada Health Infoway
Canadian Association of Nurses in Oncology
Canadian Association of Psychosocial
Oncology
Canadian Cancer Society
Canadian Foundation for Healthcare
Improvement
Canadian Foundation for Innovation
Canadian Institutes of Health Research
Cancer and Primary Care Research
International Network
Cancer Quality Council of Ontario
Cancerview.ca
CanIMPACT
College of Family Physicians of Canada
Ontario Institute for Cancer Research
Royal College of Physicians and Surgeons
of Canada
Trillium Health Partners

International
• Association of Community Cancer
Centres – US
• Centers for Disease Control and
Prevention – US
• Commission on Cancer of the American
College of Surgeons – US
• Institute of Medicine – US
• National Cancer Institute – US
• National Comprehensive Cancer Network – US
• Cancer Research UK (including the Accelerate,
Coordinate, Evaluate Programme) – UK
• Kings Fund – UK
• National Health Service (NHS) – UK
• National Institute for Health and Care
Excellence (NICE) – UK
• Northern Cancer Network – New Zealand
• Cancer Australia – Australia
• Sax Institute – Australia
• Denmark (general search for related activities)
• Sweden (general search for related activities)
• European Organization for Research and
Treatment of Cancer – Europe
• European Society for Medical Oncology –
Europe
• European Partnership Action Against Cancer –
Europe
• World Health Organization – International
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Search terms that were used for the grey literature
searching included (using various combinations
and synonyms, etc.): cancer, cancer care/patient
care, care provider, communication, continuity,
continuum, coordination/coordinator, diagnostic
assessment, enhance/improve, First Nations/Inuit/
Métis/Indigenous/Aboriginal, indicators, innovation,
IT, metrics, multidisciplinary/multidisciplinary team/
MDT, pathway, patient, patient experience, patient
navigators, practice guidelines, pre-diagnosis/prediagnosis, prevention, primary care, programs, rapid/
fast/faster access, referral, screening, seamless,
streamline, suspicion/suspected, technology, virtual.

Key Informant Interviews
As noted above, interviews and a focus group were
conducted in two phases for this work. In Stage 1,
interviews were conducted with six key informants
from outside of Canada with expertise in initiatives
that enhance care and create a more seamless patient
experience in the pre-diagnosis phase. In Stage 2,
six interviews were conducted with seven Canadian
key informants (one interview had two participants)
with similar expertise, and one focus group was
conducted with two Canadian patients (from Prince
Edward Island and Alberta). For Stage 1, potential key
informants were identified by the consultant through
the literature review process. For Stage 2, potential key
informants were identified by the Partnership through
their networks and knowledge of work in this area. Key
informants who participated in the interviews are listed
in Appendix A (with the exception of the patients, who
are not identified by name for confidentiality reasons).
Interview and focus group guides for both stages
were developed with the Partnership’s input to help
ensure all areas of interest were addressed (provided
in Appendix B). All interviews and the focus group were
conducted by telephone and lasted approximately
60 minutes. Detailed notes were taken during the
interviews, and the notes were sent to key informants
for their review and validation following each interview.
The focus group was audio-recorded and transcribed.
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Analysis
Information collected through the literature review and
key informant interviews was thematically analyzed,
which involves identifying common threads across
sources (i.e., literature and transcripts). Sources were
first coded to reveal broader themes, as well as subthemes/categories that illuminate the data in ways not
provided by the main themes/concepts. The themes
and sub-categories were then compared across
data sources to further formulate the themes and
categories. Systematic comparisons and verifications
ensure that important categories are not overlooked,
and that emerging categories and concepts are
properly identified. The strength of response from key
informants is reflected in the use of the descriptors
“all”, “most”, “some” and “a few”. Information provided
by key informants is integrated with the findings from
the literature review throughout the report. Verbatim
quotes from the patient focus group are included
where appropriate. The key informants in each stage
were asked slightly different questions, so the terms
“international key informants” (Stage 1) and “Canadian
key informants” (Stage 2) are used to differentiate the
groups where applicable. If no differentiation is used,
the finding applies across both groups.

Considerations
• Many of the interventions discussed in this
report can be applied to cancer care across
the continuum (e.g., multidisciplinary teams,
patient navigation). However, the discussion in
this report focuses on how these interventions
have been used specifically in the prediagnosis phase.
• Many of the interventions are used in various
combinations in different jurisdictions
(e.g., centralized and coordinated
diagnostic services may include access
to a multidisciplinary team and a patient
navigator, and may rely on a standardized
care pathway and/or fast track referral
process for referral and triage of patients). It is
important to consider the overall structure and
implementation of a set of interventions when
evaluating results.
• The interventions described in this report are
those that have been found to be effective
in the pre-diagnosis phase generally across
different types of cancer. However, there is
significant variation in the diagnosis process
across different types of cancer, so the
strategies that improve the seamlessness and
timeliness of care in the pre-diagnosis phase
may differ somewhat between different types
of cancer. A detailed analysis of the diagnosis
process and related interventions for each
specific type of cancer was outside the scope
of this report.
• Interventions that address issues in the
health system more broadly (e.g., shortages
of health care providers, efforts to improve
health information technology, improving
access to surgery, etc.) may have an impact on
improving the pre-diagnosis phase of care, but
are outside the scope of this report.
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Findings

Organization of the Findings
The report begins with a more detailed description of
the pre-diagnosis phase of cancer care. The majority
of the report is then focused on describing the leading
interventions identified through the environmental
scan that have been used in Canada and internationally
to enhance seamless care in the pre-diagnosis phase.
Interventions include standardized care pathways for
different types of cancer; rapid referral pathways that
provide urgent access to diagnostic services; targets or
benchmarks for wait times; centralized and coordinated
diagnostic services; multidisciplinary teams; patient
navigation; supports for primary care providers
(PCPs); interventions to support Indigenous people;
interventions in diagnostic services; and technology
to support the diagnosis process. Following discussion
of the interventions, the final sections of the report
address potential metrics or indicators that could be
used to evaluate interventions in the pre-diagnosis
phase, key facilitating factors for implementation of
interventions in the pre-diagnosis phase, and trends
for future work in this area.

Defining the Pre-diagnosis Phase
of Care: Key Stakeholders and
Points of Care
There are four routes to a cancer diagnosis:
programmatic screening, opportunistic screening,
investigation of symptoms, and incidental diagnosis.
Programmatic screening involves a large-scale,
population-based, organized screening program that
offers regular screening for cancer to everyone based
on certain criteria (e.g., age, gender), regardless of
whether individuals are experiencing symptoms or
not. Programmatic screening is typically conducted for
breast and colorectal cancer for example. Opportunistic
screening is conducted on an individual basis as a
result of an individual patient or health care provider’s
request or suggestion. Investigation of suspicious
symptoms is initiated by health care providers when
patients present with symptoms that may indicate
the presence of cancer. Incidental diagnosis involves
identifying cancer when investigating other issues
(e.g., a CT scan is conducted to address another health
problem, but cancer is also seen on the scan).
In their 2016 Programmatic Review of the Diagnostic
Phase, the Cancer Quality Council of Ontario (CQCO)
defines the diagnostic phase starting from the
time a patient experiences a sign or symptom, or
an abnormality is indicated on screening or other
procedures, and ending once staging and clinical
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assessment is complete and a final treatment plan
(or decision not to pursue treatment) has been
established (Cancer Quality Council of Ontario, 2016).
The pre-diagnosis phase has been divided into three
intervals by Walter, Webster, Scott, and Emery (2012):
the first interval, called the “appraisal interval,” is where
an individual appraises and interprets changes and
potential symptoms in their own body. The second
interval is called the “help-seeking interval,” in which
the individual decides whether to consult a health care
professional about their symptoms. In order to move
forward in the pre-diagnosis phase, an individual must
be aware of their symptoms, understand the urgency
of these symptoms, and be able to access primary care
(World Health Organization, 2017), since PCPs, including
physicians and nurse practitioners (NPs), are typically
the initial entry point to the health care system (Easley
et al., 2016; Emery, Weller, Vedsted, Trevena, & Shastr,
2014; Rubin et al., 2015). PCPs therefore play a critical
role in the pre-diagnosis phase, particularly in the helpseeking interval; this role was discussed both in the
literature and by key informants.
The third phase is referred to as the “diagnostic
interval,” and involves evaluation of the patient, often
by multiple health care professionals. At this stage,
patients are usually referred from primary care to
specialist health care providers (e.g., oncologists), who
are part of the acute care system. This phase typically
includes investigations/diagnostic tests which may
include imaging (e.g., CT scan, PET scan, x-rays) and/
or laboratory tests, and ultimately leads to a definitive
diagnosis with pathological confirmation (Walter et
al., 2012; World Health Organization, 2017). Different
services and facilities are involved in the diagnostic
interval, including hospitals and laboratories, and
this work is coordinated through referral mechanisms
(Cancer Quality Council of Ontario, 2016; Walsh
et al., 2011; World Health Organization, 2017).
A multidisciplinary team of health care providers may
be involved in patient care throughout the diagnostic
interval (e.g., medical or radiation oncologists,
specialists with an expertise in a certain type of cancer
such as a urologist, gynecologist, or brain or thoracic
surgeon, and specialists with expertise related to
interpreting the results of diagnostic testing such
as radiologists or pathologists). The pre-diagnosis
phase ends once a diagnosis is made.

In addition to primary care and the specialist health
care providers described above (including physicians
and nurses, as well as other types of providers like
pharmacists or social workers) and staff working in
the area of diagnostic testing (e.g., laboratory/imaging
technicians, management), the patient and their family/
loved ones are of course also critical stakeholders in the
pre-diagnosis process. Other important stakeholders
identified in the literature and by key informants
include health system and cancer care policy makers
and administrators, information technology staff and
leaders, and politicians who help to establish policy
directions and interventions.

Challenges in the Pre-diagnosis
Phase in Canada
This section focuses on identifying current challenges in
the pre-diagnosis phase of cancer care in Canada. This
topic was not researched through the literature review,
so findings in this section are drawn from the interviews
and focus groups conducted with Canadian key
informants. The challenges in this section are described
in order of strength of response, i.e., those mentioned
most frequently are described first.
The intention of this section is not to provide a
comprehensive assessment of all of the challenges
and barriers; instead it provides insight into some of
the challenges to provide context for the potential
interventions that are discussed in the subsequent
sections. This work will complement other initiatives
underway to better understand and identify challenges
and gaps in the cancer care system in Canada. For
example, the CanIMPACT initiative (Canadian Team
to Improve Community-Based Cancer Care along the
Continuum)1 included the development of synthesis
maps that represent the current Canadian primary care
and cancer practice systems. These maps illustrate the
relationships between primary care and the full cancer
continuum and the patient cancer care journey as
experienced by breast and colorectal cancer patients.
They support the process of identifying gaps in the
system and potential areas for future intervention
(Jones, Shakdher, & Singh, 2017).

1 CanIMPACT is a comprehensive research program to improve cancer care by
identifying and supporting interventions and support for cancer patients in
primary care.
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Barriers in Primary Care
Many Canadian key informants noted that PCPs play
a critical role in the diagnosis process, but may not
always have the knowledge or information they need
to ensure timely access to care. PCPs are not experts
in cancer diagnosis and treatment, and may see only
a few patients with cancer each year. They may not be
familiar with what tests should be ordered, or when
and where they should refer patients for further testing.
Reports provided to PCPs (e.g., imaging reports) may
include dense or technical language, or may not
provide clear direction on next steps in the diagnosis
process.
Another barrier I see would be maybe the family
doctor . . . didn’t have the information they
needed to realize how important it was for me to
get that [procedure] first. That would have given
them answers. . .
Lack of access to a PCP could also be a barrier for some
patients. Many people across the country do not have
a regular PCP. Patients who make use of walk-in clinics
for primary care may lack continuity in their care
provider. Other patients may have a PCP but face long
waits for an appointment.

Wait Times and Limited System Resources
Many Canadian key informants identified wait times
for diagnosis as a key concern for patients, noting that
this is frequently a very stressful time for patients and
their families. In some cases, key informants linked
waiting times to limited system resources. The health
system only has so much capacity (for example, there
are a limited number of MRIs or operating rooms
available that could be used for cancer diagnosis
investigations), and there are many patients and health
care providers that would like to make use of these
resources. As a result, the system has to prioritize where
to invest, sometimes resulting in long wait times due
to limitations on specialist time or operating room
availability for example.
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I think that the hardest part is the waiting, and
not knowing. And my experience was knowing
that I had cancer, but I didn’t know what kind
and how it was going to be treated, or whether it
could be treated.

Communication Challenges
Some Canadian key informants indicated that barriers
to communication, or poor communication to patients
was an issue in the pre-diagnosis phase. For example,
health care providers in different parts of the system
may not receive information about the patient’s status
and care, or patients themselves may not receive the
information they need related to their cancer diagnosis.
Probably the biggest challenge was the
communication, but not just communication
with me, communication between the original
[specialist], my family doc; my family doctor
and my new [specialist]. I went to my family
doctor after I’d been in treatment, for my annual
checkup, and he hadn’t even been told that I had
started treatment . . . a lack of communication
between the hospital that did the surgery, and
the cancer centre. Somebody missed telling me
what was actually happening [that I’d been
diagnosed with cancer].

Variation in the Diagnosis Process
Some Canadian key informants identified variation
in the process for diagnosis as a challenge. This
included variation across different types of cancer and
different specialties, and between individual providers
and imaging services. For example, some diagnostic
services (e.g., radiology clinics) may make a direct
referral for patients with abnormal results while others
do not. This can cause confusion for both patients and
PCPs about where the patient should go next in the
diagnosis process.
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Other
Other challenges that were also described, each
mentioned by a few Canadian key informants include
barriers related to transportation to diagnostic
appointments and testing; and patient concern or
embarrassment that may prevent them from seeing
a health care provider about symptoms they are
experiencing.

Interventions to Enhance
Seamless Care
According to an Australian study, the key components
that are important to seamless and coordinated
care in the pre-diagnosis phase include organization
of patient care, access to navigation through the
health care system, effective communication and
cooperation within a multidisciplinary team and across
other health care providers, delivery of services in a
complementary and timely manner, and providing
sufficient and timely information to the patient (Walsh
et al., 2011). This environmental scan has identified
a number of leading practices and interventions that
address these various areas and can be employed to
enhance or create seamless and coordinated cancer
care in the pre-diagnosis phase. These interventions
are discussed in detail in this section of the report and
include: standardized care pathways for different types
of cancer; rapid referral pathways that provide urgent
access to diagnostic services; targets or benchmarks
for wait times; centralized and coordinated diagnostic
services; multidisciplinary teams; patient navigation;
supports for PCPs; interventions to support Indigenous
people; interventions in diagnostic services; and
technology to support the diagnosis process. Although
each type of intervention is discussed separately in
this report, many of these interventions are used
in combination with one another. For example,
centralized and coordinated diagnostic services may
include access to a multidisciplinary team and a patient
navigator, and may rely on a standardized care pathway
and/or fast track referral process for referral and triage
of patients.

Although the focus of the search was on interventions
that improve pre-diagnosis care from the patient
perspective, many of the interventions discussed in this
report were designed from the system perspective and
focus on making care more consistent and timely. While
these interventions are anticipated to also improve
care from the patient perspective, it is interesting to
note that this was not always the primary focus of
interventions. In the United Kingdom (UK), the National
Health Service (NHS) is now increasing their focus
on ensuring that the patient experience is given an
equal weight in the system improvement process as
other considerations such as cost or timeliness of care
(Fitzgerald, 2017).
Because the majority of these interventions focus
on the health system (e.g., health care providers,
diagnostic services, etc.) rather than on patients
themselves, in general, it appears that patients were
typically involved in the design and development of
interventions by including them as members of project
advisory or working groups. Interventions that were
focused primarily on patients (e.g., development of
a consumer guide on the diagnosis process) had
a much higher level of patient input in the development
and implementation process.
The research presented in this section of the report will
complement other work underway to identify effective
interventions to improve care in the diagnosis phase.
CanIMPACT is a pan-Canadian team of healthcare
providers, researchers, and policy makers who are
committed to improving care for cancer patients,
and one of their streams of inquiry is the diagnosis
process. CanIMPACT is working to better understand
the diagnostic interval in cancer care, and how the
diagnosis process can be improved, starting with breast
cancer and potentially looking at other high prevalence
cancers (CanIMPACT, n.d.-a).
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Standardized Care Pathways
Care pathways (also known as clinical pathways)
are used to systematically plan and follow up as a
patient moves through the diagnosis, treatment and
survivorship process. While cancer care pathways
typically address the full continuum of care from
suspicion to survivorship or palliative care, the
focus in this report is on the pre-diagnosis phase of
these pathways. The European Pathway Association
(E-P-A) defines a care pathway as a “methodology
for mutual decision making and organization of care
for a well-defined group of patients during a welldefined period” (European Pathway Association, n.d.).
Pathways are intended to set care expectations for
cancer patients based on best scientific evidence and
provide information about what type of care should be
offered to cancer patients at what points in the cancer
journey (Cancer Care Ontario, 2017b). The aim of a care
pathway is to enhance the quality of care by improving
patient outcomes, promoting patient safety, increasing
patient satisfaction, and optimizing the use of resources
(European Pathway Association, n.d.). In addition to
enhancing coordination of services, pathways are also
an important quality improvement tool, allowing care
providers and policy makers to identify and develop
plans to address bottlenecks or gaps in care (Appleby
et al., 2003).
Pathways are often represented as visual flowcharts
that provide a high-level overview of the care that a
cancer patient should receive. Pathways are organized
by type of cancer and phase of the cancer journey
(e.g., screening, diagnosis, treatment) (Cancer Care
Ontario, 2017b). The E-P-A outlines the following
defining characteristics of care pathways (European
Pathway Association, n.d.):
• An explicit statement of the goals and key
elements of care based on evidence, best
practice, and patient expectations;
• Facilitation of communication, coordination of
roles, and sequencing of activities involved in
the cancer journey;
• Documentation, monitoring, and evaluation
of variances and outcomes; and
• Identification of appropriate resources.

Standardized care pathways that address the diagnosis
process for different types of cancer have been
implemented in a number of jurisdictions in an effort
to streamline the process and decrease waiting times.
In some cases, care pathways also include targets or
benchmarks for waiting times for various intervals of
the cancer journey, as well as specific “fast-track” or
rapid referral pathways that facilitate quick access
to testing for patients with certain types of cancer or
specific symptoms. These elements of a pathway are
further discussed in a subsequent section of this report.
While an in-depth investigation of all care pathways
in the pre-diagnosis phase is outside the scope of this
work, examples of pathways for breast and colorectal
cancer from several international and Canadian
jurisdictions are provided in Appendix C.
In developing pathways, it is critical to engage the right
group of stakeholders and experts and build support
for the implementation of the pathway. Key informants
noted that expert/advisory groups that developed care
pathways typically included various types of specialists
(which varied by type of cancer), PCPs, patients, and
health system administrators/leaders. One Canadian
key informant suggested an approach to developing
national pathways in Canada: first conduct an analysis
of existing pathways at the provincial/territorial or
health region level to better understand variations
in the diagnosis process between jurisdictions, then
review and analyze the jurisdictional pathways in
a coordinated manner to create a national pathway.
. . . involve key champions at the various levels
in the health care system to develop the actual
pathways, so that when you are presenting
them, you’ve got those individuals in place, but
also you’ve got the ability to say, these have been
created by your colleagues and patients, we’ve
found with everybody’s experiences this is what’s
been determined the best.

Pathways need to be integrative,
interdisciplinary and collaborative.
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Many Canadian key informants indicated that national
standardized care pathways for cancer care in Canada
could be helpful in supporting a consistent approach to
diagnosis across the country. They could contribute to
more seamless care and give both patients and health
care providers clearer expectations for the diagnosis
process. Once established, care pathways could also
be used to support quality improvement activities.
For example, standard movement along the pathway
can be automated to speed up the diagnosis
process (e.g., automatic referrals to needed tests or
appointments triggered by specific test or imaging
results). Pathways can also be used for ongoing
auditing and monitoring of the patient journey to
identify elements of the diagnosis process where
there are challenges or delays so that these can be
addressed.
I think wholeheartedly that yes, a clear pathway
should be [implemented] . . . for these symptoms,
these are automatic tests. From this test, it
should automatically go to that test for further
confirmation.
Once pathways are developed, it is typically up to
local health authorities and health care providers
to implement the pathways. Many key informants
emphasized the importance of support for local
implementation of pathways, and the development
at the local level of effective processes for moving
patients along the pathway. Pathways should reflect
best evidence, but also allow flexibility for local health
authorities to adapt processes to their needs and
available resources (e.g., different processes may
be required in different geographic areas, or places
where different technology is available). This local
implementation needs to take place at the health
authority level, and should also include engaging
with and educating PCPs and others who will be using
the pathways.
Strategies to support implementation/localization
of care pathways are discussed in some of the
case studies presented below. An example of how
a standardized care pathway was used to support
quality improvement activities in breast cancer in
Newfoundland and Labrador is also provided below.

Standardized Care Pathways in Australia
In Australia, 15 optimal care pathways (OCPs) for
different types of cancer (acute myeloid leukaemia,
breast cancer, colorectal cancer, endometrial cancer,
head and neck cancers, hepatocellular carcinoma,
high-grade glioma cancer, Hodgkin lymphoma and
diffuse large B-cell lymphoma, lung cancer, melanoma,
non-melanoma, oesophagogastric cancer, ovarian
cancer, pancreatic cancer, prostate cancer) have been
developed and endorsed nationally by the National
Cancer Expert Reference Group, the Australian Health
Ministers Advisory Council, Cancer Australia and Cancer
Council Australia (Callaghan, 2017). For each pathway,
there is a detailed document, as well as a physician
reference guide (Cancer Council Australia, 2017). Each
OCP has guidelines across the care continuum from
prevention, early detection and first presentation of
signs and symptoms to after treatment care and endof life care. In terms of the diagnosis process, each
pathway identifies the risk factors physicians should be
aware of; relevant screening information; the key signs
or symptoms that should prompt further investigation;
assessments to be conducted by the GP; the triggers
that warrant a referral to specialist care; and the key
points that should be communicated to the patient
(Cancer Council Australia, 2016a, 2016b). Examples
of Australia’s breast and colorectal care pathways are
included in Appendix C, and the identified benchmarks
for waiting times are further discussed in the section on
that topic.
The OCPs are now being implemented by Local Health
Districts (LHDs) in Australia. In the state of New South
Wales, Cancer Institute New South Wales (NSW) has
a program underway to enable LHDs and Primary
Health Networks (PHNs) to implement/localize
these pathways, primarily in the pre-diagnosis phase
(Callaghan, 2017). The focus currently is on the lung
cancer pathway, but all pathways will be implemented
over time. Cancer Institute NSW has developed a
standard process and methodology that LHDs can use
to support localization of the pathway in their LHD,
and provides grant funding to LHDs to support the
work. The process begins with a project plan and an
audit of a sample of patient records in each LHD. The
results of the baseline audit support comparison of LHD
performance against the standards and benchmarks
established in the OCPs. Any areas of challenge
identified through the audit are then addressed by
the LHD in an attempt to bring performance in line
with the benchmarks in the OCPs. Evaluation of this
work is planned, and outcome evaluation will assess
the proportion of patients seen within the time frames
identified in the OCPs, as well as patient experience and
outcomes (Callaghan, 2017).
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Standardized Care Pathways in Sweden
Starting in 2015, the Swedish government initiated
a national reform to standardize cancer patient
pathways and speed up the treatment of cancer.
The objective of the national program to standardize
cancer care pathways was to reduce waiting times,
increase patient satisfaction with cancer care and
reduce regional inequalities (Wilkens, Thulesius,
Schmidt, & Carlsson, 2016). Government has invested
approximately 500 million kr annually (approximately
$77 million CDN at today’s exchange rates) over four
years in this work. The majority of this funding (400
million kr) is divided between the 21 County Councils
that deliver health services in Sweden. The rest of
the funding (100 million kr, approximately $15 million
CDN) supports the coordinating work of Sweden’s
six Regional Cancer Centres and monitoring and
evaluation activities (Lorentzon, 2017).
This project involves the creation of standardized care
pathways (SCPs) for many different types of cancer,
and it is anticipated that approximately 30 SCPs will
be created in total. Each pathway is created with the
input of a national advisory expert group that includes
both clinicians and patients (Lorentzon, 2017; Wilkens
et al., 2016). Each SCP describes the symptoms that
should lead to a suspicion of cancer and that require
further investigation by PCPs or specialists. The SCPs
also define which symptoms and diagnostic results
should be considered a well-founded suspicion of
cancer, and specify what the referral to a sub-specialist
must contain. All the SCPs explain that patients must
be informed about next steps and the associated
time frames. The SCPs also specify target waiting
times for various care intervals, including specialist
appointments, completion of each required diagnostic
procedure, pathological and other analysis, and a
multidisciplinary team meeting (Wilkens et al., 2016).
The target (total number of days) for the time from wellfounded suspicion to first treatment is informed by the
times for each of the identified intervals. These target
waiting times vary by type of cancer.
Eventually, all of the approximately 30 SCPs will be
implemented nationally across Sweden, though so far
only five have been implemented at this level (acute
myeloid leukemia, head and neck cancer, esophageal
and stomach cancer, prostate cancer, bladder and
urinary tract cancer). Another 13 pathways have been
implemented in at least some parts of the country
(breast cancer, pancreatic cancer, gallbladder cancer,
cancer of unknown primary, suspected cancer with
serious, diffuse symptoms, brain tumours, liver cancer,
lung cancer, lymphoma, malignant melanoma,
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myeloma, colorectal and rectal cancer, ovarian cancer).
SCPs are continuing to be developed and rolled out
to local health authorities (Sweden’s County Councils)
throughout 2018 (Lorentzon, 2017). Unfortunately, the
SCPs are only available in Swedish (Lorentzon, 2017),
so a detailed analysis of the content is not possible.2
Overall, the SCPs have been positively received by
stakeholders including patients, health care providers,
and politicians (Lorentzon, 2017).
The Swedish government’s overall target for 2020 is that
70% of all new cancer cases will be examined through
an SCP, and of the patients that go through an SCP, 80%
should meet the maximum time limits identified within
each pathway (Lorentzon, 2017). An external body, the
National Board of Health and Welfare, conducts an
annual evaluation of the SCP work. Since the pathways
were implemented starting in 2015, waiting times have
been reduced, in some cases, dramatically (Lorentzon,
2017).

Pathways for Vague Symptoms/Cancer of
Unknown Primary
Although the majority of cancer pathways are specific
to the various types of cancer, a few jurisdictions have
also developed (or are developing) pathways for cancer
where the patient has serious symptoms, but the
specific type of cancer is unknown. These patients can
be difficult to diagnose and move through the health
care system in a timely manner because they cannot
be referred into any one specific cancer pathway and it
may be unclear which diagnostic tests and procedures
are required. Vague symptoms may refer to serious but
non-specific symptoms like weight loss and/or appetite
loss, non-specific abdominal discomfort or pain, or
fatigue and sweats of unexplained aetiology (Lewis
& ACE Vague Symptoms Cluster, 2017). While the risk
of any one specific cancer may be low, the total risk
of cancer of any type may be higher for patients
with these types of symptoms (Lewis & ACE Vague
Symptoms Cluster, 2017).
Cancer Research UK is currently in the process of
implementing the Accelerate, Coordinate, Evaluate
(ACE) Programme in the UK, exploring and testing
initiatives in the pre-diagnosis phase that will support
a shift from late to early diagnosis of cancer at stages
I & II; a decrease in cancer diagnoses via emergency
presentations; and improvements in overall patient
2 If the reader wishes, the pathways in Swedish are available online, for
example, the pathway for breast cancer: http://www.cancercentrum.se/
samverkan/cancerdiagnoser/brost/vardforlopp-brostcancer/ and colorectal
cancer: http://www.cancercentrum.se/samverkan/cancerdiagnoser/
tjocktarm-andtarm-och-anal/tjock--och-andtarm/vardforlopp-tarm/
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experience. As part of this work, ACE has addressed
patients with vague symptoms through nine projects
that explored strategies for earlier diagnosis in these
patients. Key findings from these nine projects
suggest that specific pathways for patients with
vague symptoms can improve the time to diagnosis
for these patients, and could also be applied to other
referral pathways. Strategies that were used in these
projects to speed up the diagnosis process included
one-stop diagnostic clinics; electronic referral advice
from radiology to the PCP; ‘hot’ (same day) reporting
of diagnostic results; having a clinical nurse specialist
(CNS) to support reduced time from investigations to
follow-up appointments; flexible follow-up processes,
including use of telephone follow up when results
are unremarkable; and improved communication
between the PCP and specialist care (Lewis & ACE
Vague Symptoms Cluster, 2017). Of these nine projects,
three projects measured patient experience and found
that responses from patients about the overall care, the
length of time they had to wait, and the information
they received were predominantly positive (Lewis
& ACE Vague Symptoms Cluster, 2017).
Denmark appears to be the most advanced in pathways
for cancer of unknown primary, with an urgent referral
pathway for patients with serious symptoms not
associated with a specific type of cancer (the difficult
diagnosis) as part of its three-legged referral strategy for
cancer. This referral pathway uses a two-step approach
involving diagnostic tests ordered and reviewed by
the GP as a filter function, with referral onwards to a
multidisciplinary team (MDT) or specialized diagnostic
centre if the diagnosis is still uncertain (Vedsted &
Olesen, 2015). The most common symptoms that
resulted in referral through this pathway included
weight loss, fatigue, pain, and nausea; the general
condition of the patient, and the GP’s “gut feeling”
about the patient were also reasons for referral through
this pathway (Randev, 2015). Approximately 50% of
patients that go through the filter function are referred
on to a diagnostic centre/MDT, and of those, 16%
receive a cancer diagnosis (Randev, 2015). This pathway
is discussed in more detail in the section Denmark’s
Three-legged Strategy for Cancer Referrals (p. 15).
Australia is also underway with developing a national
OCP for cancer of unknown primary. The work to
develop the pathway includes engagement of an
expert working group; conducting a literature review;
developing a draft care pathway; and gathering
public input on the pathway and making any further
adjustments. Final approval of this pathway is expected
in June 2018 (Callaghan, 2017).

It is important to note that it is likely that a pathway for
vague symptoms will also result in the identification of
other serious illnesses/conditions such as chronic liver
disease, inflammatory bowel disease, cardiac disease,
respiratory problems, and musculoskeletal issues
(Lewis & ACE Vague Symptoms Cluster, 2017; Vedsted,
2017). This suggests that vague symptom pathways for
cancer can also contribute to diagnosis of other serious
conditions that may be difficult to diagnose.

Diagnostic Pathway Maps in Ontario
Cancer Care Ontario has developed a number of
evidence-based diagnostic pathway maps for different
types of cancer (Holloway, 2017; Kaan, 2017). These
pathway maps function as a guideline indicating best
practice for who should receive what care and when.
They were developed by a multi-disciplinary group
and based on evidence, established care guidelines
(from Ontario or other jurisdictions if Ontario guidelines
are not available), or Group member consensus. The
pathway maps are thoroughly reviewed and vetted
internally and externally before being published, and
are then updated annually. These pathway maps
are focused on illustrating the evidence and expert
opinion about how care should be delivered. They do
not delineate specifics relating to diagnostic processes
(Holloway, 2017). While implementation and use of
the pathways has not yet been formally evaluated,
Cancer Care Ontario (CCO) is currently developing
a measurement framework for the diagnostic phase
of cancer care which may include related indicators
that will help to assess progress (Holloway, 2017;
Kaan, 2017).

Care Pathway Timeline Audits in
Newfoundland and Labrador
In an effort to address delays in the diagnosis and
treatment of breast cancer, stakeholders working in
breast cancer care in Newfoundland and Labrador
used the breast cancer care pathway (from abnormal
mammogram to initiation of treatment) to implement
an audit process to investigate causes of delays
across the system, including in diagnostic imaging,
pathology, surgery, and oncology (Doyle et al., 2015).
The Breast Cancer Timelines Working Group (BCTWG)
then implemented LEAN management processes to
address identified causes (six changes to diagnostic
imaging; five in pathology; three in surgery; and three
in oncology). For example, appointments for all follow
up diagnostic procedures for breast cancer are now
booked at the same time to make the process more
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efficient (e.g., ultrasound and spot compression view
both done on the same day). The BCTWG continues
to conduct regular annual timeline audits to assess
progress and identify areas for improvement.

Rapid Referral Pathways
In addition to overall care pathways that address
cancer care across the continuum, specific
referral pathways for cancer patients can improve
linkages and communication among health care
providers, particularly with respect to increasing the
communication between primary care and oncology
care providers (Cancer Quality Council of Ontario, 2016).
Rapid referral pathways (also called fast track or urgent
referral pathways) are meant to improve the speed
with which patients get accurate diagnoses and to
streamline the pre-diagnosis care process and improve
patients’ prognosis by ensuring earlier detection of
cancer through more timely and more coordinated and
efficient diagnosis (Cancer Quality Council of Ontario,
2016; Jensen, 2015; Moller et al., 2015; Prades, Espinàs,
Font, Argimon, & Borràs, 2011).
The idea for rapid referral cancer care pathways
originated in 2000 in the UK, with the “two-week
wait” (2WW) referral system. Many other jurisdictions,
both internationally and within Canada, have
since introduced similar rapid referral processes
(e.g., Denmark, Spain, New Zealand, Manitoba, Ontario,
and British Columbia). All rapid referral systems work
similarly in that their goal is to provide patients with
a more timely diagnosis within a specific timeframe
(Jensen, 2015; Jensen, Torring, Olesen, Overgaard, &
Vedsted, 2014). The two most well-known international
examples of rapid referral pathways are the UK’s 2WW
and the Danish three-legged referral strategy, which
are discussed below, along with examples from New
Zealand and Manitoba.

The United Kingdom’s Urgent Referral Pathway
As mentioned, the UK introduced more uniform
procedures for cancer referral and diagnostic pathways,
including time limits for diagnosing and treating new
cancer cases and two-week wait referrals (2WW) in
2000 (Jensen, 2015). The 2WW program is a referral
system where GPs suspecting cancer could make an
‘urgent’ referral for patients, which ensured that the
patient would be seen by the appropriate specialist
within two weeks. To qualify for ‘urgent’ 2WW referral,
the patient had to fulfil certain criteria (i.e., specific
symptoms) for each type of cancer, outlined in the UK’s
National Institute for Health and Care Excellence (NICE)
cancer guidelines (Jensen et al., 2014). The guidelines
offer evidence-based advice on the recognition of
and referral for suspected cancer and are based on
thresholds for the risk of cancer (i.e., if the risk is above
a certain threshold then investigation or referral is
required) (Cancer Quality Council of Ontario, 2016).
The number of referrals through this 2WW pathway
has increased over time, from 903,000 in 2009/10 to
over 1.5 million in 2014, and the cancer detection rate
has increased from 42.3% to 48.4% (Bankhead, 2017).
Research shows that the implementation of the NICE
guidelines and the 2WW urgent referral has had some
impact on reducing wait times for diagnosis for some
types of cancer (Fitzgerald, 2017; Neal et al., 2014).
In 2015, the NICE cancer guidelines and the rapid
referral pathway were updated. Changes included
lowering the risk thresholds for urgent referral in an
effort to encourage earlier diagnosis and referral,
as well as implementing ‘very urgent referrals’ for
diagnostic tests for some symptoms, where a patient
should be seen within 48 hours (Cancer Quality Council
of Ontario, 2016; Lewis & ACE Vague Symptoms Cluster,
2017).

There is evidence that rapid referral pathways lead
to more efficient and timely patient care. For some
cancers, evidence suggests that use of a rapid referral
pathway is associated with a shorter time to diagnosis
and treatment (Cancer Quality Council of Ontario, 2016;
Moller et al., 2015; Neal et al., 2014; Prades et al., 2011;
Vallverdu-Cartie et al., 2011). However, the evidence
on the impact of rapid referral pathways on survival for
patients with cancer remains unclear (Bankhead, 2017).
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Denmark’s Three-legged Strategy for
Cancer Referrals
Denmark has undergone major structural and cultural
shifts in how cancer is diagnosed over the last ten
years (Vedsted, 2017). In 2008, the country introduced
a rapid referral pathway for patients with serious, urgent
alarm symptoms in response to challenges with waiting
times for cancer diagnosis. Pressure from patients and
the public led to political support for change, and the
introduction of the urgent referral pathway to support
earlier detection of cancer and more timely diagnosis
(Jensen, 2015; Vedsted, 2017; Vedsted & Olesen, 2015).
The urgent alarm pathway is intended to be used
for patients where the GP has a strong suspicion of
a certain type of cancer based on specific identified
signs and symptoms (based on previously developed
integrated care pathways for each type of cancer),
and includes a two week target to be seen by the
appropriate specialist for that type of cancer (Randev,
2015; Vedsted, 2017). This urgent alarm referral pathway
was initially implemented within the existing economic
structure of the health system (i.e., no new funding was
provided to support implementation) (Vedsted, 2017).
After the urgent referral pathway had been in place for
some time, it became clear that the majority of people
with cancer (60%) were actually not being diagnosed
using this pathway (Randev, 2015; Vedsted, 2017),
suggesting there were gaps in the referral process
for patients with symptoms that did not fit into the
urgent alarm category for rapid referral (Cancer Quality
Council of Ontario, 2016). As it became obvious that the
urgent alarm pathway alone was inadequate to ensure
timely diagnosis of all cancer patients, a strategy was
developed to address patients that did not have these
alarm symptoms for a specific type of cancer. Research
in Denmark showed that approximately 50% of cancer
cases present with urgent alarm symptoms, 20%
present with serious but not cancer-specific symptoms,
and 30% present with normal symptoms (Vedsted
& Olesen, 2015).
These three different types of symptom presentation
became the basis for the Danish “three-legged” referral
strategy for cancer diagnosis. The three-legged strategy
is intended to accommodate the fact that patients
with an early-stage cancer may present very differently
in primary care, and that a single focus on alarm
symptoms or red flags for specific types of cancer was
not sufficient (Cancer Quality Council of Ontario, 2016;
Vedsted & Olesen, 2015). Therefore, in addition to the
existing urgent referral pathway for alarm symptoms
associated with a specific type of cancer (the obvious
cancer suspicion), two other referral routes were

developed: an urgent referral pathway for serious
symptoms not associated with a specific type of cancer
(the difficult diagnosis); and a pathway for ‘low-risk-butnot-no-risk’ symptoms (common symptoms) (Vedsted
& Olesen, 2015).
The second pathway, an urgent pathway for patients
with serious symptoms not specific to a certain type
of cancer, can include patients where cancer is one of
several possible diagnoses. This referral pathway uses
a two-step approach: first, as a filter function, the GP
orders a standard battery of diagnostic tests (blood and
urine tests and diagnostic imaging) (Vedsted & Olesen,
2015). Results of the investigations are sent to the GP
within four working days, and the GP must decide on
further diagnostic steps within eight working days.
If a specific type of cancer is identified through these
initial diagnostic tests, the patient is referred through
that specific urgent alarm pathway (Vedsted, 2017). If
there is no explanation for the patient’s symptoms, the
GP refers the patient directly to a multidisciplinary team
(MDT) of cancer specialists at a hospital or specialized
multidisciplinary diagnostic centre (MDC) (the Danish
MDCs are discussed later in this report) (Vedsted &
Olesen, 2015). Approximately 50% of patients that go
through the filter function are referred on to an MDC/
MDT, and of those, 16% receive a cancer diagnosis
(Randev, 2015).
The third pathway is for patients with vague and nonserious symptoms who are ‘low-risk-but-not-no-risk’.
In this pathway, the GP has quick and direct access to
diagnostic investigations through what are called
“No-Yes-Clinics” (NYCs). This allows the GP to go
through the typical iterative diagnostic process in
a more timely manner, without the need to refer the
patient to a specific specialist, and helps ensure that
a diagnosis of cancer is not missed. For example, the
GP could order a Fecal Immunochemical Test (FIT)
to determine if a patient needs further investigation
for colorectal cancer. Other available diagnostic tools
include ultrasound, low dose CT scans, colonoscopy,
gastroscopy, and others (Vedsted, 2017). For these
patients, the GP remains responsible for the diagnostic
actions and the patient is not directly admitted to
hospital, making the process more efficient (i.e., no
patient record at the hospital, no history taking, etc.)
(Vedsted & Olesen, 2015), but the GP has expedited
access to the required tests (Vedsted, 2017). Although
there were concerns about overuse of diagnostic
procedures by GPs through the NYCs, research on lung
cancer in Denmark has demonstrated that the use of
CT scans has not increased as a result of
implementation of this pathway (Guldbrandt, FengerGrøn, Rasmussen, Jensen, & Vedsted, 2015). However,
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this part of the referral strategy continues to be
discussed and researched in Denmark as the number
of people diagnosed with cancer is quite low (1-2% of
patients) and it is a more resource-intensive approach.
Current work is underway to see if this third leg of
the referral strategy facilitates earlier detection of
cancer. Some research results do show a shift in stage
distribution to the earlier stages of cancer (Vedsted,
2017). Providing timely access to diagnostic tests for
patients with vague and non-serious symptoms could
also help to provide reassurance and reduce patient
anxiety in the pre-diagnosis phase (Gill & ACE Lung
Cancer Pathway Cluster, 2017; Vedsted, 2017).
Overall, the Danish integrated three-legged cancer
referral strategy is generally considered a success.
Waiting times have been reduced, and collaboration
between levels of care has improved. Since the
strategy was implemented, positive outcomes have
been observed, including a decrease in wait times for
diagnosis (from a median of 3 months to a median of
a few weeks), a shift to earlier stages at diagnosis in
some cancers and an increase in one-year survival rates
(Vedsted, 2017). A study of the impact of the strategy on
patients with sarcoma showed a statistically signiﬁcant
reduction in median number of days in the “referral to
ﬁrst appointment” phase for all patients (Dyrop et al.,
2013). Satisfaction with care quality and wait times has
also increased among both patients and staff (Dahl,
Vedsted, & Jensen, 2017; Jensen, 2015; Vedsted, 2017).

New Zealand’s Urgent Referral Pathway
The Ministry of Health in New Zealand has
implemented the Faster Cancer Treatment programme
in an effort to improve access to cancer diagnosis and
treatment (New Zealand Ministry of Health, 2016), and
address inequities and inconsistencies in access to
care across the country (Beuker, 2017). As part of this
programme, New Zealand has established a two-week
referral target (modelled after the 2WW in the UK) for
patients with a “high suspicion” of one of 11 types of
cancer (lung, bowel, breast, gynaecological, lymphoma,
myeloma, head and neck, thyroid, melanoma, sarcoma,
and upper gastrointestinal cancer). The definition of
what constitutes a “high suspicion” of a specific type of
cancer is provided in the established tumour standard
for each cancer type. These tumour standards were
developed by a working group for each type of cancer
with representation from clinicians and patients, and
supported by the Ministry. Each standard describes
the level of service that a person with cancer should

16

have access to in New Zealand and addresses areas
including timely access to services; communication
and referral; data collection; investigations, staging and
diagnosis; multidisciplinary care; lifestyle factors and
recommendations; care coordination; palliative care;
anti-cancer treatment; and follow-up (New Zealand
Ministry of Health, 2015b). Approximately 20% of all
cancer cases are now referred through this urgent care
pathway (Beuker, 2017).
As a result of implementation of this pathway, and
other coordinated initiatives, New Zealand has seen
a shift in the proportion of patients referred urgently
with a high suspicion of cancer who receive their
first cancer treatment within 62 days of receipt of the
referral, from approximately 65% in 2012 to 85% in
2016 (Beuker, 2017).

Manitoba’s IN SIXTY Initiative
In 2011, the Manitoba government established the IN
SIXTY strategy, with the goal of ensuring that patients
with cancer go from suspicion to first treatment within
60 days. Government committed $40 million to do
an exhaustive review of the cancer care system to
identify inefficiencies in the system that contributed
to wait times (CancerCare Manitoba, 2017; Hebbard,
2017). This was a province-wide process that involved
stakeholders such as clinicians, patients, health system
administrators, epidemiologists, and PCPs, as well
as those with expertise in system improvement. The
initial work helped to identify the causes of delays in
access to diagnosis and treatment for patients with
various types of cancer. Specific referral processes and
target wait times were then established to address
these delays. For example, patients with suspected
colorectal cancer now proceed directly to diagnostic
workup after the initial colonoscopy is complete based
on the surgeon’s initial findings, without waiting for a
formal report; patients with suspected breast cancer on
a mammogram or ultrasound are referred directly for
diagnostic work up rather than requiring the patient to
go back to their PCP to be referred onward. Patients
are followed through the pathway to ensure they
are prioritized in order to meet wait times targets
(e.g., charts are colour-coded to identify them as
pathway patients).
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Benchmarks/Targets for Wait Times
The establishment of targets or benchmarks for
waiting times for diagnosis can be an important part of
improving the quality of the pre-diagnosis experience
(Fasola et al., 2012). Establishing quality indicators
and targets and then measuring performance against
those targets can help health care providers and
health system decision-makers identify and address
any bottlenecks in the system leading to excessive
wait times. Benchmarking and regular monitoring
of outcomes for cancer diagnosis and treatment
is a critical part of quality assurance in cancer care
(Davidson et al., 2012; Vedsted, 2017). Key informants
from Canadian and international jurisdictions that
have developed targets for wait times noted that
targets are developed in coordination with the process
of mapping/developing a care or referral pathway, as
understanding how patients move through the system
and establishing criteria for patients who must achieve
established benchmarks is key to setting appropriate
targets for each point in the pathway. The local context
(e.g., current wait times, availability of health system
resources such as physicians or CT scanners, etc.), the
literature/evidence, and input from a multidisciplinary
advisory group are also key considerations in
establishing targets. It is important to note that an
established benchmark may not be appropriate for all

patients (due to patient choices, co-morbid conditions,
patient age or frailty, etc.), and using proportional
targets (i.e., X% of patients will be treated within
Y weeks) is one way to accommodate these differences
(Vedsted, 2017).
There are currently no national Canadian targets for
wait times for cancer diagnosis. However, benchmarks
have been established in some provinces, as well as
in other countries. Target wait times have been most
commonly identified for the interval from referral
from primary care to diagnosis, and for the time
from referral from primary care to the first specialist
appointment. Table 1 below provides some examples
of the targets/benchmarks in the pre-diagnosis phase
identified through this environmental scan. A detailed
investigation of cancer-specific targets was outside the
scope of this report; however, some targets for breast
and colorectal cancers have been included in the table
as examples. In general, these targets are consistent
with the overall targets established across all types of
cancer. In some jurisdictions targets are also stratified
by level of suspicion/urgency and this is also noted
in the table. Some jurisdictions have also established
targets for the time from referral to first treatment
(e.g., New Zealand, Manitoba), but these are not
included in the table as they do not focus specifically
on the pre-diagnosis phase.

Table 1: Benchmarks for Cancer Care in the Pre-diagnosis Phase
Indicator

Jurisdiction (Source)

Type of Cancer

Benchmark

Benchmarks for Time from Referral from Primary Care to Diagnosis
Referral to Diagnostic
Assessment Program to
diagnosis

Ontario (Cancer Care Ontario,
2017g)

Lung cancer

65% of patients
within 28 days

Referral to definitive
diagnosis or ruling out of
cancer (this benchmark is
currently still at the pilot
stage)

UK (NHS, 2016a)

All cancers

28 days

Referral to confirmation of
diagnosis

International: World Health
Organization (World Health
Organization, 2017)

All cancers

80% within one
month

Date of abnormal screening
report or presentation of
symptoms to date of final
diagnosis

British Columbia (British
Columbia Provincial Health
Services Authority & Breast
Health Strategy Clinical Pathway
Team, 2011)

Breast cancer

21 days
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Indicator

Jurisdiction (Source)

Type of Cancer

Benchmark

Benchmarks for Time from Referral from Primary Care to First Specialist Appointment
Referral from primary care to
first specialist appointment

Denmark (Randev, 2015)

Urgent alarm
symptoms

2 weeks

United Kingdom

All cancers

14 days (2 weeks)

Ontario (Cancer Care Ontario,
2017e)

All cancers

14 days (2 weeks)

Manitoba (Cancer Care Manitoba,
2015)

Breast cancer

14 days (2 weeks)

Australia (Cancer Council
Australia, 2016b)

Breast cancer

2 weeks

New Zealand (New Zealand
Ministry of Health & National
Breast Cancer Tumour Standards
Working Group, 2013)

Breast cancer –
high suspicion

14 days

New Zealand (New Zealand
Ministry of Health & National
Bowel Cancer Tumour Standards
Working Group, 2013)

Bowel cancer –
high suspicion

14 days

New Zealand (New Zealand
Ministry of Health & National
Breast Cancer Tumour Standards
Working Group, 2013)

Breast cancer
– moderate
suspicion

30 days

New Zealand (New Zealand
Ministry of Health & National
Breast Cancer Tumour Standards
Working Group, 2013)

Breast cancer –
low suspicion

90 days

Benchmarks related to Referral to Specialist or for Diagnostic Procedures
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Identification of a suspicion
of cancer to referral for a
colonoscopy

Australia (Cancer Council
Australia, 2016a)

Colorectal cancer

4 weeks

Visit to primary care to referral
to specialist care

Manitoba (Cancer Care Manitoba,
2015)

Breast cancer

24 hours

Visit to primary care to referral
to specialist care

Manitoba (Cancer Care Manitoba,
2014)

Colorectal cancer

24 hours

Referral received to endoscopy

Manitoba (Cancer Care Manitoba,
2014)

Colorectal cancer
– urgent

13 days

Referral received to endoscopy

Manitoba (Cancer Care Manitoba,
2014)

Colorectal cancer
– semi-urgent

27 days
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Indicator

Jurisdiction (Source)

Type of Cancer

Benchmark

Benchmarks related to Completion of Diagnostic Procedures
Referral date to first available
appointment for PET/CT scan

Ontario (Cancer Care Ontario,
2016a)

All cancers

10 days

Suspicion of breast cancer
to completion of diagnostic
investigations in primary care

Australia (Cancer Council
Australia, 2016b)

Breast cancer

2 weeks

Benchmarks related to Reporting Results of Diagnostic Procedures
Surgery to receipt of
pathology report

Ontario (Cancer Care Ontario,
2017f)

All cancers

85% within 14
days

Initial investigations in
primary care to providing
patients with test results

Australia (Cancer Council
Australia, 2016a)

Colorectal cancer

One week

Completion of tests to GP
receiving results of standard
diagnostic investigations
(blood and urine tests and
diagnostic imaging)

Denmark (Vedsted & Olesen, 2015)

Non-specific but
serious symptoms
(cancer is one of
several possible
diagnoses)

4 days

Receipt by the GP of test
results to a decision about
further diagnostic steps

Denmark (Vedsted & Olesen, 2015)

Non-specific but
serious symptoms
(cancer is one of
several possible
diagnoses)

8 days

The benchmarks described in the table above
could provide a starting point or guideline for the
establishment of national benchmarks in Canada.
Examples of implementation and use of benchmarks
for diagnosis in the UK and New Zealand are described
below.
Most Canadian key informants thought that it would
be helpful to establish national targets for wait times
for diagnosis in Canada, and that this could help drive
improvements in wait times and encourage sharing
of best practices that support meeting the targets. To
establish targets, specific wait time indicators first need
to be agreed on (this is further explored in the section
Outcome Indicators to Measure the Pre-diagnosis Phase,
p. 35). Data for each indicator then needs to be gathered

at the national, provincial, and local health region
levels to assess current performance. Targets should be
based on evidence where it is available (e.g., evidence
of clinical impact with wait times longer than X) as well
as expert opinion, and also take into consideration
existing practices and guidelines. Many Canadian key
informants noted that because there is variation in the
tests and procedures required for diagnosis of cancer, it
might be more appropriate to have targets established
for different types of cancer, and/or different types of
patients (e.g., those with a high degree of suspicion,

or those requiring certain procedures) rather than an
overall target that applies across all types of cancer.
Key informants also highlighted some potential
challenges with implementation of wait time targets:
• Some key informants emphasized the
importance of ensuring that the right
resources are in place to support meeting
the targets. Supports may include funding,
quality improvement initiatives, access to
health system resources such as operating
room time or imaging, and/or additional or
different staff such as patient navigators. Due
to fiscal imitations, the required resources may
not always be available to support meeting
identified targets.
• A few key informants suggested that
benchmarks can have the effect of stifling
innovation, as stakeholders worry that a
change in practice may impact achievement
of identified targets. Instead, the focus
should remain on the intention or spirit of the
measure, i.e., to provide more timely referral
and diagnosis of patients with a suspicion of
cancer.
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• A few key informants spoke about the
potential for unintended consequences.
For example, if diagnosis of patients with an
abnormal screening test is prioritized because
a wait time target is established, patients who
present with symptoms may end up waiting
longer for diagnosis.
I’d be very cautious . . . I think that meaningful
benchmarks do modify behaviour . . . and
sometimes in the wrong direction.
• A few key informants noted that targets can
create high expectations among patients/the
public, and can contribute to inappropriate
triaging of patients (e.g., labelling them as
urgent so they are seen more quickly based
on an established target). Patient and provider
support and education are critical to build
understanding of any established benchmarks
and when and how they should be applied.

28 Day Faster Diagnosis Standard in the UK
In addition to the 2WW referral pathway in the UK,
the NHS’s 5 year cancer strategy, 2015-2020, has also
established a new Faster Diagnosis Standard that will
aim to have 95% of patients receiving a diagnosis of
cancer or all clear within 28 days of being referred by
their GP (NHS, 2016a, 2017). This standard is currently
being piloted in five sites across England to assess and
address potential challenges and impacts on service
delivery, including lack of current data collection and
difficulty of defining the end point consistently, the
need to develop a new national cancer wait times
system to report data, and concerns about capacity
in diagnostics and administration (NHS, 2017). The
pilot process is expected to be complete in 2018, but
initial results suggest that while buy in and support for
the target is strong, challenges related to diagnostic
capacity, in particular pathology and radiology, have
been noted, as well as the importance of strong support
to establish the necessary data collection and reporting
structures (NHS, 2017).
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31 and 62 Day Targets in New Zealand
New Zealand’s Ministry of Health has established a
target for the time from referral from primary care to
first treatment for cancer of 62 days. The Ministry also
has a target of 31 days for the time from diagnosis to
first treatment (New Zealand Ministry of Health, 2015a),
suggesting that the stage from referral from primary
care to diagnosis must also be 31 days. These targets
were established at least in part in response to evidence
of inequality in access to cancer care in New Zealand
(e.g., related to residence, ethnicity, and/or social
deprivation), which led to a difference in outcomes such
as survival between different groups (Beuker, 2017).
When these targets were first implemented in 2014,
significant work was done to strengthen and improve
the data collection process, definitions (i.e., start and
end points), and data collection infrastructure (Beuker,
2017). The Ministry also supported the use of cancer
nurse coordinators specifically to track patients who
were part of the 62 day pathway (those with a high
suspicion of cancer) and ensure their diagnosis and
treatment is moving forward (Beuker, 2017). Different
strategies are used to maintain the visibility of patients
on the pathway, including flagging a patient’s chart or
using a count-down timer that shows the number of
days elapsed. These strategies and the cancer nurse
coordinators help to ensure that a patient maintains
their priority status when referred to other services
outside of the cancer care system.
To support achievement of the 31 and 62 day targets,
District Health Boards (DHBs) in New Zealand also track
indicators called Elective Service Patient Indicators.
These indicators are the percentage of patients whose
referrals to specialist care are prioritized and returned
to GPs within 48 hours, and the percentage of patients
who see a cancer specialist within 2 weeks of referral.
However, these indicators are not publicly reported;
they are used internally by DHBs to support quality
improvement (Beuker, 2017).
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Centralized and Coordinated
Diagnostic Services
A number of jurisdictions both within and outside
of Canada (e.g., Ontario, Alberta, British Columbia,
Manitoba, Saskatchewan, Quebec, Denmark, the United
States, and the UK) have implemented initiatives that
centralize and coordinate diagnostic services. These
coordinated services may have different names, such
as diagnostic assessment programs (used in Ontario)
or units, or rapid access clinics (used in British
Columbia). These programs/units provide one single
location where patients can undergo diagnostic
testing/work-up and meet with a multidisciplinary
team of health care providers for a definitive diagnosis
(Cancer Quality Council of Ontario, 2016; Lewis &
ACE Vague Symptoms Cluster, 2017). Referrals are
coordinated centrally and prioritized appropriately
(e.g., taking into account fast-track requirements),
and coordinated appointments are provided for a
range of diagnostic services (e.g., multiple tests and
appointments may take place in one day or on two
consecutive days) (Cancer Care Ontario, 2009). These
units may also offer other services and supports
for patients such as patient navigation or access to
psychosocial supports, all in a single site. Diagnostic
programs may also include central coordination of
diagnostic services spread out geographically where
geographic dispersion does not permit a single-location
centre (Cancer Care Ontario, 2009).
Research has shown that these types of programs
minimize delays in referral and diagnosis, enhance
the coordination and seamlessness of patient care,
and improve patient experience (Brouwers et al., 2009;
Honein-AbouHaidar et al., 2017). Because they provide
a single point of access for all diagnostic services,
they are successful at streamlining scheduling and
coordination of diagnostic tests and consultations and
providing timely information and support for patients
(Cancer Care Ontario, 2009, 2015b). These programs
minimize system delays by coordinating the entire
pre-diagnosis phase of care, from testing to a definitive
cancer diagnosis/exclusion of cancer diagnosis. They
also have the advantage of providing patients with a
single point of contact and access to care that follows
clinical pathways (Cancer Care Ontario, 2014). Some

programs have reported significant decreases in wait
times. For example, in Canada:
• In Ontario, the wait time from referral for
suspicion of lung cancer to the time of
diagnosis was approximately 46 days in 2010,
and dropped by 20 percent to a wait time of
37 days in 2014 as a result of the lung DAPs
(Cancer Care Ontario, 2014).
• The Time to Treat program at Toronto East
General Hospital reduced the median time
from suspicion of lung cancer to diagnosis
from 128 days to 20 days (Lo et al., 2007).
In addition to formal programs that address the
diagnosis process, some research also suggests that
management of patients with abnormal results can
be better coordinated through the use of an existing
screening program. For example, women with an
abnormal mammogram identified through the Ontario
Breast Screening Program (OBSP) had shorter wait
times to diagnosis than women identified through
usual care. This may be due to women seen through
OBSP having more procedures per visit, procedures
scheduled in shorter intervals, and imaging or biopsy
on their first visit (Chiarelli et al., 2017), all strategies
that are used in structured diagnostic services/clinics.
The role of screening programs in the diagnosis process
was also discussed by a few Canadian key informants.
Most Canadian jurisdictions have implemented
provincial screening programs for breast, cervical,
and/or colorectal cancer. While the goal of screening
programs is not to assess symptomatic individuals,
many programs do facilitate the follow-up process
and diagnostic work-up for screening participants
with abnormal results. However, a detailed review of
screening programs and their support for the diagnosis
process is outside the scope of this report.
The implementation of coordinated diagnostic
services/clinics in Ontario, and in other jurisdictions
(Denmark, the UK, other Canadian jurisdictions)
is discussed in more detail below.
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Multidisciplinary Diagnostic Centres in Denmark

Diagnostic Assessment Programs in Ontario

As previously discussed, access to a multidisciplinary
diagnostic centre (MDC) is part of the second leg of
Denmark’s three-legged referral strategy, the pathway
for patients with non-specific but serious symptoms.
The MDCs in Denmark include comprehensive facilities
for completing required investigations, and there is
at least one in each of Denmark’s five health regions.
Because they work with patients with non-specific
symptoms, easy access to a wide range of specialists,
including those outside of the cancer care system,
is an important element. Upon referral, patients are
assigned to a specific physician who follows their
initial investigations (Vedsted & Olesen, 2015), but the
physician works with and engages an MDT as needed
to support the diagnosis process. Each centre has a
coordinator (usually a nurse or the receptionist) who
coordinates all of the investigations and appointments
for the patient and ensures that results are received and
presented to the health care providers involved. Where
the coordinator is a nurse, they also assist with clinical
investigation and presentation of the patient’s case to
other specialists that may need to be engaged in the
diagnosis process (e.g., cardiologist, endocrinologist)
(Vedsted, 2017). Research on these MDCs has shown
that the coordinators play a critical role in saving
specialist time and reducing overall costs (Vedsted,
2017).

To better support patients during the diagnostic
phase of the cancer journey, CCO has created and
implemented Diagnostic Assessment Programs (DAPs)
throughout the province for lung, colorectal, and
prostate cancer. Ontario’s DAPs were implemented
starting in 2007-2008 with the objectives of improving
the quality and accessibility of patient care, advancing
a person-centric approach in diagnostic care, driving
integrated care delivery amongst service providers
and maximizing the value of care delivered (Cancer
Care Ontario, 2017a), and patients were involved in
providing input into the initial development of the DAPs
(Holloway, 2017). DAPs offer coordinated diagnostic
tests and appointments, an MDT, informational
resources for patients and physicians, enhanced
availability of resources for patients and physicians,
and psychosocial support to patients (Brouwers et al.,
2009; Cancer Care Ontario, 2015b).

Multidisciplinary Diagnostic Centres in the UK
Another area of work currently being conducted
by the ACE Programme in the UK is testing MDCbased pathways for patients with non-specific but
concerning symptoms in five pilot sites in England
(Cancer Research UK, 2016a). The MDCs in the UK are
modelled on the MDCs in Denmark for these patients.
The projects include MDC access for patients with a
wide range of abdominal and respiratory symptoms
(London Cancer); weight loss, anaemia and abdominal
symptoms (Greater Manchester and Leeds); weight
loss, fatigue, appetite-loss and thrombocytopenia
(Oxfordshire); and recurring abdominal pain (Airedale
Wharfedale and Craven). In addition, the pilot sites
will explore strategies such as patient self-referral to
the MDC (London Cancer, Leeds and Oxfordshire);
physician-led and radiology-led MDCs (Greater
Manchester); a virtual MDC (Leeds); access to the MDC
via whole-body CT scan (Oxfordshire); and electronic
referral and triage (Airedale Wharfedale and Craven).
All pilots are currently live, and project evaluation is
expected to be completed in 2018 (Cancer Research
UK, 2016a).
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Centralized referral and triage of patients at intake
is also a key element of the DAP (Brouwers et al.,
2009). The centralized referral supports access to
the program from a range of areas (e.g., emergency
rooms, radiologists, primary care providers, patient selfreferrals, etc.) as there is one form to complete or
a single number to call. It also ensures that patients are
booked in with the next available appropriate clinician
and appropriate diagnostic procedures.
Once referred into a DAP, patients also have access to
a patient navigator, who is the patient’s main contact
and coordinates all testing for the patient throughout
the diagnostic journey. Patient navigation was
integrated into DAPs in 2010 (Kaan, 2017). The role of
patient navigators in the pre-diagnosis phase is further
discussed in a subsequent section.
The most common DAPs in Ontario are lung DAPs, with
almost half of lung cancer patients in Ontario receiving
a diagnosis through a lung DAP. Additional organized
diagnostic assessment systems have also been
introduced for other types of cancer such as colorectal
and prostate cancer (Cancer Care Ontario, 2014,
2015b). In addition to the formal DAPs coordinated by
CCO, many regions in Ontario have also implemented
strategies to improve the coordination of care in prediagnosis, particularly for other types of cancer not
addressed already through a DAP (Holloway, 2017).
DAPs appear to have successfully improved waiting
times for diagnosis. The percentage of patients
diagnosed in lung DAPs within Ontario’s 28 day target
(referral to diagnosis) was only 49.2% in 2012, and
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has increased to 61.2% in 2016. Ontario’s target rate
for this indicator is 65% (Cancer Care Ontario, 2017g).
DAPs have also contributed to a more positive patient
experience: In 2013, 73% of DAP patients felt that
someone helped them with their anxiety and/or fear,
compared to only 43% of patients in typical outpatient
settings (Cancer Care Ontario, 2014).

Other Canadian Coordinated Diagnosis Services
Outside of Ontario, other Canadian provinces have also
made efforts to better coordinate diagnostic services.
However, these interventions appear to be more
fragmented rather than systemic, and little information
on outcomes associated with these coordinated, rapid
access services is available. A few examples include:
• The cancer centre in Kingston, Ontario has
adapted its referral criteria to accept some
patients who do not yet have a definitive
diagnosis of cancer, but who have identified
concerns that could be cancer (e.g., abnormal
imaging, skin lesions, etc.) (Baetz, 2017).Having
dedicated appointment slots available to
accommodate these patients has helped to
ensure that patients get access to diagnostic
procedures in a more timely manner. Imaging
and interventional radiology have also been
key partners, and the cancer centre is working
towards securing dedicated imaging times
for these patients, and support from internal
medicine where appropriate. It is important
to maintain balance between accepting the
right patients with a high suspicion of cancer,
and accepting more patients than available
resources can accommodate. About 80% of
the patients seen through this process have
ultimately been diagnosed with cancer, an
indication that the right patients are being
screened in through this approach (Baetz,
2017).
• The British Columbia Ministry of Health
and Services introduced four rapid-access
breast cancer diagnosis pilot clinics via a
fast track referral process in 2009. The clinics
offer patient screening, exams and surgical
consultations, diagnosis, and surgery in an
integrated manner under one roof with the
goal of reducing the wait time from referral to
diagnosis, and increasing patient access to
care by streamlining the diagnosis process.
The clinics were funded through a pay-forperformance funding stream and had to meet
the target of 21 calendar days from referral

to definitive diagnosis in order to receive
funding. The target was later expanded to 28
days for patients requiring a biopsy (McKevitt,
2017). Patient navigation and clinical care
pathways were also key elements of this
model, supporting the coordination of care.
Evaluation results indicated that the clinics
were able to significantly reduce waiting
times (from 45 days to 6 days) and provide
a diagnosis to 98% of patients within 21
days of referral (Ministry of Health Services,
2009). Costing studies showed that the clinics
resulted in savings by reducing the number of
tests and procedures needed, and feedback
from patients was also very positive (McKevitt,
2017).
• In Edmonton, Alberta patients suspected
of having lung cancer are being diagnosed
sooner with the establishment of a Rapid
Access Clinic at the Royal Alexandra Hospital,
part of the Alberta Thoracic Oncology Program.
At this clinic, individuals can receive multiple
services including diagnostic imaging and
lab services, and visits with oncologists and
other health providers all at one location. The
clinic also has nurse practitioners who provide
individualized care that addresses the physical
and emotional toll of cancer diagnosis and
treatment. Since its establishment, the clinic
has seen wait times from referral to seeing a
specialist decline from 29 to 23 days, and from
first appointment at the clinic to diagnosis
decline from 66.5 to 52 days (Alberta Health
Services, 2013).
• In Manitoba, required diagnostic
appointments are coordinated for those
who must travel from remote or isolated
communities (e.g., biopsy, surgical consult,
imaging, etc. over one or two days) to reduce
travel requirements (Hebbard, 2017). The
province also has a centralized booking
process for endoscopy, gastroscopy and
colonoscopy referrals. All referrals go to the
centralized booking and are triaged and
booked with the next available surgeon. This
has helped to reduce and standardize wait
times for these procedures, but sometimes
results in inappropriate referrals for endoscopy
as the central booking office does not always
have the capacity to properly review and
assess all referrals (Hebbard, 2017).
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Multidisciplinary Teams
MDTs have been identified as a key enabler in the
provision of high-quality cancer care and have been
implemented for many types of cancer in many
jurisdictions in Canada and internationally. MDTs have
been shown to improve communication, coordination
and decision-making between the health care providers
involved and lead to more comprehensive patient
assessment, better diagnosis and treatment decisions,
better adherence to evidence-based care guidelines,
and increased patient satisfaction (Brouwers et al.,
2009; Coory, Gkolia, Yang, Bowman, & Fong, 2008;
Lamb et al., 2011; Silbermann et al., 2013).
MDTs can function in various ways. As discussed,
centralized/coordinated diagnosis programs and
services include MDTs. However, MDTs can also operate
more informally, for example, by bringing team
members together regularly to discuss patient care
plans (Silbermann et al., 2013). MDTs in cancer care
typically involve providers working on the same type
of cancer, and in some cases a specific stage of cancer
(e.g., metastatic patients only). While MDTs work across
the continuum of cancer care, within diagnosis they
typically include one or more specialists from oncology
(medical, surgical, radiation), pathology, and radiology,
as well as nurses and/or patient navigators (Lamb et al.,
2011; Silbermann et al., 2013). All of these individuals
have important roles to play in patient triage,
coordination of diagnostic tests, and assessment of the
informational and psychosocial needs of the patients
(Ellis, 2012). MDTs work together as a team via either
in-person or remote concurrent interaction (e.g., team
meetings/case conferences). This allows for enhanced
and transparent communication and coordination of
patient care (Honein-AbouHaidar et al., 2017).
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While a detailed review of the extensive body of
literature addressing the use of multidisciplinary
and collaborative teams in cancer care is outside the
scope of this report, key factors that can facilitate MDTs
working in the area of diagnosis include:
• Clear objectives for the diagnosis process
that have the agreement of MDT diagnostic
and therapeutic members and patients
(European Cancer Organisation, 2014;
Gagliardi et al., 2011).
• Organization of the MDT that establishes
operative leadership and coordination,
designates a point of contact for patients,
includes benchmarking exercises that
integrate emerging scientific breakthroughs,
and reserves specific time and resources
for physicians and health care professionals
to participate on tumour boards (European
Cancer Organisation, 2014; Gagliardi et al.,
2011).
• Information databases that record clinical
decisions, outcomes and indicators,
facilitating the assessment of progress and
the identification of areas to further improve
(European Cancer Organisation, 2014;
Gagliardi et al., 2011).
• Patient-centred approach, with available and
comprehensible information on clinical and
psychosocial aspects of the diagnosis process,
clear communication channels between the
care team and the patient, and the promotion
of participation and choice (European Cancer
Organisation, 2014).
• Policy support from national and regional
health authorities, scientific societies and
patients’ organizations, with special attention
to including mechanisms to establish and
sustain MDTs through national cancer control
plans (European Cancer Organisation, 2014).
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Patient Navigation
Over the past decade, patient navigation services have
been emerging as an important strategy for enhancing
patient experience and coordination of care across the
continuum of cancer care (Association of Community
Cancer Centers, 2009; Strusowski, 2016). In the prediagnosis phase in particular, patient navigators have
been shown to help address issues such as gaps in
coordination and communication, and delays in the
diagnosis process (Cancer Quality Council of Ontario,
2016; Freund et al., 2014). Patient navigators can reduce
gaps in care by improving access to cancer services,
improving the coordination and timeliness of the
provision of cancer services, and providing support and
guidance to patients and families (Riley & Riley, 2016).
Within cancer care, patient navigators are often specific
to a type of cancer. In the pre-diagnosis phase, patient
navigators may play an important role in coordinating
necessary testing and appointments. For example,
patient navigation and coordination of care is a
critical element of Ontario’s Diagnostic Assessment
Programs (Cancer Care Ontario, 2014), Denmark’s
MDCs (Vedsted, 2017), New Zealand’s Faster Cancer
Treatment programme (Beuker, 2017), and Sweden’s
County Councils (Lorentzon, 2017). Generally, patient
navigators in the pre-diagnosis phase may fulfill the
following functions (Association of Community Cancer
Centers, 2009; Strusowski, 2016):
• Coordinating patient care, including necessary
tests and specialist appointments to ensure
patients move through the system in a timely
fashion.
• Providing psychosocial support to patients
and their families/caregivers or referring to
other psychosocial services/supports.
• Linking patients and their families/caregivers
with appropriate community resources
(e.g., financial and transportation supports,
translation services).
• Providing information and education to the
patients and their families/caregivers.

Patient navigators also typically have a strong patient
advocacy focus and can help to ensure confidentially is
maintained, respect and compassion are demonstrated
regardless of barriers to care, and patient safety is
considered (Shockney, 2016).
Although most patient navigators are nurses, navigators
can also be social workers or non-medical laypeople.
Nurse navigators, which are the most common patient
navigators, are professional registered nurses with
oncology-specific clinical knowledge. Social workers
with oncology-specific clinical knowledge can also
act as patient navigators. Nonclinical, or layperson,
navigators, are patients or other non-clinical people
who have a basic understanding of cancer, health care
systems, and how patients access care and services
across the cancer continuum (Strusowski, 2016).
Studies have shown that patient navigators can
successfully reduce barriers to cancer care, promote
better outcomes for patients, streamline the care
process, and improve the patient experience (Gabitova
& Burke, 2014; Natale-Pereira, Enard, Nevarez, & Jones,
2011; Riley & Riley, 2016). In the pre-diagnosis phase
in particular, patient navigation and improved care
coordination has been associated with improved
cancer stage at diagnosis, improved adherence to
follow-up visits after abnormal/suspicious findings, and
reductions in wait times for diagnosis and treatment
(Pierce, 2014). Research also suggests that patient
navigators are an optimal way to improve care for
medically underserved populations (e.g., First Nations,
Inuit, and Métis in Canada) in the pre-diagnosis phase
of care (Meade et al., 2014; Wilcox & Bruce, 2010). For
example, New Zealand has Cancer Nurse Coordinators
(CNCs) that support coordination of care for patients on
the country’s 62 day treatment pathway. The CNCs also
support patient management as patients move through
the pathway, including conducting risk assessments to
identify factors that may put the patient at higher risk
(e.g., material deprivation, rural residence, ethnicity,
etc.) and implementing additional interventions to
address these risks as needed (Beuker, 2017).

• Collaborating and facilitating communication
between patients/family/caregivers and the
health care team.
• Participating in MDTs, including team
conferences, tumor boards, etc.
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Supports for Primary Care Providers
Primary care providers (PCPs) play an essential role in
the diagnosis of cancer. The importance of engaging
with PCPs in any efforts to improve the pre-diagnosis
phase of care was emphasized by almost all key
informants who provided input for this environmental
scan. PCPs are usually a patient’s first point of contact
with the health system, and are a vital component of
integrated and coordinated cancer services (Cancer
Quality Council of Ontario, 2016; Emery et al., 2012).
In the pre-diagnosis phase of care, PCPs have a role
in early identification of cancer, facilitating access to
accurate and timely diagnostic tests, and providing
support and counselling to patients (Emery et al., 2012;
Rubin et al., 2015; World Health Organization, 2017).
The first step for PCPs in the cancer pre-diagnosis
phase is a timely and accurate initial evaluation of a
presenting symptom. PCPs must then decide when to
proceed with additional testing or when to stop, while
balancing the potential of missing a cancer diagnosis
against proceeding with possibly unnecessary, costly,
and anxiety-provoking evaluations (Nekhlyudov &
Latosinsky, 2010). PCPs also need to determine what
referral path to take, including whether to take on
additional investigations, such as laboratory testing,
imaging, and/or other diagnostic tests themselves, or
whether to follow another referral path (Emery et al.,
2012; Nekhlyudov & Latosinsky, 2010).
Proceeding seamlessly and effectively with the steps
needed for diagnosis can be challenging for PCPs
because symptoms that may be attributed to cancer
are common in primary care settings, but cancer
is relatively rare. PCPs also may not see very many
cases of cancer in their practices. In Australia, for
example, even for the most common types of cancers,
an individual full-time GP with approximately 1,600
patients a year will likely see only one new case of lung,
breast, prostate and colorectal cancer per year, one
case of ovarian cancer every five years and one case
of testicular cancer in 20 years (Emery et al., 2012). An
academic detailing3 project to support implementation
of Australia’s optimal care pathways in primary
care found that GPs had only a moderate level of
understanding of and confidence in identifying the risk
factors and the diagnostic tests needed for lung and
colorectal cancer (Kelaart, 2017).

It is critical that PCPs have the knowledge and skills to
correctly classify patients according to the likelihood
of a significant clinical outcome (i.e., cancer diagnosis).
In the pre-diagnosis phase, PCPs must be able to
assess the risk of a cancer diagnosis and take actions
to reduce diagnostic delay, while minimizing the harms
associated with over-investigation of people at low
risk of a cancer diagnosis (Emery et al., 2012). They
must also decide on the appropriate referral pathway
and ensure that follow-up has been completed and
the problem has come to an accurate diagnosis and/
or an acceptable resolution (Nekhlyudov & Latosinsky,
2010). Research conducted by the International Cancer
Benchmarking Partnership (ICBP) has identified a
correlation between PCPs’ readiness to investigate or
refer for suspected cancer and cancer survival rates
(Rose et al., 2015). This research involved a survey of
General Practitioners (Module 3 of the ICBP work) and
included data from PCPs in British Columbia, Manitoba,
and Ontario, as well as other countries around the
world.
While most key informants agreed that increasing PCP
awareness of cancer symptoms and appropriate referral
pathways and diagnostic tests is critical, there appears
to be a lack of evidence about which interventions
would be most effective. Some researchers recommend
interventions that reduce the barriers to investigation
and referral (Rose et al., 2015), such as standardized
care pathways and rapid referral pathways that
clearly outline which patients should be referred for
further care and when, as well as which diagnostic
investigations PCPs should order for different types of
cancer. Enhancing access to specialists and providing
direct access to diagnostic investigations, such as
Denmark has done in their three-legged strategy, could
also help to support PCPs in the cancer diagnosis
process and reduce waiting times (Barisic et al., 2016;
Rose et al., 2015). However, there is still the challenge
of ensuring that PCPs are aware of and appropriately
using these referral pathways.

3 Academic detailing is outreach education for health care providers.
It is based on the communication approach used by pharmaceutical
companies (detail aids/detailers), but is focused on sharing evidence-based,
non-commercial information from groups like academics/researchers,
government, and others.
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In the area of education and capacity-building,
numerous interventions have been implemented using
a range of techniques. For example, a systematic review
of educational interventions for PCPs about skin cancer
diagnosis included 20 interventions and identified
strategies such as live lectures, written information,
multimedia formats, or formats that are interactive in
nature. This review noted that most included studies
found a significant improvement in outcomes in at least
one of five areas: knowledge, competence, confidence,
diagnostic performance, or systems outcomes.
However, the authors still conclude that few of these
interventions have been tested rigorously or evaluated
under standardized conditions and with consistently
measured outcomes (Goulart et al., 2011).
The use of risk assessment tools (RATs) is another
strategy that could help PCPs. These tools, such as
Hamilton or QCancer, assist primary care physicians
in identifying and quantifying the risk of cancer in
symptomatic primary care patients (Emery & Chiang,
2014; Green et al., 2015). Findings from a study on
the success of these RATs found that the training and
support package provided to GPs was fundamental to
the successful integration of the RATs into GPs’ daily
routines (Green et al., 2015). The use of electronic risk
assessment tools is further discussed in the section
on technology.
Many tools and resources to support diagnosis in
primary care have also been developed. For example,
in the UK, the Royal College of General Practitioners
developed a “Primary Care Cancer Toolkit,” which
provides a collection of evidence-based resources
about cancer prevention, diagnosis and care relevant
for the primary care setting, including a one-page
overview of key symptoms and the appropriate referral
pathway based on NICE guidance (Cancer Research
UK, 2016b). In Australia, Cancer Institute NSW has
developed an online platform called CanRefer
(https://www.canrefer.org.au/) which links PCPs with
cancer specialists (who are active members of an
MDT), MDTs, and other cancer services. It allows users
to search for relevant specialists by location, cancer
type, area of specialty, and multidisciplinary team
membership. Although these tools and resources
provide important information to PCPs, the challenge
continues to be ensuring that PCPs are aware of,
and then make use of these tools and resources
(Callaghan, 2017).

In Australia, work is underway to increase capacity
in primary care through academic detailing. In the
state of Victoria, Cancer Council Victoria (CCV) and the
University of Melbourne are currently implementing
the Implementing Pathways for Cancer Early diagnosis
(I-PACED) project. The aim of this project is to work
directly with GPs and support them in implementing
Australia’s OCPs, particularly as they relate to
prevention and early detection, and presentation,
initial investigations and referral. The work has involved
developing a package of resources for GPs based on
the OCPs and then arranging for specialist oncology
nurses from CCV to visit GP practices to provide
education/increase awareness about the pathways,
and support GPs in integrating the pathways in their
practice, using an academic detailing approach. The
project has also worked with GPs to identify the barriers
they face in implementing the OCPs, so that strategies
to address these barriers can be implemented.
Preliminary evaluation results indicate that the project
is resulting in improved awareness and knowledge,
as well as changes to current practice as per the
recommendations in the OCPs. While this approach has
been effective in working with GPs where they are most
comfortable (in their own practice), it is a resourceintensive approach because of the time involved in
setting up visits and travelling to practices (Kelaart,
2017). Academic detailing in primary care on the prediagnosis phase of care is also underway in other parts
of Australia, and this is considered an important tool to
support quality improvement in primary care in the prediagnosis phase (Callaghan, 2017).
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Interventions to Support Indigenous
Populations
Although identifying interventions to support
Indigenous populations in the pre-diagnosis phase
was one of the areas of interest in conducting this
environmental scan, unfortunately, we identified very
little evidence on effective interventions for these
groups specific to the pre-diagnosis phase of cancer
care. Key informants did describe a few interventions
currently underway, which are detailed below.
In New South Wales Australia, a consumer guide
about the lung cancer pathway is being developed
for Indigenous peoples. This is essentially a ‘what to
expect’ guide that helps the patient and their family
and loved ones to understand the cancer care pathway
and what to expect at each stage. Development of
this consumer guide has involved stakeholder input
(an Expert Working Group, including consumers) and
consultation with 17 Aboriginal and Islander Health/
Medical Services across the state. This helped to ensure
that the guide is culturally appropriate, using the right
language and images. The draft guide is now being
pilot tested with Indigenous communities and will
eventually be disseminated widely once it is finalized.
Opportunities to develop similar guides for other care
pathways will also be explored based on the results of
this first guide (Callaghan, 2017).
Also in Australia, a new Optimal Care Pathway (OCP)
for Aboriginal and Torres Strait Islander people has
recently been developed by Cancer Australia and the
Victorian Department of Health and Human Services.
The intention of the pathway is to complement the
tumour-specific information provided in Australia’s
other OCPs and provide guidance about culturally safe
and competent cancer care for Aboriginal and Torres
Strait Islander people. This pathway is currently in
draft form and was open for public consultation in the
fall of 2017 (Cancer Council Victoria, 2017a). Some of
the recommendations included in the draft pathway
related to the pre-diagnosis phase of care include
(Cancer Council Victoria, 2017b):
• Provide appropriate interpretation/support
services.

• Designate a culturally appropriate health care
provider to keep in contact with the patient
to maintain engagement along the cancer
pathway.
• Provide tailored access to supportive
care services based on the specific social,
practical and cultural needs of Indigenous
patients and families, including children.
The Supportive Care Needs Assessment
Tool for Indigenous People can be helpful
in determining which support services are
required.
• Ensure appropriate supports are in place
for those who have to travel to complete
diagnostic investigations.
In New Zealand, efforts have been made to improve
outcomes for Maori and Pacific Islander immigrant
populations. For example, in District Health Boards
with larger Maori and Pacific Islander immigrant
populations, cancer nurse coordinators are hired that
work specifically with these groups. The Ministry is
also exploring establishing best practices for these
populations such as ensuring that all Maori patients
are discussed by an MDT to ensure provision of the
best care. In Canada, the Juravinski Cancer Centre in
Hamilton, Ontario has also implemented an Aboriginal
Patient Navigator program to improve the cancer
care experience and the health status of Indigenous
people (Styres Loft, 2011). The patient navigators in
this program provide culturally-sensitive support and
advocacy services for Indigenous patients and families
by facilitating and coordinating access to cancer
services, addressing cultural and spiritual needs, and
networking with First Nations, Inuit, Métis and nonIndigenous partners to make the cancer journey a
culturally safe experience (Cancer Quality Council of
Ontario, 2016). The patient navigator may support
patients at clinic visits, help patients access traditional
cultural healers, support patients in navigating federal
appeal processes, and facilitate access to simplified
information (Styres Loft, 2011). This program applies
across the continuum of cancer care, including the
pre-diagnosis phase.

• Ensure timely follow-up of any referrals and
update contact information for patients at
each visit.
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Interventions for Diagnostic Services
Diagnostic services such as radiology and pathology
play a critical role in cancer diagnosis. However, little
information was identified on interventions addressing
these services. A few interesting examples of work
underway include:
• In Ontario, a project to develop and implement
a Telepathology Network to Improve Cancer
Diagnosis and Treatment was launched earlier
in 2017. This software eliminates the need
for patient travel while helping pathologists
do their job faster and more accurately by
taking glass slides and converting them into
digital slides that can then be viewed, shared
and analyzed using computer networks.
This project is one of 15 innovative health
technologies that is being funded by Ontario’s
Ministry of Health and Long Term Care. These
projects are undergoing assessment and
evaluation from 2017-2019 (Ontario Ministry of
Health and Long Term Care, 2017).
• Some international key informants spoke
about the benefit of allowing PCPs direct
access to necessary diagnostic tests without
having to first refer the patient to a specialist,
as is done in Denmark through their No-YesClinic. Key informants reported that this can
contribute to reduced waiting times.
• As part of the implementation of standardized
care pathways in Sweden and Manitoba,
blocks of appointment times for diagnostic
equipment such as CT or PET scanners are
held specifically for patients on the care
pathways. This helps to ensure timely access
for patients (Hebbard, 2017; Lorentzon, 2017).
• One Canadian key informant suggested
implementing synoptic reporting for imaging
reports. Synoptic reporting is a documentation
approach that uses structured fields and
checklists for reporting results to ensure that
reports are complete, consistent, and clear.
Synoptic reporting is now being implemented
widely in Canada in pathology and surgery, but
has not yet been implemented in radiology.

While not specific to cancer care, a report examining
how to improve access to diagnostic services across
the health system in the UK suggests increasing access
to diagnostic tests in settings other than the acute
care system (e.g., primary care, mobile units, or even
at home), and creating hub and spoke laboratory
networks which will help ensure economies of scale
and reduce the average costs of laboratory tests
(Deloitte Centre for Health Solutions, 2013). The hub
and spoke model consolidates laboratory services
into fewer hub laboratories, while still maintaining
urgent services at smaller local testing sites (e.g., within
hospitals). Hub laboratories have more specialized
equipment like CT scanners and MRIs, while spoke
laboratories may only offer x-rays. The hub and
spoke model has been associated with a reduction in
laboratory test turn-around times (James & Truman,
2015). It may also help with efforts to standardize
communication between services such as radiology
and PCPs, and ensuring an appropriate level of
expertise for reporting of radiology or pathology
(i.e., since a higher volume of tests are conducted
at the hub, staff gain more experience with reporting
different results). This may be beneficial in improving
pre-diagnosis care (Gill & ACE Lung Cancer Pathway
Cluster, 2017).

Technology
There are multiple ways that technology can support
more seamless patient care in the pre-diagnosis
phase. Research has shown that health information
technology (HIT) can be used to improve the
management and coordination of patient care (Aiello
Bowles et al., 2008), support information-sharing
between health care providers (Hesse, Hanna, Massett,
& Hesse, 2010), provide decision support to health
care providers (Aiello Bowles et al., 2008; Tarver &
Menachemi, 2016), support shared decision-making
between patients and health care providers (Clauser,
Wagner, Bowles, Tuzzio, & Greene, 2011), enhance
symptom management (Clauser et al., 2011), and
improve consistency and standardization in delivery
of care (Tarver & Menachemi, 2016). While the majority
of key informants indicated that they used existing
technologies such as electronic health records and
online platforms, the majority of the interventions
they were involved in to improve the pre-diagnosis
phase of care were not focused on the implementation
of new technologies. In New Zealand, there has been
a big investment in technology to support MDT
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meetings and facilitate linkages between secondary
and tertiary hospitals to support communication
and information-sharing. The system allows MDTs to
produce required outputs as the discussion in the
meeting is taking place (e.g., generating referral letters,
booking patient appointments). The system is also
used for collection of patient data (Beuker, 2017). Other
types of technology projects that key informants spoke
about included:
• Digital, clickable, interactive pathway maps
that make it easier to look in-depth at different
points of care.
• Electronic consulting tools to facilitate
communication between PCPs and specialists.
• More common technologies such as telehealth
that are used to provide remote care.
A systematic review and meta-analysis on the impact
of HIT on cancer care across the continuum found that
the potential benefits of HIT vary across the continuum
(Tarver & Menachemi, 2016). The authors found that
interventions were most successful when targeted
at physicians (vs. patients). They also found that
interventions addressing the diagnosis process were
less likely to be beneficial compared to interventions
that address the prevention phase. This may be
because applications related to supporting diagnosis
are more complex and need to consider multiple
factors and sources of information (e.g., patient
demographics and history, imaging and test results),
rather than a technology aimed at prevention that
might consider just one or two factors (e.g., history of
smoking) (Tarver & Menachemi, 2016).
In addition, it is important to note that the use of HIT
is not an end point in and of itself. HIT interventions
should be designed with an emphasis on “meaningful
use” of appropriate HIT to support improvements in
the quality of care, and implemented in conjunction
with an emphasis on reliability, transparency, and
accountability (Hesse et al., 2010). Most Canadian key
informants also indicated that while technology can
certainly be helpful, it must be used appropriately, with
the right structures and processes in place to support
implementation and address barriers to change.
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Canadian key informants spoke about some of
the potential challenges with implementing new
technologies:
• A few mentioned that current remuneration
systems for physicians often are not set up
to compensate for time spent on electronic
communication tools.
• A few indicated that privacy concerns and
legislation are often barriers to electronic
information-sharing.
• A few discussed the difficulty of changing
existing processes and systems (i.e., people
may be reluctant to change the way they
are working now and learn a new system or
approach).
• One key informant highlighted the challenge
of implementing new technology specifically
in the primary care setting because PCPs are
independent and make their own decisions
about when and how to use new technologies,
rather than having this determined at a system
level like it is in many cancer care systems.

Electronic Records and Information to Support
Quality Improvement
One major area in which the use of technology is
increasing is in electronic medical records (EMRs)
and management and monitoring of information to
support quality improvement. EMRs can facilitate
information management and patient tracking at the
practice level, and support transfer of information
between different parts of the health system (e.g.,
primary care, pharmacies, hospitals, etc.). Electronic
systems also have the potential to support capturing
and collating data for identified performance indicators
(e.g., progress on meeting benchmarks for wait times).
Various HIT interventions can be implemented using
data from EMRs, including electronic registries, a
national cancer-specific database, and point-of-care
decision support (Institute of Medicine, 2010). For
example, electronic reminder systems have been
shown to improve screening rates for colorectal
cancer (Nease et al., 2008; Sequist, Zaslavsky, Marshall,
Fletcher, & Ayanian, 2009), a finding which could
potentially be applied to the pre-diagnosis phase as
well (e.g., reminders to follow-up on a patient’s status
as they move through the diagnosis process).
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Unfortunately, although EMRs are now used relatively
consistently in developed countries to support
data collection and information-sharing within a
given institution or system, research has shown
that communication with other/external systems
remains difficult. Even within specialty care centres
that have advanced EMRs, missed test results and
miscommunications resulting in diagnosis or treatment
delays are common (Easley et al., 2016). In fact, rather
than simplifying communication, technologies such as
an EMR may add a layer of complexity, with challenges
related to software incompatibility and difficulty sharing
or accessing patient information (Easley et al., 2016;
Sada, Street, Singh, Shada, & Naik, 2011).
International key informants interviewed for this work
also discussed this challenge. Some spoke about the
challenges with gathering patient data from multiple
stakeholders and systems in order to report on
progress in achieving wait time targets for example,
and the amount of work required to establish systems
that would facilitate this data collection. In some
cases, this work is still being done through manual
processes, as the existing electronic systems do not
support reporting on identified performance measures.
A few international key informants also described
challenges related to the validity and completeness of
data around use of care pathways and achievement
of benchmark waiting times. Around the world, health
system stakeholders are working to address some of
these barriers in the use of HIT both in cancer care and
across the health system generally. For example, some
jurisdictions are moving towards the use of a single
health record for patients that will travel with them
across the system (e.g., between primary and acute
care) (Nova Scotia Department of Health and Wellness,
2016; Vedsted, 2017).

Electronic Decision Support and Risk
Assessment Tools
One HIT intervention that appears to be beneficial
across the continuum of cancer care, including in
the pre-diagnosis phase, are cancer clinical decision
support (CDS) tools. These tools are typically
integrated into a health care provider’s usual patient
management system. They use evidence-based
electronic algorithms that calculate the risk of a patient
having an undiagnosed cancer based on various
data inputs (e.g., patient demographics and history,
test results) (Robinson, Poirier, Watson, & ACE Cancer

Decision Support Tools Cluster, 2017). The health care
provider can then use this risk level to support decisionmaking. CDS tools are not intended to replace clinical
judgement, but rather to provide more information
that the health care provider can use to inform patient
management decisions.
In the pre-diagnosis phase of care, CDS tools can be
useful to PCPs in determining how best to respond to
a patient. CDS tools include several different functions,
including (Robinson et al., 2017):
• Prompt or alert boxes that alert the PCP to a
potential risk of cancer (i.e., if the calculated
risk is over an identified threshold).
• Symptom checker template that allows entry
of symptoms to calculate the risk score.
• Support for risk stratification by identifying
groups of patients who are at higher risk of
cancer based on patient information. These
patients can then receive further support or
investigation as appropriate.
CDS tools were the most commonly-used HIT
intervention in the systematic review on the impact of
HIT on cancer care, and CDS tools were also the type of
technology that was the most likely to have a beneficial
effect (Tarver & Menachemi, 2016). The use of CDS
tools by GPs was one of the areas explored by the ACE
Programme in the UK. The three ACE projects used a
tool called QCancer. QCancer is a patient-centred tool
that gives a risk of undiagnosed cancer for an individual
across a range of tumour sites (“QCancer 2017,” 2017).
The evaluation of these three projects found that GPs
used the tool to support decision-making, and that it
heightened GP awareness of the possibility of a cancer
diagnosis. Other studies have also found that CDS or
risk assessment tools help GPs to recognize potential
cancer symptoms (Dikomitis, Green, & Macleod, 2015).
The evaluation also found that CDS tools may help
with the diagnosis of more complex patients (e.g.,
those with vague symptoms), and provide the GP with
confidence in making an urgent referral (Robinson et
al., 2017). Providing users with appropriate supports
such as training in the use of CDS tools is critical to
facilitating uptake (Dikomitis et al., 2015; Robinson et
al., 2017). One challenge with the use of CDS tools may
be ‘prompt fatigue’ – i.e., after seeing frequent prompts,
users may decide to ignore rather than act on the
prompt information (Dikomitis et al., 2015).
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Smartphone Apps

Electronic Consultation Services

Another technology innovation that has the potential
to streamline and improve patient care is smartphonebased apps (applications). As smartphone technology
becomes increasingly ubiquitous around the world,
the potential for smartphone apps and mobile
communication generally to improve the seamlessness
of cancer care is substantial (Wu et al., 2014). Many
cancer-related apps have already been developed.
A systematic review and content analysis of publiclyavailable smartphone apps for the prevention,
detection, and management of cancer identified several
hundred cancer-focused apps that might potentially
enhance efforts to promote behaviour change, monitor
symptoms and physiological indicators of disease,
and provide real-time supportive interventions,
conveniently and at low cost. Unfortunately, there is
little evidence on the effectiveness and utility of these
apps – the review of the research literature conducted
as part of this systematic review did not identify any
evaluations of cancer-focused smartphone apps
(Bender, Yue, To, Deacken, & Jadad, 2013).

In some jurisdictions, technology is available that
facilitates consultation between PCPs and specialists.
This may be particularly helpful in the diagnosis phase,
when a PCP is deciding whether or how to investigate
the symptoms or concerns of a patient. For example,
in Ontario, the Ontario Telemedicine Network (OTN)
provides an e-consult service that allows PCPs to obtain
specialist input without having to formally refer the
patient to the specialist. PCPs submit their question
and related patient health information through a
secure website and receive specialist input typically
within 3 days (OTNHub, n.d.). Use of an e-consultation
service in Ontario and Newfoundland is currently being
evaluated by CanIMPACT. The CanIMPACT intervention
is structured differently from typical e-consult services
where the PCP is responsible for reaching out to the
specialist. In the CanIMPACT intervention, cancer
specialists will be initiating communication with
the PCP and inviting them to ask questions. This
study will assess the effectiveness of this method of
communication on patient experience of care and
continuity of care, as well as barriers and facilitators
to implementation in the oncology and primary care
settings (CanIMPACT, n.d.-b).

Individual studies do suggest that apps intended
specifically for health care providers might help to
support the pre-diagnosis phase of care. For example,
an app to detect and screen patients at high risk of
colorectal cancer could assist clinicians with early
screening and diagnosis (Wu et al., 2014). Another study
of the use of smartphone teledermoscopy4 for referral
and triage of patients with potential skin cancer found
that the smartphone app offered a simple, inexpensive,
and efficient solution to the diagnosis of skin cancer.
The study found that patients referred via the app
had shorter waiting times and more reliable triage
decisions, and in 40% of cases, in-person visits could
be avoided (Borve et al., 2015).

4 Teledermoscopy is when a trained nurse or a medical photographer
take pictures of a patient’s lesions and send them via the internet to an
expert dermoscopist who analyzes the lesions and draws up a report with
diagnosis and recommendations.
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Access to Information Related to the Diagnosis
Process
Technology can also be used to facilitate access to
information related to the diagnosis process, such
as test results, appointments, and educational/
informational materials for patients. For example,
Cancer Care Ontario offered5 a Diagnostic Assessment
Program-Electronic Pathway Solution (DAP-EPS), an
online tool that allows patients and their caregivers
to view their appointments and access test results,
medical information and educational material to
support their care. This allows patients streamlined
access to their health information that can be viewed
from home, and also allows family members to be
included in the care (Cancer Care Ontario, 2014).
Ontario is also implementing the Ontario laboratories
information system (OLIS), an integrated repository of
tests and results that supports the secure, electronic
exchange of information between providers and across
settings (eHealth Ontario, 2017).

5 The provincial tool has now been discontinued as the regions have
developed their own tools for electronic information-sharing.
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Support for Use of Care Pathways
The key informants from Australia and New
Zealand mentioned the HealthPathways program
(http://www.healthpathwayscommunity.org/),
which provides an interactive online portal that can
integrate with PCPs’ existing systems, and provides
users with information from established standardized
care pathways that is localized to the PCP’s setting
(e.g., provides information on locations for diagnostic
testing). It also provides support for electronic
referrals based on the included pathways, and access
to patient and health care provider resources. While
HealthPathways is not specific to cancer care, it is an
important tool that can support the implementation
of standardized care pathways in primary care
(Beuker, 2017; Callaghan, 2017; Kelaart, 2017).
Similar systems are in use in other jurisdictions as
well (Lorentzon, 2017).

Patient-focused Interventions
Technology can also be a useful tool at the patient level.
Patients use the internet to access information, social
support, emotional support, and to help with decisionmaking. Though it has not replaced informationseeking from health professionals and other care
providers, the web has become an important means
of meeting informational needs of cancer patients,
including in the pre-diagnosis phase of care (Clauser et
al., 2011). Recent years have seen a shift toward patientdriven health care, with patients increasingly interested
in taking an active role in making decisions about their
care and treatment. Web-based health information has
been associated with this shift by increasing patients’
awareness of health professionals’ fallibility and the
uncertainties in diagnosis (Mueller, Jay, Harper, & Todd,
2017). The internet has also become a useful tool to
provide resources for social and emotional support
of cancer patients as well as their families/caregivers
(Clauser et al., 2011). There are many existing tools
and resources to provide patients with information
related to their cancer care. In Australia, Cancer
Institute NSW is planning to develop an online platform
which will be a central repository or clearinghouse of
patient information. It will review and validate existing
information/resources and then link to these resources,
including linking resources to the cancer pathway
(Callaghan, 2017).

While a detailed analysis of whether and how
individuals with a suspicion of cancer access webbased information is outside the scope of this report,
a study of lung cancer patients in the pre-diagnosis
phase in the UK provides some useful insight.
This study of 23 patients found that patients used
online information to assess the seriousness of their
symptoms, identify possible causes, inform their
decision about whether to make an appointment with
a health care professional, and to help them
understand medical jargon, tests, and test results.
Patients also turned to the web when they were
dissatisfied with their health care provider’s advice
(e.g., to support them in advocating for additional
testing based on symptoms). Patients most frequently
used Google to search, and some also used healthspecific sites such as NHS Direct, WebMD, and
Netdoctor (Mueller et al., 2017).

Priorities for Intervention
Canadian key informants interviewed for this
environmental scan were asked about which type
of interventions they thought should be prioritized
for implementation in Canada. The most commonly
selected intervention was developing standardized care
pathways at the national level, identified by most key
informants. Key informants thought that care pathways
would help to increase consistency in the diagnosis
process across the country, and also indicated that
establishing clear pathways would be an important first
step in implementation of other interventions such as
wait time targets.
I would lean to manageable clear pathways,
[add] in that frontline staff’s access to the latest
tests, the pre-diagnostic tests.

I agree with the pathways, and I think that that’s
with the understanding that the education comes
with it . . .
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A few Canadian key informants talked about
appropriate supports for implementation of pathways
such as ongoing engagement and education of
frontline care providers (e.g., PCPs, emergency room
staff), and some mentioned this support and education
specifically as a priority itself, i.e., not necessarily
connected with implementation of pathways. Patient
navigation was another area identified as a priority by
a few Canadian key informants.
Other possible priority areas for interventions, each
mentioned by one respondent, include:
• Identifying and implementing national key
performance indicators and regularly reporting
on performance.
• Establishing benchmarks for wait times.
• Implementing synoptic reporting for imaging.
• Ensuring adequate health system resources
to support diagnosis (e.g., access to imaging
machines, access to operating room time).
• Providing all patients in the pre-diagnosis
phase with appropriate social and
psychological supports.
• Educating patients about the diagnosis
process.
• Creating multidisciplinary clinics to support
the diagnosis process.
• Implementing centralized referral to
specialists.
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Facilitating Factors for
Implementation
The key informants interviewed as part of this
environmental scan identified a number of important
factors that can help to facilitate implementation of
interventions to improve the pre-diagnosis phase
of care. Some of these factors have already been
discussed earlier in this report (e.g., the importance of
engaging PCPs, and establishing targets or benchmarks
against which to assess performance). The other
supporting factors identified are presented below in
order of strength of response (i.e., the most frequently
mentioned factors are described first):
• Most key informants talked about the
importance of having regularly collected,
high-quality data to inform quality
improvement activities in the pre-diagnosis
phase. Regular reporting of data can not
only illustrate where performance falls
short of standards or benchmarks, but
can also draw attention to differences in
performance between providers/facilities/
regions. This can help to provide an incentive
to improve performance. For example,
Cancer Institute NSW has a program called
Reporting for Better Cancer Outcomes (RBCO)
that provides information and analysis on
current performance and trends to LHDs and
PHNs in the state, with the goal of reducing
variations in cancer care. This work involves
the Institute collecting and analyzing data for
key performance indicators for cancer care
and then providing this analysis in a consistent
way to all LHDs and PHNs twice a year. This
work is not only critical to inform LHD quality
improvement activities in cancer care, but
it also helps strengthen the relationship
between the Cancer Institute and the LHDs,
which facilitates collaborative work on other
projects (Callaghan, 2017). In New Zealand,
the Cancer Health Information Strategy,
established in 2015, looks at how existing
data/databases can be used to provide more
real-time information about cancer services
to clinicians and to the Ministry, and DHBs use
cancer wait times data to create heat maps
and identify problem areas with barriers that
need to be addressed (e.g., lack of radiologists,
not enough operating time, etc.) (Beuker,
2017).
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• Most key informants discussed the importance
of engaging with the organizations
responsible for health service delivery
(i.e., local health authorities), and building
buy-in and support for improvement initiatives
among these stakeholders.
• Most key informants talked about the need
to engage and have input from a broad
range of stakeholders in developing and
implementing interventions. For example, an
expert or advisory group can be established
with representation from patients, PCPs,
different types of cancer specialists, and health
system administrators. These groups not only
provide critical advice when developing and
implementing an intervention, but they also
provide legitimacy and help to build buy-in
and support for the work.
• Most key informants discussed the
importance of giving PCPs and other frontline
care providers such as emergency room
staff a centralized way to access clear
information and standard referrals for
cancer diagnosis.
• Some key informants noted the importance
of political leadership and support for
changing the cancer care system.
• Some key informants mentioned that having
a common understanding of the problem
to be addressed (i.e., long waiting times,
uncoordinated care) is key.
• A few key informants identified the importance
of coordination of the work across
different organizations at different
levels (e.g., national and provincial/state
governments, local health authorities,
individual hospitals, etc.). For example,
Sweden has six Regional Cancer Centres that
coordinate the work in cancer care in each of
the country’s six health regions.
• A few key informants discussed how having
a national plan for cancer care delivery
(e.g., an overall cancer strategy) helped to
coordinate work on quality improvement.

Outcome Indicators to Measure
the Pre-diagnosis Phase
A strong plan and framework for monitoring and
evaluation of interventions is critical to ensure that
interventions do in fact contribute to improving
timely and seamless care in the pre-diagnosis phase.
As indicated, most key informants discussed the
importance of establishing meaningful performance
indicators and then regularly collecting and reporting
on these indicators as an essential part of health
system quality improvement. Evaluation data also
supports evidence-based decision-making with regard
to resource allocations across the system (Cancer
Quality Council of Ontario, 2016). This section of the
report discusses the key outcome indicators that are
used to assess interventions in the pre-diagnosis phase.
Outcome indicators reflect the impact or result of an
intervention. However, outcome measures may also
be influenced by other factors outside the scope of the
intervention (e.g., patient characteristics, government
policy, health care provider behaviour, etc.).
Waiting times are the type of performance indicator
most frequently discussed in the literature and by key
informants, likely because they are one of the easiest
system indicators to measure. One key informant
noted that wait times act as a surrogate measure of
coordinated and streamlined care, as it is assumed
that if care is provided quickly, it was well-coordinated
and more seamless for the patient as well. Table 1
(p. 17) provides a detailed list of the different wait
time indicators identified (and their associated
benchmarks/targets). The main wait time intervals that
can be measured for the pre-diagnosis phase include
(Guadagnolo, Dohan, & Raich, 2011):
• Time from symptom/suspicion to definitive
diagnosis
• Time from abnormal screening/specialist
referral to definitive diagnosis
• Time from symptom to provider evaluation
• Time from screening test to diagnostic
resolution
• Time from diagnostic confirmation to patient
notification
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The selection of specific intervals to be used as
performance indicators may be influenced by the
availability of or ease of data collection. For example,
a few Canadian key informants noted that while the
interval from symptom or suspicion to diagnosis may
be more meaningful to patients, it is difficult to measure
because of the challenge of identifying the start of the
first symptom or initial suspicion. The interval from
abnormal screening or referral to a specialist is easier
to measure and was the indicator most frequently
suggested by key informants to assess performance in
the pre-diagnosis phase. Regardless of which intervals
are selected, it is important to clearly define each
interval and select the best available data source for
the specified time point. The ICBP has done some work
in this area as part of their Module 4 survey to clearly
define intervals and ideal data sources (i.e., patient,
PCP, or cancer specialist) for key time interval indicators
in the pre-diagnosis phase (Weller et al., 2016).
Patient experience measures are also critical indicators
of intervention outcomes. Assessing patient experience
is essential, especially if interventions are intended
to improve the seamlessness of care from the patient
perspective. Most key informants noted that patient
satisfaction was an important indicator. In Canada,
patient experience is typically measured through the
Ambulatory Oncology Patient Satisfaction Survey
(AOPSS), which measures six dimensions of care
(Cancer Care Ontario, 2017c):
• emotional support;
• continuity and coordination of care;
• respect for their preferences;
• physical comfort;
• quality of information, education and
communication; and
• how well they were able to access their care
(e.g., satisfaction with waiting times).
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Each dimension has several questions that ask patients
to rate and describe their experiences (Cancer Care
Ontario, 2017c). However, the questions in AOPSS are
not specific to the pre-diagnosis phase of care.
Other jurisdictions outside of Canada conduct similar
surveys to assess patient experience (Callaghan, 2017;
Fitzgerald, 2017; Lorentzon, 2017; Vedsted, 2017). In
the UK, the NHS’s National Cancer Patient Experience
Survey asks patients a few specific questions about
their experiences in the pre-diagnosis phase, including
the number of times they saw their GP prior to being
referred to a specialist, how long they waited to see
a doctor from the time they first thought something was
wrong, their perceptions about the length of time they
had to wait before their first specialist appointment
and for diagnostic tests, whether they received enough
information prior to their diagnostic test, and whether
the results of the diagnostic test were explained in
a way the patient could understand (NHS, 2016b).
Clinical measures are another important group
of outcome indicators. The goal of many of the
interventions described in this report is ultimately to
reduce the morbidity and mortality associated with
cancer through earlier diagnosis and faster access to
treatment. Stage at diagnosis and survival rates are
therefore both important indicators to assess outcomes
(Fitzgerald, 2017; Vedsted, 2017). Stage at diagnosis is
also reported by Ontario’s Cancer System Quality Index
(Cancer Care Ontario, 2017d).
In addition to outcome measures, process and
structural measures can also help to inform evaluation
of interventions. Structural measures speak to the
health system’s capacity and resources in the prediagnosis phase; for example, the number of diagnostic
assessment programs or rapid access clinics in place,
or the number of pathologists or radiologists working
in the system. Process measures can help to assess the
process of implementation; for example, the number
of local health authorities that have fully implemented
a standardized care pathway, the number of health
care providers who received training in established
benchmarks for wait times, or the number of diagnostic
tests (e.g., MRI, ultrasound) conducted or duplicated.
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Outcome measures related to waiting times, patient
experience, and clinical outcomes were relatively
consistently identified in the literature and by key
informants. Process and structural indicators will
depend more on the specific intervention that is
implemented. For example, an intervention to improve
multidisciplinary care might measure teamwork
across the MDT (Honein-AbouHaidar et al., 2017),
while a patient navigation intervention might include
indicators for the number of patients that receive
navigation supports.
CCO is currently developing a measurement framework
for the diagnostic phase of cancer care with the aim of
gaining a current state understanding of performance
at a population level. The measurement framework
is expected to be completed in spring 2018 and will
outline key questions about the diagnostic phase
and indicators to answer these questions (Holloway,
2017; Kaan, 2017). This could be a helpful resource in
establishing a national framework for performance
measurement in the pre-diagnosis phase.

Trends and Future Work
International key informants interviewed for this work
were asked to comment on the trends and next steps
they see as important in the pre-diagnosis phase of
care. A few international key informants noted that
future work will be informed by the evaluation results
from current projects. Other areas that international key
informants discussed include:
• A continued or expanded focus on PCPs
(e.g., providing PCPs with direct access to
diagnostic tests).
• Continuing to develop standardized care
pathways that include the pre-diagnosis phase
of care and support local implementation of
the pathways.
• Continued focus on managing and reducing
wait times.
• Expanding health system resources that
support diagnosis such as diagnostic
equipment or providers like pathologists.
• Addressing barriers associated with
geography, i.e., improving access to diagnostic
testing in remote areas.
• Developing/supporting development
of diagnostic tools that are affordable,
accessible, and efficient.
• Exploring application of the lessons learned
in cancer care to diagnosis in other disease
areas.
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Conclusion
Providing cancer care that is coordinated, efficient and
seamless is not necessarily easy or straightforward,
particularly in the pre-diagnosis (suspicion to diagnosis)
phase of care. The cancer diagnosis process is complex,
involving many different health care providers who
are often located at different sites, providing different
services, at different times. More seamless and timely
care in the pre-diagnosis phase can help decrease
patient anxiety, improve patient health outcomes, and
maximize efficiencies across the health system.
This report has described a number of strategies and
interventions from around the world and within Canada
that could be considered for use in Canada to support a
more seamless patient experience for the pre-diagnosis
phase of a patient’s journey, including standardized
care pathways for different types of cancer; rapid
referral pathways that provide urgent access to
diagnostic services; targets or benchmarks for wait
times; centralized and coordinated diagnostic services;
multidisciplinary teams; patient navigation; supports
for PCPs; interventions to support Indigenous people;
interventions in diagnostic services; and technology to
support the diagnosis process.
The interventions described in this report have typically
been implemented in conjunction with one another
rather than as stand-alone initiatives. For example,
standardized care pathways, rapid referral pathways,
and benchmarks/targets for wait times are often used
together to address the diagnosis process and assess
performance against desired standards. Centralized and
coordinated diagnostic services usually also include
both MDTs and patient navigation. Technological
innovations can be applied across a range of areas
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to help streamline care, and engagement with PCPs
is also a theme that applies across interventions. It is
therefore somewhat difficult to draw conclusions on
the effectiveness of a single type of intervention on
its own. However, examination of jurisdictional case
studies of implementation of rapid referral pathways in
Denmark and the UK in particular provides evidence of
the effectiveness of these approaches in improving wait
times and enhancing patient experience, and some
evidence of improvements in clinical outcomes (staging
and mortality), though that evidence appears to be less
clear. Most Canadian key informants interviewed for this
research suggested that developing and implementing
standardized care pathways for cancer diagnosis at
the national level would be an important first step in
creating more consistency and enhancing coordination
of care in the pre-diagnosis phase. Ultimately, decisions
about which interventions to implement in Canada
must be informed by local priorities and contexts.
The information presented in this report will be used
by the Partnership to support its work to create a more
seamless experience from the patient perspective in
the pre-diagnosis phase of care. The report findings
have been shared at meetings that bring together
cancer stakeholders (e.g., clinicians, cancer agency
staff) and patients, and will complement other types
of information being gathered to support this work
such as mapping patient journeys in the pre-diagnosis
phase. The Partnership will continue to work with
other partners and stakeholders in cancer care, with
the goal of ultimately supporting the implementation
and spread of interventions that can improve the
seamlessness of care across the country.

Leading Practices to Create a Seamless Patient Experience for the Pre-diagnosis Phase of Care: An Environmental Scan – Canadian Partnership Against Cancer

Appendix
Appendix A: List of Key Informants
Table 2: Stage 1 Key Informants
Name

Title

Organization

Country

Amber Kelaart

Development Lead, Education
& Training Programs
I-PACED Project Co-ordinator,
Cancer Information and Support
Services

Cancer Council
Victoria

Australia

David Lorentzon

Desk Officer, Division for Public
Health and Health Care

Ministry of Health
and Social
Affairs, Swedish
Government

Sweden

Julie Callaghan

System Improvement Program
Lead

Cancer Institute
NSW

Australia

Karen Fitzgerald

Programme Director, Accelerate,
Coordinate, Evaluate (ACE)
Programme

Cancer Research
UK

UK

Peter Vedsted

Professor

Aarhus University

Denmark

Dr. Suzanne Beuker

Target Champion for Faster Cancer
Treatment
Urologist

Ministry of Health,
New Zealand
Government

New Zealand
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Table 3: Stage 2 Key Informants
Name

Title

Organization

Province

Dr. Carl Brown

Head, Division of General
Surgery, Providence Health
Care Chair, Section of Colorectal
Surgery, Clinical Research
Scientist, Centre for Health
Evaluation and Outcomes

University of
British Columbia

British Columbia

Dr. Claire Holloway

Surgical oncologist

Sunnybrook
Health Sciences
Centre

Ontario

Provincial Clinical Lead, Disease
Pathway Management and
Diagnostic Assessment Programs

Cancer Care
Ontario

Dr. Elaine McKevitt

Chair, SON Breast Surgical
Tumour Group and Breast
surgeon

Providence
Breast Centre,
Mount St. Joseph
Hospital

British Columbia

Greg Doyle

Division Manager, Breast
Screening Program, Cancer Care
Program

Eastern Health

Newfoundland
and Labrador

Melissa Kaan

Group Manager, Diagnostic
Assessment Program

Cancer Care
Ontario

Ontario

Dr. Pamela Hebbard

Assistant Professor, General
Surgery, Rady Faculty of Health
Sciences

University of
Manitoba

Manitoba

Surgical Oncologist

Health Sciences
Centre
Cancer Care
Manitoba

Dr. Tara Baetz

Associate Professor, Department
of Oncology, Division of Medical
Oncology, School of Medicine
Medical Oncologist
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Queen’s University

Ontario

Kingston Regional
Cancer Centre
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Appendix B: Key Informant Interview and Focus Group Guides
Interview Guide, Stage 1
Introduction and Purpose
As you know, individuals with a suspicion of cancer
have specific needs and challenges as they wait for
a definitive cancer diagnosis, and timely diagnosis
remains a huge challenge. We know that a more
seamless patient experience (i.e., minimally disruptive
care that is more convenient for patients) can be
created by simplifying and consolidating the diagnostic
process and ensuring appropriate testing in order to
reduce time, inconvenience, and anxiety for patients.
The Canadian Partnership Against Cancer (the
Partnership) is an independent organization funded
by the Canadian government to accelerate action on
cancer control for all Canadians. One of their areas of
focus is on improving the patient experience in the
pre-diagnosis phase of cancer care. The Partnership
has engaged Research Power Inc. (RPI), an independent
consulting firm, to conduct an environmental scan to
identify leading interventions that can be considered
for use in Canada to support a more seamless patient
experience for the pre-diagnosis phase (from suspicion
to diagnosis) of an individual’s cancer journey.
The purpose of this interview is to learn more about
initiatives your organization has undertaken to create
a quicker and more seamless patient experience from
suspicion to diagnosis. A colleague from the Canadian
Partnership Against Cancer is joining us on the call
today [introduce Partnership representative]. To help
with analysis of the information, I would like to take
notes during this interview. With your permission, I will
also audio-record the interview. The audio-recording
will only be used to refine the interview notes and will
be destroyed once the interview notes are finalized.
You will have an opportunity to review the notes from
your interview to ensure accuracy and validate the
information provided (if you wish to do so).
All key informants who participate in an interview
will be listed by name in the Appendix of the report
produced by RPI. Opinion-based information that you
provide (e.g., opinions about the challenges in timely
diagnosis) will be aggregated across all interviews
and will not be associated with you personally or your
organization in the report. You may be referenced
by name as the source for factual information that
you provide (e.g., description of available or planned

programs/services). The report prepared by RPI will
be used internally by the Partnership, and may also be
made publicly available.
Do you have any questions?
Do you consent to participate in the interview?
___Yes ___No
Do I have your permission to record the interview?
___Yes ___No

Questions
The interviewer will begin by naming the interventions
in that jurisdiction that we have already identified
through our literature search – these will be validated
with the key informant, and the key informant will be
asked if there are any other interventions they would
like to share.
1. Please describe the interventions your
organization has implemented to provide
more timely and seamless care to people from
suspicion to diagnosis of cancer.
Sub-questions:

- What was the catalyst for implementing
these interventions? How long have they
been underway?
- Which stakeholders were involved in
the development and implementation
of the interventions? How were patients
involved, if at all?
- How has technology been used, if at all,
in your work in this area?
- Have you conducted any cost-benefit
analysis of these interventions? If so, are
you able to share these results?
- Have the interventions involved
development or implementation of
practice guidelines or care pathways?
If so, please describe.
- Has your work involved any specific
considerations for First Nations or
Aboriginal populations?
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2. Have you evaluated your work in this area?
If so, are you able to share evaluation results?
Sub-questions:

- What key improvements or results have
you seen from these interventions
(e.g., shorter wait times, improved patient
satisfaction)?
- What elements of your interventions were
most effective? What elements were least
effective?
- What are the metrics or indicators you
have used (or suggest using) to measure
the suspicion to diagnosis phase of the
cancer journey?
- Are there specific metrics used to measure
the patient experience? How do you
gather data for these metrics?
- How are evaluation data/performance
metrics shared or reported?
3. What are the next steps for your organization
in this area?
Sub-questions:

- How do you see the diagnosis process and
experience changing in your jurisdiction
going forward?
- What trends, if any, are you seeing in this
area for other jurisdictions?
4. If you were advising another jurisdiction on
how to best provide more timely and seamless
care to people from suspicion to diagnosis of
cancer, what top three pieces of advice would
you give?
5. What are the key points of care in a patient’s
experience as they navigate the system from
suspicion to diagnosis? How has your work
addressed these points of care?
6. Who are the key stakeholders in your health
care system involved in the pre-diagnosis
process?
7. Do you have any additional feedback you
would like to share?
Thank you very much for your input.
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Interview Guide, Stage 2
Introduction and Purpose
As you know, individuals with a suspicion of cancer
have specific needs and challenges as they wait for
a definitive cancer diagnosis, and timely diagnosis
remains a huge challenge. We know that a more
seamless patient experience (i.e., minimally disruptive
care that is more convenient for patients) can be
created by simplifying and consolidating the diagnostic
process and ensuring appropriate testing in order to
reduce time, inconvenience, and anxiety for patients.
The Canadian Partnership Against Cancer (the
Partnership) is an independent organization funded
by the Canadian government to accelerate action on
cancer control for all Canadians. One of their areas of
focus is on improving the patient experience in the
pre-diagnosis phase of cancer care. The Partnership
has engaged Research Power Inc. (RPI), an independent
consulting firm, to conduct an environmental scan to
identify leading interventions that can be considered
for use in Canada to support a more seamless patient
experience for the pre-diagnosis phase (from suspicion
to diagnosis) of an individual’s cancer journey.
The purpose of this interview/ is to gather your
feedback on the current situation in Canada with
respect to the pre-diagnosis phase (i.e., barriers/
challenges, and promising initiatives), and to ask
for your input on interventions to improve the prediagnosis phase of care that could be considered for
replication and/or spread within the Canadian context.
To help with analysis of the information, I would like to
take notes during this interview. With your permission,
I will also audio-record the interview. The audiorecording will only be used to refine the interview
notes and will be destroyed once the interview notes
are finalized. You will have an opportunity to review
the notes from your interview to ensure accuracy and
validate the information provided (if you wish to do so).
All key informants who participate in an interview
will be listed by name in the Appendix of the report
produced by RPI unless they prefer not to be named.
Opinion-based information that you provide
(e.g., opinions about the challenges in timely diagnosis)
will be aggregated across all interviews and will not be
associated with you personally or your organization
in the report. You may be referenced by name as the
source for factual information that you provide
(e.g., description of available or planned programs/
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services). The report prepared by RPI will be used
internally by the Partnership, and may also be made
publicly available.
Do you have any questions?
Do you consent to participate in the interview?
___Yes ___No
Do I have your permission to record the interview?
___Yes ___No
Do you agree that we can list your name as a key
informant in the final report?
___Yes ___No

Opening
1. Please briefly describe your work/involvement
in the pre-diagnosis phase of cancer care (from
suspicion to diagnosis).

Canadian Context
The following questions are about the pre-diagnosis
phase in Canada. You may comment on your specific
province/jurisdiction, or on other jurisdictions or
the country as a whole if you are familiar with those
contexts.
2. What interventions/best practices are currently
being implemented in your jurisdiction to
improve the pre-diagnosis phase?
Sub-questions:

- What kind of investment is required to
implement the interventions you’ve
described (financial and/or non-financial
investment)?
- How have patients been involved in
developing and implementing the
interventions you’ve described? How
should they be involved?
- Are you aware of any specific
interventions/best practices that support
First Nations/Inuit/Métis populations in
the journey from suspicion to diagnosis?
Please describe.

3. What are the barriers or challenges related to
a seamless patient experience as individuals
move from suspicion to diagnosis within your
jurisdiction?
Sub-questions:

- Have any of the barriers/challenges you’ve
discussed been identified by patients?
- Of the barriers and challenges you’ve
described, what are the top one or two
areas you would identify as priorities for
improvement?

Potential Interventions for Implementation
in Canada
As I mentioned, the Partnership is interested in
identifying interventions to improve the pre-diagnosis
phase of care for patients that could be considered
for replication and/or spread within the Canadian
context. We would like to gather your input on three
types of interventions that we identified through our
research (review of the grey and academic literature
and interviews with international key informants):
standardized care pathways, benchmarks/targets for
wait times, and use of technology. These interventions
were described in the Summary of Findings that you
received in advance of this focus group, but I will define
them here for you as well as we move through the
questions.
The first type of intervention is standardized care
pathways. Care pathways help to lay out the steps
and expectations for cancer care based on the best
scientific evidence. They provide information about
what type of care should be offered to patients at each
point during the diagnosis, treatment, and survivorship
process. Pathways are often represented as visual
flowcharts and are used as a tool to enhance the
quality of care, improve coordination of services, and
identify and address gaps in care.
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One example of an international jurisdiction that has
implemented standardized care pathways in the prediagnosis phase is Denmark. Denmark uses a “threelegged” referral pathway, separating patients into three
groups:
• those with urgent alarm symptoms that are
associated with a specific type of cancer
receive an urgent referral to specialist care for
the diagnosis process for that type of cancer;
• those with serious symptoms not associated
with a specific type of cancer receive a
standard battery of diagnostic tests that
are ordered and reviewed by the GP, and
then based on test results, the patient
is referred to a specific cancer specialist
or to a multidisciplinary team (MDT) or
multidisciplinary diagnostic centre (MDC); and
• those with ‘low-risk-but-not-no-risk’ symptoms
where the GP has direct access to diagnostic
tests (e.g., ultrasound, low dose CT scans,
colonoscopy) to help support the diagnosis
process.
4. Are you aware of any standardized care
pathways that address the pre- diagnostic
phase of cancer care in Canada? Please
describe.
Sub-questions:

- Could standardized care pathways be
implemented in your jurisdiction?
Why or why not?
- What are the potential challenges
to implementing standardized care
pathways at a national level in Canada?
How could these challenges be
addressed?
- What supports would be needed to
implement standardized care pathways
at a national level in Canada?
Now turning to the use of targets or benchmarks
for waiting times in the pre-diagnosis phase:
a benchmark for waiting times establishes the
maximum amount of time that patients should wait for
a certain phase of care (e.g., from meeting with their
primary care provider to a specialist appointment,
or to a final diagnosis). Establishing benchmarks
for waiting times for diagnosis and then measuring
performance against those benchmarks can help
health care providers and health system decision-

44

makers identify and address any gaps in the system
leading to excessive wait times. There are currently
no national Canadian targets for wait times for cancer
diagnosis, but benchmarks have been established in
some provinces, as well as in other countries. Some
of the most common benchmarks established across
jurisdictions are:
• 14 days/2 weeks from when a patient is
referred from primary care with urgent
symptoms to the time they are seen by
a specialist.
• 21 to 30 days from when a patient is referred
with suspicious symptoms to the date of
a definitive diagnosis for that patient.
5. Are you aware of any benchmarks for wait
times in the pre-diagnosis phase of cancer
care in Canada? Please describe.
Sub-questions:

- Could wait time benchmarks in the prediagnosis phase be implemented in your
jurisdiction? Why or why not?
- What are the potential challenges to
implementing wait time benchmarks in
the pre-diagnosis phase at a national level
in Canada? How could these challenges
be addressed?
- What supports would be needed to
implement wait time benchmarks in the
pre-diagnosis phase at a national level in
Canada?
The third area of interest is the use of technology,
which is being used in different ways in the prediagnosis phase of care. For example:
• Electronic cancer clinical decision support
(CDS) tools help health care providers
determine a patient’s level of risk of cancer
and then make decisions about care for that
patient.
• Smartphone apps can be used to share
diagnostic information (e.g., images of a skin
lesion in skin cancer) to reduce patient travel
and speed up the diagnosis process.
• Online portals can give patients access to their
health information, test results, scheduled
appointments/ tests, and educational
materials related to the diagnosis process.
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6. Are you aware of any interventions that use
technology to improve the pre-diagnosis phase
of cancer care in Canada? Please describe.
Sub-questions:

- Could interventions using technology be
implemented in your jurisdiction? Why or
why not?
- What are the potential challenges to
implementing interventions using
technology at a national level in
Canada? How could these challenges be
addressed?
- What supports would be needed to
implement interventions using technology
at a national level in Canada?

Closing
7. Of the three types of interventions we’ve
discussed (care pathways, benchmarks for wait
times and technology), which would you like to
see implemented first and why?
Sub-questions:

- Other than the three types of interventions
we’ve discussed, is there another area/
type of intervention that the Partnership
should explore for implementation in
Canada? If so, please describe.
- Which stakeholders need to be involved
in improving the pre-diagnosis phase of
care?
8. Do you have any additional feedback you
would like to share?
Thank you very much for your input.

Patient Focus Group Guide, Stage 2
Introduction and Purpose
As you know, individuals with a suspicion of cancer
have specific needs and challenges as they wait for
a definitive cancer diagnosis, and timely diagnosis
remains a huge challenge. We know that a more
seamless patient experience (i.e., minimally disruptive
care that is more convenient for patients) can be
created by simplifying and consolidating the diagnostic
process and ensuring appropriate testing in order to
reduce time, inconvenience, and anxiety for patients.

The Canadian Partnership Against Cancer (the
Partnership) is an independent organization funded
by the Canadian government to accelerate action on
cancer control for all Canadians. One of their areas of
focus is on improving the patient experience in the
pre-diagnosis phase of cancer care. The Partnership
has engaged Research Power Inc. (RPI), an independent
consulting firm, to conduct an environmental scan to
identify leading interventions that can be considered
for use in Canada to support a more seamless patient
experience for the pre-diagnosis phase (from suspicion
to diagnosis) of an individual’s cancer journey.
The purpose of this interview/focus group is to gather
your feedback on the current situation in Canada
with respect to the pre-diagnosis phase (i.e., barriers/
challenges, and promising initiatives), and to ask
for your input on interventions to improve the prediagnosis phase of care that could be considered for
replication and/or spread within the Canadian context.
[Introductions will be facilitated here for the focus
groups]
Your participation in the focus group is completely
voluntary. What you choose to share is up to you.
Nothing that you say in the focus group will affect any
services that you or your family may receive as part of
your cancer care.
Any information you share in the focus group will
remain confidential, meaning no one in the group has
permission to share anything they hear with anyone
outside of the group. With your permission, to help with
the analysis of the information, I would like to audiorecord the focus group. The recording is transcribed
(typed up) and used in our analysis and reporting.
Identifying information (such as names, places, etc.)
is removed during the transcription process, and
information that you provide in the focus group will
be reported together with information provided by
others who participate in the environmental scan. In
the final report, with your permission, we may include
individual quotations from focus group participants, but
these quotations are not personally connected to any
specific person. The report prepared by RPI will be used
internally by the Partnership, and may also be made
publicly available.
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Do you have any questions?
Do you consent to participate in the focus group?
___Yes ___No
Do I have your permission to record the focus group?
___Yes ___No
Do I have your permission to use direct quotes (not
attributed to a specific person) in the report?
___Yes ___No

Explaining the Focus Group Discussion
• The facilitator will outline the process for the
focus group session: approach to asking &
responding to questions, length/timing of the
focus group, role of the facilitator in guiding
the discussion, etc.
• The facilitator will begin the focus group
discussion, using the scripts and questions
outlined below. Items in italics are scripts for
the facilitator/interviewer.

Opening
1. Please briefly describe your involvement in
the pre-diagnosis phase of cancer care (from
suspicion to diagnosis).

Canadian Context
The following questions are about the pre-diagnosis
phase in Canada. You may comment on your specific
province or location, or on other parts of Canada,
whatever you are most comfortable with.
2. What are the barriers or challenges you have
experienced in the phase from suspicion to
diagnosis?
Sub-questions:

- Of the barriers and challenges you’ve
described, what are the top one or two
areas you would identify that need to be
changed or improved?
3. What worked well for you in the prediagnosis phase? Was there anything that
was particularly helpful in supporting a
coordinated experience?
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Potential Interventions for Implementation
in Canada
As I mentioned, the Partnership is interested in
identifying interventions to improve the pre-diagnosis
phase of care for patients that could be considered
for use across Canada. We would like to gather your
input on three types of interventions that we identified
through our research (review of the grey and academic
literature and interviews with international key
informants): standardized care pathways, benchmarks/
targets for wait times, and use of technology. These
interventions were described in the Summary of
Findings that you received in advance of this focus
group, but I will define them here for you as well as we
move through the questions.
The first type of intervention is standardized care
pathways. Care pathways help to lay out the steps
and expectations for cancer care based on the best
scientific evidence. They provide information about
what type of care should be offered to patients at each
point during the diagnosis, treatment, and survivorship
process. Pathways are often represented as visual
flowcharts and are used as a tool to enhance the
quality of care, improve coordination of services, and
identify and address gaps in care.
One example of an international jurisdiction that has
implemented standardized care pathways in the prediagnosis phase is Denmark. Denmark uses a “threelegged” referral pathway, separating patients into three
groups:
• those with urgent alarm symptoms that are
associated with a specific type of cancer
receive an urgent referral to specialist care for
the diagnosis process for that type of cancer;
• those with serious symptoms not associated
with a specific type of cancer receive a
standard battery of diagnostic tests that
are ordered and reviewed by the GP, and
then based on test results, the patient
is referred to a specific cancer specialist
or to a multidisciplinary team (MDT) or
multidisciplinary diagnostic centre (MDC); and
• those with ‘low-risk-but-not-no-risk’ symptoms
where the GP has direct access to diagnostic
tests (e.g., ultrasound, low dose CT scans,
colonoscopy) to help support the diagnosis
process.
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4. Do you know if the care you received in the
pre-diagnosis phase followed a standardized
care pathway? If so, please describe.
Sub-questions:

- Based on the description provided, do you
think standardized care pathways could
be implemented in your jurisdiction? Why
or why not?
- If a standardized care pathway was in
place, how do you think this might change
the care patients receive?
Now turning to the use of targets or benchmarks
for waiting times in the pre-diagnosis phase: a
benchmark for waiting times establishes the longest
amount of time that patients should wait for a certain
phase of care (e.g., from meeting with their primary
care provider to a specialist appointment, or to a final
diagnosis). Establishing benchmarks for waiting times
for diagnosis and then measuring performance against
those benchmarks can help health care providers and
health system decision-makers identify and address
any gaps in the system leading to excessive wait times.
There are currently no national Canadian targets for
wait times for cancer diagnosis, but benchmarks have
been established in some provinces, as well as in other
countries. Some of the most common benchmarks
established across jurisdictions are:
• 14 days/2 weeks from when a patient is
referred from primary care with urgent
symptoms to the time they are seen by a
specialist.
• 21 to 30 days from when a patient is referred
with suspicious symptoms to the date of a
definitive diagnosis for that patient.

The third area of interest is the use of technology,
which is being used in different ways in the prediagnosis phase of care. For example:
• Electronic cancer clinical decision support
(CDS) tools help health care providers
determine a patient’s level of risk of cancer
and then make decisions about care for that
patient.
• Smartphone apps can be used to share
diagnostic information (e.g., images of a skin
lesion in skin cancer) to reduce patient travel
and speed up the diagnosis process.
• Online portals can give patients access to their
health information, test results, scheduled
appointments/ tests, and educational
materials related to the diagnosis process.
6. Was technology used in the pre-diagnosis
phase of your cancer care? If so, please
describe.
Sub-questions:

- How else might technology be used to
create a more coordinated and seamless
experience for patients in the prediagnosis phase?
- How might the use of technology change
the care patients receive?

Closing
7. Of the three types of interventions we’ve
discussed (care pathways, benchmarks for
wait times and technology), which would you
like to see put in place first and why?
Sub-questions:

5. Are you aware of any benchmarks for wait
times in the pre-diagnosis phase of cancer
care in Canada? If so, please describe.
Sub-questions:

- Could wait time benchmarks in the prediagnosis phase be implemented in your
jurisdiction? Why or why not?
- If wait time benchmarks in the prediagnosis phase were in place, how do
you think this might change the care
patients receive?

- Other than the three types of
interventions we’ve discussed, is there
another area/type of intervention that
the Partnership should explore for
implementation in Canada? If so, please
describe.
- Which stakeholders need to be involved
in improving the pre-diagnosis phase of
care?
8. Do you have any additional feedback you
would like to share?
Thank you very much for your input
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Appendix C: Examples of Pre-diagnosis Care Pathways for Breast and
Colorectal Cancer
While an in-depth investigation of all care pathways in the pre-diagnosis phase is outside the scope of this report, this section
provides a few detailed examples of pathways for breast and colorectal cancer from several jurisdictions in Canada (British
Columbia, Manitoba, Ontario) and internationally (Australia, UK).

Breast Cancer
Symptoms at
presentation

Investigations in
primary care

Classification
Symptoms

Investigations in secondary care
Status

Procedure

Referral

Time Benchmarks

BRITISH COLUMBIA
(British Columbia Provincial Health Services Authority & Breast Health Strategy Clinical Pathway Team, 2011)
Abnormal screening
result through breast
screening
program
Presentation to
GP with breast
symptoms

Clinical Breast
Exam (CBE) performed by GP prior
to referral

Abnormal screening
result through breast
screening program

Fast
track

Diagnostic
Referral to
mammogram/ Breast Health
ultrasound
Diagnostic
Services
Program
Coordinator
Diagnostic
mammogram/ if additional
investigation
ultrasound
required

Presentation to
GP with breast
symptoms

Fast
track

Obvious extensive
breast cancer (large,
fixed mass with skin
changes +/- axillary
lymph nodes)

Urgent

Biopsy

Screening Site reports Urgent
mammogram as
suspicious for cancer
with biopsy recommended and direct
refers patient to
biopsy

Biopsy

Mastitis not resolving
with 1 course of
antibiotics

Urgent

Unilateral nipple
changes (distortion,
bloody discharge,
dermatitis-like rash
limited to the nipple,
not responding to
2 weeks of topical
steroid)

Urgent

–– Age 35 +
Older:
bilateral
diagnostic
mammogram

Breast Lump:
discrete, palpable,
firm

Urgent

21 days from
date of abnormal
screening report
or presentation of
symptoms to date
of final diagnosis

MANITOBA (Cancer Care Manitoba, 2015)
–– Obvious extensive
breast cancer
–– Screening Site
reports mammogram as
suspicious for
cancer with biopsy
recommended
and direct refers
patient to biopsy
–– Mastitis not
resolving with
1 course of
antibiotics
–– Unilateral
nipple changes
–– Breast lump
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Referrals for diagnostics sent from
primary care within
one day of visit

–– Age Under
35: Breast
Ultrasound

Refer to diag–– Specialist
nostic specialist:
appointment
Surgeon or
within 14 days of
referral
Breast
Radiologist
–– Diagnostic
Screening
mammogram/
program triggers
ultrasound within
direct referral
7 days of referral
to diagnostic
–– Biopsy within
specialist:
7 days of mamSurgeon or
mogram
Breast
Radiologist
–– Pathology sign-off
and reported
Suspicious
within 7 days of
results triggers
biopsy
direct referral
to diagnostic
specialist for
ultrasoundguided core
biopsy or
stereotactic
biopsy
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Symptoms at
presentation

Investigations in
primary care

Classification
Symptoms

Investigations in secondary care
Status

Procedure

Referral

Time Benchmarks

Suspicious clinical
findings

Fine needle
aspiration or
core biopsy

Surgeon

Patients with identified symptoms

Primary care
investigations
(i.e., history,
clinical exam,
imaging,
biopsy)

Tests completed
within 2 weeks

A positive result on
any component of
the triple test

Specialist
surgical
assessment
and/or further
investigation

Specialist
appointment
within 2 weeks
of suspected
diagnosis

ONTARIO (Cancer Care Ontario, 2015a)
Abnormal screening
results
OR
Patient presents
with one or more
symptoms of breast
cancer, such as:
–– Palpable mass
–– Concerning nipple
discharge
–– New nipple
retraction
–– Skin changes
of the nipple or
breast

–– <30 years of
age and/or
breastfeeding or
pregnant: refer
for ultrasound
–– 30 to 40 years
of age: refer
for ultrasound,
possible
mammogram or
galactography
–– >40 years of
age: refer for
ultrasound and
mammogram,
possible
galactography

–– Asymmetric
thickening/
Nodularity
AUSTRALIA (Cancer Council Australia, 2016b)
–– New lump or
lumpiness
–– Change in the
size or shape of a
breast

Triple test of
three diagnostic
components:

–– medical history
and clinical
breast examina–– Change to a nipple
tion
–– Nipple discharge
–– imaging – mamthat occurs withmography and/
out squeezing
or ultrasound
–– Change in the skin
–– non-excision
of a breast
biopsy – fine
–– Axillary masses
needle aspiration (FNA)
–– Unusual breast
cytology and/or
pain that does not
a core biopsy
go away
GP should refer all
women with a suspicious lesion to a
breast assessment
clinic.
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Symptoms at
presentation

Investigations in
primary care

Classification
Symptoms

Investigations in secondary care
Status

Procedure

Referral

Time Benchmarks

UK (National Institute for Health and Care Excellence, 2017)
–– Aged 30 and
over and have
an unexplained
breast lump with
or without pain
–– Aged 50 and over
with any of the
following
symptoms in one
nipple only:
discharge,
retraction, other
changes of
concern
–– Skin changes that
suggest breast
cancer

Urgent
via
breast
cancer
pathway

Specialist
appointment within
2 weeks

Suspected
cancer

Consider referral If referred, specialist
via breast
appointment within
cancer pathway 2 weeks

NonUrgent

Non-urgent
referral

–– Aged 30 and
over with an
unexplained lump
in the axilla
–– Aged under 30
with an unexplained breast
lump with or
without pain
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Colorectal Cancer
Symptoms at
presentation

Investigations in
primary care

Classification
Symptoms

Investigations in secondary care
Status

Procedure

Referral

Time Benchmarks

–– Suspicious
palpable rectal or
abdominal mass

–– Suspicious palpable Urgent
rectal or abdominal
mass

Endoscopy

Surgeon

–– Referral within
24 hours of
primary care visit

–– Suspicious
abnormal
abdominal
imaging

–– Suspicious abnormal abdominal
imaging, i.e., CT, CT
colonography, barium enema, etc.

MANITOBA (Cancer Care Manitoba, 2014)

–– Unexplained
rectal bleeding
with one or more
of the following
features: dark
blood, weight
loss, blood
mixed with
stool, persistent
bleeding, change
in bowel habits

–– Unexplained rectal
bleeding with one
or more of the
following features:
dark blood, weight
loss, blood mixed
with stool, persistent bleeding,
change in bowel
habits

–– Unexplained iron
deficiency

–– Unexplained iron
deficiency

–– FOBT positive

–– FOBT positive

–– Other
unexplained
signs/
symptoms that
do not meet
criteria for
urgent or
semi-urgent
referral,
(e.g., change in
bowel habits,
abdominal pain,
anemia,
unexplained
rectal bleeding)

FOBT

FOBT+

–– Completion
of endoscopy
within 13 days

SemiUrgent

Endoscopy

Surgeon

–– Referral within
24 hours of primary care visit
–– Completion
of endoscopy
within 27 days

SemiUrgent

Endoscopy

Surgeon

–– Referral within 24
hours of primary
care visit
–– Completion
of endoscopy
within 27 days

FOBT-

Not
urgent

GI specialist
(gastroenterologist or
surgeon)
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Symptoms at
presentation

Investigations in
primary care

Classification

Investigations in secondary care

Symptoms

Status

Procedure

Referral

Time Benchmarks

Patients presenting
with signs or symptoms suggestive of
bowel obstruction
and/or one or more of
the following: palpable rectal or abdominal mass, abnormal
imaging findings
suspicious for CRC

Urgent

Endoscopy/
Colonoscopy

Urgent referral
to a specialist
competent in
endoscopy or
to a CRC DAP

–– Referral within
24 hours

Semi-urgent
referral to
a specialist
competent in
endoscopy or
to a CRC DAP

–– Referral within
48 hours

Semi-urgent
referral to
a specialist
competent in
endoscopy or
to a CRC DAP

–– Referral within
48 hours

N/A

N/A

ONTARIO (Cancer Care Ontario, 2016b)
One or more of:

–– Focused history:
age and sex,
–– Palpable rectal or
rectal bleeding,
abdominal mass
change in
–– Iron deficiency
bowel habits,
anemia
unexplained
weight loss,
–– Rectal bleeding
abdominal
discomfort,
–– Change in bowel
perianal
habits
symptoms,
–– Unexplained
symptoms
weight loss
of anemia,
personal history
–– Abdominal disof colorectal
comfort
polyps or IBD,
–– Perianal
or family history
symptoms
of first-degree
relative with CRC
–– Focused
physical exam
and test: digital
rectal exam,
abdominal
examination,
iron deficiency
anemia, weight,
complete blood
count
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Patients presenting
Semiwith one or more
urgent
of the following
unexplained signs and
symptoms: dark rectal
blood, rectal bleeding mixed with stool,
rectal bleeding in the
absence of perianal
symptoms, rectal
bleeding and change
in bowel habits, rectal
bleeding and weight
loss, iron-deficiency
anemia

Endoscopy/
Colonoscopy

All other unexplained
signs and symptoms
that do not meet
criteria for an urgent
or semiurgent referral
and high level of
suspicion

Semiurgent

Endoscopy/
Colonoscopy

All other unexplained
signs and symptoms
that do not meet
criteria for an urgent
or semiurgent referral
and low level of
suspicion

No
referral

N/A

–– Consultation
within 2 weeks
–– Definitive
diagnostic
workup within
4 weeks

–– Consultation
within 4 weeks
–– Definitive
diagnostic
workup within
8 weeks

–– Consultation
within 4 weeks
–– Definitive diagnostic workup
within 8 weeks
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Symptoms at
presentation

Investigations in
primary care

Classification
Symptoms

Investigations in secondary care
Status

Procedure

Referral

Time Benchmarks

AUSTRALIA (Cancer Council Australia, 2016a)
–– Positive FOBT
–– Passage of blood
with or without
–– Mucus in the
faeces
–– Unexplained
iron deficiency
anaemia
–– Change in bowel
habit
–– Undiagnosed
abdominal pain
–– Unexplained
rectal or
abdominal mass

–– Physical
examination

Patients with
identified symptoms

Primary care
investigations
(i.e., physical
exam, digital
rectal exam,
blood tests)

Test results should
be provided to the
patient within one
week

All patients with a
positive FOBT

Colonoscopy

Referral within
4 weeks

Symptoms suggest
cancer

Colonoscopy

Referral within
4 weeks

–– Digital rectal
examination
–– Blood tests
including iron
studies

–– Unexplained
weight loss
–– Presence of
multiple signs
and symptoms
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Symptoms at
presentation

Investigations in
primary care

Classification
Symptoms

Investigations in secondary care
Status

Procedure

Referral

Time Benchmarks

UK (National Institute for Health and Care Excellence, 2017)
–– Aged 40 and over
with unexplained
weight loss and
abdominal pain

Urgent
via colorectal
cancer
pathway

–– Aged 50 and over
with unexplained
rectal bleeding

Specialist
appointment
within 2 weeks

–– Aged 60 and over
with irondeficiency
anaemia or
changes in their
bowel habit, or
tests show occult
blood in their
faeces
–– Rectal or
abdominal mass

Suspected
cancer

–– Under 50 with
rectal bleeding
and any of the
following unexplained
symptoms or
findings: abdominal pain, change
in bowel habit,
weight loss,
iron-deficiency
anaemia
–– People without
rectal bleeding
who have unexplained symptoms but do not
meet the criteria
for a suspected
cancer pathway
referral outlined
above
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Consider
referral via
colorectal
cancer pathway

If referred,
specialist
appointment
within 2 weeks

–– OC Sensor, HM JACKarc and FOB
Gold quantitative
faecal immunochemical tests
(FIT). Results
should be
reported using a
threshold of 10
micrograms of
haemoglobin per
gram of faeces
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