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Abstract

Patient navigator programs have evolved to facilitate access to care and improve outcomes for Indigenous
cancer patients. We reviewed the scientific literature on patient navigator programs in Indigenous people
with cancer. We conducted a review of the published literature up to 13 April 2011. PubMed, MEDLINE
and CINAHL databases were searched for original articles on Indigenous patient navigation programs. The
review produced eight relevant articles covering two specific programs, the Native Sisters Program and the
Walking Forward Program. Program descriptions, patient navigator’s roles, cultural aspects and the impact
of the programs were described. Patient navigators’ roles in the programs varied, as did their qualifications,
but importantly, all were Indigenous. Both programs aimed to increase participation in screening, remove
barriers to treatment and decrease mortality. The Native Sisters Program documented an increase in
adherence to breast screening among navigated American Indian participants, although there were substan-
tial differences in the baseline screening adherence between navigated and non-navigated participants. The
Walking Forward Program yielded on average 3 fewer days of treatment delays for navigated American
Indians than for non-navigated American Indians. However, adjustments for socioeconomic characteristics
and disease characteristics were not described. Although preliminary outcomes are seemingly positive,
further rigorous evaluation of quantitative impacts are needed.
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INTRODUCTION

Despite the fact that global cancer incidence rates
among Indigenous people are lower than or similar
to that of their non-Indigenous counterparts,1–3 cancer
mortality is generally higher for Indigenous people
around the world. For example, in Australia mortality
rates are up to 45% higher for Indigenous people than
for other Australians.1 Additionally, due to the paucity

of adequate and reliable data on Indigenous status the
true burden of cancer is likely to be underrepresented for
Indigenous groups.4

The reasons underlying these disparities in cancer
outcomes are multifactorial and all are not fully under-
stood. These reasons are likely to include delays in diag-
nosis,5,6 reduced uptake of or access to screening1 and
treatment,6 higher rates of co-morbidities,6 language
barriers5 as well as differences in socioeconomic status,
poorer health behavior7 and cultural factors.1,5,6,8 Navi-
gating one’s way through the complex health-care
system for cancer care can be arduous and fraught with
uncertainty and fear for any individual with cancer.9

However, these difficulties can be exacerbated for Indig-
enous people, who might not always utilize or under-
stand Western health-care systems. Methods to reduce
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these disparities are being explored across the world and
one such method is the use of patient navigation (PN).

In the past decade there has been considerable interest
in the role of PN in addressing systematic problems in
access to health care and continuity of care for cancer
patients. The very first patient navigation program
(PNP) was established in Harlem, New York, in 1990 to
address perceived barriers stemming from mistrust,
fatalistic views and system complexity experienced
by medically underserved, generally African American
women, with breast cancer.10 This program trained lay
individuals to provide one-on-one support during treat-
ment and beyond to women with breast cancer who had
a poor prognosis.10,11 Since then, PNP have become more
widely used, particularly in the USA and Canada, and
have expanded to not only inform patients about cancer
and the availability of services, but also to address cul-
tural, educational and language barriers to screening
and treatment through community outreach by utilizing
community health care workers.11 The role of the PN in
these programs has also evolved. In principle PN help
individuals to navigate their way through their cancer
journey and the health-care system by assisting them to
overcome barriers to receiving timely cancer-related
care.9

A review of 16 PNP in non-Indigenous groups by
Wells et al9 reported that, despite some improvements in
the screening and re-screening rates of participants
attending PNP, there remain many questions about the
efficacy of PNP.9 The authors concluded that more rig-
orous evaluations of such programs will be necessary to
ensure the efficacy of future programs.9 Given the addi-
tional complexities that may arise for Indigenous cancer
patients, a review of PNP specifically for Indigenous
populations is an important contribution.

Therefore, the aims of this review were to: (i) docu-
ment the published literature on PNP for Indigenous
people with cancer; (ii) describe these programs in rela-
tion to their service characteristics (services offered,
navigator staff and their role and the cultural aspect of
the programs); and (iii) document, where available,
outcome measures and program impact.

METHODS

A search of online peer-reviewed journal articles indexed
in PubMed, MEDLINE and CINAHL before 13 April
2011 was undertaken. Citations that included the fol-
lowing terms in either the title, abstract, article or MeSH
heading were selected: neoplasm*, Navigat*, Native
Sisters, cancer care coordinator, Aboriginal, Torres

Strait Islander, Maori, American Samoa, Indian, North
American, Inuit, Metis, Eskimo, Alaska/an Native,
Aleut, Oceanic Ancestry Group, American Native Con-
tinental Ancestry Group. A short list of these articles
was created by reviewing the title and abstract against
our inclusion criteria, which specified that the publica-
tion had to: (i) be an original article; (ii) focus on a PNP
related to cancer care; and (iii) target an Indigenous
group. The reference lists of shortlisted articles were
reviewed for additional articles that met our inclusion
criteria.

RESULTS

The initial search produced 58 records for consider-
ation, of which seven met our inclusion criteria. A
further review of the reference lists of these articles
identified one additional article.

All eight articles reviewed (Table 1), described PNP
that were conducted in the USA. These eight articles
reported on two specific PNP, namely the Native Sisters
Program and the Walking Forward Program. The type
of publication of the reviewed articles varied from
program descriptions (n = 4) to original research articles
(n = 4). Where possible, we compare programs details
below.

Description of the PNP and their

intended goals

The Native Sisters Program12,13 focused on increasing the
recruitment of Native American women into mammog-
raphy screening to maximize the potential for early diag-
nosis of breast cancer. It did this by employing Native
American women as PN (called Native Sisters). The
Native Sisters took a leadership role in identifying and
recruiting Native American women for breast cancer
screening. They also supported them by attending
screening appointments to ease any anxiety or trauma,
or both, and assisting women in preparing questions to
ask health-care professionals. Assistance and support, if
required, is also provided to the patient’s family. The
Native Sisters program also assisted women and their
families to navigate their way through the health-care
system if a cancer diagnosis was made. Dignan et al.
(2005) reported that all participants underwent at least
one session with the PN either face-to-face or by tele-
phone. These sessions ranged from 20 to 90 min in
length but it is unclear how many interactions the PN
had with each participant.
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The main purpose of the Walking Forward Program
was to reduce cancer mortality rates for Native Ameri-
cans in three Lakota tribes in western South Dakota
(Oglala, Rosebud, and Cheyenne River Sioux tribes) as
well as one urban city (Rapid City).3,14–18 The program
employed community-based PN to deliver culturally
appropriate community education about the value of
screening and early detection and research. These PN
played an important cultural role in developing a
rapport with the community and reducing resistance to
community engagement in clinical care and research
activities. Additionally, hospital-based PN with ties to
the community were used to provide assistance to par-
ticipants who developed cancer to overcome financial,
social and emotional barriers to receiving cancer-related
care, including treatment and follow-up and palliative
care.16,17 PN also encouraged patients to participate in
clinical trials.18 Participants undergoing cancer treat-
ment received around $1000 to assist with food,
transportation and lodging.15 Participants undergoing
treatment had on average 15 (range 1 to 95) interactions
with the PN and participants in the post-treatment
follow-up phase of care received on average four (range
1–26) PN interactions.15 A PN interaction was defined
as a person-to-person contact or telephone call.15 PN
also regularly review patient hospital accounts to iden-
tify potential patients who may be eligible for other
benefits such as Medicaid and Medicare.15

The patient navigators’ role and training

In the articles reviewed the term “patient navigator”
is used interchangeably with “Native Sisters” and
“community-based research representatives”. PN in
these programs provided education about cancer to the
participants and their families on the importance of
screening for early detection. They used written materi-
als and had discussions about diagnostic testing or treat-
ment options and side-effects, and on possible genetic
testing.3,12–18 Specific barriers to care were identified for
each patient and addressed by the PN through a com-
bination of strategies including organizing the partici-
pants’ transport, scheduling multiple appointments on
one day, facilitating child-care, looking into insurance
issues or financial support and facilitating communica-
tion both in terms of translation and explaining health
terminology.3,12–18 Furthermore, the PN built personal
relationships with the participants, thus providing emo-
tional support; they talked to the participants about all
aspects of their cancer care and informed them about
different support group and counselling options.3,12,14–18

There was a clear distinction between the roles of
the community-based PN and the hospital-based PN.
Community-based PN largely focused on awareness and
prevention of cancer, networking and the maintenance
of relationships with local health agencies, whereas
hospital-based PN primarily assisted Indigenous people
with cancer through their cancer-related treatment and
social and emotional issues.15

The background of PN ranged from lay individuals
who were leaders in their community13–15,17 to registered
nurses.3,12,16 PN in both programs received training
about their role and were reported to have been
equipped with the tools to provide a seamless path from
screening to treatment and follow up while being
culturally competent (this is discussed below).3,12–17

However, the scope of this training is unclear in the
published literature.

Cultural aspects of the PNP

There are several areas in which the PNP incorporated
cultural aspects into their programs. Both programs
had cultural competency components that included
acknowledging Indigenous peoples’ history, promoting
awareness of diversity among human beings, ensuring
the ability to care for individuals and advocating a non-
judgmental openness towards all.16

Both programs reported that building trust between
PNP staff and the community was imperative across all
project stages including: (i) during concept development,
with an input from the tribal council and an upfront
commitment from the research team to provide needed
services; (ii) cultural competency training for the PNP
staff which acknowledged Indigenous peoples’ history
and ensured that PNP staff were culturally sensitive to
the needs of the community and individuals; (iii) during
program delivery, where time was taken to educate the
community about the program and answer their ques-
tions; and (iv) during program evaluation, where the
results were shared with the community. These initia-
tives reportedly resulted in patients having established a
level of trust with staff that allowed them to openly
discuss their concerns. Furthermore, having a PN with
an Indigenous background,3,12–17 a culturally relevant
educational materials (e.g., culturally tailored and
appropriate brochures),13,15 and the use of the local lan-
guage or an interpreters15,18 were also deemed to be
important features of the PNP reviewed.

Outcomes of the PNP

The articles published by the Native Sisters Program
reported on the effectiveness of delivering the program
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using different methods of navigation (i.e., face-to-face
vs telephone vs usual care) on breast rescreening rates
(see Table 1). Burhansstipanov et al. reported a 90%
breast re-screening rate for American Indian women
who utilized the PNP compared with the Centre for
Disease Control database, which reports only a 50%
rescreening rate among all women who use state-
supported screening services at the recommended
intervals.12 However, the number of study partici-
pants in this analysis and their socioeconomic details
were not reported, nor were the baseline screening rate
of participants.

Dignan et al. reported randomly allocating partici-
pants in the Native Sisters Program to one of three
study arms (face-to-face PN, telephone PN or no PN
intervention) and evaluating American Indian women’s
adherence to breast screening over a 12-month period.
The results from this study indicated that there was an
increase in adherence to breast screening guidelines
over the 12-month period in participants in both the
face-to-face and telephone arms. The proportion of
Indigenous women obtaining breast screening with
self-reported mammograms in the intervention year
increased from 29–41.3% in the telephone group
(P = 0.029) and from 34.4–45.2% in the face-to-face
group (P = 0.197). While by comparison, there was no
significant change (51.9–50%) reported for the control
group it is important to note that the baseline screen-
ing rate in this group was already high. The substantial
difference between the baseline screening rates in the
three study arms is of concern and indicates that the
randomization to the three arms was unsuccessful in
stratifying for known prognostic variables. Further-
more, only 17% (n = 157) from a total of 929 poten-
tial participants were recruited in this study and 29%
of these 157 were lost to follow up. It is unclear if the
figures stated above include the participants who were
lost to follow up or not.

The outcomes from various aspects of the Walking
Forward Program are reported in six publications and
are described in Table 1. Over 200 American Indian
cancer patients were navigated.15 While there were no
reported rates of referrals for American Indian patients
from community-based health services to cancer
centres prior to the introduction of the PNP, the coop-
erative nature of the partnerships between the Walking
Forward research team and American Indian commu-
nities was reported as having a positive impact on the
number of patients receiving such referrals.3 A retro-
spective analysis found that American Indian cancer
patients receiving radiotherapy who were navigated

after a diagnosis of cancer (n = 42) had on average 3
fewer days of treatment delays than non-navigated
American Indian cancer patients receiving radiotherapy
(n = 74) (P = 0.002, n = 116).15–17 However, in this
analysis it is not clear what socioeconomic or disease
characteristics have been controlled for (if any); thus,
it is not possible to examine if these findings are
truly due to the PN or are possibly just group-level
differences.

The potential barriers to accessing the best cancer
services and treatments were investigated through
surveys of the community (N = 984) and newly diag-
nosed cancer patients (N = 165, of whom 52 were
American Indian patients).17 While the proportions
resulting from these surveys were not specifically
reported, it was stated that the key barriers to Ameri-
can Indians accessing cancer care included the cost of
transport, food and lodging; difficulties in accessing
quality care and cancer screening; a lack of satisfaction
with interactions with medical providers and a lack
of confidence in their abilities. The most common
barrier was reported to be lack of transportation, with
approximately one in two patients identifying this as
a barrier. The patient surveys also included scales to
assess the patients’ mistrust of medicine and their
satisfaction with health-care.17 While the exact details
of these scales, like the number of items on them,
are not reported, the authors state that American
Indians had higher levels of mistrust (P = 0.0001) and
lower satisfaction (P = 0.0001) with health care than
Whites. A study of newly diagnosed cancer patients
indicated that American Indian patients presented with
higher rates of advanced-stage disease for detectable
cancers.17

A prospective analysis of enrolment incidence in clini-
cal trial recruitment using a PN (as part of the Walking
Forward Program) for American Indian patients was
assessed.18 Of the 891 new cancer patients who pre-
sented, 94 were American Indian. Of the 94, six Ameri-
can Indian patients were enrolled on a clinical treatment
trial and three were enrolled under a non-treatment
cancer control trial, bringing the total to 10% and all
underwent PN. This study reported higher accrual rates
of American Indian patients to clinical trials than
reported in other studies. However, the direct relation-
ship of the documented increase in accrual in American
Indian patients in relation to the use of a PN was not
measured and thus it may be due to chance.

To date screening adherence outcomes for the
Walking Forward Program have not been published nor
has the survival outcomes associated with their PNP.
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DISCUSSION

This review highlights the dearth of published research
articles on PNP for Indigenous populations. The eight
articles identified to date provided information on two
programs. While they vary to some degree, the programs
share the common theme of attempting to provide a
culturally competent service to reduce cancer mortality
in Indigenous people through increasing cancer screen-
ing and assisting with follow-up care coordination. The
existing articles do, however, provide some important
insights into the roles of the PN and the delicate inter-
face they play between the community and the health-
care system.

The Walking Forward Program has not yet published
survival outcomes despite its aim to bring about a
reduction in the mortality rate. The current articles
associated with these programs focus on program
descriptions and intermediate outcomes including
patients’ adherence to regular screening, and describing
their PNP. There is an indication that the use of PN
improves breast screening adherence for Indigenous
patients with poor pre-screening rates at baseline,
together with increased enrolment in clinical trials and
that the use of a PN may result in less treatment delays
for American Indians with cancer. However, the true
impact of these programs is questionable due to
unsuccessful stratification in the screening trial and
insufficient information given about participants’ and
non-participants’ characteristics and insufficient infor-
mation about any adjustments in the statistical models
used in the observational studies.

The efficacy of PNP in non-Indigenous and Indig-
enous groups remains unclear. This review, while focus-
ing on PNP for Indigenous people with cancer,
confirmed reports by Wells et al9 that there are no con-
sistent approaches to program design or to the defini-
tion, role and training of the PN. Further, it remains
unclear which navigator characteristics, that is, Indig-
enous background, lay person, practical support or
emotional support, are most pertinent to Indigenous
people to improve their cancer outcomes. This lack of
consistency and the absence of comprehensive program
evaluation have resulted in unsubstantiated and gener-
alized conclusions being reported.

Models of care with similar characteristics to PNP
have worked in other areas of Indigenous health.19 The
contributions that PNP can have in reducing the dispari-
ties in cancer outcomes for Indigenous people cannot be
understated but they cannot be quantified at present. It
is advisable, given such inconsistencies in the current

literature, that future programs should address these
issues to ensure the scientific rigor of the program and its
outcomes.
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