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Patient navigation programs in Alberta, Canada:
an environmental scan

Karen L. Tang MD MSc, Jenny Kelly MA, Nishan Sharma EdD, William A. Ghali MD MPH

Background: Patient navigation is a complex intervention that has garnered substantial interest and investment across Canada. We
conducted an environmental scan to understand the landscape of patient navigation programs within the health care system in
Alberta, Canada.

Methods: We included patient navigation programs within Alberta Health Services (AHS) and Alberta’s Primary Care Networks
(PCNs). Key informants were asked in October 2016 to identify existing programs and their corresponding program contacts. These
program contacts were invited to complete a telephone-based survey from October 2016 to July 2017, to provide program descrip-
tions and eligibility criteria, and to identify gaps in navigation. Programs were included if they engaged patients on an individual basis,
and either facilitated continuity of care or promoted patient and family empowerment. We tabulated results and calculated summary
statistics for program characteristics.

Results: Ninety-five potentially eligible programs were identified by key informants. The response rate to the study survey was 73%
(n = 69). After excluding programs not meeting inclusion criteria, we included a total of 58 programs in the study: 43 AHS programs
and 15 PCN programs. Nearly all programs (93%, n = 54) delivered navigation via an individual acting as a navigator. A minority of
programs also included nonnavigator components, such as Web-based resources (7%, n = 4) and process or structural changes to
facilitate navigation (22%, n = 13). Certain patient subgroups were particularly well-served by patient navigation; these included
patients with cancer, substance use disorders or mental health concerns, and pediatric patients. Gaps identified in navigation fell
under 4 domains: awareness, resources, geographic distribution and integration.

Interpretation: Patient navigation programs are common and have extended beyond cancer care, from which the construct origi-
nated; however, gaps include a lack of awareness and inequitable access to the programs. These findings will be of interest to those
developing and implementing patient navigation interventions in Alberta and other jurisdictions.

n health systems everywhere, there is an overwhelming

array of health care services, payers and providers. The

burden of responsibility of navigating such a complex
and patchy system defaults to patients and their families.'”
Patient navigation is a complex intervention that arose to
address health disparities stemming from the fragmentation
of the health care system. The first program was created in
1990 in Harlem, New York, where “patient navigators”
worked with patients directly to identify barriers to breast
cancer diagnosis and treatment, and then connected them
with resources to address these barriers.* From this inter-
vention, the construct of patient navigation was born.

In the broadest sense, patient navigation “[facilitates]
patients’ receipt of care from providers” and “[improves]
continuity and coordination of care,”® though a standard
definition remains elusive.””!? Although early interventions
were modelled after the original Harlem experience, patient
navigation has extended beyond these bounds. First, it is no
longer confined to the cancer care continuum, having been
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used for patients without cancer to coordinate primary and
specialist care, facilitate transitions from acute (hospital-
based) care to outpatient care, and connect patients to
community organizations and resources.!'* Second, though
most interventions still depend on individual navigators,>=’
navigation can alternatively be achieved through system-level
interventions and Web- or paper-based resources.?*2

Despite the growth in both the number and variety of
patient navigation programs across North America, the
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current landscape in this area remains unclear. Specifically,
whether patient navigation programs exist for patients across
the age spectrum, whether populations with certain diseases
are better resourced with more programs and what gaps
remain in intervention delivery remain unknown. In Alberta,
Canada, there has recently been substantial investment into
patient navigation. We conducted an environmental scan with
the objective of identifying and describing patient navigation
programs within the health care system in Alberta.

Study design and setting

Environmental scanning is “the process of seeking, gather-
ing, interpreting and using information from the internal
and external environments of an organisation to inform stra-
tegic decision-making.”** There is no standard way by which
environmental scans are conducted,**=** though the common
goal is to identify environmental gaps and opportunities to
inform an organization’s future steps.** To understand bet-
ter the scope of services delivered by the provincial health
authority, we undertook an environmental scan of patient
navigation programs within Alberta Health Services (AHS)
and Alberta’s Primary Care Networks (PCNss, or team-based
medical homes providing primary care). About 80% of pri-
mary care physicians in Alberta are a part of a PCN, and
nearly 3.8 million Albertans (about 85% of the population)
receive care at a PCN.*

The environmental scan was conducted in 2 phases. In
phase 1, we identified patient navigation programs within AHS
and the PCNs via key informants. In phase 2, the contacts of
these programs were invited to complete a telephone-based sur-
vey about program characteristics and patient navigation gaps.

Phase 1: recruitment

An email to key informants, requesting assistance in identi-
fying patient navigation programs in Alberta, was sent on
Oct. 3, 2016, from the office of the Vice President (Quality)
and Chief Medical Officer of Alberta Health Services. Key
informants were AHS senior leaders, which included direc-
tors, senior provincial directors, executive directors, senior
program officers and senior operating officers for the differ-
ent facilities and portfolios across the province. They were
asked to email the study team with a list of the patient navi-
gation programs within AHS or the PCNs known to them,
and the name and contact information of individuals
involved with the programs. Two email reminders were sent
to encourage participation. The recruitment period ended
on Oct. 31, 2016, with no further responses received after
that date.

Phase 2: survey

A survey (Appendix 1, available at www.cmajopen.ca/
content/9/3/E841/suppl/DC1) of program characteristics
was created (K.L.T. and W.A.G.). Characteristics of interest
included eligibility criteria, description of program activities,
frequency and duration of follow-up, and geographic regions
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served. The survey was tested and reviewed by 3 AHS lead-
ers — a member of the executive leadership team, a senior
provincial director and the director of operations for an
AHS navigation program. Feedback about the content,
response choices and wording of the questions was specifi-
cally elicited. The survey was found to be feasible, accept-
able and clear. Based on feedback, the survey was revised to
add questions about program model of delivery and identi-
fied gaps.

Two study team members (J.LK. and N.S.) compiled a list
of patient navigation programs and program contacts identi-
fied in phase 1. A study invitation email was sent to the pro-
gram contacts, with 2 reminder emails spaced 1 week apart.
The study survey was administered via a telephone interview,
by a study team member with mixed-methods experience
(J.K)), from October 2016 to July 2017. Interviews were not
audio recorded. All data, including responses to open survey
questions (which were transcribed concurrently during the
interview), were stored in REDCap, a Web-based data-
management application.

Inclusion criteria

Because there is no single standard definition of patient nav-
igation, inclusion criteria for patient navigation programs to
be included in data analysis were intentionally broad, com-
bining multiple definitions. Programs were included if they
engaged patients on an individual basis (i.e., were not solely
provider-facing),*’3? and either facilitated continuity of care
(i.e., linking patients to providers or services) or promoted
patient and family empowerment (e.g., through provision of
information or by helping to overcome barriers to support
health needs).*

It is widely recognized that there is overlap between
patient navigation and related constructs such as advocacy,
case management, outreach and education.” Programs were
included if they met inclusion criteria, regardless of the train-
ing and background of the navigator (e.g., nursing, social
work, lay person), consistent with the patient navigation liter-
ature.”>¥:# Programs not administered by AHS or a PCN
were excluded. Duplicate programs were excluded.

Data analysis

The unit of analysis was the program. Descriptive information
about programs was presented in a tabular format. Summary
statistics were calculated for program characteristics (K.L.T"),
and all results were stratified by whether programs were
administered by AHS versus the PCNs. Geographic coverage
for each program was categorized into the 5 AHS zones:
North, Edmonton, Central, Calgary and South Zones. Pro-
grams were further categorized (J.LK. and K.L.T) into 3 groups
based on method of delivery: patient navigator,''** Web- or
paper-based resources to facilitate self-navigation,”-” and
structural or organization changes to facilitate increased effi-
ciency and coordination of care.”® The categories were not
mutually exclusive, and programs could be placed into more
than 1 category. Disagreements were resolved by a third inves-
tigator (W.A.G.).



Free-text responses to the survey question asking about gaps
in patient navigation were analyzed using thematic content
analysis.®* Because the goal was to identify gaps in services,
rather than forming or exploring complex theory, a qualitative
descriptive approach was undertaken.** One physician study
team member with no personal or professional experience with
patient navigation (K.L.T") performed open coding, identifying
codes relevant to study objectives. These codes were organized
into broader themes capturing different domains of patient
navigation gaps. Themes were derived from data rather than
being predetermined, consistent with an inductive approach.
Review and interpretation of codes and the development of
themes were undertaken through regular meetings between
members of the study team (K.L.T. and W.A.G.). A record of

decisions and changes was kept.
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In phase 1, 39 key informants identified a total of 144 pro-
grams. Of these, 49 were excluded (Figure 1). In phase 2, we
requested telephone interviews with the primary contacts of
the remaining 95 programs. We had a 73% program response
rate, completing interviews for 69 programs. Of these,
another 11 were excluded, leaving 58 programs in this envi-
ronmental scan (43 AHS programs and 15 PCN programs;
Appendix 2 available at www.cmajopen.ca/content/9/3/E841/
suppl/DC1).

PHASE 1

n=144

Programs identified by key informants

I Excluded n =49

Duplicates n =33
Not meeting definition of patient navigation n =6

L]
* No longer active n=2
* Insufficient information n =2
* Not part of AHS or PCNs n =6
Y
PHASE 2

Contacts of programs invited
to participate in survey
n = 95 programs

Y

PHASE 2
Contacts of programs completed
telephone-based survey
n =69 programs

v

| Excluded n =11

Not meeting definition of patient navigation n =5
No patient interaction n =3

Duplicates n=2

No longer active n =1

n=58

Programs included in
environmental scan

v

v

AHS
n = 43 programs

PCNs
n =15 programs

Figure 1: Flow diagram of study phases and recruitment. Note: AHS = Alberta Health Services, PCN = Primary Care Network.
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Program characteristics

Patient eligibility

Most of the included programs were accessible by patients
of all ages (see Table 1 for a summary of program charac-
teristics and Appendix 2 for a description of each program).
Of the AHS programs, 16 (37%) were specific to children,
and 1 (2%) was specific to older adults (“seniors”). In con-
trast, none of the 15 PCN programs offered pediatric- or
geriatric-specific navigational services. Most AHS pro-
grams were specifically targeted to patients with certain
clinical conditions (most commonly those with cancer, sub-
stance use disorders and mental health concerns, or devel-
opmental or neurologic conditions). Of the 15 PCN pro-
grams, 14 (93%) were available to patients of all ages, with
9 (60%) programs not targeting a specific condition. More
than one-third of both AHS and PCN programs allowed
self-referral. Nearly all programs were outpatient based,
with only 2 (5%) of the AHS programs serving the inpa-
tient population.

Geographic coverage

Nearly half of the AHS programs (44%, n = 19) were offered
in the Calgary Zone. The second most-served region was the
Edmonton Zone, with 9 (21%) of 43 programs offered there.
Nearly a quarter of the AHS programs (23%, n = 10) were
available province-wide. Most PCN programs (53%, n = 8)
served towns and cities in the Central Zone. Four (27%) of
the PCN programs were available to residents in the North
Zone, and 3 (20%) were available in the Edmonton Zone,
with no programs identified in the Calgary or South Zones.
There were no province-wide PCN programs.

Classification of programs

Appendix 3, available at www.cmajopen.ca/content/9/3/E841/
suppl/DCI1, categorizes programs by method of delivery.
Nearly all programs (93%, n = 54) included a dedicated indi-
vidual acting as a navigator to direct patients to appropriate
resources and services, or to help identify and overcome barri-
ers to accessing care. Thirteen programs (10 AHS and 3 PCN)
included structural or organizational delivery components to

Table 1: Characteristics of patient navigation programs
No. (%) of programs
Alberta Health Services Primary Care Networks
Characteristic n=43 n=15
Age group of patients served
Children only 16 (37) 0
Adults only (excluding seniors-only programs) 6 (14) 1(7)
Seniors only 1(2) 0
All ages 20 (47) 14 (93)
Targeted clinical conditions
Cancer 8 (19) 0
Cardiovascular disease 2 (5) 0
Kidney disease 1(2) 0
Chronic disease prevention or management 2 (5) 2 (13)
Substance use disorders and mental health 10 (23) 2 (13)
Developmental or neurologic concerns 7 (16) 0
Other 2(5) 2 (13)
No specific condition targeted 11 (26) 9 (60)
Self-referral possible 16 (37) 6 (40)
Inpatient program for hospitalized patients only 2(5) 0
Follow-up provided 27 (63) 13 (87)
Zones served
North 5(12) 4 (27)
Edmonton 9 (21) 3 (20)
Central 7 (16) 8 (53)
Calgary 19 (44) 0
South 3(7) 0
Province-wide 10 (23) 0
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maximize efficiency and coordination (e.g., having a multi-
specialty or interdisciplinary team working together in one
geographic location). Out of the 58 programs, 4 (7%, all AHS)
included navigation in the form of Web-based resources, and
these were supplemental to the individual patient navigators in
the same programs (i.e., the programs were not exclusively
Web based). Most AHS (63%, n = 27) and PCN programs
(87%, n = 13) did provide follow-up, though most commonly
on an as-needed basis.

Gaps in patient navigation

Unmet needs in patient navigation were classified into 4
domains (Table 2). First, there seems to be a lack of aware-
ness of patient navigation programs by all stakeholders,
including patients and health care professionals. Information
on these programs is not centralized and is not easily accessi-
ble, being primarily transmitted through word of mouth. Sec-
ond, there were identified service gaps for certain populations,
specifically for transitional periods, such as for children transi-
tioning to adult care or for hospitalized patients being dis-
charged to the community. Third, geographic coverage of
programs was noted to be a concern, with a lack of services
provided for those residing in rural communities. Though the
programs at urban centres may also serve rural sites owing to
their large catchment areas, there are few transportation
options for rural residents, resulting in disparate access across
the province. Lastly, there was notable lack of cohesion and
communication across programs, with programs functioning
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independently of each other. This issue is exacerbated by the
inability to share patient information across the different
programs.

In this study, we found a total of 58 patient navigation pro-
grams across Alberta. Most of these are delivered by individ-
ual patient navigators. Rather than being uniformly accessible
across the population, programs tend to be concentrated in
the urban centres and target patients of specific ages or those
with specific clinical conditions. Gaps identified in patient
navigation include lack of awareness of programs (by patients
and health care providers), insufficient resources devoted to
the programs, unequal access particularly for those living in
rural areas, and poor communication and integration across
programs, services and sectors.

There has been 1 prior environmental scan, by Luke and
colleagues,* of patient navigation programs in Canada, focus-
ing on the pediatric population. The authors included 23 pro-
grams across Canada (1 in Alberta). Our environmental scan
suggests that patient navigation programs are more prevalent,
even when recognizing differences in our inclusion criteria.

"The scope of patient navigation programs that we identified
differs from the broader literature in 2 ways. First, the litera-
ture suggests that most patient navigation programs are cancer
related.® This is not surprising, as patient navigation was first
developed in cancer screening,’” then expanded across the

Table 2: Identified gaps in patient navigation programs and services

Domain Specific gaps and unmet needs
Awareness Patients, physicians and staff members are unaware of programs and services, including those
» Offered in their zone, through Alberta Health Services
» Offered outside of their zone, through Alberta Health Services
* By organizations outside of Alberta Health Services
Owing to lack of patient awareness of programs, programs allowing for self-referral often have a high no-show rate
Information on programs and services is difficult to find and predominantly transmitted through word of mouth
Patients may be aware of programs but do not know how to access them
Resources Many current patient navigation programs are at or over capacity
Resources and services are lacking for the following groups:
e Children with complex needs who are transitioning to adult care
¢ Adults (nonsenior population)
* Adults with mental health and developmental needs
e Patients being discharged from hospital or other acute care facilities
* Those not meeting eligibility criteria of the programs (e.g., young adults with cancer that is not treated by
chemotherapy or radiotherapy)
Geography Lack of transportation options within cities and from rural residences to programs located at urban sites; it is cost
prohibitive for patients to pay out of pocket to travel from rural residences to larger centres
Rural areas have fewer available services
Patients and care providers from rural areas are unaware of programs and services that they can access at urban
centres
Integration Lack of communication and integration among programs within Alberta Health Services

Lack of cohesive client care and communication across different government ministries

Inability to share and access patient information across different programs
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cancer care continuum*®* before spreading more broadly.*
Our study suggests that patient navigation is no longer isolated
to, or even most prevalent in, oncology, but now serves a much
broader population. Second, although most patient programs
across the United States aim to reduce health disparities” (in
keeping with the original intent of these programs®*), this
does not seem to be the focus of the current programs in
Alberta. Only 1 of the identified programs was specifically tar-
geted for vulnerable populations. Few programs explicitly
addressed social barriers and social determinants of health.
Although the shift in objectives may reflect fundamental differ-
ences between health care systems,’! it may also signify a criti-
cal gap in patient navigation in Alberta, particularly when evi-
dence suggests that socially disadvantaged populations tend to
benefit most from patient navigation.?

Our study also serves to highlight gaps in knowledge in
patient navigation. Not only is there no consensus on a concep-
tual definition of patient navigation,”! its operationalization
has been broad and varied,” encompassing nearly any service
that helps patients overcome obstacles and cope with challenges
to their health.!” As a result, heterogenous programs — like
those identified in this environmental scan — have been devel-
oped under the umbrella of “patient navigation,”* though they
may have little in common. For example, some believe that
there must be patient engagement on an individual basis to be
considered patient navigation,’® whereas others believe that
navigation can be delivered without any patient contact.”* The
construct is even less clear when considering different models
of delivery. Although nearly all programs that we identified
were delivered by patient navigators, navigators do not appear
to be necessary to the construct of patient navigation. For
example, 2 scoping reviews on patient navigation identified
studies that included either a navigator or the process of naviga-
tion.”*?¢ What this process is or entails, however, remains
undefined. The general lack of understanding of Web-based
and system-level patient navigation has likely contributed to
underrecognition of these forms of patient navigation in both
the literature and in our environmental scan.

Limitations

There are limitations to our study. First, our findings are
dependent on information provided by respondents. We
relied on key informants to identify patient navigation pro-
grams across the province; we are likely missing programs,
particularly smaller ones or those outside of the major urban
centres. We attempted to mitigate this through a large net-
work of key informants in leadership positions, spread across
the province. Second, because programs are not well inte-
grated or centralized across the province (even when they
have the same objectives), we may not have captured similar
programs offered at different sites. For example, though sev-
eral anticoagulation management programs in different
regions were identified by key informants in phase 1 of the
study, only the contact of 1 program completed the phase 2
survey. We therefore do not have any information on the
other anticoagulation management programs. Third, though
we provided a definition of patient navigation to key informants,
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programs that did not meet prior understanding of patient
navigation may not have been identified as relevant and would
be missed by our environmental scan. This is a limitation
inherent to the field of patient navigation, given the lack of
agreement on its definition and construct. Fourth, the scope
of our environmental scan was limited to programs delivered
by the provincial health authority in Alberta. The characteris-
tics and distribution of patient navigation programs outside of
this context may be different. A final limitation is that our
environmental scan was conducted in 2016/17. Although
there is potential for some recent change in existing pro-
grams, health leaders indicate relative stability. Further, this
paper is about more than providing a full inventory of existing
programs in the jurisdiction. Rather, we demonstrate an
approach to organizing a heterogeneous group of interven-
tions, and also highlight the variety of programs and gaps in
this field, which are broadly relevant.

Conclusion

Our study shows an abundance of patient navigation pro-
grams in the jurisdiction studied and that they have extended
beyond cancer care, from which the construct originated. We
found patient navigation programs delivered to the general
population in primary care settings, as well as programs tar-
geted to specific groups of patients based on age and presence
of certain chronic diseases. Despite the prevalence of these
programs, there remain gaps in patient navigation, particu-
larly with respect to lack of awareness of programs, unequal
access and lack of emphasis on addressing social vulnerabilities
that frequently result in delays in care. These lessons learned
can potentially help to shape the future delivery of patient
navigation services and programs.
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