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Nurses must take the lead in planning care for Survivors.
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By Pamela J. Haylock, MA, RN, Sandra A. Mitchell, MScN, RN, CRNP, AOCN, Tricia Cox, MS, RN, APN, AOCN,

Susan Vogt Temple, MSN, RN, AOCN, and Carol P. Curtiss, MSN, RN-BC

can use in individualizing care for cancer survivors.

Overview: Late effects or longterm sequelae of cancer and ifs
treatment, or both, occur in nearly 75% of all survivors of can-
cer. What can nurses do to help survivors live well2 And
where do nurses fit into a multidisciplinary approach to can-
cer survivorship? The authors consider these questions and
offer A Prescription for Living, which clinicians and patients

The nursing profession has a long
history of seeing cancer treatment in
the context of each patient’s values,
strengths and limitations, and
resources. And the IOM report sug-
gests that “oncology nurses could
play a key role” in developing and
reviewing a survivorship care plan.’
But how might this be achieved?

In July 2005 a symposium was
convened in Philadelphia to describe
the challenges of surviving adult can-

ancer survivors number more than 10

million in the United States,! a direct

result of advances in diagnosis and treat-

ment.? But these successes have come at a

cost: most people who survive cancer live
long enough to develop significant sequelae. The def-
inition of cancer survivor used here originated with
the founding charter of the National Coalition for
Cancer Survivorship (NCCS) in 1986: “From the
moment of diagnosis and for the balance of life, an
individual diagnosed with cancer is a survivor.”
When someone has cancer, family members, friends,
and caregivers are also affected and are sometimes
considered survivors as well.>*

In 2005 the Institute of Medicine (IOM) released
From Cancer Patient to Cancer Survivor: Lost in
Transition.* Of the report’s 10 recommendations,
the one that has gotten the most attention from pro-
fessional organizations and grassroots advocacy
and survivor groups is the call for the creation of a
survivorship care plan for any patient who com-
pletes initial treatment. We believe this is so not
because it’s the most innovative recommendation,
but rather because it’s the one most likely to be
implemented and because it could fill a need that
cancer survivors have long identified.*”

cers and to identify the gaps in nurs-
ing approaches to these challenges. The State of the
Science on Nursing Approaches to Managing Late
and Long-Term Sequelae of Cancer and Cancer
Treatment included clinicians, researchers, educa-
tors, administrators, representatives from the phar-
maceutical industry, and cancer survivors. AJN
published the proceedings as a supplement in March
2006 (www.nursingcenter.com/ajncancersurvivors).
At a second symposium of “nursing stakeholders,”
Coming Together to Improve Care: Nursing
Responds to the IOM Report on Cancer Survivorship,
in November 2006, three major goals for nursing’s
response to the needs of cancer survivors were estab-
lished:

® Build the capacity to educate nurses, caregivers,
patients, and the public on survivorship issues
through venues that include undergraduate and
graduate nursing curricula and continuing pro-
fessional education.

e In conjunction with patients and their families,
develop an interdisciplinary, evidence-based well-
ness plan (A Prescription for Living) as part of a
cancer survival care plan.

® Develop a multinational research agenda related
to cancer survivorship, and incorporate the find-
ings into policy and practice.

Pamela |. Haylock is a cancer care consultant and doctoral student at the University of Texas Medical Branch, Galveston, and a
past president of the Oncology Nursing Society. Sandra A. Mitchell is an oncology NP at the National Cancer Institute and a
predoctoral fellow at the National Institutes of Health, Bethesda, MD. Tricia Cox is director of oncology services at John
Randolph Medical Center in Hopewell, VA. Susan Vogt Temple is a senior executive clinical educator at GlaxoSmithKline
Oncology in Seale, AL. Carol P. Curtiss is a clinical nurse specialist, Curtiss Consulting in Greenfield, MA, and a past president
of the Oncology Nursing Society. The authors acknowledge Nancy Houlihan, MA, RN, AOCN, for her assistance in developing
the template. Contact author: Pamela ]. Haylock, pjhaylock@indian-creek.net.

Haylock has been a paid consultant to the Lance Armstrong Foundation, mentioned in this article, and has received hono-
raria for her work with the National Coalition for Cancer Survivorship, also mentioned in this article. Haylock and Curtiss
were paid honoraria by AJN for their work as project leaders at an invitational symposium held in Philadelphia in July 2005
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and Wilkins. No claim is made to U.S. government material.

ajn@wolterskluwer.com

AJN ¥ April 2007 ¥ Vol. 107, No. 4



60

The degree to which these strategies succeed will
depend on whether care planning for survivors
becomes routine in cancer care, regardless of disci-
pline or setting. Although research must substanti-
ate the effectiveness of interventions, it’s not
necessary to wait for that evidence before acting to
meet survivors’ needs. Much useful information is
already available. Evidence can be pursued and con-
sensus guidelines can be developed while survivors’
needs are being addressed.

Survivors continue to ask when
there will be a consistent approach

to survivorship care.

SEQUELAE OF CANCER AND ITS TREATMENT

At present no effective cancer treatment is without
adverse effects. Many of these effects are temporary,
but others result in chronic health problems that
range from mildly annoying to life threatening.®
Late effects of cancer and cancer treatment include
unrecognized toxicities that are absent or subclini-
cal at the end of therapy but manifest later, failure
of compensatory mechanisms, and premature aging
of organs. They can develop in otherwise healthy
survivors months or years after treatment ends.
Long-term sequelae (also known as persistent
effects), the adverse effects or complications of
treatment, begin during treatment and continue
afterward. Late effects, long-term sequelae of cancer
and its treatment, or both occur in nearly 75% of
survivors.® But little evidence is available to support
care planning for long-term survival. '’

Surgical intervention often results in cosmetic
changes and functional impairments. Radiation
treatment damages to varying degrees, depending
on the dose delivered, any healthy tissues and
organs within its field. For example, diminished
salivary gland function, consequent nutritional
problems and dental decay, and premature vascular
disease can result from irradiation of the head and
neck; cardiac and pulmonary damage often occurs
after radiation therapy for lymphoma or breast or
lung cancer. Cytotoxic drugs are associated with sig-
nificant risks. Alkylating agents, such as the plat-
inum-based compounds, are neurotoxic and
nephrotoxic. Antimetabolites such as capecitabine
(Xeloda), cytarabine (also known as Ara-C;
Cytosar-U, DepoCyt), methotrexate (Rheumatrex,
Trexall), fluorouracil (also known as 35-FU;
Adrucil), and gemcitabine (Gemzar) cause short-
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term diarrhea, mucositis, and skin changes as well
as persistent gastrointestinal effects. Antitumor
antibiotics such as doxorubicin (Adriamycin and
others) are myelosuppressive and associated with
cardiac and pulmonary toxicity. Hormonal manip-
ulation is associated with osteoporosis, early
menopause, stroke and other clotting abnormalities,
and altered sexual function and fertility.

The advent of chemotherapy in the mid-20th
century has wrought continuous change in cancer
treatment; toxicity profiles are difficult if not impos-
sible to determine. Although the new molecularly
targeted therapies such as imatinib mesylate
(Gleevec) have shown promise for treating cancer
with fewer adverse effects on healthy tissues and
organs, the long-term effects are unknown. When a
patient with a history of cancer—no matter how
long ago—has unexplained symptoms, clinicians
should consider the possibility of late effects or
long-term sequelae of treatment.

AN AGENDA FOR SURVIVORSHIP

Two decades of advocacy work by the NCCS, the
contributions of the Office of Cancer Survivorship
(OCS; founded in 1996) of the National Cancer
Institute (NCI), and the energy and resources of the
Lance Armstrong Foundation (founded in 1997)
have provided much of the impetus toward
acknowledging and addressing the many unmet
needs of cancer survivors.” """ But not nearly
enough is being done, according to survivors, advo-
cacy groups, and reports from the President’s
Cancer Panel, the IOM, the U.S. Centers for Disease
Control and Prevention (CDC), and the Lance
Armstrong Foundation.* 1%

Nurses and nursing organizations have focused
attention on aspects of survivorship that include
pain,' " sexuality and hormonal and reproductive
sequelae,'™? fatigue,?"* cognitive function,” > famil-
ial disruption,? and quality of life.”” But no nurs-
ing organization has made survivorship a focus of
strategy development, invested significant resources
in it, created and delivered products and services
specifically for survivors, or substantially partici-
pated in cooperative survivorship advocacy efforts.

That said, several health care organizations and
professionals have put forward worthy initiatives.

Initiatives. The American Society of Clinical
Oncology (ASCO) established a Survivorship
Advocacy Group that works to ensure that all
ASCO programs consider survivorship issues and
that survivorship guidelines are produced, among
other things. ASCO’s Recommendations on Fertility
Preservation in Cancer Patients is free online
(www.jco.org/cgi/content/full/24/18/2917), and
guidelines on cardiac and pulmonary late effects
and hormone deficiency and sexual dysfunction are

http://www.nursingcenter.com



A Case Study

Honk Lowry, 72, was diagnosed with prostate cancer
seven years ago. (This case is a composite based on
our experience.) His initial freatment was antiandrogen
therapy with flutamide (Eulexin) and an eightweek course
of external beam radiation to the prostate. After radiation
therapy was completed, Mr. Lowry continued taking flu-
tamide for two years. After five years without cancer recur-
rence, he was discharged to his primary care physician
for routine care, including annual prostate-specific antigen
(PSA) testing and digital rectal examination. Mr. Lowry
sometimes delayed his annual visits and tended to sched-
ule appointments only when he had a new problem. His
wife initially accompanied him to visits, but when she
asked the physician about her husband’s occasional uri-
nary incontinence, Mr. Lowry felt embarrassed and
annoyed. Thereafter, he went fo visits alone.

Six weeks ago, Mr. Lowry sought care from his primary
care physician for back pain he described as “tenderness”
and a “deep ache” that hadn’t responded to overthe-
counter (OTC) analgesics or heat. He said he had carried
firewood into his house several times in the preceding few
days. The physical examination was unremarkable except
for generalized tenderness in the lower back, with little
resfriction in the range of motion. The physician advised
Mr. Lowry fo continue with OTC analgesics and to try mild
strefching. The physician also ordered a PSA test; the
result was within the normal range. When Mr. Lowry’s
symptoms did not resolve within the week, he was referred
to an orthopedist who concurred that the back pain proba-
bly stemmed from muscle strain and recommended physi-
cal therapy.

Both Lowrys were afraid that these symptoms signaled
a recurrence of prostate cancer, but neither mentioned

their worry fo the primary care physician or the orthope-
dist. When Mr. Lowry’s pain hadn't resolved after four
weeks of physical therapy, the orthopedist ordered an X-
ray, which showed a compression fracture. A bone min-
eral density test indicated osteoporosis, a risk for men
who are or have been on antiandrogen therapy. Mr.
Lowry underwent successful vertebroplasty. His rehabilita-
tion plan included nutritional counseling, exercise plan-
ning with a physical therapist, and bisphosphonate
therapy. The Lowrys were greatly relieved that the cancer
had not refurned.

Could Mr. Lowry's back pain, and the Lowrys’ emo-
tional turmoil, have been prevented or at least minimized
with more timely diagnosis and intervention2 Mr. Lowry’s
history of prostate cancer and antiandrogen therapy puts
him at high risk for osteoporosis, as well as for recurrent
or metastatic cancer. Upon his discharge from oncology
care, a written plan of care for follow-up and health pro-
motion might have helped the Lowrys and the physician
anticipate osteoporosis and other late or longterm sequel-
ae, and perhaps to prevent their occurrence. The psy-
chosocial effects of radiation and antiandrogen therapy
on urinary and sexual function, as well as their potential
impact on the couple’s relationship, could have been
addressed. Defermining whether Mr. Lowry'’s health insur-
ance would cover screening and office visits might have
mitigated his anxiety. And having information about can-
cer and cancer treatment-related sequelae throughout
treatment and during routine follow-up examinations
might have helped Mr. Lowry to be more proactive in his
care. Such guidance, which nurses can provide in many
seftings, is a crucial component of what we're calling A
Prescription for Living.

pending. The Journal of Clinical Oncology, an offi-
cial ASCO publication, devoted its entire November
10, 2006, issue to cancer survivorship. ASCO has
thrown its support behind legislation drafted with
the help of the NCCS designed to improve the lives
of cancer survivors: the Comprehensive Cancer Care
Improvement Act (HR 54635), which was introduced
in the House in 2006 by representatives Lois Capps
(D-CA) and Tom Davis (R-VA) and is expected to be
reintroduced in 2007.% ASCO’s People Living with
Cancer (www.plwc.org) Web site offers information
to individuals, families, and caregivers. ASCO joins
32 other patient organizations, professional soci-
eties, and research organizations on the Cancer
Leadership Council, a national forum for discussion
and advocacy relating to health policy issues from
the perspective of cancer patients and survivors.

ajn@wolterskluwer.com

The American Cancer Society (ACS) supports the
Web-based Cancer Survivors Network (www.
acscsn.org) and recently published “Nutrition and
Physical Activity During and After Cancer Treatment:
An American Cancer Society Guide for Informed
Choices” in CA: A Cancer Journal for Clinicians, with
consumer materials set to follow shortly.”

The nonprofit Lance Armstrong Foundation sup-
ports education, advocacy, public health programs,
and research directed largely toward cancer sur-
vivorship. Its Web site, www.livestrong.org, attracts
200,000 visitors monthly. The foundation has con-
tributed nearly $10 million to cancer survivorship
and testicular cancer research® and partnered with
the CDC to help address cancer survivorship
issues.” In 2006 the foundation established the
Livestrong Survivorship Center of Excellence
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Table 1. Essential Components
of Survivorship Care

1. Prevention of recurrent and new cancers, and
of other late effects;

2. Surveillance for cancer spread, recurrence, or
second cancers; assessment of medical and
psychosocial late effects;

3. Intervention for consequences of cancer and
its treatment, for example: medical problems
such as lymphedema and sexual dysfunction;
symptoms, including pain and fatigue; psy-
chological distress experienced by cancer
survivors and their caregivers; and concerns
related to employment, insurance, and dis-
ability; and

4. Coordination between specialists and primary
care providers to ensure that all of the sur-
vivor’s health needs are met.

Hewitt M, et al., editors. From cancer patient to cancer survivor: lost
in transition. Washington, DC: National Academies Press; 2006.

p. 3. Reprinted with permission from the National Academies Press,
© 2006, National Academy of Sciences.

Network, a program that supports research and
clinical services for cancer survivors at comprehen-
sive cancer centers and affiliated community out-
reach programs.”

The IOM’s report. Building on the President’s
Cancer Panel’s 2003-2004 annual report, Living
Beyond Cancer, and on the joint CDC-Lance
Armstrong Foundation report, A National Action
Plan for Cancer Survivorship, the IOM published a
report on the results of a major study of cancer sur-
vivorship, From Cancer Patient to Cancer Survivor:
Lost in Transition, in 2006.° Focusing on survivors
of adult cancers after completion of initial treat-
ment, the report seeks to raise awareness of the
sequelae of cancer and its treatment, define high-
quality health care for survivors and ways to
achieve it, and improve the quality of cancer sur-
vivors’ lives. It makes 10 recommendations®:

® Raise awareness of cancer survivorship.

® Provide a care plan for survivors.

® Develop clinical practice guidelines for caring for
Survivors.

® Define high-quality health care for cancer sur-
vivors.

¢ Overcome health care system challenges.

¢ Address survivorship as a public health concern.

e Improve the education and training of health care
professionals to equip them to care for survivors.

¢ Address survivors’ employment concerns.

e Improve access to adequate and affordable
health insurance.

® Invest in research.

AJN v April 2007 ¥ Vol. 107, No. 4

There has been little response to this report,
except for the recommendation that survivor care
planning become routine.’ As a follow-up to this
report, the IOM and the NCCS, in partnership with
the Lance Armstrong Foundation and the NCI,
hosted a 2006 workshop, Implementing Cancer
Survivorship Care Planning, to address several ques-
tions. Whose responsibility is it to create survivor
care plans? What expertise is necessary for this
task? How much time is needed to perform it? And
what is to be done about the fact that third-party
payors, including Medicare, neither recognize the
need for nor reimburse clinicians who provide this
service? Also, could any one document developed in
care planning sessions enhance communication
among clinicians and serve as an information
resource and guide for survivors? During this dis-
cussion, survivors—many of whom are also clini-
cians—voiced the need for written information
focused on wellness to help them through the “after
treatment” phase.

Survivors continue to ask when there will be a
consistent approach to survivorship care. No one
disputes that the period of watchful waiting that
commences after initial cancer treatment—observing
for signs of recurrence, for the development of late
effects of therapy or the disease itself, for a return to
normalcy—is one of emotional turmoil.”> ** The
transition from patient to survivor is for many a
time of anxiety, uncertainty, and fear.>'** For many
survivors, the old “normal” life never resumes;
rather, a new “normal” evolves.*>*

After initial treatment, survivors typically return
to their primary care provider, where follow-up
needs may be overlooked** or the cancer diagnosis
itself may shift attention away from screening for
other conditions.”* The roles of primary care and
specialty providers in survivors’ posttreatment care
may not be clear.” Care is most likely to be optimal
when providers have specialized training in post-
cancer care. When care is shared among clinicians
and teams at disparate institutions, smooth transi-
tions depend on the transfer of information from
specialists to primary care practitioners and
patients™ °; otherwise, primary care providers are
poorly prepared. The absence of evidence-based
guidelines on disease surveillance, health mainte-
nance, and preventive care further complicates care
planning for survivors of adult cancers.

NURSES AND SURVIVORSHIP CARE PLANNING

The 506-page IOM report briefly acknowledges the
nurse’s role as caregiver to adult-cancer survivors.’
Nurse-led (particularly NP-led) models of follow-up
care for survivors of childhood cancer are men-
tioned, as are clinical nurse specialists’ contributions
to symptom management, continuity of care, dis-

http://www.nursingcenter.com



Table 2. Possible Late Effects of Adult Cancers and Their Treatment*

Possible late effects

Agent or modality responsible

Evaluation, screening, and preventive measurest

Any system or area: Recurrence or relapse

n/a

Determined based on the site or sites of the original disease

Any system or area: Second malignancies

Nonmelanoma skin cancer

Breast cancer

Thyroid nodule, thyroid cancer

Acute leukemia

Myelodysplastic syndrome

Posttransplantation lympho-
proliferative disorder

Cervical cancer

Bladder cancer

Chemotherapy and radiation therapy,
immunosuppression

Physical examination with biopsy of suspicious lesions; skin photo-
graphs may help to monitor status

Avoidance of excessive exposure to ultraviolet light

Mammogram, breast selfexamination

History and physical examination
Ultrasound or iodine (I'31) scan as indicated

CBC with differential
Bone marrow aspirate and biopsy (if CBC is abnormal)

CBC with differential
Bone marrow aspirate and biopsy (if CBC is abnormal)

CT scans

Gynecologic examination with Papanicolaou fest

Urinalysis with microscopy to detect microhematuria; urine cytology;
follow up positive findings with cystoscopy

Cardiopulmonary system

Interstitial pneumonitis, bron-
chiolitis obliterans

Bleomycin (Blenoxane), carmustine
(BICNU), lomustine (CeeNU), busulfan
(Busulfex, Myleran), methotrexate
(Rheumatrex, Trexall), dactinomycin
(Cosmegen), total body irradiation, radic-
tion to the thorax

Hypertension, cardiomyopa-
thy, pericardial damage,
peripheral vascular disease,
thromboembolism

High-dose cyclophosphamide (Cytoxan,
Neosar), doxorubicin (Adriamycin and
others), famoxifen (Nolvadex), ralox-

ifene (Evista), total body irradiation, radi-

ation to the thorax

History and physical examination
Assessment for cardiopulmonary comorbidities
Smoking cessation counseling
Ongoing monitoring for and management of hypertension
Consider, as indicated:

e Chest X-ray

® Pulmonary function tests: lung diffusion capacity

and spirometry

e Electrocardiogram
e Echocardiogram

Mouth

Sjdgren syndrome, caries,
periodontal disease, xerosto-
mia, oral malignancy

Radiation therapy to head and neck,
chemotherapeutic agents that cause per-
sistent xerostomia (methotrexate, fluo-
rouracil [Adrucil])

Radionecrosis

Radiation therapy

Osteonecrosis of the jaw

Bisphosphonates

Regular dental evaluation; careful attention to oral hygiene; use of
fluoride gels or rinses; use of artificial saliva; cessation of tobacco
use

Complete dental exam before beginning bisphosphonate therapy;
monifor for softtissue fullness around mandible, pain, oral lesions,
nonhealing mandibular sores, difficulty with dentures
Consider, as indicated:
® Mandibular CT scan
o Biops”y of a nonhealing extraction socket or exposed mandible or
maxilla

Endocrine system

Thyroid: Hypothyroidism

Gonad: Decreased production
of gonadal hormones

Hypothalamus and pituitary:
Abnormal pituitary gland
function

Radiation affecting the thyroid or the
hypothalamic-pituitary axis, gonadal
failure (infertility) secondary to alkylating
chemotherapy, nitrosoureas, procar-
bazine (Matulane), thalidomide
(Thalomid), sunitinib (Sutent)

Other

Metabolic syndrome

Cisplatin (Platinol)

Steroid-induced diabetes mellitus

Corticosteroids

Consider, as indicated:
® TSH, T3, Ty, free T4 tests
e Fasting glucose and lipid profiles
e Women: LH, FSH, estradiol, intact PTH, prolactin levels
e Men: LH, FSH, intact PTH, prolactin, testosterone levels
o Fertility counseling

ajn@wolterskluwer.com
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Possible late effects

Agent or modality responsible

Evaluation, screening, and preventive measurest

Gastrointestinal system

Liver dysfunction

Radiation to pelvic fields, methofrexate,
carmustine

Malabsorption syndromes,
short bowel syndrome, infes-
tinal stricture

Surgery, radiation

Meotility disorders

Vinca alkaloids

Hepatitis

Blood transfusion

History and physical examination
Consider, as indicated:

® Endoscopy

e CT scans

* Small bowel radiography

e Liver function tests

* Amylase and lipase levels

e Fecal fat fest

® Hepatitis B serologies; hepatitis C PCR test

e Laboratory studies (such as CBC, prothrombin time, serum pro-
tein determination, alkaline phosphatase) may suggest the pres-
ence of diefary nutrient depletion, especially in iron, folate,
cobalamin (B1,), and vitamins D and K levels; additional studies
include measurement of serum carotene, cholesterol, albumin,
iron, folate, and cobalamin levels

Genitourinary system

Radiation nephritis

Radiation

Renal dysfunction, hyperten-
sion

Methotrexate, cisplatin, carboplatin
(Paraplatin), carmustine, lomustine, cer-
tain antimicrobial agents

Hematuria, proteinuria, blad-
der scarring, small bladder

Cyclophosphamide, ifosfamide (Ifex)

Periodic screening for and aggressive
management of hypertension

Consider, as indicated:
e BUN, creatinine levels
e Urinalysis with microscopy
® 24-hour urine for creatine clearance, total protein

Immunologic function and recovery

Disorders of B and T lympho-
cyte quantity or functioning,
hypogammaglobulinemia, risk
of sepsis with encapsulated
organisms, subopfimal
response fo vaccine

Hematopoietic stem cell fransplantation,
corticosteroids, antithymocyte globulin,
methofrexate, alemtuzumab (Campath),
rituximab (Rituxan), purine analogs,
splenectomy

Baseline and ongoing body temperature assessment; assessment
for other indicators of infection (the usual signs and symptoms may be
muted by immunologic compromise)

Consider, as indicated:
e CBC with differential
e lymphocyte subsets
* Immunoglobulin levels
e Vaccination titers

Integumentary system

Increased incidence of benign
and malignant nevi

Radiation therapy, immunosuppression

Physical examination

Annual risk awareness counseling

Avoidance of excessive exposure to ultraviolet light
Biopsy of suspicious lesions

Musculoskeletal system and

soft tissues

Osteoporosis

Chemotherapeutic agents that induce
early menopause, antiandrogens, corti-
costeroids

Avascular necrosis

Corticosteroids

Muscle atrophy

Radiation

Soft tissue fibrosis

Radiation

Physical examination

Assess for diminished muscle bulk, fone, and sirength; changes in
skin (dryness, roughness, hardening); changes in limb circumference;
sensation of limb heaviness; presence of edema, discomfort, pain;
decreased range of motion

Consider, as indicated:

e Dual-energy X-ray absorptiometry (DEXA) scan
MRI of joint if pain, limited range of motion, or gait disturbance

— - - - e Evaluation for physical thera
Llymphedema Rojmhon; surgical sc(c;rrlng; blflopsy; S Bl osseser:\eZﬂ and plonrl?i);\g
go © r:}:o[t)plng proce Ulres, Et erdprotce- e Rehabilitation medicine consultation
ures that compromise fymph node sifuc- | - o Fyqlyation for lymphedema prevention and management
ture, lymphatic flow, or both
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Possible late effects Agent or modality responsible Evaluation, screening, and preventive measurest

Nervous system

Peripheral and autonomic Paclitaxel (Onxol, Taxol), bortezomib Health history

neuropathies (Velcade), thalidomide, vinca alkaloids Neurologic examination

Cogpnitive changes (shortened | Chemotherapy, intrathecal methotrexate | Consider, as indicated:

attention span, difficulty with ¢ Neuropsychological testing
concentration) e Rehabilitation medicine consultation
Leukoencephalopathy Intermediate or high-dose Iv methotrexate

or cytarabine (Cytosar-U, DepoCyt)

Ears

Ototoxicity Cisplatin Consider audiologic testing

Eyes

Cataracts Corticosteroids, busulfan, tamoxifen, Ongoing, regular ophthalmologic

raloxifene, radiation examination

Psychology, rehabilitation, and quality of life

Changes in body image, All therapeutic modalities Systematic, structured assessment of individual adjustment, achieve-
roles, family relationships, ment of normal developmental tasks, marital stress, sexual function,
lifestyle, occupation body image, rehabilitation needs, symptom distress

Experiences of discrimination,
stigma

Fear of recurrence and death

* To read more on these guidelines, see Further Reading: Guidelines and Review Articles on Surveillance and Follow-up at www.nursingcenter.com/ajncancersurvivors.
n/a = not applicable; CBC = complete blood count; CT = computed tomography; TSH = thyroid-stimulating hormone; LH = luteinizing hormone; FSH = follicle-
stimulating hormone; PTH = parathyroid hormone; PCR = polymerase chain reaction; BUN = blood urea nitrogen; MRI = magnetic resonance imaging

t Few consensus guidelines exist to guide recommendations for evaluation, screening, and prevention of late effects of cancer. Some of these evaluations may not
be reimbursable.

ease management programs, and survivorship
research. The report suggests that the nurse-led

model of survivor care “appears to be promising” For most survivors
despite the limited availability of research for judg- '
ing its effectiveness. . the old ‘normal’ life never
Nursing’s focus on wellness, health promotion,
and supportive care across the lifespan makes resumes: rather. a new
) )

nurses well suited to developing and coordinating
survivorship care plans. Oncology specialty nurses
most often assist patients during initial or primary
cancer treatment. Oncology nurses may also be
involved in surveillance for treatment-related late
and long-term effects. The IOM report comments
on the need to strengthen “survivorship content” in | their health histories. Find out what types of cancers
graduate nursing programs with an oncology focus, | are found in your patient population and what
stating that this “could generate more nurses with | types of treatments have been given, taking note of
the training needed to assume active roles in sur- | specific drugs, radiotherapy treatment fields, and
vivorship care.”® But the management of symptoms | cumulative doses. Obtain further training and edu-
related to cancer and cancer treatment falls within | cation as needed.

‘normal’ evolves.

the scope of nursing practice, regardless of setting. A Prescription for Living. In response to a sug-
gestion made at the November 2006 symposium,
A CALL FOR CHANGE IN NURSING PRACTICE we drafted a template to promote routine survivor-

Nurses can coordinate and participate in survivor- | ship care planning. We offer A Prescription for
ship care planning by incorporating the components | Living (Figure 1, page 67) to nurses and survivors.
of care highlighted in Table 1, page 62, into routine | Although it’s still a work in progress, we believe the
interactions with patients. Begin by noticing the | template begins to meet the needs of clinicians for a
cancer survivors in your practice area. Look over | concise summary of treatment and follow-up care

ajn@wolterskluwer.com AJN v April 2007 ¥ Vol. 107, No. 4

65



66

[
Coming Together to
Improve Care

Nursing responds to a new report on cancer
survivorship at meeting of ‘stakeholders.”

n an effort to better understand the issues and
problems related to cancer survivors, AJN, in
collaboration with the American Cancer Society
(ACS), the National Coalition for Cancer
Survivorship (NCCS), and the University of
Pennsylvania School of Nursing, convened a
symposium, State of the Science on Nursing
Approaches to Managing Late and Long-Term
Sequelae of Cancer and Cancer Treatment, in July
2005. The work produced during the symposium,
including recommendations, was published in a
supplement to AIN (March 2006) and online
[www.nursingcenter.com/ajncancersurvivors).
Participants at that symposium recommended
convening a meeting of key organizational stake-
holders to identify appropriate strategies the nurs-
ing community can use to enhance outcomes for
survivors of adult cancers.

This follow-up meeting, Coming Together to
Improve Care: Nursing Responds to the IOM Report
on Cancer Survivorship, was held at the National
Academy of Sciences in Washington, D.C., on
November 3 and 4, 2006, with AJN again serving
as convener in collaboration with the ACS, the
Oncology Nursing Society, and the NCCS.
Stakeholder organizations and individuals were
asked to collaborate in devising a national nursing
organizational plan for implementing recommenda-
tions for survivors of adult cancers. A master tactical
plan identifying ways nurses can help to improve
outcomes among survivors of adult cancers
was drafted. The plan is available online at
www.nursingcenter.com/ajncancersurvivors.
—Pamela J. Haylock, MA, RN, and Carol P.
Curtiss, MSN, RN-BC

planning while also offering survivors a guide
for planning healthful lifestyles. Once the template
has been used, evaluated, and refined, it should save
clinicians time and prevent lapses in care. It can be
revised to accommodate different care settings, cli-
nicians, and survivor populations. Empiric studies
will be essential to establish its reliability and valid-
ity. We encourage nurses to use this template in their
practice, and we welcome suggestions for improve-
ment. (Note: As we were going to press, the IOM
released its report on the spring 2006 workshop,
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Implementing Cancer Survivorship Care Planning:
Workshop Summary [www.nap.edu/catalog/11739.
html]. The report’s implications for survivorship care
planning may be useful in refining the Prescription
for Living template.)

Oncology nurses in office-based practice settings
have begun to incorporate long-term survivor care
planning—akin to A Prescription for Living—into
routine cancer care. Some have a discussion with
patients after initial treatment is finished, asking
questions such as “What did we do right?” and
“What can we do better?” They also review with
patients potential late effects and long-term sequelae
of cancer and cancer treatment, self-care strategies,
and community-based resources, and reassure them
that the cancer team will remain available to them.*
Although nurses outside of oncology settings are at
some disadvantage in working with survivors on A
Prescription for Living, all nurses can contribute to
the process. Many of the data sources mentioned
and suggestions provided in this article, including
those on assessing survivors’ medical histories (see
Table 2, page 63), health behaviors, coping strate-
gies, and available resources, can serve as starting
points. Scheduling, billing, and reimbursement
issues must be addressed, and nurses in primary
care settings can provide impetus for change.

You can begin to develop a patient’s Prescription
for Living plan by using the template at diagnosis or
at your earliest interaction. Revise it throughout
treatment, and do so again during follow-up.
Determining the type of cancer the patient had and
the treatment received can help you look for late
and long-term effects. Discussing with the patient
her or his needs and coping skills will guide your
recommendations for other services and referrals.

Talk with your patients about lifestyle factors
that affect risk and wellness, such as exercise, diet,
and alcohol and tobacco use, and be prepared to
offer assistance or make community referrals.
Assess for comorbidities that could further compli-
cate long-term sequelae or even affect survival. The
ACS recommends a “heart healthy” diet—one low
in fat and calories and high in fiber. Most cancer
survivors can safely participate in a gentle exercise
program that includes both strength and endurance
training. For patients with special needs—for exam-
ple, those who are severely deconditioned or have
lymphedema—consultation with a physical thera-
pist or exercise physiologist can be invaluable.
Professional rehabilitation, including physical and
occupational therapies, is often indicated. Make
sure survivors understand how to appropriately use
alternative and complementary modalities; many
are beneficial, but some can be detrimental. Dietary
modifications, acupuncture, massage therapy, spe-
cific exercises, relaxation and stress-reduction

http://www.nursingcenter.com



Figure 1. A Prescription for Living*

Date of first preparation: Updated:
Name: Date of birth: Sex:
Cancer diagnosis: Date of diagnosis:

Symptoms at presentation:

Date completed therapy: Initial stage: Initial disease site(s):

History of Cancer Treatment
Surgery

Surgeon’s name/phone:

Date: Procedure: Pathology:

Radiation therapy

Radiation oncologist's name/phone:

Date range: Type: Field: Dose (in cGy):

Chemotherapy, biotherapy, hormone therapy, targeted therapies

Medical oncologist's name/phone:

Regimen 1: Cycles: Q Clinical trial:
Regimen 2: Cycles: Q Clinical trial:
Date range:

Date range:

Agents received (include cumulative doses for anthracycline, cyclophos-  |Agents received (include cumulative doses for anthracycline, cyclophos-
phamide [Cytoxan, Neosar], cisplatin [Platinol], or high-dose therapy)  |phamide, cisplatin, or high-dose therapy)

Transplantation:
Q Autologous stem cells Date of transplantation:

Q Allogeneic stem cells Date of transplantation: Q Related donor O Unrelated donor

Other interventions:

Vascular access device: Q0 Yes QNo Type: Insertion date: Removal date:

Significant events during treatment:
Q Weight gain > 10 lbs. (4.5 kg) Q Weight loss > 10 Ibs. (4.5 kg)
Q Cardiopulmonary event:
Q Hemorrhagic cystitis

Q Psychosocial event requiring freatment:

1 Major depression Q Anxiety disorder Q Other:
Q CTCAE grade Il or IV toxicities:

Other active health problems:

QA None

Recent disease evaluation: Date: Testing:

Findings:
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Follow-up Plan

Primary cancer care provider:

Symptoms to report:

Cancer evaluation Frequency Q New lumps
Q New pain (bone, abdomen, head and neck)
. Q Bleeding
Q Imaging 0 Cough that doesn't resolve
O Laborator Q Loss of appetite
Y Q Change in bowel habits
Q Physical exam Q Weight loss > 10 lbs. (4.5 kg)
Q Persistent nausea and vomiting
Q Other Q Persistent fatigue
Q Other:
P—
Persistent effects Plan Persistent effects |P|un
Physical
Q Fatigue 4 Anorexia
Q Pain Q Weakness

Q Sleep problems

Q Neuropathy

Q Urine or bowel
dysfunction

Q Continuing blood prod-
uct and cytokine support

Persistent effects

Plan

Other

0 Onset of functional loss in performing activities of daily living or
instrumental activities of daily living

Q Adjustment problems O Anxiety O Depression
Q Psychosexual dysfunction Q Other:

QO Inability to return to work or school, or to perform other roles

Possible late effects of
treatment

Plan—Evaluate if patient is symptomatic, fol-
low national guidelines for screening, or con-
sult with oncology team for more information

Possible late effects of
treatment

Plan—Evaluate if patient is symptomatic, fol-
low national guidelines for screening, or con-
sult with oncology team for more information

Q Cardiovascular disease

Q Second cancer

Q0 Oral dentition, mucosa,
bony structures

Q Hearing loss, tinnitus

Q Renal

0 Hypothyroidism

Q Neurologic

0 Pulmonary dysfunction

Q Cardiomyopathy

Q Graft-versus-host
disease

Q Infertility

Q Infection risk

Q Hepatic dysfunction

0 Osteoporosis

Q Ocular: cataracts

Q Psychosocial distress

Other health care problems

Plan (include provider)

Wellness

Cancer screening (type and frequency)

Q Smoking cessation

Q Screening for and prevention of osteoporosis

Q Screening for and prevention of cardiovascular disease
Q Nutrition and healthy weight management

Q Physical activity

Q Safe sex

Q Limiting sun exposure

Q Colonoscopy Frequency:
U Mammogram Frequency:
Q PSA test and digital rectal exam Frequency:
Q Skin examination Frequency:
Q Papanicolaou test Frequency:
Q Other individualized plan

Frequency:

Patient’s signature and date:

Clinician’s signature and date:

* ¢Gy = centigray units, or rads; n/a = not applicable; CTCAE = Common Terminology Criteria for Adverse Events; PSA = prostate-specific antigen
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Discussing with the patient
her or his needs and coping
skills will guide your
recommendations for other

services and referrals.

strategies, and support groups are some commonly
used complementary modalities.

Obtain or compile a list of organizations, groups,
and services that may benefit cancer survivors in
your community. Include financial assistance pro-
grams, social services, dietitians and nutritionists,
fitness instructors, credentialed complementary
practitioners, support groups, and other services
and providers you can recommend with confidence.

Barriers to implementing such interventions will
include some that are anticipated and others that
are not. A survey of nurses conducted in May 2006
at the Oncology Nursing Society’s 31st Annual
Congress in Boston offers insight into potential bar-
riers.”” The consensus of focus groups was that nurses
could indeed coordinate the development of an inter-
disciplinary survivorship care plan. Physicians and
other team members—such as physical therapists,
nutritionists, and social workers—should contribute
as well. Specific areas to be attended to include

e addressing the lack of a formal approach to mak-
ing the transition from patient to survivor.

® increasing awareness that nurses at all skill levels
are capable of developing, coordinating, and
delivering survivorship care plans.

e allocating time and other resources to developing
individualized plans.

e ensuring that reimbursement is commensurate
with nurses’ expertise and contributions to sur-
vivorship care planning.

Looking ahead. How do we establish A
Prescription for Living, and the role of nurses in
developing and using it, as an accepted part of can-
cer care? We do it by building on the available
reports, the evidence provided in the evolving field
of survivorship research, and recent accomplish-
ments. We do it by being partners in multidiscipli-
nary efforts to advance the care of survivors. We do
it by putting A Prescription for Living in the hands
of AJN readers. Start today. The cancer survivors in
your work settings and communities will benefit
from your efforts.

ajn@wolterskluwer.com

To view the master action plan Coming Together
to Improve Care for Survivors of Adult Cancers,
from the November 2006 stakeholders’ meeting
and to see lists of resources for survivors, nurses, and
the general public, go to www.nursingcenter.com/
ajncancersurvivors. ¥
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