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According to the American Cancer Society, ap-
proximately 1,658,370 new cancer cases will be 
diagnosed in 2015.1 As of January 2015, nearly 

14.5 million Americans were living with a history of can-
cer,1 and an estimated 18 million Americans will be liv-
ing with cancer by 2020.2

Despite these grim statistics, early diagnosis and ad-
vances in treatment have resulted in a substantial in-
crease in the survival of patients with cancer in the past 
4 decades. Data from the American Cancer Society re-
veal that the 5-year relative cancer survival rates have 

increased from 49% in 1975-1977 to 68% in 2003-2010 
(Figure 1),1 and with the advent of novel cancer drugs 
and technology, cancer survival rates are projected to 
continue to improve.2

The History of Cancer Survivorship
The term “cancer survivor” was originally used to de-

scribe family members who survived the loss of a loved 
one to cancer when cancer was considered incurable.3 
The definition of “survivor” was soon modified to include 
patients with cancer whose disease did not recur in the 
5 years after their diagnosis or treatment.3 In 1986, the 
National Coalition for Cancer Survivorship (NCCS) 
aimed to redefine cancer survivorship to capture the 
broad patient experience after cancer diagnosis and 
throughout the disease trajectory.4 As such, cancer survi-
vorship was defined as a unique phase that begins from 
the moment of diagnosis and lasts for the remainder of 
life; this definition is now widely adopted throughout the 
oncology community.4

Established in 1986, the NCCS sought to address the 
full spectrum of survivorship issues related to living with a 
cancer, including the psychologic, physiologic, psycho-
social, economic, and spiritual issues associated with a 
cancer diagnosis.5 Between 1986 and 2004, the NCCS 
vehemently lobbied for different organizations and institu-
tions to educate government agencies and policymakers 
about the need for quality cancer care across the survivor-
ship continuum (Figure 2).3-9 It was not until 2004, how-
ever, that the Centers for Disease Control and Prevention, 
in partnership with the Lance Armstrong Foundation, 

Survivorship Care: Planning for Action
Oncology nurses, advanced practitioners, and oncology nurse navigators gathered at the Navigators 
Exploring Xtra Tracks lunch session, “Survivorship Care: Planning for Action,” hosted by the 
Academy of Oncology Nurse & Patient Navigators West Coast Regional Meeting in Seattle, 
Washington, May 19-20, 2015. Supported by Takeda Oncology and presented by Deborah Cook, 
RN, BSN, OCN, the lunch session helped participants gain insight on the importance of survivor-
ship care for patients with cancer after undergoing active treatment. 

The program covered the following topics:

• Survivorship and its importance in the lives of patients living with cancer

• Basic requirements and additional elements for building a survivorship care plan

• Use of a survivorship care plan in various practice settings

• Long-term burdens of cancer and cancer treatment.

Figure 1 Cancer Survival Rates, 1975-2010

Source: American Cancer Society. Cancer Facts & Figures 2015. 
www.cancer.org/acs/groups/content/@editorial/documents/ 
document/acspc-044552.pdf.
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published A National Action Plan for Cancer Survivorship: 
Advancing Public Health Strategies to inform the general 
public, policymakers, survivors, providers, and other stake-
holders about cancer survivorship and public health.3 In 
2005, the Institute of Medicine (IOM) released From 
Cancer Patient to Cancer Survivor: Lost in Transition, anoth-
er instrumental report that underlined the importance of 
using survivorship care plans in healthcare settings.6 

The publication of these 2 documents helped cancer 
survivorship care gain momentum in the oncology com-
munity and among policymakers. In 2012, the American 
College of Surgeons Commission on Cancer (CoC) re-
leased their cancer program standards in an effort to en-
sure that patients with cancer receive the highest quality 
of care.7 The CoC required all cancer programs to imple-
ment survivorship care plans by 2015 to receive and 
maintain cancer program accreditation.7 

In 2013 and 2014, the National Comprehensive Cancer 
Network (NCCN) and the American Society of Clinical 
Oncology (ASCO), respectively, released their guidelines 
for survivorship care.8,9 Both organizations recognized the 
importance of survivorship care for effectively guiding 
patients with cancer through their cancer journeys.8,9 

The 4 Stages of Cancer Survivorship 
Cancer survivorship comprises 4 stages––acute, transi-

tional, extended survivorship, and permanent survivor-
ship (Table 1).6,10,11 The acute stage includes the time of 

diagnosis and active treatment. This stage is dominated 
by diagnostic and therapeutic efforts.6,10 Patients at this 
stage are overwhelmed by feelings of fear and anxiety, 
which may be more damaging to their health than the 
disease itself.10 Furthermore, patients are confronted with 
their mortality.10

The transitional stage is the period of change from 
active treatment to careful observation; patients have 
completed their active treatment and are no longer dom-
inated by medical visits.11 During this stage, it is common 
for patients to feel isolated, devastated, or depressed, be-
cause they have to gradually separate from their oncology 
healthcare professionals who have provided consistent 
care and guidance throughout their treatment period.11 
Unlike the acute stage, where patients were continuously 
monitored and treated, the transitional stage forces pa-
tients to lead more independent lives. Consequently, pa-

Figure 2 The History of Survivorship

ASCO indicates American Society of Clinical Oncology; CoC, Commission on Cancer; NCCN, National Comprehensive 
Cancer Network; NCCS, National Coalition for Cancer Survivorship. 
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tients may fear that their cancer will return if they are not 
being closely monitored by their oncology care provid-
ers.11 In addition, patients may contact their oncology 
specialists about health concerns that are typically han-
dled by primary care physicians, such as headaches or re-
quests for antihypertensive medications. 

The extended survivorship stage is characterized by a 
period of watchful waiting.6,10 Psychosocial problems are 
a common feature of this phase as individuals resume 
their daily lives after a considerable hiatus. In addition, 
fear of cancer recurrence is prevalent during an extended 
survivorship, and patients may be physically limited by 
the impact of their cancer and/or its treatment.6,10 
Furthermore, patients may continue to consult their on-
cology specialists about general health issues, because 
they worry that their primary care physician will not un-
derstand their cancer history. 

The permanent survivorship stage encompasses long-
term remission, with an increased likelihood of living 
cancer-free for long periods.6 During this stage, patients 
are faced with employment and insurance issues as they 
recommence their everyday routines. In addition, second-
ary effects and malignancies of cancer treatment become 
an added area of concern.6,10 

Survivorship Care 
Although the rising cancer survival rates are a testa-

ment to the significant strides researchers and health-
care professionals have made on the cancer treatment 
front, patients living with cancer often lack the neces-
sary tools and resources to effectively navigate the 
healthcare system, particularly after they have complet-
ed their cancer treatment.12 

After treatment, many cancer survivors experience phys-
ical, emotional, and practical concerns, but they do not al-
ways receive the help they need.12 Fitzhugh Mullan, MD, 
expressed this dilemma best when he said, “It is as if we have 
invented sophisticated techniques to save people from 
drowning, but once they have been pulled from the water, 
we leave them on the dock to cough and splutter on their 
own in the belief that we have done all that we can.”10 

The increased survival rates among patients with can-
cer have prompted healthcare professionals to recognize 
the healthcare needs of these individuals and offer man-
agement via survivorship care––the key to minimizing 
disease- and treatment-related effects on a patient’s qual-
ity of life.12 

Elements of Survivorship Care 
According to the IOM and the NCCN, the central 

components of survivorship care include (1) prevention 
of new and recurrent cancers and other late effects; (2) 
surveillance for cancer spread, recurrence, or second can-
cers; (3) assessment of late psychosocial and physical ef-
fects; (4) intervention for consequences of cancer and 
treatment; and (5) coordination of care between primary 
care providers and specialists to ensure that all of the 
survivor’s health needs are met.6,13 

One of the greatest challenges facing the cancer 
survivorship community is how best to design and 
deliver high-quality survivorship care.12 Because there 
is little agreement on what providers should include 
in their approach to survivorship care, building con-
sensus is important to effectively respond to the myri-
ad challenges cancer survivors face during the post-
treatment period.12 

In 2011, LIVESTRONG assembled the Essential Ele-
ments of Survivorship Care Meeting in an effort to delin-
eate the necessary elements of survivorship care that any 
survivorship program must provide to patients with can-
cer during the posttreatment period.12 The meeting in-

Table 1   Stages of Cancer Survivorship

Stage of survivorship Characteristics

Acute Dominated by diagnostic and therapeutic 
efforts; patients are overwhelmed by 
feelings of fear and anxiety and are 
confronted with their mortality

Transitional Change from active treatment to careful 
observation; patients may feel isolated 
and depressed; fear of cancer recurrence 
is common

Extended Period of watchful waiting; psychosocial 
problems are common and fear of cancer 
recurrence is prevalent; patients may 
turn to their oncology specialists for 
general health issues

Permanent Long-term remission; patients face 
employment and insurance issues; 
secondary effects and malignancies 
associated with previous cancer 
treatment may become apparent

Sources: Institute of Medicine. Hewitt M, et al, eds. From Cancer Patient 
to Cancer Survivor: Lost in Transition. Washington, DC: The National 
Academies Press; 2005; Mullan F. Seasons of survival: reflections of a 
physician with cancer. N Engl J Med. 1985;313:270-273; Dana-Farber 
Cancer Institute. Cancer’s ‘Seasons of Survivorship.’ www.dana-farber.
org/Newsroom/Publications/Cancer-s--Seasons-of-Survivorship-.aspx. 

The extended survivorship stage is 
characterized by a period of watchful 
waiting. The permanent survivorship stage 
encompasses long-term remission.



  7  January 2016

Survivorship Care: Planning for Action

cluded more than 150 community leaders, stakeholders, 
experts, cancer survivors, and cancer survivor advocates.12 
The meeting participants identified 20 essential elements 
of survivorship care, which were grouped into 3 tiers 
based on their ranking scores.12  

As shown in Table 2, tier 1 includes elements of care 
that all medical settings must provide; tier 2 comprises 
elements that all medical settings should provide; and 
tier 3 includes elements that all medical settings should 
strive to provide.12  

CoC Standards of Survivorship Care
The IOM’s report, From Cancer Patient to Cancer 

Survivor: Lost in Transition, laid the foundation for the 
CoC to delineate their standards for cancer program ac-
creditation.7 In their 2012 report, Cancer Program Standards 
2012: Ensuring Patient-Centered Care, the CoC defined 3 
criteria for continuum of survivorship care services, in-
cluding (1) patient navigation services, (2) psychosocial 
distress screening, and (3) survivorship care plans.7 

Patient navigation. Patient navigation services are of-
fered to patients, families, and caregivers to help over-
come healthcare system barriers and facilitate timely ac-
cess to quality medical and psychosocial care; patient 
navigation can start before a cancer diagnosis and contin-
ue through all phases of the disease trajectory.7 

Patients who have difficulty navigating the healthcare 
system are likely to experience lower quality patient– 
clinician communication and shared decision-making, 
2 factors that may contribute to underutilization of 
quality care, overuse of suboptimal care, and accrual of 
higher costs.14 

The CoC specifies that before launching the naviga-
tion process, the cancer committee should conduct a 
community needs assessment to identify the needs of the 
population, the potential to improve cancer health dis-
parities, and gaps in resources––the results of which will 
help lay the groundwork for program development, im-
plementation, and evaluation.7 

Psychosocial distress. Patients with cancer often expe-
rience a myriad of psychosocial issues throughout their 
disease course, including psychological, financial, social, 
and behavioral problems, all of which can have a pro-
found effect on patients’ health and on their treatment 
plan.7 In an effort to address the psychosocial issues ex-
perienced by patients with cancer, the CoC requires 
that cancer programs develop a process to incorporate 
distress screening into the standard of care and provide 
resources and/or referrals for psychosocial needs to pa-
tients with distress.7 

According to the CoC, distress screening should be 
performed at least once per patient during a pivotal med-
ical visit, such as at time of diagnosis, presurgical and 
postsurgical visits, and first visit to discuss chemotherapy.7 
The CoC does not specify the use of a particular distress 

Table 2   The Essential Elements of Cancer Survivorship Care 

Tier 1: All medical settings must 
provide direct access or referral to the 
following elements of care:

Tier 2: All medical settings should 
provide direct access or referral to the 
following elements of care:

Tier 3: All medical settings should 
strive to provide direct access or referral 
to the following elements of care:

•  Care coordination strategy addressing 
care coordination with primary care 
physicians and primary oncologists

•  Health promotion education
•  Screening for new cancers and 

surveillance for recurrence
•  Survivorship care plan, psychosocial 

care plan, and treatment summary
•  Symptom management and palliative 

care

•  Comprehensive medical assessment
•  Family and caregiver support
•  Information about survivorship and 

program offerings 
•  Late-effects education
•  Nutrition services, physical activity 

services, and weight management
•  Patient navigation
•  Psychosocial assessment
•  Psychosocial care
•  Rehabilitation for late effects 
•  Transition visit and cancer-specific 

transition visit

•  Continuing medical education 
•  Counseling for practical issues
•  Ongoing quality improvement 

activities
•  Referral to specialty care
•  Self-advocacy skill training

Source: Rechis R, et al. Wisconsin Comprehensive Cancer Control Program. The essential elements of survivorship care:  
a LIVESTRONG brief. December 2011. www.wicancer.org/uploads/pub_64120.pdf. 

One of the greatest challenges facing  
the cancer survivorship community is how 
best to design and deliver high-quality 
survivorship care.
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assessment tool (eg, patient questionnaire, clinician-ad-
ministered questionnaire) and leaves it up to the cancer 
program to choose; however, the CoC gives preference to 
standardized, validated distress assessment instruments 
with established clinical cutoffs.7 

Survivorship care plan. The third standard of survivor-
ship care includes developing and implementing a pro-
cess to disseminate a survivorship care plan to patients 
with cancer who are completing their cancer treatment.7 
The survivorship care plan should include a comprehen-
sive care summary and a follow-up plan, and should be 
administered to patients after they complete their treat-
ment.7 The CoC stipulates that the survivorship care 
plan be prepared by the principal provider who coordi-
nated the patient’s oncology treatment, incorporating 
input from the other care providers of the patient.7 

Survivorship Care Plans 
The concept of a survivorship care plan was first intro-

duced in the 2005 IOM report.6 By providing patients 
with a comprehensive care summary and a follow-up 
plan, survivorship care plans can help to preserve the 
continuity of care between primary care providers and 
oncologists.6,13 Given that primary care providers also 
care for cancer survivors, it is essential that patient infor-
mation is seamlessly transferred between oncologists and 
primary care providers.13 

In addition to improving the continuity of patient 
care, survivorship care plans can help clinicians identify 
psychosocial distress, detect cancer recurrence and sec-
ondary cancers in a timely manner, manage bothersome 
symptoms, avoid preventable conditions, and avert po-
tentially fatal late effects.6 

According to the IOM, the following components 
should be included in the comprehensive care summary 
of a survivorship care plan6: 
• Dates of treatment initiation and completion
• Diagnostic tests performed and their results
• Full contact information on treating institutions and 

key individual providers
• Identification of a key point of contact and coordina-

tor of continuing care

• Psychosocial, nutritional, and supportive services 
provided

• Surgery, chemotherapy, radiotherapy, transplant, hor-
monal therapy, or gene or other therapies provided, 
including agents used, treatment regimen, total dos-
age, identifying number and title of clinical trials (if 
any), indicators of treatment response, and toxicities 
experienced during treatment 

• Tumor characteristics.
In addition, the following components should be in-

cluded in the follow-up portion of a survivorship care plan6:
• Likely course of recovery from treatment toxicities, as 

well as the need for health maintenance or adjuvant 
therapy

• Recommended cancer screenings and other periodic 
examinations, the schedule on which they should be 
performed, and who should conduct them. 

Survivorship Care Models
Various models of survivorship care have been devel-

oped to help deliver high-quality care to cancer survivors 
during the posttreatment period.13 Each model has ad-
vantages and disadvantages, and no one model is best 
suited for all healthcare settings.13 For example, some 
survivorship care models focus on treating the disease and 
emphasize care for long-term and late effects of cancer 
treatment, whereas other models center on wellness and 
highlight the importance of psychological support.9 

The patient population and the level and type of re-
sources available in the practice setting should be the 2 
chief considerations when selecting a survivorship care 
model.9 The experiences of patients with cancer and their 
needs may vary throughout their disease trajectory, ranging 
from patients who have a few treatment-related long-term 
effects to patients with chronic conditions or significant 
treatment-related health issues.9 Many survivorship care 
models are used in oncology today, as discussed below. 

Multidisciplinary Care Model
The multidisciplinary care model is provided in a 

clinic outside of the oncology setting and was developed 
for patients with a complex diagnosis who require an 
extensive follow-up for long-term effects of treatment.9 
In this survivorship care model, clinicians help patients 
to improve their knowledge of long-term and late effects 
of cancer treatment, as well as provide psychological 
support to accompany medically focused oncology care.9 
This model, however, is available to a limited number of 
patients, and it can be difficult to coordinate all the spe-
cialists on the team.9 In addition, the multidisciplinary 
clinic may inadvertently discourage patients from rees-
tablishing care or from initiating care with primary care 
providers, which can potentially result in unmet primary 
care needs.9 

By providing patients with a comprehensive 
care summary and a follow-up plan, 
survivorship care plans can help to  
preserve the continuity of care between 
primary care providers and oncologists.
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Shared-Care Model
The shared-care model combines care delivered by the 

primary care physician, the oncologist, and other health-
care specialists with varying levels of involvement, de-
pending on the needs of the patient.9 The shared-care 
model is well-suited for patients with a limited risk for late 
effects, and the focus is on wellness rather than on the 
disease; however, this model is resource-intensive, requir-
ing time, expertise, and ongoing communication between 
the specialist and the primary care physician.9 

Consultative Clinic Model
In this model, the initial follow-up is provided in the 

oncology setting with an eventual transition to a primary 
care physician. Patients may be directed back to the 
cancer center for needed services by the primary care 
physician.9 The consultative clinic model requires few 
resources, allows for the continuity of oncology care, and 
helps to educate patients; however, this model calls for 
providers who can bill for their services, because not all 
types of providers may be reimbursed for this service.9 

Integrated Clinic Model
Care is provided in an oncology setting, and may be 

delivered by a physician or an advanced practice provid-
er.9 Overall, patient care is coordinated with the primary 
care physician and with other specialists. In this model, 
oncologists are readily available to patients, when need-
ed. Consequently, it may be difficult to transition patients 
to primary care, and patients may expect oncology pro-
viders to deliver primary care services.9 

Disease/Treatment-Specific Survivor Clinic Model
In this model, the type and intensity of follow-up care 

that patients receive is determined by their cancer treat-
ment.9 One of the advantages of this model is that provid-
ers have an expertise in one area; however, this model 
may concentrate resources away from other survivor 
groups, as well as unintentionally discourage patients 
from seeing primary care physicians.9 

General Survivorship Clinic Model
A physician or an advanced practice provider delivers 

care at a cancer center, a community hospital, or a private 
practice.9 The general survivorship clinic model is finan-
cially more efficient than the disease-specific model; 
however, similar to the multidisciplinary clinic model, a 
general survivorship clinic may discourage patients from 
visiting primary care providers.9 

Community Generalist Model 
Care is provided by the primary care physician, an 

advanced practice nurse, or an internist within the com-
munity.9 This model promotes patient independence and 

reintegrates the survivor into primary care, but the pro-
vider often has limited knowledge about the long-term 
and late effects of cancer and its treatment.9 

Oncology Specialist Care Model
Survivorship care is provided as a continuation in the 

oncology center setting.9 This survivorship model is par-
ticularly beneficial for patients, their families, and their 
caregivers who have developed a relationship with the 
treating oncologist. However, this model focuses on the 
disease rather than on patient wellness, and the patient’s 
primary care needs may be unmet.9 

Patient–Clinician Communication Essentials 
Regardless of the specific survivorship care model that 

is chosen, effective communication remains the corner-
stone of patient-centered care and can help providers 
identify patients with needs that are likely to affect their 
health or their care; support patients in managing their 
disease; refer patients to appropriate psychosocial services; 
coordinate psychosocial and biomedical healthcare; and 
follow-up on care delivery to monitor the effectiveness of 
services and to determine whether any changes are need-
ed.13,15 According to the National Cancer Institute, the 
key aspects of effective patient–clinician communication 
include (1) fostering healing relationships, (2) exchanging 
information, (3) responding to emotions, (4) managing 
uncertainty, (5) making decisions, and (6) enabling pa-
tient self-management.16

Because family members are often the primary caregiv-
ers for patients with cancer, effective communication 
between caregivers and clinicians is equally important, 
especially if the caregiver cares for an individual with 
limited communication skills, including language barriers 
or cognitive deficits.15 

Evidence indicates that effective clinician–patient 
communication is associated with favorable patient out-
comes.15 Multiple studies have shown that physicians 
who involve patients in their treatment decisions during 
office visits have better health outcomes than physicians 
who do not.15,17,18 

To set the stage for effective communication, clini-
cians must prepare themselves for optimal exchange, 

Regardless of the specific survivorship 
care model that is chosen, effective 
communication remains the cornerstone  
of patient-centered care and can help 
providers identify patients with needs that 
are likely to affect their health or their care.
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create an environment that enhances true connection, 
provide feedback and confirm understanding, and ask for 
feedback about their communication style.19 Establishing 
a connection with patients from the beginning allows 
patients to open up, be less frightened, and concentrate 
on the clinician-provided information.19 

Addressing Quality-of-Life Issues 
Maintaining quality of life for cancer survivors is an 

important component of survivorship care, especially for 
patients who experience long-term and late effects of can-
cer and cancer treatment.20 As it pertains to cancer care, 
“quality of life” is defined as a personal sense of well- 
being, encompassing physical, psychological, social, and 
spiritual domains; a disruption in one domain can impact 
other domains.20 

According to Ferrell and colleagues, quality-of-life 
issues in cancer survivorship comprise physical, psycho-
logical, social, and spiritual well-being (Table 3). 
Physical well-being involves the control or relief of 
symptoms and the maintenance of function and inde-
pendence. Psychological well-being is the attempt to 
maintain a sense of control in the face of a life-threaten-
ing illness that is characterized by emotional distress, 
altered life priorities, and fear of the unknown, as well as 
by positive life changes. Social well-being is the effort to 
deal with the impact of cancer on individuals, their roles, 
and relationships; and spiritual well-being is the ability to 
maintain hope and derive meaning from the cancer expe-
rience, which is characterized by religiosity, hope, uncer-
tainty, inner strength, and feelings of transcendence.20

Long-Term and Late Effects of Cancer Treatment
Although many patients can function normally after 

completing treatment, cancer and its treatment often result 
in long-term and late effects.21 Long-term effects emerge 
during or after treatment and persist for long durations, 
whereas late effects may become apparent only months or 
years after patients have completed their treatment.21 

The types of long-term and late effects that patients 
experience vary, depending on the type of treatment they 
received.22 For example, patients who have undergone 
surgery to remove their lymph nodes may experience 
lymphedema, and patients with Hodgkin lymphoma who 
had their spleen removed have an increased risk for con-
tracting serious infections compared with patients who 
did not undergo this surgery.22 

Heart and lung problems are frequently reported in 
patients who receive chemotherapy and radiation therapy 
to the chest, whereas learning, memory, and attention 
deficits are common in patients who receive chemothera-
py and high doses of radiation therapy to the head.22 In 
addition, dental, oral health, and vision problems may be 
attributed to chemotherapy, high-dose radiation therapy, 
and steroid medications.22 Other common long-term and/
or late effects of cancer treatment include fatigue, sexual 
dysfunction, and pain.23-25 

Fatigue
Cancer-related fatigue is the most common side effect 

of cancer and cancer treatment, with 40% to 100% of 
patients reporting fatigue.23 Cancer-related fatigue can be 
attributed to various causes, including the cancer itself 

Table 3   Quality-of-Life Domains in Survivorship Care 

Physical well-being Psychological well-being Social well-being Spiritual well-being

Control or relief of symptoms
Fertility 
Functional activities
Overall physical health  
Pain
Sleep and rest 
Strength and fatigue

Anxiety 
Cognition and attention
Control 
Depression 
Distress of diagnosis and 
  control of treatment
Enjoyment and leisure
Fear of recurrence

Affection and sexual function
Appearance 
Enjoyment
Family distress
Finances
Independence
Isolation
Roles and relationships
Work

Hope
Inner strength
Meaning of illness
Religiosity
Transcendence
Uncertainty

Source: Ferrell BR, Hassey Dow K. Quality of life among long-term cancer survivors. Oncology (Williston Park). 1997;11:565-568, 571; 
discussion 572, 575-576.

Although many patients can function 
normally after completing treatment,  
cancer and its treatment often result  
in long-term and late effects.

Cancer-related fatigue is the most 
common side effect of cancer and 
cancer treatment, with 40% to  
100% of patients reporting fatigue.
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and cancer treatment.23 Many patients with cancer say 
that fatigue is the most distressing side effect of cancer 
and its treatment, and has a significant impact on their 
quality of life (eg, mood, employment, daily routine, self-
care, recreation, and relationships).23 Yet physicians and 
nurses rarely focus on fatigue, and patients and caregivers 
rarely report it, possibly because they may have difficulty 
broaching the topic.23 

Nevertheless, because fatigue cannot be diagnosed 
with standard diagnostic tools, it is crucial that patients 
and physicians have an open dialogue about cancer-relat-
ed fatigue.23 Patients are encouraged to describe their fa-
tigue level using descriptive or numerical scales (ie, 
“none” to “severe,” or “0” to “10”), and clinicians are en-
couraged to ask interrogative-led questions.23 

Managing cancer-related fatigue depends on the type 
and length of treatment, how likely the treatment is to 
cause fatigue, and the patient’s response to treatment.23 
To ameliorate cancer-related fatigue, the American 
Cancer Society advises that patients with cancer main-
tain a healthy sleep routine, stay active, save energy, get 
help and support, and eat well.23 

Sexual Dysfunction
Sexual dysfunction issues are among the most common 

and distressing side effects of cancer treatment.24 The high-
est rates of sexual dysfunction have been reported in pa-
tients whose pelvic nerves, blood vessels, and organ struc-
tures have been damaged by cancer treatments; however, 
even treatments for lung cancer, hematologic cancers, and 
head and neck tumors can result in sexual dysfunction.24 

Female sexual issues comprise a lack of sexual desire 
and arousal, lack of orgasm, and pain, whereas male sex-
ual dysfunction issues manifest as loss of desire for sex and 
erectile dysfunction.13,24 Clinicians should assess and 
evaluate male and female cancer survivors for sexual 
function at regular intervals by asking them about their 
sexual function before cancer treatment, their present 
sexual activity, and impact of the cancer treatment on 
their sexual function and intimacy.13 

The NCCN guidelines recommend that healthcare 

professionals who treat female sexual issues adopt a multidi-
mensional treatment approach that addresses the underly-
ing issues, such as physiologic, disease-induced, medica-
tion-induced, psychological, and interpersonal.13 The 
treatment of erectile dysfunction includes modification of 
risk factors, such as smoking cessation, weight loss, in-
creased physical activity, and avoidance of excessive alco-
hol consumption.13 Addressing psychosocial problems can 
also help to improve the symptoms of erectile dysfunction.13 

Lack of patient–clinician communication regarding 
sexual dysfunction remains a major unmet need in survi-
vorship care.24 Although the majority of patients prefer 
that healthcare providers initiate discussions about sexual 
dysfunction, as well as educate them about sexual issues 
relating to cancer treatment, they rarely receive that infor-
mation.26 Some healthcare providers say the barriers to ef-
fective communication about sexual dysfunction include 
limited time, sex not being perceived as a concern of pa-
tients, and a lack of expertise in discussing sexual issues.26 

Cancer Pain
Cancer pain is a consequence of cancer and its treat-

ment; approximately 1 in 3 patients undergoing cancer 
treatment experiences cancer pain.25 

Patients may report pain as a result of destroyed tissue 
near the tumor.25 In addition, cancer pain can come from 
other areas where the cancer has metastasized; as a tumor 
grows, it may put pressure on nerves, bones, or organs, 
causing pain.25 Furthermore, cancer treatments, such as 
chemotherapy, radiation, and surgery, can result in burn-
ing sensations or painful scars and are often accompanied 
by unpleasant side effects, including mouth sores, diar-
rhea, and nerve damage.25 

Although cancer-related pain has a significant impact 
on patients’ quality of life, it is undertreated, possibly be-
cause patients and clinicians do not initiate discussions 
about pain often enough.25 Some clinicians are not suffi-
ciently knowledgeable about pain management, whereas 
others are concerned that prescribed pain medications 
will be abused.25 

Patients with cancer pain may be reluctant to discuss 
pain for fear of being perceived as complainers. In addi-
tion, anxiety over becoming addicted to pain medica-
tions, such as opioids, and side effects related to pain 

Sexual dysfunction issues are among the 
most common and distressing side effects  
of cancer treatment. The highest rates of 
sexual dysfunction have been reported 
in patients whose pelvic nerves, blood 
vessels, and organ structures have been 
damaged by cancer treatments.

Patients with cancer pain may be reluctant 
to discuss pain for fear of being perceived 
as complainers. In addition, anxiety over 
becoming addicted to pain medications  
may also deter patients from discussing this.
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medication, may also deter patients from discussing pain 
with their clinicians.25 

The NCCN guidelines recommend that clinicians 
screen all survivors for pain at regular intervals, using 
numeric rating scales to assess the intensity of pain, as 
well as patients’ own descriptions of pain.13 According 
to the NCCN, the management of pain requires a mul-
tidisciplinary approach, including pharmacologic treat-
ments (eg, opioids, adjuvant analgesics, muscle relax-
ants), psychosocial and behavioral interventions, 
physical therapy and exercise, and interventional proce-
dures (eg, transcutaneous electrical nerve stimulation, 
dorsal column stimulation).13 

Cognitive Issues
Defined as difficulty processing information, cognitive 

issues are common during and after cancer treatment.27 In 
fact, up to 75% of patients with cancer report cognitive 
problems during treatment, and as many as 35% of pa-
tients continue to experience cognitive issues for months 
after treatment has ended.27 

Symptoms of cognitive dysfunction are manifested in 
various ways. For example, some patients may have trou-
ble concentrating, performing multiple tasks, or difficulty 
remembering things.27 Other patients may experience 
difficulty with spatial orientation, issues with comprehen-
sion or understanding, or behavioral and emotional 
changes (eg, irrational behavior, mood swings).27 Patients 
with cancer are advised to discuss these symptoms with 
their healthcare providers, including any new symptoms 
or a change in symptoms.27 

Although chemotherapy and radiation are often cited 
as the major causes of cognitive issues in patients with 
cancer, other factors can also contribute to cognitive is-
sues, including brain surgery; hormone therapy, immuno-
therapy, and other medications; infections; and a defi-
ciency of vitamins and minerals.27 

Whereas cognitive issues associated with the use of 
certain medications or with reversible conditions (eg, 
anemia, electrolyte imbalance) are transient, cognitive 
issues related to chemotherapy and radiation are not like-
ly to resolve.27 Therefore, the appropriate management of 
these cognitive issues is necessary and should include 
pharmacologic interventions (eg, stimulants, cogni-
tion-enhancing drugs, antidepressants, and opiates), oc-
cupational therapy and vocational rehabilitation, and 
cognitive training.27 In addition, patients are encouraged 
to adopt various strategies to help cope with cognitive 
problems, such as keeping a checklist of daily reminders, 
completing a task at a time, and exercising to improve 
mental sharpness.27 

Financial Implications of Cancer Treatment
The rising cost of cancer care is taking a considerable 

toll on patients’ finances and can affect patients’ well- 
being. According to Bernard and colleagues, approximate-
ly 13% of patients with cancer spend more than 20% of 
their income on healthcare and on insurance premiums.28 

Cancer care is one of the fastest growing components 
of the US healthcare costs, estimated to reach nearly 
$158 billion by 2020––a 39% increase in cost from 2010.2 
ASCO attributes the rising cost of cancer care to the 
overall aging of the population; the introduction of costly 
new drugs and innovative surgery and radiation tech-
niques; and the adoption of more expensive diagnostic 
tests.29 Although emerging technology continues to revo-
lutionize cancer care, there are cases when the use of ex-
pensive novel agents, the latest treatment techniques, 
and diagnostic tests do not yield sufficient evidence to 
warrant their use, resulting in increased costs without 
improved patient outcomes.30 

Whereas years ago patients with health insurance 
were, for the most part, protected from the exorbitant 
costs of cancer treatment, the recent focus on cost-shar-
ing via high deductibles and larger copayments has forced 

Figure 3 Financial Burden Resulting from Cancer-Related  
Out-of-Pocket Expenses

Source: Zafar SY, et al. The financial toxicity of cancer treatment: 
a pilot study assessing out-of-pocket expenses and the insured can-
cer patient’s experience. Oncologist. 2013;18:381-390.
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The appropriate management of these 
cognitive issues is necessary and should 
include pharmacologic interventions  
(eg, stimulants, cognition-enhancing drugs, 
antidepressants, and opiates), occupational 
therapy and vocational rehabilitation,  
and cognitive training.
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patients and their families to confront cancer treatment 
costs head-on, with some patients potentially compromis-
ing their health for the sake of saving money.29,31 

A 2013 survey by Zafar and colleagues revealed that 
the increased out-of-pocket cost burden for cancer care 
has a considerable impact on patients’ well-being and on 
their quality of care.31 For example, of the 254 patients 
surveyed, 46% reported spending less on food and cloth-
ing, 24% did not fill their prescription, 9% did not under-
go a recommended test, 7% avoided a recommended 
procedure, and 4% skipped clinic or chemotherapy ap-
pointments––all of which were attributed to cancer-relat-
ed out-of-pocket expenses.31 

This study further revealed that 46% of patients used 
all or a portion of their savings, and 35% of patients bor-
rowed money or used credit cards to pay for cancer care.31 
Overall, 42% of patients surveyed reported a significant 
or catastrophic financial burden resulting from cancer- 
related out-of-pocket costs.31 

Sources of Financial Assistance for Cancer Care 
Many financial assistance programs exist to help pa-

tients offset their significant cancer-related costs, includ-
ing health insurance, government programs, public and 
nonprofit hospitals, copayment relief programs, patient 
assistance programs, voluntary organizations, fundraising, 
and personal financial planning.32 

Health insurance. Health insurance should help to cover 
various cancer-related costs.32 In many cases, the insur-
ance company can assign a case manager to help patients 
with cancer answer any questions they may have. Patients 
have the right to appeal if their insurance company de-
nies coverage for any aspect of their cancer care.32 

Government programs. The federal government offers 
several programs that provide assistance with medical 
and living expenses, including Medicare, Medicaid, 
and Social Security.32 These programs are designed for 
individuals who are disabled or elderly, or those who 
have low incomes. Many state governments also have 
programs to assist qualified state residents with medical 
and living expenses.32 

Public and nonprofit hospitals. Hospitals that are run by 
state or local government, as well as certain nonprofit hos-
pitals, provide care to anyone who may need it, regardless 
of their ability to pay.32 Social workers or local health de-
partments may help patients locate charity care or indigent 
care programs that are available in patients’ communities.32 

Copayment relief programs. Many voluntary organiza-
tions offer financial assistance to patients with cancer 
who cannot afford their insurance premiums, copay-

ments, deductibles, and other out-of-pocket costs.32 
Each organization offers different kinds of assistance 
and has its own eligibility rules; for example, some pro-
grams may be available only to people with specific 
types of cancer. Funds are limited, and the amount of 
funding available can change.32 

Patient assistance programs. Many pharmaceutical 
companies offer patient assistance programs to help pa-
tients with insurance reimbursement, referrals to copay-
ment relief programs, and applications for assistance.32 In 
addition, these companies may offer medications at little 
or no cost to patients who do not qualify for other help.32 

Voluntary organizations. Voluntary organizations may of-
fer assistance with practical needs, such as help with child 
care and transportation. Each organization offers different 
kinds of assistance and may have its own eligibility rules.32 

Fundraising. Fundraising is a widely used approach to 
help patients pay for cancer care.32 Before raising funds, 
however, patients should ensure that fundraising will not 
disqualify them from receiving other financial benefits, 
such as Medicaid or Social Security.32 Patients should 
consider working with an organization that has experi-
ence raising funds for medical treatment. In addition, 
patients should follow Internal Revenue Service guide-
lines for using tax-exempt donations.32 

Personal financial planning. Seeking advice from an ac-
countant or a financial advisor may help patients save 
money on their income taxes.32 For example, some patients 
may qualify for tax credits that will reduce their taxes; if 
patients have many out-of-pocket medical expenses, they 
may be able to reduce their taxes by deducting those ex-
penses from their income.32 In addition, financial planners 
may help patients manage their finances and plan their 
financial future. Organizations such as the American 
Association of Retired Persons or investment management 
companies offer free or low-cost financial planning talks.32 

Of the 254 patients surveyed, 46% reported 
spending less on food and clothing,  
24% did not fill their prescription, 9% 
did not undergo a recommended test, 
7% avoided a recommended procedure, 
and 4% skipped clinic or chemotherapy 
appointments––all of which were attributed 
to cancer-related out-of-pocket expenses.
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Conclusion 
With an increasing number of patients living longer 

after their cancer diagnosis, the need for survivorship 
planning has become apparent. Equipping patients with 
survivorship care plans, discussing long-term and late ef-
fects of cancer treatment, and navigating patients through 
the healthcare system can empower them to take control 
of their cancer journey.

When discussing survivorship care with your patient, 
it is important to consider several points. First, patients 
are living longer after their cancer diagnosis and are in 
need of survivorship care to help maintain their quality of 
life; therefore, every patient with cancer should receive a 
plan that is customized to his or her individual needs. In 
addition, all healthcare team members caring for patients 
with cancer should be actively involved in maintaining 
open lines of communication internally and externally. 

Furthermore, patients should be informed about the 
various financial programs that help to offset the rising cost 
of cancer care. Finally, potential long-term burdens and 
late effects of cancer treatment should be addressed at diag-
nosis and throughout the care continuum and survivorship.
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