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ABSTRACT 

ANITA C. BROXSON 

THE RELATIONSHIP BETWEEN SYMPTOMS AND FEELINGS 
IN YOUNG BREAST CANCER SURVIVORS 

DECEMBER 2010 

Women diagnosed with breast cancer are often more vulnerable to the untoward 

effects of treatment, which may continue years beyond a diagnosis. The purpose of this 

study was to determine the degree to which young breast cancer survivors (YBCS) 

experience cognitive problems, pain, sexual problems, ~nd fatigue and the relationship 

between these symptoms and feelings, both positive and negative. The relationship 

between age at diagnosis and each symptom experience was also explored. 

A quantitative retrospective analysis was conducted of data from 905 young 

breast cancer survivors. Participants were female between the ages of 18 and 45 years 

diagnosed with breast cancer more than one year prior to study participation, and 

cancer-free at time of the survey. Symptom measures were derived from the Quality of 

Life in Adult Cancer Survivors scale. Descriptive statistics and Pearson's correlation 

were used in the data analysis. The Theory of Unpleasant Symptoms guided this 

research. 

Findings demonstrated that: (1) Young breast cancer survivors continue to 

experience significant symptoms many years post diagnosis. (2) The worse symptom 

experience reported was sexual problems. (3) Cognitive function, pain, sexual problems, 

and fatigue were significantly related to both positive and negative feelings. (4) Pain and 

sexual problems were significantly, but weakly associated with age at diagnosis. (5) 

V 



Distress was more strongly associated with negative feelings than intensity for the 

symptoms of sexual problems and pain in the majority of YBCS. (6) Intensity was more 

strongly associated with positive feelings than distress for all four symptoms in the 

majority of YBCS. 

Symptoms lasting years beyond the time of diagnosis warrant early recognition to 

minimize the long-term effects of a breast cancer diagnosis or its treatment. Early 

intervention by health care professionals may minimize escalation of the symptom(s) 

and/or their relationship to negative and positive feelings. Nurses, who are often the first 

health care professionals to whom YBCS can report problematic symptoms, play an 

integral role in designing interventions tailored to these young women. 
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CHAPTER I 

INTRODUCTION 

The American Cancer Society (ACS) predicts that 207,090 American women will 

be diagnosed with invasive breast cancer and an additional 54,010 with in situ breast 

cancer in 2010 (ACS, 2010). Based on 2009 ACS statistics, approximately 10 percent of 

the new cases (in situ and invasive) are expected to occur in women under the age of 45 

years (ACS, 2009). This percentage increases to 25 percent of new cases when age at 

diagnosis is extended to include those < 50 years (ACS, 2009) . Breast cancer survivors 

diagnosed under age 50 years are adding to the growing population of 2.5 million breast 

cancer survivors with greater declines in death rates (3 .. 2% per year since 1990) than 

BCS ~ 50 years (2.0% per year since 1990) (ACS, 2010) . Once cancer treatment has 

ended and the breast cancer survivor is considered cancer-free, the shift ·in cancer care 

changes to one of cancer survivorship when managing the long term side effects of the 

disease and/or the treatment becomes a priority. 

Several definitions exist for the terms cancer survivor and swvivorship. The 

National Cancer Institute states that a person diagnosed with cancer is a survivor "fro_m 

the time of diagnosis and for the balance of life" (NCI , 2006, para. 1 ). This definition is 

fairly comprehensive in that also includes family members, friends, and caregivers and 

does not exclude those currently undergoing treatment for cancer. In the 2006 Institute 

of Medicine (IOM) report, From Cancer Patient to Cancer Survivor: Lost in Transition, 

there are numerous references to cancer survivorship as occurring in phases along the 

continuum of care (Hewitt, Greenfeld, & Stovall, 2006). While the panel convened to 
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create the 2006 IOM report subscribe to the definition provided by the NCCS previously 

described, the focus of the report was on the survivorship phase occurring post

treatment (Ganz, 2009). Others have defined cancer survivorship to mean the 

completion of treatment and specify that the individual must be considered cancer-free 

for a specified period of time in order to be considered a cancer survivor (Feuerstein, 

2007; Little, Paul, Jordens, & Sayers, 2002). Generally, the term is defined by the 

principal investigator of a research study in accordance with study eligibility criteria. This 

study views a cancer survivor to be an individual who has completed treatment, is in the 

post treatment phase of survivorship, and considered to be cancer-free. 

The age at which a woman is considered to be a young breast cancer survivor 

(YBCS) also varies widely across studies with age cut-o~s ranging from age 40 to 64 at 

diagnosis to define young (Casso, Buist, & Taplin , 2004; Leining et al., 2006; Northouse, 

1994 ). There is currently no standard definitiort for young. A cut-off age of< 50 years or 

under at diagnosis has been used by several researchers exploring symptoms in YBCS 

(Arndt et al., 2004; Avis et al., 2005, Avis, Ip, & Foley, 2006; Bloom, Stewart, Chang,· & 

Banks, 2004; Casso et al., 2004; Ganz, Greendale, Petersen, Kahn, & Bower, 2003; 

Janz et al., 2005; Kim, Barsevick, Tulman, & McDermott, 2008), while others have used 

ages 45 years (Castellon et al., 2004; Janz et al., 2007) or age s 40 years (Leining et 

al., 2006; Kroenke et al., 2004). For this study, the YBCS included in the dataset that will 

be used for this study were age 45 years or under at time of diagnosis. 

Young breast cancer survivors, whether diagnosed under age 45 or 50 years, are 

often more vulnerable to the untoward physiological, psychological, and psychosocial 

effects of treatment because of their relative youth and the potential for more aggressive 

treatment (Bloom et al., 2004). They often face an abrupt progression to a temporary or 
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permanent menopausal state due to treatment effects (Knobf, 2002) . Symptoms are 

often more severe under these circumstances than those associated with a normal aging 

progression through menopause (Burstein & Winer, 2000; Ganz et al., 2003; Crandall, 

Petersen, Ganz, & Greendale, 2004). 

Several qualitative studies have revealed numerous concerns among YBCS 

regarding cognitive and memory issues, continuing pain, fatigue, sexual functioning, and 

fee lings of abandonment or isolation as they transitioned into the post-treatment phase 

of cancer survivorship (Connell , Patterson, & Newman, 2006; Coyne & Borbasi, 2006; 

Gould, Grassau, Manthorne, Gray, & Fitch , 2006). Very few quantitative studies have 

focused on the symptom experience of young women exclusively. More often than not, 

information about YBCS is elicited through studies in wh_ich they represented a small 

percentage of the participants and findings about their symptoms were incidental. Even 

less is known about how the presence and severity of various symptoms contribute to 

positive or negative feelings among YBCS. 

In studies of YBCS exclusively, cognitive problems have been identified in young 

women (Ganz et al. , 2003; Castellon et al., 2004) and to be greater in this population 

than in older breast cancer survivors (BCS) (von Ah, Russell, Storniolo, and Carpenter, 

2009; Jenkins, Shilling, Fallowfield, Howell, & Hutton, 2006). Ganz et al. (2003) also 

found fatigue was prevalent in YBCS who were more than five years post treatment. 

When compared to older BCS, YBCS have reported greater levels of fatigue (Gelinas & 

Filion, 2004; Janz et al., 2005, 2007; Kim et al., 2008). Research has shown that sexual 

problems are particularly bothersome in YBCS (Avis, Crawford, & Manuel , 2004, Avis et 

al , 2005; Casso et al. , 2004; Fobair et al., 2006; Lein1ng et al. , 2006) and are more 

prevalent than in older BCS (Glaus et al., 2006; Janz et al. , 2005; Kroenke et al. , 2004 ). 
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Young breast cancer survivors reported more pain than their older counter parts in Janz 

et al. (2007), Kim et al. (2008), Kroenke et al. (2004), and Peuckmann et al. (2009). 

Problem of Study 

The purposes of this study were to: 

1. To determine the mean scores for the symptoms of cognitive problems, pain, 

fatigue, and sexual problems in young breast cancer survivors (YBCS) 

diagnosed at age 45 or younger and who are more than 12 months post 

diagnosis as measured by the Quality of Life in Adult Cancer Survivors Scale 

(QLACS). 

2. To identify the relationship between age at diagnosis and the degree of 

cognitive problems, pain, fatigue, and sexual _problems in YBCS. 

3. To identify the relationship between the mean scores of cognitive problems, 

pain, fatigue, and sexual problems .and positive feelings. 

4. To ·identify the relationship between the mean scores of cognitive problems, 

pain, fatigue, and sexual problems and negative feelings. 

Rationale 

Research with all ages of breast cancer survivors (BCS) has shown that YBCS 

frequently experience a greater degree of the late effects of treatment, disturbances in 

quality of life, psychological functioning, emotional functioning, physiological .functioning, 

and overall symptom distress during the post treatment phase of survivorship than older 

breast cancer survivors (Arndt et al. , 2004; Janz et al., 2007; Kim et al., 2008; Kroenke, 

et al. , 2004; Peuckmann et al. , 2009). 

There is a paucity of research examining the relationship between symptoms and 

feelings (positive or negative). In a study of cancer survivors (N = 242) with all types of 
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cancer, increased reports of positive feelings were associated with decreases in each of 

the symptoms of cognitive problems, fatigue, pain, and sexual problems (Avis et al., 

2005) . Negative feelings were associated with an increase in reporting of the same 

symptoms (Avis et al. , 2005). Feelings have been view as contributing variables to 

overall QOL in research with YBCS (Avis et al., 2005; Avis et al., 2006) and in all-age 

BCS (Carver et al., 2006). Others have explored either meaning and vulnerability, or 

optimism (Andrykowski et al. , 1996; Cimprich, Ronis, & Martinez-Ramos, 2002; Petersen 

et al. , 2008; Stanton, Danoff-Burg, & Huggins 2002). These studies included questions 

assessing levels of happiness, mood changes, or outlook. Research exploring the 

personality traits of optimism or pessimism often includes questions related to positive or 

negative feelings. 

Optimism has been found to predict physical and psychological functioning as 

we ll as long-term adjustment in breast cancer survivors (Carver et al., 200_5; Carver, 

Smith, Petronis, & Antoni , 2006). Low levels of optimism have predicted the symptoms 

of anxiety and depression in BCS six months post diagnosis (Epping-Jordan et al., 

1999). Schou, Ekeberg, Ruland, Sandvik, and Resen (2004) showed that pessimism 

was a strong predictor of anxiety and depression one year post breast cancer surgery. 

Further research is needed that will provide information about .the impact of symptoms in 

YBCS on their feelings, which can affect their adjustment as cancer survivors during the 

post treatment phase of survivorship. 

Research about the effect of a variety of symptoms experienced by .YBCS does 

exist; however, it varies widely in sample sizes, eligibility criteria, and in the definition of 

a young breast cancer survivor. Furthermore, existing research does not describe the 

relationsh ip between symptoms and positive or negative feelings . Feelings have been 
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typically measured as components of the broader concepts of optimism and pessimism. 

Exploring the impact of symptoms on feelings can expand the scope of knowledge of an 

important facet of cancer survivorship care. Increasing awareness of negative feelings 

can lead to the development of appropriate interventions, while the identified contributors 

to posit ive feelings can be further promoted. 

This secondary analysis included a large sample of 905 women diagnosed at 

age 45 years or younger with invasive breast cancer, who were cancer free at time of 

the study questionnaire and at least one year from diagnosis. Findings from this study 

contribute valuable information to the body of limited knowledge about the symptoms 

experienced by YBCS during the post treatment phase of cancer survivorship and their 

effect on positive or negative feelings. 

Theoretical Framework 

The Theory of Unpleasant Symptoms (TOUS) that guided this rese_arch proposes 

that physiological , psychological, and/or situational factors may influence the experience 

of a number of symptoms (Lenz, Pugh, Milligan, Gift, & Suppe; 1997). The authors of 

this middle range theory state the purpose of the theory is to improve understanding of 

the symptom experience and to provide information that will lead to methods for 

preventing or managing symptoms and their negative effects (Lenz et al., 1997). The 

theory was originally developed to research the symptoms of dyspnea and fatigue, with 

subsequent research focusing on fatigue during pregnancy/childbirth, in asthma patients, 

and in those with chronic obstructive pulmonary disease, in an attempt to learn more 

about the interactive nature of symptoms on performance (Lenz et al., 1997). 

Three major components of the TOUS include-the symptoms the person is 

experiencing, the influencing factors, and the consequences of the symptom experience. 
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These components are depicted in Appendix A. The central concept of the TOUS is 

symptoms, which Lenz and Pugh define as "the perceived indicators of change in normal 

functioning as experienced by patients" (Rhodes & Watson as cited in Lenz & Pugh, 

2008, p. 164). Symptoms are conceptualized as manifesting four measurable 

interrelated dimensions. These dimensions include time, quality, intensity, and distress, 

of which one or more may be measured when describing the symptom. The time 

dimension refers to the way symptoms vary in duration and frequency. The quality 

dimension refers to the way in which a symptom is manifested or experienced. Of 

interest in this research are the remaining two symptom dimensions: intensity and 

distress. The degree, strength, or severity of the symptom is quantified through use of 

the intensity dimension, which is typically the most frequently measured descriptor of 

symptoms. The distress dimension assists in describing the degree to which the 

individual is bothered by the symptom. 

The infi'uencing factors are divided into the categories of physiologic, 

psychologic, and situational factors, which can influence the symptom experience. 

Physiologic factors may be anatomical, physiological, or genetic. Examples of 

physiological factors are disease, pathology, genetic make-up, race/ethnicity, or age. 

Any one of these may influence the symptom's occurrence ano how it is experienced. 

Psychological factors include affective variables such as depression or anxiety, which 

may precede the symptom or be present concurrently with the symptom. This research 

explored age at diagnosis and its relationship to the symptoms of pain, fatig_ue, cognitive 

problems, and sexual problems experienced by YBCS. 

Performance is the outcome or effect of the symptom experience, which is 

divided into functional or cognitive activities (Lenz et al., 1997). Examples from the 
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former category include physical activities, role performance, or social activities and 

interactions. The outcome variables for this study, positive and negative feelings, can be 

affected by multiple symptoms (independent variables). Age at diagnosis serves as in 

influencing physiological factor that may influence the symptom experience. 

A reciprocal relationship can exist among the three major components of this 

theory. The influential factors can be influenced by the symptoms or by one another. 

Performance or outcome may have a feedback loop to influential factors or the symptom 

experience itself. The TOUS framework is in Appendix A. 

Other studies employing the TOUS framework have explored symptoms in lung 

cancer patients or survivors. The prevalence and intensity of depression, fatigue, pain, 

and their relationship to quality of life (QOL) has been studied in 51 lung cancer 

survivors (Fox & Lyon, 2006). Pain and fatigue were also among the symptoms studied 

in newly diagnosed lung cancer patients receiving chemotherapy (Hoffman, Given, vori 

Eye, Gift, & Given, 2007). Gift, Jablonski, Stammel , and Given (2004) investigated the 

symptoms of fatigue, nausea, vomiting, weakness, appetite loss, weight loss, and 

altered taste in newly diagnosed elderly lung cancer patients. · 

Although the TOUS has been utilized in research with various populations, few 

have included populations of cancer-free breast cancer survivors. In a sample of 149 

cancer-free BCS (7 4 with .lymphedema, 75 without), Ridner and Dietrich (2008) explored 

the relationships between physical and psychological comorbid conditions and 

medication usage. Thompson (2007) examined the relationships among fatigue, 

symptom distress, meaning in life, and performance in 34 cancer-free BCS. 

Additional studies employing the TOUS framework included women who were 

receiving chemotherapy at the time of study participation. Lee, Chung , Park, and Chun 
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(2004) utilized the TOUS to study the relationship between mood disturbance, social 

support and symptoms in 134 Korean women receiving chemotherapy for breast cancer. 

The re lationships between symptoms (insomnia, fatigue) and psychological factors 

(anxiety, depression) and their relationship to quality of life was studied in 263 cancer 

patients undergoing chemotherapy (breast, n = 46) (Redeker, Lev, & Ruggiero, 2000). 

Application of the study variables in the current population of YBCS to the TOUS 

is shown in Table 1. 
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Table 1 

Model Connected to Study Variables 

Variable 

Cognitive 
Problems 

Fatigue 

Pain 

Variable Defined 

1. You had difficulty doing activities that 
require concentrating. 

2. You had trouble remembering things 

3. You were bothered by forgetting what you started to do. 

4. You were bothered by having a short attention span 

1. Had energy to do the things want to do 

2. Lacked energy to do the things you wanted to do. 

3. Felt fatigued 

4. Felt tired 

1. Your mood was disrupted by pain or its treatment. 

2. You had aches or pains. 

3. Pain or its treatment interfered with your social activities 

4. You were bothered by pain that kept you from doing the 

th ings you wanted to do. 

Sexual 1. You lacked interest in sex. 

Problems 2. You avoided sexual activity. 

3. You were bothered by being unable to function sexually. 

4. You were dissatisfied with your sex life 

Continued 

10 

Instrument 

QLACS8 domain: 

Cognitive 
problems 

lntensitl 

Distressc 

QLACS domain: 

Energy /Fatigue 

lntensitl 

Distressc 

QLACS domain: 

Pain · 

lntensitl 

Distressc 

QLACS domains: 

Sexual interest 

Sexual function 

lntensitl 

Distressc 



Table 1 Continued 

Model Connected to Study Variables 

Variable 

Positive Feelings 

Negative Feelings 

Young age 

Cancer survivor 

Variable Defined 

You felt happy. 

You enjoyed life. 

You had a positive outlook on life. 

You were content with your life. 

You felt blue or depressed. 

You worried about little things. 

You were bothered by mood swings. 

You fe lt anxious 

Diagnosed at or under the age of 45 

years 

;;:: 12 months since diagnosis, 

completed cancer treatment, cancer

free 

Instrument 

QLACS domain: 

Positive Feelings 

QLACS domain : 

Negative Feelings 

Demographics 

Demographics 

8
Quality of Life in Adult Cancer Survivors Scale (Avis et al, 2005) . 

0
1tems 1 & 2 reflect the intensity 

dimension. cltems 3 & 4 reflect the distress dimension . 

The main concept of the TOUS, symptoms, is reflected in the independent 

variables of cognitive problems, fatigue, pain, and sexual problems. An additional 

independent variable, age at diagnosis, represents a potentially influential physiological 

factor upon the symptom experience. The effect of the symptom experience results in 

the outcome, which can be either positive or negative feelings . 
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Assumptions 

The assumptions of the Theory of Unpleasant Symptoms include (Lenz & Pugh, 

2008): 

1. Nature of a symptom can truly be known and described only by the individual 

experiencing it. 

2. Symptoms can occur either in isolation or in combination with other 

symptoms 

3. Symptoms vary in intensity or severity, degree of associated distress, timing, 

and quality. 

4. Reciprocal relationships can exist between influencing factors, symptoms, 

and performance (outcome). 

Research Questions 

This study investigated the following questions: 

1. What are the mean scores of the symptoms of cognitive problems, pain, 

fatigue, and sexual problems in young breast cancer survivors (YBCS) 

diagnosed at age 45 or younger and who are more than 12 months post 

diagnosis as measured by the Quality of Life in Adult Cancer Survivors Scale 

(QLACS)? 

2. What is the relationship between age at diagnosis and the degree·of cognitive 

problems, pain, fatigue, and sexual problems in YBCS? 

3. Is there a relationship between the mean scores of cognitive problems, pain, 

fatigue, and sexual problems and positive feelings? 

4. Is there a relationship between the mean scores of cognitive problems, pain, 

fatigue , and sexual problems and negative feelings? 
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Definition of Terms 

Conceptual Definitions 

The symptoms of cognitive problems, fatigue, pain, sexual problems, positive 

fee lings, and negative feelings, are six of the 12 domains that make up the QLACS 

questionnaire (Avis et al., 2005). These domains are components of the definition of 

cancer-related quality of life. Avis et al. (2005) adopted the conceptual definition for 

cancer-related quality of life provided by Gotay, Holup, and Pagano (2002, p. 103): 

"Quality of life (QOL) is a term that is used to refer to these multifaceted outcomes 

experienced by a patient." The multifaceted outcomes to which Gotay et al. (2002) refer 

include the physical sequelae, short or long term effects, psychological, and 

psychosocial effects of having been treated with powerful and toxic treatments. Avis et 

al. (2005) further state that QOL in encompass~s multiple domains, or areas, of well

being, which includes physical, psychological, and social functioning. They state an 

advantage of this definition is the inclusion of functioning as well as the individual's 

satisfaction with functioning (Gotay et al., 2002). 

The conceptual definition for cancer survivor used in this study 

defines cancer survivors as "individuals with a diagnosis of cancer who have completed 

primary treatment for cancer" (Feuerstein, 2007, p. 7). 

The intensity dimension of a symptom "quantifies the degree, strength, or 

severity of the symptom" (Lenz & Pugh, 2008, p. 164). 

The distress dimension of a symptom is defined as "the degree to which the 

individual experiencing the symptom is bothered by it (Lenz & Pugh, 2008, p. 164). 
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Symptoms are defined as "the perceived indicators of change in normal 

functioning as experienced by patients" (Rhodes & Watson as cited in Lenz & Pugh, 

2008, p. 164). 

Feelings are defined according to Avis et al. (2005) as: 

a. positive - a summary of responses about feeling happy, content, and having 

a positive outlook 

b. negative - a summary of responses about feeling anxious or depressed, 

worrying, or bothered by mood swings 

Operational Definitions 

Symptoms. The operational definition used in this study represents responses to 

items on the QLACS (Avis et al., 2005) regarding the symptoms of cognitive problems, 

pain, sexual problems, and fatigue, which are further operationally defined as: 

Cognitive Problems. The operational definition used in this study represents 

responses to items 2, 3, 4, and 23 in the Quality of Life in Adult Cancer Survivors 

(QLACS) scale (Avis et al., 2005). Responses are rated on a Likert scale of 1 though 7 

(never to always). 

a. Fatigue. The operational definition used in this study represents responses to 

items 1, 5, 11, and 14 in the Quality of Life in Adult Cancer Survivors 

(QLACS) scale (Avis et al., 2005). Responses are rated on a Likeft scale of 1 

though 7 (never to always). 

b. Pain. The operational definition used in this study represents responses to 

items 13, 17, 21, and 27 in the Quality of Life in Adult Cancer Survivors 

(QLACS) scale (Avis et al., 2005). Respon·ses are rated on a Likert scale of 1 

though 7 (never to always). 
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c. Sexual problems. The operational definition used in this study represents 

responses to items 10, 12, 16, and 26 in the Quality of Life in Adult Cancer 

Survivors (QLACS) scale (Avis et al., 2005). Responses are rated on a Likert 

scale of 1 though 7 (never to always). 

Intensity. The operational definition used in this study represents responses to 

the following items on the QLACS scale for each symptom domain ((Avis et al., 2005). 

Responses are rated on a Likert scale of 1 though 7 (never to always). 

a. Cognitive Problems: intensity = items 2, 3 

b. Pain: intensity= items 17, 21 

c. Sexual Problems: intensity = 16, 26 

d. Fatigue: intensity = 1, 11 

Distress. The operational definition used in this study represents responses to 

the following items on the QLACS scale for each symptom domain ((Avis et al., 2005). 

Responses are rated on a Likert scale of 1 though 7 (never to always). 

a. Cognitive problems: distress = items 4, 23 

b. Pain: distress = items 13, 27 

c. Sexual Problem: distress= items 10, 12 

d. Fatigue: distress= items 5, 14 

Feelings: The operational definition used in this study represents responses to 

items on the QLACS (Avis et al., 2005) regarding positive feelings and negative feelings, 

which are further operationally defined as: 

a. Positive feeling. The operational definition used in this study represents 

responses to items 6, 8, 22, and 28 in the Quality of Life in Adult Cancer 

Survivors (QLACS) scale (Avis et al., 2005). Responses are rated on a Likert 
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scale of 1 though 7 (never to always). 

b. Negative feelings. The operational definition used in this study represents 

responses to items 7, 9, 19, and 24 in the Quality of Life in Adult Cancer 

Survivors (QLACS) scale (Avis et al., 2005). Responses are rated on a Likert 

scale of 1 though 7 (never to always). 

Young breast cancer survivor. The operational definition for young age includes 

age 45 or younger (Morrow, Broxson, Hahn, Munsell, & Hortobagyi, 2010, unpublished 

manuscript). 

Limitations 

There were several limitations present in this study. The possibility of self

selection bias existed since only those YBCS who felt they had something specific to 

share may have responded to the study questionnaire. Other YBCS may have not 

answered for unknown reasons. Secondly, the-instrument used this secon~ary analysis 

was a QOL instrument, which limited the amount of individual symptom information 

obtained. The measure of symptoms via the QLACS domain score was limited due to 

the individual questions within each domain. The domain score did not represent a 

comprehensive assessment of a specific symptom, nor did each domain score represent 

responses of all 905 participants. Some may have erroneously skipped a question while 

others exerted their right _to not answer questions. Lastly, generalizability to all young 

breast cancer survivors is limited due to the use of a homogenous population in this 

study. 

Summary 

Due to an increased awareness of breast cancer in young women and advances 

in treatment, more young women are continuing to join the 2.5 million BCS in the U.S. 
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each year (ACS, 2010). Whether young is defined as being diagnosed under the age of 

45 years versus 50 years, these young women often suffer greater long term treatment 

side effects than their older counterparts (Bloom et al., 2004). Research has shown that 

YBCS frequently report cognitive difficulties and fatigue (Ganz et al., 2003), pain 

(Peuckmann et al., 2009), and sexual problems (Avis et al., 2004; Fobair et al., 2006), 

during the post-treatment phase of survivorship. 

Many studies have explored the symptom experience of BCS; however, few have 

focused solely on YBCS, with even fewer examining the relationship between symptoms 

and positive or negative feelings. Increased prevalence of cognitive problems, fatigue, 

pain, and sexual problems have been associated with negative feelings in older cancer 

survivors (M = 71.4 years); 18 percent were BCS (Avis et al., 2005). More often, positive 

or negative feelings have been viewed as contributing to overall QOL (Avis et al., 2006; 

Carver et al., 2006), or as components of optim_ism (Petersen et al., 2008; Stanton et al., 

2002), or pessimism (Shau et al., 2004). Further research is needed to explore the 

relationship between symptoms and positive and negative feelings in order to identify the 

degree of the symptoms' impact and to design appropriate interventions. 

Use of the Theory of Unpleasant Symptoms (Lenz et al., 1997) in this study 

improved the understanding of how the symptoms experienced by YBCS (cognitive 

problems, fatigue, pain, sexual problems) affected their reports of positive or·negative 

feelings. The TOUS vie,w of symptoms as multidimensional, influenced by a number of 

factors, and resulting in specific outcomes, was well-suited to the current research. The 

framework supplied a mechanism for exploring the relationship between the influencing 

factor of age at diagnosis and symptoms in YBCS and the subsequent outcome of the 

total symptom experience. 
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This study included 905 YBCS diagnosed at or under the age of 45 years who 

were ~ one year post diagnosis and considered to be cancer-free at time of the survey. 

This study explored the prevalence of the symptoms of cognitive problems, pain, fatigue, 

and sexual problems; the relationship of these symptoms to positive and negative 

feelings; and the relationship between age at diagnosis and the prevalence of the same 

four symptoms. 
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CHAPTER II 

LITERATURE REVIEW 

This literature review focuses on the variables outlined in the research questions 

of this proposed study. A literature search was conducted using the Cumulative Index to 

Nursing and Allied Health Literature (CINAHL), MEDLINE, EBSCO, and Dissertation 

Abstracts Online and ProQuest Digital Dissertations. Search terms used included: breast 

cancer survivor, young women, symptoms, cognitive dysfunction, fatigue, pain, sexual 

dysfunction, sexual problems, positive feelings, and negative feelings. Research 

examining positive and negative feelings was very limited; therefore, the review also 

included studies that used these terms as assessments of optimism or pessimism. The 

review included research with all-age breast cancer survivors (BCS) to ensure 

information from the younger cohorts within these studies would be added to the review. 

Symptoms of Breast Cancer Survivors 

Cognitive Problems 

Cognitive problems are measured through a variety of assessment tools, some of 

which elicit the respondent's perception of the prevalence of their own cognitive 

problems. Such tools may ask about memory, concentration, recall, or attention. Articles 

that describe these perceptions are included in this review. 

Young breast cancer survivors. Ganz et al. (2003) conducted a quality of life 

survey with 577 cancer-free YBCS diagnosed at age 50 or younger (M = 43.6). The 

respondents had been diagnosed with stage 0, I, or II breast cancer and were two to 10 
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years post diagnosis (M = 6 years) with a current mean age of 49.5. Thirty-five percent 

to 65 percent reported problems with forgetfulness and concentration. 

In a QOL study of women (N = 202) who were < 50 years old at diagnosis (M = 

41.6) and four to 42 months from diagnosis (M = 23 months), the mean score for the 

domain of cognitive problems using the QLACS was 11.5, indicating a worse symptom 

experience (Avis et al., 2005). Scoring description for the QLACS is provided in chapter 

three of this paper. This score changed only slightly (10.6) in a subsequent study in 

which 94 of the 202 repeated the QLACS approximately eight years post diagnosis and 

was not found to be significant (Avis et al., 2006). Of the 371 YBCS diagnosed under 

age 40 years who responded to an Internet survey, forgetfulness and difficulty 

concentrating (81 % and 79%, respectively) were reported .as problematic (Leining et al., 

2006). All YBCS were more than one year from diagnosis with the majority (53%) 

ranging from one to two years. 

All-ages breast cancer survivors. Most information describing cognitive problems 

in YBCS comes from studies in which they were combined with BCS of all ages. Some 

of these studies only refer to younger when providing results and do not give a specific 

age cut-off to define the term. More than 50 percent of the BCS (n = 314) who were one 

year post diagnosis expressed some level of concern about cognitive functioning (Arndt 

et al., 2004). Twenty-eight (28%) of women in the study sample were diagnosed under 

the age of 40 years. Study results showed that deficits in cognitive functioning were 

predominantly reported by these younger women; however, the actual percentage of 

YBCS reporting cognitive problems was not provided by the authors (Arndt et al. , 2004). 

von Ah et al. (2009) explored the perceived effectiveness in cognitive activities 

requiring directed attention in 134 breast cancer survivors aged 32-79 years (M = 56.3, 
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SD = 9.4 ). Fifty percent reported moderate levels of difficulty and 26 percent with poor 

levels. The findings stated that younger women reported more deficits ; however, a 

definition of young was not provided nor was the percentage of YBCS in the study 

sample available. Other studies have shown cognitive functioning deficits in BCS but 

have not differentiated YBCS from older BCS. Ninety-four women had received surgery 

with 67 percent also receiving radiation therapy; none received any chemotherapy. 

When comparing the 94 cases to 35 controls without breast cancer, the findings 

revealed a significant group difference on immediate verbal recall task (F = 4.578, p = 

0.034). Perceived cognitive deficits were assessed at three time points (six, 12, 18 

months post diagnosis) in 85 BCS whose treatment regimen had included chemotherapy 

versus 43 BCS who had not received chemotherapy ( Jenkins et al., 2006) . Sixty percent 

and 45 percent, respectively, noticed deficits in memory and concentration at 18 months, 

which was an improvement over the 83 percent·(memory) and 80 percent 

(concentration), reported at 12 months. 

Fatigue 

Young breast cancer survivors. In a quality of life survey of YBCS diagnosed ~ 

50 years of age, the youngest age group (n = 42, age range 25 to 34) reported 

significantly less energy (p <.03) than the o/derYBCS (Ganz ·et al., 2003). The mean 

time since diagnosis for al_l groups ranged between 5.9 and 6.3 years. In a QOL 

assessment of 94 YBCS who completed the QLACS, the fatigue domain score was 12.3, 

indicating a·moderate amount of fatigue being reported eight years post diagnosis (Avis 

et al., 2006). Bloom et al. (2004) conducted a five-year follow assessment of YBCS (N = 

185) who participated in an earlier study. The score on the SF-36 vitality scale (Ware, 

1993) changed from 50.5 (SD 24.3) at baseline (two to seven months post diagnosis to 
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62.8 (SO= 21.7, p = 0.0001 (Bloom, Stewart, Johnston, & Banks; 1998; Bloom et al., 

2004) . Although this showed improvement, the YBCS were still experiencing issues with 

vitality (energy) years after treatment had ended. In a small pilot study (Wilmoth, 

Coleman, & Wahab, 2009) of 15 YBCS who were under age 50 years at diagnosis and 

an average of 22 months beyond their diagnosis, the mean and standard deviation of the 

fatigue scores was 4.8 ± 2.4, thus indicating the presence of the symptom according to 

the Piper Fatigue Scale (PFS) (Piper et al. , 1998). 

All-ages breast cancer survivors. In a large study of 1,933 Korean BCS (N = 

1,933), 62.4% (1,207) were diagnosed under the age of 50 (Kim et al., 2008). The 

secondary analysis of the data (Kim et al., 2008) revealed that the majority of YBCS (n = 

808, 69.8%) reported fatigue levels greater than 4 (0 to 10, 10 = worse) on the Brief 

Fatigue Inventory (Mendoza et al., 1999). The mean time since treatment for the entire 

sample of cancer-free BCS was 4.6 years ( SD :; 9.3). Bower et al. (2000) explored the · 

prevalence of fatigue in cancer-free BCS (N = 1,953) who were one to five years post 

diagnosis. They found that the fatigued group (n = 684) was significantly younger (M ~ 

54.8, SD 11.91) at time of the survey than the non fatigued group (p = 0.18). Of the 

fatigued group, 293 (34%) were< 50 years of age. Bower et al. (2006) conducted a 

follow-up study with 763 of the BCS who participated in the latter study. At time of 

reassessment of fatigue, 34 percent reported significant fatigue six to 10 years post 

diagnosis, with 21 percent reporting fatigue at both time points. In a sample of BCS who 

were on average seven months from surgical treatment for their breast cancer (N = 

1,372), fatigue was found to have the greatest impact on QOL (Janz et al., 2007). The 

younger breast cancer survivors (n = 141; age< 45 years) experienced overall worse 
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symptoms; however, specific data about the prevalence of fatigue in the younger women 

was not available . 

The majority of the studies reviewed here examined fatigue in relationship to 

QOL (Avis et al , 2006; Bloom et al. , 1998, 2004; Ganz et al. , 2003; Bower et al. , 2000; 

Janz et al. , 2007) , while others looked at predictors of fatigue (Bower et al. , 2006) or how 

fatigue might cluster with other symptoms (Wilmoth et al., 2009). None of the literature 

reviewed explored the relationship between fatigue and positive or negative feelings. 

Pain 

Young breast cancer survivors. General aches and pain can continue well 

beyond the end of treatment for breast cancer. In the study of YBCS (N = 202) 

conducted by Avis et al. (2005), 73 percent of the participants reported bothersome 

levels of general aches and pain. Bloom et al. (2004) surveyed 185 YBCS five years 

post diagnosis and compared reports of pain to -an earlier study in which th~ YBCS 

participated (Bloom et al. , 1998). Although still present, reports of pain (using SF-36) had 

improved significantly from the baseline (M = 63.9, SD= 2-S.5) to the follow-up 

assessment (M = 74.2, SD= 25.8) (p = 0.0001) (Bloom et al., 2004). 

All-ages breast cancer survivors. In a study exploring post-treatment symptoms 

in 117 BCS who were within two years from diagnosis, 79 percent reported pain 

(Eversely et al., 2005). Although the results did not differentiate younger from older 

BCS, the mean age of the sample was relatively young (M = 47, range 29 to 68) . 

Peuckmann et al. (2009) conducted a study of long term Danish BCS (N = 1,783) in 

which they stratified the sample by age and by time since diagnosis (5 to 10 years, and> 

1 O yrs) . Thirty percent of the 455 YBCS (diagnosed < age 40 years) reported chronic 
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pain. The sample of YBCS was not further stratified by time since diagnosis (Peuckmann 

et al; 2009). 

Contrary to the above findings, YBCS (n = 42, aged 27 to 44) reported 

significantly (p < .05) less aches and pains than the middle-age (n = 35, ages 45 to 65) 

and older (n = 28, 66 to 79) (Cimprich et al., 2002). There was a significant (p = .001) 

difference in time since diagnosis among the three age groups with the YBCS being 

further from diagnosis (14.5 years) than the older BCS (middle-aged, 10.9 years; oldest 

BCS, 7.8 years). 

Sexual Problems 

Sexual problems have been assessed using various combinations of symptoms, 

such as vaginal dryness, dyspareunia, lack of desire, low .libido, lack of enjoyment, 

inability to achieve orgasm, or difficulty with arousal. Additionally, the phrase, "sexual 

dysfunction" is often defined by the presence of. these symptoms. This revi~w focused · 

on research that provided information about sexual problems in young breast cancer 

survivors. 

Young breast cancer survivors. Avis et al. (2004) described problems and 

symptoms reported by YBCS (N = 204) who were between four and 42 months (M = 23 

months) post diagnosis of stage I, II, or Ill breast cancer. The age range at diagnosis 

was age 25 to 50, with a mean age of 41.6 (SD= 6.1 ). The mean age at time ·of the 

survey was 43.5 (SD= 6.2). The majority (n = 142, 70.3%) had completed treatment with 

the remaining 29. 7 percent still undergoing some form of cancer therapy. The YBCS 

completed the Cancer Rehabilitation Evaluation System Short Form-(CARES-SF) 

(Schag, Ganz, & Heinrich, 1991 ), which includes an eight-item sexual summary scale 

scored from 0 = not all to 4 = very much. The scale includes four questions each about 
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sexual interest and sexual dysfunction. The total sexual summary scale mean was 1.28 

(SO= 1.06) and showed that sexual function (M = 1.42, SO= 1.25) was more of a 

problem than sexual interest (M = 1.16, SD 1.10). Casso et al. (2004) also used the 

CARES-SF in a survey of 216 YBCS (diagnosed< 50 years old) with any stage breast 

cancer who were on average seven years from diagnosis. When those reporting any 

symptoms were compared to those who reported no symptoms at time of the survey, 

women in the former group reported significantly more difficulty with sexual issues (p = 

.02). In a quality of life study exploring changes over time and their effect on well being, 

Bloom et al. (2004) conducted a five-year follow-up assessment of YBCS (N = 185) who 

had participated in an earlier study (N = 336) (Bloom et al., 1998). At the time of 

diagnosis, 4 percent ranged from age 22 to 44 and 60 percent were between age 45 and 

51 . Of the 69 percent who reported themselves as sexually active at time of the follow

up study, 56 percent stated difficulty with a lack-of desire. 

All-ages breast cancer swvivors. The YBCS (n = 119) completing the CARES-SF 

in Kroenke et al. (2004) (N = 1,082) reported worse sexual· functioning, which was 

predicted by having received chemotherapy or Tamoxifen. In a study exploring 

decreased sexual interest as one of the symptoms of menopause, 29% of BCS reported 

decreased sexual interest (Glaus et al., 2006). Results in the latter study did not 

differentiate between the younger cohort (n = 74) diagnosed at or under age 50 and the 

older BCS (n = 299). One study showed that the younger cohort of BCS experienced 

significantly better sexual function than the older cohort (p :5 0.05); however, the former 

cohort included BCS who were less than 70 years old (Janz et al., 2005). 
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Feelings: Positive and Negative 

Few studies have explored the domain of feelings or the role symptoms play in 

positive or negative feelings experienced by any-age BCS. Negative feelings are defined 

according to frequency of reports about feeling blue, anxious, worrying, or being 

bothered by mood swings (Avis et al., 2005). Conversely, questions eliciting responses 

about feeling positive include phrases about happiness, outlook, enjoyment or 

contentment with life (Avis et al. , 2005) . Most of the research exploring positive and 

negative feelings views these variables as components of outlook, meaning, 

vulnerability, optimism, or pessimism rather than stand-alone domains. 

Findings from a follow-up study of YBCS (N = 94), revealed that the women 

reported significantly greater (p = .01) negative feelings when compared to their 

responses eight years earlier (Avis et al. , 2005). The score for the QLACS domain of 

negative feelings increased from 9.7 to 11.5 at the eight year follow-up (Avis et al., 2005, 

Avis et al., 2006). These studies did not report the correlation between feelings and any 

specific symptoms. 

Carver et al. (2006) explored the role of optimism (included feelings) as predictor 

of psychosocial well being in 163 long term BCS (Mean age at diagnosis = 54.18, SO = 

10.61) who were five to 13 years from diagnosis. A significant correlation was shown 

between negative feelings and being Hispanic (r = 0.28, p < 0.001) (Carver eral., 2006) . 

Differences according to younger age at diagnosis were not noted in the results of the 

study. In another study (N = 92) of long term cancer-free BCS (range three to 19 years) 

whose mean age at diagnosis was 54.8 years (range 35 to 68 years), Karademas, 

Karvelis, and Argyropoulou (2007) found that age had ·no impact upon optimism; 

however, it was impacted by time since diagnosis. Interestingly, more time since 
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diagnosis (M = 9 years) predicted less optimism (/3 = -0.56, p < 0.01 ). Younger from 

older participants in the Karademas et al. study was not differentiated. Bower et al. 

(2005) explored the perceptions of positive meaning and vulnerability in BCS who were 

one to five years from diagnosis and found that younger age was a predictor of both 

increased vulnerability and meaning (p < 0.001 ). Additionally , those (all ages) who 

reported more symptoms also reported greater feelings of vulnerability (p < 0.001) and 

higher levels of meaning (p < 0.001 ). Findings from a study of BCS who were young 

(age 27 to 44) , middle-age (age 45 to 65), and older age (older than age 65) , at 

diagnosis, with a mean time since diagnosis of 11 years, revealed that the younger 

women reported being significantly less happy (mean 7.43, p < .05) than middle-age at 

diagnosis (M = 8.69) (Cimprich et al., 2002) . 

Summary 

Several studies have shown YBCS report bothersome symptoms w~II beyond the 

end of treatment for breast cancer. Cognitive problems, particularly in the area of 

memory and concentration, have been commonly reported at different time points dudng 

the post-treatment phase of survivorship. Some have expressed these concerns during 

the first few years after diagnosis (Leining et al., 2006), while others have identified them 

as problematic two to 1 0 years later (Avis et al., 2006; Ganz et al., 2003). Fatigue is also 

a persistent symptom in many YBCS, often lasting one to more than five years after 

diagnosis (Bloom, 2004; Bower et al. , 2000; Ganz et al., 2003; Kim et al., 2008). Aches 

and pains, although with lesser frequency, have also continued to plague YBCS (Avis et 

al., 2005, Bloom, 2004; Peuckman et al., 2009). An especially bothersome symptom 

frequently reported by YBCS relates to sexual problems. The consequences of 

chemotherapy, often resulting in premature menopause, can lead to poorer sexual 
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health in YBCS (Knobf, 2002) . While several studies have documented sexual problems 

in YBCS (Avis et al. , 2004; Bloom, 2004; Casso et al. , 2004; Kroenke et al. , 2004) , little 

is known about the association of sexual problems and a young woman 's experiences 

with positive or negative feelings. 

The only study found in the literature that looked at a correlation between the 

symptoms of interest to this research was the study by Avis et al. (2005) , in which the 

researchers described the development of the QLACS scale. While it demonstrated a 

correlation between the symptoms and feelings, the study sample consisted of older 

cancer survivors with varying types of cancer. This review of the literature yielded no 

studies that specifically explored the relationship of symptoms and positive or negative 

feelings in YBCS. 
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CHAPTER Ill 

PROCEDURE FOR COLLECTION AND TREATMENT OF DATA 

This study was a quantitative retrospective analysis of a dataset that included 

postal survey responses and demographic data of young women who have survived 

breast cancer. All data were collected during a four-month period in 2009 to assess 

quality of life in young breast cancer survivors. This secondary analysis of the dataset 

will be used to describe the relationship between the symptom domains of cognitive 

problems, fatigue, pain, and sexual problems and the outcome variables of positive and 

negative feelings. 

Setting 

The YBCS data in this study were derived from the database of YBCS (N = 

1,102) who responded to a postal survey study between March and June 2009. 

Participants in the database resided throughout the U.S.; however, were diagnosed and 

treated or received treatment recommendations at a comprehensive cancer center in the 

U.S. southern region. 

Population and Sample 

This study utilized data from YBCS who represented the proportion qf YBCS who 

responded to a postal quality of life questionnaire in 2009. Eligibility criteria for the parent 

study included females diagnosed at age 45 or younger with stage I, II, or Ill breast 

cancer, 18 years or older at time of survey, and who could read · and understand English. 

Excluded were those who had a mental or psychiatric condition that prohibited them 

from understanding and completing the survey. Only those who were cancer-free or had 
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reported no other cancer diagnoses were included in the current study, yielding a final 

sample of 905. 

Protection of Human Subjects 

Permission to use a breast cancer survivors' database for this secondary 

analysis was obtained from the parent study principal investigator and the Institutional 

Review Board for the Protection of Human Subjects in Research at the University of 

Texas M. D. Anderson Cancer Center (Appendix 8) and at Texas Woman's University 

(Appendix C) . All participants received a unique study identification number at the time 

the survey was mailed. Identifiers were kept securely in the database designated for 

survey data entry. Patient identifiers were not entered into the database. The analysis 

dataset contained no patient identifiers. 

Instrument 

Quality of Life in Adult Cancer Survivors 

Avis et al. (2005) developed the Quality of Life in Adult Cancer Survivors scale 

(QLACS) in response to the lack of quality of life (QOL) instruments capturing issues 

relevant to those surviving cancer for more than five years (Appendix C). Most QOL 

measures at the time assessed the acute effects of those newly diagnosed or the 

immediate effects of surgery and other treatments. 

The QLACS was generated through a series of three studies. The first study (n = 

58), conducted by Foley et al. (2006), included semi-structured interviews with breast, 

bladder, colorectal, gynecological, head and neck, and prostate cancers, au of whom 

were more than 15 years post diagnosis. Participants were asked questions about how 

cancer had affected their QOL in 17 domains, of which 12 were eventually identified for 

inclusion in the QLACS. They also completed a self-administered demographic 
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questionnaire, a self-rated health measure, and two global QOL scales: Ladder of Life 

(Cantril, 1965) and a Visual Analogue Scale (Andrews & Whithey, 1976). Four primary 

themes emerged from the interviews: That's Life, Personal Growth, Relinquishing 

Control, and Resentment. Among the secondary themes were pain, fatigue and lack of 

energy, sexual dysfunction, concentration and memory, mood swings, and depression. 

Results from Foley et al. (2006) study were incorporated into the QLACS scale 

completed by adult cancer survivors (N = 242). Factor analyses resulted in a division of 

the 12 domains into either Generic Domains or Cancer-Specific Domains (Avis et al., 

2005). The final version of the QLACS yielded a 47-item, self-report questionnaire that 

includes seven generic domains (negative feelings , positive feelings, cognitive problems, 

physical pain, sexual problems, fatigue, social avoidance) and five cancer-specific 

domains (financial problems, benefits, distress-family, appearance, distress-recurrence). 

Participants used a 7-point Likert scale, with f correspond ing to "never'' and 7 

corresponding to "always" to rate how often the specific statements have been true 

during the past four weeks. Scores for each domain are the sum of the individual item 

score (1 through 7), with possible domain scores ranging from 7 to 28 points. Higher 

scores mean a worse symptom experience. The exception to this is in the scoring of 

Positive Feelings, in which a higher score represents more positive feelings. The Flesch 

Reading Ease score for -the QLACS items was 7 4.4. This is considered acceptable and 

is equivalent to the Flesch-Kincaid reading level of 4.8 (Flesch, 1948). 

The psychometric properties of the QLACS were examined by Avis et al. (2006) 

in a study of YBCS (N = 94) who were participating in an eight-year follow-up study. All 

were diagnosed at or under of the age of 50 years and were more than five years from 

diagnosis. The QLACS was administered at the eight-year fol low-up (N = 94); two weeks 
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later (n = 83) to check test-retest reliability; and one year later (n = 83) to test 

responsiveness and stability of the QLACS. The test-retest correlations exceeded the 

standard 0. 7 for testing reproducibility and the Cronbach's alpha for all domains ranged 

from 0.72 to 0.95 at the three time points (Nunnally & Bernstein (1994). 

Data Collection 

The researcher of this study requested data from M. D. Anderson Cancer Center 

(MDACC) through the assistance of the Department of Breast Medical Oncology. The 

dataset included breast cancer survivors diagnosed at or under the age of 45 years who 

participated in the parent study between March and June of 2009. The dataset contained 

no patient identifiers and was maintained on a personal computer located in the 

researcher's home office. The dataset was also availabl.e to the statistician and the 

MDACC principal investigator, both of whom stored the dataset in a password-protected 

file in their respective locked offices. 

Upon completion of this study, the dataset will be returned to M. D. Anderson 

Cancer Center within five years of study completion. Should additional analyses be 

warranted, a request can be made to hold the dataset for a specified period of time. In 

addition, a request for additional variables may be submitted. 

Treatment of Data 

Descriptive statistics were used to describe the study sample demographics and 

the mean scores for the symptoms of cognitive problems (QLACS domain "Cognitive 

Problems''), pain (QLACS domain "Pain"), fatigue (QLACS domain "Energy/Fatigue"), 

and sexual problems (QLACS domains "Sexual Interest" and "Sexual Function"), for 

positive feelings and negative feelings. The Pearson- correlation coefficient was used to 

estimate the magnitude and the direction of the relationship between, 1) age at 
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diagnosis and the degree of cognitive problems, pain, fatigue, and sexual dysfunction, 2) 

the symptom domain scores and the positive feelings domain scores, and 3) the 

symptom domain scores and the negative feelings domain scores. The alpha level for 

significance was set at 0.05. Cronbach's alpha coefficients were calculated for the 

QLACS domain subscales, which ranged from 0.82 to 0.92, suggesting good internal 

consistency and reliability (Nunnaly & Berstein, 1994). Table 2 shows the values for 

each subscale. 

Table 2 

Cronbach 's alpha for Subscales: Feelings and Symptoms 

Domain 

Negative Feelings 

Positive Feelings 

Cognitive Problems 

Pain 

Sexual Problems 

Fatigue 

Cronbach's alpha coefficient 

Summary 

.820 

.922 

.895 

.908 

.892 

.900 

This study was a secondary analysis of data from YBCS (N = 905) who were 

aged 45 years or younger at time of diagnosis, more than one year from diagnosis, and 

considered to be cancer-free. All participants responded to a previous postal survey, 

which included demographic questions and the QLACS questionnaire. The data was 

used to explore the relationship between the symptoms of cognitive problems, fatigue, 

pain, and sexual problems and feelings (positive and negative). Appropriate requests for 
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use of the data were received from the principal investigator of the parent study and M. 

D. Anderson Cancer Center. The data set contained no identifying information and 

results were reported as aggregate data. 
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CHAPTER IV 

ANALYSIS OF DATA 

The purposes of following data analyses were to determine the frequency of 

cognitive problems, pain, fatigue, and sexual problems in YBCS diagnosed at age 45 or 

younger, to determine the relationship between age at diagnosis and the degree of these 

symptoms, and to identify the relationship of these symptoms to positive feelings as well 

as their relationship to negative feelings. Descriptive statistics were calculated for 

demographic and clinical data and to determine mean scores for the symptom and 

feelings domains. Pearson's correlation coefficient was used to estimate the correlation 

between symptoms and variables of interest. The level of significance was set at a= 

0.05. The following analysis presented in this chapter begins with the process of data_ 

reduction, a description of the study sample and the instrument scoring method. 

Answers to the research questions are organized according to each research question. 

The final section includes the study findings and limitations. 

Data Reduction 

An SPSS data file was received in September 2010 from M. D. Anderson Cancer 

Center (MDACC). The data file received was derived from the larger parent ~tudy in 

which 1,102 participants responded to a mailed questionnaire during a four-month period 

in 2009. Prior to receipt of the data file from MDACC, it was requested that the file 

received contain only those YBCS who met the eligibility criteria for the current study. 

Excluded from the 1,102 parent study participants were women who reported having had 

a recurrence of their breast cancer or any other type of cancer. The remaining 905 
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participants were included in the file received from MDACC. Participants were identified 

by unique study identification numbers and no personal identifying information was 

revealed in the data file. 

Description of Sample 

All study participants (N = 905) were female and ranged from age 21 to 45 years 

(M = 39.6, SD= 4.8). The majority were white (n = 699, 77.2%), married (n = 678, 

74.9%), and held a bachelor's degree or higher (n = 510, 56.4%). Eighty-seven percent 

(87%) (n = 784) were premenopausal at the time of diagnosis, diagnosed with early 

stage I or II disease (n = 601, 66.4%), and were between one and five years from 

diagnosis (n = 368, 40. 7% ). None of the participants were undergoing treatment for their 

breast cancer at the time of the study survey, nor had any experienced a breast cancer 

recurrence or ever been diagnosed with any other type of cancer. Years since diagnosis 

ranged from one to 35 years with a mean of 7:1 years. Table 3 details the _characteristics 

of the study participants. 
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Table 3 

Demographic Characteristics 

Characteristic Mean (S.D) N (905) % 

Age at diagnosis, years 39.6 (4 .8) 

21 - 25 8 0.9 

26 - 30 50 5.5 

31 - 40 111 12.3 

36 -40 264 29.2 

41 - 45 472 52.2 

Years since diagnosis 7.1 (4.5) 

1 - 5 368 40.7 

6 -10 312 34.5 

11 - 20 212 23.4 

21 - 35 13 1.4 

Menopause status at diagnosis 

Pre 784 86.7 

Peri 11 1.2 

Post 110 12.1 

Clinical stage 

I - II 601 ·66.4 

Il l - IV 146 16.2 

Missing 158 17.4 

Continued 
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Table 3 Continued 

Characteristic Mean (S.D) N (905) % 

Race 

White 699 77.2 

Spanish, Hispanic 93 10.3 

Black 79 8.7 

Asian/Pacific Islander 31 3.4 

Other 3 0.3 

Relationship status 

Single 84 9.3 

Married 678 74.9 

Separated 7 0.8 

Divorced 81 9.0 

Widowed 5 0.6 

In committed relationship 47 5.2 

Education 

Less than high school 13 1.4 

High school graduate 110 12.2 

Some college, no degree 269 29.7 

Bachelor's degree 323 35.7 

Postgraduate degree 187 20.7 

Missing 3 0.3 
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Instrument Scoring 

Positive feelings , negative feelings, and each of the symptoms are subscales in 

the QLACS and included four questions to which respondents replied according to a ?

point Likert scale (Avis et al., 2004). Participants were asked to rate how often specific 

statements were true during the past four weeks with responses ranging from 1 = never 

to 7 = always (Appendix D). Possible symptom domain scores can range from seven to 

28 points, with higher scores indicating a worse symptom experience. 

The negative feelings score was found by summing the questions 7, 9, 19, and 

24. A higher score indicates a greater degree of negative feelings. The positive feelings 

score was found by summing the questions 6, 8, 22, and 28, but first these questions 

were reverse scored. A higher score for positive feelings indicates a lesser degree of 

positive feelings, or conversely, a lower score indicates a greater degree of positive 

feelings. 

Intensity and Distress 

The QLACS does not further divide each domain into the symptom dimensions of 

intensity and distress; however, was done for this study in order to determine the 

relationship of these symptom dimensions to negative feelings and to positive feelings. 

To calculate the symptom dimension, intensity, the total score for the responses to the 

two questions describing intensity was calculated after which a mean for the total scores 

was calculated. The distress score was calculated in the same manner by summing the 

responses to the two questions per symptom describing this symptom dimension. 

The mean score for intensity of cognitive problems was determined by 

respondents' level of agreement with the following two statements: 1) You had difficulty 

doing activities that require concentrating, and 2) You had trouble remembering things. 
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The mean score for distress of cognitive problems was determined by respondents' level 

of agreement with the following two statements: 1) You were bothered by forgetting what 

you started to do, and 2) You were bothered by having a short attention span. 

The mean score for the intensity dimension of pain was determined by 

respondents' level of agreement with the following two statements: 1) Your mood was 

disrupted by pain or its treatment, and 2) You had aches or pains. The mean score for 

the distress dimension of pain was determined by respondents' level of agreement with 

the following two statements: 1) Pain or its treatment interfered with your social activities, 

and 2) You were bothered by pain that kept you from doing the things you wanted to do. 

The mean score for the intensity dimension of sexual problems was determined 

by respondents' level of agreement with the following tv"l(o statements: 1) You lacked 

interest in sex, and 2) You avoided sexual activity. The mean score for the distress 

dimension of sexual problems was determined by respondents' level of a~ireement with 

the following two statements: 1) You were bothered by being unable to function sexually, 

and 2) You were dissatisfied with your sex life. 

The mean score for the intensity dimension of fatigue was determined by 

respondents' level of agreement with the following two statements: 1) Had energy to do 

the things want to do, and 2) Lacked energy to the things you_ wanted to do. The first of 

these two questions was reverse scored before obtaining the subscale sum: The mean 

score for the distress dimension of fatigue was determined by respondents' level of 

agreement with the following two statements: 1) Felt fatigued, and 2) Felt t_ired . 

For the variable of age at diagnosis, years of age were first stratified into five 

categories (21 to 25, 26 to 30, 31 to 35, 36 to 40, 41 to 45) ; however, the first two 

categories were collapsed due to the small number of participants in each of the two 
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groups. The final categories were age 21 to 30 (n = 58), 31 to 35 (n = 111 ), 36 to 40 (n = 

264), and 41 to 45 (n = 472). 

Findings 

The study findings are presented per research question. Descriptive statistics 

were used to answer the first research question while Pearson's Correlation was used 

for the remaining three questions. 

Research Question One 

What are the mean scores of the symptoms of cognitive problems, pain, fatigue, 

and sexual problems in young breast cancer survivors (YBCS) diagnosed at age 45 or 

younger and who are more than 12 months post diagnosis as measured by the Quality 

of Life in Adult Cancer Survivors Scale (QLACS)? 

The overall response rate to all the items was high. Ninety-four percent (94%) of 

the participants responded to statements about sexual problem symptoms while other 

symptoms reflected a more than 97 percent response rate. Sexual problems had the 

highest mean score (13.2), thus indicating a worse symptom experience than the lowest 

score calculated for pain (9.0). The intensity and distress dimensions of sexual problems 

also scored higher means (7.1 and 6.1, respectively) than did these dimensions for 

cognitive problems, pain, or fatigue. Distress scores were higher than intensity scores for 

cognitive problems and fatigue while intensity scores were greater than distress scores 

for pain and sexual problems. Table 4 shows the descriptive statistics addressing the 

first research question as well as the mean scores for positive feelings and negative 

feelings. 
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Table 4 

Mean scores: Symptoms. Symptom Dimensions, Feelings 

Symptom N M so 

Negative Feelings 879 11.3 4.5 

Positive Feelings 849 10.4 5.0 

Cognitive Problems 882 12.0 6.3 

Intensity 898 5.6 2.8 

Distress 886 6.4 2.8 

Pain 880 9.0 5.1 

Intensity 882 4.9 2.7 

Distress 888 4. 1 2.6 

Sexual Problems 848 13.2 6.8 

Intensity 858 7.1 3.8 

Distress 877 6.1 3.6 

Fatiguea 889 11 .8 5.3 

Intensity 896 5.5 2.8 

Distress 896 6.3 2.9 

a (reverse Q1) + Q5 + Q11 + 014 

Research Question Two 

What is the relationship between age at diagnosis and the degree of cognitive 

problems, pain, fatigue, and sexual problems in YBCS? 

Age at diagnosis and each of the sym.ptoms of pain (r = .099, p = 0.003) and 

sexual problems (r = .076, p = 0.037) was significantly corre lated as were the symptom 

dimensions (intensity, distress) for each of these symptoms. No significant correlation 

was determined for the symptoms of cognitive problems and fatigue or the symptom 
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dimensions in association with age at diagnosis. Table 5 represents the results of the 

analysis for the second research question . 

Table 5 

Age at Diagnosis and Symptoms 

Age at Diagnosis 

Symptom n r p 

Cognitive Problems 882 0.0319 0.3442 

Intensity 898 0.0314 0.3468 

Distress 868 0.0297 0.3776 

Pain 880 0.0994 0.0032 

Intensity 882 0.0979 0.0036 

Distress 888 0.0962 0.0041 

Sexual Problems 848 ·. 0.0760 0.0269 

Intensity 858 0.0813 ' 0.0172 

Distress 877 0.0664 0.0494 

Fatigue 889 0.0329 · 0.3266 

Intensity 896 0.0357 0.2862 

Distress 896 0.0281 0.4008 

Research Question Three 

Is there a re lationship between the mean scores of cognitive problems, pain, 

fatigue, and sexual problems and positive feelings? 

The symptom showing the strongest relationship to positive feelings was fatigue 

(r = .546, p < 0.0001 ). Additional significant correlations were found with pain (r = .377), 
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cognitive problems (r= .361), and sexual problems (r= .341); all were significant at p < 

0.0001. Due to the reverse scoring for items on the positive feelings subscale (Avis et 

al. , 2005), these results indicate the symptoms were associated with less positive 

feelings. 

The relationship between symptoms and positive feelings was also examined 

according to stratified age at diagnosis groups (21 to 30, n = 58; 31 to 35, n = 111; 36 to 

40, n = 265; 41 to 45, n = 472). The relationship between each symptom and positive 

feelings, including the intensity and distress dimensions of the symptom, was also 

explored. All correlations were significant with the exception of age 21 to 30 years for 

intensity of sexual problems. A review of Table 6 shows a range of correlations with the 

strongest correlations being for the fatigue in all age gr(?ups; moderate correlations for 

cognitive problems and pain; and weaker correlations for sexual problems. 
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Table 6 

Relationship between Symptoms and Positive Feelings 

Symptom Age at Diagnosis 

Age 21-30 Age 31-35 Age 36-40 Age 41-45 

Positive Positive Positive Positive 
Feelings Feelings Feelings Feelings 

Cognitive Problems 0.381 0.468 0.308 0.358 

Intensity 0.388 0.477 0.338 0.369 

Distress 0.310 0.411 0.238 0.300 

Pain 0.340 0.448 0.415 0.343 

Intensity 0.342 0.457 0.373 0.321 

Distress 0.316 0.411 0.428 0.318 

Sexual Problems 0.322 0.345 0.384 0.318 

Intensity 0.2108
. 0.360 0.373 ·0.315 

Distress 0.408 0.246 0.341 0.271 

Fatigue 0.547 0.626 0.563 0.520 

Intensity 0.516 0.598 0.593 0.540 

Distress 0.506 0.572 0.484 0.441 

For each variab le: P < 0.025 P < 0.011 P < 0.0001 P < 0.0001 

a Not significant 

Symptoms and Positive Feelings by Age Group 

In the youngest of the four age groups, fatigue was the symptom most correlated 

to positive feelings (r = .547) followed by cognitive problems (r = .381, pain (r = .340), 

and sexual problems (r = .322). All were statistically significant -at p < 0.025. Fatigue in 

the 31 to 35 years age group also demonstrated the strongest relationship to positive 
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feelings (r = .626) followed by cognitive problems (r = .468), pain (r = .448), sexual 

problems (r = .345). All were statistically significant at p < 0.011. 

In the age group 36 to 40 years, fatigue was the leading symptom in relationship 

to positive feelings (r = .563.) This was followed by pain (r = .415), sexual problems (r = 

.384), and cognitive problems (r = .388). All were statistically significant at p < 0.0001. 

For the oldest age at diagnosis group of 41 to 45 years, fatigue showed the strongest 

correlation to positive feelings (r = .526), followed by cognitive problems (r = .358), pain 

(r = .343), and sexual problems (r = .318) . All were statistically significant at p < 0.0001. 

Symptom Dimensions and Positive Feelings 

The distress and intensity dimensions for all symptoms were significantly related 

to positive feelings in all age groups with one exception~ Intensity of sexual problems in 

the 21 to 30 years age group was not significantly related to positive feelings. The 

intensity symptom dimension was stronger than the distress symptom dimension for · 

fatigue and cognitive problems in all age groups. 

Research Question Four 

Is there a relationship between the mean scores of cognitive problems, pain, 

fatigue, and sexual problems and negative feelings? 

The relationship between each symptom and negative feelings, including the 

intensity and distress di_mensions of the symptom, was examined according to each of 

the age groups: 21 to 30, n = 58; 31 to 35, n = 111; 36 to 40, n = 264; and 41 to 45, n = 

472. A review of Table 7 shows a range of correlations with the strongest correlations for 

fatigue; moderate to strong correlations for cognitive problems, and weaker correlations 

for pain and sexual problems. 
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Symptoms and Negative Feelings by Age Group 

In the youngest of the four age groups, pain was the symptom most correlated to 

negative feelings (r = .533) followed by fatigue (r = .507), cognitive problems (r = .488), 

and sexual problems (r = .480). All were statistically significant at p < 0.004. Fatigue in 

the 31 to 35 years age group demonstrated the strongest relationship to negative 

feelings (r = . 703) followed by cognitive problems (r = .605), pain (r = .577), sexual 

problems (r = .403). All were statistically significant at p < 0.001 

In the age group 36 to 40 years, fatigue was also the strongest of the four 

symptoms in relationship to negative feelings (r = .646). This was followed by cognitive 

problems (r = .615), pain (r = .576), sexual problems (r = .524). All were statistically 

significant at p < 0.0001. For the oldest age at diagnosis group of 41 to 45 years, fatigue 

showed the strongest correlation to negative feelings (r = .579), followed by cognitive 

problems (r = .527), pain (r = .526), and sexu~I problems (r = .415) . All were statistically 

significant at p < 0.0001. 

Symptom Dimensions and Negative Feelings 

The distress and intensity dimensions for all symptoms were significantly related 

to negative feelings in all age groups with one exception. Intensity of sexual problems in 

the 21 to 30 years age group was not significantly related to positive feelings. The 

distress symptom dimension showed a greater association to negative feeli'ngs than the 

intensity symptom dimension for the majority of symptoms. 
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Table 7 

Relationship between Symptoms and Negative Feelings 

Symptom Age at Diagnosis 

Age 21-30 Age 31 -35 Age 36-40 Age 41-45 

Negative Negative Negative Negative 
Feelings Feelings Feelings Feel ings 

Cognitive Problems 0.448 0.605 0.615 0.527 

Intensity 0.387 0.612 0.589 0.498 

Distress 0.428 0.535 0.556 0.501 

Pain 0.533 0.577 0.576 0.526 

Intensity 0.542 0.580 0.539 0.492 

Distress 0.492 0.533 0.575 0.508 

Sexual Problems 0.480 0.403 0.524 0.415 

Intensity 0.4128 0 .. 401 0.475 0.-352 

Distress 0.510 0.312 0.512 0.402 

Fatigue 0.507 0.703 0.646 0.579 

Intensity 0.371 0.597 0.583 0.556 

Distress 0.568 0.716 0.636 0.540 

For each variable: P < 0.004 P < 0.001 P < 0.0001 P < 0.0001 

a Not significant 
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CHAPTER V 

SUMMARY OF THE STUDY 

The aim of this study was to determine if a relationship exists between symptoms 

and age at diagnosis in young breast cancer survivors and whether or not these 

symptoms are related to feelings, both negative and positive. The findings are supported 

in the literature, plus new information related to feelings was found. This chapter is 

designed to discuss the findings, implications, conclusions, and recommendations for 

future research. 

Summary 

This study (N = 905) was a quantitative retrospective analysis of a dataset that 

included postal survey responses and demographic data of young women who have 

survived breast cancer. Participants were young women who had been diagnosed with 

an invasive breast cancer at or under the age of 45 years, were cancer-free, and at least 

12 months from diagnosis. Permission to use a breast cancer survivors' database for 

this secondary analysis was obtained from the parent study principal investigator and the 

Institutional Review Board for the Protection of Human Subjects in Research at Texas 

Woman's University and at the University of Texas M. D. Anderson Cancer Center and 

(Appendix B). 

Discussion of the Findings 

The discussion of the findings is organized by first presenting the symptoms, 

positive and negative feelings, and research applicable to the Theory of Unpleasant 

Symptoms (Lenz et al., 1997). The results of this study are supported in the literature. 
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New data regarding the relationship between symptoms, symptom dimensions, and the 

reported feelings of YBCS is also presented. 

Symptoms 

The symptom with the highest mean score, meaning the most reported, was 

sexual problems when compared to cognitive problems, pain, or fatigue. This existence 

of sexual problems in YBCS is supported by earlier studies that queried YBCS (Avis et 

al., 2004, 2005; Avis et al., 2006; Bloom et al., 1998; Bloom et al., 2004; Casso et al., 

2004; Fobair et al., 2006, & Leining et al., 2006). Unlike the current study, some of these 

included a percentage of YBCS who were less than one year from diagnosis (Avis et al,. 

2004, 2005; Bloom et al., 1998), were diagnosed with in situ disease (Casso et al,. 2004; 

Fobair et al., 2006), were still undergoing treatment (Bloom et al., 1998), or had had a 

recurrence of breast cancer (Casso et al., 2004). Despite the differences in sample size 

between the study by Avis et al (2006) (N = 94) and the current study (N = 905), the · 

mean scores for sexual problems using the QLACS were very similar (13. 7 and 13.2, 

respectively). Participants in both studies were an average of seven to eight years from 

diagnosis; however, a small percentage (13%) was undergoing treatment for either a 

recurrence or a second cancer in the Avis study. Symptoms in those undergoing current 

treatment could be attributed to the treatment; therefore, making it more difficult to 

identify them as sympto_ms experienced during the post treatment phase of survivorship. 

One of the larger studies of YBCS in which sexual difficulties were reported 

included participants who were nurses (Kroenke et al., 2004). It is possible that these 

nurses may not have experienced the same degree of symptoms as other survivors. 

Nurses may be more aware of changes in their bodies and know how to access earlier 

interventions in alleviating symptoms (Kroenke et al., 2004). 
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The reporting of cognitive problems (mean score = 12.0) in the current study is 

consistent with findings from Avis et al. (2006) (N = 94) who found that cognitive 

problems (QLACS mean symptom score = 10.6) were still present in a cohort of YBCS 

who had participated in an earlier study (N = 202) (Avis et al., 2005). The questions that 

contribute to the cognitive problem score pertain to memory and concentration. Other 

studies that assessed these concerns in YBCS through a variety of instruments also 

support current study findings (Ganz et al., 2003; Leining et al., 2006). 

Problems with forgetfulness and concentration were prevalent in the majority of 

YBCS who were one to two years from diagnosis (Leining et al, 2006) and in those two 

to 1 O years from diagnosis (Ganz et al., 2003). Additionally, studies of all-ages of breast 

cancer survivors have shown that younger women reported greater cognitive deficits 

than older women (Arndt et al., 2004; von Ah et al., 2009). 

In Avis et al. (2006) and Ganz et al. (2.003), the YBCS also report~d fatigue, 

which is cons.istent with the current study findings. Others who have differentiated 

younger from older survivors in their studies of breast cancer survivors, have found that 

the YBCS also report ongoing fatigue (Bower et al., 2000; Bower et al., 2006; Janz et al., 

2005; Kim et al., 200.8) or less energy (Stanton et al., 2002), particularly when 

compared to their older counterparts. 

The mean score for pain was similar to the study of 94 YBCS (9.0 versus 8.5) 

who also completed the QLACS (Avis et al., 2006), thus indicating ongoing but not 

severe problems with pain. Other YBCS who were more than five years post diagnosis 

reported pain as problematic (Bloom et al., 2004; Peuckman et al., 2009). Carver et al. 

(2006) reported that the younger breast cancer survivors (five to 1 O years post 

diagnosis) in their study had more difficulty with pain than older breast cancer survivors 
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but they did not define young specifically. Different findings were found in a study 

comparing YBCS (n = 42) to middle (n = 35) and older age (n = 28) breast cancer 

survivors, with the youngest reporting less pain (Cimprich et al., 2002). Possible reasons 

for these different results could be related to the small sample size and/or the fact that 

the YBCS were further in years from diagnosis than their counterparts. 

Symptoms and Age at Diagnosis 

The only two symptoms that were significantly correlated to age at diagnosis, 

although weakly related, were pain and sexual problems. This was surprising since 

studies have shown the pain (Avis et al., 2005; Bloom et al., 2004; Peuckmann et al., 

2009) and sexual problems (Avis et al., 2004; Bloom et al., 2004; Kroenke et al., 2004) 

are prevalent symptoms among YBCS. These results ~ay be due to the entire sample in 

the current study being younger at diagnosis without comparing them to older breast 

cancer survivors. 

Symptom Dimensions and Feelings 

Symptoms include four interrelated dimensions that contribute to the overall · 

symptoms experience, and it is this experience that contributes to an outcome (Lenz et 

al., 1997). Two of these dimensions, intensity and distress, was measured in order to 

learn more about their impact on the outcome variables of ne_gative feelings and positive 

feelings. Currently, there is no literature available that has specifically explored these 

symptom dimensions in YBCS. 

The analysis of distress and positive feelings as well as distress a~d negative 

feelings yielded significant positive correlations for all four symptoms. Positive 

correlations were also found between intensity and both positive and negative feelings; 
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however, the intensity measure was not significant for either positive or negative feelings 

with regard to sexual problems. 

Overall, the distress dimension was the stronger of the two dimensions in 

relationship to negative feelings across all four symptoms. The correlation coefficients 

were greater 1 O out of a possible 16 times. For positive feelings, the intensity dimension 

was the stronger of the two dimensions, scoring higher 14 out of 16 times. 

Symptoms and Feelings 

Positive and negative feelings were often viewed in the literature as components 

with which to measure outlook, meaning, optimism, pessimism, or vulnerability; 

therefore, few studies examined the presence of positive or negative feelings as actual 

variables. The one study that looked at the correlation between feelings and symptoms 

was the study describing the development of the QLACS instrument as answered by 

older cancer survivors (male and female, varying cancers) (Avis et al, 2005) . 

Of the two studies that used the QLACS instrument to elicit scores for positive 

and negative feelings, Avis et al. (2006) found that the niean score for negative feelings 

among YBCS (Mean years since diagnosis = 9.9) was 11 .5, which is similar to the 11.3 

found on the current study. The positive feelings scores varied; however, from 20.8 on 

the former study to 10.4 on the current study. This could be explained by the scoring of 

positive feelings. Some _researchers choose not to reverse score questions before 

reporting the mean (Avis et al., 2005). The second study that utilized the QLACS 

showed that negative feelings were significantly associated with Hispanic breast cancer 

survivors; however, did not present findings according younger versus older women. 

Studies that did report findings specific to their younger cohorts of breast cancer 
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survivors found younger women felt more vulnerable (Bower at al., 2005) and were less 

happy (Cimprich et al. , 2002) than the older women. 

Application to Theory of Unpleasant Symptoms 

Use of the Theory of Unpleasant Symptoms (TOUS) (Lenz & Pugh, 1997) 

facilitated the understanding of the symptom experience in a large cohort of YBCS. The 

main concept of the theory, symptoms, was shown to exhibit a positive correlation to the 

performance/outcome component of the theory, feelings . Symptoms were reflected in 

the independent variables of cognitive problems, fatigue, pain, and sexual problems. 

Measuring the symptom dimensions of intensity and distress provided further clarity 

about the symptom experience. Age at diagnosis represented an additional influential 

physiological factor upon the symptom experience, particularly with regards to the 

relationship between symptoms and feelings. The effect of the symptom experience 

resulted in the outcome variables of positive and negative feelings . The TOUS 

multidimensional view of symptoms, which are influenced by a number of factors, 

resulted in specific outcomes. The framework supplied a mechanism for exploring the 

relationship between the influencing factor of age at diagnosis and symptoms in YBCS 

and the subsequent outcome of the total symptom experience. 

Conclusions 

All four symptoms were significantly moderately correlated to negative feelings, 

thus indicating a positive association between a worse symptom experience and 

negative feelings. Conversely, a lesser symptom experience was positively.correlated to 

more positive feelings . Although each of the four symptoms explored were moderately 

present in the YBCS, they were not well correlated to age at diagnosis . The following are 

conclusions from this study: 
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1. Young breast cancer survivors diagnosed at or under the age of 45 years 

continue to experience significant symptoms many years into the post 

treatment phase of survivorship. 

2. The worse symptom experience reported by YBCS was sexual problems 

when compared to the other symptoms of cognitive function, pain, and 

fatigue. 

3. Symptoms of cognitive function, pain, sexual problems, and fatigue were 

significantly related to both positive and negative feelings in YBCS. 

4. Symptoms of sexual problems and pain were significantly, but weakly 

associated with age at diagnosis. 

5. Distress was more strongly associated with negative feelings than intensity 

for the symptoms of sexual problems and pain in the majority of YBCS. 

6. Intensity was more strongly assodated with positive feelings t~an distress for 

all four symptoms in the majority of YBCS. · 

Implications 

This study has several implications for nursing research and practice. First, a 

clarification of who is a cancer survivor is needed in order to address the needs that can 

vary along a continuum from diagnosis through years beyond the end of treatment. 

Symptoms lasting years beyond the time of diagnosis warrant early recognition to 

minimize the long-term effects of a breast cancer diagnosis or its treatment. Nurses are 

often the first to communicate with YBCS during follow-up clinic visits and are in a prime 

position to obtain symptom information from these women. Early screening for sexual 

problems can facilitate early intervention by health care professionals and may prevent 

escalation of the symptom. 
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A better understanding of the dimensions contributing to the symptom experience 

can help tailor interventions to specific problem areas, for example, the severity or 

degree of a symptom (intensity) may not be as bothersome to the YBCS as the level to 

which that symptoms bothers her (distress). 

Symptoms can also have an effect on feelings, which may play an important role 

in the YBCS' ability for long-term adjustment as a cancer survivor. Greater levels of 

optimism, which is one indicator of positive feelings, may affect physical and 

psychological functioning, while lower levels may predict anxiety or depression 

(indicators of negative feelings). 

Recommendations for Further Study 

Based on the findings of this study, several recommendations for further study 

were identified and are as follows: 

1. Further studies are needed to clarify the term, cancer survivor,_ and the 

phases of survivorship. 

2. An assessment of those YBCS reporting the worst symptom experiences and 

identifying the possible causes of their symptoms should be conducted in 

order to rule out chronic illnesses or comorbid conditions as the causes for 

symptoms. 

3. A more comprehensive assessment of each symptom should be· performed in 

future studies utilizing instruments geared toward a particular symptom or 

symptoms. 

4. Additional studies exploring the relationship between specific types of 

treatment (single modality versus multiple modalities) and long term 
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symptoms in YBCS are needed to aid in early detection and symptom 

management. 

5. Intervention studies are needed that explore incorporating assessment of 

sexual problems. 

6. Further research examining the effect of the distress dimension of symptoms 

and the degree to which findings may affect adjustment as a young breast 

cancer survivor. 

7. Expansion of the current research should include further analysis of the 

relationship between symptoms and feelings according to current age of the 

YBCS and years since diagnosis. 
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Figure 1 

Theory of Unpleasant Symptoms 
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I. 

2. 

3. 

4. 

5. 

6. 

7. 

8. 

9. 

10. 

11. 

12. 

13. 

14. 

15. 

16. 

17. 

18. 

19. 

Quality of Life in Adult Cancer Survivors Scale (OLA CS) 

Instructions: We'd like to ask you about some things that can affect the quality 
of people's lives. Some of these questions may sound similar, but please be sure to answer each 
one. Below is a scale ranging from never to always. Please indicate how often each of these 
statements has been true for you in the past four weeks. [CIRCLE ONE ANSWER FOR 
EACH QUESTION. 

Never Seldom Sometimes About as Frequently Very 
often as not often 

In the past 4 weeks ... 
You had the energy to do the 1 2 3 4 5 6 
things you wanted to do. 
You had difficulty doing 1 2 3 4 5 6 
activities that require 
concentrating. 
You were bothered by 1 2 3 4 5 6 
having a short attention span. 
You had trouble 1 2 3 4 5 6 
remembering things. 
You felt fatigued. 1 2 3 4 5 6 

You felt happy. 1 2 3 4 5 6 

You felt blue or depressed. 1 2 3 4 5 6 

You enjoyed life. 1 2 3 4 5 6 

You worried about little 1 2 3 4 5 6 · 

things. 
You were bothered by being I 2 3 · 4 5 6 

unable to function sexually. 
You didn't have energy to do 1 2 3 4 5 6 

the things you wanted to do. 
You were dissatisfied with 1 2 3 4 5 6 

your sex life. 
You were bothered by pain 1 2 3 4 5 6 

that kept you from doing the 
things you wanted to do. 
You felt tired a lot. I 2 3 4 5 6 

You were reluctant to start 1 2 3 4 5 6 

new relationships. 
You lacked interest in sex. 1 2 3 4 5 6 

Your mood was disrupted by 1 2 3 4 5 6 

pain or its treatment. 
You avoided social 1 2 3 4 5 6 

gatherings. 
You were bothered by mood 1 2 3 4 5 6 

swings. 
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Always 

7 

7 

7 

7 

7 

7 

7 

7 

7 

7 

7 

7 

7 

7 

7 

7 

7 

7 
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Never Seldom Sometimes About as Frequently Very Always 
often as not often 

20. You avoided your friends. 1 2 3 4 5 6 7 

2 1. You had aches or pains. 1 2 3 4 5 6 7 

22 . You had a positive outlook l 2 3 4 5 6 7 
on life. 

23. You were bothered by 1 2 3 4 5 6 7 
forgetting what you started to 
do . 

24. You felt anxious. I 2 3 4 5 6 7 

25. You were reluctant to meet I 2 3 4 5 6 7 
new people. 

26. You avoided sexual activity. 1 2 3 4 5 6 7 

27. Pain or its treatment I 2 3 4 5 6 7 
interfered with your social 
activities. 

28. You were content with your 1 2 3 4 5 6 7 

life. 
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29. 

30. 

3 1. 

32. 

33. 

34. 

35. 

36. 

37. 

38. 

39. 

40. 

4 1. 

42. 

43. 

44 . 

45 . 

Quality of Life in Adult Cancer Survivors Scale (OLAC§) 

The next set of questions asks specifically about the effects of your cancer or its treatment. Again, for each 
statement, indicate how often each of these statements has been true for you in the past four weeks. 

Never Seldom Sometimes About as Frequently Very 
often as not often 

In the past 4 weeks ... 
You appreciated life more 1 2 3 4 5 6 
because of having had cancer. 
You had financial problems I 2 3 4 5 6 
because of the cost of cancer 
surgery or treatment. 
You worried that your family 1 2 3 4 5 6 
members were at risk of getting 
cancer. 
You realized that having had I 2 3 4 5 6 
cancer helps you cope better 
with problems now. 
You were self-conscious about I 2 3 4 5 6 

the way you look because of 
your cancer or its treatment. 
You worried about whether I 2 3 ~ 5 6 

your family members might 
have cancer-causing genes. 
You felt unattractive because of I 2 3 4 5 6 

your cancer or its treatment. 
You worried about dying from I 2 3 4 5 6 

cancer. 
You had problems with I 2 3 4 5 6 

insurance because of cancer. 
You were bothered by hair loss I 2 3 4 5 6 

from cancer treatment. 

You worried about cancer I 2 3 4 5 6 

coming back. 
You felt that cancer helped you I 2 3 4 5 6 

to recognize what is important 
in life. 
You felt better able to deal with I 2 3 4 5 6 

stress because of having had 
cancer. 
You worried about whether I 2 3 4 5 6 

your family members should 
have genetic tests for cancer. 
You had money problems that I 2 3 4 5 6 

arose because vou had cancer. 
You felt people treated you I 2 3 4 5 6 

differently because of changes 
to your appearance due to your 
cancer or its treatment. 
You had financial problems due I 2 3 4 5 6 

to a loss of income as a result of 

cancer. 
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7 

7 

7 

7 

7 



Never Seldom Sometimes About as Frequently Very Always 
often as not often 

46. Whenever you felt a pain, you I 2 3 4 5 6 7 
worried that it might be cancer 
again. 

47 . You were preoccupied with I 2 3 4 5 6 7 
concerns about cancer. 
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