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Role of the Primary
Care Provider in
Cancer Survivorship
HELEN TACKITT DNP, RN, FNP-BC, NE-BC
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What is Cancer Survivorship?
A person becomes a cancer survivor at the time of their
cancer diagnosis.
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Cancer Survivors
There are over 17 million cancer survivors in the United
States. By 2040 the number is estimated to be 26.1 million.
The number of cancer survivors is expected to increase
due to:
o

Improvements in cancer screening

o

Increases in life expectancy following treatment

o

The aging of the population

C han, R. & Nekhlyudov, L. (Septem ber 2021). O verview of cancer survivorship care for prim ary care and oncology providers. Up to Date.
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Cancer Survivorship
There are 3 phases of cancer survivorship
o

Acute phase: Active treatment

o

Extended phase: Treatment recently ended

o

Permanent phase: Rest of life

Kang J., Park, E., & Lee, J. (2019). C ancer survivorship in prim ary care. Korean Journal of Fam ily M edicine, 40(6) 353-361
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Phases of Cancer Survivorship
Acute phase: Main concerns are pain, fatigue and
emotional distress. On active treatment and lots of support
from treatment team.
Extended phase: Treatment is over, but patients face
physical, psychological and social readjustments. Usually
still being seen by oncologist.
Permanent phase: Patients should have transitioned to
Primary Care Provider (PCP). Main struggles are
employment, health insurance, fear of secondary cancers
and late effects.
Kang J., Park, E., & Lee, J. (2019). C ancer survivorship in prim ary care. Korean Journal of Fam ily M edicine, 40(6) 353-361
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Gaps in Primary Care Providers
Knowledge
The American Society of Clinical Oncologists (ASCO) reported
on a survey from 2019 of 117 PCPs in practices affiliated with a
large academic medical center with 4 main areas of focus.
o

Current practices in care of cancer survivors

o

Sense of preparedness to deliver such care

o

Barriers to care of cancer survivors

o

Preferences for shared care and communication between PCPs
and oncologists

ASC O (2019) Study finds prim ary care providers are engaged in cancer survivorship care but report barriers to optim al care de livery
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Gaps in Primary Care Providers
Knowledge
The results of the ASCO survey showed:
o

“Primary care physicians are often involved in cancer
survivorship, and many do not feel adequately prepared
for key components of it.”

o

84% assume responsibility of complications from cancer
therapy but only 10% felt prepared to manage
complications

ASCO (2019) Study finds primary care providers are engaged in cancer survivorship care but report barriers to optimal care delivery
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Gaps in Primary Care Providers
Knowledge
The results of the ASCO survey showed:
o

65% felt unprepared to screen for late complications

o

36% felt unprepared to screen for recurrence

o

94% assume responsibility for managing/making referrals
for psychological therapy but only 25% felt prepared to
take on this responsibility

ASC O (2019) Study finds prim ary care providers are engaged in cancer survivorship care but report barriers to optim al care de livery
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Gaps in Primary Care Providers
Knowledge
Crabtree et al. (2020) interviewed 38 clinicians in 14 primary
care practices with national reputations as “workforce
innovators.”
The interviews found:
o

PCPs think it is hard to stay current on cancer treatment

o

PCPs described an “uneasy relationship” with oncologists

o

PCPs have a lack of knowledge about cancer survivorship care

o

None of the PCPs interviewed had knowledge of cancer
survivorship guidelines

C rabtree et al. (2020). C ancer survivorship care roles for prim ary care physicians. Annals of Fam ily M edicine
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Oncology Care is Complicated
Oncology care is an ever-evolving field, with new
treatments and complex therapies as well as evolving
genetic implications.
PCPs can’t always keep up with these brand-new cuttingedge specialty treatments.
It can be difficult for many providers to identify the side
effects and reactions patients experience from
chemotherapy or radiation treatments.
15-minute appointment slots limit what a PCP can manage.
C han, R. & Nekhlyudov, L. (Septem ber 2021). O verview of cancer survivorship care for prim ary care and oncology providers.
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Cancer Treatment is Complicated
Cancer survivorship care requires knowledge of the
toxicities, risks and long-term effects of:
o

Chemotherapy

o

Immunotherapy and targeted therapy

o

Hormone therapy

o

Radiation

o

Surgery

20
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Cancer Treatment is Complicated
One physician said,
“Cancer treatment kind of happens
like in a black box…I feel a little
intimidated by it, to be honest with
you… I don’t feel like I know
enough about the long-term side
effects of the chemo toxic agents.”

C rabtree et al. (2020). C ancer survivorship care roles for prim ary care physicians. Annals of Fam ily M edicine
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Why do PCPs Struggle with Cancer
Survivorship Care?

Nekhlyudov, L., O ’M lally, D. & Hudson, S. (2017). Integrating prim ary care providers in the care of cancer in evidence and future opportunities. Lancet O ncology 18 (1) e30-e38
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What are New PCPs Taught About
Cancer Survivorship?
Harvard’s board review for internal medicine 2021:
o

One hour review (30 minutes on guidelines, 30 minutes on
psychosocial considerations.

o

Breast, Prostate, Colorectal, and Lung

o

Basic follow-up labs and imaging for screening recurrence

o

Brief mention of most common side effects from radiation,
chemotherapy and surgery. Not specific to cancer type

25

Survivorship Care Competencies

Shapiro, C .L., et al., ReC AP: ASC O C ore C urriculum for C ancer Survivorship Education. Journal of O ncology Practice, 2016: p. JO PR009449.

26

13

4/19/22

What is the Solution?
ASCO recognized the importance to provide survivorship care and
in 2004 established a Survivorship Task Force.
As detailed in the Institute of Medicine (IOM)’s 2005 landmark
report. “From Cancer Patient to Cancer Survivor: Lost in Transition, “
cancer survivors have unique health care needs for their well-being.
IOM described survivorship care as a specific approach to
monitoring and managing near, long term, and late effects of
cancer treatment and promoting health.
The IOM also identified the necessity of a cancer treatment
summary and follow-up care plan, or survivorship care plan (SCP).
The Asco Post, (June 24, 2019). Study finds prim ary care providers are engaged in cancer survivorship care but report barriers to optim al care delivery. HSP New s
Service, LLC .
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What is the Solution?
The IOM identified four main parts of survivorship care:
o

Preventing recurrent and new cancers, as well as late effects of
treatment

o

Watching for cancer spread and secondary cancers

o

Intervening to manage the consequences of cancer and its
treatment

o

Coordinating specialists and primary care

The Asco Post, (June 24, 2019). Study finds prim ary care providers are engaged in cancer survivorship care but report barriers to optim al care delivery. HSP New s
Service, LLC .
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What is the Solution?
In 2011 ASCO developed a committee on survivorship care:
o

Defined statements around survivorship care

o

Developed templates for SCPs

o

Developed guidelines around survivorship care

o

Outlined models of survivorship care

o

Developed a survivorship compendium to promote resources and
tools for building and implementing a survivorship program

Blaes, A., Adam son, P., Foxhall, L., & Bhatia, S. (2020). Survivorship C are Plans and the C om m ission on C ancer Standards: The increasing need for better strategies to
im prove the outcom e for survivors of cancer. JC O O ncology Practice 16 (8) 447-450
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Survivorship Care Plan
A patient specific record that summarizes and communicates
what happened during active caner treatment,
recommendations for follow-up care, surveillance testing,
referrals for support services, information on short term and
long-term care.
ASCO requires at a minimum the SCP must include ASCO’s
recommended elements describing the treatment summary
and a follow-up care plan.
C han, R. & Nekhlyudov, L. (Septem ber 2021). O verview of cancer survivorship care for prim ary care and oncology providers. Up to Date
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Survivorship Care Plan
In 2016 CoC created standard 3.3:
o

This standard required that all patients receive a SCP if they
received curative intent for cancer treatment.

o

Programs could lose accreditation if this requirement was not met.

o

All programs were supposed to gradually meet a goal of 100% SCP
delivery.

o

Organizations started focusing on providing the care plan instead
of delivering the information to the patient and PCP.

Blaes, A., Adam son, P., Foxhall, L., & Bhatia, S. (2020). Survivorship C are Plans and the C om m ission on C ancer Standards: The increasing need for better strategies to
im prove the outcom e for survivors of cancer. JC O O ncology Practice 16 (8) 447-450
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Survivorship Care Plan
Over-time, several barriers in implementing the SCP emerged
It became clear that the current implementation of the SCP
may not be achieving their intended goals.

Blaes, A., Adam son, P., Foxhall, L., & Bhatia, S. (2020). Survivorship C are Plans and the C om m ission on C ancer Standards: The increasing need for better strategies to
im prove the outcom e for survivors of cancer. JC O O ncology Practice 16 (8) 447-450
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Survivorship Care Plan
98% of PCPs stated they wanted a SCP
with follow-up care recommendations
from the patient’s oncologist.
Only 11% received one

ASC O (2019) Study finds prim ary care providers are engaged in cancer survivorship care but report barriers to optim al care de livery
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Survivorship Care Plan
In 2019 CoC changed standard 3.3 to standard 4.8.
Standard 4.8 no longer requires a SCP to meet accreditation.
Standard 4.8 can be met by:
o

Having a survivorship program and survivorship coordinator

o

Document a minimum of 3 services offered to cancer
survivors which can include the SCP, seminars, referrals for
nutritional, psychological and rehabilitation services

34
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Survivorship Care Plan
Without the survivorship care
plan PCPs are left guessing
what to do with cancer
survivors.
PCPs usually only have 15
minutes with their patients,
which is not enough time to
research the patient’s
treatment.

35
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What are PCPs Supposed to do?
SCP are time consuming and hard to track for reporting to
CoC, meaning most programs will give up on SCPs.
NCCN has guidelines for survivorship care, but accessing
guidelines requires an NCCN membership.
PCPs don’t have memberships to NCCN, and even if they
did, the guidelines are an overwhelming 291 pages.
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Comprehensive Patient Care
Management by the PCP
Cancer survivors have a higher rate of comorbidities compared
to the general population.
Cancer patients need regular scheduled follow-up
appointments focused on screening for recurrence and
secondary cancers, prevention and assessment of late effects.

C han, R. & Nekhlyudov, L. (Septem ber 2021). O verview of cancer survivorship care for prim ary care and oncology providers. Up to Date.
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Cancer Survivorship Care
o

Screening and treatment
for tobacco cessation

o

Nutrition support and
guidance

o

Screening and treatment
alcohol and drug
dependency

o

Sexual health

o

Depression screening

o

Anxiety screening

o

Physical functioning

C han, R. & Nekhlyudov, L. (Septem ber 2021). O verview of cancer survivorship care for prim ary care and oncology providers. Up to Date.
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Adolescent and Young Adults
o
o
o
o
o
o

Body image disturbances
Fertility
Financial toxicity
Peer relationships
Work and career
Sexuality

Leuteritz, K., Friedrich, M ., Now e, E., Sender, A., Stobel-Richter, Y., & G eue, K. (2017). Life situation and psychosocial care of adolescent and young adult (AYA) cancer
patients-study protocol of a 12-m onth prospective longitudinal study. BM C C ancer 17, 82. Retrieved from http://doi.org/10.1186/s12885-017-3077-z
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Financial Toxicities
Cancer survivors have significant economic burden, even years after
diagnosis.
As many as 2 in 3 patients experience some level of financial toxicity.
25% of cancer survivors reported using up all or moist of their savings
on treatment.
10% have problems paying their personal bills.
8% delay or avoid care due to cost of cancer treatment.
C han, R. & Nekhlyudov, L. (Septem ber 2021). O verview of cancer survivorship care for prim ary care and oncology providers. Up to Date.
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Financial Toxicities
Among those filling for bankruptcy, the highest out-of-pocket medical
expenses were associated with cancer compared to other
diagnoses.
One study suggests that cancer survivors < 65 years old were more
likely to forego medical care due to costs.
Another study found that 12% of cancer survivors reported being
denied health or life insurance coverage because of their cancer
diagnosis.
C han, R. & Nekhlyudov, L. (Septem ber 2021). O verview of cancer survivorship care for prim ary care and oncology providers. Up to Date.

42

21

4/19/22

43

Accessibility
When patients are told they are “cured”, and they do not need to
keep seeing their oncologist on a regular basis they can feel
psychological stress. They do not want to stop seeing the oncologist
who they trust and lose support from the care team.
Many do not have a primary care provider and have difficulty
establishing with a local PCP.
Even if they find a PCP, they may have to wait months to be seen.
Once established with a PCP, they do not know that providers comfort
level with managing a cancer survivors complex care

44
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How Can Oncology Providers Help
PCPs?
o

Complete a SCP and share it with the patient and PCP

o

Educate local PCPs about survivorship guidelines

o

Symposia and continuing education events for PCPs

o

Reach out to local PCP offices and establish collaborative
relationships

o

Establish the ability for PCPs to have eConsults with oncologists

Kang J., Park, E., & Lee, J. (2019). C ancer survivorship in prim ary care. Korean Journal of Fam ily M edicine, 40(6) 353-361
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o

Direct Primary Care Mebane subspecializes in
cancer survivorship

o

All patients are scheduled for 60-minute
appointments each visit

o

Cancer survivors are screened for late effects using
the NCCN Cancer Survivorship Guidelines

46
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o

All cancer survivors are screened for psychosocial distress
through use of the PHQ-9 and GAD

o

Direct Primary Care Mebane has relationships with
therapists specializing in cancer survivorship for patients
who are in psychosocial distress

o

Same day/next day appointments are available to help
keep patients out of the emergency department

47

Direct Primary Care Mebane Cancer Survivorship is
a non-profit 501(c)(3) which offers free primary
care memberships to cancer patients
experiencing financial toxicity

48
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Direct Primary Care Mebane is here to partner with you and
your patients
Patients and providers can schedule a meet and greet at
www.DirectPrimaryCareMebane.com
or call 919-568-0004
Helen Tackitt can be emailed at
DirectPrimaryCareMebane@gmail.com
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