The adolescent and young adult (AYA) cancer survivor popu-

®

lation, ages 15 to 39 as defined by the National Cancer Insti-
tute,' faces many barriers and challenges in its journey from
diagnosis to survivorship. For example, AYA cancer survivors
experience poorer outcomes' and have a lack of access to in-
surance. This scenario is particularly true in the state of Tex-
as, which has an overall uninsured rate of 25 percent.> Other
barriers facing AYA cancer survivors include:

e Life challenges and changes during the adolescent and
young adult developmental period, such as starting careers
or families and making independent medical decisions.

[ J .
D l e Incomplete knowledge about cancer treatment and its con-
eve 0 pl n g sequences because of their age at diagnosis.
* A lack of survivorship care plans and treatment summa-
ries. It was not until 2005 that these tools were first recom-
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e Late effect(s) from cancer treatment and the possibility of
developing chronic conditions later in life.

e A lack of awareness of the preventive guidelines for sec-
ondary cancers.

e A lack of recognition about the importance of educating
their current medical team about their history with cancer.

A New Care Paradigm: The Seton Cancer

Survivor Center

The Seton Healthcare Family, a not-for-profit healthcare
system, provides services for adults in 11 counties of central
Texas, and for pediatric patients in 46 counties. The Seton
network is comprised of 11 hospitals and numerous ambula-
tory clinics throughout the service area.

Childhood cancer survivors are seen in the LIVESTRONG
Childhood Cancer Survivorship Center at Dell Children’s
Medical Center, part of the Seton Healthcare Family. But as
pediatric patients agedsinto their late 20s and 30s, no for-
mal program existed to transition them into.anadult-survivor
care setting. Recognizing that adolescents'and young adults in
central Texas had unmet needs=—specifically, access to post-
treatment survivorship,services, Seton built upon the success
of its pediatric program to address this gap and created the
Seton Cancer Survivor Center for adolescents and young
adults in 2011, with funding from LIVESTRONG.

Today, the Seton Cancer Survivor Center cares for post-
treatment cancer survivors, ages 18 to 39, residing in our
11-county service area of central Texas—regardless of diag-
nosis or where the patient received treatment. We chose this

age range specifically so that patients under 18 years of age
would continue to receive care in a pediatric center.

Staffed by two FTE staff, in addition to a medical direc-
tor, and with an annual budget of approximately $150,000,
the Seton Cancer Survivor Center offers a range of services to
address the four components of survivorship: coordination,
intervention, surveillance, and prevention. We created a sys-
tem of support, centering on the AYA patient and a medical
home that includes:

e Clinical navigation
e Clinical care
* Provider and patient education.

Clinical Navigation

Clinical navigation is the entry point and foundation for AYA
survivors. At the Seton Cancer Survivor Center, an RN clini-
cal nurse navigator focuses on the medical issues related to
cancer survivorship. With a signed release of information re-
quest, the nurse navigator first obtains medical records from
the clinic or hospital where the patient was treated and then
develops a written treatment summary and survivorship care
plan. Next, the nurse navigator schedules a visit with the pa-
tient to review the treatment summary and survivorship care
plan and assess for any other needs, including medical care
and psychosocial and practical needs. The nurse navigator
looks closely for issues that may create barriers for patients in
fulfilling their care plans.

At the Seton Cancer Survivor Center, we have developed a
shared navigation model with the assistance of LIVESTRONG.
Our RN nurse navigator provides clinical navigation, and the
LIVESTRONG Navigation Center in Austin, Tex., helps to
address patients’ psychosocial and practical needs, such as
help with insurance, counseling, and cooking classes, as well
as many other services.

Our nurse navigator helps each patient establish care in a
medical home for his or her primary care needs, as well as for
survivorship screening and surveillance. To provide patient-
centered care and choice in medical providers, patients have the
option of obtaining survivorship care through the Seton Cancer
Survivor Center. If this is not possible—due to lack of insurance
coverage—the nurse navigator will provide the survivorship
care plan and treatment summary to the patient’s primary care
physician. The nurse navigator is available to the young adult
survivor to coordinate care among specialists, the primary care
provider (PCP), and the Seton Cancer Survivor Center.

Clinical Care

AYA survivors scheduled for survivorship care at the Seton
Cancer Survivor Center are seen by an internal medicine phy-
sician who is well versed in late effects of chemotherapy and
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radiation, as well as current surveillance prac-

tices. The survivorship clinical program takes

place in the physician’s private practice, with

support from the nurse navigator along with
consultation, when needed, from a medical on-
cologist that treats adult cancer patients or from a
pediatric hematologist/oncologist. Care is focused

on screenings and surveillance, along with overall
health and well-being. Many survivors view this visit
as an annual “survivorship check-up”—a time to revisit
and update their survivorship plan and to make arrangements
for screening and follow-up on other recommendations for a
healthy survivorship. For patients who choose to have their
survivorship care through their PCP, a copy of their treatment
summary and survivorship care plan, along with a matrix of
recommended screenings, is sent to the PCP.

Complementing the Seton Cancer Survivor Center care is
our connection to the other resources in our system, includ-
ing the Seton Heart Institute and the Seton Brain and Spine
Institute, among others. For example, we are able to con-
nect AYA survivors with Seton cardiologists that have re-
ceived additional education on chemo- and radiation-related
cardiomyopathies, and we are working toward a specific
cardio-oncology program.

Education & Training for Providers,

Survivors, & Caregivers

Through a grant from the Cancer Prevention and Research

Institute of Texas (CPRIT), Seton Cancer Survivor Cen-

ter developed an educational program, After Cancer Care

Ends Survivorship Starts for Adolescents and Young Adults

(ACCESS-AYA), to support primary care providers, com-

munity nurses, and other healthcare providers who see AYA

cancer survivors in their practices. This educational pro-

gram consists of:

® Online CME and CNE credit options

e Provider seminars

* Brief detailing sessions known as Prompt Evidence Assess-
ment and Review of the Literature Service (PEARLS).

The goal is to reach providers online, in person through tra-
ditional seminars, or in person at their practice sites by de-
livering PEARLS in 15-minute sessions. Because the nurse
navigator tracks each patient’s PCP, we can generate a list
of providers to target our offered educational programming.

In addition to provider education, the ACCESS-AYA pro-
gram has specific goals to provide education to AYA cancer
survivors and their family members and caregivers. We have
created a series of “video diaries” through which AYA survi-
vors share their cancer and survivorship experiences. These
video diaries are available on the Seton Cancer Survivor
Center’s website (www.seton.net/survivorship). The ACCESS-
AYA project provided input and support for the development
of an iPhone app, AYA Healthy Survivorship, which was
developed by Texas A&M School of Rural Public Health
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CTxCARES program, a CDC-funded cancer control and pre-
vention program. The app allows survivors to assess their health
habits, get daily tips, and begin to create a survivorship care plan.

Referrals

Patients are referred to the Seton Cancer Survivor Center

from four sources:

1. Transition from the LIVESTRONG Survivorship Center at
Dell Children’s Medical Center

2. Transition from treatment at Shivers Cancer Center at
University Medical Center Brackenridge

3. Referrals from community providers

4. Self-referrals.

LIVESTRONG Survivorship Center at Dell Children’s Medical
Center. Our nurse navigator visits the pediatric center to
meet the young adult patient and family to seamlessly
transition their care to the Seton Cancer Survivor Center.
This introductory meeting allows the nurse navigator to
establish rapport and trust with the patient and family, as
well as educate them about the services provided by the Seton
Cancer Survivor Center. The patient’s treatment summary and
survivorship care plan—already developed by the pediatric
clinic—transfer over to the Seton Cancer Survivor Center.
Shivers Cancer Center at University Medical Center
Brackenridge. Shivers Cancer Center, an ambulatory clinic
of the University Medical Center Brackenridge and the only
indigent cancer care clinic in central Texas, is an additional re-
ferral source to the Seton Cancer Survivor Center. As patients
complete their active treatment, a health promoter prepares a
treatment summary and survivorship care plan, using ASCO
care plan templates and the online LIVESTRONG Care Plan,
and writes a cover letter to the patient’s PCP with specific
recommendations for follow-up. The treatment nurse naviga-
tor and treating oncologist then review all the materials and
sign the care plan and cover letter, respectively; a survivorship
transition session is then scheduled with the patient. At this
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session, AYA patients meet with their treatment nurse naviga-

tor, the health promoter, and the Seton Cancer Survivor Center

survivorship nurse navigator. This session is designed to:

e Educate patients and their families about the next phase of
their cancer journey and survivorship

* Review the survivorship care plan

e Allow the patient and family to meet the Seton Cancer
Survivor Center navigator who will help them from this
point on.

Patients Outside of the Seton Healthcare Family. Our third
method of enrolling AYA survivors is to reach out to PCPs,
specialists, community oncologists, and the community at
large to find survivors who have not received a treatment sum-
mary and survivorship care plan, and/or are not engaged in
any kind of long-term follow-up from their cancer treatment.

To do so, we routinely meet with various physician practices,

hospital staff, nurses, clinic administrators, and others to ed-

ucate about the program and share with them how they may
refer patients to the Seton Cancer Survivor Center.

Self-Referrals. Currently, a small number of survivors ar-
rive at the Seton Cancer Survivor Center through self-referral
or referral from friends or family members who have heard of
the program through word-of-mouth, media coverage, or the
Seton website. We anticipate the number of self-referrals will
grow as we work with more cancer survivors and develop ad-
ditional programs and public outreach.

In less than one year, we have enrolled 88 patients in navi-
gation services. Close to 80 percent of patients are established
with a primary care provider and medical home and our nurse
navigator continues to assist others with establishing care.

Among the metrics we monitor are:

e Percent of patients established with a primary care pro-
vider and medical home within 12 months of enrolling in
navigation (currently 88 percent)

e The percent of patients provided a treatment summary
and survivorship care plan within three months of enroll-
ing in navigation (currently at 90 percent)

e The percent of patients that implement a wellness activity
within 12 months of enrolling in navigation services (33
percent at 6 months of data collection).

Barriers
One of the biggest challenges we face is recruiting patients
who completed treatment years before survivorship centers
developed. This population may not have received informa-
tion on the importance of survivorship—long-term follow-
up, screening, and surveillance. Patients may have a mindset
that once treatment is completed, they are done with cancer.
We strive to overcome this through our community outreach
and educational programming to survivors through our AC-
CESS-AYA program.

Some AYA survivors face a gap in insurance coverage.
Those without insurance are concerned about accruing large
medical debts, especially since they may have outstanding

bills from their treatment. Thanks to the LIVESTRONG grant
funding, our nurse navigation services, including the provi-
sion of treatment summaries and survivorship care plans, are
completely free of charge to survivors. While navigation seeks
to reduce or eliminate barriers to care for patients, we want to
reduce or eliminate barriers to patients enrolling in the Seton
Cancer Survivor Center by informing patients at the start that
our navigation services are free of charge.

Keys to Success

Several critical success factors came together to create the

Seton Cancer Survivor Center, including:

e A physician interested in providing long-term follow-up
care to AYA cancer survivors

e A health system executive leader committed to the con-
tinuum of cancer care services

* A provider community that sees the benefits of cancer sur-
vivorship services

* An existing infrastructure that allowed adaptation to in-
clude survivorship

* The initial grant from LIVESTRONG that allowed the
program to get up and running

e The CPRIT grant, which supports provider and patient
education.

Our future plans include carrying out a research agenda that
includes some short- and long-term research projects in col-
laboration with The University of Texas at Austin, and with
The University of Texas Southwestern Medical Center and
Simmons Cancer Center, among others.

We will continue to build on the success of our adolescent
and young adult program to offer survivorship services and
navigation to patients ages 40 and above, closing the cancer
survivorship continuum of care gap in central Texas. @l

— Christopher Hamilton, MPH, is manager, the Seton Cancer
Survivor Center, Austin, Tex.
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