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Résumé

Même plusieurs années après la fin de leur traitement oncologique, beaucoup de

survivantes du cancer du sein ressentent toujours des symptômes de détresse liés à leur

maladie, tels que des sentiments dépressifs, de l’anxiété ainsi que des symptômes d’

intrusion et d’évitement qui suggèrent la manifestation d’un trouble de stress post

traumatique (PTSD). Néanmoins, plusieurs de ces patientes affirment aussi avoir retiré des

bénéfices de leur expérience du cancer. Présentement, la relation entre la perception de

bénéfices et la détresse psychologique chez les survivantes d’un cancer du sein n’est pas

connue.

Cette thèse se compose de deux articles explorant la relation entre la détresse

psychologique, les symptômes de PTSD et la perception de bénéfices chez les survivantes

du cancer du sein. Le premier se propose de quantifier et de décrire les changements

longitudinaux des niveaux de détresse psychologique et des symptômes de PTSD chez 86

survivantes du cancer du sein, six ans post-diagnostic. Des facteurs de risque potentiels de

la détresse psychologique et des symptômes de PTSD ont également été examinés. Le

second article étudie la relation entre la perception de bénéfices, la détresse psychologique,

les symptômes d’intrusion et d’évitement auprès des survivantes du cancer du sein.

Les résultats de l’article 1 montre que près de 25% des survivantes d’un cancer du

sein rapportent un niveau modéré de détresse psychologique et de symptômes de PTSD 6

ans après leur diagnostic. Les analyses transversales suggèrent que la peur du futur, la

perception d’tin mauvais état de santé, moins d’optimisme et l’occurrence d’une seconde
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expérience de cancer sont des facteurs de risque de la détresse et des symptômes de PSTD à

6 ans. Les analyses longitudinales montrent que, durant la première année suivant le

diagnostic, le niveau de détresse psychologique, un pauvre soutien social et l’utilisation de

stratégie de coping de résolution de problèmes axée sur les aspects positifs sont des facteurs

de risque prospectifs de la détresse psychologique rapportée à 6 ans.

Les résultats de l’article 2 indiquent que, chez les survivantes d’un cancer du sein, il

n’existe pas de relation entre la détresse psychologique et la perception de bénéfice, mais

que cette dernière est positivement corrélée avec la fréquence des pensées intrusives.

L’occurrence d’une seconde expérience de cancer, la perception d’un mauvais état de santé

et l’utilisation de stratégie de coping de résolution de problèmes axée sur les aspects

positifs prédisent une perception accrue de bénéfices liés à l’expérience du cancer.

Les résultats de ces articles mettent en évidence l’importance d’évaluer la peur du

futur, l’évaluation cognitive de l’expérience du cancer ainsi que les préoccupations

somatiques des survivantes d’un cancer du sein. Par ailleurs, la perception de bénéfices

semble être un des processus cognitif permettant aux femmes souffrant d’un cancer du sein

d’intégrer les conséquences négatives de leur maladie. Malgré cela, le fait d’encourager les

patientes à rechercher les aspects positifs de leur expérience du cancer peut être nuisible à

long terme, du moins pour celles qui ont fréquemment recours, durant la première année

suivant le diagnostic de cancer, à des stratégies de résolution de problèmes axées sur les

aspects positifs.

Mots-clés t cancer du sein, survivantes en rémission, détresse psychologique, intrusion et

évitement, perception des bénéfices, coping, devis longitudinal



V

Abstract

Many long-terni breast cancer survivors experience illness-related distress, e.g.,

symptoms of depression, anxiety, and intrusion or avoidance (suggestive of Posftraumatic

Stress Disorder (PTSD) symptoms). Yet many breast cancer patients also report deriving

benefits from their experience. We currently do not know what is the relationship between

benefit finding and distress in breast cancer survivors. Few predictive, longitudinal studies

have used baseline data (at time of diagnosis or treatment) to predict distress or benefit

finding during the survivorship period in this population.

This dissertation consists of two articles desïgned to ftirther our understanding of

the relationships among distress, PTSD-like symptoms, and benefit finding in long-term

breast cancer survivors. The first article proposed to quantify the levels of distress and

PTSD-like symptoms found in (n = 86) breast cancer survivors at 6 years and described

changes in these levels longitudinally. It also examined a number of variables as potential

risk factors of distress and PTSD-like symptoms during the survivorship period. The

second article examined the relationship between benefit finding, distress, and avoidance

and intrusion among long-term breast cancer survivors (n = 86). This article studied the

relationships between social, personality and coping variables with benefit finding at 6

years both cross-sectionally and longitudinally.

The resuits of article 1 indicated that about 25% of long-term breast cancer

survivors displayed moderate levels of distress and PTSD-like symptoms at 6 years.

Distress levels did not change over time while PTSD-like symptoms declined significantly
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from 3 months to 1 year but showed no further change at 6 years. Cross-sectional analyses

revealed that fear ofthe future, poor perceived health, being less optimistic, and having had

a second cancer experience were risk factors of distress and PTSD-like symptoms during

the survivorship period. Longitudinal analyses revealed that distress, poor social support

and positive problem solving coping during the first year following diagnosis were

prospective risk factors of distress during survivorship.

The results of article 2 indicated that benefit finding was unrelated to distress, but

was positively correlated with intrusive thoughts among breast cancer survivors. Having a

second cancer experience. poorer perceived health, and using positive-problem solving

coping predicted greater benefit finding. Benefit finding was positively associated with

distress, intnisive thoughts, and worse perceived health assessed at the baseline interview

and was generalÏy unrelated to greater psychological resources during the first year

following diagnosis.

These resuits highuight the importance of assessing illness worry, appraisals, fear of

the future, and somatic preoccupation among breast cancer survivors. Benefit finding may

be one possible way for breast cancer patients who are experiencing more current suffering

to process cognitively the negative consequences of the illness. Encouraging patients to

search for a ‘silver lining’ in their experience of breast cancer may, in fact, be detrimental

in the long run, at least for those who rely extensively on positive problem solving coping

during the first year afier diagnosis.
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Introduction

Since breast cancer patients are living longer, distress and benefit finding have

become important issues in long term survivorship. We define long-term survivorship and

discuss prevalence of long-term breast cancer survivors. Some of the negative sequelae

frequently encountered by breast cancer survivors will be briefly described and the

literature on psychological distress in this population will be reviewed in detail. We will

also review the literature on the phenomenon of positive changes following trauma such as

breast cancer known as benefit finding. Next, we will examine the relationship between

distress and benefit finding and attempt to explain some of the discrepancies in the

literature. We will review psychological and medical variables that are predictive of

distress and benefit finding and outiine the importance of using longitudinal designs to

investigate distress and benefit finding among long-term breast cancer survivors. Last, we

will present the goals and hypotheses, as well as a brief review of the methodology

employed in the two articles.

1. Breast cancer: definition of long-term survivorship and prevalence

Breast cancer wiÏl affect one out of fine women (National Cancer Institute of

Canada, 2004). When diagnosed at the localized stage, the flve-year survival rate is 94 %

(National Cancer Institute of Canada, 2004). Using the American Cancer Society’s

definition of a long-term survivor as someone who is alive five years beyond cancer

diagnosis, it is estirnated that there are over two million long-term breast cancer survivors

in North America (National Cancer Institute, 2000; National Cancer Institute of Canada,

2004).
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2. Surviving breast cancer: Negative sequelae

The current literature suggests that a significant proportion of breast cancer

survivors are affected by residual problems due to their illness and/or its treatments. The

most frequently reported problems are fear of recurrence (Cella & Tross, 1986; Maher,

1982; Northouse, Dorris, & Charron-Moore, 1 995a; Polinsky, 1994), alterations in social

support (Bush, Haberman, Donaldson, & Sullivan, 1995; Fredette, 1993; Maher, 1982),

residual physical side effects of the illness and the treatment such as numbness, swelling,

conditioned nausea and vomiting, and fatigue (Bower, Ganz, Desmond, Rowiand,

Meyerowitz, & Belin, 2000; Dorval, Maunseli, Deschênes, Brisson, & Massé, 1998;

Woods & Earp, 1978), decreased sexual well-being (Meyerowitz, Desmond, Rowiand,

Wyatt, & Ganz, 1999), and distress (Dow, Ferreli, Leigh, Ly, & Gulasekaram, 1996;

Polinsky, 1994).

2.1 Surviving breast cancer: Distress

Few longitudinal psychosocial studies have followed breast cancer patients over

several years. While studies have indicated that psychological recovery is optimal afier one

or two years (Ganz, Coscarelli, Fred, Kahn, Polinsky, & Petersen, 1996; Heim, Valach, &

Schaffner, 1997; Helgeson, Snyder, & Seltman, 2004; Morris, Greer, & White, 1977), there

currently is no agreement about adjustment beyond the first two years following diagnosis.

Some studies have indicated that quality of life continued to improve during long-term

survivorship and that 5-year survivors displayed better aUj ustment than women diagnosed
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less than five years ago (Dow et al., 1996; Heim et al., 1997). Other studies found that

quality of life decreased at three years post-diagnosis (Ganz et al., 1996) or five years post

treatment (Holzner, Kemmier, Kopp, Moschen, Schweigkofler, Dunser et al., 2001) and

that survivors showed worse limitations in overail quality of life than women one or two

years beyond diagnosis.

Quantitative studies that have addressed the issue ofpsychological morbidity among

long-term breast cancer survivors have found low rates of clinical psychiatrie disorders in

this population (Polinsky, 1994; $aleeba, Witzner, & Meyers, 1996). However, there is

evidence that subclinical, yet elevated symptoms of distress, consisting mostly of

depression and anxiety symptoms, will persist in a significant number of breast cancer

survivors (Amir & Ramati. 2002; Andersen, 1992; Polinsky, 1994). Saleeba et al. (1996)

reported that mild emotional distress (depression and anxiety) persisted in close to 30% of

women who had been disease-free for at Ieast five years afier diagnosis of breast cancer

compared to only 10 % of women that had been screened for cancer. SeIf-reported anxiety

and depression, especially around follow-up visits, have been found in 38 to 70% ofbreast

cancer survivors in some studies, while fear of recurrence and uncertainty over the future

affected more than 80% ofsurvivors (Dow et al., 1996; Ganz et al., 1996; Polinsky, 1994).

furthennore, recent studies have indicated that about 10 to 20 ¾ of survivors will

experience intrusive and avoidant thoughts about the cancer and its treatment severe

enough to suggest that they might meet a diagnosis of Posttraumatic Stress Disorder

(PTSD) and that many more will experience sub-clinical levels of such PTSD symptoms



4

(Andrykowski & Cordova, 199$; Amir & Ramati, 2002; Cella & Tross, 1986; Cordova,

Andrykowski, Redd, Kenady, McGrath, & Sloan, 1995).

2.2 Surviving breast cancer: Benefit finding

Focusing only on the potentially negative sequeÏae of surviving breast cancer may

lead to an incomplete picture. Some studies have found that cancer patients report more

positive changes than negative ones and consider themselves to be better adjusted than

before their diagnosis (Collins, Taylor, & Skokan, 1990; Fromm, Andrykowski, & Hunt,

1996; Katz, Flasher, Cacciapaglia, & Nelson, 2001; Sears, Stanton, & Danoff-Burg, 2003;

Taylor, 1983). The phenomenon of perception of benefits following a traumatic event such

as cancer is referred to as benefit finding (Affleck & Tennen, 1996).

A study of 90 bone-marrow transplant survivors found that the most common

benefits reported were a new philosophy of life, changes in personal attributes, improved

family relationships, and greater appreciation of life (Fromm et al., 1996). Similar benefits

have also been reported in low-income HIV-positive women, and patients with lupus,

multiple sclerosis, and heart disease (Katz et al., 2001; Mohr, Dick, Russo, Likosky, Pinri,

Boudewyn et al., 1999; Thomton, 2002; Updergraff, Taylor, Kemeny, & Wyatt, 2002).

Benefit finding has also been found in non-medical populations that have undergone trauma

such as natural disasters, plane crashes, or bereavement (McMillen, Smith, & Fisher, 1997;

Nolen-Hoeksema & Davis, 2002).



4a
2.1.1. Surviving breast cancer: Distress

Psychological distress is defined as mental suffering and discomfort resulting

from a perceived or actual sfressor that causes harm to the individual (Ridner, 2004).

Psychological distress may manifest itself by a change in emotional status from baseline

(i.e levels found in the normal population) to anxiety or depression, amongst others

(Ridner, 2004).

The majority of articles that examine disfress in cancer patients measure it with a

global mood state indicator, that is an ensemble of positive and negative emotions

(Bloom,1982; ElI et al. 1989; Felton et Revenson, 1984; Filipp et al., 1990; Hoskins et

al., 1996; Northouse, 198$) or a global psychiatric adjustment score (Moyer et Salovey,

1999; Northouse, 1988). Others distinguish between specific emotions (Carver et al.,

1993; Epping-Jordan et al., 1999; Komproe et al., 1997; Neuling and Winefield, 198$)

or specific psychiatric disorders (Parle et al., 1996). In cadi of these studies, anxious

and depressed mood or symptoms were measured.

Based on the previous literature, we chose to operationalize distress in long-term

breast cancer survivors by measuring anxiety and depression symptoms as well as Post

Traumatic Stress Disorder symptoms of intrusion and avoidance.
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2.2 Surviving breast cancer: Benefit finding

Benefit finding is defined as a pursuit for the silver lining to adversity.

“Deriving benefit from loss or trauma is a key means of assigning positive value or

significance to the event for one’s own life. Leaming about ones strengths.... May help

to mitigate the feelings of loss or helplessness... Such perceptions may restore the

notion that one’s own life lias purpose, value, and worth “(Davis, Nolen-Hoeksema, &

Larson, 1998).

The above definition highlight some of the possible functions of benefit finding:

to restore onc’s shattered assumptions about the self and the worLd (Affleck & Tennen,

1996; McMillen, Smith, & fisher, 1997), to decrease distress and to gencrate positive

mood.

Benefit finding has been conceptualized as an outcome (i.e. healthy personal

growth) (Brennan, 2001; Lechner et al., 2003; Updergraff, Taylor, Kemeny, & Wyatt,

2002), positive beliefs that can restore one’s shattered assumptions (Affleck & Tennen,

1996), or as a personal resource (Helgeson, Snyder, & Seltman, 2004). Benefit finding

is usually measured by asking participants in an open-ended question if there have been

any positive aspects to their fraumatic experience and tallying up the number ofbenefits

(Davis et al., 1998; Updergraff et al., 2002) or with self-report questionnaires where

patients are asked to rate how much they agree that the illness lias brought changes in

themselves, their priorities, or their relationships with others (Katz, flasher,

Cacciapaglia, & Nelson, 2001; Mohr et al., 1999; Park et al., 1996).
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$uch remarkable similarity in benefit finding among various traumatized

populations leads to the following question: are the benefits reported by cancer patients

qualitatively or quantitatively different from benefits reported by individuals who have

undergone other traumas? To our knowledge, no study has compared cancer patients to

victims of other traumas. However, two recent studies have compared breast cancer

survivors and healthy controls (who were asked to think of a recent difficuit event, which

received a stressfulness rating similar to the survivors’ rating of their experience with

cancer) (Cordova, Cuimingham, Canson, & Andrykowski, 200 la; Tomich & Helgeson,

2002). Both studies concluded that survivors are distinguishable from the general

population in tenus ofthe frequency, magnitude, and types ofbenefits they report.

While reports of benefits following a traumatic event such as cancer are well

documented, there is considerable debate about their nature. Theories of stress-related

growth like the Assumptive Worlds (Janoff-Bulman, 1992) and Cognitive Adaptation

theories (Collins et al., 1990; Taylor, 1983) argue that a traumatic event such as cancer

shatters certain views a person has about herseif, the world, and others. Benefit finding is

one form of positive evaluation, among others, that allows a victim of trauma to restore

their worldviews and to continue believing that life has worth and meaning. These

evaluations have been labeled “positive illusions” by Taylor (1983) and are believed to be

adaptive and related to well being. Positive illusions, however, do flot entail denial of the

negative aspects of the trauma. When asked about both positive and negative changes

following having had cancer, the majority of patients report both types of changes (Collins
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et al., 1990; Weiss, 2002). Nolen-Hoeksema and Davis (2002) and Tedeschi and Caihoun

(1996) argue that the benefits reported may be a reflection of defensiveness or self-esteem

preservation but that, at least for some people, they reflect true growth or positive

transformation. Davis, Nolen-Hoeksema, & Larson, (199$) found that benefit finding was

related to better adjustment 6, 13, and 18 months afier the death of a loved one from a

terminal ilïness. Those who found something positive about the death became somewhat

more optimistic throughout the course of the study, perhaps indicating tnie growth.

3. The relationship between distress and benefit finding

Benefit finding has been inconsistently linked to distress in cross-sectional studies.

Some studies of cancer patients have found no relationship between benefit finding and

various measures of adjustment such as mood, depression, intrusive and avoidant thoughts,

quality of life, perceived physical health, illness-related dysfunction, and self-esteem

(Cordova et al., 2001a; fromm et al., 1996; Tomich & Helgeson, 2002). In contrast, Mohr

et al. (1999) found that multiple scierosis patients who reported greater benefit finding had

elevated levels of anxiety and anger, while a later study that attempted to replicate Mohr et

al.’s findings, using the same benefit finding and emotional distress questionnaires found

that benefit finding was negatively related to distress (Katz et al., 2001).

Longitudinal studies of men who experienced a flrst heart attack, bereaved

individuals, and victims of disasters have all found that being able to identify at least one

benefit early in the adjustment process was predictive of less distress a few years afier the
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trauma occurred (McMillen et al., 1997; Nolen-Hoeksema & Davis, 2002; Tennen &

Affleck, 2002). To our knowledge, there has been only one longitudinal study ofthe role of

benefit finding with cancer patients (Sears et al., 2003). The authors interviewed 92 newly

diagnosed breast-cancer patients afier completion of treatment and again three months and

one year later. Identifying benefits at the first interview was not predictive of subsequent

distress or quality oflife in this study.

The contradictory resuits could be explained by the different time points (early aller

the trauma in the longitudinal studies vs. years aller completing treatment in most cross

sectional studies) at which benefit finding was assessed in these studies. It can be argued

that a psychological ‘cure’ includes a retum to normal life, and this might mean a tapering

off of benefit finding as cancer patients become cancer-free survivors (Fromm et al., 1996).

That is, finding benefits may be useful for a period of time aller diagnosis but is eventually

no longer needed which could explain the Jack of relationship between benefit finding and

distress found in some studies that examined patients years aller diagnosis. Bone marrow

transplant survivors who reported more benefits tended to have had a transplant more

recently (12-30 months vs. 30-120 months) (Fromm et al., 1996). However, two studies

found that longer time since diagnosis was associated with benefit finding in breast cancer

survivors ranging from 2 to 58 months after diagnosis (Cordova et al., 2001a; Sears et al.,

2003). Clearly, more studies are needed that examine how the relationship between benefit

finding and distress evolves over the long-term trajectory of the illness.
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4. Predictors of distress and benefit finding

The present dissertation focuses on the following predictors of distress, PTSD

symptoms of intrusive and avoidant thoughts and benefit finding: extemal and internai

resources (social support, optimism, perceived health), appraisal variables (stress appraisal

and fear of the future), coping strategies (Escape-Avoidance, Positive Problem Solving and

Seeking Social Support), and medical characteristics (having a second cancer experience).

Social support

Social support is defined as ftinctions performed by significant others such as family

members, friends, co-workers, relatives, and neighbors to provide assistance to an

individual (House, 1981; Turner, 1983). Cross-sectional and longitudinal studies of women

with breast cancer have repeatedly shown that patients who enjoy higher levels of social

support around the diagnosis or surgery phase report less distress and PTSD symptoms

measured from a few weeks up to two years later (Cordova, Cunningham, Canson, &

Andrykowski, 2001b; ElI, Nishimoto, Morvay, Mantell, & Hamovitch, 1989; Funch &

Mettlin, 1982; Hoskins, Baker, Sherman, Bohlander, Bookbinder, Budin et al., 1996;

Moyer & Salovey, 1999; Northouse, 1988; Zenmore & Shepel, 1989). We currently do flot

know if social support shortly afier diagnosis would have an impact in long-term (i.e.

beyond five years afier diagnosis) breast cancer survivors.

The relationship between social support and benefit finding is unclear. Some studies

have found no relationship between social support and benefit finding (McMillen et al.,

1997; Sears et al., 2003; Updergraff et al., 2002). However, one study found that breast
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Theoretical ftamework

In 1984, Folkman and Lazarus proposed the transactional theory of stress and

coping to explain the relationship between a specific stressful situation and iong-term

outcomes, mostiy negative adjustment. In recognition of a growing body of evidence

that suggests that both positive and negative states are present during a difficuit event

such as taking care ofa dying loved one (Folkman & Moskowitz, 2000), the model was

later refined to include positive outcomes. folkman and lier colleagues (folkman, 1997;

Folkman & Moskowitz, 2000) suggested that positive affect was generated and

sustained in the midst of difficuit events by the following coping strategies: positive

reappraisal, probiem solving, and infusing ordinary events with positive meaning,

strategies that ail invoive creating or reinforcing meaning. Folkman & Moskowitz

(2000) describe situationai meaning as the personai significance of a stressfiil situation

(also known as primary appraisal in the original transactional stress modei of Lazarus

and foikman, 1984) and distinguisli it from global meaning (people’s fundamentai

assumptions about the world and the self and the world).

Within this model, benefit finding could be understood as an outcome, as a

coping strategy, as part of the appraisal process and even as a resource if we think of

this phenomenon as a set of positive illusions. The coping modei does flot address the

issue of a time frame for coping efforts, therefore flot specifying whether these are

immediate responses or if they can persist over a longer period of time (De Ridder,

1997). It may well be that benefit finding is a process that evolves over such a long

period of time that it is flot captured by the coping model of adjustment.
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cancer patients who had talked more about their illness with others reported more benefits

(Cordova et al., 200 lb).

Optimism

Optimism, defined as the tendency to believe that one will generally experience

good versus bad outcomes in life, has been linked to greater psychological and physical

well being (Scheier & Carver, 1985). Two prospective, longitudinal studies of women with

breast cancer have shown optimism to be a predictor of more active coping strategies as

well as of less anxiety and depression symptoms at three and six months afler diagnosis

(Epping-Jordan, Compas, Osowiecki, Oppedisano, Gerhardt, Primo et aI., 1999), and at a

12-month follow-up (Carver, Pozo, Harris, Noriega, Scheier, Robinson et al., 1993). We

currently do not know the impact of optimism on distress among longer-term breast cancer

survivors.

Optimism has also been linked to greater benefit finding among college students

(Park, Cohen, & Murch, 1996; Tedeschi & Calhoun, 1996) and HIV-positive women

(Updergraff et al., 2002). It has also been associated with a greater perception of benefit

finding among bereaved individuals (Nolen-Hoeksema & Davis, 2002). This study showed

individuals who were optimistic used more positive reappraisal coping, and the more

reappraisal coping they used, the more likely they were to find something positive in their

loss.
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Perceived health

Perceived health status as measured with a one-item index where participants are

asked to rate their overali physical health status can discriminate among breast cancer

patients at different phases of the illness (i.e. newly diagnosed, treatment, stable disease,

and recunent cancer) (frost, Suman, Rummans, Dose, Taylor, Novotny et al., 2000) and is

highly correlated with the presence and evolution of major ilinesses in the general

population (Goldberg, Guéguen, Schmaus, Nakaclie, & Goldberg, 2001) and with

physician’s assessments of patients’ health (Conili, Verger, & Salamero, 1990).

Poor perceived health has been found to predict lower psychosocial adjustment

among cancer patients on average two (Schnoll & Harlow, 2001) and five years after

diagnosis (Sclmoll, Knowles, & Harlow, 2002). It has seldom been examined in relation to

benefit finding and thus far lias been found to be uncorrelated with benefits (Sears et al.,

2003; Updergraff et al., 2002).

Coping

Coping is defined as “constantly changing cognitive and behavioral efforts to

manage specific extemal and/or internai demands that are appraised as taxing or exceeding

the resources of the person” (Lazams and Folkman, 1984, p. 141). Research on coping in

general and coping with cancer in particular, lias received substantial criticism (Coyne &

Gottlieb, 1996; Coyne & Racioppo, 2000; Lazarus, 2000; Sornerfield & Curbow, 1992;

Somerfield & McCrae, 2000). Several problems exist in this field of cancer research: 1) a

paucity of studies using longitudinal designs; 2) the use of heterogeneous samples of cancer
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patients both in terms of cancer site and time since diagnosis; 3) the inappropriate use of

general coping checklists with cancer patients; 4) asking patients how they globally cope

with “their cancer”; 5) not considering positive outcomes of stress; and 6) a Iimited

applicability for intervention studies.

The present dissertation attempts to address some ofthese methodological concems.

first, we investigated the impact of coping on distress in a cohort of breast cancer patients

followed shortly afier diagnosis until long-term survival using a prospective, longitudinal

design. Second, we used a modified version of the Ways of Coping Scale (WOC) that was

designed for cancer patients (Dunkel-Schetter, feinstein, Taylor, & falke, 1992). factor

analysis of this version of the WOC in a sample of 250 cancer patients resulted in three

scales: Escape-Avoidance (consisting of items that suggest avoiding the problem or people

ail together as well as items that suggest wishfui thinking), Positive Probiem Solving

(composed of active problem solving items and positive reframing items), and Seeking

Social Support (SSS) (items cover seeking advice, professional help, practicai support, as

well as emotional support) (Rosberger, Edgar, Collet, & Foumier, 2002).Third, we asked

breast cancer patients to appraise their illness specifically rather than globally, with such

choices as, e.g., fear of the future, disruption of social support, and physical limitations.

Fourth, we aimed to identify coping strategies that predict less distress and more benefit

finding among breast cancer survivors. These findings may contribute to the development

of intervention programs designed to improve coping among survivors.
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Despite these limitations, previous researcli on coping and cancer patients lias

yielded interesting resuits. Coping strategies that are active and directed towards the

stressor (e.g. problem solving, positive reframing, and seeking social support) have usually

been associated with better adjustment while strategies that are geared towards avoiding the

stressor (e.g. escape or avoidance) usually predict poorer adjustment (Carver et al., 1993;

Dunkel-Schetter et al., 1992; Epping-Jordan et al., 1999; Stanton & Snider, 1993).

Coping strategies may vary in their effectiveness in mitigating distress over time,

depending on the phase of the illness (Heim et al., 1997; Stanton & Snider, 1993). The

longitudinal studies that have examined how coping and distress associated to cancer

evolved over time have typically ended their assessments at six months (Epping-Jordan et

al., 1999) or twelve rnonths (Carver et al., 1993) in spite ofthe fact, as reviewed above, that

a significant proportion of breast cancer suiwivors will continue to experience distress

perhaps long afierwards. As a result, we know little about what constitutes the most

adaptive strategies for coping during long-term survival ofbreast cancer.

Among breast cancer survivors, suppression has been identified as a coping strategy

leading to more PTSD symptoms (Amir & Ramati, 2002) and acceptance/resignation used

at six months after diagnosis lias been reported as a coping strategy that predicted more

distress three years later (Hack & Degner, 2004).

Several studies have reported a positive association between coping strategies and

benefit finding. Among bereaved individuals, benefit finding was related to active problem

solving, seeking social support, and engaging in constructive expression of emotions but
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was unrelated to avoidance coping (Davis et al., 1998). Benefit finding was found to be

related to seeking social support and positive reappraisal in multiple scierosis patients

(Mohr et al., 1999) while among patients with various cancers, positive changes were

related to many coping strategies such as problem-focused coping, cognitive

escape/avoidance, positive focus, and behavioral escape/avoidance (Collins et al., 1990)

(Sears et al., 2003).

Stress appraisal

According to the transactional model of coping of Lazarus and Folkman (1984),

coping efforts are influenced by a preceding cognitive appraisal process that evaluates the

threat or challenge of an event and, if a threat is perceived, the resources and coping options

that are available. Although identified as an important precursor of coping by folkman and

Lazarus, the influence of stress appraisal has been largely ignored in the cancer patient

population (Brennan, 2001; Parle, Jones, & Maguire, 1996). Cancer patients who perceived

their illness to be stressful reported higher levels of distress and greater use of coping

strategies (Dunkel-Schetter et al., 1992; Marks, Richardson, Graham, & Levine, 1986;

Parle et al., 1996; Stanton & Snider, 1993). We currently have little evidence regarding the

role of stress appraisal in long-term cancer survivors.

In the field of benefit finding, stress appraisal of the traumatic situation is ofien

referred to as perceived stressfulness (Cordova et al., 200 la; Sears et al., 2003). It appears

that more severe and thus potentially more stressful events elicit more benefit finding. For

example, bone-marrow transplant survivors who had a transplant associated with greater
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risk reported greater benefit finding (Fromm et al., 1996). Perceived stressfulness and flot

objective measures such as cancer stage was predictive of benefit finding in two studies of

breast cancer patients (Cordova et al., 2001a; Sears et al., 2003).

Fear of the future

A major concem for breast cancer survivors is leaming how to live with the

uncertainty of their disease worsening or retuming (Northouse, 1981). Fear or uncertainty

about the future was considered as the most stressful aspect of having cancer among a

heterogeneous group of cancer patients that were diagnosed a few months to several years

prior (Dunkel-Schetter et aL. 1992). Fear ofthe future has been found to be a predïctor of

lower quality of life in breast cancer survivors on average six years beyond diagnosis (Dow

et al., 1996).

Having a second cancer experience

A frequently encountered limitation in studies of long-term breast cancer survivors

is the lack of accounting for a second cancer experience (i.e. new primary, recurrence, or

metastases) during survivorship and therefore not being able to examine the proportion of

variance in adjustment scores accounted for by recurrence status (Dow et al., 1996; Ganz et

al., 1996; Hack & Degner, 2004). Since very few studies have distinguished between

having a recurrence, metastases, or second cancer and their respective impact on distress, it

is unclear if these events should be studied together. Evidence for considering recunence,

metastases, and new primaries together comes from Dow et al. (1996) who asked breast
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cancer survivors how distressing each of these three events would be and found that they

were rated as equally disturbing.

Patients have described experiencing a recunence as being more stressful than the

initial diagnosis, possibly because one of its implications is shorter suiwival time (Mahon,

Cella, & Donovan, 1990; Northouse, Laten, & Reddy, 1995b). Women who had a second

cancer experience during an $-year follow-up had lower physical, psychological, and

functional quality of life than women who had remained disease-free (Dorval et al., 199$).

It appears that “for stressors to elicit positive change, they must be of sufficient

magnitude to challenge one’s assumptions” (Cordova et al., 2001a, p. 182). Having had a

second cancer could certainly be considered a stressor of sufficient magnitude but studies

have yet to examine the impact of a second cancer experience on benefit finding.

To address this shortcoming, the present dissertation examined the relationship

between having a second cancer experience, distress and PTSD symptoms, and benefit

finding.

5. Importance of longitudinal design

Clearly, not every breast cancer patients will suffer from distress and PT$D

symptoms. The few studies that have used a longitudinal design with long-term breast

cancer survivors have flot used baseline data (at time of diagnosis or treatment) to predict

distress during survivorship (Dorval et al., 199$; Heim et al., 1997; Helgeson et al., 2004;

Omne-Pontén, Holmberg, & Sj5dén, 1994). While identifying risk factors that co-occur
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with distress and PTSD symptoms during survivorship is an cssential step in the

identification of survivors that may require fiirther monitoring, identifying predictors early

on in the disease trajectory would allow for early detection and possibly intervention with

women at risk of long-term distress. In the contcxt of limited psychosocial resources that

cannot be offered to ail patients, early identification is clearly important for preventive

purposes.

Studies of benefit finding suffer from the same shortcoming: as the majority of

studies have been cross-sectional, there is a paucity of information on the role of

psychological variables occurring early in the ilÏness trajectory and impacting on the

subsequent development of ‘personal growth’. As benefit finding may lead to less distress

among cancer suiwivors, it is important to identify prospective factors that can discriminate

survivors who experience high levels of benefit finding from survivors who derive few

benefits from their illness. Some have hypothesized that participants with greater resources

(psychological, physical, and socioeconomic) will fare better (Updergraff et al., 2002). This

hypothesis has been found tnie among individuals experiencing the death of a loved one:

younger age, optimism, and education were found to prospectively predict more benefit

finding at six months post-loss (Davis et al., 1998). Only one study identified prospective

predictors of benefit finding in cancer patients and found that breast cancer patients who,

after completion of treatment, used more positive reappraisal coping, had more intrusive

and avoidant thoughts and had a higher stress appraisal of their cancer experience reported

more positive growth (Sears et al., 2003).
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6. Goals ofthe dissertation

This thesis aims to further our understanding of distress, PTSD symptoms of

intrusion and avoidance, and benefit finding in long-term breast cancer suiwivors, their

relationship with each other, and their respective predictors. By using a longitudinal design,

it also aims to overcome one of the limitations found in the majority of previous studies of

distress and benefit finding in cancer survivors.

6.1. Goals and hypotheses ofthe first article

The flrst article airned to quantify the levels of distress and PTSD symptoms found

in long-term breast cancer survivors and to describe changes of these levels over time. The

main objective ofthis article was to identify risk factors of distress and PTSD symptoms in

long-term breast cancer survivors interviewed within 3 months afler diagnosis (Time 1),

and followed 1 year later (i.e. approximately 15 months afier diagnosis; Time 2) and 6

years later (Time 3). The following potential predictors of distress and PT$D symptoms at

six years were examined: social support, optimism, perceived health, coping strategies,

stress appraisal, fear of the future, Time 1 and Time 2 levels of distress and PT$D

symptoms, and having had a second cancer experience. These potential predictors and their

relationships with distress and PTSD symptoms in long-term breast cancer survivors (Time

3) were examined at Time 1, Time 2, and Time 3.

It was hypothesized that a significant proportion of breast cancer survivors would

experience heightened levels of distress and PT$D symptoms. It was also hypothesized that

distress and PTSD symptoms would improve between Time 1 and Time 2. Based on the
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inconsistent findings reviewed above, no specific hypothesis was made about changes in

levels of distress and PTSD symptoms between Time 2 and Time 3. It was hypothesized

that poor perceived health, fear of the ffiture, high stress appraisal of the cancer, avoidant

coping, higher Time 1 and Time 2 levels of distress and PTSD symptoms, and having had a

second cancer experience would predict more distress and PTSD symptoms in women 6

years beyond cancer diagnosis, whiÏe optimism, social support, and active coping would

predict less distress and PTSD symptoms.

6.2. Goals and hypotheses ofthe second article

The first objective of the second article was to examine the relationship between

benefit finding, distress, and avoidant and intnisive thoughts among a cohort of long-term

breast cancer survivors interviewed four times during the first year after their diagnosis.

Second, this article aimed to identify characteristics of the stressor that predict benefit

finding. It was expected that some of the long-term breast cancer survivors might have

experienced a recurrence during the 6-year follow-up, allowing the possibility of comparing

reports of benefit finding among women who underwent a second cancer experience and

those who remained disease-free.

finally, the second article examined the relationship of social support, optimism,

coping and perceived health with benefit finding in long-term breast cancer survivors. We

also examined the relationship between first-year psychological resources and benefit

finding during survivorship to see if breast cancer patients who displayed more resources
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early during the disease trajectory would report more benefit finding, as they became

survivors.

It was hypothesized that breast cancer survivors who perceived more benefits from

having had breast cancer would experience less distress and intmsive and avoidant

thoughts. It was also hypothesized that breast cancer survivors who had a second cancer

experience since their diagnosis would perceive more benefits, as would those who

perceived their cancer to 5e more stressful, reported greater use of coping strategies, were

more optimistic, and had more social support. Last, we predicted that breast cancer

survivors who displayed more psychological resources during the first year following

diagnosis would report more benefit finding.
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Brief Overview of Methods

In order to minimize redundancy, we will limit the method section of the present

dissertation to a brief overview of the design, participants, measures, and procedure. The

reader wiil find a more detailed method section in each ofthe two articles.

Design

This dissertation used a longitudinal design to investigate the relations between

sociodemographic and medical variables, social support, optimism, perceived health, fear

of the future and stress appraisal, coping strategies, PTSD symptoms of intrusion and

avoidance, distress, and benefit finding at the following time points: 3, 7, 11, 15 months,

and 6 years afler diagnosis. Ail variables were collected at each of these five time points

except for benefit finding, which was measured only 6 years after diagnosis.

We did flot use ail time points in each article. The first article (focusing on

predicting distress and PTSD symptoms in iong-term breast cancer patients) used three time

points: baseline-up to a mean of 3 months; 15 months; and 6 years. Our rational for using

only these three time points was to compare variables collected as soon as possible afier

diagnosis (a time known to generate a substantial amount of distress) and a year later

during remission ta time many studies have found corresponds to maximal adjustment for

the majority of patients- see the first article for more details) for their predictive efficacy of

distress and PTSD symptoms at 6 years. The second article (focusing on predicting benefit
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finding and examining its relationship with distress and PTSD symptoms) used ail five time

points.

Participants

Participants were $6 women diagnosed with breast cancer approximately six years

previously who had participated in an intervention study [Nucare II study, (Edgar,

Rosberger, & Collet, 2001)]. At baseline (3 months from diagnosis and prior to the

intervention), 146 breast cancer patients were enrolled in the original study. $ubsequently,

patients were interviewed afier each interval of four months up to one year (on average, 7,

11, and 15 months afier diagnosis). A total of 12$ breast cancer patients completed the 15-

month interview. There were no sigrificant differences in demographics between

participants and dropouts at 15 months. Causes of attrition and differences between

participants who completed the 6-year follow-up are discussed in details in the articles.

Measures

All the measures that were used in this dissertation were presented in the two

articles and can be found in Appendix A. However, a table summarizing the variables of

interest and their measures as they appeared in each article is provided following the

method section to facilitate the reading ofthe present dissertation.

Procedure

Participants from the original Nucare study (Edgar et al., 2001) were located and

asked if they were interested in completing the 6-year follow-up. $ubjects who provided
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informed consent (see Appendix B) were interviewed individually for about one hour at the

location oftheir choosing. A trained interviewer administered the questionnaires.
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Ethics

The proposai ofthe present dissertation was reviewed and consent forms

were approved by the Researcli Ethics Committee at the Sir Mortimer B. Davis - Jewish

General Hospital. Permission to review hospital records was also obtained from the

Committee.

Measures

The Ways ofCoping (WOC) was created by Lazams and Foikman (1984) and is

the most widely used coping instrument. It lias, however, received numerous criticisms

for some of its psychometric shortcomings. Specifically, test-retest validity and

convergent validity have flot been established (the authors have claimed this is

justifiable because coping is supposed to be situation-specific and therefore highiy

fluctuating and because other coping measures to compare the WOC to aiso suffer from

psychometric shortcomings). By far, the most concerning problem of the WOC is that

the original factor solution of eight ways of coping (confrontive coping, distancing, self

control, seek social support, accept responsibility, escape-avoidance, planful problem

solving, positive reappraisal) is unstable. Authors who have used an exploratory factor

analysis to confirm the factor structure of the WOC have reported between 3 and 10

factors, and have found that some items load on multiple factors. To palliate this

probiem, foikman and Dunkel-Scheffer (who factor anaiyzed the WOC with a sample

of cancer patients) have recommend that researchers conduct their own factor analysis

of the WOC with their sampie of interest. Our own factor analysis of the WOC in two

different cancer patients sampies resulted in three scaies: Positive Problem Solving,

Escape-Avoidance, and Seeking Social Support which are listed in Appendix C.
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Originally, coping strategies of the WOC feu into two broad ffinctional

categories: problem-focused (strategies that change the situation) and emotion-focused

coping (strategies that alleviate negative emotional states). In a series of studies,

Lazarus and folkman demonstrated that most peopie use both kinds of strategies when

conftonting a stressor and that certain strategies such as seeking social support could

serve both functions. This distinction was also criticized for its narrow sampling of

emotion-focused strategies that tend to include only ‘negative’ stTategies such as leffing

ones emotions out instead of actively processing and expressing ones emotions in a

constructive way (Stanton, Persa, & Austenfeld, 2002).

There are many existing classifications of coping strategies, for example active

vs. passive, cognitive vs. behavioral, and approach vs. avoidance. These classifications

ail have been criticized for not being concepmally clear, nor mutually exclusive, nor

exhaustive, nor functionally homogeneous within a given category (Skinner, Edge,

Altman, & Sherwood, 2003). It is safe to say that there currently is no agreement on the

optimal way to classify coping strategies.
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Table I. Variables of interest and measures used in the two articles of the present

dissertation

Variable Measure Article (s) in which

flic variable appeared

Profile ofMood States (POM$)- Anxiety 1 and 2
Distress

and Depression subscales only

PTSD symptoms of Impact of Events $cale(IES)- total score 1 and 2

intrusive and avoidant was used for article 1 while scores of each

thoughts the two subscales of intrusive and avoidant

thoughts were used for article 2

Benefit finding Benefit Finding 2

Social support Social Well-Being scale (SWB) ofthe 1 and 2

Functional Assessment of Cancer Therapy

(FACT)

Optimism Life Orientation Test (LOT) 1 and 2

Perceived health One-item index where participants were 1 and 2

asked to rate their overall health status

Fear of the future Ways of Coping Scale (WOC) 1

Stress appraisal Ways of Coping Scale (WOC) 1 and 2

(this variable is labeled perceived

stressfulness in article 2)

Coping Ways of Coping Scale (WOC) 1 and 2

A previous factor analysis revealed the

following factors: Escape-Avoidance
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(ESC) coping, Positive Problem Solving

(PPS) coping, and Seeking Social Support

(SSS) coping



Chapter 1 : First article

Increased risk of distress and PTSD-like symptoms in long-term breast cancer survivors
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Abstract

Longitudinal studies on the psychosocial and medical variables that might influence

distress and Posttraumatic Stress Disorder (PTSD)-like symptoms (intrusion and

avoidance) among long-term breast cancer survivors are few. The purpose of the present

study was to identify risk factors of distress and PTSD-like symptoms in Iong-term breast

cancer survivors (n = 86) interviewed within 3 months afier diagnosis, and followed 1 year

later and 6 years later. A number of potential predictors were examined: social support,

optimism, perceived health, active and avoidant coping strategies, stress appraisal, fear of

the future, and having had a second cancer experience. Multiple hierarchical regressions

including these predictors were performed at each time point to assess their relative

contributions to distress and PTSD-Iike symptoms at 6 years. Resuits of these analyses

showed that breast cancer survivors who have experienced a second cancer, are concerned

about their future, have poor physical health, and are less optimistic, are at increased risk of

distress and PTSD-like symptoms. Patients who, during the first year following diagnosis,

are more distressed, have poor social support and rely extensively on active coping and

focusing on the positive, may be at risk of distress during long-term survivorship and

should be monitored closely.

o
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It is estimated that there are over two million Iong-term breast cancer survivors in

North America (National Cancer Institute, 2000; National Cancer Institute of Canada,

2004). Quantitative studies that have addressed the issue of psychological morbidity among

long-term breast cancer survivors have found low rates of clinical psychiatric disorders in

this population (Dorval et al., 199$; Ganz et aÏ., 1996; Polinsky, 1994; Yomich and

Helgeson, 2002). However, there is evidence that subclinical, yet elevated symptoms of

distress, consisting mostly of depression and anxiety symptoms, will persist in a significant

number of breast cancer suiwivors (Amir and Ramati, 2002; Andersen, 1992; Polinsky,

1994). Saleeba et al. (1996) reported that mild emotional distress (depression and anxiety)

persisted in close to 30% of women who had been disease-free for at least five years afier

diagnosis of breast cancer compared to only 10 % of women who had been screened for

cancer in the community. Self-reported anxiety and depression, especially around follow-up

visits, have been found in 3$ to 70% of breast cancer survivors in some studies, while fear

of recurrence and uncertainty over the future affected more than 80% of survivors (Dow et

al., 1996; Ganz et aÏ., 1996; Polinsky, 1994). Recent studies have further indicated that

about 5 to 20 % of breast cancer patients experience intrusion and avoidance symptoms

(cognitive and/or behavioral) about the cancer and its treatment severe enough to suggest

that they may meet a diagnosis of Posttraumatic Stress Disorder (PTSD) and that many

more experience sub-clinical levels of such symptoms (Cella and Tross, 1986; Cordova et

al., 1995; Kornblith, 199$). Few studies have examined the prevalence of intrusion and

avoidance or PTSD in long term breast cancer survivors. One study compared 39 long term
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breast cancer survivors to 39 matched women and found that survivors had significantly

higher rates of full (18% vs. 3%) and partial diagnoses of PTSD (56% vs. 18%) than

controls (Amir and Ramati, 2002).

No longitudinal study of intrusion and avoidance and only a few studies of distress

in breast cancer patients have followed patients unto long tem survivorship to understand

how they adjust to the experience and who may be at risk of developing anxiety,

depression, and PTSD-like symptoms of intrusion and avoidance (Dorval et al., 1998;

Heim et aÏ., 1997; Helgeson et al., 2004; Omne-Pontén et al., 1994). As a resuit, the course

of psychosocial adjustment to breast cancer from diagnosis to long term survival is stiil

largely unknown. An optimal methodological design to accomplish this goal would be to

follow a cohort of breast cancer patients prospectively until long-terni survivorship and use

baseline psychosocial variables to predict long-term distress. The few studies that have

used a longitudinal design with long-term breast cancer survivors have not used baseline

data (at time of diagnosis or treatment) to predict distress during survivorship (Dorval et al.,

1998; Heim et al., 1997; Helgeson et al., 2004; Omne-Pontén et aÏ., 1994).

Although there is evidence from cross-sectional studies that longer time since

diagnosis is associated with less PTSD-like symptoms (Cella and Tross, 1986; Cordova et

al., 1995), because of the paucity of longitudinal studies, we currently do not know if there

is a time point afier which these symptoms tend to become stable. Distress, on the other

hand, has been found to be heightened during the diagnosis/ treatment period and usually

retums to pre-diagnosis levels, for the majority of patients, within one or two years (Ganz
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et aï., 1996; Heim et al., 1997). It is possible that those who have flot recovered at one year

are more at risk of distress during long-term survivorship. Therefore, it would be important

to use psychosocial variables assessed at diagnosis/treatment and 1 year later to predict

long-term distress. Identifying predictors of long term distress and PTSD-like symptoms

early in the disease trajectory would allow for timely detection and intervention with

women at risk for distress during long term survivorship. In the current context of limited

psychosocial resources, early identification of at-risk patients is clearly important for

preventive purposes.

An important variable that may affect how a woman recovers from breast cancer is

whether she remains disease-free afier her original diagnosis. A frequent limitation of

studies of long-term breast cancer survivors is that many have not controlled for a second

cancer experience (i.e. new primary, recurrence, or metastases) during survivorship

therefore limiting the ability to examine the proportion of variance in adjustment scores

accounted for by recurrence status (Dow et al., 1996; Ganz et al., 1996; Hack and Degner,

2004). Evidence for considering recurrence, metastases, and new primaries as possibly

equivalent comes from Dow et aï. (1996) who asked breast cancer survivors to rate the

distress associated with each of these tbree events and found that they were rated as equally

distressing.

While it is safe to say that flot every breast cancer patient will suffer from distress

and PTSD-like symptoms, evidence to date suggests that some women are indeed at risk of

poor psychological adjustment during the survivorship period. Fear of the future bas been
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found to be a predictor of lower quality of life in breast cancer survivors on average six

years beyond diagnosis (Dow et al., 1996). Poor perceived health has also been found to

predict lower psychosocial adjustment among cancer patients on average two (Schnoll and

Harlow, 2001) and five years afier diagnosis (Sclmoll et al., 2002). Coping strategies that

are active and directed towards the stressor (e.g. problem solving, positive reframing,

seeking social support) have usually been associated with better adjustment to cancer while

strategies that are geared towards avoiding the stressor (e.g. escape or avoidance) usually

predict poorer adjustment (Carver et aÏ., 1993; Epping-Jordan et al., 1999; $tanton and

$nider, 1993). Among breast cancer survivors, suppression bas been identified as a coping

strategy leading to more PTSD symptoms (Amir and Ramati, 2002) and

acceptance/resignation used at six months afier diagnosis was a coping strategy that

predicted more distress three years later (Hack and Degner, 2004).

Other likely candidates of distress and PTSD-like symptoms during survivorship are

social support, low initial distress levels, low stress appraisal (i.e. individuals’ cognitive

appraisal of the threat of cancer), and optimism which have been linked to experiencing

less distress and PTSD-like symptoms in the first two year following diagnosis (Caiwer et

al., 1993; Epping-Jordan et al., 1999; Ell et al., 1989; Hack and Degner, 2004; Hoskins et

al., 1996; Morris et al., 1977; Moyer and $alovey, 1999; Parle et al., 1996).

To address some of the sbortcomings of the previous research, the present study

attempted to identify risk factors of distress and PTSD-like symptoms of intrusion and

avoidance in long-term breast cancer survivors interviewed within 3 months afier diagnosis
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(Time 1), 1 year later (i.e. approximately 15 months afier diagnosis; lime 2) and 6 years

later (Time 3), while controlling for a second cancer experience. The following potential

predictors of distress and PTSD-like symptoms at six years were examined: optimism,

social support, perceived health, fear of the future, stress appraisal, coping, and Time 1 and

lime 2 levels of distress and PTSD-like symptoms. These potential predictors and their

relationships with distress and PTSD symptoms in long-term breast cancer suiwivors (lime

3) were examined at lime 1, lime 2, and lime 3.

It was hypothesized that a significant proportion of breast cancer suiwivors would

experience heightened levels of distress and PTSD-like symptoms. It was hypothesized that

distress and PTSD-like symptoms would decrease over time. It was hypothesized that poor

perceived health, fear of the future, high stress appraisal of the cancer, avoidant coping,

higher Time 1 and lime 2 levels of distress and PISD-like symptoms, and having had a

second cancer experience would predict more distress and PTSD-like symptoms in women

6 years beyond cancer diagnosis, while optimism, social support, and active coping would

predict less distress and PISD-like symptoms.

Method

Participants

At lime 1, 146 recently diagnosed breast cancer patients were enrolled in an

intervention study in which they had randomly been assigned to 1 of 4 groups [Nucare

study, (Edgar et aÏ., 2001)]. Patients were subsequently followed at 3-month intervals up to

one year (lime 2). A total of 12$ patients completed the Time 2 interview. There were no
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significant differences in demographics between participants and dropouts at this point.

Resuits from the Nucare study revealed that there were no main effects of the intervention

on distress and quality of life but that patients who received the coping skills intervention

(either in an individual or group administration) and who were highly distressed (1 SD

above mean) became significantly more optimistic and reported greater physical weIl-being

over time than patients who received a supportive group intervention or standard care

(unpublished data). We did flot anticipate that the intervention would have any effect on

distress and PTSD symptoms at the 6-year follow-up as it did flot during the first year

following diagnosis but nonetheless verified statistically that there were no delayed effects

before analyzing participants together.

Among the original 146 breast cancer patients, $6 agreed to complete the Time 3

interview, 31 had died, 9 could flot be located, and 20 refused to be interviewed [including

participants whose access was denied by the physician because of poor mental health (n =

1), or the family because the patient was too sick (n = 4), or by the researcher because of

language problems (n = 1)]. Our accrual rate was $1.1 % ($6 completers/ 20 refusais + $6

completers). Participants at the Time 3 follow-up differed from the original sample in that,

at lime 1, they were more likely to be working (x2(i N = 146) = 4.59, p < .05) and had

fewer sites affected by cancer (2(l, N = 146) = 6.12, p < .05), and thus were probably

healthier. Women who refused to complete the lime 3 follow-up differed from participants

in that they were older (t(104) = -2.44, p < .05) and Iess likeiy to be working (x2(l N
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106) = 4.59,p < .05), but more importantly, did not differ on medical variables nor on any

ofthe Time 1 psychological variables.

Sociodemographics and medical characteristics of the present sample of 86 women

diagnosed with breast cancer six years previously are presented in Table 1. Participants’

ages ranged from 37 to 88. The majority of women had been diagnosed with stage I breast

cancer. Ail 86 participants had undergone surgery: 60 had a segmental mastectorny, 6 had a

lumpectomy, 4 had a total mastectomy, and the rest had other procedures. The most

frequent treatment was a combination of surgery, radiotherapy, and chemotherapy (n 62);

while surgery and radiotherapy (n = 15), surgery and chemotherapy (n = 7), or surgery

alone (n = 2) were less frequent combinations. Most women (n =56) had taken or were

finishing a course of Tamoxifen. During the six-year follow-up, 21 women had a second

cancer experience (4 participants had a recurrence, 9 had a new primary, and $ were

diagnosed with metastases). We collected this information from the participants and

verified it in their medical chart.

insert Table I about here

Measures

Distress was assessed using the Profile of Mood States (POMS; McNair et al.,

1971). The POMS consists of 65 adjectives which are rated on a 5-point scale ranging from

not at ail (0) to extremely (4). The POMS contains six subscales: Anxiety, Depression,

Anger, Vigor, Fatigue and Confusion. For the purpose of the present study, only the

Anxiety and Depression subscales were used and were combined to create a distress
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indicator. Internai consistency of this combined indicator was between .89 and .95

throughout the study.

PTSD-like symptoms of cancer-related intrusion and avoidance were assessed using

the Impact of Events Scale (lES; Horowitz et al., 1979). The lES has been used before to

assess the presence of PTSD symptoms in samples of breast cancer survivors (Cordova et

al., 1995; Cordova et al., 2001). It consists of 15 items that are rated on a 4-point scale

from flot at ail (1) to often (4), 7 of which measure intrusion (intrusive thoughts,

nightmares, intrusive feelings and imagery) and $ measure avoidance (avoidance of

feelings, situations, ideas). In the present study, the total score ofthe TES was used with an

internai consistency ranging between .87 and .90.

Coping was measured with the version of the Ways of Coping Scale (WOC;

Lazams and Folkman, 1984) adapted for cancer patients by Dunkel-Schetter et al., (1992).

Participants were first asked to rate the stressfulness of the following five aspects of their

iliness in the past six months: fear and uncertainty about the future; limitations in physical

ability, appearance, or life style; acute pain, symptoms, or discomfort; problems with

family or friends; any other problem. Each ofthe five concems was rated on a 5-point scale

ranging from flot at ail stressful (1) to extremely stressful (5) and the highest score was

considered the stress appraisal (Dunkel-Schetter et al., 1992). The concem with the highest

stress appraisal rating was considered the primary concem. As suggested by Dunkei

Schetter et al. (1992), primary concem was dichotomized as (1) fear and uncertainty about

the friture or (0) ail other concerns. Next, participants rated the degree with which they have
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used each of the 51 coping strategies in response to their primary concem. Each coping

strategy was rated on a 5-point scale from not at ail (1) to extremely (5). factor analysis of

the WOC in a sample of 250 cancer patients resulted in three scales: Escape-Avoidance

(ESC) (consisting of items that suggest avoiding the problem or people ail together i.e.

“refused to believe it would happen” as well as items that suggest wishful thinking i.e.

“wished the situation would go away”), Positive Problem Solving (PPS) (composed of

active problem solving items such as “made a plan of action and followed it” and positive

reframing items such as “rediscovered what is important in iife”), and $eeking Social

Support (SSS) (items cover seeking advice, professionai heip, practical support, as weii as

emotional support) (Cronbach’s Alphas = 0.8 1, 0.88, and 0.82, respectively) (see Rosberger

et al., 2002 for details ofthis study).

Optimisrn was measured with the Life Orientation Test (LOT; $cheier and Carver,

1985). The LOT is a 12-item questionnaire that measures generai expectancies of favorable

future outcomes and is answered a 5-point scale, ranging from strongly disagree (0) to

strongly agree (4). In the present study, internaI consistency ofthe LOT ranged between .77

and .82.

Social support was measured with the Social WeIi-Being scale (SWB) of the

Functionai Assessment of Cancer Therapy (FACT), a weii-known instrument designed to

measure a number of dimensions of quality of life of cancer patients (Cella et al., 1993).

The SWB consists of seven items rated on a 5-point scale ranging from flot at aIl (0) to very

much (4) that measure support available from partner, friends and family. In the present
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study, internai consistency ranged between .69 and .73. Since the SWB is seldom used

alone as a measure of social support (Yeiien and Cella, 1995), we administered the Social

Support Questionnaire (SSQ; Northouse, 1988) at the six-year follow-up in order to

confirm convergent validity. The SSQ is a well validated scale where subjects rate the

degree of support they perceive from five sources (spouse or significant other, family

member, friend, nurse, physician). for purpose of the present study, only the spouse, friend,

and family subscales were used. In the present study, an alpha of .91 was found for the

SSQ. The correlation between the SWB subscale ofthe FACT and the SSQ was (r =

<.00 1) indicating moderately strong convergent validity.

Perceived health status was measured with a one-item index where participants were

asked to rate their overail health status on a five-point indicator ranging from very poor (1)

to excellent (5). Past research has shown this measure to correlate highly with physician’s

assessments (Conill et al., 1990).

Procedure

Participants from the original Nucare study (Edgar et aÏ., 2001) were located and

asked if they were interested in completing the 6-year follow-up. Subjects who provided

informed consent were interviewed individually for about one hour at the location of their

choosing. The questionnaires were administered orally by a trained interviewer.

o
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Resuits

Overview ofstatistical analyses

In consideration of potential covariates that might contribute significantly to the

prediction of distress and lES at Time 3, independent sample t tests and Pearson

correlations were performed with medical and sociodemographic variables. Significant

covariates were entered in the final regression models. Second, independent sample t tests

were used to compare participants who had a second cancer experience during the folÏow

up to participants who had remained disease-free on distress, TES, and potential predictors

(i.e. optimism, perceived health, fear of the future, stress appraisal, ESC coping, PP$

coping, and SSS coping) at Time 3. Third, descriptive analyses of distress, TES, and

potential predictors at Time 1, Time 2, and Time 3 were performed and paired sampled t

tests were used to compare means of variables for the 3 time points. Fourth, Pearson

correlations were computed to examine the relationships among distress and TES at Time 3

and potential predictors measured at Time 1, Time 2, and Time 3. Fifth, based on

theoretical assumptions and significance of correlations, potential predictors at Time 1,

Time 2, and Time 3 were separately entered in hierarchical multiple regressions to identify

the best predictors of distress and lES at Time 3.

Potential covariates

Intervention. We verified the effect of the Nucare intervention on distress, lES, and

potential predictors at Tirne 3 by conducting one-way ANOVAs with intervention group as
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the between factor and each psychologicai variable as the dependent variable. There was no

significant main or interaction effect of the intervention on any of the psychological

variables.

Medical variables. A number of medical variables were availabie about the original

diagnosis: nuclear grade, stage, and number of other sites affected. Despite our best efforts

to find stage data through oncology charts and medical records reviews, complete staging

information was available for only 59 of our 86 foiiow-up participants. Therefore, we used

‘other sites affected at diagnosis’ (other than breast), a variable availabie for ail patients, as

a measure of disease severity in our analyses. for the purpose of the present study, we

defined other sites as O (no other sites affected/locaiized tumor) or 1 (1 or more sites

affected at diagnosis/regional tumor). As expected, stage and other sites affected at

diagnosis showed a strong correlation r .57 (p < .00 1). Independent sample t-tests were

condt;cted to test for differences on distress, TES, and potential predictors grouped by

nuclear grade (1 vs. 2 and 3), stage (I vs. II and III), and number of other sites affected (0

vs. 1) for ail three time points. The only significant differences that emerged were that

women who had other sites affected at diagnosis reported better health at Time 1 (t(144) -

2.lO,p < .05), used more PPS coping at Time 1 (t(139) -3.43,p < .001) and Time 2

(t(103) = -2.$2,p <.01), and more SSS coping at Time I (t(139) = -2.45,p <.05), Time 2

(t(102) -2.O3,p < .05), and Time 3 (t(69) = -3.58, p < .001). Number of sites affected at

diagnosis was retained in the subsequent regression models.
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The reiationships between previous medical treatments and distress, TES, and potential

predictors were examined by both number oftreatments received (none, 1, or 2 treatments)

and by type (chemo alone or in combo vs. no chemotherapy) at Time 1 and 2 and did not

reveai any significant differences. Ten participants were currentiy in treatment at Time 3

(radiotherapy and/or chemotherapy) and did flot differ on any sociodemographic or

psychological variables from women flot in treatment and were therefore inciuded in the

analysis.

Sociodernographie variables. Age and education were signiflcantly correlated with

numerous psychological variables at ail three time points. Specifically, younger women

reported more TES at Time 1 (r = -.20,p < .05) and higher stress appraisai at Times 1, 2,

and 3 (rs = -.20, -.22, -.3 1, respectively, ail ps < .05). Furthermore, younger women aiso

reported using more ESC coping at Time I (r = -.20 p < .05), more PPS coping at Times 1,

2, and 3 (rs = -.20, -.22, -.31, respectiveiy, ail ps < .05) and using more SSS coping at

Times 1, 2, and 3 (rs = -.40, -.36, -.43, respectively, aiips < .00 1).

More educated women reported more $5$ coping at Time 1 and 2 (rs = .18, .25,

respectiveiy, allps < .05). At Time 2, they had higher stress appraisal (r = .23,p < .01) and

reported less social support (r = -.18,p < .05). At Time 3, they reported higher ieveis of TES

(r = .22, p < .05) and being more concemed with fear of the future (r .35, p <01). We

retained age and education in ail subsequent regression models.
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Having a second cancer experience

We verified the effect of having a second cancer experience on distress, TES, and

potential predictors at Time 3 by conducting independent sample t tests. Women who had a

second cancer experience during the 6-year follow-up appraised their cancer as more

stressful (t(84) = -2.22, p < .05), used more 555 coping (t(69) = -3.l7,p < .01), and

reported higher levels of TES (t($4) = -2.34, p < .05), but were not more distressed (t(84) =

.16, p> .05) than disease free survivors at Time 3. In order to account for the proportion of

variance explained by having a second cancer experience in distress and TES scores at Time

3, it was retained in ail subsequent regression models.

Changes over tirne in descriptive results ofpsychological variables

We opted to compare means of psychological variables at the three interviews with

paired sample t tests instead of repeated measures ANOVA’s because: 1) $ of the $6

participants had not completed the Time 2 interview and 2) at each interview, some

participants did flot endorse any stressful aspect of cancer and therefore did not fil out the

coping measure. The number of participants who did not appraise their cancer as stressfifl

at Time 1, 2, and 3 were 5 (3.4%), 23 (18%), and 15 (17.4%), respectively.1 In order to

minimize loss of participants when looking at changes over time ofpsychological variables,

and because these data cannot be considered to be missing randomly, we used paired

sample t tests with Bonferroni corrections.

As shown in Table 2, there were no changes in distress levels over time (POMS

anxiety and depression subscales). TES levels decreased signifcantly from baseline to a

o
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year later and did flot fin-ther decrease 6 years later. Overali, analyses of changes in

psychological variables over time reveal that improvements took place between Time 1 and

Time 2. There were usually no significant ftirther changes from Time 2 to Time 3,

indicating that improvements maintained themselves over time, except for perceived health

and ESC coping at Time 3 which were undistinguishable from Time 1, suggesting

deterioration in these two variables during long-term survivorship.

We further examined distress and TES levels among participants at Time 3. Overali

mean distress and mean levels of lES were low. However, when examining the range of

response, 22.1% of the sample reported a moderate level of distress ( 1) and 25% of the

sample experienced moderate levels of PTSD-like symptoms ( 2). Compared to POMS

norms available on newly diagnosed female cancer patients, participants in the present

study reported lower levels of depression and anxiety (Cella et al., 1989). Compared to a

more appropriate sample of breast cancer patients three years afier diagnosis, participants in

the present study displayed comparable levels of depression and somewhat higher levels of

anxiety (Hack and Degner, 2004). Our TES total score was lower than scores found in

breast cancer survivors on average 2-3 years after diagnosis (Cordova et aï., 1995; Cordova

et al., 2001) but comparable to a sample of long-term breast cancer survivors on average

7.5 years afler diagnosis (Vickberg et al., 2000).

insert Table 2 about here
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Correlational analyses between potential predictors and distress and lES at Time 3

Longitudinal analyses. As shown in table 3, both at Time 1 and Time 2, breast

cancer patients who perceived having less social support and used more PPS coping

reported being more distressed at the 6-year follow-up. Furthermore, breast cancer patients

who were more distressed and used more ESC coping at Time 2 reported more distress at

the 6-year follow-up.

At Time 1, breast cancer patients who perceived their health as poorer, were less

optimistic, had high stress appraisal, used more ESC coping, and had higher TES scores

reported more lES at the 6-year follow-up. At Time 2, similar relations emerged between

potential predictors and lES at Time 3, except for perceived health which was no longer

significant.

Cross-sectional analyses. Breast cancer survivors who, at the 6-year follow-up, had

high stress appraisal, identified fear of the future as their primary concern with cancer, and

used ESC coping reported more distress and higher levels ofIES. There were trends with

SSS coping (r = .22,p = .06) and PPS coping (r = .23,p = .06) being associated with more

distress. Breast cancer survivors who benefited from good perceived health, optimism, and

social support reported less distress and TES.

o
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Correlational analyses between distress and lES

Distress and lES were moderately correlated throughout the study suggesting they

are related but likely tap different dimensions: at Time 1, r = .4$,p < .001, Time 2, r = .43,

p <.001, and lime 3, r = .32,p <.01.

Hierarchical regressions

A total of six hierarchical regressions were performed to predict distress and TES at

Time 3 using potential predictors at Time 1, Time 2, and Time 3. for each regression, age,

education, other sites affected at diagnosis, and having a second cancer experience were

entered in the first step. In the regressions that used Time I and Time 2 variables, distress

or TES at the conesponding time was also entered in the flrst block. This way, we

controlled for within subjects’ lime 1 or Time 2 distress and lES and identified variables

that made an independent contribution to the prediction of long-term distress and TES.

Psychological resources Qerceived health, optimism, and social support) were entered in

the second step, appraisal variables (stress appraisal and primary concem) in the third, and

last, coping variables (ESC, SSS, and PPS). For each regression, oniy variables that were

significantly coiielated to the dependent variable were entered in steps 2, 3, and 4. final

models are shown in Table 4, showing only the variables that explained a significant

proportion ofthe variance ofdistress or lES.

Using Time I potential predictors, distress at lime 3 was best explained by social

support and PPS coping, together accounting for 11% ofthe variance, F(2, $1) = 5.2O,p <

.01. Social support made an independent contribution when it was flrst entered but was no
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longer significant afier PPS coping was entered in the last step. lES at Time 3 was only

predicted by levels of lES at Time 1, which explained 28.3% of the variance f(1, 82)

32.4l,p <.001.

Using Time 2 potential predictors, distress at Time 3 was best predicted by distress

levels at Time 2, social support, and PPS coping, together accounting for 23% of the

variance f(3, 59) 5.94,p < .001. lES at Time 3 was again only predicted by levels of TES

at Time 2, which explained 20% ofthe variance, F(1, 61) = 15.16,p < .001.

Using Time 3 variables, poor perceived health and fear of the future as the primary

concem were significant predictors ofdistress, together accounting for 35% ofthe variance,

f(2, 68) 18.09, p < .001. Having had a second cancer experience during the six-year

follow-up, optimism, and fear of the future as the primary concem with cancer were

significant predictors of lES, together accounting for 28.7 % of the variance, f(3,67) =

< .001. Stress appraisal was almost a significant predictor (p .052) but did flot

enter the final mode!.

Discussion

The present study attempted to identify risk factors of distress and PTSD-like

symptoms in breast cancer survivors assessed within 3 months afier diagnosis, one year

later and again afier 6 years. Surprisingly, distress levels at 15 months and 6 years after

diagnosis were not different from baseline levels. This absence of difference in distress

levels across time cannot be explained by the inclusion of women who reported a second

cancer experience at the 6-year follow-up as they did not show more distress than women

o



46

who had remained disease free. It bas been suggested that cancer specific measures might

be better at identifying cancer patients at risk for distress than general measures such as the

POMS (Polinski et aÏ., 1994; $chag et al., 1993). Perhaps this finding was caused by the

variability of distress scores (as indicated by the large standard deviations) or by a floor

effect, since baseline levels were generally low at baseline, a finding conoborated by other

studies (Ganz et al., 1996).

Cross-sectional analyses

Among 6-year predictors, fear of the future as the primary concem and poor

perceived health made significant contributions to the prediction of distress. Dunkel

Schetter et al. (1992) had found that fear or uncertainty about the future was the most

commonly identified problem in a heterogeneous sample of cancer patients. We found that

the proportion of breast cancer patients who identified fear or uncertainty about the future

as their main concem with cancer did flot diminish over the 6 years of this study,

suggesting that having had cancer may produce some indelible worries in some breast

cancer patients. Thus, heightened fear ofthe future could serve as an indicator of survivors’

overali long-tenn adjustment (Dow et al., 1996; Komblith, 1998). The finding that breast

cancer survivors who perceived their health to be poorer experienced more distress suggests

the importance of studying the psychosocial impact of physical health in this population.

Residual physical symptoms have been found in well-over a third of long-term breast

cancer survivors (Ganz et al., 1996; Polinsky, 1994) and have been found to be related to

more depressive symptoms (Woods and Earp, 197$). However, we cannot attribute the

o
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relationship between distress and perceived health only to breast cancer, as this measure

was a general indicator ofhealth that could have been influenced by co-morbid ilinesses.

Among 6-year predictors, fear of the future as the primary concern, having had a

second cancer experience and optimism significantly predicted PTSD-like symptoms. Some

have argued that what distinguishes PT$D symptoms among cancer patients from

symptoms found in other traumatized population is that most ofthe worries are about future

threats (i.e. fear of recunence) (Brennan, 2001). Our finding that women who had

experienced a second cancer reported more intrusion and avoidance confirms the

importance of accounting for recurrence status in studies of long-term adjustment to cancer

(Dorval et al., 1998). Having a second cancer may be linked to intrusion and avoidance

through the patient’s search for meaning. Experiencing cancer a second time is considered a

traumatic event by most breast cancer patients. It shatters assumptions about the world as a

just and benevolent place and raises concems about why one is incurring such a fate

(Brennan, 2001; Taylor, 1983). The existential crisis triggered by this event can start a

process of “constructive rumination” that resuits in heightened intrusive symptoms (Lebel

et al., under review; Park et al., 1996; $ears et al. 2003).

One way breast cancer survivors may have been protected from PTSD-like

symptoms in this study is by higher levels of optimism. It has been suggested that cancer

patients who are more optimistic experience less distress than more pessimistic patients

because they tend to confront the stressor and use less avoidant coping (Carver et al.,

1993). However, coping variables did not explain distress or PTSD symptoms among long-

o
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term breast cancer suiwivors in the present study. Rather, perception of the stressftilness of

the cancer and fear of the future, two appraisal variables, were better predictors. Our

findings point to the importance of studying appraisal variables which have been neglected

in the study of coping and cancer (Brennan, 2001).

LongitïtdinaÏ analyses

This is one of the first studies that followed patients prospectively into long-term

survivorship (i.e. beyond 5 years after diagnosis) and was able to compare the long-term

predictive efficacy of psychological variables shortly afier diagnosis and 1 year later. An

important finding that emerged from these analyses was that levels of PTSD-like symptoms

at 3 rnonths afler diagnosis could explain 28% of the variance in lES levels 6 years later.

This finding and the fact that there were no changes in lES levels from 15 months to 6

years reflect the persistence of PTSD-like symptoms over time. In a doser exarnination of

predictors of change in lES levels over 4 time points during the first year following

diagnosis, we found that previous levels of lES explained more of the variance in current

TES and that other psycholosocial factors explained progressively less variance of current

TES over time (Robitaille et aÏ., 2004). Based on these findings, PTSD symptoms should

be monitored carefully afier diagnosis and interventions should be offered to mitigate these

symptoms in the long term.

Wornen who reported Ïess support from their family, ftiends and partner during their

treatment and one year later when they were considered in remission were more distressed

at the 6-year follow-up. Although the mechanism that links the support breast cancer

C
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patients report around diagnosis to distress during survivorship is unclear, one possible

explanation is that patients who have more social support during the first year following

diagnosis are able to process the traumatic elements of their illness more efficiently

(through opportunities to ventilate and to reframe), leading to less distress and a greater

sense ofwell-being (Cordova et al., 2001).

Interestingly, distress at Time 2 (15 months after diagnosis), a time point by which

patients’ adjustment is ofien considered to have retumed to normal (Ganz et al., 1996;

Heim et aÏ., 1997; Helgeson et al., 2004; Morris et aL, 1977) was a predictor ofdistress at

the 6-year follow-up unlike distress at 3 months afier diagnosis, a time point which

corresponds to active treatment and is known to generate a substantial amount of anxiety

and depression (Epping-Jordan et al., 1999). Previous level of distress was the most

important predictor of 6-year distress among variables at Time 2, explaining 12% of the

variance. This finding suggests that perhaps residual distress observable a year after

diagnosis is a better predictor of distress during survivorship than the acute distress

observed at the time of treatments. Previous research has found chronic levels of depression

during the first year to be an important predictor of survival among a heterogeneous group

of cancer patients over a 10-year foilow-up (Brown et al., 2003). An alternative explanation

to this finding is that identifying psychological predictors of distress at 3 months is difficuit

because the impact of treatments may overwhelm ail other psychological influences

(Carver et aÏ., 1993; Epping-Jordan et al., 1999).

O
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One of the most intriguing findings of the present study is that positive problem

solving both at Time 1 and Time 2 was associated with more distress in 1ongterm breast

cancer survivors. We had hypothesized that breast cancer patients who responded to their

illness during the first year by doing something active and positive would be better adjusted

as survivors. Our study suggests that maintaining this positive attitude during the first year

may have a cost in the long run. Patients oflen feel the pressure to “think positive”, a

phenomenon that has been labeled the “tyranny of positive thinking” (Holland, 2000). A

recent study investigating quality of life in 5-year breast cancer survivors and healthy

controls found that, in both groups of women, those who were stiil searching for meaning

of the traumatic event had impaired quality of life (Tomich and Helgeson, 2002). Studies of

bereavement indicated that individuals who did not make sense ofthe death early on almost

neyer did and when they did, it did flot relate to better adjustment (Nolen-Hoeksema and

Davis, 2002).

Taken together, these findings suggest that a prolonged, continuous search for

meaning may be detrimental. What other coping strategy might be beneficial in the long

run? Once treatments have ended, the main concems survivors have are fear of recurrence

and uncertainty about their future, for which problem solving or active coping might be

ineffective coping strategies. Acceptance might 5e a potentially helpful coping in

mitigating the distress raised by these concems. Breast cancer patients who used more

acceptance coping shortly afier diagnosis reported less distress during the following year

while the early use of positive reframing and active coping was either unrelated to or

C
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predictive of more distress (Carver et al., 1993; $tanton et al., 2002). The prospective role

of early use of acceptance on distress during long-term survivorship needs to be

investigated in future studies.

Clin ical implications

This article highlights the importance of assessing rumination, appraisals, wonies

(especially about future threat), and somatic preoccupations among breast cancer survivors,

and perhaps utilizing well-established cognitive behavioral therapy interventions to reduce

distress and worry. Asking survivors to rate the stressfulness of their cancer could be a

useful way to discriminate among survivors who are more at risk of distress. In addition

asking which aspect of their illness they find stressful (since fear of the future was a strong

predictor of both distress and PTSD symptoms) would also be useful.

Patients who, during the first year following diagnosis, have poor social support,

rely extensively on active coping and focusing on the positive and suffer from residual

distress may be at risk of distress during long-term survivorship and need to be monitored

closely.

Limitations

Since our measures of psychological adjustment (POMS and TES) do not have cut

off scores for clinical levels, we attempted to compare our participants to available norms

or scores found in other studies of long-terni breast cancer survivors. Another way to

determine if the survivors in the present study were more distressed than the general

population would have been to use a control group. However, it has been suggested that

comparing cancer survivors to healthy controls may be problematic because of the
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phenomenon of cognitive shifi that seems to occur in evaluating quality of life after cancer

(Holzner et al., 2001). It is possible that life events occurring between 15 months and 6

years affected distress in long-term breast cancer survivors. We also did not screen for

previous history of mental illness, particularly depression. The breast cancer survivors we

interviewed in the present study are a select group of more highly educated, Caucasian,

high SES women that were in better health at the start of the study. Furthermore, since they

had originally agreed to take part in an intervention study they may have been more

distressed at baseline than women who choose not to participate. The number of women

who had a second cancer experience during the 6-year follow-up is small and an even

smaller number were currently in treatment, which may have resulted in lack of power to

detect some differences between these two groups and suiwivors who were disease-free.

Future studies and conclusion

The course of recovery from breast cancer is stiil largely unknown, especially afier

the first two years. The present study was able to identify some important clinical risk

factors of distress and TES in long-term breast cancer survivors and suggests the importance

of monitoring patients more than once over the first year, since the adjustment seen during

the time point oftreatments might not be the best predictor of long-term distress.
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Footnotes

1We ftirther examined participants who did flot appraise their cancer as stressful by

conducting independent sample t tests to test for differences on distress, lES, and potential

predictors grouped by cancer being appraised as stressful or not (dichotomized as O or 1) at

Time 2 and Time 3. $ignificant differences at Time 2 revealed that participants who did flot

appraise their cancer as stressful had lower levels of distress (t(126) = -2.36,p < .05) and

lES (t(126) = -4.72,p < .001), were older (t(126) = 2.24,p < .05), and less educated (t(126)

= -2.36, p < .05) than participants who appraised their illness as stressful. Significant

differences at Time 3 also revealed that participants who did not appraise their cancer as

stressftil had lower levels ofdistress (t(84) = -2.27,p < .05) and lES (t(84) = -2.9O,p < .01),

were older (t(84) = 2.31, p < .05), less educated (t(84) = -3.09, p < .01), and more

optimistic (t($4) = 2.87. p < .01) than participants who appraised their illness as stressful.

These results indicate that women who do not perceive their cancer to be stressful may be

better adjusted than women who appraise their illness as stressful. These results should be

seen as tentative given the small number of women who reported not being stressed about

their cancer.
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Table I. Demographie and medicat characteristics of breast cancer survivors sample

(N=86)

Characteristic N % M SD

Age 86 61.7 10.8

Years ofeducation 86 13.3 3.4

Numberofchildren 86 2.1 1.2

Numberworkhrs/week $6 12.1 16.6

Marital status

Married 53 61.6

Separated/Divorced 12 14.0

Widowed 14 16.3

Neyer married 7 8.1

Second cancer experience

Yes 21 24.4

No 65 75.6

Religion

Jewish 31 36.0

Catholic 26 30.2

Protestant 13 15.1

Other 10 11.6

None 6 7.0
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Working status

Notworking 48 55.8

Working 38 44.2

Stage

I 36 61.0

II 22 37.3

III 1 1.7

Income

<30000$ 19 25.7

30000-60000$ 21 28.4

>60 000$ 34 45.9

.
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Table II. Descriptive statistics ofpsychoÏogical variables at Time J, Time 2, and Time 3

Psychological variable Time I Time 2 Time 3 P”

(jossib1e range) M (SD) M (SD) M ($D) I vs. 2 1 vs. 3 2 vs. 3

Distress (0-4) .91 .70 .81 .68 .77 .56 NS NS NS

lES (1-4) 1.97 .65 1.82 .62 1.62 .58 .009 .003 NS

Optimism (0-4) 2.69 .61 2.73 .57 2.82 .59 NS NS

Perceivedhealth(0-5) 3.71 .94 4.07 .90 3.94 .99 .003 NS NS

Social support (0-4) 3.14 .79 3.23 .69 3.10 .71 NS NS NS

Stress appraisal (1-5) 3.58 1.09 2.63 1.15 2.88 1.32 .003 .003 NS

PPS (1-5) 2.77 .60 2.53 .65 2.55 .72 .003 .003 NS

ESC (1-5) 2.64 .66 2.35 .65 2.44 .66 .003 NS NS

555 (1-5) 2.68 .89 2.20 .84 2.24 .88 .003 .003 N$

Fear ofthe future (% yes) 48.9 60 43.7 NS NS NS

Note. Item mean scores presented for ail variables.

Distress = combined Anxiety and Depression subscaies ofthe POMS

* Ail tests were performed using paired sampie t tests with Bonferroni corrections

C
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Table III. Correlations ofdistress and lES at Time 3 withpotentialpredictors

Predictors lime 1/ lime 1/ Time 2/ lime 2/ lime 3/ Time 3/

lime 3 Time 3 lime 3 lime 3 lime 3 lime 3

distress lES distress lES distress lES

Perceived health -.19 -.03 .16 -.13

Optimism .06 .24* -.22 ..•35**

Social Support .23* -.13 •34* -.15 .24*

Perceived Stress .11 .25* .12 .24* .24*

PrimaryConcem -.13 .19 .07 .11 .26*

Positive Problem .28** .02 .28* .15 .23 .06

Solving

Seeking Social .07 .08 .13 .06 .22 .13

Support

Escape-Avoidance .13 .31** .29* .31** .30* .38**

Distress .21 37*** 33* .03 —

lES .11 54*** .28* 49*** .32** —
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Table IV. Hierarchical regression ofpredictors at Times 1, 2, and 3 on distress and lES

scores at Time 3

Dependent variable

Predictor variable

Time J Predictors

Distress

Social support 0.05 0.05 -0.18 0.045

PPS 0.06 0.11 0.26 0.017

lES

lES 0.28 0.28 0.53 <0.001

Time 2 Predictors

Distress

Distress 0.12 0.12 0.25 0.006

Social support 0.06 0.18 -0.26 0.035

PPS 0.05 0.23 0.23 0.048

lES

lES

Time 3 Predictors

Distress

2 Cumulative R2 Beta weight p

o

Perceived Health

Primary appraisal

0.20 0.20 0.45 <0.001

0.30 0.30 -0.30 <0.001

0.05 0.35 0.25 0.028
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TES

Second cancer experience 0.0$ 0.0$ 0.35 0.016

Optimism 0.07 0.15 -0.25 0.018

Primary appraisal 0.13 0.28 0.37 0.001

Note. Second cancer experience was coded as O = no 1 yes. Primary appraisal was coded as O ail other

concems I = fear or uncertainty about the future.
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Distress and Benefit Finding in Long-Term Breast Cancer Survivors
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Abstract

The relations between benefit finding, adjustment, social support, optimism, coping,

perceived health, and having a second cancer experience were examined in 6-year breast

cancer survivors (n = 86) that we had inteiwiewed four times during the first year afler their

diagnosis. Having a second cancer experience during the 6 year following their diagnosis,

poorer perceived health, and using the coping strategy of positive-problem solving

predicted greater benefit finding and together accounted for 42.2% of its variance. Benefit

finding was unrelated to distress (Profile of Mood States) but was positively correlated to

intrusive thouglits (Impact of Event Scale). These results suggest that women who are

experiencing more current suffering are the ones who report more benefits from having

breast cancer.

Key words: adjustment to breast cancer, long-term survivors, benefit finding, coping
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Using the American Cancer Society’s definition of a survivor as sorneone who lives

five years beyond cancer diagnosis, it is estimated that there are over two million women in

North America currently living with breast cancer (National Cancer Institute, 2000;

National Cancer Institute of Canada, 2003). While living with this chronic illness, patients

are regularly monitored for signs of recurrence and must continue to face potential

psychological and physical vuinerabilities for years after completion of treatment (Fredette,

1995; Woods & Earp, 1978). Distress, consisting mostly of depression and anxiety

symptoms and intrusive and avoidant thoughts, will persist in 10 to 30% of breast cancer

survivors (Andersen, 1992; Cella & Tross, 1986; Cordova, Andrykowski, Redd, Kenady,

McGrath, & Sloan, 1995; Polinsky, 1994; Saleeba, Weitzner, & Meyers, 1996).

However, focusing only on the potentially negative sequelae of sulwiving breast

cancer may lead to an incomplete picture. Some studies have found that cancer patients

report more positive changes than negative ones (Collins, Taylor, & Skokan, 1990; Katz,

Flasher, Cacciapaglia, & Nelson, 2001; Taylor, 1983). Many patients report benefits from

having experienced their illness and consider themselves to be better adjusted than before

their diagnosis (Fromm, Andrykowski, & Hunt, 1996; Sears, $tanton, Danoff-Burg, 2003;

Taylor, 1983). A study of 90 bone-marrow transplant suiwivors found that the most

common benefits reported were a new philosophy of life, changes in personal attributes,

improved family relationships, and greater appreciation of life (fromm et al., 1996).
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The types of benefits reported among different populations are remarkably similar,

but no studies have focused specifically on the changes reported by long-term survivors

(i.e. past the 5-year indicator of survival) of breast cancer. A change of one’s view of self

and one’s priorities in life, an increased sense of spirituality, and improved relationships

have been found not only in cancer patients but also low-income HIV-positive women, and

patients with lupus, multiple scierosis, and heart disease (Katz et al., 2001; Mohr, Dick,

Russo, Likosky, Pinn, Boudewyn, & Goodkin, 1999; Thornton, 2002; Upergraff, Taylor,

Kemeny, & Wyatt, 2002). Similar benefits have also been reported in non-medical

populations that have undergone trauma such as natural disasters, plane crashes, or

bereavement (McMillen, Smith, & Fisher, 1997; Nolen-Hoeksema & Davis, 2002).

Benefit finding has been inconsistently linked to distress in cross-sectional studies.

Some studies of cancer patients have found no relationship between benefit finding and

various measures of adjustment such as mood, depression, intrusive and avoidant thoughts,

quality of life, perceived physical health, illness-related dysftmction, and self-esteem

(Cordova et al., 2001; Fromm et al., 1996). In contrast, Mohr et al. (1999) found that

multiple sclerosis patients who reported greater benefit finding had elevated levels of

anxiety and anger, while a later study that attempted to replicate Mohr et al.’s findings,

using the same benefit finding and emotional distress questionnaires found that benefit

finding was negatively related to distress (Katz et al., 2001).

Longitudinal studies of men who experience a first heart attack, bereaved

individuals, and victims of disasters have ah found that being able to identify at least one
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benefit early in the adjustment process was predictive of less distress a few years after the

trauma occurred (McMillen et al., 1997; Nolen-Hoeksema & Davis, 2002; Tennen &

Affleck, 2002). To our knowledge, there has been only one longitudinal study ofthe role of

benefit finding with cancer patients (Sears et al., 2003). The authors interviewed 92 newly

diagnosed breast-cancer patients afier completion of treatment and again three months and

one year later. Identifying benefits at the first interview was not predictive of subsequent

distress, quality of life, and posttraumatic growth at one-year. Posttraumatic growth,

defined as the experience of significant positive changes following trauma, was examined

only at 12 months and was not related to distress, quality of life, physical health, but was

related to greater positive mood.

The contradictory results can be explained by the different time points (early afler

the trauma in the longitudinal studies vs. years after completing treatment in most cross

sectional studies) at which benefit finding was assessed in these studies. It can be argued

that a psychological cure includes a retum to normal life, and this would mean a tapering

off ofbenefit finding as cancer patients become cancer-free survivors (Fromm et al., 1996).

That is, finding benefits may be useful for a period of time afier diagnosis but is eventually

no longer needed which could explain the lack of relationship between benefit finding and

distress found in some studies that examined patients years afier diagnosis. Bone-marrow

transplant survivors who reported more benefits tended to have had a transplant more

recently (12-30 months vs. 30-120 months) (Fromm et al., 1996). However, two studies

found that longer time since diagnosis was associated with greater posttraumatic growth in

C
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breast cancer survivors ranging from 2 to 5$ months afier diagnosis (Cordova et al., 2001;

Sears et al., 2003). Clearly, more studies are needed that examine how benefit finding

evolves over the long term trajectory ofthe illness.

The impacts of characteristics of the stressor on benefit finding are flot well-known.

College students who had undergone a severe trauma in the past year reported more growth

than those who did flot (Tedeschi & Caihoun, 1996). $everity of illness, defined as having

had a transplant associated with greater risk, was found to be related to greater benefit

finding in the fromm et al.’s study (1996). Both Cordova et al. (2001) and Sears et al.

(2003) found that subjective severity of the trauma and not objective measures such as

cancer stage was predictive of benefit finding in breast cancer survivors. Whether benefit

finding correlates more with subjective or objective measures ofthe severity of the threat is

stiil open to debate.

It appears that “for stressors to elicit positive change, they must be of sufficient

magnitude to challenge one’s assumptions” (Cordova et al., 2001, p. 182). One such

challenge is experiencing a recurrence. Experiencing a recurrence lias been described by

patients as being more stressful and more distressing than the initial diagnosis, possibly

because of the implications for survival (Mahon, Cella, & Donovan, 1990; Northouse,

Laten, & Reddy, 1995; Silberfarb, Maurer, & Crouthamel, 1980). However, studies have

yet to examine the impact of a second cancer experience on benefit finding.

A number of predictors of benefit finding have been investigated, such as social

support, optimism, coping, and perceived health. Supportive partners, family and friends
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may help the woman with cancer corne up with benefits from having the illness or may get

doser to her (one of the most frequently cited benefits) (Cordova et al., 2001). Optimism

bas also been linked to greater benefit finding among college students (Tedeschi &

Caihoun, 1996) and HIV-positive women (Updergraff et al., 2002). Dispositional optimism

has been associated to perceiving more benefits among bereaved individuals and this

relationship was explained by the greater use of reappraisal coping cNolen-Hoeksema &

Davis, 2002). Several studies have reported a positive association between coping strategies

and benefit finding. Arnong bereaved individuals, benefit finding was re}ated to active

problem solving, seeking social support, and engaging in constructive expression of

emotions but was unrelated to avoidance coping (Davis, Nolen-Hoeksema, & Larson,

1998). Benefit finding was found to be related to seeking social support and positive

reappraisal in multiple scierosis patients (Mohr et al., 1999) while among patients with

various cancers, positive changes were related to many coping strategies: problem-focused

coping, cognitive escape/avoidance, positive focus, and behavioral escape/avoidance

(Collins et al., 1990). Perceived health status, an important predictor of distress, has seldom

been examined in relation to benefit finding (Sears et al., 2003; Updergraff et al., 2002).

As the majority of studies on benefit finding have been cross-sectional, there is a

paucity of information on the role of psychological variables early in the traumatic event in

the development of subsequent personal growth. Being more optimistic, more educated and

younger before experiencing the death of a loved one were found to be related to more

benefit finding at six months post-loss (Davis et al., 1998). Some have hypothesised that
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participants with greater resources (psychological, physical, and socioeconomical) will fare

better (Updergraff et al., 2002) but this remains to be examined prospectively in cancer

patients.

The present study was designed to expand on the existing literature in several ways.

First, this study examined the relationship between benefit finding, distress, and avoidant

and intrusive thoughts among a cohort of long-term breast cancer survivors we had

interviewed four times during the first year afier their diagnosis. Second, this study also

aimed to identif’ characteristics of the stressor that predict benefit finding. It was expected

that some of the long-term breast cancer survivors may have experienced a recurrence

during the follow-up.

The present study offered the possibility of comparing reports of benefit finding among

women who underwent a second cancer experience and those who remained disease-free.

Last, this study examined the relations of social support, optimism, coping and

perceived health with benefit finding in long-term breast cancer survivors. We also

examined the relationship between first-year psychological resources and benefit finding

during survivorship to see if breast cancer patients who displayed more resources early

during the disease trajectory would report more benefit finding as they became survivors.

Hypotheses

It was hypothesized that: 1) Breast cancer survivors who perceived more benefits

from having had breast cancer would experience less distress and intrusive and avoidant

thoughts; 2) breast cancer survivors who had faced a second cancer experience since their
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diagnosis would perceive more benefits, as would those who perceived their cancer to be

more stressful, reported greater use of coping strategies, were more optimistic, and had

more social support; and 3) breast cancer survivors who displayed more psychological

resources during the first year following diagnosis would report more benefit finding. Since

the relationship between perceived health and benefit finding had seldom been examined,

we did not make specific predictions.

Method

Design

This study used a longitudinal design to investigate the relations between

sociodemographic and medical variables, social support, optimism, perceived health,

coping, intrusive and avoidant thoughts, and distress at the following time points: 3, 7, 11,

15 months, and 6 years afier diagnosis. The relationship between benefit finding, its

predictors, intnisive and avoidant thoughts, and distress was assessed at 6 years.

Fartictpants

Participants were $6 women diagnosed with breast cancer approximately six years

previously who had participated in an intervention study [Nucare II study, (Edgar,

Rosberger, & Collet, 2001)]. See Table 1 for sociodemographics and medical

characteristics of the present sample. Participants’ ages ranged from 37 to 88. The majority

ofwomen had been diagnosed with stage I breast cancer. All $6 participants had undergone

surgery: 60 had a segmental mastectomy, 6 had a lumpectomy, 4 had a total mastectomy,
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and the rest had other procedures. The most frequent treatment was a combination of

surgery, radiotherapy, and chemotherapy (n 62), surgery and radiotherapy (n = 15),

surgery and chemotherapy (n = 7) or surgery alone (n = 2). Most women (n =56) had taken

or were finishing a course of Tamoxifen. During the six-year follow-up, 4 participants had

a recurrence, 9 had a new primary, and $ were diagnosed with metastases for a total of 21

women who had to face a second cancer experience.

The original sample consisted of 146 patients. At the follow-up, 31 had died, 9

could flot be located, and 20 refused to be interviewed [including participants whose access

was denied by the physician because of poor mental health (n = 1), or the family because

the patient was too sick (n = 4), or by the researcher because oflanguage problems (n = 1)].

Our refusai rate is thus 18.9 % (20 refusais /86 completers + 20 refusaIs). Participants at the

six year folÏow-up differed from the original sample in that, at baseline, they were more

likely to be working (x2(i N= 146) = 4.59,p < .05) and had fewer sites affected by cancer

(x2(l N= 146) = 6.l2,p <.05), and thus were probably heaithier. Women who refiised to

complete the follow-up differed from participants in that they were older (t(104) = -2.44, p

<.05) and less likcly to be working (x2(l N 106) = 4.59,p <.05), but did flot differ on

number of sites affected nor on any of the baseline psychological variables.

insert Table I about here

Measures

Mood was assessed using the Profile of Mood States (POMS; McNair, Lorr, &

Droppleman, 1971). The POMS consists of 65 adjectives which are rated on a 5-point scale
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ranging from flot at ail (O) to extremely (4). The POMS contains six subscaies: Anxiety,

Depression, Anger, Vigor, Fatigue and Confusion. for the purpose of the present study, the

Anxiety and Depression subscaies were combined to create a distress indicator. Internai

consistency of this combined indicator was between .89 and .95 throughout the study.

Intrusive and avoidant thouglits were assessed using the Intrusion and Avoidant

subscaies ofthe Impact ofEvents Scale (TES; Horowitz, Wiiner, & Aivarez, 1979). The TES

is a measure of subjectively experienced stress related to an adverse life event and bas been

used to assess the presence of PTSD symptoms in a sample of breast cancer survivors

(Cordova et al., 1995). It consists of 15 items that are rated on a 4-point scale from not at ail

(1) to ofien (4). Seven items of this scale form an Intrusion subscaie and eight items form

an Avoidance subscaie. In the present study, internai consistency of the Intrusion subscaie

ranged between .83 and .87 and between .75 and .83 for the Avoidance subscaie. Average

conelation between the two subscaies was .64.

Coping was measured with the version of the Ways of Coping Scale (WOC;

Lazarus & Folkman, 1984) adapted for cancer patients by Dunkei-Schetter, feinstein,

Tayior, & Faike (1992). Patients were asked to rate the degree with which they have used

any of the 52 coping strategies in response to five aspects of their iilness in the past six

months (fear and uncertainty about the future; iimitations in physical abiiity, appearance, or

iife styie; acute pain, symptoms, or discomfort; probiems with family or friends; any other

problem). Each coping strategy was answered on a 5-point scale from not at ail (1) to

extremeiy (5). factor analysis of WOC-CA in a sampie of 250 cancer patients resuited in

C



78

C
three scales: Escape-Avoidance (consisting of items that suggest avoiding the problem or

people ail together i.e. “reftised to believe it would happen” as well items that suggest

wishfui thinking i.e. “wished the situation would go away”), Positive Problem $olving

(made of active probiem soiving items such as “made a plan of action and followed it” and

positive reframing items sucli as “rediscovered what is important in life”), and Seeking

Social Support (items cover seeking advice, professional heip, practical support, as well as

emotional support) (Cronbach’s Alphas 0.81, 0.88, and 0.82, respectively) (see

Rosberger, Edgar, Collet, & Foumier, 2002 for detaiis ofthis study).

Perceived stressfulness of the cancer was measured by asking respondents to choose

the most stressftil probiem they had to face in the past six months out of the five aspects of

their iliness identified in the Ways of Coping scale. Each aspect was rated on a 5-point

scale ranging from not at ah stressful (1) to extremely stressful (5) (Dunkel-Schetter et ai,

1992).

Optimism was measured with the Life Orientation Test (LOT; Scheier & Carver,

1985). The LOT is a 12-item questionnaire which measures general expectancies of

favorable future outcomes and is answered a 5-point scale, ranging from strongly disagree

(0) to strongly agree (4). In the present study, intemal consistency of the LOT ranged

between .77 and .82.

Social support was measured with the Social Weli-Being scale (SWB) of the

Functional Assessment of Cancer Therapy (FACT), a weil-known instrument designed to

measure a number of dimensions of quaiity of life of cancer patients (Ceila, Tulsky, Gray,
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Sarafian, Liim, Bonomi, et al., 1993). The SWB consists of seven items rated on a 5-point

scale ranging from not at ail (O) to very much (4) that measure support available from

partner, friends and family. In the present study, internai consistency ranged between .69

and .73. Since the SWB is seldom used alone as a measure of social support (Yellen &

Cella, 1995), we administered the Social Support Questionnaire (SSQ; Northouse, 198$) at

the six-year follow-up in order to confirm its convergent validity. The SSQ is a well

validated scale where subjects rate the degree of support they perceive from five sources

(spouse or significant other, family member, friend, nurse, physician). For purpose of the

present study, only the spouse, friend, and family subscales were used. This shorter form of

the $SQ may be useful for individuals who have littie contact with nurses and physicians

such as breast cancer survivors (Northouse, personal communication, 1999). In the present

study, an alpha of .91 was found. The correlation between the SWB subscale ofthe FACT

and the SSQ was (r = .75,p <.001) indicating that the SWB likely taps the construct of

social support.

Perceived health status was measured with a one-item index that was answered with

a five-point indicator ranging from very poor (1) to excellent (5). Past research lias shown

this measure to conelate highly with physician’s assessments (ConilI, Verger, & Salamero,

1990).

Benefit finding was measured with the Benefit Finding scale (Antoni, Lehman,

Kilbourn, Boyers, Culver, Alferi, et al., 2001). This 17-item instrument was designed to

assess perceived benefits that breast cancer patients may endorse afier having had the

C



o 80

illness. It covers domains such as developing a sense ofpurpose in life or relationships with

others. Responses are made on a 5-point scale from 1 (flot at ail) to 5 (extremely). In a

sample of a 100 newly treated women with breast cancer, Benefit Finding showed an

average reliability of .95 and was relatively stable across the duration of the study (9

months) (Antoni et al., 2001). In the present study, intemal consistency was .94.

Procedure

Participants from the original study were located and asked if they were interested

in completing the follow-up study. Subjects who provided informed consent were

interviewed individually at the location of their choosing. The interview took about one

hour.

Resuits

Overview ofanalyses

Data were analysed in several steps in the present study. First, data were checked

for missing items and outiiers and distributions were examined to determine normalcy.

Second, descriptive analyses of benefit finding and psychological variables were

performed. Third, independent sample t-tests and Pearson correlations were computed to

examine the relationships between medical and sociodemographic variables and benefit

finding and psychological variables. fourth, Pearson correlations were computed to

examine the relationship among benefit finding, distress, intmsive and avoidant thoughts,

and psychological variables at the six-year follow-up. fifth, based on theoretical

assumptions and significance of conelations, medical and psychological variables were
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entered in a hierarchical multiple regression to identify predictors of benefit finding. $ixth,

we report correlations among first year psychological resources and benefit finding.

Descriptive resuÏts

As showu in Table 2, overali mean benefit finding scores were within the moderate

to high range. Very few women (2.3%) endorsed no benefit at ail and only 16.3 % ofthe

sample had a score between flot at ail and a littie (<2).

Overali, mean distress (combined index of anxiety and depression subscales of the

POMS) and mean ievels of intrusive and avoidant thoughts were low. However, when

examining the range of response, 22.1% of the sample reported a moderate level of distress

( 1) and 25% of the sample experienced moderate levels of intrusive and avoidant

thoughts ( 2).

On average, respondents found their cancer somewhat stressfui. Fear of the future

was identifled as the primai-y concem with having cancer by 43.7 % of the sample. Coping

strategies of positive problem solving, escape-avoidance, and seeking social support were

used rarely to sometimes. Women in this sample tended to optimistic, perceived themselves

to be in reasonabiy good health, and to have quite a bit of support from their family,

friends, and spouses.

insert Table 2 about here

Medicat and sociodemographie variables

A number of medical variables were available about the original diagnosis: nuclear

grade, stage, and number of sites affected. Despite our best efforts to find stage data
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through oncology charts and medical records, staging information was available for oniy 59

of our $6 participants. Therefore, we used ‘number of other sites affected at diagnosis’

(other than breast), a variable available for ail patients, as a measure of disease severity in

our analyses. Number of sites was coded as 0 (no other sites affected/localised tumor) or I

(1 or more sites affected at diagnosis/regional tumor). Stage and number of sites affected at

diagnosis showed a strong correlation r .57 (p < .001). Independent sample t-tests were

conducted to test for differences on benefit finding, distress, intrusive and avoidant

thoughts grouped by nuclear grade (1 vs. 2 and 3), stage (I vs. II), and number of other sites

affected (0 or 1). No significant differences emerged. Ten participants were currently in

treatment (radiotherapy and/or chemotherapy) and did not differ on any sociodemographic

or psychological variables from women flot in treatment and were therefore analysed

together.

Women who had a second cancer experience showed higher levels of benefit

finding (t(84) = -2.ll,p < .05), perceived their cancer as more stressftil (t(84) = -2.22,p <

.05), reported using more seeking social support (t(69) = -3.17,p < .01) and having more

intrusive (t(84) = -2.O8,p < .05) and avoidant thoughts (t($4) = -2.O$,p <.05), but did not

report more distress (t($4) = .16,p> .05) than disease free survivors.

Sociodemographic variables were also examined for correlations with psychological

variables. Benefit finding was not conelated with age (r = -.18, p> .05), education (r = -

.Ol,p> .05), or income (r = -.O3,p> .05).
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Correlationat analyses

Pearson conelations were conducted among benefit finding, distress, intrusive and

avoidant thoughts, and psychological variables. As shown in Table 3, benefit finding was

positively conelated with intrusive thoughts, perceived stressftilness of the cancer, and

coping strategies of seeking social support, and positive problem solving. There was also a

trend in women with worse perceived physical health to report greater benefit finding (r -

.08). Benefit finding was unrelated to distress, social support, optimism, and the

coping strategy of escape-avoidance.

Since correlational analyses indicated that benefit finding and intrusive thoughts

were positively correlated and t-tests had revealed that women with a second cancer

experience perceived both more benefits and more intrusive thoughts, we decided to further

explore the relations between these three variables. A 2-way analysis of covariance

(disease-free vs. second cancer experience) was performed with benefit finding as the

dependent variable and using the Intrusion subscale as a covariate. In this analysis, there is

no difference in benefit finding between the two groups (f(l, 85) = 2.86,p > .05). This

result suggests that women who have had a second cancer experience report more benefit

finding likely through the fact they also experience more intrusive thoughts.

insert table 3 about here

Regression analysis

Based on the analyses presented above, we suspected that we may have two distinct

groups of participants: those who have experienced cancer a second time and those who
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have rernained disease-free. Before incorporating the variable of second cancer experience

in our regression mode!, we verified if the relations between benefit finding and its

predictors were the same in both groups. that is, the dependent variable (DV)-covariates

slopes are the same for both groups and that there are no interactions between independent

variable (IV) and covariates (Tabaclmick & f ide!!, 1996). This was done by testing the

assumption of homogeneity of regression in an ANCOVA (disease-free vs. second cancer

experience) with benefit finding as the dependent variable and distress, avoidant and

intrusive thouglits, optimism, social support, perceived health, perceived stressfulness of

the cancer and the coping strategies of positive problem solving, escape-avoidance, and

seeking social support each exarnined as separate covariates. Homogeneity of regression

was found for ail independent variables except escape-avoidance (f(1, 67) = 4.7$,p .03)

and seeking social support (f(1, 67) = 4.31,p .04) which showed modest heterogeneity.

This indicates that the relations between benefit finding and escape-avoidance and seeking

social support may be different for women who have had a second cancer experience than

for women who have not. We therefore computed interaction terms between having a

second cancer experience and both escape-avoidance and seeking social support. When

entered in our regression model, these two interactions terms were non-significant and were

therefore flot retained in the final model showed in Table 4.

A hierarchical multiple regression was perforrned to predict benefit finding.

Predictors that showed a significant correlation with benefit finding (or trend in the case of

perceived health) were entered in the fo!lowing order: medical variables, psychological
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resources, and coping variables. Having had a second cancer experience was entered in the

first step, perceived health in the second step, and perceived stressfuïness of the cancer,

positive problem solving and seeking social support in the last step. As shown in Table 4,

having had a second cancer experience, poor perceived health status, and positive problem

solving each made significant independent contributions to the prediction of benefit

finding. Together, these 3 factors accounted for 42.2 % ofthe variance in benefit finding.

The final mode! was highly significant (F(5, 65) = 9.4$,p < .001).

insert table 4 about here

Correlational analyses between psychologicaÏ variables rneasured during the first year

afier diagnosis and benefitfinding

Pearson correlations were performed to examine the relationships between

psychological variables that had been measured four times after diagnosis (3, 7, 11, and 15

months) and benefit finding in survivors at the six-year follow-up to test the hypothesis that

greater psychological resources early during the disease trajectory are related to greater

personal growth during survivorship.

At baseline, distress (r = .24.,p < .05), intrusive thoughts (r = .3l,p < .01), and

poorer perceived health (r = -.31,p < .01) were correlated with benefit finding at the six

year follow-up. However, distress, intrusive thoughts, and perceived health at 7, 11, and 15

months following diagnosis were not related to benefit finding. Positive problem solving

was consistently positively correlated with benefit finding both at baseline (r = .3l,p

.005) and at every other time point (rs between .31 and .49, aIl ps < .05). Seeking social
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support was also significantly correlated with benefit finding at 7 months (1’ = .24, p < .05)

and ii months (r = .31, p < .05) and marginaliy significantly at 3 months. Avoidant

thoughts, the coping strategy of escape-avoidance, social support, and optimism were

unrelated to benefit finding across ail time points. These resuits suggest that poorer

adjustrnent at baseline was related to benefit finding. Greater resources, on the other hand,

with the exception of positive problem solving and to a lesser extent seeking social support,

were flot related to benefit finding.

Discussion

The present investigation examined the relationship between benefit finding and

distress, and the medical, sociodemographic and psychological predictors of benefit finding

in Iong-term breast cancer survivors. We found that reports of benefits following breast

cancer were prevalent in this sample, with close to 85% of respondents reporting at least

some sense of personal growth. Our first hypothesis that women who reported more benefit

finding would experience less distress was flot supported. Women who reported more

benefit finding did not experience less anxious and depressed mood, or avoidant thoughts,

but experienced greater levels ofintrusive thoughts.

Our second hypothesis about predictors of benefit finding was partially confirmed.

Perceived stressfulness, a subjective indicator of the severity of the illness was related to

benefit finding, contrary to objective indicators such as stage and other sites affected by

cancer. An interesting resuit from this study is that participants who had been diagnosed

with a recurrence, metastases, or a new primary during the six-year follow-up reported
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more ofa sense ofpersonal growtb. Having had a second cancer experience accounted for $

% of the variance in benefit finding. Also as predicted, correlational analyses indicated that

breast cancer survivors who coped with their illness through seeking social support and

positive problem solving reported more benefit finding. Positive problem solving was the

strongest predictor of benefit finding accounting for 28% of its variance. Poorer perceived

heaïth added another 6% to the prediction of benefit finding. Contrary to predictions,

optimisrn and social support were unrelated to benefit finding.

Our third hypothesis about first year psychological resotirces leading to more

benefit finding was partially disconfirmed. Participants who, during the first year reported

using positive problem solving and, to a lesser extent. seeking social support, reported more

benefit finding at the six-year follow-up. However, ojtimism, social support, better

adjustment or health status over the course of the first year afler diagnosis were flot

associated with more benefit finding. On the contrary, benefit finding six years afier

diagnosis was positively associated with distress, intnisive thoughts, and worse perceived

health assessed at the first interview that was done within three months afier diagnosis.

In the present study, nearly 25% of women interviewed reported a moderate amount

of distress and intrusive and avoidant thoughts. Our study did flot replicate the finding that

reporting at least one benefit is protective of distress (Tedeschi et Calhoun, 1996). Instead,

women who reported more benefits also reported more intrusive thoughts about their

illness. Resuits ofthis study contradict the hypothesis postulated by Davis et al., (199$) that

the relationship between benefit finding and distress may be explained by the fact that
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depressed people are more likely to have a negative thinking style that prevents them from

finding meaning in their adversity. Our resuits are consistent with other studies that

concluded that benefit finding and negative adjustment may best be viewed as a two

dimensional construct rather than a continuous one (fromm et ai, 1996; Sears et al, 2003).

A cautious note is that distress levels in our sampie were low yet comparable to sub-ciinical

levels of distress found in other studies of long-term breast cancer survivors (Andersen,

1992; Cordova et al., 1995; Polinsky, 1994; $aleeba et al., 1996).

Our findings that breast cancer survivors who report more benefit finding are also

experiencing more intrusive thoughts about their cancer is in line with Caihoun and

Tedeschi’s model that suggests that the existentiai crisis triggered by the iiiness starts a

process of “constructive rumination”. They postulate that the more somebody engages in

constructive rumination, the more one wiil report growth. A few other studies have reported

this result as well using the same intrusive thoughts measure (Impact of Events Scale)

(Park, Cohen, & Murch, 1996; Sears et ai. 2003).

Percejved stressfulness of a trauma has been found to be related to increased benefit

finding in previous work (Cordova et aI, 2001; Lechner, Zakowski, Antoni, Greenhawt,

Block, & Block, 2003; Park et al., 1996; Sears et al., 2003). In the present study, while

respondents identified many stressful aspects about having had cancer, fear or uncertainty

about the future was chosen by more than 40% of our sample as their main preoccupation

with cancer. Cancer survivors ofien report not knowing for sure if they are cured and

fearing the cancer may corne back (Celia & Tross, 1986; Maher, 1982; Northouse, Dorris,
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& Charron-Moore, 1995; Polinsky, 1994). One possible explanation for the lack of

relationship between stage and benefit finding cornes from Lechner et al. (2003) who

reported that only a third of the patients they interviewed were able to provide staging

information and that, of those, 78% gave accurate information. Given that patients in the

Lecimer et al.’s study (who had cancer ranging across stages I-IV) could flot recail staging

information, it would not be surprising if most patients in the present study did flot

remember whether they were diagnosed with a stage I or II 6 years ago (assurning they

were told). How patients construe the severity of their illness is flot well understood. Like

previous studies (Cordova et al., 2001), we found that perceived subjective severity of the

threat rnay be a better predictor of growth than medical indicators of severity.

The finding that participants who had cancer a second time reported more benefit

finding suggests that greater current suffering leads to more personal growth. Additional

analyses reveaÏed that this relationship could be explained by the fact that women who

experienced cancer a second time experienced more intrusive thoughts. As these resuits are

based on cross-sectional data, causality cannot be inferred. However, intrusive thoughts

three months afier diagnosis were also positively associated with benefit finding in

survivorship, adding to the idea that greater suffering rnay trigger more growth.

Other studies have found coping strategies, particularly positive reframing to be

predictive of greater benefit finding (Mohr et al., 1999; Nolen-Hoeksema & Davis, 2002;

Sears et aI., 2003). Positive Problem Solving contains items that may be similar in content

to our measure of benefit finding such as “Changed or grew as a person in a good way” or
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“Rediscovered what is important about life”. However, it can be argued that benefit finding

is an end state, an evaluation, while a coping strategy such as positive reframing is a

process (Caihoun, Cairn, Tedeschi, & McMillen, 2000). Affleck & Termen (1996) have

argued that benefit finding is not a coping strategy. Reporting benefits (i.e. benefit finding)

does flot mean that one will use the coping strategy of reminding herseif that having gone

through the illness lias changed lier life for the better (benefit reminding) (Tennen and

Affleck, 2002). While the two concepts are intuitively similar, previous studies have shown

that they have different predictors (Affleck and Teimen, 1996; Sears et al., 2003). Seeking

social support was related to increased benefit finding in college students (Park et al.,

1996), multiple scierosis patients (Mohr et al., 1999), and bereaved individuals (Davis et

al., 199$). Because coping by seeking social support cari serve many fttnctions, it is unclear

how it can enhance benefit finding. for example, seeking social support cari be considered

an active problem-focused strategy when one seeks information, an emotional-focused

coping strategy when one talks out one’s worries, or a means of distraction (Skinner, Edge,

Altman, & Sherwood, 2003). By sharing with signïflcant supportive others, one may be

more likely to cognitively process the consequences ofthe illness, corne up with a different

perspective or have friends reflect back the growth process.

The resuit that women who perceived their physical health to be poorer also

reported greater growth also suggests that greater suffering leads to increased reporting of

benefit finding.
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The finding that social support or optimism were not related to benefit finding in

our sample contradicts most studies (Davis et aI., 1998; Nolen-Hoeksema & Davis, 2002;

Park et al., 1996; Tedeschi & Calhoun, 1996; Updergraff et al., 2002) but with some

exceptions (Sears et aI., 2003). 0f note, we also found that optimism was unconelated with

positive problem solving. In this study benefit finding was flot related to age, education, or

income, contrary to Updergraff et al. (2002) who found that HIV positive women with

more resources reported more benefits and to Cordova et al. (2001) who found that breast

cancer survivors with higher income reported more growth. It could be that the women we

interviewed have predominantly high resources and that there is flot enough diversity in our

sample. The positive relationship between distress, intnisive thoughts, and poorer health

status at three months indicates that perhaps the women who suffered most initially are the

ones who had the most incentive to find benefits and were more iikely to report increased

personal growth. Again, this supports the idea that greater suffering may trigger more

benefit finding.

Limitations andfuture directions

While our refusai rate was moderate, many of our participants had died before the

six-year follow-up. The breast cancer survivors we interviewed in the present study are a

select group of highly educated, Caucasian, high SES women that were in better health at

the start of the study. One of the most important limitations of this study is that, while we

had a longitudinal design, we did flot measure benefit finding across time. It wili be of great

importance to investigate the role of benefit finding across the disease trajectory in
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longitudinal studies, including long-term survivorship and recurrence. Because of our

design, we do flot know if women who remained disease-free would have reported more

benefits in the first year or two following diagnosis. For example, flve-year survivors of

bone marrow transplant reported less positive sequelae than short-term and middle-term

survivors (Fromm et al., 1996). However, mean benefit finding in our study was similar to

that found in Antoni et al.’s (2001) sample of 100 women with breast cancer 6-8 weeks

post-surgery who were waiting for a psychological intervention, which makes one wonder

if there in fact was a tapering off of benefit finding over time. Benefit finding may be one

possible way for breast cancer patients to cognitively deal with the negative consequences

of the illness. It may eventually no longer be needed as patients become cancer-free

survivors and may become reactivated with a second cancer experience.

Conclusions

Numerous avenues are lefi to explore about the role of benefit finding in cancer

patients. An understanding of how this process unfolds remains unclear: questions

regarding duration and relapses have yet to be addressed. Definitional issues and whether

the reported benefits are true growth or positive illusions have to be investigated furthcr

(Nolen-Hoeksema & Davis, 2002; Taylor, 1983; Tedeschi & Calhoun, 1996). We need

more studies of benefit finding and cancer patients that include reports of significant others.

Benefits have so far been assessed mostly in breast cancer patients with good prognoses.

How one restores one’s world views when the trauma being faced is an illness with a much
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lower survival rate such as lung cancer would be of great interest in understanding the

stability of the benefit finding phenomenon.
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Table I. Demographic and medical characteristics of breast cancer survivors sample (N

=86).

Characteristic N M SD

Age $6 61.7 10.8

Years ofeducation 86 13.3 3.4

Number ofchildren $6 2.1 1.2

Numberworkhrs/week $6 12.1 16.6

Marital status

Married 53 61.6

Separated/Divorced 12 14.0

Widowed 14 16.3

Neyer married 7 8.1

Second cancer experience

Ycs 21 24.4

No 65 75.6

Religion

Jewish 31 36.0

Catholic 26 30.2

Protestant 13 15.1

Other 10 11.6

None 6 7.0

o
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Working status

Not working 48 55.8

Working 38 44.2

Stage

I 36 61.0

II 22 37.3

III 1 1.7

Income

<30000$ 19 25.7

30000-60000$ 21 28.4

>60 000$ 34 45.9
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Table II. Means and standard deviations ofpsychological variables at six-year follow-up

Psychological variable (possible range) M SD

Optimism (0-4) 2.82 .59

Perceived Health (0-5) 3.94 .99

Social Support (0-4) 3.1 .71

Perceived stressfulness (1-5) 2.88 1.3

Positive Problem Solving (1-5) 2.55 .72

Escape-Avoidance (1-5) 2.44 .66

Seeking Social Support (1-5) 2.24 .78

Distress (0-4) 0.77 .56

Intrusive Thouglits (1-4) 1.59 .65

Avoidant Thoughts (1-4) 1.64 1.00

Benefit Finding (1-5) 3.03 1.05
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Table III. Correlations among benefit finding and psychological variables at the six-year

follow-up.

Measure 1 2 3 4 5 6 7 $ 9 10 11

1. Benefit finding

2. Intrusive Thoughts .23*

3. Avoidant Thoughts .15 .60***

4. Distress .14 .36** .21*

5. Perceived health -.19 -.12 -.12

6. Optimism .003 -.21 .30** .29** .19

7. Social Support -.09 -.08 .32** .24* .29** .50***

8. Perceived Stress .22* 45*** .30** .24* -.09 -.21

9. Positive Problem
55*** .11 .01 .22 -.09 -.01 -.06 .23

Solving

10. Escape-Avoidance .20 .36** .31** .30* -.13 -.16 •3$*** .42***

1 1. Seeking Social
.29* .25* -.003 .28 -.13 .04 -.02 .31** 5$*** .36***

Support

*p<05 **?<.01. ***?<.00l.

o



c 105

Table IV. Hierarchical regression ofpredictor variables on benefit finding scores

Predictors [3 R R2 Adj R2 R2 change

Step 1. Second cancer experience .28* .28 .08 .06 .08*

Step 2. Perceived health .25* .38 .14 .12 .06*

Step 3. Perceived stress -.07 .65 .42 .38

Seeking Social Support -.18

Positive Problem Solving .62***

Note. Age and education were flot correlated with benefit flndmg. However, age was negatively associated

with perceived stress (r = -.27,p < .0 1), Positive Problem Solving (r = -.34, p <.0 1), and Seeking Social

Support (r = -.43,p <.00 1) whule education was positively correlated with intrusive thoughts (r = .23,p <

.05). Age and education were entered iii the first step of the regression model. Since they did flot make a

significant contribution, they were flot kept in the fmal model.

p<.05.
***<fl
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Conclusion

The present discussion summarizes the main findings of the dissertation and

highlights their theoretical and clinical implications. The strengths and limits of this

research will also be presented, as well as suggestions for future studies.

Main fmndings

Study 1. We found that levels of distress and PTSD symptoms at the 6-year follow

up were low yet comparable to sub-clinical levels of distress found in other studies of long

term breast cancer survivors (Andersen, 1992; Cordova et al., 1995; Polinsky, 1994;

Saleeba et al., 1996). Our first hypothesis was supported: when examining the distribution

of distress and TES scores, 25% of the participants were found to report a moderate amount

of distress and intrusive and avoidant thoughts.

Our second hypothesis about changes of distress and PTSD symptoms over time

was partially supported. Examining changes over the course of the study, we found that

improvements in PTSD symptoms occuned between 3 months and 15 months and that

there were no further improvements at 6 years. Distress, however, did flot change over time.

Similarly, participants reported lower stress appraisal of the cancer, better perceived health,

and decreased use of escape-avoidance, seeking social support, and positive problem

solving coping between 3 months and 15 months. There were no ftirther improvements at 6

years, except for perceived health and escape-avoidance coping which were no longer

different from baseline.

We identified a number of potential predictors of distress and PTSD symptoms in

long-term breast cancer survivors. In general, cross-sectional analyses supported our
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hypothesis: at the 6-year follow-up, breast cancer survivors who reported poor perceived

health and fear of the future because of their illness were significantly more distressed.

Survivors who had a second cancer experience during the six-year foÏlow-up, and who

reported being less optimistic and being concerned about their future because of their

illness had significantly more PTSD symptoms. Our attempt at identifying longitudinal

predictors, in particular of intrusion and avoidance symptoms at six years, was less

successful. None of the potential predictors at baseline and at the 1 -year follow-up attained

statistical significance in the final regression models, once previous levels of PTSD

symptoms were controÏled. Longitudinal predictors of distress at 6 years after diagnosis

were social support (both at baseline and one year later), distress one year later, and

positive problem solving coping (both at baseline and one year later).

Article 2. We found that reports of benefits following breast cancer were prevalent,

with close to 85% of respondents reporting at least some personal growth. Our first

hypothesis that women who reported more benefit finding would experience less distress

was not supported. Benefit finding was unrelated to distress, but was positively correlated

with intrusive thoughts among breast cancer survivors. Our second hypothesis about

predictors ofbenefit finding was partially confirmed. Participants who had a second cancer

experience during the six-year foltow-up reported more growth. Having had a second

cancer experience accounted for $ % of the variance in benefit finding. Positive problem

solving was the strongest predictor of benefit finding accounting for 28% of its variance.
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Poorer perceived health added another 6% to the prediction of benefit finding. Contrary to

predictions, optimism and social support were unrelated to benefit finding.

Our third hypothesis that first year psychological resources would lead to more

benefit finding was, for the most part, not supported. Participants who reported using

positive problem solving and, to a lesser extent, seeking social support during the first year

reported more benefit finding at the six-year follow-up. However, optirnism, social support,

better adjustment or health status over the course of the first year after diagnosis were flot

associated with more benefit finding. On the contrary, benefit finding six years afier

diagnosis was positively associated with distress, intrusive thoughts, and worse perceived

health assessed at the flrst interview that was done within three months after diagnosis.

Theoretical implications

Reports of finding benefits such as improved relationships, deeper sense of self and

life priorities. or increased spirituality are prevalent amongst cancer patients. While self

reported distress is considered a valid indicator of negative adjustment, self-reported

benefits are sometimes considered with skepticism. There is debate about the theoretical

nature of benefit finding: some argue that it reflects denial or defensiveness, while others

consider it to be positive illusions, and some to indicate truc growth (Nolen-Hoekserna &

Davis, 2002; Taylor, 1983; Tedeschi & Calhoun, 1996).

What have we learut about the nature of benefit finding based on the resuits of the

present dissertation? Insights on the nature of benefit finding corne from its relationship

with distress and intrusive thoughts as well as from its predictors. First, the fact that the
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avoidance subscale of the Impact of Events Scale and that the coping strategy of escape

avoidance did flot correlate with benefit finding suggests that benefit finding is flot a by

product of defensiveness or denial. The present dissertation did flot repiicate the finding

that reporting at least one benefit is protective of distress (Tedeschi & Caihoun, 1996).

Instead, survivors who reported more benefits al so reported more intrusive thoughts about

the iliness. Resuits ofthis study contradict a hypothesis put forward by Davis et al. (199$)

that the relationship between benefit finding and distress may be expiained by the fact that

depressed people are more iikeiy to have a negative thinking style that prevents them from

finding meaning in their adversity. Our resuits are consistent with other studies that

concluded that benefit finding and negative adjustment may best be viewed as a two

dimensional construct rather than a continuous one (fromm et ai, 1996; Sears et ai, 2003).

The present dissertation suggests that a breast cancer survivor wiii flot necessarily

experience less distress because she derived benefits from lier illness.

Our finding that breast cancer survivors who report more benefit finding are also

experiencing more intrusive thoughts about their cancer is in une with Caihoun and

Tedeschi’s model that suggests that the existentiai crisis triggered by the iiiness starts a

process of “constructive rumination”(Calhoun, Cairn, Tedeschi, & McMiiien, 2000). They

postuiate that the more somebody engages in constructive rumination, the more one will

report growth. A few other studies have found this as weii using the same intnisive

thoughts measure (Impact ofEvents Scale) (Park et ai., 1996; Sears et al. 2003).

o
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One would assume that those who suffer most are more likely to experience a

greater existential crisis. Our resuits support this hypothesis: breast cancer survivors with

poor perceived health and a high stress appraisal of their cancer reported more benefit

finding. Furthermore, survivors who had cancer a second time reported more benefit

finding. Additionaï analyses revealed that this relationship could be explained by the fact

that women who experienced cancer a second time experienced more intrusive thoughts. As

these results are based on cross-sectional data, causality cannot be inferred. However,

intnisive thoughts, distress, and poorer health status three months after diagnosis were also

positively associated with benefit finding in survivorship, indicating that breast cancer

patients who suffered more initially may be the ones who had the most incentive to find

benefits and thus report increased personal growth during survivorship.

Based on these results, we argue that benefit finding may be one possible way for

breast cancer patients to cognitively process the negative consequences of the illness. It

may eventually no longer be needed as patients become cancer-free survivors and may

become reactivated with a second cancer experience. Such an understanding of benefit

finding leads to the following question: could benefit finding be conceptualized as a coping

strategy? The strongest predictor of benefit finding was the coping strategy of Positive

Problem Solving which contains items that may be similar in content to our measure of

benefit finding such as “Changed or grew as a person in a good way”, or “Rediscovered

what is important about life”. However, we removed these items (in further analyses after

submitting our second article) and found that the correlation between benefit finding and
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positive problem solving coping remained virtually unchanged. Other studies have also

found coping strategies, particularly positive reframing to be predictive of greater benefit

finding (Mohr et al., 1999; Nolen-Hoeksema & Davis, 2002; Sears et al., 2003). However,

it can be argued that benefit finding is an end state, an evaluation, while a coping strategy

such as positive reframing is a process (Caihoun et al., 2000). Affleck & Teimen (1996)

have also argued that benefit finding is not a coping strategy. Reporting benefits (i.e.

benefit finding) does not mean that one will use the coping strategy of reminding herself

that having gone through the illness has changed her life for the better (benefit reminding)

(Affleck and Tennen, 2002). While the two concepts are intuitively similar, previous

studies have shown that they have different predictors (Affleck and Tennen, 1996; $ears et

al., 2003).

We think benefit finding may best be viewed as part of the appraisal process, an

attempt at reducing the tbreat of the cancer by injecting positive aspects into the perception

of the illness experience. The present dissertation does not permit us to answer whether

benefit finding reflects positive illusions (TayÏor, 1983) or true growth (Nolen-Hoeksema &

Davis, 2002; Tedeschi & Calhoun, 1996). Perhaps benefit finding, like other appraisal

processes, is a combination of objective reality and subjective representation of the world

based on past experiences and dominant cultural views.

Our popular culture does indeed suggest that a “positive attitude” is very important

in coping with breast cancer and may even play a role in cure and survival from this illness.

Many cancer patients report feeling pressured to maintain a positive attitude and feeling
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guilty when they fail to do so, a phenomenon that has been labeled the ‘tyranny of positive

thinking’ (Holland, 2000). One of the most intriguing findings of the present study is that

positive problem solving both at 3 months after diagnosis and a year later was associated

with more distress in long-term breast cancer survivors. We had hypothesized that breast

cancer patients who responded to their illness during the first year by doing something

active and positive would be better adjusted as survivors. This finding suggests that, at least

for some patients, maintaining a positive attitude during the first year may have a cost in

the long mn.

A recent study investigating quality of life in 5-year breast cancer suiwivors and

healthy controls found that, in both groups of women, those who were stili searching for

meaning of the traumatic event had impaired quality of life (searching for meaning was

measured with the following two items which seem to tap into coping effort: “In the past

month, how rnuch energy have you spent trying to figure out why (the event) happened to

you?” and “In the past month, how much have you found yourself searching to make some

sense or find meaning in your experience?”) (Tomich & Helgeson, 2002). Studies of

bereaved individuals indicated that individuals who did flot make sense of the death early

on almost neyer did and when they did, it did not relate to better adjustment (Nolen

Hoeksema & Davis, 2002). Taken together, these findings suggest that a prolonged,

continuous search for meaning may be detrimental. There may be alternative coping

strategies that could be beneficial in the long mn. Once treatments have ended, the main

concems survivors have are fear of recurrence and uncertainty about their future, for which
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problem solving or active coping might be ineffective coping strategies. Breast cancer

patients who used more acceptance coping shortly afler diagnosis reported less distress

during the following year (Carver et al., 1993; Stanton, Danoff-Burg, & Huggins, 2002).

These same studies found that early use of positive reframing and active coping was either

unrelated to or predictive of more distress over the first year following diagnosis. The

prospective role of early use of acceptance on distress during long-term survivorship needs

to be investigated in future studies.

Clinical implications

The present dissertation was able to identify sorne important clinical risk factors of

distress and PTSD symptoms in long-term breast cancer survivors such as residual distress,

poor social support, extensive use of the coping strategy of positive problem solving,

having had a second cancer experience, optimism, stress appraisal and fear ofthe future.

This dissertation highlighted the importance of assessing illness wonies, appraisals,

concems about the future, and somatic preoccupations among breast cancer survivors, and

perhaps utilizing well-established cognitive behavioral therapy interventions to reduce

distress and worry. Stress appraisal of the cancer was a better predictor of distress, PTSD

symptoms, and benefit finding than objective indicators ofthe severity ofthe illness such as

stage and other sites affected by cancer or treatment variables. In the light of the finding

that women who did not perceive their cancer to be stressful at 15 months and at 6 years

reported less distress and PTSD symptoms, asking women to rate the stressfiilness of their

cancer could be a usefiil way to discriminate among survivors who are more at risk of
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distress. While respondents identified many stressful aspects about having had cancer, fear

or uncertainty about the future was chosen by more than 40% of our sample as their main

preoccupation with cancer. We found that the proportion of breast cancer patients who

identified fear ofthe future as their main concern did not diminish throughout the 6 years of

this study. This indicates that having had cancer may produce some indelible worries in

some patients. That fear of the future was found to be an important predictor of both

distress and PTSD symptoms in long-term breast cancer survivors suggests that it could

serve as an indicator of survivors’ overali adjustment (Dow et al., 1996; Komblith, 199$).

Based on the findings that 25% of long-term breast cancer survivors stili

experienced moderate levels of intrusive and avoidant thoughts and that these symptoms

were greatly explained by previous levels of PTSD symptoms, patients who display high

levels of PTSD symptoms shortly afler diagnosis should be offered an intervention because

these symptoms may tend to persist over many years. Patients who experience a second

cancer also constitute a population of cancer survivors who are at risk of more PT$D-like

symptoms of intrusion and avoidance and should be monitored closely, as well as those

who have poor social support and rely extensively on active coping and focusing on the

positive over the first year following diagnosis. We recommend that patients be monitored

for risk factors more than once over the first year, until we can identify the time point

during the disease trajectory that best predicts distress during the survivorship period.

We should address identification of benefits in cancer survivors in a sensitive way,

so that survivors do flot feel forced to engage in positive thinking and downplay their
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distress. We should keep in mmd that flot every patient will report benefits. One participant

in this study expressed this well: “I am surprised I did flot change so much. I had heard

having breast cancer can change somebody a lot; maybe it is because I did not get so sick”.

Benefit finding can be encouraged through cognitive-emotional processing such as positive

problem solving coping, which this study showed was a very important predictor of growth.

But with the finding that relying extensively on the coping strategy of positive problem

solving in the first year can lead to more distress long-term, it would be important to reflect

to patients that sometimes thinking negatively or feeling discouraged is normal and that one

does flot always have to maintain a positive attitude. Interventions focusing on benefit

finding should not yet be offered to cancer patients until a better theoretical understanding

of benefit finding, for whom it works, and how best to measure it is developed (Teimen &

Affleck, 2002).

Strcngths

The present dissertation attempted to reconcile distress and benefit finding, two

important clinical phenomena of breast cancer survivorship while overcoming a number of

methodological flaws that have clouded these issues. Particular attention was given to

overcome some ofthe flaws ofprevious research on coping with cancer.

Important strengths of our research are the use of a prospective, longitudinal design

covering many phases of the illness: treatments, recovery, and long-term survivorship and

accounting for a second cancer experience. To our knowledge, the present dissertation is

the first study that identified prospective predictors of distress in long-tenu breast cancer
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survivors (i.e. 5 years beyond diagnosis). A novel element of our study is the use of more

than one time point (3 months and 1 year later) to identify risk factors of distress and PTSD

symptoms in breast cancer survivors. The present dissertation is also amongst the first to

identify prospective predictors of benefit finding and to examine the impact of having a

second cancer experience on personal growth.

A number of measures were taken to increase internai vaiidity: an attempt to re

interview ail the original participants and a face to face interview in which a trained

interviewer reviewed the questionnaires with the patient to ensure comprehension instead

of a maiied out survey. The low refusai rate at the 6-year foliow-up aiso increased the

internai validity of the present dissertation.

In the statisticai analyses, we controlied for numerous medical and

sociodemographic covariates and used muitivariate statistics to identify the most important

predictors of distress, PTSD-like symptoms and benefit finding.

Limits

Like many studies in the field of psycho-oncology, the breast cancer survivors we

interviewed at 6 years are a seiect group of highly educated, Caucasian, high SES women

that were in better health at the start of the study, which somewhat limits the

generalizability of our flndings. While our refusai rate was low, many of our participants

had died before the six-year foilow-up. Furthermore, since participants had originaliy

agreed to take part in an intervention study they may have been more distressed at baseline

than women who chose flot to participate. Another limitation is that we did flot assess life
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events that may have occurred between 15 months and 6 years and could have contributed

to distress in long-term breast cancer survivors. We also did not screen for previous history

of mental illness, particularly of depression, which could explain the prolonged distress

reported by some survivors.

It will be of great importance to investigate the role of benefit finding across the

disease trajectory in longitudinal studies, including long-term survivorship and recurrence.

Because of our design, we do not know if women who remained disease-free would have

reported more benefits in the first year or two following diagnosis. for example, five-year

survivors of bone marrow transplant reported less benefits than short-terrn and middle-term

survivors (Fromm et al., 1996). However, mean benefit finding in our study was similar to

that found in a sample of 100 women with breast cancer 6-8 weeks post-surgery who were

waiting for a psychological intervention, which makes one wonder if there in fact was a

tapering off of benefit finding over time (Antoni, Lehman, Kilbourn, Boyers, Culver, Alferi

et al., 2001).

In the present dissertation, we found that breast cancer survivors who reported more

benefits did not report less distress. A cautious note is that distress levels in our sample

were low yet comparable to sub-clinical levels of distress found in other studies of long

term breast cancer survivors (Andersen, 1992; Cordova et al, 1995; Polinsky, 1994; Saleeba

et ai, 1996). Whether this result would be replicated in breast cancer patients who

experience more distress is unknown. Distress is only one potential negative consequence

of cancer. In the past few years, methodologically sound studies have revealed that a
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number of survivors will be affected by body image problems, decreased sexual

satisfaction, fatigue, and specific residual physical symptoms (Bower et al., 2000; Dorval et

al., 199$; Meyerowitz et al., 1999). Studies have yet to examine the relationship between

benefit finding and some of these other negative sequelae. Last, in order to limit

respondents’ burden and keep an adequate statistical power, we were careful not to add too

many measures at the 6-year follow-up, and chose flot to include a measure of positive

mood which as been found to be positively correlated with benefit finding (Katz et al.,

2001; Park et al., 1996; Sears et al., 2003; Tomich & Helgeson, 2002).

Although the measures used in the present dissertation have good psychometric

properties and had been used previously with cancer populations, some had limitations. The

Benefit Finding scale we used did flot allow us to distinguish amongst types of benefits.

Previous studies have found that individuals that have survived disasters (McMillen et al.,

1996) or cancer (Collins et al., 1990; Cordova et al., 2001a) do flot report benefits in all

aspects oftheir lives and that some types ofbenefits may be more related to well-being then

others. We could flot collect cancer staging information for all participants and therefore

had to use the proxy measure of number of sites affected. Our measures of distress (anxiety

and depression subscales of the POMS) and of perceived health are not keyed specifically

for cancer. Furthermore, the POMS and the TES do flot have clinical cut-off scores and we

did not have a control group, which makes it difficuit to say if the present survivors

experience more distress than the general population. It has been suggested that comparing

cancer survivors to healthy controls may be problematic because of the phenomenon of
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cognitive shift that seems to occur in evaluating quality of life after cancer (Holzner et al.,

2001). We tried to remedy this limitation by using available norms on the POMS for female

cancer patients and comparing participants in the present research to other samples of

breast cancer survivors. Our measure of coping was composed of three distinct strategies:

escape-avoidance, seeking social support, and positive problem solving. There are many

more coping strategies we did flot measure. A recent review of empirical studies and

theoretical driven models listed over 400 coping strategies (Skinner, Edge, Altman, &

Sherwood, 2003). Skinner et al. suggest that five categories of coping make up the core of

coping: problem solving, support seeking, avoidance, distraction, and positive cognitive

restructuring, four of which are measured in the present dissertation (with the exception of

distraction).

We had originally estimated we needed a sample of 91 participants, based on a

power analysis for multiple regression analysis with 9 independent variables using an alpha

of 0.05, power of 0.80, and a moderate effect size (Cohen & Cohen, 1983). Since we

interviewed $6 breast cancer survivors and used between 5 and 9 independent predictors in

the regressions presented in the two articles, we had the statistical power to identify

predictors of distress, PTSD symptoms, and benefit finding. However, some of our

secondary analyses were performed on smaller numbers of participants such as those who

had a second cancer experience (n = 21) or were cunently in treatment at the 6-year

interview (n = 10) and should be considered as tentative.
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Future directions

The course of recovery from breast cancer is stiil unknown, especially afier the first

two years. A recent study exarnining recovery trajectories over 4 years in women diagnosed

with breast cancer suggested that, while some patients recover well from their illness,

others do not recover at ail, and yet others may flot maintain their adjustment during long

term survivorship (Helgeson et al., 2004). It is therefore very important to identify those

breast cancer survivors at risk of poor psychological functioning and to investigate what

distinguishes them from women who recover their psychological functioning.

Numerous avenues are lefi to explore about the role of benefit finding in cancer

patients. An understanding of how this process unfolds remains unclear: questions

regarding duration and relapses have yet to be addressed. It would be of great interest to

further investigate benefit finding in cancer patients who experience a recurrence and thus

see one of their worst fears corne true to discover how they restore their world views after

they have been challenged a second time.

Definition and rneasurement of benefit finding have to be further investigated. A

recent study of newly diagnosed breast cancer patients demonstrated that asking patients to

name any benefits that have resulted from having the illness yielded very different results

from asking patients to fil a posttraumatic growth inventoiy (Sears et al., 2003). Identified

benefits were not related to posttraumatic growth or to mood, quality of life, or perceived

health whule posttraumatic growth was conelated with higher positive mood. These resuits
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lead us to wonder if the existing inventories of benefit finding adequately capture patients’

experience of personal growth.

Clarifying whether the reported benefits are truc growth or positive illusions would

be beneficial to the study of benefit finding and cancer. In order to do this, we need more

studies of benefit finding that include reports of cancer patients’ significant others to

corroborate the patients’ perception of positive changes.

Benefits have so far been assessed mostly in breast cancer patients with good

prognoses who live in North America or Europe. How one restores one’s world views when

the trauma being faced is an illness with a rnuch lower survival rate such as lung cancer

would be of great interest in understanding the stability of the benefit finding phenomenon.

Investigating the cultural specificity of benefit finding and adjustment would ftirther our

understanding of universality of the phenomenon of growth through adversity. In cultures

where myths ofpersonal triumph over life’ hurdies are less prevalent, would cancer patients

derive benefits as frequently and strongly as they do in North America?

o
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Theoretical implications

The current findings support the social cognitive theories of Janoff-Bulman

(1992) and Tedeschi and Calhoun (1996) that postulate that individuals who perceive

greater trauma are more likely to have their assumptions shattered, to suffer from

intrusive thoughts and to derive benefits from their experience. However, these theories

do flot specify whether benefït finding represents veritable personal growth or positive

illusions (i.e. a set of appraisals that can lead to better mental health, Taylor (1983)). A

major daim of these theories is that one of the functions of benefit finding is to restore

world assumptions; however, this relationship has yet to be empirically demonsfrated.

Last, social cognitive theories do not adequately explain why some cancer survivors

remain affected by distress while others seem to recover afier the first year or two

following diagnosis (Brennan, 2001).

Coping theories (Brennan, 2001; Folkman & Moskowitz, 2000) on the other

hand, have yielded interesting results that explain why some cancer patients are more

distressed by their illness than others. Coping theories, however, were until recently,

focused only on the negative consequences of difficuit events. Folkman and lier

colleagues (Folkman & Moskowitz, 2000) recognized the need to include positive

processes and outcome in coping models. They did so by describing a series of doping

strategies that involve meaning-making such as positive reappraisal and by stating that

the appraisal process also takes on positive personal significance. This

conceptualization of benefit finding suffers from two shortcomings. The first one is that

benefit finding is not a coping strategy and thus should be distinguished from benefit

reminding (Tennen & Affleck, 2002). Second, the term ‘meaning’ carnes a great deal of

ambiguity because it lias a long standing tradition in the field of psychology and refers
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to attributional and exploratory processes and existential sense ofpurpose in life as

well as referring to benefit finding (Thomton, 2002).

It appears the current state of theoretical and empirical work of adjustment to

traumatic events such as cancer do not ftully explain both the significant distress and the

potential for post traumatic growth that are generated, for some individuals, by the

iÏlness. The present dissertation highlighted the importance of investigating appraisal

processes among breast cancer survivors. We echo Parle and his colleagues (1996, p.

737) by concluding that « the first step in adaptive coping with cancer may be with

appraisal that minimizes the perceived threat» and that in such appraisal may lie the

nature ofbenefit finding.

Limits

Multiple statistical comparisons were computed to identify predictors of distress

and benefit finding across time in the present dissertation. Care was taken to ensure that

the regression models presented on the two articles had a participant/variable ratio that

allowed sufficient statistical power. Care was also taken to lower the probability of type

I error in the pairwise t-tests performed in the first article to compare the evolution of

disfress and potential predictors from 3 to 15 months and to 6 years by using Bonferroni

corrections (these were computed by multiplying the p value obtained for each pairwise

comparison by the number of comparisons per variable, i.e., 3, and declaring as

significant only those that had a new p value < .05). These Bonfenoni corrections allow

us to keep the type I enor at .05 for each variable, however, the overail type I enor for

the entire set of comparisons is higher. Given also the number of conelations that were

performed prior to computing the final regression models, resuits of the present

dissertation should be considered exploratory and will need to be replicated.
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- Int#

Now I have some questionsabout how you approach things in your life.
Please teil me to what extent you agrea with each of the following items
according to card A. Be as accurate and honet as you can be and try flot to
let your answer to one question influence your ansuer to another question.
There are no correct or incorrect answers.

Strongly Disagree Neutral Agree Strongly
Disagree Agree

1. In uncertain times, 1 2 3 4 5
I usually expect the
best.

2. It’s easy for me to 1 2 3 4 5
relax.

3. If something can go 1 2 3 4 5
urong for me, it will.

4. I aiways look on the 1 2 3 4 5
briglit sida cf things.

5. I’n aiways optimistic 1 2 3 4 5
about my future.

6. I enjoy zny triends a 1 2 3 4
lot.

7. It’s important for me 1 2 3 4
to keep busy.

8. I hardly ever expect 1 2 3 4
things to go my way.

9. Things neyer work out 1 2 3 4
the way I want them to.

10. I don’t get upset too 1 2 3
easily.

11. l’itt a believer in the 1 2 3
;dea that “every cloud
lias a silver lining”.

12. I rarely count on good 1 2 3
things happening to me.
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Social Support Questionnaire

INSTRUCTIONS: People frequently experience different amounts of support ftom
various people in coping with a life stress. The following questions ask about your
relationships with various people in your life, such as your spouse (or significant other),
relatives, and friends and the amount of support you perceive from them in regard to your
ilness.

PLEASE INDICATE THE EXTENT TO WIIICH YOU AGREE OR DISAGREE WITH
EACH 0f THE STATEMENTS.

If you strongly agree ‘with the statement, check the box under the Strongly Agree column.
If you agree with the statement but not to a strong degree, check the box under the word
Agree. If you equally agree and disagree with the statement, check the Neuttal box. If
you disagree check the Disagree box and ifyou disagree strongly check the box marked
strongly Disagree.

There are no right or wrong answers. This questionnaire is asking for your first
impressions to the statements.

o
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The following eight statements ask about your relationship with your pouse (or sinLficant other)
regarding your iflness.

Iv

0

1. My spouse is wfltng to
listen tome when I just

need ta talk

2. I feel comiortable discussing
my concerna about this
situation with my spouse

3. Sometimes my spouse ignores
ot makes tight 01 my concerna

4. My spouse seems ta understand
whatl am going through

5. otten leel as if I should
put up a front around my
spouse and pretend that things
are going better than they
actually are

6. I am feeling a great deal 0f
affection and warmth from
my spouse

7. .1 often receive credit front
my spouse lot my attempts
to cape witli titis situation

8. My spouse hetps me put this
experlence 1mo perspective....

Stcongly
Disagree Disagree Neutral Agree

strongly
. Agree
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The following eight statements ask about yottr relationship with a frnil member regarding your
illness. Tbink about one family member or relative (other than your spouse) who is important to
ou as you respond to these statements.

o

9. My farnlly member la wifling to
listen to nie when I just need
to taTk

10. Ifeel comfortable discussing
my concerna about this situa
tion uith my tamily member....

11. Sometimes myfamilymember
nores ar makes light ot my
concerns

12. My famuly member seems ta -

understarI whati am going
through

13. I ohen tee) as iII shoutd put
upaftontaroundm’famfly
nember and ptetend that
th!ngs are going better than
they actuafly are

14. I am feeling a gteat deal ol
affection and warmth from rny
famuly member

15. t often receive credit tram
tamuly member ter myauenipts
ta cape with ttiis situation

16. My tamfly member hetps me
put this e<pectence Into per
spective

Strongly . -

Disagtee Disagree Neutral Agree Strongty
. Agree



VIo

The following eight statements ask about your relationships with other people such as a friend

(ncighbor, work associate, etc.) regarding your illness. 1]unk about one friend who is important to

ou as you respond to these statements.

17. My triend Is willing to Usten to
me when Just need to talk

18. I teel comfortaljle discussing my
concerns about this situation
with my frieryJ

19. Sometimes my ftiend Ignores
or makes tght of my concOEns..

20. My friend seerns to understand
what I arn going through

21. I often tee! as if I should put up
a front around my fiiend and
pretend that things are going
better than they actually are

22. I an feehng a great deal of
affection a.nd warmth frcm
my friend

23. I often receive credit from my
ffiend for my auempts to cape
with this situation

24. My frlend helpa me put Vils
experience info perspective

Sttongly
Disagree Disagree Neutral Aree

S!rongly
Agree
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Health Status

Please circle the number which best describes how you have been feeling
physically during the PAST SEVEN PAYS.

Well, healthy, strong, most of the time S

In fair)y good spirits, reasonably well 4

Lacking energy, flot entirey “up to par” 3

Weak, “washed out”, used up 2

Very III, “Jousy” 1

Extremely iii niost of the time O

Q
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POMS ID#________

CARD B

0 1 2 3 4
NOT AT ALL A LIITLE MODERATELY QÎIITE A BIT EXTREMELY

Next I will read a flst ofwords that describe feelings people have. Using this card please teli
me HOW YOU HAVE BEEN FEELTNG DURING THE PAST WEEK TNCLUDING
TODAY.

1.Tense 0 12349. Hopeless 0123417.Miserable...0 1234

2. Unhappy 0 1 2 3 4 10. Relaxed O I 2 3 4 18. An.’dous 0 1 2 3 4

3. Sony for 0 1 2 3 4 11. Unworthy...0 1 2 3 4 19. G1oon 0 1 2 3 4

2 3 4
12. Uneasy 0 1 2 3 4 20. Desperate...0 1 2 3 4

5. Sad 0 1 2 3 4 13. Restless 0 1 2 3 4 21. Helpless 0 1 2 3 4

6. Onedge 0 1 2 34 14. Discouraged..0 1 2 3 4 22. Wortbless...0 1 2 3 4

7. Blue 0 1 2 3 15. Nervous 0 1 2 3 4 23. Terrified 0 1 2 3 4

8. Panicky O l 2 3 4 16. Lonely 0 1 2 3 4 24. Guilty 0 1 2 3 4

o



Ixo

BENEFIT FU’1DING

CARD B

0 .1 2 .3 4
NOT AI ALL A LITTLE MODERATELY QUITE A BIT EXTREMELY

Having had breast cancer lias...
1. hasledmetobemoreacceptingofthings 0 1 2 3 4

2. bas taught me how to adjust to tbings I cannot change 0 1 2 3 4

3 has helped me take things as they corne 0 1 2 3 4

4. bas brought my famlly doser together 0 1 2 3 4

5. bas made me more sensitive to family issues O I 2 3 4

6. lias taught me that everyone has a purpose in life 0 1 2 3 4

7. has shown me that aR people need to lie loved 0 1 2 3 4

8. bas made me realize the importance of planning.
formyfamily’siture 0 .1 2 3 4

9. lias made me more aware and concemed for the
future of ail humaribeings 0 1 2 3 4

10. bas taught me to be patient 0 1 2 3 4

11. has lcd me to deal better with stress and problems 0 1 2 3 4

12. has lcd to meet people who have become sorne
ofmybestfriends: 0 1 2 3 4

13. lias contributed tomy overail spiritual
and emotional growth 0 1 2 3 4

14. bas helped me become more aware oftbe love
and support available from other peole 0 1 2 3 4

15. bas helped me realize who my real ffiends are 0 1 2 3 4

16. bas helped me become more focused on priorities,
with a deeper sense ofpurpose in life 0 1 2 3 .4

17. bas helped me become a stronger person, more aIde
to cope effectively with future life challenges 0 1 2 3 4

o
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FACT-B JD#PT.:__________

ID#INTERV.:

_______

Now I have a Jfst of statements that other people with your illness have
said are important. Please indicate how true each statement has been for
you during the past seven (7) days according to CARD C.

CARD C

NOT AT ALL A LUTLE BIT SOMEWHAT QUITE A BIT VERY MUCH

1 2 3 4 S

NA LB S QB VM

During the past 7 days:

SOCIAL/FAMILY WELL-BEING NA LB S QB VM

1. I feai distant from my friends 1 2 3 4 5

2. 1 get emotionai support from my family 1 2 3 4 5

3. I get support from my fdends and neghbors 1 2 3 4 5

4. My family bas accepted my illness 1 2 3 4 5

5. Family communication about my illness 15 Foot 1 2 3 4 5

If you have a spouse/panner, or are sexually active,
please answer questions #6 and #7.
Otherwisê, go to question #8. .

6. I feel close to my partnet (or main support) I 2 3 4 5

7. Iamsatisfiedwithmysexlife 1 2 3 4 5

8. How much does your SOCIALJFAIvfflX WELL-BEING affect your quality oflife?

Not at afl 0 -1 2 3 4 5 6 7 8 9 10 Vety much 50
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ID#
Int#

Now I shah read a list of items about your illness. Please teli me

how frequently, if at ail, each was true cf yçu during the PAST SEVEN DAYS

according to card D.

Mot at Ail Rarely Sometimes Often

1. I thought about it when I 1 2 3 4

djdn’t mean to.

2. I avoided letting myseif get 1 2 3 4
upset wlien I thouglit about it
or was reniinded of it.

3. I tried to remove jt front 1 2 3 4

memory.

4. I liad trouble falling asleep, 1 2 3 4
or staying asleep, because 0f

pictures or thouglits that came
into my minci.

5. I had waves cf strong feelings 1 2 3 4
about it.

6. I haci dreants about it. 1 2 3 4

7. I stayed away front reminders 1 2 3 4
0f it.

8. I feit as if it hadn’t happened 1 2 3 4
or wasn’t real. -,

9. I tried flot to talk about it. 1 2 3 4

10. Pictures about it popped into ny 1 2 3 4
minci. V

li. Other things kept making me think 1 2 3 4
about it. V.

V V

12. I was aware that I stihi liad a lot 1 2 3 4
0f feelings about it, but I didn’t
deal with them. -

13. I tried flot think about it. 1 2 3 4

14. Any reminder brouglit back feelings 1 2 3 4
about it. V • V

15. My feelings about it were kind cf 1 2 3 4
numb.

o
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ID#
Int#

‘ext I shah read a iist 0f problems people sometines have in deahing

their ilineas and treatment. Picase tehi me hou stressfui, according

rdl,if at ail, each of these problems have been for you in the PAST

a. Fear and uncertainty about the future due to cancer.

b. Limitations in physical abiiity, appearance, or lifestyle due to

cancer.

c. Acute pain, symptoms, or disconfort from ihlness or treatment.

d. Probiezus with f amiiy or friends related to cancer.

Net at Ail A Littie Somewhat Quite Extremely

a Bit

a. Fear... 1 2 3 4 5

b. limitations... 1 2 3 4 5

c. Acute pain... 1 2 3 4 5

è. Probiems... 1 2 3 4 5

Have you lied anyother problems dealing with your iilness or treatment

he past montli? -

Hou stressful lias this probiem been in the PAST MONTH?

e. Other... 1 2 3 4 5

to Interviewers:

Continue to probe and ciarify if tliere are 2 or more problems of equal

stress intensity until the stresaful problem is estabhished.

e.g., So you have mentioned f____ and

____)

have been stressful for

you. Whicli cf these problems lias been pq stressful for you in the

past month?
-

So

_____

lias been the most stressfui for you in the past month?
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When people experience stress in their lives, thay usually try to manageby trying out dîfferent ways of coping. The next set of items is on the
iS of coping you may have used in trying to nanage your problem with
n the past month. Please teli me how often you have used each 0f the
Dilowing coping strategies to deal with

_____

in the past month according toRD f.

Does flot Rarely Sometimes 0f ten Very -

Apply 0f ten

• Concentrated on the 1 2 3 4
next step

• he only thing to do 1 2 3 4 5
was wait

• Did something ust 1 2 3 4 5
to do something

• Talked to someone to 1 2 3 4 5
fmd out more

• Criticized or lectured 1 2 3 4
myseif

• Tried mot to close 1 - 2 3 4 5
off options

• Hoped a miracle would 1 2 3 4 5
happen

Went along uith fate 1 . 2 3 . 4 5

• Went on as if it were 1 2 3 4 5
flot happening

). Tried to keep my 1 2 3 4
feelings to myself

.. Iooked for a silver 1 2 3 4
lining; looked on the
briglit side

- -
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Does flot Rarely Sometimes Often Very
Apply 0f ten

2. Slept more than usual 1 2 3 4 5

3. Looked for sympathy 1 2 3 4 5

5. Was inspired to be 1 2 3 4 5
creative

. Tried to forget the 1 2 3 4 5
uhole thing

3. Tried to get 1 2 3 4 5
professiona; lielp

7. Changed or grew as 1 2 3 4 5
a person in a good
way

3. Waitêd to see what 1 2 3
V V

4
would happen before
acting

). Made e plan of action 1 2 3 4 5
and followed it

). Let my feelings out 1 2 3 4 5
somehow

-. Came out cf the . 1 2 3 4 5
experience better .

than before V

Talked to sotneone 1 2 3 4 5
uho could do
something

Tried to make myseif 1 2 3 4 5
feel better by eating,
drinking, smoking or

V

drug use
- V

o
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Does not Rarely Solnetifnes Often Very
Apply Often

4. look a big chance and 1 2 3 4 5
did something risky

5. Tried flot to act too 1 2 3 4 5
hastily

6. Found new fajth 1 2 3 4 5

7. Rediscovered what 1 2 3 4 5
is important in life

8. Changed something so 1 2 3 4 5
things turn out

9. Avoided being with 1 2 3 4 5
people

J. DIdn’tletit get tu 1 2 3 4 5
me; refused to think
about. it

1. Asked a friend or 1 2 3 4 5
relative for. advice

2. Kept others from 1 . 2 3 4 5
knowing how bad
things were

3.- Made light of it; . 2 3. 4 . 5
refused to get too
serjous

4. Talked to someone 1 2 3 4 5
about how I was
feeling

5. Took it out on 1 - 2 3 4 - 5
other people

o
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Does flot Rarely Sometines Often Very
Apply Often

Drew on past 1 2 3 4 5
experiences froru
similar situations

• Knew uhat liad to be 1 2 3 4 5
done, so I increased
ny efforts

• Refused to believe it 1 2 3 4 5
would liappen

• Cane up with different 1 2 3 4 5
solutions

• Tried to keep my 1 2 3 4 5
feelings from V

interfering

• Changea something V

V 2 V 3
V 4 .5

about inyseif

• Wislied the situation 1 2 3 4 5
would go away or be -

over

• Had fantasies/wishes 1 2 3 4 5
about hou it might
turn out

.Prayed V
V 3 4 5

• Prepared for the 1 2 3 4 5
worst

• Went over in my mmd 1 2 3 4 5
uhat I would say or
do

o
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Does flot Rarely Sometimes Often VeyApply
Often

7. Thought of how s 1 2 3 4 5persori I admire
Would act V V

3. Reminded myseif how 1 2 3 4 5mucli worse things
Vcould be

Tried to find out as i 2 3 4 5much as I could

Treate the illness 1 2 3 4 5as s challenge

• Depended mostly on 1 2 3 4 5others to handie
V

things

• Lived one day at a .1 V 2 3
V

4
V

5ti5e/took one step
atatime V

• Did you Use any. other V

particular coping
strategy liesides those
mentioned?

YES_____ NO_____

V If so, describe:

Hou often did you 1 2 3 4 5use this strategy? V
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m_______

INFORMATIONS SOCIO-DÊMOGRAPHIQUES

NOM:_______________________

Je vais débuter en vous demandant votre adresse à la maison et votre numéro de
téléphone.

1. Quelle est votre adresse?

ADRESSE:

_____________________________________

VILLE: CODEPOSTAL:_______

TELDOM:_________ TELTRAV:________

2. Êtes-vous présentement mariée?
Mariée______________ 1
Séparée____________ 2
Divorcée____________ 3
Veuve_____________ 4
Jamais mariée______ 5

3. Combien d’enfants avez-vous? 1-9
=9si>9

4. Quelle est votre religion? Catholique__________ I
Protestante___________ 2
Juive________________ 3
Autre___________ 4
Aucune_________ 5

5. Quelle est votre date de naissance?
I f

jour mois année

o



XIX

o

Finally, I have a few more questions about your backround. .10

6. How many years of schooling have you completed?

0, 1, 2, 3, 4, 5, 6, 7 8,9,10,11 12,13 14,15,16,17,18,19,20+_

ELEMENTARY HIGH SCHOOL COLLEGE UNIVERSITY

7. Are you presently worldng at a job for pay?
no 1

yes 2

8. How many hours are you working per week right now?
#hrs________

9. Which of the following best describes your situation?
Choose on1y one.

Employed full time 1

Employed part time 2

Employed but on leave - full time 3
part time 4

Unemployed but looking for work 5

Unemployed because of ilness or disabffity 6
Unemployed and flot looking for work 7

Homemaker 8

Retired 9
Student - full time .... 10

parttime

10. What is your occupation?

11. In what kind of business, industry or service do you work?

12. Spouse/partner’s occupation
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13. Just roughly, show me the letter that corresponds to your total
household income in the Iast year.

A. Under $3,900

B. $3,000 - $5,999

C. $6,000 - $8,999

D. $9,000 -$11,999

E. $12,000 - $19,999

F. $20,000 - $29,000 K. $70,000 -$79,999

G. $30,000 - $39,999 L. $80,000 - $99,999

II. $40,000 - $49,999 M. $100,000 -$119,999

I. $50,000 - $59,999 N. $120,000 - $139,999

J. $60,000 - $69,999 O. $140,000 +

A=1
B=2
C=3
D=4
E=5
F=6
G=7
11=8
1=9

-
1=10

K=1 1
L=1 2
M=13
N=14
0=15
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Now to finish, one or two questions about your current medical status.

MEDICAL RISTORY
D_____

Name

__________________________________________

(maiden) married first

family Doctor_______________________________

Primaiy Diagnosis____________________________ Date________

Woutd you bring me up to date on your current medical status since the last time we
interviewed you?

Sites affected Date Dx at Metastasis
this site Ycs/No

d my

Current or most recent Treatment:

Treatments Code Dates
- dmy

To date

__________________________________

Code for Treatments:
None 1 surgeiy 2 Chemo 3
Radiotherapy 4 surg, chemo, radio 5 surg, chemo 6
Surg, radio 7 Chemo, radio 8

o
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ID____
MEDICAL fflSTORY

Other than treatments

Hospitafizations
Complications
Unrelated medical events
Etc.

Events Dates
dmy

Since last interview

G
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$ir Mortimer B. Davis Jewish General Hospital Patient stamp

Institute of Community and Family Psychiatry

“A longitudinal study of adjustment

to breast cancer: a six-year follow-up”

Zeev Rosberger, Ph.D.

CONSENT FORM

I agree to participate in a follow-up study examining coping and psychological weli

being in women with breast cancer who participated in the original Nucare project in 1993-

96.

I understand that if I agree to participate, T wiÏl fil out questionnaires about coping

and my psychological well-being and answer some questions about my background. This

wiii take about an hour and will take place once- either at my home or in another

convenient place that I choose. While I am encouraged to answer ail questions, I am flot

obliged to do so. I am free to withdraw my consent and to discontinue my participation in

the study at any time without giving any reason and without it affecting my medicai care. If

I agree to participate, I also authorize the investigators ofthis study to retrieve my medical

file in order to verify my current medical status for the length ofthis study. The information

that I give wiil be treated with strictest confidentiaiity. My name or my responses wiii flot

be used in any report on the project. Only the average data for the whole group of patients

will be reported. No medical procedures are invoived in this research.

Sir Mortimer B. Davis Jewish Generai Hospital

C
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Ç Institute of Community and Family Psychiatry

“A longitudinal study of adjustment

to breast cancer: a six-year follow-up”

Zeev Rosberger, Ph.D.

Information that I provide will help health professionals understand the experiences

ofbreast cancer survivors. There is no expected benefit to me but I will receive a brief

report of the resuits, if I wish. A possible risk regarding my participation is that some of the

questions may be potentially upsetting. If this happens and I want to speak to someone

(e.g., a counsellor), then I will be directed to the appropriate resources for this.

The researcli project lias been explained to me and any questions that I have about

the study have been answered. The study will be conducted by Sophie Lebel, a Ph.D.

candidate at Université de Montréal. She may be contacted at (514) 343-5706. The

Principal Investigators of this study are Drs. Zeev Rosberger and Linda Edgar. They may

be contacted at (514) 340-8210, ext. 4215. If you have any questions regarding your rights

as a research participant, you may contact the Jewish General Hospital Patients

Representative, Ms. Lianne Brown at (514) 340-8222, ext. 5833.

Based on the above statements, I voluntarily agree to take part in this research

study. A copy ofthe consent form lias been given to me.

Patient/date: -

Witness/date:

C
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Factor 1: Positive Problem Solving:

W0C27 Rediscovered what is important in life

WOC17 : Changed or grew in a good way

WOC21 : Came out ofthe experience better than before

WOC5O Treated the illness as a challenge

WOC4Ï : Changed something about myseif

W0C26 : found new faith

W0C37 : Knew what had to be done, so I increased my efforts

W0C52 : Lived one day at a time/took one step at a time

W0C28 Changed something so things tum out

W0C39 Came up with different solutions

WOC11 : Looked for a silver lining; looked on the bright side

W0C49 Tried to find out as much as I could

W0C47 : Thought ofhow a person I admire would act

W0C36 Drew on past experiences from similar situations

WOC 19 t Made a plan of action and followed it

WOC4O t Tried to keep my feelings from interfering

WOCO1 : Concentrated on the next step

Factor 2 : Escape-Avoidance:

W0C38 t Refused to believe it would happen

W0C42 : Wished the situation would go away or be over

WOC 15 t Tried to forget the whole thing

W0C43 : Had fantasies/wishes about how it might tum out

WOC 18 t Waited to see what would happen before acting

W0C33 : Made light ofit; refused to get too serious

WOCO7 : Hoped a miracle would happen

W0C32 t Talked to someone who could do something

W0C29 t Avoided being with people

WOCO5 t Criticized or lectured myself



W0C08 Went along with fate

WOC 10 Tried to keep my feelings to myseif

Seeking Social Support:

WOCO4 Talked to someone to find out more

W0C34 Talked to someone about how I was feeling

WOC2O: Let my feelings out somehow

WOC 13 : Looked for sympathy

W0C22 : Talked to someone who could do something

WOC3 1: Asked a friend or relative for advice
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