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Executive Summary

Results of the Cancer Patient Navigation Evaluation confirm that the program has significantly benefited
cancer patients and their families in dealing with the emotiona turmoail, informational needs and logistical
challenges associated with having cancer. It has resulted in more efficient use of clinica time for physicians
and more appropriate use of community health professionals. The program has contributed to overall
improvements in the cancer care system itself by addressing problems related to integration, coordination and
continuity of care. Thereis strong evidence to support the implementation of Patient Navigation in the
remaining health districts.

This evaluation integrated information from a variety of different sources. It included 16 focus groups, 57
one-or-one interviews, 162 patient surveys, and areview of 808 records in the patient navigation database.
Multiple stakeholder groups participated in the evaluation, including patients and families, community
partners, such as, home care, Canadian Cancer Society staff/volunteers, physicians, other health professionals
in the districts and at the cancer centers, Patient Navigators, senior leaders in the “early adopter” districts, and
key Cancer Care Nova Scotia (CCNS) staff.

The evaluation confirmed that Patient Navigators have significant knowledge and awareness of the provincial
cancer system and community supports and resources. Using this knowledge has played akey rolein
improving overall quality and consistency of cancer care in the district which has resulted in; more awareness
and utilization of community supports, identification of community service gaps, increased collaboration
among health care members, improved coordination between community services and tertiary centres, more
consistency in cancer care, earlier referrals to oncologists and providing a new source of oncology expertise to
the community. In addition to the introduction of the patient navigation program, many felt that the
establishment of district cancer committees and CCNS' direct involvement within both of these programs has
served to give cancer care a high priority at the district level.

The program is meeting the expectations of health professionals, community partners, and senior leadersin the
district. Patient Navigators are described as providing consistency in care by having one person from their area
that is a constant for patients, health professionals and community partners throughout the cancer journey. This
fulfils a supportive role for the patient, and hel ps provide better coordination and consistency of care in the
district. Most district health professionals cannot imagine cancer care in the districts without a Patient
Navigator and there is widespread support from senior leaders, health professionals and the community for the
program’ s continuation.

The consistently recognized benefits of navigation for patients and families include; providing emotional
support, preparing them for their cancer journey, referrals to appropriate health professionals, increasing their
knowledge about cancer, helping with coordinating appointments, referral to community supports, assisting
with the logistics of getting to cancer centers and finding sources of funding for medications and supplies. The
results show that the Patient Navigators have become, for many patients and their families, a central contact
and this assistanceis highly valued. A comparison between patients expectations and satisfaction with the
services provided indicates that the Navigators are closely matching expectations in assisting patients and
families with multiple issues.

Health professionals va ue the patient navigation program and credit the program with; better patient
preparedness, providing more support for patients, improved collaboration among health professionals, more
efficient clinical involvement with patients, and identification of service gaps. Navigators have become one of
the primary sources of assistance for patients, along with family doctors, oncologists, and staff at the cancer
centres. It was identified that the Patient Navigator does not replace other sources of support, but rather
complements and reinforces the support, information and education provided especialy by physicians.

Patient Navigators were acknowledged as a source of information for health professionals, and patients and
families. Navigators are identified as the linkage among different components of the health and cancer system
and as educating the cancer team to be more aware of services and actions other team members are providing.

a Corporate Research Associates Inc., 2004



LAARCET [
A i . . . .
Sy MENME - Cancer Patient Navigation Evaluation

This is reducing duplication of services resulting in efficient and cost effective care. The increased
collaboration that has occurred was attributed to the Navigator role and physicians noted that further
strengthening these linkages would serve to improve efficiencies in patient care.

Various factors have contributed to the program’s success. These include; commitment of district senior
leaders, health professionals and al those involved in cancer care, extensive communications and having the
right professionals in the Navigator positions. Patient Navigators need to have an understanding of cancer,
extensive people sKills, and be salf-directed. The Navigators must also have or be able to develop an in-depth
knowledge of the multitude resources available to assist cancer patients. Additionally, support from Cancer
Care Nova Scotia was considered instrumental by district staff to the success of the program. CCNS srole
includes not only financia support, but aso the overal vision and direction for the program, providing and
directing orientation and continuing education opportunities for Navigators and coordinating the network
among them.

There are a number of challenges to be addressed by the program including; encouraging a greater number of
referrals, increasing the timeliness of the referrals received; and more continuous communi cation about
navigation with health professionals. For the districts with large geographical areas, strategies to ensure equal
access to the navigator should be considered. As the program moves forward, careful monitoring of the roles
and priorities of Patient Navigators, along with their workloads is recommended.

Navigation has been successful at integrating institutional and community based care and effective at
balancing health professional and patient perspectives. Navigators have been able to improve patients' ability
to cope with acritical illness which research has concluded is ultimately more cost effective care. Patient
navigation has met its goals and the findings provide strong evidence to support cancer patient navigation
implementation in the remaining health districts. All key processes and structures are in place to ensure
program success and CCNSis prepared to take the program forward.

a Corporate Research Associates Inc., 2004
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Summary Findings

The Partnership

In February 2002, Cancer Care Nova Scotia (CCNS), in partnership with three Digtrict Health Authorities,
implemented Cancer Patient Navigation; a client centered, outcome-focused care management approach. The
three “early adopter” health authorities were: Southwest Health, Pictou County Health and Guysborough
Antigonish Strait Health (GASHA).

Cancer Patient Navigator Role

Cancer Patient Navigators work with cancer patients, throughout a District Health Authority, to address awide
range of patients physical, psychological, social, emotional, informational and practical needs. They work in
partnership with a broad network of community health professionals and resources. Navigators are intended to
enhance the community’s capacity to support both people with cancer and their caregivers by providing a
single focus point for coordination, transition and integration of services. Navigators support health
professionals, especialy the family physician, in the community, by providing cancer-related expertise and
knowledge about the cancer system, its resources and processes.

The initial goals of the program were to:

Ensure cancer patients and their families have the information, knowledge and support they need as
they journey through the cancer system;

Assist family physicians, surgeons, community-based specidlists, oncologists and other health
professionals to provide optimal cancer care; and

Enhance district health authorities capacity to care for and support people with cancer.

The Evaluation Process

In June 2003, Capital District Health Authority Research Ethics Board approved a peer reviewed evaluation
protocol for scientific validity and ethical acceptability. CCNS commissioned Corporate Research Associates
(CRA) to conduct the evaluation. Multiple stakeholder groups participated in the evaluation, including patients
and families, community partners, such as, Home Care Nova Scotia, the Canadian Cancer Society
staff/volunteers, physicians, other health professionals in the districts and at the cancer centers, Patient
Navigators, senior leadersin the “early adopter” districts, and key CCNS staff. The eva uation incorporated
both qualitative and quantitative research methods. Data for the evaluation was collected through 16 focus
groups, 57 one-on-one interviews, 162 patient surveys, and a review of 808 records in the patient navigation
database. A full description of the methodology, analyses of data and the findings are presented in a detailed
report. The evauation was a retrospective study conducted to:

Clarify the role of a Cancer Petient Navigator and the best approaches to improve coordination
and continuity of care;

Determine the effectiveness of the processes used in cancer patient havigation;

Measure the impact cancer patient navigation has had on patients/families and health professionals
particularly the family physician and medical oncologist;

Measure the impact cancer patient navigation has had on the development, organization, and
utilization of cancer services within the “early adopter” sites; and

Describe the issues relevant to implementation that should be considered before cancer patient
navigation is implemented in remaining health digtricts.

a Corporate Research Associates Inc., 2004
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Key Findings

Key Finding 1 Cancer Patient Navigation has improved the quality and consistency of
cancer carein thedistricts.

Community partners reported that having one person from their areathat is aconstant for patients, health
professionals and community partners has improved consistency and quality of cancer care. Thisfulfilsa
supportive role for the patient, and helps to provide better coordination of care for health professionals.
Patient Navigators serve as a linkage or interface between patients and families and the cancer care system.
Community partners indicated that having a Navigator results in appropriate and timelier referrals to services
for patients. They also indicated the Navigator is often the linkage for patients with provincia services.

A number of district service providers reported that their level of involvement with patients has increased
especidly for nurses working in continuing and palliative care settings. They reported being more aware of
cancer patients needs and thereby providing more services to a greater number of patients.

“1 have seen an improvement in care and communication with cancer patients and familiesfrom
several points of view: 1) They have access to someone who will provide them with information and
support as they go through their illness; 2) The Navigator has an excellent knowledge of available
resour ces and has been providing good follow-up and referrals to appropriate people.” Community
Partner

Most community partners, senior leaders and health professionals, noted Navigation has improved
development and utilization of cancer care in the districts. All participants who had the opportunity to work
with Patient Navigators indicated they could not imagine the district without such a position. Improvements to
the digtrict cancer system as the result of navigation include; better awareness and utilization of community
supports, greater consistency and coordination of care, increased and earlier referrals to oncology, increased
contact between district and cancer centre, and more referrals to home care and palliative care.

“ Because she is there we are delivering better cancer care, we are providing more services to patients
and thereisan increased use of services.” Senior Leader

Findings from Patient Navigators, senior leaders, and CCNS staff indicate that Navigators are identifying
needed community cancer resources and services, such as patient education materials, counseling, home care
and palliative care. Patient Navigators bring their knowledge and experiences to various committees and
clinical rounds, extending the knowledge about quality cancer care to the community team. Findings aso
indicate that the Patient Navigator has become the cancer professional with the most centralized knowledge of
available community resources and services. This has facilitated appropriate referrals to other health
professionals and services in the community. The database confirmed 92 new referrals made to home care, 62
referrals to paliative care, 134 referras to CCS, and 124 referrals to support groups during the first 18 months.

Senior leaders and a number of hedlth professionas indicated, that since the establishment of patient
navigation, they perceive a greater awareness and collaboration among health professionals at the district level.
Health professionals are referring patients to the right resources.

“1 find I am more involved than ever since the Patient Navigator because we are more aware now of
all the new cancer diagnoses. The Patient Navigator has helped a lot.. It has opened our eyesto the
fact that these people have needs that are not being met, so we have looked at that, | have brought that
up to my supervisor and the Patient Navigator and | meet with them and now we are offering
supportive visits through home care Nova Scotia. The way that we do it is we give them teaching visits
regarding their new cancer diagnosis. Before they weren’t offered that.” Nurse

a Corporate Research Associates Inc., 2004
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Key Finding 2 Cancer Patient Navigation isviewed as an integral component of district
cancer services and thereiswidespread support for the program among
health professionals, patients and families, and administrators.

Participants overwhelmingly supported the continuation of the patient navigation program. In fact, when asked
to rate how important it is to continue with a patient navigation program on a scale of 1 to 10 where 1 was not
at al important and 10 was very important, community partners almost exclusively gave ratings of 10
(although some indicated 10 plus), while afew individuals indicated arating of 9. The program is now viewed
as an integral component of cancer servicesin the “early adopter” districts bringing considerable benefits to
cancer patients, their families and health professionals working with cancer patients. Patient navigation is
viewed by the senior leaders and health professionas in the districts not only as essential, but critical.

“It (Patient Navigation) is so fundamental to the goals of quality, evidence-based cancer services,
client satisfaction and improved primary health care in the community.” Senior Leader

“ A Patient Navigator is extremely essential to this area. Patients need thisone on one support to go
through their cancer journey. Sherelieves alot of stress that most patients don’t need. The Patient
Navigator pilot project isthe best thing that has happened in this area for cancer patients.”
Community Partner

Key Finding 3 Cancer Patient Navigation isfostering collaboration and communication
among health professionals and reducing duplication of services, which is
attributed with mor e efficient and cost effective care.

Forty interviews conducted with a wide range of health professionals working in the districts and at the cancer
centers in Halifax and Sydney, found that the Navigators have met the majority of their expectations and in
many ways have exceeded them. Health professionals expect Patient Navigators to provide assistance to
cancer patients and their families as they journey through the cancer system, as well as foster communication
and collaboration among health professionals. Health professionas indicated that the impacts of Patient
Navigation include: better patient preparedness, more support for patients, improved collaboration among
hedlth professionals, and more efficient clinical involvement with patients.

Patient Navigators were acknowledged as asour ce of information for health professionals, aswell asfor
patients and families. According to the database, health professionals and community groups looking for
oncology information or education made up 24 percent of the 208 non-patient requests for assistance from the
Navigators. A number of health professionals talked about Peatient Navigators linking together the different
components of the health and cancer system. Most felt that the cancer team was more aware of the services
and actions other team members are providing. This helps to ensure that all members of the patient treatment
team are aware of the patient’s status and treatments each member is providing. This can help avoid
duplication of services resulting in efficient and cost effective care. This increased knowledge was attributed to
the Navigator role and the physicians interviewed noted that further strengthening these linkages would serve
to improve efficiencies in patient care.

“Basically | seethemas a liaison between myself, the family doctor and other health professionals
ensuring that the patient has a smooth ride through the cancer system and when necessary arranging
transitions to other services such as palliative care.” Oncologist

Another positive outcome of the patient navigation program is the increased collaboration and
communication that has taken place between health professionas, cancer patients and their families. A
number of participants referred to the Navigator as the link among health professionals, especialy the family
physician and the staff at the cancer centres. Each Navigator serves as part of a cancer care team in their
respective district and attends clinical rounds as part of that team. Nursing staff and other professionals

a Corporate Research Associates Inc., 2004
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including home care staff, dietitians, physiotherapists, and occupational therapists are essential contacts for the
Petient Navigators to gain information and to refer patients to when required. In turn, these health
professionals are sources of referrals for Navigators. Health professionals expressed the view that when a
patient’ s treatment team is aware of the patient’ s status and the services or treatments each team member is
providing, there is reduced duplication of services and more optimal care. As the program continues,
collaboration and communication can be further developed.

“Thereisalot more talk among health care professionals, between doctors and the staff with the
Patient Navigator, there is more communication that way.” Nurse

Navigators are viewed by many as the centralized source of cancer information and education that has resulted
in better use of clinical time for physicians and reduced anxiety and distress for patients/families. Family
physicians and specialists reported that patient navigation has alowed family physicians and oncologists to
focus on the medical issues, knowing that someone else is looking after the logistical issues.

“Since it started there is more coordination between surgeons, patients, family physicians, oncologists
the whole team. There is more information sharing and families are more involved.” Nurse

Key Finding 4 Cancer Patient Navigation has become an important sour ce of support for
patients and familiesin dealing with the emotional tur mail, infor mational
needs and logistical challenges associated with cancer.

Ten focus groups were held with patients/families in the “early adopter” districts to: discuss issues and
challenges faced by cancer patients, identify their key supports, and share their knowledge and experiences
with patient navigation. Two focus groups were aso held in a comparison district, where patient navigation is
not available, to identify patient and family issues and sources of supports. All patient/family focus groups
identified the same issues and similar sources of supports. Patients in the comparison group felt their cancer
journey might have been better if they had access to a central contact. These issues were confirmed by 162
patient surveys and findings from four focus groups held with community partners. The top four issues and
concerns identified were (a) emotional impact /fear and stress, (b) dealing with physical symptoms/
complications, (c) getting to cancer centers in Halifax and Sydney, and (d) coping with financia impacts.

Patient Navigators were identified as significantly benefiting patients and families by providing emotional
support, preparing them for their cancer journey, increasing the knowledge about their disease, helping with
coordination of appointments, referring to community supports, assisting with the logistics of getting to cancer
centers and finding sources of funding for medications and supplies. In the district without navigation, the
comparison group identified the need for a central contact person as important. The database recorded 873
issues with a 94 percent successful resolution rate. The most common issues not resolved were financia
assistance (25 percent) and emotional support (18 percent). No other specific issue comprised more than six
percent. Patients and health professionals reported that those who were in contact with the Navigators were
often better informed and less stressed. Database results indicate that 41 percent of actions taken by Patient
Navigators in assisting patients involved the provision of information.

“1f we had had a Navigator, it would have taken some of the pressure off because here you aretrying
to get information and you don’t know what avenues you have open to you, you don’t know where to
go and you don’t know what’ s available.” Patient, Comparison Ste

“1 went through it (cancer diagnosis) without the Navigator and with a Navigator and definitely with
the Navigator it iseasier to get through. Thefirst time there was no support, no Navigator or
anything, fear takes hold of you and you can’t get a lot of your questions answered and itisalot more
stressful, not only on the patient, but on the family and everyone.” Patient

a Corporate Research Associates Inc., 2004
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Patients and health professionals reported that patients who were in contact with Navigators were often better
informed, knowledgeable and supported. The patient survey and patient and family focus group discussions
indicate that for many, the Patient Navigator has become one of the primary sources of assistance, aong with
family doctors, oncologists, and staff at the cancer treatment centres. It was identified that the Patient
Navigator does not replace these other sources of support, but rather complements and reinforces the support,
information and education provided especialy by physicians.

“ She' s such an advocate for people, such a vital part of care of the patients.” Nurse

“1 think patients who had come to see me having already worked with the Navigator were much better
prepared...because a lot of the emotional, valid concerns had been aired to some degree. They were
much more ready to listen, hear, and accept the treatment plan because they had done that work
already and quite frankly, they can do that work with an oncologist, that is not the problem. The
problemisa cost effective one.” Oncologist

Key Finding 5 Thereferral processisopen ended and flexible and is progressively
moving forward as an automatic contact for patientswith cancer.

The program devel oped a written referral process with options remaining open for verbal referras. Referral
sources included patients themselves, family members and health professionals. Referrals came from different
sources, which indicates program awareness is spreading across key groups. As indicated by the database
reviews 63 percent of referrals came from health professionas, including family physicians, 20 percent were
sf-referrals while family members referred 13 percent. While not all cancer patients will need a Navigator or
want to see a Navigator, it is an objective of the Navigation program to have al cancer patients aware of the
service. Severd hedth professionals report that they are progressively looking toward the Patient Navigator as
the automatic contact for cancer-related issues.

Navigators reported satisfaction with the referral process, indicating that as long as they get the referrals it
does not matter if it is written or verbal. The ability for patients or their families to self refer is an important
aspect of the referrd process. In the period reviewed one-third of all referrals were made by patients or their
families

Key Finding 6 Communication initiatives about the Navigator role must be continuous
and hard-hitting to ensure all are awar e about the service.

There were extensive communication efforts undertaken to inform the public and health professional's about
navigation and its services including letters to (a) all physicians, (b) community presentations, () one-to-one
contacts, (d) an official launch in each district, and (€) development of branding materials including alogo for
patient brochures and posters.

Hedth professionals, particularly physicians, indicated that more continuous information about the role of
Petient Navigators is needed. Physicians interviewed indicated they recalled seeing information early in the
program. However, most family physicians have small numbers of newly diagnosed patients per year and do
not automatically think of patient navigation.

“The nature of the role (patient navigation) is such that it does require continuous advertising and you
have to recognize that the average family doctor only has one to three cancer patientsin their practice
at any given time, so they may hear about or use the Patient Navigator service in February, but then

not have any occasion to think about it for a year and so when out of sight out of mind. You can’t do a

one off advertising/ education process, it has to be continuous.”  Specialist

a Corporate Research Associates Inc., 2004
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“ Qubstantial progress has been made in building program awareness. While the initial efforts were
indeed intensive, this process needs to be ongoing and hard hitting to ensure it remains top of mind to
everyone.” Family Physician

A key challenge isto increase program awareness so al cancer patients can experience this support.
Continuous communications will be required to health professionals in particular to ensure that al cancer
patients and their families are aware of Patient Navigation and are accessing the program.

Key Finding 7 Comprehensive orientation and ongoing educational opportunitiesare
necessary for the success of the program.

The Navigator’s orientation plan is considered to be a key element in the ability of Navigators to better assist
and support patients. Navigators reported it provided them with a better understanding of the process patients
go through during their cancer experience and thus they are better able to provide necessary assistance to
patients. The comprehensive orientation and ongoing education program established for the Navigators
provided them with the opportunity to increase their oncology expertise and knowledge of the cancer system
and process needed for coordination. It was an important way to be kept up to date on treatment protocols, care
paths and establish credibility with the cancer team. The navigators presence at the cancer centres facilitated
positive relationships with oncology staff and established buy in for the program.

Key Finding 8 A network of Cancer Patient Navigators, coordinated by CCNS, is
collectively a strong asset to the cancer system.

Consensus among district personnel was that patient navigation was effective in each district. They indicated
that patient navigation has been one of the most effectively implemented programs. Strong commitment from
the district and appropriate support and guidance from CCNS is integral to its success.

“It is one of the most successful programsthat | haveever been involved in.. we thought it was going
to be good, but it is better than our anticipated goals and objectives. Any other program that we have
tried to do, there has been a catch, and there isa gap, or we haven't been able to recruit the right
people. In this case, none of that happened.” Senior Leader

District personnel considered the connection and support from CCNS as an essential component. They
unanimoudly desired a strong involvement on the part of CCNS. The role of CCNS ensures that standards of
practice are established and followed in each district and that accountability within each district continues.
CCNS coordination and management ensures quality of care, standards of practice, and access to provincial
expertise and resources to the districts. A network of Patient Navigators, coordinated by CCNS, is collectively
astronger asset to the cancer system. CCNS can assist the Navigators with education and problem solving.
Navigators rely on this support network in performing their job. Education of Patient Navigators was also
considered a part of CCNS' role and one that the Navigators personally thought was particularly valuable. The
guidance and standards provided by CCNS and linkages to other districts was felt to help keep the program
consistent throughout the province. Having the support of CCNS staff, the other Navigators, and district staff is
an important source of support to Navigators. As a provincia body, CCNS should synthesize information from
each digtrict in order to provide evidence of issues in the cancer care system that need to be addressed by
government.

a Corporate Research Associates Inc., 2004
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Conclusions

The following conclusions have been made relevant to each of the five key evaluation questions. The
conclusions are supported by key findings.

Concluson 1

The current roleis matching expectations of patients, families, physicians and health
professionals and thereis a high level of satisfaction with therole.

Expectations for Patients and Families

In the view of patients, families, physicians, health prof essionals, district leaders, community partners and the
Navigators, the top priority for the patient navigation role is providing education, assistance and support to
patients and families. Patients/families expect Navigators to; provide emotional support, increase the
understanding about their disease, inform them on what to expect, coordinate and improve access to treatment,
help with the logistics of getting to appointments and finding accommodations, and assist with dealing with
financia impacts such as the costs of drugs and loss of income. The patient and family focus group
discussions, patient survey, and database review, consistently identify the Patient Navigator as providing
support in meeting these needs. Many patients report that the Navigator’s support resulted in decreased
anxiety, stress and fear.

“While | was waiting to find out whether | had to have chemo, the Navigator contacted me.... Gave me
information asto what will happen, came to my home. It was very satisfactory. The literature was up
to date, very informative and basic to what | needed...My contact with her wasreassuring | knew that
there was someone to reach out to, someone to give me information if | needed it or wanted it.”

Patient

Figure 1 demonstrates the variety of assistance patients received from the Patient Navigator, as outlined by the
patient survey. The survey results, aong with findings from the focus groups, indicate that actual assistance
received is meeting expectations.

Figure 1. Assistance Received From the Cancer

Patient Navigator
% Saying Yes

Emotional suppor
Info on what to expect 62%
Help understanding diagnosi
Help with appointment:

Help accessing support group:

Help for visit to cancer treatment centre

Help with funding for drugs/suppliep

9
Help with accommodation during treatmerjt 24%

Help arranging transportation 15%
0% 20% 40% 60% 80%

Source: Patient Survey

In the survey, patients were asked to evaluate the importance of various aspects of assistance from Patient
Navigators. Thisis presented in figures 2 and 3 below. It is clear that patients expect the Patient Navigator's
role to be multi-dimensional. The high level of satisfaction further supports that the current role is matching
expectations of patients. However, dealing with financial issues and logistical arrangements are areas where
assistance is not rated as strong. These are areas where Patient Navigators have little contral.

a Corporate Research Associates Inc., 2004 v el
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Figure 2. Important Aspects of the Figure 3. Satisfaction With Aspects of the

Cancer Patient Navigator Cancer Patient Navigator
% Saying Very Important % Saying Very Satisfied

Understanding and carin

Meets at times convenient to yo

Shares info with you so you understan
y ¥ Understanding and carin

Available when you need hel
y Shares info with you so you understan

Identifies and addresses need 86%

Identifies and addresses need|

Helps you feel less anxiou
psy Sensitive to personal belief

Sensitive t I belief: .
ensitive to personal belle Available when you need he

Helps you deal with financial issugs |7G% Spends enough time with yo

Helps you with arrangementg |74% Helps you feel less anxiou

Meets at times convenient to yo |73% Helps you with arrangement

Spends enough time with yo |66%
0%  20%  40%  60% 80%  100%
Source: Patient Survey Source: Patient Survey

Helps you deal with financial issu 67%

0% 20% 40%  60%  80%  100%

Expectation of Health Professionals

The Cancer Patient Navigator role also encompasses assistance to health professionals. Based on the
evaluation findings, health professionals expectations for the Navigator position have a high correlation with
therole. Theroleis credited with; better preparing patients for their visits to cancer centres, helping patients
with logistical issues, alowing physicians to make more efficient use of time, working with cancer centresto
coordinate patients' appointments and tests, and assisting with coordinating follow-up appointments locally.
Because the roleis a central contact person, health professionals have an expectation that the role could foster
collaboration and communication among health professionas. Health professionals report that they are
progressively looking toward the Patient Navigator as the automatic contact for cancer-related issues.

Health professionals frequently reported that patients who have received the services of the Patient Navigator
were more prepared for their treatment visits. They reported that patients appear to be more aware of what to
expect and what questions they should be asking. This required knowledge was seen as equipping patients
with the skills and confidence they require navigating the cancer care system. Participants interviewed felt
having this awareness prior to medical appointments and procedures helped to relieve some of the stress and
anxiety patients frequently experience. Participants reported that navigated patients who wanted to take an
active role in the selection of their treatment process appeared to be more knowledgeable. Simply knowing
they have a specific person to turn to if any issues arise or if they have questions provided patients with an
important sense of being supported.

“ Patients and families feel they are well supported in terms of accessing the system frominitial
diagnosis right through.” Nurse

“1 think patients are definitely more aware of what to expect, what they should be looking for, what
they should be asking for, time frames for various things that should happen. | think the patients
overall are much better informed.” Community Health Professional

Navigators felt their roles matched the intended functions of the position, however, a number of spin-off
expectations had evolved. Navigators are frequently requested to be a member of any cancer related committee
or initiative, both within the district and provincialy. Asthe cancer care systemin the districts gain

momentum this could mean additional demands on Navigators' time for activities other than direct patient
care. The program needs to be a balance between committee work and patient care, given that patient care is
considered the most important component of the role.

The evaluation has concluded that the Navigator role is viewed as integral to the district cancer team. The role
is seen as complementary and not a duplication. Key chalenges for the role are heavy workload, burnout and

a Corporate Research Associates Inc., 2004 % ,_,
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covering extensive geographic areas. The database information suggests that proximity to the Patient
Navigators officesis linked to the likelihood of receiving referrals. Innovations that alow the Navigator to
partner with community resources in more remote areas need to be formalized.

Conclusion 2

Appropriate processes have been established in the cancer patient navigation program.

The key processes involved in patient navigation are: communications, referrals, orientation/education, project
management, data collection, and reporting. All of these processes were developed during the early stages of
the program, in collaboration with CCNS, the districts and the Patient Navigators.

Communications

A broad program communication plan is fundamental to establish broad awareness, uptake, acceptance and
credibility. Interviews with Patient Navigators, senior leaders, and CCNS staff confirm that communication
was akey priority. There were extensive communication efforts undertaken to inform the public and hedth
professionals about navigation and its services including letters to (@) al physicians, (b) community
presentations, (c) one-to-one contacts, (d) an officia launch in each digtrict, and (€) development of branding
materials including alogo for patient brochures and posters. Both community partners and health professionas
report they felt well informed of the program, having learned of it through various and sometimes multiple
avenues.

“Theinformation is very well presented, it is very well written, it is very easy to understand for
families and patients and it kind of gives them, especially when they arein crisis, it givesthem
something that is written that shows them that they are not alone nor will they be through this whole
process.” Nurse

Referral Process

The program devel oped a written referral process with options remaining open for verbal referras. Referra
sources included the patients themselves or their families, health professionals, and community partners.
Family physician referral was encouraged to enable the navigators to better support the family physician role.
Patient Navigators indicated that most referrals are verbal. Attendance at various clinical rounds and
chemotherapy clinics help Navigators identify potential patients. In some cases referrals sources are clinic
nurses who notify navigators at the request from surgeons for automatic referral of all cancer patients. Eighty-
four percent of the 598 patients referred were newly diagnosed; fifteen percent had a recurring cancer, one
percent was for other reasons. The Navigators have reached patients with various cancer types, however,
patients with certain cancers are accessing the Navigators more often. Patients with breast cancer accounted
for 28 percent of referrals, cancer of the digestive system 22 percent, and respiratory cancers 12 percent.
Patients with genitourinary cancer appear least likely to be referred to the patient navigation program.

The average number of days between diagnosis and referral was 49. This remained relatively unchanged over
the 18 months. Efforts to stabilize the consistency and timeliness of referrals are warranted. Patients reported
in the focus groups they could have benefited even more from the service had they been in contact with the
Patient Navigator at the time of diagnoss.

Orientation and Education

Patient Navigators and senior leaders view the orientation and educational opportunities for the Navigators as
both comprehensive and important. The orientation included an introduction to the cancer centres, a two-day
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oncology workshop at the QEII, and an overview of CCNSdirectionsin cancer care. Ongoing education
includes an eight-month continuing education program in oncology through the University of Alberta,
participation in conferences, and ongoing sharing of current material, primarily through CCNS.

Program Management

In terms of program management and accountability, each of the districts established different reporting
structures. It was noted the Patient Navigators are generaly sdalf-directed and independent regardless to whom
they report. They turn to various senior staff in their districts for consultation depending on particular issues
and concerns. They aso work closely with various medical and oncology staff to ensure appropriate care. The
channels of reporting do not limit the role and working relationships. The role should be integrated with acute
care, medical care and continuing care.

It is evident that there are multiple demands on Navigators time. Workload and time management is important
and there appears to be room for efficiencies. The Navigatorsin each digtrict indicated the amount of
paperwork required in their role is a frustrating aspect of their job, asthereisalot of duplication. Their
suggestion is to reduce duplication or to have appropriate clerica assistance.

Database

A database was developed for the program to track information on referrals and actions taken to resolve issues.
This database provides an important source of continuous information that can be used for quality
improvement for the program over time. The lessons learned from the early stages of the database design and
use should be used to develop a more robust system.

Concluson 3

Cancer Patient Navigators have had a positive impact on patients/families, health professionals
and hasresulted in improved community cancer care.

Survey and focus group results confirm that patients are experiencing a multitude of challenges following a
cancer diagnosis. The emotiona impact and fear of the diagnosis are the primary concerns. Other issues and
concerns identified through the patient telephone survey and focus groups include physical
symptoms/complications, travel to cancer centres, and financial concerns, among others. Figure 4 capturesthe
issues and concerns of patients, as outlined in the patient survey.

Figure 4. Issues and Concerns During Cancer Experience
% Saying Yes

Emotional impact/Fear/Stres: 67%
Physical symptoms/complicatio
Distance to cancer centre:
Financial concern

Waiting time:

Lack of info on diagnosi::| 18%

Lack of info on what to expec :l 16%

Lack of coordination among those involve| 12%

Finding accommodation ] 10%

0% 20% 40% 60% 80% 100%

Source: Patient Survey

Health professionals identified a number of improvements that have occurred with the implementation of
patient navigation. These include: (a) better patient preparedness, (b) more patient support, (¢) improved
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communication and collaboration among professionals, (d) more efficient physician involvement with patients,
and (e) identification of service gaps.

A number of family physicians and oncol ogists reported that the patient navigation program has helped them
focus on cancer patients medical issues. They explained that they are not necessarily more or lessinvolved
with a patient, but rather the focus of their involvement has changed. They can focus more on the medica
aspects of cancer patients' diagnosis and spend less time discussing logistics such as how to book
appointments or where to go for tests. These physicians indicated Navigators help patients deal with the
psychological aspects of having cancer, as well as assists them with such things as booking appointments,
finding transportation and accommodations, and finding financia aid where necessary. This alows physicians
to focus specifically on their medical area of expertise and was seen asbeing significantly more cost and time
effective.

“1t hasn’'t changed the level of involvement. What it has changed is the nature of the involvement of a
given visit. So the involvement may be more focused on treatment related issues or relapse specific
issues or disease specific issues, as opposed to practical issues. | can sit there and talk to them about
how to arrange a drive to their appointment, but that is a very, very expensive use of my time.”
Secialist

“ It certainly has eased the amount of time that | have to spend with a patient on non-clinical issues
and my secretarial time with patients having to describe where to go, when to go, procedures for
follow~up with the specialists. It's been a boom in terms of time efficiency.” Family Physician

The Navigators are the central linkage when dealing with concerns outside of the cancer diagnosis and
treatment. Patient Navigators, with their extensive knowledge of the cancer care system, can better coordinate
care for patients, eliminating unnecessary trips to the province' s cancer centres. This has decreased the burden
patients face in arranging transportation and accommodations when they must travel to receive treatment.

The financial impact of a cancer diagnosis is identified as an issue needing patient navigation assistance.
Petient and family focus groups, patient surveys, and interviews conducted with health professionals and
community partners identified that Patient Navigators have been effective in helping many patients and their
families access available funding sources and lobbying on behalf of patients. They are credited with
discovering methods of accessing financial assistance that were previoudy not known to health professionals
and the general public. The patient survey, found that 67 percent of patients were satisfied with the level of
assistance the Navigator provided with financial issues. According to the database, Navigators were unable to
resolve financial issues 25 percent of the time.

The findings of this evaluation indicate that patient navigation has a so helped increase access to supportive,
rehabilitative, and palliative care services for cancer patients and families in their own community. The Patient
Navigators referred 62 patients to paliative care, largely in Pictou County Health and in GASHA where
forma palliative care programs are established. South West Health did not have aformal Palliative Care
Program during the evaluation period.

Findings indicate Patient Navigators are effective at coordinating the logistics of accessing the cancer system.
Results indicate physicians, in particular family physicians and oncologists, do not have the time to do so nor
are they fully aware of all the resources which can assist patients.
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Conclusion 4

The program has been successful at bringing notable benefits to the development and
utilization of cancer carein the“early adopter” districts.

The evaluation considered the impact patient navigation has had on the development, organization, and
utilization of cancer services. Those who participated in the community partner focus groups, along with
district personnel, and health professionals indicated the program has been successful at bringing notable
benefits to overall cancer care in their districts, including more awareness and utilization of community
supports, identification of service gaps, increased collaboration among heath care members, improved
coordination of community services, and a new source of oncology expertise to the community. In addition to
theintroduction of the patient navigation program, many felt that establishment of district cancer care
committeesand CCNS' direct involvement within both of these programs has served to give cancer care a
higher priority at the district level.

A spin-off benefit of patient navigation, highlighted by a number of health professionas and leaders, was the
identification of service gaps that exist at the district level. Service gaps frequently cited by participants
included the financial burden, from the cost of prescription drugs and medical supplies to the cost associated
with travel and accommodations and lack of support groups and in one district the lack of aforma palliative
care program. While many acknowledged that the Patient Navigators have been very resourceful in addressing
these issues, it was felt that more systemwide attention is needed to address patient financial burdens and
palliative care services. The districts have begun to explore identified service gaps and are working on
solutions to address them.

“ They have been able to feed back into those district cancer committees some of the gapsin their own
districts and fromthe general discussions that we have had at different venues, you can see where
these districts are taking this information and trying to move forward in improving things within their
district. So | think they have been very instrumental in their districts in identifying the gaps and the
things they need to improve.” Community Health Professional

Health professionals, senior leader participants as well as those who participated in the community partner
focus groups acknowledged that the patient navigation program was ill in the early stages. While many
improvements have taken place in terms of the development and organization of cancer care services a the
district, participants felt that as the program grows, more services will be established to meet the needs
identified and as a result, the system will become more cohesive.

Concluson 5

CCNS leader ship, district commitment and good communication are needed for successful
iImplementation across the province.

The evaluation has served to highlight important considerations as the patient navigation program is
implemented in other health districts. There is widespread support for continuation of the patient navigation
program among district staff, health professionals, community partners, and patients and families. The patient
navigation program is now viewed as an integral component of cancer care services in each of the districts that
were involved in early implementation.
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There are anumber of key elements identified for program success. These elementsinclude:

> Strong commitment from the district to the program including commitment from clinical, continuing
care and medical services

Recruiting a professional with the right skills and personality,

Ongoing communication,

Good working relationships and linkages with health professionals,

Comprehensive orientation and ongoing educationa opportunities, and

CCNS leadership and expertise

YV V V V V

District personnel explained that support for the program has to be established among senior leaders and the
board. They indicated it isimportant to build support from various community partners, citing that buy-in
contributes to program success. A number of district personnel observed that more champions for the program,
in the physician community, would facilitate greater awareness and buy-in from this key target audience.

Finding the appropriate person to fill the position was also deemed critica. Patient Navigators need to have the
right knowledge and skills to be effective in the position, but they also need to have the right persondlity fit

and level of dedication to make the program effective. They also need to be knowledgeable about community
resources, about cancer and its treatment and be an effective educator. The position requires the ability to be
sef-managing in terms of the potential workload issues.

There needs to be linkages and working relationships with others in the district involved in cancer care. Patient
Navigators must understand other health professionals' roles and make appropriate referrals. Good
relationships and familiarity with the Patient Navigator will facilitate referrals.

Didtrict personnel considered the connection and support from CCNS as an essential component. District
personnel unanimously desired a strong involvement on the part of CCNS This ensures the continued
coordination and management of quality of care, standards of practice, and access to provincia expertise and
resources to the districts. A network of Patient Navigators, coordinated by CCNS, is collectively a stronger
asset to the cancer system. CCNS can assist the Navigators with education and problem solving. Navigators
rely on this support network in performing their job. Education of Patient Navigators was also considered a
part of CCNS’ role and one that the Navigators personally thought was particularly vauable.

Key challenges for the program include increasing the number and timeliness of referrals. The flexible referra
process from multiple sources reduces the chances of patients being missed. More automatic referrals are aso
recommended to circumvent this issue. For GASHA and Southwest Health, the sheer geographical size of their
digtrict is a challenge. Strategies to ensure access across districts to patient navigation services should be
considered. As the program moves forward, careful monitoring of the roles and priorities of Patient
Navigators, along with their workloads, is recommended.
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Recommendations

The following recommendations are put forth based on the findings from the Cancer Patient Navigation
Evaluation.

> The Cancer Patient Navigation Program should be implemented in the remaining health districts
taking into account the key issues identified.

» CCNS should continue to take the lead in supporting and coordinating the patient navigation network.
> Theresponshbilities and priorities of the Cancer Patient Navigator must be clearly defined.

» Theworkload of the Cancer Patient Navigator must be continuously measured to determine
appropriate balance, reduce administrative duplication, and provide appropriate clerical support where
possible.

> The Cancer Patient Navigation Program should continue to address the spectrum of patient concerns
and issues.

> Actionsto increase the referrals rates should be undertaken.

» Consideration should be given on how to increase access to patient navigation services that ensures
availability across al areas within districts.

> Waysin which patients with less frequently referred diagnoses can be reached should be considered by
identifying particular sources (e.g., clinics, support groups, etc.) that could be targeted to better inform
patients with different cancer types.

> The database should be redesigned to be more robust.

> Dataentry by the Navigators should be considered to ensure consistent classification and data entry
and to reduce the paper work.

» Communications about patient navigation with family physicians, community-based specialists and
oncologists should be an ongoing process to ensure al cancer patients are aware and can benefit from
the services of a Navigator.

> Thereisaneed to work closely with community groups, organizations and agencies to ensure that
access to cancer care resources at the district and provincial level are being utilized to their maximum
capacity.

> Information gathered through the patient navigation program about gaps in required services and
assistance in cancer care should be compiled and shared with the appropriate authorities.
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