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Introduction

T

his paper presents a vision for Alzheimer’s
Journey Coordinators™, an innovative solution for serving low-income and minority
populations who are managing Alzheimer’s disease
in Camden and the broader New Jersey region. The
vision for the Alzheimer’s Journey Coordinator Certificate Program™ was born through a collaboration
between two organizations: Otsuka America Pharmaceutical, Inc. and Rowan University/Rutgers-Camden
Board of Governors (RURCBOG). Together, Otsuka
and RURCBOG share a desire to transform Alzheimer’s care not only by improving lives and increasing
health outcomes, but also lowering costs, creating
jobs, facilitating research, and attracting investment.
The Alzheimer’s Journey Coordinator Certificate
Program™ sets its roots in the model of Patient
Navigation, a longstanding, widely-tested solution
designed to train “Navigators” to help patients and
families engage with the healthcare system, manage
ongoing care, and access local resources. Patient
Navigation was first developed by Dr. Harold P. Freeman, a surgical oncologist, to help women in Harlem
gain better access to care and treatment for breast
cancer. Dr. Freeman has worked closely with Otsuka
and the company’s initiative, The Global Council on
Alzheimer’s Disease (GCAD). Through GCAD, Otsuka
has lead the development of an early framework for
this project.
As a first step, GCAD brought Dr. Freeman together
with experts in Alzheimer’s to draft a white paper that
outlines Patient Navigation for Alzheimer’s disease.
The core features of this approach were established
in a GCAD white paper, “Alzheimer’s Patient Navigation Model.” The paper was subsequently published
in two peer-reviewed academic journals, The Journal
of Clinical Pathways (2016) and The Annals of LongTerm Care (2016), and also presented at the global
conferences Alzheimer Europe (2016) and Alzheimer’s Disease International (2017).

Why “Alzheimer’s Journey Coordinators™”
instead of “Patient Navigators”?
People, not patients: Our vision will not see
people with Alzheimer’s disease as “patients.”
It views them as people. The term “patient”
is appropriate in a medical setting, but the
Alzheimer’s Journey Coordinator Certificate
Program™ will look deliberately beyond the clinic
walls and consider all aspects of a person’s life.
Families and care teams: The term “journey” also
suggests that this approach considers not just the
person with Alzheimer’s, but the family and care
team. To improve health and reduce disparities, it
is essential to take this broader perspective.
Building on excellent work: The term
“coordinator” already has currency within medical
establishments. Our goal is to create and launch
a sustainable program. We hope to align it to
current and excellent work underway in both Care
Coordination and Patient Navigation.
Focus outside clinic walls: Alzheimer’s Journey
Coordinators™ take a set of responsibilities fully
distinct from health care providers (HCP) and
other practitioners. There is good work being
done to integrate the HCP and practitioners into
the “journey” of Alzheimer’s, but this focus remains
clinical. The Alzheimer’s Journey Coordinator
Certificate Program™ we outline stretches far
outside the clinic and helps with issues of home
safety, care coordination, travel and transit, legal
and financial planning, and more.
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Meanwhile, RURCBOG was in the process of developing an “Eds and Meds” program and curricular
offerings to engage the Camden and southern New
Jersey community in health sciences education and
workforce development. This effort, combined with
an outstanding need for community-based care and
services for an aging population in Camden and
southern New Jersey, has led to the framing of this
first-of-its-kind Alzheimer’s Journey Coordinator
Certificate Program™. Together, RURCBOG, Otsuka,
and others will collaborate to build towards a launch
of this concept in Camden, while also aiming to train
local New Jersey residents to become Alzheimer’s
Journey Coordinators™.
To kick off the Otsuka and RURCBOG collaboration,
and to set the intellectual and pragmatic foundation
for the Alzheimer’s Journey Coordinator Certificate
Program™ in Camden, the two organizations worked
together to create an extensive literature review of
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patient navigation programs and models. This literature review gathered a wealth of research, across
disease areas and global geographies, that demonstrated patient navigation’s ability to improve health
outcomes, reduce health disparities, and lower costs
for families and systems.
This paper builds off these efforts and aims to
achieve two goals: first, to make the case for why Alzheimer’s Journey Coordinators™ can solve Camden’s
needs; and second, to raise the questions that we
must answer to move from a vision to a reality. This
paper includes a review of local healthcare needs,
a case for why specially trained Coordinators can
meet those needs, and a list of the potential economic benefits for the city and the region, including
jobs, investment, and development. The paper also
lays out some of the next steps required to develop
and launch an Alzheimer’s Journey Coordinators™
program.

We are pleased to share this paper with you, and we hope that it serves as
a foundation for further ideation and collaboration. We invite you to share
your ideas with us as we make Alzheimer’s Journey Coordinators™ a reality in
Camden and southern New Jersey.
Signed,
Mary Michael

Kris Kolluri, Esq.

Vice President
Patient Advocacy and Stakeholder Management
Otsuka America Pharmaceutical, Inc.

Chief Executive Officer
Rowan University/Rutgers-Camden Board of
Governors (RURCBOG)
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Our Vision: Alzheimer’s
Journey Coordinators™
in Camden

Rowan University/Rutgers-Camden Board of
Governors (RURCBOG) was created in 2012 to
leverage Camden’s existing “Eds and Meds”
programs and educational and research assets
to support growth in the region’s healthcare
capacity. RURCBOG has three overarching goals:
the development of educational programs and
partnerships in the health sciences; broad economic
development in Camden and southern New Jersey;
and engagement with the local community on
health-related issues. We believe that the Alzheimer’s
Journey Coordinator Certificate Program™ will help
achieve both goals.

Otsuka America Pharmaceutical, Inc., which develops
and promotes new products and innovative solutions
for better health worldwide, formed The Global
Council on Alzheimer’s Disease (GCAD) to identify
and create practical, immediate solutions for those
affected by Alzheimer’s disease. GCAD is a diverse
team of experts from science, medicine, policy,
finance, advocacy, technology, and caregiving who
are collaborating to help build practical, on-theground solutions for those affected by Alzheimer’s.
It is GCAD’s goal to create patient- and caregivercentered solutions while therapies for Alzheimer’s
continue to develop.
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What Is the Alzheimer’s Journey Coordinator
Certificate Program™?
RURCBOG and Otsuka are leading a multi-party
collaboration to create the Alzheimer’s Journey
Coordinator Certificate Program™ which will act as a
guiding force to achieving each of these goals. The
goal is to design and build the program specifically
to empower local residents to become Coordinators and serve the local community. A next step will
be to create an Alzheimer’s Journey Coordinator™
Advisory Committee to train future Coordinators at
Camden County College. Before we reach this phase,
however, we will continue to scope out how to successfully launch the Alzheimer’s Journey Coordinator
Certificate Program™ so that it can improve lives and
create jobs.
Who Can Be a Coordinator: Coordinators will be
community members who understand local needs
and dynamics. While the program will be open to
many types of applicants, it will seek to attract those
with a background in healthcare and social work.
Retirees, especially former nurses, social workers,
and community health workers, may also be potential
enrollees. Most important, however, is to abide by
the insights in the academic literature that show that
Coordinators are most effective when they are from
the communities they serve.1 We embrace this idea
fully as we move forward.
What a Coordinator Will Accomplish: Coordinators
will work towards key goals for effective Alzheimer’s
care, including: initiating and guiding conversations
with the person with Alzheimer’s and the family about
the disease; ensuring a timely diagnosis, and explaining the implications of the diagnosis to patients
and families; serving as a “curator” by gathering and
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explaining information and resources, especially from
the local community; setting and managing expectations; identifying and advising on care options,
both near- and longer-term; and providing whatever
support possible for families and caregivers.
Who a Coordinator Will Serve: Coordinators’ clients
will be individuals with Alzheimer’s and their care
partners. In traditional approaches to Navigation,
it is common for Coordinators to focus on family
members. Yet we recognize that, more and more, it is
incorrect to assume that an individual’s care team will
consist only of family members. Our approach takes
a deliberately wider view. Further, Alzheimer’s Journey Coordinators™ will begin to engage individuals
between the pre-clinical and diagnosis stage of the
disease, when effective interventions are especially
critical.
What Coordinators Will Do: Coordinators will assist
with a range of tasks related to care, including scheduling medical appointments, coordinating referrals,
providing disease information, offering financial
guidance, managing paperwork, identifying community resources, and facilitating transportation. The
Coordinator will serve as a “liaison” for the person
with Alzheimer’s and the care team.
Training, Funding, and Integrating Coordinators:
Given the lack of precedent for this kind of program,
we recognize that there are pivotal questions to
answer about the training, funding, and integration
of Coordinators into the healthcare system. The goal
of this paper is to help us take a first step in framing
the Alzheimer’s Journey Coordinator Certificate Program™ in Camden so we can engage with experts,
industry, systems, and local officials to find the best
answers for these questions.
5
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Alzheimer’s Journey
Coordinators™: Local
Solution for Local Needs

T

he Alzheimer’s Journey Coordinator Certificate
Program™ targets a rapidly escalating need
for Alzheimer’s care in Camden and southern
New Jersey, particularly among low-income and
minority populations. The program is expressly designed to meet the needs for populations who have
both experienced poor health disparities and confront barriers to accessing the healthcare system. We
believe the Alzheimer’s Journey Coordinator Certificate Program™ reinvigorates the original impetus for
Patient Navigation when Dr. Freeman launched it for
breast cancer in Harlem.
The Challenges of Alzheimer’s for
Minority Communities
An unprecedented 5.5 million older Americans
currently have Alzheimer’s disease, and this number
is projected to roughly triple to almost 15 million by
2050.2 This skyrocketing prevalence inflicts devastating, widespread impacts on American cities, communities, and families, and it consumes $259 billion
in medical and long-term care costs.3 In New Jersey
alone, 170,000 older adults suffer from Alzheimer’s,
leading to an estimated $6 billion in unpaid care
from 450,000 Alzheimer’s caregivers.4

“Let’s Do All We Can”
According to Congressmen Donald
W. Norcross, U.S. Representative for
New Jersey’s First Congressional
District:
“More than 85,000 South Jersey families are caring
for a loved one with Alzheimer’s and we must do all
we can to help these families. Alzheimer’s is known
as the ‘long goodbye,’ because of the sad, long
time interval between illness and death. It’s good
to see this new and innovative approach to care
coordination, which will provide caregivers the tools
and information that can help them during this time.
Almost all of us know someone who has cared for
or is caring for a person with Alzheimer’s and it can
be an emotional and stressful job. So let’s do all we
can to support them.”

FIVE-YEAR SURVIVAL RATES
AFTER ORIGINAL PROGRAM

$27,000

Reduction in average
annual costs per patient
in UAB program

70%
39%

Y1

Y2

Y3

Y4

Y5
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Navigation eliminated race/
ethnic differences for critical
milestones in cancer care.
DR. DONALD DUDLEY ET AL., CANCER EPIDEMIOLOGY,
BIOMARKERS & PREVENTION9

The challenges of Alzheimer’s are particularly pressing among low-income and minority communities.
African-Americans are roughly twice as likely as
whites to develop Alzheimer’s, and Latinos are 1.5
times as likely.5 Research also shows that socioeconomic factors like poverty, lower levels of education,
and exposure to discrimination can increase the risk
of Alzheimer’s.6 Further, African Americans are far
more common to have undiagnosed Alzheimer’s
than Latinos and whites.7
Low Alzheimer’s diagnosis rates reflect the social,
economic, and cultural barriers to healthcare access
for these groups, including lack of insurance coverage, inconsistent and episodic care, distrust of the
medical system, and unreliable transportation and
mobility. These obstacles increase health disparities,
reduce health outcomes, worsen the burden on
families, drive costly acute care utilization, and inflate
medical costs.
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It is against these stubborn norms that we aim to
launch the Alzheimer’s Journey Coordinator Certificate Program™. From its outset, we imagine that this
program will take an “ecosystem approach.” It will
strive to connect those managing Alzheimer’s to the
resources of the local community, and it will persistently look at what challenges people face outside
the clinic. Questions of finance, legal issues, home
care and more will fall at the crux of the program.
If the Alzheimer’s Journey Coordinator Certificate
Program™ can’t solve for these and other non-clinical
issues, then it will be of limited value.

In communities of low
socioeconomic status,
patient navigation has
proved to be an effective
intervention in promoting
screening, timely diagnosis,
and treatment of cancer.
DR. HAROLD P. FREEMAN, JOURNAL OF URBAN HEALTH8

THE CHALLENGES OF ELDER CARE IN CAMDEN
SENIORS BELOW POVERTY LINE
United
States

New
Jersey

FOR CAMDEN SENIORS
Camden,
N.J.

68%

9%

7%

Hospital visits
classified as
emergency
(65+)

36%

Uninsured
patient visits
(65+)

~20%
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This “ecosystem approach” is meant to supplement
the core work of managing clinical affairs. To this end,
we intend to model the Alzheimer’s Journey Coordinator Certificate Program™ off of similar programs
that have achieved stunning health improvements
and cost savings. To cite two studies, Dr. Freeman’s
initial pilot program increased five-year survival rates
for breast cancer patients from 39 percent to 70
percent while achieving patient satisfaction scores of
94 percent.11 A Navigation program at the University
of Alabama at Birmingham cut rates of hospitalization from 36 percent to 16 percent, which reduced
average annual costs by as much as $27,000 per
patient.12
How Alzheimer’s Journey Coordinators™ Can
Transform Alzheimer’s Care in Camden and
Southern New Jersey
Camden, New Jersey is a microcosm for many of
the state- and nation-wide healthcare challenges
that emerge as the population ages and life expectancy increases. For example, more than 20 percent
of Camden’s seniors live below the poverty line,
twice the average rate for the US and nearly threetimes the overall rate for New Jersey.13,14 Healthcare
access, moreover, is often fragmented and costly for
Camden seniors and the healthcare system more
broadly. Among those over 65, nearly 70 percent of
hospital visits are classified as emergencies and
more than 35 percent of patient visits are not covered by insurance.15
Through the Alzheimer’s Journey Coordinator Certificate Program™, the specially trained Coordinators
will understand these persistent challenges and help
local seniors overcome them. Coordinators, combining a nuanced understanding of the disease with a
close knowledge of the community, will serve as valuable guides for Alzheimer’s patients and caregivers
struggling with the access hurdles unique to Camden
and southern New Jersey.
To be specific, Coordinators will recognize that many
residents rely on public transportation and they will
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Coordinators work directly
with patients and their
families, building a trustbased relationship rooted
in an understanding of the
patient’s community, culture,
values and lifestyle.
DAVID BALDERSON AND DR. KAVEH SAFAVI,
HARVARD BUSINESS REVIEW10

help those with Alzheimer’s to use these systems that
are not designed to be “Alzheimer’s friendly.” In addition, Coordinators will be familiar with the differences
in accessibility, services, and payment policies at the
three major hospitals in the city: Cooper University
Healthcare, Virtua Health, and Our Lady of Lourdes.
And they will form relationships with social workers
and community-based non-profits.
These issues, to be sure, are only the tip of the
iceberg. One of our next steps in developing the curriculum used to train Coordinators will be to identify
other barriers that local seniors face. To gain these
insights, we will work hand-in-hand with the Camden
and southern New Jersey community.

8
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Potential Economic Benefits
for Camden and New Jersey

I

n addition to improving the lives of those affected
by Alzheimer’s, a successful Alzheimer’s Journey
Coordinator Certificate Program™ will also create
new jobs, robust investment, economic growth, and
national recognition for Camden and the region.
These benefits make the program economically desirable and sustainable in the long-term.
Creating Jobs
The Alzheimer’s Journey Coordinator Certificate Program™ will aim to create jobs for the Camden and
local community by placing Coordinators directly
into local hospitals and healthcare facilities. There is
also private-sector interest in employing Coordinators in the service of home-based care. The program
will be developed to create an entirely new job category, and to equip Coordinators with a recognized
certification and valuable skills to deliver benefits to
their employers.
From an employer’s point of view, an Alzheimer’s
Journey Coordinator™ increases client satisfaction,
promotes adherence and retention, and distinguishes a system as a “best-in-class.” One Patient
Navigation program, for example, was found to add
$150,000 in hospital revenue per Navigator.16

$150,000

in new hospital revenue per
Navigator in recent study

Further, these employment opportunities would
demand to be filled by local talent. For a Coordinator
to be successful in Camden, he or she must know the
dynamics that govern life in the community, particularly among the elderly. We will follow the guidance
laid out in academic literature that finds that those
with experience in community health, such as current
or former nurses, make good Coordinators, as well
as social workers, who are seeking a career to help
others. We also recognize that potential Coordinators could be older workers and retirees, who, as life
spans extend, are looking for “Second Act” careers.
9
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CENTERS FOR BIOMEDICAL RESEARCH

Boston

Rochester

New York
Camden
San Francisco

Chicago

Baltimore

Los Angeles

Houston

Attracting Investment

Winning National and Global Recognition

The Alzheimer’s Journey Coordinator Certificate
Program™ would also capitalize on burgeoning
private-sector investment in Camden, which is fast
becoming a center for healthcare and biomedical
research. Alzheimer’s Journey Coordinators™ and
their clients would attract companies and organizations that are interested in researching Alzheimer’s,
Alzheimer’s care management, related technologies,
and healthcare systems operations.

The program would also establish Camden and
southern New Jersey as a pioneer in addressing
healthcare challenges for low-income and minority
seniors in urban areas. Few other cities have prioritized these challenges, presenting an opportunity
for the community to become a national model and
center for innovation. At this important moment in
the region’s history, such a program could become
part of the turnaround story.

There is also evidence from the academic literature that
Patient Navigation and Coordinators™ programs can
help recruit for clinical trials. Given the monumental
barriers that drug development faces when recruiting
for Alzheimer’s trials, the Alzheimer’s Journey
Coordinator Certificate Program™ in Camden could
become a magnet for pharmaceutical interest.
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Launching the Alzheimer’s
Journey Coordinator
Certificate Program™
THE STEPS TO LAUNCH

1

2

Engage local experts

Deploy Curriculum Advisory
Committee

RURCBOG and Otsuka will
seek to engage local experts
to answer questions about
training, employing, and
integrating Alzheimer’s Journey
Coordinators™ into local
healthcare systems. We will also
work with potential private-sector
partners to explore options in
home-care or other settings.

The Advisory Committee will
include representatives from
community organizations and
the healthcare system, privatesector leaders, and aging and
Alzheimer’s experts. It will provide
input on the design, planning,
and implementation of the
program.

3
Develop the curriculum
While the Advisory Committee
will borrow best practices from
current Patient Navigation
programs in the U.S. and globally,
the curriculum will be tailored
specifically to the needs of
Alzheimer’s patients, families,
and care teams in Camden and
southern New Jersey.
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Moving Toward Launch
Looking ahead, we see two sets of opportunities
that will build the Alzheimer’s Journey Coordinator
Certificate Program™ into a best practice.
Immediate Priorities. Finding secure, sustainable
employment for Coordinators: The academic literature makes a persuasive case that funding for Coordinators is an investment and not a cost. This insight,
however, is not yet realized by public and private
decision-makers. One of our first goals is to make the
case for the financial benefits of the program so that
real, secure jobs exist for newly trained Coordinators.
Integrating Coordinators into the Alzheimer’s
Journey. Over the past two years, we have gathered a number of opinions from experts, caregivers,
and those with Alzheimer’s about where and how a
Coordinator could intervene in the journey. These
answers have not been consistent. We will undertake
a rigorous examination process to identify the most
critical “turning points” on the journey for Coordinators to intervene.
Continuous improvement. The program should be
continuously refined and enhanced based on the experiences of program graduates, emerging findings,
and best practices in Alzheimer’s care, as well as new
opportunities in the local healthcare system. On-
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going collaboration and feedback will enhance the
program’s value for graduates, while also serving as a
starting point for new partnerships and activities.
Building a HEOR system. The program should
incorporate a Health Economics and Outcomes
Research (HEOR) system to quantify the benefits and
impact of Coordinators. This system will produce
hard evidence that supports the program’s value
proposition, while also uncovering the most effective
and cost-efficient practices for Coordinators.
Technology integration. The program should include training for new and emerging technologies,
equipping graduates to serve as sophisticated users
of the latest healthcare data and care management
tools. This will attract research projects and investment focused on the latest healthcare strategies and
models in Camden and southern New Jersey.
As we hope this paper has made clear, the Alzheimer’s Journey Coordinator Certificate Program™
has the opportunity to improve lives, invigorate the
region, and set a new best practice for Alzheimer’s
care. Otsuka America Pharmaceutical, Inc. and the
Rowan University/Rutgers-Camden Board of Governors are pleased to be collaborating in this endeavor.
We are at the beginning of our own journey, and we
invite you to join us.
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