Cancer Patient Navigation:

Where Do We Go From Here?

s cancer care screening, treatment protocols, and insurance coverage become
increasingly complex, community cancer centers face a dilemma as to how best
to guide patients and families through the experience. Increasingly, community cancer cen-
ters are turning to patient navigation as one answer to this challenge. In 2003 the National
Cancer Institute (NCI) identified over 200 cancer care programs that were providing Patient
Navigation.! Since then, the American Cancer Society (ACS) alone has initiated another 137

programs. The term “patient navigation” has, however, no centrally agreed upon definition,

and navigator programs vary widely. This article provides an overview of the current field of
patient navigation, including an overview of three major cancer patient navigation programs.
We discuss advantages and challenges faced by patient navigation programs. Finally, we
provide a list of eight key questions to help assess whetherand =~ sy,

what type of patient navigation program would be useful in a
given setting.

An Historical Overview L
In 1990 Dr. Harold Freeman established the nation’s first

patient navigation program at Harlem Hospital Center in

New York City. The goal of this program, which was ini- e =
tially funded by an ACS grant, was to assure that “an indi-

vidual with a suspicious [breast] cancer-related finding will "
receive timely diagnosis and treatment.”? Additionally, the - \
hospital center provided free and low-cost screening mam- '
mography, as well as substantial outreach and public edu- \ '
cation efforts in its neighborhood. With all three of these \

interventions in place, the five-year survival rate for patients \
diagnosed with breast cancer at Harlem Hospital jumped

to 70 percent in 2000° compared to 39 percent in 1986.* This

program is still in existence today, and from this pilot pro-

gram, patient navigation has grown into a national move-

ment and encompasses programs sponsored by organiza-

tions such as ACS, NCI, and the Centers for Medicare &

Medicaid Services (CMS), as well as “home-grown” pro-

grams in hospitals and community cancer centers across .-/
the country.

Since the 1990 pilot project, “patient navigation” as
both a term and a concept has become increasingly
nebulous. C-Change, a large coordinating organiza-
tion for cancer groups, states: “Patient navigation...
refers to individualized assistance offered to patients,
families, and caregivers to help overcome health care
system barriers and facilitate timely access to quality
medical and psychosocial care.”® However, this definition

Y
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is put into operation differently within various models of

patient navigation in terms of:

m  Who provides the assistance (lay people, cancer survi-
vors, nurses, social workers, or other healthcare profes-
sionals)

m  What types of assistance are provided and the scope
of service (transportation, counseling, financial assis-
tance, etc.)

m  Who qualifies to receive services (certain diagnoses
only or all diagnoses, medically underserved, unin-
sured, etc.)

®  When assistance begins (pre-diagnosis, diagnosis, or at
another time)

m  When service provision ends (proscribed time period,
end of treatment, follow into survivorship).

In practice, this lack of consistent parameters for patient
navigation has led to role confusion among members of
the healthcare team. It also makes it difficult to establish
best practices and outcome measures. In an effort to assist,
the Association of Community Cancer Centers (ACCC)
updated its Cancer Program Guidelines in 2009 to include
a section on the rationale and characteristics for patient
navigation services. These are intended as guidelines, not as
standards.®

Patient Navigation Models

Currently, three national models of patient navigation are in
use, in addition to a plethora of “homegrown” and hybrid
programs. As mentioned above, the three national models
are sponsored by ACS, NCI, and CMS. A brief description
of each follows.

The ACS Patient Navigation Program. ACS launched
its patient navigation program in 2005, with the aim of “pro-
viding reliable patient education and information to support
informed decision making, resources, and emotional sup-
port for those touched by cancer.”” ACS Patient Navigators
are full-time ACS staff members, who are placed in cancer
treatment facilities across the country. ACS Patient Naviga-
tors offer help to people with any type of cancer, work with
patients after diagnosis, and continue to support the family
and caregivers as they transition to their home communi-
ties. Currently, ACS has 137 ACS Patient Navigators in the
United States with additional programs in the pipeline.

NCI’s Patient Navigator Research Program (PNRP).
NCI also launched its program in 2005 but with the aim
“to decrease time between cancer-related abnormal find-
ing, definitive diagnosis, and delivery of quality standard
cancer care.” NCI Navigators are lay community members
or professionals. (See the March/April 2010 Oncology Issues
article, “Longitudinal Network Patient Navigation,” for a
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description of the PNRP underway in Washington, D.C.).
NCI’s PNRP is a research study, so it offers help to breast,
cervical, colorectal, and prostate cancer patients enrolled in
the study. Currently, NCI has nine major sites and navi-
gation begins after screening abnormality or diagnosis of
cancer.

CMS’ Cancer Prevention and Treatment Demon-
stration for Ethnic and Racial Minorities. CMS launched
its program in 2006 with the aim “to help minority ben-
eficiaries navigate the healthcare system in a more timely
and informative manner and facilitate cancer screening,
diagnosis, and treatment to improve health care access and
outcomes, as well as lower total costs to Medicare.”” Similar
to the NCI program, CMS navigators can be lay persons
or professionals. As a demonstration project, navigation
services are offered to Medicare or Medicaid beneficiaries
with proven or suspected breast, cervical, colorectal, lung,
or prostate cancer. This demonstration project was 1n1t1a11y
scheduled to last four years. CMS currently has six sites,
and the navigation start point can be at screening, d1agn051s,
or treatment.

Patient Navigator Qualifications, Training, and
Certification

When Dr. Freeman started the patient navigation move-
ment at Harlem Hospital Center, the criteria for naviga-
tors did not include a specific level of formal education.
Navigators were required to be culturally attuned to the
community they were serving, knowledgeable about the
local healthcare system, and highly connected with critical
decision-makers within the system, especially with the
financial decision-makers.?

Since that time, some programs have continued to use
lay navigators, while others have made formal education a
requirement, such as a college degree, a social work degree,
or a nursing degree. Post-employment training for naviga-
tors varies markedly. Some navigators receive little or no
training while others are encouraged or even required to
attend educational conferences. For example, The National
Cancer Patient Navigator Education Program, a three-day
continuing education conference for navigators, sponsored
by ACS, NCI, and CMS, has occurred annually from 2006
through 2008. In 2008, more than 300 individuals attended
the program.

Most recently, certification programs for patient navi-
gators are now being offered—although as yet there are
no generally agreed upon criteria for “certification.” The
Harold P. Freeman Patient Navigation Institute offers cer-
tification, and the National Consortium of Breast Centers
(NCBCQ) offers certifications for nurses and radiation tech-
nologists for two types of Breast Patient Navigators. One
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of the opportunities for patient navigation as
a whole lies in defining core competencies for
the different types of navigators.

Successes and Challenges for Patient
Navigation Programs

Patient navigation programs with a focus
on screening and outreach, such as the one
started by Dr. Freeman, have had the most
demonstrable success. The initiation of the
Harlem Hospital program correlated with a
nearly 30 percent increase in five-year sur-
vival rates among women diagnosed with
breast cancer.?Another patient navigation
program in New York City for colorectal
cancer patients located at Lincoln Medical
and Mental Health Center was able to reduce “no shows”
from 67 percent to 10 percent, decrease wait time between
initial visit to procedure from ten weeks to two weeks, and
increase early detection by as much as 50 percent.®

Other patient navigation programs have successfully
helped patients address and overcome financial barriers
(underinsured and uninsured), communication barriers,
and systemic barriers (transportation, missed appoint-
ments, follow-up calls).>* Overall, patient navigation pro-
grams are bringing about increases in screening, and adher-
ence to diagnostic follow-up care after the detection of an
abnormality.’ Many believe patient navigators who act as a
bridge between the medical culture and the patient’s culture
are the most successful.”®

A major challenge for many patient navigation pro-
grams has been professional role confusion. Depending on
the job description, patient navigators are sometimes added
to the healthcare team to do a job that other members of
the healthcare team had already been doing." As a function,
“patient navigation” is not new to the medical field. Helping
patients and families “navigate” the healthcare system has
been a part of nearly every oncology healthcare profession-
al’s daily work for decades. With the advent of a position
titled “Patient Navigator,” the challenge has become how to
define patient navigation as an entity with a job description
that is distinctly different from already existing members of
the healthcare team.

The challenge of defining “Patient Navigation” is a
crucial one to confront, because—without a clear defi-
nition—role confusion will continue and research will
be hampered. Dohan and Schrag have suggested that a
barrier-focused definition of patient navigation may be
more advantageous than a service-based one. When a
service-focused definition of patient navigation is used,
the services tend to overlap with other positions in can-
cer care, such as social work, nursing, education, and case
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management. However, when the focus of a patient navi-
gation program is on assisting patients to overcome barri-
ers to care, less room for role confusion and more room for
collaboration exists.!

Another challenge for patient navigation programs
is achieving “buy-in” from a// stakeholders on the aim of
and need for such a program prior to implementation. For
patient navigators to be successful, they must be an inte-
grated part of the healthcare team. This integration is much
more likely to happen when each member of the healthcare
team understands his or her responsibilities and those of
other members of the team. After implementation, multi-
disciplinary meetings (including patient navigators, social
work, nursing, outreach, and other team members) that
prov1de education on respective roles and referral processes,
as well as serving as arenas for open communication, are
also helpful. Interdisciplinary communication is a must in
setting up a successtul program.

Lastly, patient navigation programs must also find a
way to comply with HIPAA regulations. If the navigator
is an employee of the institution, complying with HIPAA
is usually not a problem. However, some specialized navi-
gation programs employ outside lay persons or profession-
als to provide services inside the community cancer center
or hospital setting. The referral process becomes difficult,
because patients must either self-refer, or members of the
healthcare team must secure written permission before
making a referral.

Food for Thought

Of the three major programs providing patient naviga-
tion programs currently, two are research studies (NCI
and CMS) and the third is financially supported by ACS.
The efficacy and cost-effectiveness of patient navigation
programs is still under study.’ In June 2005, President
Bush signed into law the Patient Navigator, Outreach and

Oncorocy Issues May/June 2010



PHOTOGRAPH/ISTOCKPHOTO

A

Chronic Disease Prevention Act, authoriz-
ing federal grants to hire and train patient
navigators and $2.9 million was appropri-
ated in 2007 for this initiative.” The U.S.
Department of Health and Human Ser-
vices (HHS) Health Resources and Services
Administration (HRSA) awarded $2.4 mil-
lion in 2008 for two-year demonstration
projects, but HRSA does not anticipate a
new competition for this demonstration
program.'* Patient navigation is also being
funded through entities in the private sec-
tor, such as foundations and pharmaceutical
companies. These types of funding are nota
long-term solution, however, and at present
patient navigation is not a billable service.
How these patient navigation programs can be financially
sustained is a looming question for many community can-
cer centers.

If your cancer program is contemplating initiating
a patient navigation program, here are some preliminary
questions to consider:
1.  What need is your organization hoping to address with

a patient navigation program?
2. What is your organization’s measurable goal for the

program?

3. What are the target populations you hope to serve?

4. What specific functions, tasks, and services will patient
navigation provide and who in your organization
already provides these?

5. Who are the stakeholders in the program?

6. How will you fund the program? I's this funding mech-
anism sustainable?

7. How will you distinguish a patient navigation program
from other programs and services?

8.  What measures will you use to determine success in
your patient navigation program?

Patient navigation in the context of oncology care can and

should take different forms as dictated by individual needs.

The challenge for the medical community is how to maxi-

mize understanding and integration of these different roles

and definitions, to ensure the best outcome for all. Coming

to a consensus is crucial. Specifically, the healthcare com-

munity as a whole should come to consensus in:

®  Defining the term patient navigation

m  Identifying and developing effective, sustainable pro-
gram models

= Creating navigator job descriptions

m  Agreeing onand then ensuring appropriate educational
requirements, curricula for training, credentialing, and
certification
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How these patient navigation programs can be
financially sustained is a looming question for

many community cancer centets.

m  Identifying best practices in patient navigation
m  Developing standards of care
m  Collecting outcome measures.

These steps are crucial for the U.S. cancer care system.
There is a tremendous need to coordinate all of the efforts
in patient navigation into a cohesive collective. Integration
is paramount as we move forward. @I
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