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Abstract

Cancer is the leading cause of death in the state of Alaska and female breast
cancer ranks second highest for incidence and mortality compared to all other cancers.
Due to high incidence rates of women diagnosed with breast cancer each year and a
growing number of survivors, it is important to examine the unmet needs of breast cancer
survivors living in Alaska. The purpose of this study was to gather data about the needs
of Alaskan breast cancer survivors across the continuum of breast cancer care. Study
goals were accomplished via an explanatory mixed methods research design involving
three distinct phases; namely, a quantitative, qualitative, and application phase. In the
quantitative phase, the study drew upon an existing needs assessment dataset collected
from breast cancer survivors living in Alaska to identify and bring awareness to the
physical, psychological, and daily living challenges secondary to diagnosis and treatment
for breast cancer. Augmenting secondary data analyses of this dataset, key informant
interviews were used to elicit information from healthcare providers about their
perception of breast cancer survivors’ needs and how to meet these needs in Alaska.
Results based on the survey responses from 309 breast cancer survivors and interviews
with 31 healthcare providers revealed key barriers and services gaps along with ways to
improve services for Alaskan breast cancer survivors. Broad recommendations based on
all data included: 1) addressing service gaps and improving communication; 2) meeting
psychosocial needs; 3) attending to needs specific to rural breast cancer survivors; 4)
improving coordination of care; and 5) implementing established survivorship care
plan(s) within Alaska’s healthcare system. Many challenges and obstacles identified by
interviewees are beyond individual providers’ control and need to be addressed not only
as independent practice issues, but as larger medical education and healthcare systems
issues. Given these realities and findings, the study concludes with recommendations
aimed toward providers serving the oncology community, hospital groups, and other key
community stakeholders with the goal of providing comprehensive medical and support

services to breast cancer survivors living in Alaska.
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Chapter 1 Introduction
Brief Overview of the Study

Breast cancer is a disease that touches many lives. A diagnosis of breast cancer
not only affects individual patients, it affects their family members, partners, friends, and
communities as a whole. Cancer is a costly disease that can drain a family’s financial
resources, interfere with daily life, and take a toll on the physical and psychological
wellbeing of an individual, family, and community. Dealing with cancer, from being
diagnosed to completing treatment, can take months to years. For the breast cancer
survivors, after treatment is completed, survivorship issues remain that entail the need for
many additional resources.

For oncologists and other primary care providers, in addition to having to tend to
the acute physical treatment needs of cancer patients, they are faced with the challenge of
having to address the physical, psychosocial, and others needs of breast cancer survivors,
especially following treatment. Healthcare providers’ awareness of the needs of breast
cancer survivors is essential to evaluating and helping patients with a range of issues that
arise along the breast cancer treatment continuum. Optimally, patients’ healthcare
providers will work collaboratively with other providers to meet the unmet needs of
female breast cancer survivors.

For both breast cancer survivors and their healthcare providers, it is important to
understand the needs of breast cancer survivors to assure that needed services can be
provided or developed to continue to address and support the overall wellbeing of the
individual, the family, and the community in the aftermath of cancer. This study sought
to gain this understanding by examining the needs of female breast cancer survivors who
live in Alaska. More specifically, this study analyzed responses from women to a breast
cancer survivors’ needs assessment and evaluated providers’ perceptions of unmet needs
of breast cancer survivors in Alaska and suggested solutions. The information gathered
was used to make recommendations about how better to meet the needs of breast cancer
survivors, their families, and communities. Recommendations were aimed toward

providers serving the oncology community, hospital groups directly serving breast cancer



survivors in Alaska (e.g., Providence Alaska Medical Center, Alaska Regional Hospital,
Alaska Native Medical Center, Fairbanks Memorial Hospital, and Mat-Su Regional
Medical Center) and other key community stakeholders (e.g., Alaska Comprehensive
Cancer Partnership, Breast Cancer Focus, Inc., American Cancer Society, and local
support groups).

Quantitative and qualitative methodologies were utilized to gain a comprehensive
understanding of the needs of breast cancer survivors and to identify avenues through
which to meet these needs. Through the use of a mixed methods research approach, a
broader and more complete range of research questions could be answered. Using a
mixed methods approach provided a stronger basis from which to draw significant and
valid conclusions. Findings provided significant guidance for the development of
meaningful recommendations for better meeting the identified needs of female breast
cancer survivors living in Alaska, their families, and their communities.

Significance of the Study

Cancer is the leading cause of death in the state of Alaska and female breast
cancer ranks second highest for incidence and mortality compared to all other cancers.
Statewide, an average of 319 Alaskan women were diagnosed annually with breast
cancer between 1996 and 2004 and an average of 49 Alaskan women die each year from
the disease (Alaska Department of Health & Social Services | DHSS], 2008). Of women
diagnosed with breast cancer each year, approximately 85% will survive the disease
(DHSS, 2006). After treatment, most women are faced with physical, psychosocial, and
other concerns associated with living with or having survived breast cancer and often are
challenged with successfully adjusting to survivorship.

Healthcare providers (including oncologists, primary care physicians, physical
therapists, and social workers) have the opportunity to evaluate and assist patients with a
range of issues that arise along the continuum of breast cancer care. It is important for
providers to understand the unmet needs and unique challenges female breast cancer
survivors face living in Alaska. Due to the unique geographic features of Alaska,

survivors and providers are challenged with being able to receive and deliver needed



survivorship-related services in rural areas of Alaska. No current data have been
published that explore the needs of female breast cancer survivors living in Alaska. In
addition, no published studies have explored Alaskan providers’ perceptions of needs and
solutions related to breast cancer survivorship. The current study identified survivorship
needs of Alaskan women from patients’ and providers’ perspectives and offers solutions
in the form of recommendations for providers, stakeholders, and survivors.
Problem Statement of the Study

Although female breast cancer survivors in Alaska likely experience common as
well as unique challenges related to survivorship, little is known about how women and
providers perceive unmet needs and possible solutions. Understanding the needs of
female breast cancer survivors in Alaska from both survivors’ and providers’
perspectives helps shed light on the complexity of their multifaceted needs and will pave
the way for finding ways to better meet these needs. A report from the Institute of
Medicine (IOM, 2007), Cancer Care for the Whole Patient: Meeting Psychosocial
Health Needs, proposed that identifying and addressing the psychosocial health needs of
cancer survivors should become a new standard of care and that too much emphasis has
been placed on physical symptoms during and following treatment. Recommendations
were added to an earlier set of priorities by the same group (IOM, 2006) that called for
comprehensive, coordinated follow-up care to cancer survivors. The primary
recommendation was the creation of a Cancer Survivorship Care Plan that would serve as
a road map for long-term follow-up care and would provide a concise, detailed summary
of a given patient’s diagnosis and treatment history. Given the extant literature, the
current study sought to:

1. increase knowledge about the experiences and needs of Alaskan breast cancer

survivors living in urban and rural areas,
2. increase information about services needed to better meet the needs of women
with breast cancer living in Alaska,
3. explore and contextualize providers’ perception of the needs of breast cancer

survivors in Alaska,



4. develop an understanding from healthcare providers about how to meet the

needs of breast cancer survivors in Alaska, and

5. develop recommendations for providers, hospital groups, and key community

stakeholders about how to improve services to breast cancer survivors.

The goals of the study were accomplished in three distinct phases. Phase One
consisted of conducting secondary data analyses with a quantitative dataset that included
data on the needs of breast cancer survivors living in Alaska within five domains:
treatment and services, communication with providers, physical wellbeing, psychological
wellbeing, and daily living. Phase Two, grounded in the findings from the quantitative
phase, was a qualitative phase that contextualized the quantitative findings through
gaining healthcare providers’ perspectives about the needs of breast cancer survivors in
Alaska. Phases One and Two were used to begin to understand better the barriers and
challenges that exist from survivors’ and providers’ perspectives and to begin to identify
possible solutions. Phase Three of the study consisted of combining Phase One and
Phase Two data to develop a set of recommendations to better meet the needs of breast
cancer survivors. The information gathered directed the development of a survivorship
cancer care plan with the intent of strengthening care coordination of services for
survivors and providers in Alaska. Table 1 highlights the quantitative research domains
that were analyzed based on data provided from breast cancer survivors living in Alaska
and a list of qualitative domains and questions that were explored in interviews with

providers.



Table 1

Quantitative and Qualitative Research Questions

Research Phase

Questions or Domains of Interest

Phase One: Quantitative
Methods

Areas of cancer-related
services women are hot
receiving

1. What areas of cancer-related services are not being received by
women in the areas of:

Rmo a0 o

Diagnostic and screening tests

Common Breast Cancer Treatments
Additional Treatments and Services
Alternative and Complementary Treatments
Formal Psychological Services

Organized Support Services

Daily Living

Identified Information
Needs

2.  What are the identified information needs of breast cancer survivors
related to cancer services in Alaska?

SER e e o

Diagnostic and screening tests

Common breast cancer treatments
Additional treatments and services
Alternative and complementary treatments
Formal psychological services

Organized support services

Physical wellbeing

Psychological wellbeing

Daily living challenges

Short-term and long-term
concerns of survivors
(physical, psychological,
daily living challenges)

3.  What are the long-term and short-term concerns of breast cancer
survivors related to:

a.
b.
c.

Physical wellbeing
Psychological wellbeing
Daily living challenges




Table 1 continued

#e

S

g

ded were you surprised by the findings?

Should there be additions or deletions based on your experience

working with breast cancer survivors?

3. What are some of the circumstances that contribute to the identified
unmet needs?

4. What barriers currently exist to meeting the needs of breast cancer
survivors?

5. How do service gaps contribute to the unmet needs?

6. What role does access to services play in meeting the needs of breast
cancer survivors?

7. Are there system changes that may help to better meet the needs of
breast cancer survivors?

8. What role do cancer/survivorship care plans play and do you think
they are used effectively?

9. What role can healthcare providers play in helping to better meet the
needs of survivors in Alaska?

10. How could these ideas fit into the existing care structure currently in
place?

[N

Once completed, the study provided information about the following issues:

1. identification of the needs of breast cancer survivors living in Alaska related
to treatment and services, communication with providers, physical wellbeing,
psychological wellbeing, and daily living;

2. asummary of systemic and professional barriers faced by providers when
attending to the needs of breast cancer survivors along the survivorship
continuum;

3. recommendations for the development of a survivorship cancer care plan
specific to the needs of breast cancer survivors in Alaska; and

4. recommendations outlining strategies for improving the continuity of
healthcare from when primary oncology treatment ends and survivorship

recovery begins.



Chapter 2 Review of the Literature

The National Cancer Institute (NCI, 2009a) defines cancer as diseases in which
abnormal cells divide without control and can invade nearby tissues. To explain further,
in normal tissue, rates of new cell growth and old cell death are kept in balance. Cancer
occurs when this balance is disrupted and uncontrolled cell growth or loss of a cell's
ability to undergo cell suicide or apoptosis results. Apoptosis is the mechanism by which
old or damaged cells normally self-destruct. In the absence of apoptosis, cancer cells can
divide and spread within specific areas of the body. The spread of cancer that developed
from cells in one organ or tissue and moved to another area of the body is referred to as a
metastatic tumor or a metastasis (NCI, 2009a).
Introduction to Breast Cancer

In breast cancer, uncontrolled abnormal cell division occurs within breast tissue.
The breast consists of fatty, connective, and lymphatic tissue (American Cancer Society
[ACS], 2010b). It is made up of lobules (glands for milk production) and ducts that
connect lobules to the nipple. Cells within breast tissue can grow out of control and
produce more cells that grow into tumors or growths; in some cases cells spread to other
parts of the body outside of the breast tissue (ACS, 2010a). Most often, breast cancers
originate in the ducts or lobules; however, some originate in other breast tissue (e.g.,
fibrous connective tissue, lymph, or blood vessels in the breast). Some breast cancers,
referred to as in situ, are confined within the point of origin (i.e., most commonly the
ducts or lobules) of the breast tissue. These types of breast cancer are often considered
early indicators of more advanced invasive breast cancers. Invasive ductal breast cancers
are the most common type of breast cancer and are considered invasive because they start
in the lobules or ducts of the breast, but break through the ducts or glandular walls to
invade surrounding tissue of the breast (ACS, 2010b). The seriousness of invasive breast
cancers is determined by the stage of the disease, as will be discussed below. Based on
the location of origin and the advancement of cells into areas beyond the origin of the
cancerous growth, several types of breast cancer can be classified. An overview follows

in Table 2.



Table 2

Types of Breast Cancer

Common Types of Breast Cancer

Type of Breast

Location of

. . Spread of Cells Comments
Cancer Origin
Invasive Ductal Milk ducts Invasion into nearby tissue; | Most common type of breast
Carcinoma (IDC) spread may increase to rest cancer
of body
Invasive lobular Lobules (milk- Invasion into nearby tissue; | Less common than IDC
carcinoma (ILC) producing spread may increase to rest Higher chance of occurring
glands) of body in both breasts
Ductal Carcinoma Milk ducts Noninvasive or contained in | Most treatable type of breast
in situ (DCIS) the point of origin cancer
Papillary carcinoma | Milk ducts Arranged in small finger- A subtype of DCIS and is
like projections rarely invasive
Lobular Carcinoma | Lobules (milk- | Noninvasive or contained Thought to present markers
in Situ (LCIS) producing for having a higher chance
glands) of developing breast cancer

Rare Types of Invasive Breast Cancer

Type of Breast Locat‘lo.n of Spread of Cells Comments
Cancer Origin
Inflammatory Soft tissue of Always considered invasive | Least common (1-4%), but

Breast Cancer

the breast or
ducts

with spread to the lymphatic
system

most aggressive type of
breast cancer

Medullary Subtype of IDC | Always considered invasive | 5% of breast cancer cases
carcinoma
Metaplastic Breast Forms in the Contains several different Rare (less than 1%) type of
Cancer milk ducts then | types of cells not usually invasive breast cancer
moves into seen in breast tumors
other breast
tissue
Paget’s Disease Areola/nipple Always considered invasive | Identified through changes

in skin surrounding the
breast

Tubular carcinoma

Breast ducts

Tubular cancer cells may be
mixed with ductal or lobular
cancer cells

One (rare — 1%) of the
slowest-growing breast
cancers

Mucinous (Colloid) | Breast tissue Cells within the breast Slow-growing
carcinoma produce mucous (2% of breast cancers)
Stage of Diagnosis

To date, two main staging systems for cancer are used, the American Joint

Committee on Cancers (AJCC) and the SEER Summary Stage System. AJCC classifies

tumors using information about tumor size (T), lymph nodes involvement (N), and

presence or absence of distant metastases (M). Once tumor size, lymph node

involvement, and metastases are determined, a stage of I, II, III, TV, V is given (NCI,




2010). For breast cancer, the disease stages range from 0 to IV with sub-staging marked
by A and B for stage IT and A through C for stage [II. The stage of breast cancer at
diagnosis determines if a woman is considered to have early-stage or advanced-stage
breast cancer. The National Cancer Institute (2009b) defines early-stage breast cancer as
“Breast cancer that has not spread beyond the breast or the axillary lymph nodes. This
includes ductal carcinoma in situ (stage 0) and stage I, stage IIA, stage IIB, and stage
ITIA breast cancers” (para. 1). Advanced breast cancer is defined as spreading beyond
the breast and axillary lymph nodes. Advanced stages include stage I1IB, IIIC, and Stage

IV. Following is an overview of breast cancer classification (Table 3) and staging (Table

4).
Table 3
Classification of Breast Cancer
Classification Categories Abbreviation Guidelines
Tumor (T) Tis in situ tumors (any size)
T1 (0-2cm)
T2 (2-5c¢m)
T3 (>5cm)
T4 Ulcerating or fixed
Nodes (N) NO Negative
N1 Axillary node
N2 Fixed axillary node
Internal mammary node
N3 In Infra-clavicle node
Internal mammary and axillary nodes
Supra-clavicle node
Metastasis Mo None
Ml Any
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Table 4
Stages of Breast Cancer
Stage Tumor Size (T) ]nl;?l“‘lg::lgﬁd&) Metastasis (M)

0 Tis: any size (carcinoma in situ) NO: None MO: None

I T1: small (less than 2 cm) NO: None MO: None

1A T1: small (less than 2 cm) N1: Yes MO: None
T2: medium (2cm-5cm) NO: None MQO: None

11B T2: medium (2cm-5cm) N1: Yes MO: None
T3: large (>5cm) NO: None MO: None

1A T1: small (less than 2 cm) N2: Yes MO: None
T2: medium (2cm-5¢m) N2: Yes MO: None
T3: large (>5cm) NI1: Yes MO: None
T3: large (>5cm) N2: Yes M0O: None

11IB T4: any size but spread to chest wall or NO, 1,2, or 3: Yes or | M0O: None
skin No

IIC T1, T2, or T3: any size N3: Yes MO: None

v T1, T2, or T3: any size NO, 1,2,0r3: Yesor | Ml: Yes

No

The SEER Summary Stage system is used more often in reporting to cancer
registries and for public health research and planning. Stage at diagnosis often
determines the type of treatment regimen needed to treat the cancer aggressively (Young,
Roffers, Ries, Fritz, & Hurlbut, 2001). The system is broken down into three categories:
local, regional, and distant. Local-stage tumors are cancers confined to the breast.
Regional-stage tumors have spread to surrounding breast tissue or nearby lymph nodes.
Distant-stage cancers have spread to distant organs and are considered metastatic tumors.
After the stage of breast cancer is determined, treatment options are presented by
women’s healthcare providers. The incidence of cancer, and specifically breast cancer, is
high within the United States as will be discussed next.

Epidemiology of Breast Cancer in the United States

Cancer is estimated to affect one in three individuals in their lifetime through
either their own diagnosis or that of a loved one. Cancer in general accounts for nearly
one-quarter of deaths in the United States, exceeded only by heart diseases. In 2010, the
American Cancer Society estimated 569,490 cancer deaths are expected, equating to
more than 1,500 deaths a day. Approximately 1.5 million new cancer cases are expected

to be diagnosed in 2010. Of those new cases, 207,090 invasive breast cancer cases and
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an additional 54,010 in situ breast cancer cases will be diagnosed among women; 1,970
new cases are expected among men (ACS, 2010b). In 2010, 39,840 women and 390 men
were expected to die from breast cancer (ACS, 2010c). It is estimated that 12% of
women born this year will be diagnosed with breast cancer at some time in their lifetime,
with 5.6% developing breast cancer between their 50™ and 70" birthday (NCI, 2011c).

Men in general are at lower risk of developing breast cancer (ACS, 2010c). Male
breast cancer makes up less than 1% of all cases of breast cancer in the United States
(NCI, 2011b). Among women, breast cancer is the most common cancer aside from skin
cancers diagnosed in the United States and only lung cancer accounts for more deaths.
Women face a one-in-eight chance of being diagnosed with breast cancer over a lifetime
(ACS, 2010e). Broad surveillance of invasive breast cancer began in 1975. Between
1980 and 2001, incidence rates increased; however, since 1990 there has been a steady
decrease in death rates due to breast cancer (ACS, 2010c¢). From 1990 to 2006, a
considerably large decrease in death rates was found in women younger than 50 years old
(decrease of 3.2% per year) as compared to women 50 and older (2.0% per year). The
decrease in breast cancer death rates illustrates the progress in both early detection and
improved methods of treatment. The observed decline in breast cancer incidence
between 2001 and 2004 is believed to have occurred as a result of a drop in the use of
hormone replacement therapy (ACS, 2010c¢). A screening tool such as mammography can
detect breast cancer at an early stage, when treatment is more effective and a cure is more
likely. On average, mammographies are estimated to detect 80% to 90% of breast
cancers in women without symptoms. It is of importance to note that screening
mammography has been shown less effective in younger women due to higher breast
density at a younger age (ACS, 2010c). Currently, the American Cancer Society
Guidelines for the Early Detection of Breast Cancer in Average-Risk, Asymptomatic
Women (ACS, 2010b, p. 16) are as follows:
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Ages 40 and older:

Annual mammogram
Annual clinical breast examination

Monthly breast self-examination (optional)

Ages 20-39:

Clinical breast examination every three years

Monthly breast self-examination (optional)

Subsequent to these guidelines, magnetic resonance imaging (MRI) has been

shown to be more sensitive in detecting tumors in women at higher risk for developing

breast cancer. Women at high risk for developing breast cancer include those who (ACS,

2010b, p.
[ ]
[ J

16-17):

have a known BRCA1 or BRCA2 mutation,

have a first-degree relative with a breast cancer specific gene mutation,
have a lifetime risk of breast cancer (20%-25% based on family history risk
assessment tools),

had radiation to the chest when they were between 10 and 30 years old, or
have Li-Fraumeni syndrome, Cowden syndrome, or Bannayan-Riley-
Ruvalcaba syndrome, or have a first degree relative with one of these

syndromes.

Although some risk factors have been identified by scientists, known risk factors

account for only a small percentage (average of 30%) of breast cancer cases. In addition

to advances in screening, over the years advances in treatment (as described in more

detail later on) have decreased the death rate of women diagnosed with breast cancer.

Survival Rates

With the advances in treatment and early detection, survival rates have improved

substantially since the 1950s. According to the American Cancer Society, relative

survival rates are determined as follows;

Relative survival is calculated by dividing the percentage of observed 5-year

survival for cancer patients by the 5-year survival expected for people in the
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general population who are similar to the patient group with respect to age, sex,

race, and calendar year of observation (ACS, 2010b, p. 29).

To date, national relative survival rates for women diagnosed with breast cancer
are 90% after five-years post-diagnosis, 82% after 10 years, and 75% after 15 years.
Location of the cancer (stage), size of the tumor, age and race of the woman, and
financial resources (e.g., health insurance, socioeconomic status) all affect the relative
projected five-year survival rate (ACS, 2010c). The five-year relative survival rate for
localized or in situ breast cancer (stage 0; malignant tumors that remain within the breast
tissue with no spread to lymph nodes) increased from 80% in 1950 to 98% today. For
breast cancer that is regionally localized (malignant tumors that have spread to tissue
outside the breast or to lymph nodes) the five-year relative survival rate is 84% and
survival rate drops to 23% for distant breast cancer that has spread to other organs (ACS,
2010b). Five-year survival rate for unstaged breast cancer has been estimated at 52%
(NCI, 2011c). Currently, approximately 60% of breast cancer cases are diagnosed at the
localized stage (NCI, 2011c). Further, it is estimated that 33% of breast cancers are
diagnosed affer the cancer is regionally localized and 5% are diagnosed at the distant
stage; for the remaining 2% staging information was unknown (NCI, 201 1c).

Size of the initial located tumor also influences predicts survival rates. Tumors
less than 2.0 cm are considered small; medium tumors measure from 2.0 cm to 5.0 cm;
and tumors greater than 5.0 cm in size are considered large (ACS, 2010b; Chan, 2006).
Larger tumors are associated with a decrease in survival rate. Five-year survival rates for
tumors less than 2.0 cm in size are 94%; decrease to 80%, for tumors greater from 2.0cm
to 5.0cm; and drop to 66% for large tumors (greater than 5.0 cm in size).

In addition to tumor location and size, other factors contribute to estimating
survival rates for breast cancer survivors. ACS (2010b) highlights the influence of age,
race, stage at diagnosis, income, and other contributing factors that appear to affect breast
cancer survival. Age at diagnosis appears to have a small effect on survival rates, with

younger women having slightly poorer outcomes: younger women (younger than 40
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years old) have a 5-year survival rate of 83%, compared to 90% for women older than 40
years of age.

Nationally, survival rate differences have been identified across racial groups.
African American women diagnosed with breast cancer are less likely to survive past five
years (78%) when compared to white women (90%) (ACS, 2010b). Later stage of breast
cancer diagnosis and poorer stage-specific survival are considered to be contributing
factors that may account for these differences. Relatedly, differences have been observed
regarding socioeconomic status. Lower income breast cancer survivors have a lower 5-
year survival rate as compared to their higher-income counterparts at every stage of |
diagnosis. Other contributing factors that lower the relative 5-year survival rate include
lack of insurance, presence of additional illnesses, unequal access to medical care, and
disparities in treatment (ACS, 2010b). Although a number of factors can influence
survival rates, more and more women diagnosed with the disease are surviving.

Cancer Survivorship

As the data above reveal, breast cancer survival rates are high and survivors live
free of diseases or with various symptoms for many years. Not surprisingly, more than
10 million cancer survivors live in the United States today (Hanson & Kriescher, 2006),
many of them breast cancer survivors. Cancer survivors account for three times the
number of survivors who were alive 30 years ago. Although there are numerous cancer
survivors, no concrete definition of the concept of cancer survivorship exists.
Organizations have attempted to define survivorship, but they have not differentiated the
concept by type of cancer. The two most commonly used definitions of survivorship
currently in use have been offered by the National Cancer Institute and the Lance
Armstrong Foundation. The National Cancer Institute defines cancer survivorship as
follows:

In cancer, survivorship covers the physical, psychosocial, and economic issues of
cancer, from diagnosis until the end of life. It focuses on the health and life of a
person with cancer beyond the diagnosis and treatment phases. Survivorship

includes issues related to the ability to get health care and follow-up treatment,
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late effects of treatment, second cancers, and quality of life. Family members,

friends, and caregivers are also part of the survivorship experience (NCI, 2011a,

para. 1).

The Lance Armstrong Foundation (2011) defines a survivor and survivorship as:

Anyone battling cancer. A survivor might be the person diagnosed, a spouse, a

child, a parent, a friend or any caregiver. And survivorship begins at diagnosis,

the moment the battle with cancer begins. A survivorship experience includes
physical, emotional, and practical aspects. Cancer survivorship describes the
many experiences and emotions that are part of living life as a cancer survivor

(LAF, 2011, para. 1).

Attempts at defining the concept of cancer survivorship in the United States can
be traced back to the mid-1980s. The National Coalition for Cancer Survivorship
(NCCS) was founded as a cancer advocacy group in 1986 and at that time defined cancer
survivorship as “the experience of living with, through, and beyond a diagnosis of
cancer.” (NCCS, 2010, “History,” para. 1). The definition has been expanded to include
family, friends, and caregivers (NCCS, 2010). One of the great milestones describing the
concept of cancer survivorship was fully articulated by one of NCCS’s founders,
Fitzhugh Mullan, in a 1985 article entitled Seasons of Survival: Reflections of a Physician
with Cancer, introducing the notion of survivorship phases.

Survivorship phases. Mullan (1985), a cancer survivor himself, identified and
defined three stages of survival through which cancer patients progress. The first phase
is referred to as the acute survival phase, in which the patient is initially diagnosed.
During this phase, typically during the first year, the primary focus is to survive
aggressive treatments and cope with the overwhelming emotions that occur when faced
with potential death. The second phase of cancer survival is the extended survival phase
and typically spans from the end of the first year to three years after treatment
completion. The second phase begins at the end of the formal cancer treatment when the
cancer is no longer present or its growth has been arrested and patients are faced with

returning to the lifestyle they had before diagnosis. Often during this phase, patients
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experience fear of recurrence of the disease. The third and final phase is the permanent
survival phase during which sufficient time has elapsed (greater than three years) and the

likelihood of a recurrence is minimal (Mullan, 1985). Kaplan (2008) outlines the three

phases of cancer survivorship and relevant events as shown in Table 5.

Table 5

Phases of Cancer Survival

Acute Survival

Extended Survival

Permanent Survival

e  Extends from diagnosis to
completion of initial
treatment

e Dominated by cancer
treatment and coping with
effect of therapy
Confronts one’s mortality
Constant elements of fear
and anxiety

¢ Importance of family and
community; family needs
are often overlooked

Beginning to return to
normal life after treatment
completion

Period of “watchful
waiting,” regular follow-up
examinations, intermittent
therapy as needed, dealing
with physical limitations
secondary to treatment
(e.g., fatigue, hair loss,
altered body image,
cognitive dysfunction)
Psychosocial support
services important
Dominated by fear of
recurrence

Evolves from extended
disease-free survival and
low likelihood of disease
recurrence

Adjustment to the “new
normal”

Long-term physiological
effects of treatment
Employment and health
insurance concerns
Health promotion strategies

Following Mullan, Welch-McCraffy and colleagues (1989) further developed the
concept of cancer survivorship and identified cancer survival trajectories (shown below).
The trajectories identified by these researchers focused on short and long-term
consequences of cancer and added awareness that long-term survivors can range from
those living with persistent, but controlled disease, to those who are disease-free.

e The individual lives cancer-free for many years.

e The individual lives long cancer-free, but dies rapidly of late recurrence.

e The individual lives cancer-free (first cancer), but develops second primary

cancer.

e The individual lives with intermittent period(s) of active disease.

e The individual lives with persistent disease.

e The individual lives beyond the age of expected death.
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Cancer survivorship challenges. Since its inception, the concept of cancer
survivorship has continued to evolve and efforts have progressed to identify key issues
that arise on the cancer survivorship continuum. Early efforts to identify the importance
of cancer survivorship date back to the 1970s, when two Italian cancer specialists,
Veronesi and Martino (1978), published and brought to light the unrecognized problems
in the continued management of cancer after active treatment. They brought awareness
to cancer’s long-term social consequences and stressed the pervasiveness of survivors’
anxiety and feelings of isolation during later phases on the cancer continuum. Veronesi
and Martino (1978) highlighted the prevalence and intensity of issues experienced by
cancer survivors that were frequently underestimated by oncology professionals. They
also made recommendations to reconfigure long-term care of patients and address gaps in
patient care services through the following statements:

One of the most important tasks of medicine and society is to do all that is

possible to make the patient’s life after treatment the most normal possible and

similar to that led before the dramatic event. However, to obtain satisfactory
results in this direction, a complete change of all the approaches to the problem of

cancer would be necessary (Veronesi & Martino, 1978, p. 349).

Over 30 years later, due to growing numbers of cancer survivors alive today,
efforts have continued to increase necessary resources to serve this unique and growing
population. In 2004, the Centers for Disease Control and Prevention (CDC) and the
Lance Armstrong Foundation (LAF) partnered to create A National Action Plan for
Cancer Survivorship. This plan was developed to inform the general public, policy
makers, survivors, providers, and others about the many challenges faced by the growing
number of cancer survivors. In 2006, Hanson and Kriescher identified key policy issues
that might help policy makers better understand the range of cancer survivorship issues.
Topics identified included cancer as a chronic condition; comprehensive cancer control
planning; health insurance issues; employment challenges; pain management policies;

support, family and infertility issues; and end-of-life logistics (Hanson & Kriescher,
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2006). Continued efforts are being made to identify and meet the needs of general cancer
survivors in the United States.

Female breast cancer survivorship issues. The largest population of cancer-
specific survivors within the survivorship framework is that of female breast cancer
survivors. NCI estimates that more than 2.6 million women previously diagnosed with
breast cancer are alive today nationwide (201 1¢), making women with a history of breast
cancer the largest group of cancer survivors. Although these women may be disease-free,
their cancer diagnosis and treatment course can have ongoing physical and psychological
effects on their lives and wellbeing. A reduction in quality of life, especially in the areas
of emotional, social, and sexual functioning, was found not only after initial treatment,
(1-2 years), but remained an issue in long-term post-treatment survival (>5 years)
(Holzner et al, 2001). Information has been gathered about all three phases of
survivorship, namely, acute, extended and permanent.

Acute Survival Phase: During Active Treatment

Often women who receive a diagnosis of breast cancer experience acute shock
and disbelief (Ganz, 2000). Women generally feel unprepared for the diagnosis and
shortly thereafter are faced with an array of medical consultations and treatment decisions
(Ganz, 2000). Numerous visits with healthcare providers are common during the
treatment process, requiring trust in strangers providing treatment and reliance on loved
ones (Boyle, 2006). Decisions about type of surgery, subsequent adjuvant therapy, and
even deciding the location of where treatment will be delivered can be overwhelming
(Gangz, 2000). Although making treatment decisions early after diagnosis can be difficult
and overwhelming, women who felt as though they were involved in the decision-making
process of their breast cancer treatment and follow-up care reported better health-related
quality of life as survivors two, five, and 10 years post-diagnosis (Anderson, Bowen,
Morea, Stein, & Baker, 2009).

Treatment decisions are diverse and have to be carefully considered within the
context of associated side effects. The decisions mark much of the agony of the acute

survivorship phase. During acute treatment, efforts are focused on ridding the body of
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cancer through four main types of therapy used individually or in combination,
depending on a woman’s characteristics and type of breast cancer. These four primary
treatment types include radiation, chemotherapy, surgery, and hormone therapy (Cukier,
Gingerelli, Markari-Judson, & McCullough, 2005). Local treatments typically refer to
surgery and radiation therapy because those types of treatment target the specific area of
the cancer. Chemotherapy and hormone therapy are systemic treatments, in reference to
the fact that the targeted agents travel through the entire blood stream for the purpose of
affecting cancer cells that may have traveled outside the initial organ in which the cancer
was diagnosed. Lastly, adjuvant treatments (typically chemotherapy and/or hormone
therapy) are given for early-stage patients to decrease the probability that the cancer has
escaped out of the region of the primary site. Adjuvant treatments are commonly given
as a preventative measure in breast cancers as they work to destroy cancer cells before
they become established in other organs (Cukier et al., 2005).

Surgery. Some form of surgery is typical among women diagnosed with breast
cancer. Operations for local treatment include breast-conserving surgery, mastectomy,

and axillary (armpit) lymph node sampling and removal as described in Table 6.
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Types of Breast Cancer Surgery

Type of Surgery

Description

Axillary lymph node dissection

Removal of lymph nodes in a specific area of fat under the armpit

Sentinel node biopsy

Injection of blue dye and a radioactive tracer into the tumor site
during or prior to surgery and the first (sentinel) node that picks
up the dye is removed and biopsied.

Lumpectomy

Removal of the breast lump and surrounding tissue

Mastectomy

Removal of all or part of the breast and sometimes other tissue

Partial (segmental) mastectomy

Removal of more breast tissue than a lumpectomy, taking only the
part of the breast in which the cancer occurs and a margin of
healthy breast tissue surrounding the tumor

Quadrantectomy

Partial mastectomy in which a quarter of the breast containing the
tumor is removed

Simple or Total mastectomy

Removal of the breast and areola only

Extended radical mastectomy

Removal of the breast, skin, nipple, areola, chest muscles, and all
axillary and internal mammary lymph nodes on both sides of the
body

Halsted radical mastectomy

Removal of the breast, skin, nipple, areola, chest muscles, and all
axillary lymph nodes on one side of the body

Modified radical mastectomy

Removal of the breast, skin, nipple, areola, and most of the
axillary lymph nodes on the same side, leaving the chest muscles
intact

Subcutaneous mastectomy

| Removal of internal breast tissue only while the nipple and skin
are left intact

Prophylactic mastectomy

A mastectomy performed before any evidence of cancer can be

found with the purpose of preventing breast cancer

Side effects of surgeries can include pain, temporary swelling, tenderness, and

hard scar tissue that forms around the surgical site (ACS, 2010a). Following surgical

treatment, some women choose to have breast reconstruction, either at the same time or

later on.

Radiation therapy. Radiation therapy (RT) represents an attempt to kill cancer

cells using high-energy rays or particles. RT is usually recommended for cancers in

which there is a probable ability for the radiation to destroy the cancer cells, while

allowing surrounding normal cells to repair themselves from the injury caused by RT

(Cukier et al., 2005). For breast cancer, RT may be used to destroy remaining cancer

cells following breast-conserving surgery in the areas of the breast(s), chest wall, or

underarm. Following a mastectomy, in cases when the tumor size is large (> 5.0 cm) or
when cancer cells were detected in the lymph nodes, RT may be administered to destroy

any lingering cancer cells. The administration of radiation therapy may result in the
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short-term side effects of swelling and heaviness in the breast and sunburn-like skin
changes in the treated area. Changes to breast tissue and skin are estimated to subside
within six to 12 months (ACS, 2010a). One nearly universal side effect of radiation
therapy is fatigue, which varies in severity from patient to patient (Cukier et al., 2005).
Long-term effects of radiation therapy are less common than the short-term effects
mentioned. A possible late effect of radiation to the chest area is fibrosis (stiffening or
scarring) of the lungs. As a result, the lungs can no longer fully inflate and take in air
(ACS, 2010a). Fibrosis can cause shortness of breath and less tolerance for physical
activity. Another potential long-term effect of radiation is secondary cancers. Secondary
cancers typically present as a different type of cancer from the initial cancer and usually
do not occur for at least five years after radiation therapy (Love, 2010). Another possible
long-term side effect that has been noted in the literature but not well understood is
immunosuppression. Immunosuppression is thought to occur as the result of radiation
affecting the body’s ability to defend itself against infection and subsequent cancers
(Cukier et al., 2005).

Chemotherapy. Another common breast cancer treatment that induces cancer
cell death is chemotherapy. Chemotherapy drugs are typically administered either
intravenously or orally depending on type of chemotherapy. Chemotherapy is given in
cycles through which the drug(s) are absorbed into the blood and travel through the
bloodstream to cancer cells in most parts of the body. Each period of treatment is
followed by a recovery period, resulting in treatment lasting several months. The type of
drugs administered, their amount, and length of treatment affect patients’ experience of
side effects from chemotherapy. The benefits of chemotherapy depend on the type and
stage of breast cancer. Dr. Susan Love highlighted chemotherapy in general reduces the
risk of reoccurrence of breast cancer by about a third and suggested women and their
oncologists work collaboratively when deciding the realistic benefits of treating their
breast cancer with chemotherapy (Love, 2010). ACS (2010a) identified the most

common short-term chemotherapy side effects as follows:
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e hair loss

o mouth sores

e loss of appetite

e nausea and vomiting

e increased chance of infections (due to low white blood cell counts)

e easy bruising or bleeding (due to low blood platelet counts)

o fatigue (due to low red blood cell counts and other reasons)

Hormone therapy. Hormone therapy (HR) is most often used as an adjuvant
therapy to help reduce risk of cancer recurrence following surgery, although it may also
be used for more advanced breast cancers. The hormone estrogen is thought to promote
the growth of about two out of three breast cancers containing estrogen receptors (ER-
positive cancers) or progesterone receptors (PR-positive cancers) (ACS, 2010a). The
drug Tamoxifen is one of the most common types of hormone therapy for women with
ER- or PR-positive cancers and is prescribed after surgery. Tamoxifen works by
blocking the estrogen receptor in the breast and in the metastatic cancer cells, preventing
estrogen from getting to them (Love, 2010). Use of Tamoxifen as an adjuvant therapy
has been estimated to reduce the chances of having a cancer recurrence by about half
among ER-positive and PR-positive breast cancers and a 33% reduction in the breast
cancer death rate (ACS, 2010a). However, Love (2010) explained when used for too
many years, the breast cells can become resistant to Tamoxifen; sometimes even starting
to feed the tumor. It is recommended at this time that women not take Tamoxifen for
more than five years (Love, 2010). Tamoxifen is also used to treat metastatic breast
cancer, and in some cases is used prophylactically to reduce risk of developing breast
cancer in women at high risk. The most common side effects of hormone therapy include
fatigue, hot flashes, vaginal discharge, and mood swings; however, more serious side
effects have also been reported including blood clots, strokes, uterine cancer, and
cataracts (Love, 2010).

All forms of cancer treatment (including surgery, chemotherapy, hormone

therapy, and radiation therapy) can have unwanted, long-term effects on tissues and organ
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systems that may impair a person’s health and quality of life in large and small ways
(Cukier et al., 2005). For some women diagnosed with breast cancer, treatment can have
a major impact on their ability to continue a normal routine with work and family. The
period during treatment is the time when fear and anxiety can continue due to the
uncertainty of treatment outcome. Making it through treatment successfully is an
accomplishment in itself; however, once treatment is complete patients are faced with the
new challenge of transitioning from being a patient to being a cancer survivor.
Transitional Period: From Patient to Survivor

The survivorship experience is described as dynamic, changing over time, with
particular moments of stress being transitions, such as the transition from acute treatment
to long-term follow-up care (IOM, 2006). The transition phase from completing
treatment to being one year post-treatment is not part of Mullen’s (1985) documented
seasons of survival; however, it is an important phase researchers have begun to
acknowledge as a unique phase within the breast cancer survivorship continuum. Recent
emphasis has been placed on paying attention to the importance of issues that occur
during the transitional phase of being a cancer patient to becoming a cancer survivor. In
fact, women who had radiation or chemotherapy for primary breast or gynecological
cancers were found to experience primary stressors at the end of treatment. These
stressors included feelings of uncertainty about treatment, follow-up, and symptoms
related to physical concerns, difficulty concentrating, attitudes about their body, and
dealing with mortality (Lauver, Connolly-Nelson, & Vang, 2007). The President’s
Cancer Panel (2004) identified similar findings, suggesting the transitional phase can
bring about mixed feelings of celebration and relief that primary treatment is finished, yet
can also be accompanied by anxiety and fears about disease recurrence or treatment-
related changes. Interestingly, a longitudinal study assessed measures of depression,
cancer-related anxiety, cancer concerns, and quality of life at three time points: during
treatment, three weeks following the end of treatment, and three months post-treatment
found that, in general, breast cancer survivors were remarkably well adjusted during the

months following treatment (Costanzo et al., 2007). However, the authors did find
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younger age to be a predictor of greater distress. This finding is consistent with Dow and
Lafferty’s (2000) research that assessed younger women'’s (<=45 years old) quality of
life, psychosocial adjustment, and survivorship issues at the start, midpoint, end, and six
months following breast-conserving surgery and radiation therapy for breast cancer.
Another study explored breast cancer-related symptoms post-treatment (0.5 to 14.9
months) to identify the relationship between symptoms and quality of life. Janz and her
colleagues (2007) found over half of the women experienced symptoms related to
fatigue, hot flashes, sleep disturbance, general pain, and breast discomfort. In addition,
younger women were found to experience worse symptoms when compared to their older
counterparts (Janz et al., 2007). It is apparent based on these studies that women
continue to experience multiple symptoms during the vulnerable transition period to
survivorship.

After primary treatment for cancer ends, cancer survivors are often faced with
transitioning from being under the care of an oncology specialist to working with their
primary care provider. The transition from active treatment to post-treatment care is a
period of time that is critical to long-term health. If follow-up care is not provided,
cancer survivors are left without knowledge of their heightened risk and a surveillance
care plan of action. During the transitional phase, the goal is to optimize both continuity
and coordination of care. Cancer survivors in general often require treatment from
multiple providers, including surgeons, medical oncologists, radiation oncologists,
nutritionists, and psychosocial or behavioral healthcare providers, who typically practice
in separate sites. Due to the multitude of providers involved during and following
treatment completion, survivors often face fragmented, uncoordinated care that can lead
to both underuse and overuse of services (Earle, 2007). The transitional period can be
greatly improved with a plan for continuing survivorship care to address women’s needs
during this vulnerable time.

Survivorship Care Plan
To address some of leading concerns that arise during this phase of survivorship,

recommendations were published by an IOM (2006) report that focused on cancer
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patients who are transitioning to becoming cancer survivors. The report was a call to
action to provide comprehensive, coordinated follow-up care to cancer survivors. In
addition to highlighting the physical, psychosocial, vocational, and insurance needs of
adult cancer survivors, one of the report’s primary recommendations was that patients
completing primary treatment for cancer be given a summary of their treatment and a
comprehensive plan for follow-up. A survivorship care plan is intended to inform
patients and their providers of the long-term effects of cancer and its treatment, identify
psychosocial support resources in their communities, and provide guidance on follow-up
care, prevention, and health maintenance (I0M, 2007).

The uses of survivorship care plans are beginning to be explored, though they are
still in their infancy for widespread utilization and tested effectiveness. Recently, efforts
have been begun to standardize and pilot survivorship care plans in medical settings. As
a response to the 2006 IOM report, the Institute of Medicine provided a 2007 publication
that specifically identified the needs, challenges, and structural outline of implementing
cancer survivorship care plans. IOM (2007, p. 8) identified the key elements that should
be included in Survivorship Care Plans as follows:

e specific tissue diagnosis and stage

¢ initial treatment plan and dates of treatment

e toxicities during treatment

e expected short- and long-term effects of therapy

¢ late toxicity monitoring needed

o surveillance for recurrence or second cancer

e who will take responsibility for survivorship care

e psychosocial and vocational needs

e recommended preventive behaviors/interventions

Following these guidelines, Miller (2008) piloted a survivorship care plan in an
outpatient clinical setting in a community hospital for breast cancer survivors. Survivors’
reactions to the care plan were collected through qualitative interviews before and after

the care plan was shared with each survivor. Survivors described feeling overwhelmed
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after completing their therapy and did not know what questions to ask their oncologist
about continuing care. After the care plan was implemented, survivors evaluated the care
plan and their experience of meeting with a healthcare professional to review the care
plan. All five women interviewed found the summary of their treatment to be helpful and
their written plan informed them of community resources, educational support groups,
and timing of follow-up appointment schedules. Overall, the plan was viewed as
providing practical guidance for survivors by organizing the post-treatment care with
their oncologist and primary care providers (Miller, 2008). In addition, Ganz and Hahn
(2008) published specific guidelines for how oncologists can implement a cancer
treatment summary and survivorship care plan for breast cancer survivors. They
highlighted key components of coordination of care that would foster delivery of higher-
quality cancer care. Although efforts are beginning to be made to provide better follow-
up after treatment completion, breast cancer survivors continue to experience an array of
physical and emotional symptoms years following the end of their treatment.
Extended Survival and Permanent Survival Phases: Years Following Treatment

As the nation’s growing population of breast cancer survivors age, more efforts
are being put forth to attend to their care along the survivorship continuum. Whether
treatment involves six weeks of radiation therapy or four to six months of adjuvant
chemotherapy, the end of treatment for breast cancer can often lead to feeling mixed
emotions. Women may feel ill prepared to navigate through the recovery process of
treatment. Even after having navigated through the maze of detection, treatment, and
management, some individuals with cancer continue to experience an array of problems.
Following the first year post-treatment, cancer survivors are considered to be in the
extended survival phase until they are more than three years post-treatment when they are
considered to be in the permanent survival phase. Researchers have placed importance
on survivors’ quality of life and symptom expression among breast cancer survivors in
the extended survival phase (Ahles et al., 2005; Ganz, 2000; Ganz et al., 2002; and
Holzner et al., 2001). Less work has focused on permanent survivors, though most

research as mentioned above does not differentiate these two phases.
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During the extended and permanent phases of survival, breast cancer survivors
have been found to experience an array of physical and emotional concerns. Extended or
permanent cancer survivors have special concerns, such as increased risk or fear that
cancer will recur, late-appearing side effects from treatment, changes in family roles and
daily activities, rehabilitative care, and financial impact of cancer treatment and short- or
long-term disability (Feuerstein, 2007). Other challenges faced by cancer survivors on an
ongoing basis can include the presence of recovery issues such as fatigue, cognitive
changes, body image changes, sexual health and functioning, infertility, post-traumatic
stress disorder (PTSD), and stress symptoms. Additional issues related to family or
caregiver distress and socioeconomic issues have also been found to be present during
survivorship years following cancer treatment completion (Alfano & Rowland, 2006;
Boyle, 2006). Several lingering physical and emotional concerns are particularly
noteworthy.

Ongoing physical concerns. Following treatment completion, women may
continue to experience a variety of physical symptoms that include fatigue, difficulty
sleeping, pain, hot flashes, sexual dysfunction, weight gain, difficulty remembering
things, and poor concentration (Cappiello, Cunningham, Knof, & Erdos, 2007; IOM,
2004). Janz and colleagues (2007) further identified that survivors may experience breast
symptoms related to pain, oversensitivity, skin problems, and swelling in the breast.
Three of the most common physical concerns reported by breast cancer survivors include
cancer-related fatigue, sexual dysfunctions, and memory and cognition difficulties.

Cancer-related fatigue. The term cancer-related fatigue (CRF) has been
recognized and defined by the National Comprehensive Cancer Network (NCCN) as “a
distressing persistent, subjective sense of physical, emotional and/or cognitive tiredness
or exhaustion related to cancer or cancer treatment that is not proportional to recent
activity and interferes with usual functioning” (NCCN Guidelines, 2010a, p. FT-1). This
type of fatigue is recognized as a common and, at times, debilitating complaint among
cancer survivors (Bower et al., 2006; Cappiello et al., 2007; Ganz & Bower, 2007; Janz et

al., 2007). Until recently, the medical community has under-appreciated this common
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symptom experienced by cancer survivors (Ng, Alt, & Gore, 2007). A longitudinal study
was conducted by Bower and colleagues that explored the symptoms of fatigue at one to
five years and at five to 10 years after receiving a diagnosis of breast cancer.

Findings showed a lack of change in fatigue symptom over time. Interestingly,
women who reported higher levels of depressive symptoms and who had high blood
pressure at baseline were more likely to be fatigued at follow-up. In addition, women
treated with radiation and chemotherapy were more likely to be fatigued than women
treated with radiation alone (Bower et al., 2006). Examining breast cancer and
Hodgkin’s disease survivors, Ganz and Bower (2007) confirmed CRF persists long after
cancer treatment ends and is most commonly associated with more intensive types of
cancer treatment (e.g., combined chemotherapy and radiation). In addition to persistent
feelings of tiredness, some women experience ongoing sexual side effects following their
treatment.

Sexual functioning. Cancer treatments that disturb the normal hormone balance
can lessen sexual desire as well as cause physical symptoms related to sexual functioning
(ACS, 2011). Pain during intercourse is the most common problem for women who have
undergone breast cancer treatment. Often, it is related to changes in the vagina's size or
moistness, which may occur after pelvic surgery, radiation therapy, or treatment that has
affected a woman's hormones (ACS, 2011). Huber, Ramnarace, and McCaffrey (2006)
conducted a meta-analysis across five studies that looked at sexuality and intimacy issues
among women with breast cancer and found women and their partners may experience
lifelong sexual dysfunction after diagnosis. A multifaceted study conducted by
Meyerowitz and colleagues (1999) surveyed 863 breast cancer survivors to examine their
sexuality following treatment. One-third of the women reported that breast cancer had a
negative impact on their sex life, and more revealed negative changes in at least some
areas of their sexual health. Women who were most likely to report a negative impact on
their sexual health following cancer were those who experienced changes in their
hormonal status as a result of treatment, had relationship problems with their partner, and

experienced difficulty with vaginal dryness (Meyerowitz, Desmond, Rowland, Wyatt, &
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Ganz, 1999). Another study revealed that among sexually active breast cancer survivors
who were one to five years post-diagnosis and in a partnered relationship, the most
important and consistent predictors of sexual health were presence or absence of vaginal
dryness, emotional wellbeing, body image, quality of the partnered relationship, and
whether a woman’s partner had sexual problems (Ganz, Desmond, Belin, Meyerowitz, &
Roland, 1999). Studies have shown the effect breast cancer treatment can have on
women’s sexual functioning. Cancer treatment may also result in women experiencing
difficulty with memory and cognition abilities

Memory and cognition. One common complaint following chemotherapy
treatment is that patients may notice changes in their cognitive functioning. The
American Cancer Society (2010d) highlighted for years that cancer survivors have
worried about, joked about, and been frustrated with the mental cloudiness they
experience before, during, and after chemotherapy. The described mental fog is
commonly and colloquially referred to as "chemo brain." Bender and colleagues (2006)
noted some cognitive changes related to cancer are minor and reversible, whereas others
are more noticeable, and not reversible. Cognitive changes are described as happening
suddenly (acute onset) or gradually being noticed over time (gradual onset). Although
patients have noticed mental symptoms for some time, only recently have studies started
to explore this phenomenon. The first longitudinal study was published by Ahles and
colleagues (2002), exploring cognitive deficits of chemotherapy among long-term
survivors of breast cancer and lymphoma who had been treated with standard doses of
systemic chemotherapy or local therapy only. The study revealed that systemic
chemotherapy can have a negative impact on cognitive functioning as measured by
testing and on memory as measured by self-report from participants (Ahles et al., 2002).

Since this initial study, a fair amount of research has been done, including a study
by Hess and Insel (2007) who developed a conceptual model of chemotherapy-related
changes in cognitive functions. Bender et al. (2006) conducted a more detailed study
than Ahles and colleagues, examining cognitive function changes over time in women

with breast cancer who did or did not received adjuvant therapy. They found that women
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who received chemotherapy and Tamoxifen exhibited deterioration on measures of visual
memory and verbal working memory and reported more memory complaints. Women
who received chemotherapy alone also showed a decrease in their verbal working
memory ability, whereas the control group showed an improvement in cognitive
functioning (Bender et al., 2006). Among breast cancer survivors, research has shown
that some cancer medications can cause changes in the brain. Imaging tests have shown
that after chemotherapy, some patients have smaller brain size in the parts of the brain
that deal with memory, planning, putting thoughts into action, monitoring thought
processes and behavior, and inhibition (Inagaki et al, 2007; Silverman et al., 2006).

To gain a better understanding how “chemo brain” may affect the lives of cancer
survivors, ACS (2010d) describes examples of cognitive difficulties survivors may
experience:

o forgetting things that they usually have no trouble recalling-- memory lapses

e trouble concentrating--they cannot focus on the task at hand

e trouble remembering details like names, dates, and sometimes larger events

e trouble multi-tasking, such as answering the phone while cooking, without

losing track of one of them decreased ability to do more than one thing at a
time

e taking longer to finish things, slower thinking and processing

e trouble remembering common words, can't finish a sentence as a result of

having difficult being able to retrieve the right words

Emotional concerns. In addition to some of the common physical symptoms that
persist for months or years following treatment, emotional concerns can also arise and
linger following treatment for breast cancer.

The complexity of primary breast cancer treatment, information overload, the
immediate need to make critical decisions about treatment, and the vulnerability
associated with a cancer diagnosis can all threaten the emotional wellbeing of the woman.
In addition, need for treatment that may last for months can cause disruption in social

activities as well as decrease a cancer survivor’s ability to plan and multitask,
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exacerbating the physical and emotional toll experienced by breast cancer patients.
Almost three decades ago the Psychological Aspects of Breast Cancer Study Group
(PABC) found over time the dysphoria of being diagnosed with breast cancer lessened;
emotions seemed to stabilize within a year following initial diagnosis (PABC, 1987).
Psychosocial concerns including specifically fear of recurrence and distress, have been
identified as common emotional concerns during breast cancer survivorship.

Psychosocial concerns. Recently, the National Cancer Policy Board of the
Institute of Medicine (IOM, 2004) examined the psychosocial consequences of breast
cancer among women and found the most common concerns were fear of recurrence,
body image disruption, sexual dysfunction, treatment related anxieties, intrusive thoughts
about illness/persistent anxiety, difficulty with marital/partner communication, feelings of
vulnerability, and existential concerns regarding mortality (Boyle, 2006; Ganz, 2008;
IOM, 2004;). Psychosocial concerns among early-stage breast cancer survivors included
similar findings related to emotional distress, fear of recurrence and anxiety, whereas
changes in mood and feeling sad or blue were found to diminish over time (Cappiello et
al., 2007). Factors that placed women at higher risk for psychosocial distress included
younger age (less than 50 years old), preexisting mental illness or psychological distress,
comorbid conditions, and limited social support (Ganz, 2008). Although there are a host
of psychosocial concerns, the emotional concern most commonly experienced along the
breast cancer continuum is fear of recurrence.

Fear of recurrence. Fear of recurrence and anxiety regarding postoperative
treatments accounted for more than 65% of responses to a question inquiring about
concerns among women newly diagnosed with breast cancer (Stephens, Osowaski,
Fidale, & Spagnoli, 2008). When women were asked about their emotional responses
during the recovery phase, the most frequent psychological concern was fear of
recurrence (Cappiello et al., 2007). Women across age groups (27 to > 65 years) were
found to have moderate fears of recurrence and development of a second cancer
(Cimprich, Ronis, & Martinez-Ramos, 2002). Even years after initial diagnosis, Bower

et al. (2005) found 40% of breast cancer survivors sampled within five years post-
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diagnosis reported persistent concerns about cancer recurrence. An earlier study by Mast
(1998) found among a sample of women who completed treatment for breast cancer, fear
of recurrence was associated with emotional distress. Along with fear of recurrence,
distress can often occur following a diagnosis of breast cancer and continue on after
completing treatment.

Distress. The National Comprehensive Cancer Network Clinical Practice
Guidelines define distress as “unpleasant feelings or emotions that may interfere with
your ability to cope with cancer, its physical symptoms, and its treatment” (2010b, p. 5).
The term distress covers a range of feelings, from powerlessness, sadness, hopelessness,
and fear to depression, guilt, anxiety, and panic. When considering cancer survivorship,
psychological distress refers to a broad range of affective and cognitive concerns that go
beyond psychiatric diagnosis of major depressive illness or anxiety disorders. Cancer-
specific concerns range from fear of cancer recurrence, to more generalized symptoms
such as worry, trouble sleeping, and feeling anxious when going to the doctor (Ganz,
2008). Gallagher, Parle, and Cairns (2002) found 43% of women were likely to
experience anxiety or depressive disorders at some time within the first six months after
receiving a diagnosis of breast cancer. Contributing variables found to be predictors of
psychological morbidity within the first six months post diagnosis included age under 50,
having children under 21 years, psychiatric history, and poor social support (Gallahger,
Parle, & Cairns, 2002).

Although some psychosocial concerns (including fear of recurrence and distress)
of breast cancer survivors were identified in the 2004 IOM report, the barriers that are
keeping the psychosocial needs of patients from being met have not been adequately
elucidated. Kaplan (2008) highlighted some of the barriers to meeting the psychosocial
needs of survivors, including the following (p. 989):

e fragmented provision of care and lack of coordination between different

treatment settings

e psychosocial services have not followed the shift from inpatient care to

outpatient centers and private offices
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e limited time during patient visits

e stigma associated with seeking mental health services

¢ inadequate health insurance coverage

e failure of healthcare provider to ask about emotional distress

¢ lack of simple, rapid screening tools for emotional distress

e lack of knowledge of clinical practice guidelines for managing distress

e lack of awareness of psychosocial resources in the community

The barriers identified speak to why survivors are often left to fend for themselves
when faced with these types of physical and emotional challenges following treatment
completion. Among breast cancer survivors, age at diagnosis appears to influence the
types and severity of physical and emotional challenges.
Age at Diagnosis: Younger versus Older Survivors

Most breast cancers occur in women older than 50 years of age (about 75% of
cases) (ACS, 2010b). Research has begun to examine the impact of age-related changes
in breast cancer survivors. Breast cancer affects women in all adult stages of life. Adult
developmental life stages encompass certain biological, personal, and social life goals
and tasks that may be disrupted by the diagnosis of breast cancer. Mages and
Mendelsohn (1979) are known for their pioneering work using a developmental life-stage
perspective to describe how cancer affects people’s lives and adaptation in younger,
middle, and older adulthood. Their clinical assessments have suggested that for older
patients the discovery of cancer can lead to an acceleration of psychosocial aspects of
aging, such as premature disengagement from external commitments, increased
dependency, and the need to review and integrate the past. They also reported that older
patients seem to face cancer with less anger than younger patients and speculated the
latter felt they have not yet had a chance to live a full life (Mages & Mendelsohn, 1979).

Rowland (1989) is credited with formulating adult developmental stages that are
pertinent to the diagnosis of breast cancer. These developmental stages are classified as
the mature adult (31-45 years), the adult in middle age (45-65 years), and the aging adult
(>65 years). Within each adult life stage Rowland (1989), reported that individuals
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encounter a number of physical, psychological, psychosexual, and social tasks. For the
mature adult, life often involves the attainment of personal, social, and career goals,
which may include raising children and establishing family, career, and social roles. The
middle age adult is typically faced with the need for adaptation to a range of physical,
emotional, and social life changes. Such adaptations may relate to hormonal changes in
menopause, role reversals between parents and children, and the peaking of careers.
Lastly, the aging adult tends to be confronted with changes in the work roles with
retirement, diminished physical ability and performance, and the possible loss of a spouse
or friend.

One study explored the impact of developmental life stages on quality of life
among breast cancer survivors. Cimprich et al. (2002) conducted a cross-sectional study
that examined how life stage (younger [27-44 years], middle [45-65 years], and older [>
65 years]) at diagnosis could influence current quality of life among long-term breast
cancer survivors. They found that older women diagnosed with breast cancer had
poorer overall physical health, felt less useful in life, experienced more uncertainty about
the future, and made fewer positive life changes following their diagnosis and treatment
completion. Younger women, on the other hand, had more difficulty with reproductive
issues (i.e., fertility and menstrual changes); more psychological distress related to their
diagnosis and treatment, changes in appearance and self-concept; and more family
distress; and experienced a greater impact on their sexuality. Interestingly, women who
received a diagnosis at midlife (45-65 years) tended to have better physical status than
younger or older women, more happiness than younger women and better overall quality
of life (Cimprich et al., 2002).

The point in time when breast cancer occurs is an important consideration because
specific adult developmental tasks are occurring concurrently that can affect a woman’s
quality of life differentially depending on life stage. A diagnosis of breast cancer can be
a life-changing event that may compromise a woman’s ability to deal effectively with
relevant life stage responsibilities and to handle expected tasks that are necessary for

daily life roles. Studies have begun to explore the interaction of age at diagnosis, an
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approximation of life stage, and how a breast cancer diagnosis can have both positive and
negative psychosocial consequences that affect recovery and long-term quality of life
outcomes.

Younger breast cancer survivors. Based on reviewed literature, younger
women with breast cancer appear to have different concerns than older women. Younger
survivors experience the adverse consequences of their illness and treatment for a longer
period of time and may suffer additional role limitations associated with employment,
family life, and activity level. An important dynamic related to developmental stages,
such as having family responsibilities and being premenopausal, are additional issues
often faced by young breast cancer survivors. Dunn and Stegina (2000) found young
women diagnosed with breast cancer often go through a ‘why me’ phase early after their
initial diagnosis as the realization of the severity of the illness becomes a reality. Coyne
and Borbasi (2009) conducted a qualitative study with six young women (ages 28 to 45
years) with a diagnosis of breast cancer within the past 12 months. Participants identified
three time periods as particularly challenging during diagnosis and treatment. Following
their diagnosis women recalled grieving life aspirations they felt were suddenly lost.
During the treatment process women acknowledged they felt as though they had to ‘go it
alone’ to keep the family routine as normal and consistent as possible. Lastly, young
participants recalled the ups and down of treatments and how this influenced their
physical and psychological wellbeing. The author concluded from the young women’s
shared experiences that the aggressive nature of breast cancer, unyielding treatment
schedules, and physical side effects compounded their overall distress (Coyne, 2009).

It has been well documented that younger women are more likely to be diagnosed
with a more biologically aggressive cancer and tend to need multimodal cancer-related
treatments (Sariergo, 2010; Yankaskas, 2006). Undergoing multiple types of breast
cancer treatment modalities tends to influence young women’s physical and
psychological adaptation (Sammarco, 2003). In addition to multiple roles and
responsibilities young women typically carry during this phase of life, the treatment

regime immediately after diagnosis was shown to induce significant distress in young


















































































































































































































































































































































































































































































































































































































