
UCSF
UC San Francisco Electronic Theses and Dissertations

Title
Attitudes and perceptions of cancer patients living in Switzerland toward their disease, 
its treatment and social network and support

Permalink
https://escholarship.org/uc/item/8045t1tm

Author
Kesselring, Annemarie,

Publication Date
1984
 
Peer reviewed|Thesis/dissertation

eScholarship.org Powered by the California Digital Library
University of California

https://escholarship.org/uc/item/8045t1tm
https://escholarship.org
http://www.cdlib.org/


Attitudes and Perceptions of Cancer Patients Living

in Switzerland Towards Their Disease, Its Treatment

and Social Network and Support
by

Annemarie Kesselring

THESIS

Submitted in partial satisfaction of the requirements for the degree of

MASTER OF SCIENCE

in

NURSING

in the

GRADUATE DIVISION

of the

UNIVERSITY OF CALIFORNIA

San Francisco

K ac{&C J a/a Co
Approved:

Committee in Charge

Deposited in the Library, University of cºmes fºr
(Lw. !, jº

Date

r
|

University Librarian

Degree Conferred:



Acknowledgements

I would like to express my gratitude to the following people

for their contribution to and help with this research. Most

especially I wish to thank the Swiss patients who generously shared

their thoughts, feelings, experiences and perceptions, as well as

their precious time with me.

Several people deserve special recognition for their highly

valued suggestions and encouragement throughout the entire study.

Dr. Marylin J. Dodd, sponsor, used her expert knowledge in the

field of research to wisely guide me with countless contributions

and continuous, personal support through all the phases of this

work. Also, her editing improved the clarity and readability of

this thesis. Dr. Anselm L. Strauss, with his inspiring creativity

assisted me in the qualitative analysis and interpretation of the

interview data. Dr. Ada M. Lindsey provided her valuable expertise

in the analysis of the quantitative data. She encouraged me to

pursue with the interpretation of these findings, thus improving

its content. Dr. Nancy L. Lovejoy contributed with her knowledge

to the study's theoretical framework. Special thanks go to Kathy

Patterson for typing the final manuscript.

I like to extend my gratitude to my family and friends, both

here in America and in Switzerland, who consistently supported me



during the last three years of studies at UCSF. It is their

friendship that made these years of higher education meaningful and

the work on this thesis possible. I would like to acknowledge the

Swiss Nurses' Association for its financial support of this

research.

4… Zºe ºf
Annemarie Kesselring

San Francisco, June 1, 1984.

ii



Abstract

The purpose of this study was to describe: 1) the meaning

cancer patients living in Switzerland ascribed to their illness and

its treatment and their perceptions of what that illness and

treatment meant to their family; 2) how they perceived their social

network and support system; and 3) to determine if meanings

ascribed to cancer were related to their perceived social support.

Symbolic interactionism, social support models and King's nursing

theory, with emphasis on perception and interaction served as a

conceptual framework for the research. This study was a

replication of studies conducted in Taiwan and Egypt by Dodd, Chen,

Ahmed, Lindsey and Piper (1983; 1983).

A convenient sample of 45 cancer patients from three different

settings in the German speaking part of Switzerland participated.

The mean age was 58 years. Patients were diagnosed with breast

cancer (n = 25) and lung cancer (n = 20). These patients were in

different stages of their disease and were receiving treatment for

their cancer.

Patients were asked in Swiss-German by the investigator (who

is Swiss), what their illness and its treatment meant to them and

their families. Their perception of their social support was

assessed by the use of the Norbeck Social Support Questionnaire

(NSSQ) which was translated into German. The data were collected

in a one-time interview.
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Cancer was perceived to have deep impact on the daily living

of these patients and their families. Interviews typically evoked

a review of the past, the search for causes of their illness and

reflected these patients' various experiences with treatments.

They expressed their feelings and concerns. Patients described

five patterns of coming to terms with the illness and treatment

experiences: 1) denying, 2) giving up, 3) resigning, 4) accepting,

and 5) integrating.

On the NSSQ the sample listed an average of 9.3 people in

their social networks. The family and spouses were perceived as

providing a mean of 70% of the total functional support. A slight

relationship was found to exist between the number of people listed

in the NSSQ (r = . 26, p = .032), between the total affirmation that

patients received from others (r = .25, p = .035) and a more

favorable pattern of coming to terms with the cancer experience.

The findings show that cancer affected patients and families

on the level of relationships, daily activities and in their

outlook to the future. Also, they corroborate the notion that

satisfying relationships with others enhance coping abilities.
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Chapter I: The Study Problem

A. Introduction to the Problem

Humans have in all times tried to understand illness and,

depending upon the cultural thinking of the time and place,

ascribed to disease, different meanings. Witchcraft, temptation,

punishment for sins, or arbitrary fate are some of many meanings

that have been reported by people and cultures throughout time.

Few diseases seem so much burdened with problematic meanings as is

cancer (Sontag, 1978).

According to symbolic interactional theory (Blumer, 1969),

humans are conceptualized as having unique perceptions and

interpretations of environmental stimuli, each interacting in a

unique way with the surrounding system and giving meaning to

personal experiences. Human expression and action are understood

as being congruent with how a person perceives his situation, that

is, reality is perceived in a personal, subjective way. Expression

and action are congruent with the individual's perceived reality.

Meanings are understood as "social products" (Blumer, 1969, p. 5)

created, changed, and reformed as people interact with each other,

shaping a world of shared meaning.

Individuals diagnosed with cancer are members of a social

system. The way they understand their illness may partially depend

on how cancer is perceived by others. Thus, the meaning of cancer

may be influenced reciprocally, by the patient and by the social

surroundings. Social support during health and illness has been

studied (Cassel, 1976; Cobb, 1976; Bloom, 1982) and found to be of



decisive influence on the trajectory of an illness. Decisions and

actions taken by a patient to deal with his cancer may depend

greatly on his perceived social support and the meaning he

attributes to the illness (Simonton, 1978).

With the exception of narrative literature on personal cancer

experiences, little is known about how cancer patients in

Switzerland perceive their illness and their social network and

support (Zorn, 1977; Diggelmann, 1979; Beutler, 1980).

B. Statement of the Problem

A person's interpretation of his cancer and its treatment is

assumed to be the motivation of his behaviors and actions. The

ascribed meaning of these experiences thus becomes the determinator

of how the patient will choose to deal with his illness. Ascribed

meaning also determines the efficacy of a person's perceived social

support: it will be as helpful to the person as it is perceived to

be.

If "nurses want to be able to explain and predict behavior in

illness, assuming that behavior is a function of perception" (Wu,

1973), they need to develop empathetic abilities by learning from

the patients what having cancer means to them and how they feel

supported by others. This knowledge and a view through the

patient's eyes will enable nurses to perceive the patient's

situation more adequately and to direct their behavior and actions

toward what might be perceived as helpful by the patient.

Little is known about how cancer patients living in

Switzerland perceive their disease and its treatment, and how they

think their family is affected by their illness. The perceptions of



such patients regarding their social network and support have not

been studied. Finally, the relationship between the patient's

perceptions of their disease and perceived efficacy of their social

support is yet to be determined.

C. Purpose of the Study

This study is designed to describe 1) the meaning cancer

patients living in Switzerland ascribe to their illness and its

treatment and their perceptions of what that illness and treatment

means to their family; 2) how they perceive their social network

and support system; and 3) to determine if meanings ascribed to

cancer are related to their perceived social support.

D. Significance

It is important for nurses to understand the meaning

attributed to cancer by a patient in order to appreciate, assist,

and support the patient's endeavors to deal with the situation.

The patient's perceptions of his social network and support system

can guide the nurse's professional attention toward both the

patient and his significant others. Such knowledge may enhance the

nurse's empathetic understanding of the patient's experiences. It

may enable nurses to support or therapeutically challenge a

patient's interpretation of his situation.

This research will provide some beginning understanding of

cancer patients' perception of illness, social, and/or support

networks. This information may then be used to provide more

individualized, personal nursing care to such patients.

For nurses and others who care for patients during the time of

their illness, it is important to be aware of how a patient



perceives the quality of support he receives from others. A

patient's need for and the availability of social support may

change throughout the illness trajectory. The nurse's sensitivity

to a cancer patient's perception of his social network and the

quality of support he receives, might enable the nurse to assist

both, the patient and his significant others to engage in

rewarding, supporting relationships. Enhancing the quality of

social support thus can be used as therapy in oncology nursing in

the attempt to mobilize available resources to help the patient

facilitate his adaptation to a difficult situation and strengthen

his own capabilities to deal successfully with his illness.

E. Assumptions

For this study, the following assumptions are made:

1) patients are able to express their perceptions of illness,

treatment and social support networks; 2) it is possible to

establish a non-threatening, relaxed atmosphere for the inquiry of

intimate concerns and perceptions, and 3) that patients will share

openly their personal attitudes toward their disease, its

treatment, their social network and support, the quality of support

received from their social network and will not feel impelled to

provide socially desirable responses.

F. Research Questions:

The aim of this study is to determine the meanings that cancer

patients in Switzerland ascribe to their disease, and its

treatment, and how they think their families are affected by their

illness. A second aim is to describe the perceived quality of

support cancer patients receive from their social network, and



finally, to compare patient's perceptions of their disease and its

treatment to the perceived quality of support received from their

social network.

G. Definition of Terms, Operationalizations:

The following terms will be used frequently throughout this

study. The operational or other definition for each term is

provided.

Cancer patients. A person having been diagnosed with cancer of the

breast or lung in any stage of his/her disease trajectory:

diagnosis, treatment, remission, recurrence, or terminal.

Perception. "Perception is a process of organizing, interpreting,

and transforming information from sense data and memory. It is a

process of human transactions with environment. It gives meaning

to one's experience, represents one's image of reality, and

influences one's behavior" (King, 1981, p. 24).

Any image, association, meaning, view, or information as well

as behaviors described or expressed by the patient, regarding his

illness, treatment, or social support.

Social network. "Interpersonal linkages among a set of

individuals" (Mueller, 1980); number of people who are perceived to

be important now, frequency of contact with these people, duration

of the relationships reported by the patient, as measured by the

Norbeck Social Support Questionnaire (NSSQ).

Social support. "Interpersonal transactions that include one or

more of the following: the expression of positive affect of one

person toward another; the affirmation or endorsement of another

person's behaviors, perceptions or expressed views; the giving of

symbolic or material aid to another" (Kahn, 1979, p. 85).



Patient's listing of people having one or more of the

following qualities: making him/her feel liked and/or loved,

respected and/or valued, allowing for confidentiality, supporting

him/her in actions and thinking, and/or helping over shorter or

longer periods of time, as measured by the NSSQ.

H. Limitations and Delimitations.

Design of this study relies on a one time interview. Changes

in the individual's perception of his illness, treatment and social

support over time are beyond the scope of this study. The

convenient sample contained patients who were at very different

stages of their illness trajectories, encompassing the whole

continuum of illness from diagnosis to terminality. This fact may

account for variance in the findings. Patients were referred to

the investigator by their health care providers, who chose them,

because they seemed "suitable" to participate. Therefore, the

sample may have been biased towards patients who were perceived as

more cooperative, verbal and positive. The attitudes and

perceptions of cancer patients who were not referred for inclusion

in the study are not known. There were too few patients in each

stage of the disease to permit data analyses to be conducted with

the variable of stage of disease. The three settings in which the

data were collected included two university hospitals and one

teaching hospital. The characteristics of these settings may have

influenced the patients' perceptions. Patients who are treated in

smaller hospitals (private or district) have not been included in

this study. During the interviews, salient words/sentences and

thoughts were recorded in writing, however, not the entire



conversation. After the interview was completed, the investigator

completed the content from memory. Investigator bias and lack of

memory are threats to the validity and reliability of this study.

Finally, an instrument (NSSQ) was used which was created in another

language (English) and culture (American). Cross-cultural

comparisons of findings may be imprecise because the NSSQ was

translated to German and used in another culture (Swiss). A11

these factors contribute considerably to limited generalizability

of the findings from this study.

The intent for this descriptive study is to contribute some

beginning understanding about how cancer patients who live in

Switzerland perceive their illness, its treatment, and the impact

of their illness on their family, and to describe their perceived

social network and support.



CHAPTER II: Review of Relevant Literature and Conceptual Framework

A. Review of Relevant Literature and Theory

Once a patient is diagnosed with cancer, this knowledge has a

major impact on his life and the lives of his significant others.

Bloom (1982) suggests some tasks to be addressed after a diagnosis:

"decisions... regarding treatment, household management, childcare,

financing treatment, and just meeting one's daily needs. All these

areas of everyday life are subject to potential future changes.

The decisions made and actions taken by the ill person and others

might well be influenced by the images and perceptions of cancer

which these people hold. Many of Sontag's (1978) metaphors depict

cancer as being a "death sentence" and the individual as being "ill

omened." In his autobiographical book Mars, Zorn (1977)

interpreted his lymphosarcoma as "unwept tears" and implied that

his condition and early death were signs of his repressed feelings

of aggression toward his family and the affluent, repressive

emotionally sterile (Swiss) social environment, in which he had

been brought up. Beutler (1980) described her fear of dying a slow

cancer death which would overcome her before she would have been

able to have felt and experienced every part of herself. These

authors (Sontag, Zorn, Beutler) express many of the negative

attitudes of cancer in Western society. Pinkson (1982) describes

his psychosocial treatment "healing as inner peace" model, showing

how perception and meaning can be changed and thus improve the

quality of life throughout the stages of cancer illness, for the

patient and his significant others.



Linn, Linn, and Stein (1982) compared the beliefs about causes

of cancer in 120 American late stage cancer patients with the

beliefs of 120 matched non-cancer patients. The results showed

that cancer patients held weaker convictions about the causes of

cancer, than did the other patients. The top four items that

cancer patients thought to be causes of cancer were: 1) smoking,

2) God's will, 3) work, and 4) heredity. Compared to the control

group's top four beliefs 1) work, 2) smoking, 3) environment,

4) diet. The cancer patient's responses suggest two sources to

cause cancer which are beyond individual control (God's will and

heredity). The investigators inferred from their findings that

"cancer patients need to defend themselves against self-blame as a

means of coping with a terminal illness."

Social networks, social support and their influence on health,

disease and mortality, as well as on host resistance and coping

with illness have been studied widely in recent years (Berkman &

Syme, 1979; Cobb, 1976; Cassel, 1976; Mueller, 1980; Pilisuk &

Froland, 1978; Kahn, 1979; Richardson, 1981). Abundant

characteristics of social support have been described and several

definitions proposed. Bloom (1982) explains social support as an

influence on host resistance, as a buffering mechanism, as

"social nonsupport" as aenhancing adaptation to illness, and

hazard to health or detriment to a person's ability to cope with

illness. Cobb (1976) interprets network support as the information

given to a recipient which leads him to believe "that he is cared

for and loved, esteemed and valued, and has a position in a network

of communication and mutual obligation." Mutual help, continuing
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guidance, support in the mobilization of inner resources, a place

to go, feelings of belonging and having allies and nurturing are

further qualities of social support (Weiss, 1974; 1979; Caplan,

1976; Kahn, 1979). Support is seen as one function of social

networks, the quality of which might be influenced by their size,

density, frequency of contacts, amount of contacts, directionality

of the relationships and geographical distance (Mueller, 1980).

The perception of social support by mastectomy patients has

been described by Quint (1963), who followed 21 women during their

first year of adaptation to their altered life experience after the

operation. Few of these women had the opportunity to talk about

their fears and feelings while experiencing a "shock of the

unexpected, personal social loss", living with the incision, facing

an uncertain future and fear of death. Most of these women

reported that others showed interest in the beginning phase of

their disease, and that they had to deal with big problems by

themselves, "not because family and friends lacked concern or did

not try to help, but usually because the latter were also caught in

the tragedy and were made impotent by it" (p. 92).

Bloom (1982) studied the emotional adjustment to breast cancer

of 130 women (mean age = 51 years). Two questions were asked:

1. "What are the effects of social support on the individual's

adjustment", and 2) "Does coping mediate the relationship between

social support and adjustment?" Social Support was assumed to be

the exogenous part of the independent variable, while the coping

response (endogenous part) was thought to have a direct impact on

the person's adjustment and was assumed to stem causally from
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social support. Three indicators of adjustment: psychological

distress; sense of power; and self-concept were the dependent

variables. The researchers controlled for marital status,

employment, socioeconomic status, age, and religiosity. Two

indicators of stress were also controlled: life change and number

of positive lymphnodes, and time elapsed since surgery. Bloom

(1982) reported that coping response was significantly related to

two of four variables of support: to cohesiveness (r = .27,

p <.001) and social contact (r = .35, p < .001). In addition to

social support which was indirectly related to adjustment (through

its effect on coping), social status and being employed were found

to influence significantly self-concept and sense of power. This

study showed perceived family cohesiveness and social contacts to

be strong predictors of the ability to cope and thus to achieve

better adjustment to breast cancer.

The question about how social network and support can be

measured has been addressed by several nurse investigators

(Murawski, Penman, & Schmitt, 1978; Maxwell, 1982; Norbeck, 1981;

Lindsey, Norbeck, Carrieri, & Perry, 1981). The difficult life

situations, such as cancer, need to be taken into account by health

care professionals. To date, the difficulty is the lack of

conceptual clarity and a limited understanding about what kinds of

support are crucial in what situations and if there are certain

sources of support that are more important than others (Norbeck,

Lindsey, & Carrieri, 1981; 1983). Beyond a patient's perception of

his social support as it influences his cancer experience, the
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variable of a patient's attitude toward the disease and it's

treatment is viewed also as important.

Dodd, Chen, Ahmed, Piper & Lindsey (1983; 1983) and Lindsey,

Chen, Ahmed & Dodd (1983; 1983) studied Taiwanese and Egyptian

cancer patients' attitudes toward cancer, its treatment and the

perceived social support. These studies consisted of two parts:

1) the meaning these patients attributed to their illness, its

treatment and what they thought illness and treatment meant to

their families was investigated by Dodd et al. 2) Lindsey et al.

investigated these patients' perceptions of their social network

and social support.

Dodd, Chen, Piper, & Lindsey, (1983) studied the attitudes of

40 Taiwanese cancer patients (18 cervical, 10 nasopharyngeal, 10

leukemia, 2 other cancers) toward their cancer and its treatment.

Five questions were asked:

. What do you think caused your illness (cancer) 2

. What does having this illness mean to you?

. What does your having cancer mean to your family?

. What does your treatment mean to you?

. What does your treatment mean to your family?
i

Most of the patients in the sample (75%) had learned about their

diagnosis within the previous six months at the time of the

interview. Ten subjects underwent chemotherapy, 10 had radiation

therapy, nine had surgery, and three had combined therapies.

Twenty-four patients responding to question #1, indicated they did

not know what caused their cancer. However, ten patients believed

it was "from long-term stressful situations", four thought it to be

"an accumulation of physical discomforts." Smoking and drinking

alcohol was mentioned by three patients, "too many children", "poor

hygiene" and "bad personality" were mentioned also. Patients with
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more years of school tended to perceive the disease as "severe and

life threatening", and "had little hope" compared to the subjects

with less or no education, who thought of their cancer as being

"mild" and causing them "little worry." These responses were made

to question #2 additionally; impact on emotions, personality, life

style and the ability to work were further meanings ascribed to

their illness. Little difference was found in how these patients

perceived the illness to impact on their families compared with

their own attitudes (questions #3 and #5). Besides the importance

of treatment and its expected good effect which was stated by 22 of

the subjects, trust in doctors (n = 14), moderate effects of

treatments as well as using personal strength and "trying to relax

more" were mentioned in response to question #4 about the meaning

of treatments.

A one time interview was done by an investigator who was

unknown to the patients. The content of their answers reflect

their attitudes at one point in time and possibly also their

reluctance to convey their attitudes to a stranger. It is

difficult to interpret more in depth the findings of this study

without comprehensive understanding of the Taiwanese (Chinese)

cultures and languages. However, the themes of human experiences

that were expressed by these Taiwanese patients reflected thoughts

and feelings that are common to people beyond the limits of

culture.

Dodd, Ahmed, Lindsey & Piper, (1983) compared the findings

from the Taiwan study to the results from their interviews with 40

Egyptian cancer patients who had answered the same five questions.
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The patients in the Egyptian sample were diagnosed with the

following cancers: breast (n = 16), colorectal (n = 8), bladder (n

= 7) and other sites (n = 9).

Seventy percent of the sample had known their diagnosis within

the six months which preceded the interview. Thirty-two patients

had advanced cancer. The majority had experienced surgery (n =

37), 17 patients had been treated with radiation therapy, and three

subjects had received chemotherapy. To the question about what

they thought caused their cancer, 37 patients did not know of any

cause. Bilharzia was mentioned correctly as a cause by patients

with bladder cancer, one patient mentioned "too much stress." The

" a stressful situation" andmeaning of cancer to these people was

"a painful experience" for 22 subjects. "Feelings of insecurity

and depression" was mentioned by 12 patients (mostly males) and the

same number perceived cancer to be a "life threatening disease that

causes death." Feelings of guilt were expressed by four patients

and to five people cancer was "a long term illness." The meaning

of their illness to their families was for a majority of patients a

"stressful situation and a painful experience", followed by

"insecurity and depression." "A long term illness" was a frequent

response too, along with "life threatening disease", "causing

death" and "no hope." Seven subjects mentioned "financial

disturbance" as a concern to their families. The meaning of

" for 18 patients, "hope" ortreatment to them was "hope of recovery

"limiting the disease", "decrease pain and improve symptoms" were

the answers that focused on illness symptoms. Disfigurement (n =

17) was a concern of predominately women with breast cancer, while
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"dependency" was mentioned by five patients. The meaning of the

treatment to their families was perceived to be "hope of recovery,

1imiting cancer spread" (n = 22) and "10ng term stressful

situation, discomfort and suffering" (n = 10). To nine patients

"financial disturbance" from the treatment was perceived to burden

the family. To the question who/what would help their illness, 37

patients answered "God" and 13 said, that only God knew why their

illness occurred now and not at another time.

These answers reflect the attitudes of these patients at the

one time interview which they had with the investigator whom they

did not know. Nearly half of the sample (n = 18) completed the

self-administered questionnaire by themselves, while the

investigator recorded in writing the replies of those who could not

write. The content of the answers was characterized by global

statements which are difficult to interpret without indepth

knowledge of the Egyptian culture and Arabic language.

In both studies (Taiwan and Egypt), the majority of patients

with advanced cancer indicated their belief that the treatments

would cure the disease. Another similarity was the fact, that most

of the questioned people had no explanation of what could have

caused their cancer. The threat to life and little hope of cure as

a meaning of cancer was shared by patients in both samples. Also,

the patients from both cultures hoped for good effects from

treatments and considered their therapies to be important.

(Summary Tables compiling major findings of the two studies are

included in Appendix A).
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The samples in both studies consisted of patients with several

different types of malignancies. The majority (70–75%) of the

patients had been diagnosed within the 6 months that preceded the

interview. The site of cancer as well as the time elapsed since

the diagnosis and the trajectory of the illness may contribute to

changing perceptions of the meaning of illness and therapies over

time. One time inquiries do not capture such changes. The

globality of many of the statements in these studies does not allow

for interpretations that may reveal specific cultural influences on

the subjects' perceptions and inferences of their illness. Both

studies give some general insight into how these patients

experience their situation, but the cultural impact on their

attitudes is difficult to identify.

For studies of this kind, to reveal specific cultural

influences on the perception/attitudes of /toward cancer and its

treatment, indepth interviews by investigators who are very

familiar with the specific culture and language (s) need to be done.

If comparisons between the responses of subjects from different

cultures are to be made, the investigators or investigative team

needs to include persons who are knowledgeable about the cultures.

Such investigators might have to be familiar with the two cultures

which are compared to each other, in order to point out the subtle,

but to patients highly important differences in the way of

thinking, conceptualizing, and in the use of language from one

culture to another.

In order to investigate the Taiwanese patients' perception of

their social network and support, Lindsey, Chen, & Dodd (1983) used
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a simplified version of the Norbeck Social Support Questionnaire

(NSSQ). The NSSQ asks the subjects to list the number of people in

their social network, to score the amount of affect, affirmation,

and aid (short and long term) which these people provide for them.

They are also asked to indicate the number of people and the amount

of support they have lost during the previous year. The subjects

in the Taiwanese study were not asked to describe the quality of

the support.

Of the 40 Taiwanese patients, 26 were female and 34 were

married. Nearly all of the sample (98%) lived with their families,

and 78% were Buddhists. Their age ranged from 17 to 77 years (mean

= 48 years) and their formal education ranged from 0 to 17 years

(mean = 5.8 years). The subjects in this sample listed a mean of

10.25 people in their network (range = 3-16). Sixty-two percent of

this network consisted of family/relatives (mean = 6.3 per

subject). An average of 1.02 friends, 0.6 work associates, 0.85

neighbors, and 0.67 health care professionals were listed as

providing support at the time of the investigation. The findings

also show a relatively stable network in which most of the listed

persons were known to the patient longer than five years.

Of the Egyptian cancer patients which were investigated by

Lindsey, Ahmed & Dodd (1983) 23 were female, and 90% were married.

They ranged from 24 to 60 years in age (mean age = 45).

Ninety-eight percent lived with their family. The years of formal

education ranged from 0 to 12 years; 19 subjects had no formal

school education. These Egyptian cancer patients were found to

rely on a stable social network (mean people listed = 14. 78; range

10 — 23).
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They had daily to weekly contacts with their listed persons, and on

an average, knew them longer than five years. Family/relatives

accounted for 57.5% of the network (mean = 8.4 per subject) and

provided the greatest proportion of total functional support (mean

= 66.2%). They listed a mean of 2.4 friends and 2.5 neighbors.

Nine listed one work associate, no one mentioned a health care

provider or counselor, only two listed a religious person as

providing support to them.

The data of both of these studies were compared to an American

sample of healthy employees (normative USA data). Such comparison

is based on numbers and percentages only. It is difficult to

interpret the findings, because the NSSQ has not been used to study

American cancer patients, nor do normative NSSQ data exist from

healthy samples in Taiwan or Egypt. Furthermore, questions arise

about whether connotations to words such as love, like, respect,

admire, confide, or friend versus neighbor or work associate are

similar in these cultures, and thus whether it is possible to

compare the findings from each culturally diverse group.

Inferences from such cross-cultural comparisons need to be done

with caution and demand interpretation from people who are

knowledgeable about the cultures that are compared to each other.

B. Conceptual Framework

In this study, the Swiss cancer patients' perception of their

illness, its treatment, and their social support were examined.

King's (1981) interactional model of nursing expanded by

integration of the theory of symbolic interactionism (Mead, 1964;
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Blumer, 1969) served as a framework for this study. To King, human

perception is a main determinant for the quality of mutual

interaction. For the symbolic interactionists it is the meaning

given by the individual to a perceived situation or experience

which will guide his actions to deal with that situation or

experience. Both, King and the symbolic interactionists consider

the interactions between an individual and others as crucial for

the development of the individual and his ability to deal with the

exigencies of life. Social networks and social support are part of

every individual's existence. Reciprocal interrelationships

between people are thought to influence the perception and

interpretation of reality by individuals and societies. Social

support is considered to be a potent influence on an individual in

any part of his life, but it has been found to be of special

importance during times of crisis, such as the experience of

cancer. Through the integration of these concepts, a frame is

shaped which may allow inferences to be drawn from prospective

study results as they pertain to nursing practice.

1. King's Nursing Model

King (1981), in her nursing model, conceptualizes human beings

as open systems, (personal systems), which interact with groups

(interpersonal systems) and society (social systems). These three

systems are influenced by each other through constant communica

tion.

The domain of the personal system is inclusive of the

following concepts: 1) perception, 2) self, 3) body image, 4)

growth and development, 5) time, and 6) space. Of these concepts,
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perception is the single most important. Analogous to systems

theory, perception is the response to input mechanisms such as

sensory stimuli which enable human beings to experience self, body

image, growth and development, time, and space. Perception,

therefore, is the fundamental concept upon which all the

interactions are based which take place between and within the

three systems.

The interpersonal system is described by King as being

composed of two to several interacting people. In addition to

concepts associated with the personal system, intermediating

concepts such as role, interaction, communication, transaction, and

stress impinge on the three systems.

Social systems are seen by King as dynamic, changing forces

which envelope personal and interpersonal systems. "Beliefs,

attitudes, values, and customs are learned with social systems,

such as family, school, and church" (King p. 114). Organization,

authority, power, status and decision making are significant

variables influencing social systems. Interaction, exchange of

information including support within and between these systems is

the main focus of this model. In Figure 1 the dynamic state of the

three systems is depicted.

Nursing is understood as being part of and influenced by the

interaction of these three systems. In fact, King defines nursing

as: "perceiving, thinking, relating, judging, and acting vis-a-vis

the behavior of individuals who come to a nursing situation."

The client comes to a nursing situation in order to cope with

changes in his health status, in a need to adapt to alterations in
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Figure 1. A conceptual framework for nursing: Dynamic systems.

Reprinted with permission from I. M. King, Toward a Theory for

Nursing, New York, John Wiley & Sons, 1971, p. 20.

his bodily functions, in patterns/tasks of daily living, and/or to

learn about health and its maintenance. He may be in need of

nursing services during termination of his life. Interpersonal

relations "characterized by holism, dynamisim, purposefulness, and

reciprocality" (King, 1981, p. 86) are understood to be the essence

of the process of nursing. Mutual perception of each other and the

situation by the patient and the nurse is the key determinant for

the quality of subsequent judgments, actions, reactions,

interactions, and finally, transactions.
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In keeping with the systems conceptualization of reality, King

views patients as human beings perceiving:

This

Mary

Jan

the world as a total person, in making transactions with
individuals and things in the environment. Perceiving
takes place in each person's concrete world and is an
essential part of living. Transactions represent a life
situation in which perceiver and thing perceived are
encountered and in which each person enters the situation
as an active participant and each is changed in the
process of these experiences
(p. 142).

interactional process is depicted in Figure 2.

Perception

Judgment

F- — — — — Feedback — — — — — ––
|
|
|* ,

Reaction—º Interaction —- Transaction

Action |

Judgment |
Perception |

|
— — — Feedback — — — — — ––

Figure 2 A process of human interaction.

Reprinted with permission from I. M. King, Toward a Theory for

Nursing, New York, John Wiley & Sons, 1971, p. 92.
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2. Symbolic Interactionism

Interaction is the process through which human beings arrive

at understanding of self and the world they live in. Symbolic

interactionism understands human awareness and the image of self as

created through the individual's interactions with others. At the

same time, interaction is a means to interpret and give meaning to

the surrounding world.

Symbolic interactionism is based on three assumptions: "1.

Human beings act toward things on the basis of the meaning that the

things have for them. 2. The meaning of things in life is derived

from or arises out of the social interaction a person has with

others. 3. Meanings are handled in and modified through an

interpretative process by people in dealing with the things they

encounter" (Wilson & Kneis1, 1979, p. 6).

Meaning emerges as a central concept from these premises.

Meaning is attributed to things and objects by human beings; it is

shaped and changed over time depending upon the individuals who

interact with each other and thus define the meaning of their

perceived reality. By the manner a person acts toward things and

objects he may reveal to others the meaning the things or objects

have to him. Through such action and interaction meanings are

created, re-interpreted and conveyed to others. "Symbolic

interactionism sees meanings as social products, as creations that

are formed in and through the defining activities of people as they

interact" (Blumer, 1969, p. 5). Behavior thus is related to or

derives from the meaning that a person assigns to the objects

things and experiences he is acting toward. It follows that in



24

order to understand a person's behavior, it is necessary to have

insight into the meanings he attributes to his perception of

reality.

Human beings interact with self and others. The ability to

create an image of self which serves as a basis for

self-interaction and self-evaluation is a mental process (Turner,

1982). The mind is considered to be the central feature for

humans, enabling them to perceive the existence of self and

society. The ability to interact within the self allows human

beings to gain the outlook necessary to act autonomously rather,

than to react automatically to a perceived situation. Symbolic

interactionism is interpreted as dynamic and interpreting "human

actors" as "not pushed or pulled around by social or psychological

forces, but as active creators of the world to which they respond"

(Turner, 1982).

A person's awareness of self develops through his interactions

with others. Self-image and self-concept are considered to be

results of such interaction; they are shaped through reactions of

others and become internalized early in human development and

socialization (Mead, 1934; Bloom, 1982). The influence of social

contacts on the development of the individual continues throughout

the 1ife span.

It is the interplay between an individual and others which

creates the rules and laws of society, and culture from which in

turn derive society's influence and control upon individual

behavior. "The institutions of society are organized forms of

group or social activity forms so organized that the individual
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members of society can act adequately and socially by taking

attitudes of others toward these activities..." (Mead, 1937).

The use of symbols enables human beings to communicate

effectively with each other if the meaning of symbols is agreed

upon. A wide array of symbols serve to convey messages containing

meaning from one person or one system to the other's. Essential

for satisfying communication and transactions is the agreed upon

meaning of the used symbols. A powerful and frequently used symbol

for exchange of human experience is language. Through it, ideas,

values, and the perceptions and interpretations of reality are

communicated from one individual to another, from one generation to

the next. Linking together the ideas about reality from many

individuals gives rise to encompassing social and cultural systems.

Purposeful communication within and among personal, interpersonal

and social systems relies heavily on individual and mutual

perception, similar interpretation, and shared meaning of

situations.

3. Perception and Meaning

The ability of humans to perceive and integrate their impres–

sions into a meaningful internal world is an extremely complex

process. The following definitions capture this complexity.

Perception involves subjective awareness, but
includes many other-than-sensory data resources. It
constitutes an internal model of the world.
Perception is an ongoing experience in
consciousness, usually coherent and convincing, and
as relating to behavior, compelling. Perception
includes the total mental contents of our
contemporary existence, including images as we
experience them from present stimuli, and images
that we may call up to consciousness from previous
experiences or imaginings. Perception includes the



26

motor option of which we are aware (Livingston,
1978, p. 19).

Perception is a process of organizing, interpreting,
and trans-forming information from sense data and
memory. It is a process of human transactions with
environment. It gives meaning to one's experiences,
represents one's image of reality, and influences
one's behavior (King, 1981, p. 24).

Both these definitions describe perception as an integrative

process. Impressions from the external environment, received

through the senses of vision, audition, olfaction and gustation

combine with sensations such as pain, touch, temperature, and

proprioception, which arise from both, the internal and external

environment. These sensory data become united with past

experience, memories, knowledge, feelings, and sensations to form

an internal, personal world of meaning. From this unique, personal

reality arises an individual's behavior.

Perception also relies on the function of the nervous system,

on consciousness, awareness and the mind's capability to combine

impressions, transfer memories from one point of time to another

and to create images. The quality and accuracy of perception

influence the creation of a meaningful internal world and this

internal world in turn will guide perception. Thus, the process of

perception and the creation of meaning is reciprocally influenced.

The perception of reality is considered to be subjective and

personal. The fact that human perception relies so heavily on

sensory input and its mental integration to a whole, is responsible

for the phenomenon that the same reality might be perceived quite

differently by different people, even though they may share similar

socio-cultural backgrounds and language.



27

The perception of self and the world around is subjective, but

also deeply notched by the individual's interactions with self,

others and society. Social support can be conceptualized as an

interplay between unique human perception and messages of concern

from others toward an individual. The value and effect of social

support emerge from the meaning which is attributed to it by the

targeted person.

4. Social Support

Social environment has been associated with life and work

satisfaction, as well as with the etiology of illness (Kahn, 1979,

Cassel, 1976). Social environment has also been found to be

protective against the sequelae of stressors and high life strain

on individuals (Cassel, 1976). The discussion about what the

characteristics and qualities of such social influences are, is

ongoing and focuses on two questions: a) what is the structure and

function of social networks, and b) what are the characteristics of

social support?

a. Structure and Functions of Social Networks. The facets of

social network structure are multiple, but they seem to converge on

the linkages that an individual has to others. The number of

involved people in a perceived network is one characteristic. The

proximity of each other and the reciprocity of action between one

person and others may be an indicator of quality. The geographical

distance between members and the frequency and kinds of contacts

between members, as well as the duration of one knowing each other

indicate further dimensions of social networks. Personal commit

ment and closeness between people may express the main function of
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social networks, namely, meeting the emotional needs of the

individual, giving economic support and a11owing for educational

and protective actions and influences (Pilisuk & Froland, 1978).

These latter characteristics of a social network's function are

also called social support.

b. Features of Social Support. Social support relies

basically on reciprocal giving and receiving of information and

aid. This contention implies that the perception of social support

is subjective. According to most interpretations, the main

function of social support is to satisfy an individual's emotional

needs, but includes also help to satisfy economic, educational and

protective needs. Weiss (1974) describes the characteristics of

social support as perceived by the receiver; feeling attached to

others and valued by them, being socially integrated, nurtured and

being able to rely on others and getting guidance from them. Cobb

(1976) interprets social support mainly as information given to a

person leading him to believe that he "is cared for and loved",

"esteemed and valued" and that "he belongs to a network of

' Two dimensions of aid,communication and mutual obligation.'

material and symbolic, are differentiated by Kahn (1979). Caplan

(1974) adds to this category the concept of help which is given to

mobilize a person's psychological resources in order to enable him

to cope successfully with difficulties he encounters. Kahn (1979)

combines some characteristics of social networks with qualities of

social support, creating the concept of "convoy." He adds to it

the dimension of movement, meaning the changing groups of people

who may accompany a person in different stages or situations of his

life.
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Social networks are tied into both, the interpersonal and

parts of the social systems. Boundaries between these systems are

overlapping and support may be offered to an individual by both

systems. The perception of being supported in a reciprocal process

arises in a complex exchange of interactions among people. It has

the potential to protect the individual from harmful stressors, or,

in times of crisis, to mobilize intrapersonal resources leading

toward growth and development.

5. Integration of the Concepts

King's framework and symbolic interactionism serve as a

background for the conceptualization of a cancer patient's/

client's* interaction with self and others. Of six concepts,

perception and self are chosen from the personal system, described

by King. They are suited to guide the examination of an

individual's attitudes toward cancer, its treatment, and his

perception of his social support. Cancer is understood to be a

stressor with symbolic meaning which impinges upon a patient's self

and the relationships he has with others (interpersonal system)

through communication and interaction. The quality of such

interactions with others from family, religious communities,

educational and/or work settings (social support systems) and their

effects on the patient are perceived by him as social support (or

lack of it).

The theory of symbolic interactionism explains the exchange of

human thoughts, feelings, and experiences within and among these

*These terms will be used interchangeably.
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systems by communicating with each other. In this process of

interaction the meaning of human experiences is shaped and changed

over time, thus creating means for the interpretation and

understanding of reality. This creation of meaning is

conceptualized as a continuous social as well as individual

activity which relies heavily on the complex process of human

perception. The meaning that a person ascribes to his experience

is assumed to influence his perception and to guide his subsequent

judgment, action, reaction, interaction and transaction. In Figure

3 these interrelating concepts are depicted.

-> .

Meaning Self
<-

Figure 3. Interrelationship of concepts
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The perception of social support by the patient with cancer

may be influenced by his illness experience; it may change

depending on his sensory functions, physical abilities, and/or

alterations in his internal world, throughout his time of illness.

The perceived quality of social support is a crucial variable for a

patient's ability to cope with the illness experience (Bloom,

1982).

In summary, the perception and meaning of cancer illness and

social support are subjective, derived from unique individual

experiences and arising from a unique personal world of meaning. A

patient will behave according to the meaning that perceived

experiences have to him. The influence of others may contribute to

changes in a patient's perception and interpretation of his

situation, and therefore, his possibilities to cope with it. In

the notion that others can question a person's attitude toward his

situation has the potential for therapeutic nursing intervention.
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CHAPTER III: Methodology

A. Research Method and Design

This descriptive, comparative study was conducted as a one

time survey. Data were obtained from a convenience sample of

cancer patients through structured interviews, utilizing three

questionnaires. Demographic and medical data were obtained from

the patients and from their medical records. Responses from the

interviews yielded both qualitative and quantitative data.

Internal validity: There was a threat to the internal

validity of the design by the presence of the investigator, a

person unknown to these patients prior to the interview. The

investigator's verbal and non-verbal behaviors may have influenced

the patient's responses. Since this study was conducted in the

clinical setting, other people present (other patients,

interruptions by people entering the room during the interview) or

distracting uncomfortable environments may have influenced the

patient's responses.

External validity: The fact that the sample was one of

convenience, referred to the investigator by medical/nursing

professionals, biases its representation of cancer patients in

Switzerland. Thus, the generalizability of the findings are very

1imited. Narrow geographical distribution (three cantons (states)

in the German speaking part of Switzerland) might also be a

limitation to generalizability.
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B. Description of the Research Settings

The sample was composed of 45 patients who were treated in

three medical centers (two university hospitals, one teaching

hospital) of 1076, 1300, and 1000 beds, respectively, in the German

speaking part of Switzerland. In all three hospitals, the

oncological departments provided subjects, in one hospital patients

were also referred from surgical and medical units. At the time of

the interview, 24 patients (53.3%) were hospitalized, and 21

(46.7%) were treated or had follow-up visits on an ambulatory care

basis. A11 three hospitals served as medical centers for the

cities and cantons (states) in which they are situated, as well as

for adjacent cantons and one adjacent country (Lichtenstein)

without such facilities. Ten patients were referred from one

university hospital, 11 from a teaching hospital and 24 from

another university hospital. The interviews were conducted in the

patient's room, treatment rooms, or any other room that was

available. One person was interviewed in her home.

C. The Sample

1. Human Subjects Assurance

The patients were given an overview of the study by their

nurses or physicians and asked if they would be willing to meet

with the investigator. Potential subjects at the subsequent

meeting were informed by the investigator about the purpose and

content of the study, including assurances of confidentiality,

anonymity, and the right to refuse to participate. If they agreed

to participate, they signed the consent form (see Appendix B).

The study and the consent form had previously been approved by the
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Human Subject's Committee of the University of California, San

Francisco.

2. Nature and Size

The sample consisted of 45 patients who were diagnosed with

breast or lung cancer. For description of the sample see Chapter

IV.

3. Criteria for Sample Selection

The following criteria were used for the sample selection:

– be 18 years or older;

- live in Switzerland for at least 5 years;

- understand (Swiss) German (verbally and in writing); and

- be mentally competent, able to answer open ended questions

about perceptions and meaning of cancer illness and its

treatment (Dodd, et al. 1983), and able to complete the

Norbeck Social Support Questionnaire (NSSQ) (1982).

– have been told their cancer diagnosis

- previously or concurrently being treated with either

surgery, radiation therapy and/or chemotherapy.

D. Techniques for Data Collection

The investigation was conducted during August and September

1983. A11 patients were interviewed by the investigator. After

the patient signed the consent form he/she was asked to respond to

the Attitudes Questionnaire which included four open-ended items

(Appendix C, items #1-4, meaning of illness to patient/family,

meaning of treatment to patient/family). These questions were

asked by the investigator in Swiss German (spoken language). The

patient was invited to convey his/her thoughts on those questions
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to the investigator who recorded main concepts, sentences and

thoughts of the responses. After the completion of these

questions, the patients answered five demographic items from a

modified questionnaire (see Appendix D) used by Dodd, Chen, Piper

and Lindsey (1983) in a previous study. This demographic

questionnaire was completed with additional data obtained from the

medical records. In a last phase of data collection, the patient

was asked to read or was read the NSSQ (see Appendix E). The

questionnaire was completed by 42 subjects, (3 refused), 17

completed it themselves, 25 dictated their responses to the

investigator. Five people requested more time (1 to 2 days) to

fill in the questionnaire, two of the patients took it home and

returned it by mail. For the remaining participants, the

investigator was present throughout the time of their completing or

dictating the NSSQ questionnaire. After having met with the

patient (or during the next free time within the following 12

hours) the interview write-ups were completed by the investigator.

E. Instruments, Validity, Reliability, Utility

1. Attitude Questionnaire (Dodd et al. 1983)

This questionnaire was used to obtain subjective data from the

subjects (see Appendix C).

Validity: "refers to the degree to which an instrument measures

what it is supposed to be measuring" (Polit & Hungler, 1978). Face

validity assumes that each member of a population/sample is a valid

informant about the subject of the inquiry (Brink & Wood, 1978).

This instrument appears to yield the data which it is designed to

elicit. It has been used in two previous studies and has been
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translated into Chinese (Mandarin) (Dodd, Chen, Piper, & Lindsey,

1983) and Arabic (Dodd, Ahmed, Piper, & Lindsey, 1983). In either

study the investigators did not report that any patient had

difficulties with the questionnaire.

To establish validity of the German translation, three people

(German anthropologist who has an American earned Ph.D., a German

born doctoral student in nursing, and a Swiss teacher for English

and German) who are fluent in both languages were asked to

determine if the content in German was identical to the English

original. They confirmed the identical meaning of the translation.

Content nor Construct validity have been established. Reliability

"is the extent to which the measure gives consistent results"

(Brink et al., 1978). The stability of the answers yielded by the

instrument may be low on test-retest due to the subjective and

dynamic nature of attitudes and perceptions. Patients may give

varying responses, depending on their perception of the situation,

and the stage of their illness. The test-retest method of

establishing reliability has not occurred due to the one time

interviews conducted in previous research.

2. Demographic Questionnaire (Dodd et al. 1983)

This questionnaire was slightly modified because of the ethnic

homogenity of the Swiss population (Caucasians), differentiations

are made in terms of nationality. Therefore, nationality was used

instead of ethnic background. It is somewhat inappropriate in

Switzerland to indicate one's yearly income; therefore, the

subjects were asked to indicate their monthly income. (These

answers were then multiplied by 12 to yield a yearly income and
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divided by 2 to give an approximate value in U.S. dollars). The

religious preference was added to the questionnaire because it may

influence a person's attitude towards his illness. The term

illness replaced the word "cancer" on the questionnaire. The

investigator used the word (s) that the patient had used previously

in the interview to ask this question. Items 1-9 included

demographic data: age, sex, nationality, religious preference,

marital status, living arrangements, education, occupation/

profession and income. Items 10–23 included medical information

such as diagnoses, prognosis, previous and current treatments, and

the patients' perceived performance status (see Appendix C).

3. Norbeck Social Support Questionnaire (Norbeck et al. 1981).

This questionnaire elicits subjective information about a person's

perceived social network and social support. This questionnaire

first asks the subject to "list each significant person in your

1ife now" and to specify his/her relationship to that person.

Subsequently, the subject is asked to provide further information

about those people he/she has listed. This information is

organized into three categories: "Total Functional", "Total

Network", and "Total Loss." The ratings are marked on 5 point

Likert rating scales specific to each item. (See Appendix D).

Validity

Concurrent validity was tested by comparing responses on the

NSSQ with those on the Cohen and Lazarus' Social Support

Questionnaire. Both tools were administered to 42 graduate nursing

students. No significant relationship was found between tangible

support and aid, but a significant negative relationship (-.44) was
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found between Total Loss and tangible support. A low significant

relationship (.33) was found between informational support and

affirmation, but a stronger significant correlation (.51) was

obtained between emotional support and affect. Emotional support

was also moderately related to each functional subscale (.44 to

.56) but not to Total Loss. In a second test of concurrent

validity the NSSQ was administered to 55 female graduate nursing

students, together with the Personal Resource Questionnaire (PRQ).

"Medium levels of association (.35 to .41) between the functional

components of the NSSQ and the PRQ were found, and lower yet

significant levels of association between most of the network

properties of the NSSQ and the PRQ were established" (Norbeck, et

al., 1983, p. 8). Construct Validity was established by testing 75

graduate nursing students. The NSSQ was compared to the Profile of

Mood States, in which six mood states (anxiety, depression, anger,

vigor, fatigue, and confusion) are measured by a 65-item adjective

rating scale.

None of the mood subscales or the total mood disturbance
scores were significantly related to the NSSQ functional
subscales (range: .03 to . 10), Total Functional (range:
.03 to . 16), or Total Network (range: .02 to .20). Total
Loss showed a low but significant relationship to the
depression subscale (.24) and to the confusion subscale
(.26) both at the .05 level (Norbeck, et al., 1981,
p. 268).

Total negative mood score, used as a dependent variable with the

three main NSSQ variables and the negative life experience score

from the Life Experience Survey in a multiple regression analysis

showed no significant results. The functional variable showed a

significance of .06 in predicting total negative mood. The

unexpected lack of a relationship between negative life experiences
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and social support make the interpretation of such associations

difficult. "Construct validity is demonstrated by the

statistically significant correlations between the NSSQ subscales

and composite variables and the FIR0-B constructs of need for

inclusion and affection," (demonstration of convergent validity)

"but not between the NSSQ and the construct of need for control"

(demonstration of divergent validity) (Norbeck, et al., 1983). The

social desirability response bias was tested with the Marlowe-Crown

Social Desirability Scale and was ruled out as a contributing

factor in this group of subjects (Norbeck, et al., 1981).

Reliability. The NSSQ was tested on 75 first year graduate (M.S.)

students in nursing and re-tested after one week on 67 students.

The functional and network reliability coefficients were .85 and

.92 (p. < .0001), for loss of persons it was .83 and for lost

support .. 71 (p. < .0001) (Kendall Tau B correlation coefficients).

Norbeck et al. (1981) established the Internal consistency:

through intercorrelations among all items. The correla
tion between the two affect items was .97; between the
two affirmation items, .96, and between the two aid
items, .89. The affect and affirmation items were also
highly related (range: .95 to .98) suggesting that these
two functions might not be distinct. In contrast, the
aid items had lower correlations between the affect or
affirmation items (range: . 72 to .78). The three network
property items – number in the network, duration of
relationships, and frequency of contact – were also
highly related to the functional properties of affect and
affirmation (range: .88 to .97) and moderately related to
aid (range: .69 to 80). The correlations among the three
network property items ranged from .88 to .96. There
were no significant relationships between 10ss items and
any functional or network property items; correlations
among loss items ranged from .54 to . 68 (Norbeck, et al.,
1981, p. 267).

Sensitivity and stability were tested; the NSSQ was

administered again to 44 graduate nursing students after a period
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of seven months. It was found that the stability of the tool was

high, but, as expected, lower than after the one week, re-test.

The instrument appeared to be sensitive to changes in the student's

networks over time.

The utility of the three questionnaires has been shown by

their use in two previous studies for Dodd et al.'s. Questionnaire

(in Taiwan and Egypt, 1983), and in three studies using the NSSQ

(in the USA, Norbeck, et al. 1981; 1982; and in Taiwan and Egypt by

Lindsey, et al. 1983). No problems of their use by the subjects

have been reported.
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CHAPTER IV: Results

In this chapter the sample demographic and illness

characteristics will be presented. The patients' responses to the

meaning of having cancer and receiving treatment will be discussed,

as well as the patients' perceptions of the meaning ascribed to

their illness and treatment by their families. Information

obtained from scores on the NSSQ will be presented and then

compared to the patient's responses of the meaning of their cancer

and its treatment.

A. Demographic and Illness Characteristics

Forty-eight patients diagnosed with cancer were invited to

participate in the study. Two people refused and one person was

too confused to participate. Of the 45 who consented to

participate, seventeen (37.8%) were males, and 28 (62.2%) were

females. The mean age was 57.9 years (range 29 to 79). Forty-one

subjects were Swiss, two had Austrian origin (married to Swiss),

one was German and one was Italian, but born and raised in

Switzerland. All patients indicated that they were either

protestants (n = 29) or Roman Catholics (n = 16). Eighteen of the

patients lived only with their spouses, 15 11ved with their

families, 10 lived alone, and two had other living arrangements.

The years of education ranged between seven and 19 years. Eleven

women were housewives, another ten women stated that they had

occupations in addition to being a housewife, ten men were blue

collar workers, five women were nurses. The remainder of the

sample (mostly men) consisted of employees, secretaries,

self-employed people, and one economist. None of the sample
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indicated "retired" as their occupational status, although 10

subjects were older than 65 years (65 is the age of official

retirement for men, 62 for women). The subjects and/or their

spouses earned $6,426 to $50,000 per year (mean=$21,450;

SD=$10,244; n=33 subjects who answered this question). The mean

per capita income in Switzerland in 1981 was $12,738 per year

(Schweizerische Bankgesellschaft, 1982). Twelve patients chose not

to report their income.

Twenty-five patients had breast cancer and 20 had lung cancer.

The estimated incidence in Switzerland in 1976 was: breast cancer:

101/100,000 population, lung cancer 84/100,000 population (Glaus,

Jungi & Senn, 1982). These two cancer sites are included in the

four cancer sites that have been identified as causing the highest

absolute death rate in Swiss cancer patients in 1979; along with

colorectal and stomach are the two other cancer sites (WHO

statistics, 1981). At the time of the interview, these patients

had been told their cancer diagnosis anywhere from 1 to 154 months

(mean=29. 5; SD=42.3). Advanced disease was found in 89% of the

sample and 11% had limited disease. Twenty-five patients thought

that the treatment would cure their disease, 11 did not know, and

nine believed the treatment would not be curative. Eight of the

nine patients who did not think that their cancer could be cured

had advanced disease. All of the subjects who did not know, had

advanced cancer as well. Thirty-four patients had surgery, 20

patients had radiation therapy (RTX) and 33 had received

chemotherapy (CTX). Eight subjects were treated with one mode of

therapy (surgery, RTX, CTX) only, whereas 33 had combined treatment

modalities. On the Karnofsky Performance scale, this sample scored
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a mean of 67% (ambulatory and capable of all self-care but unable

to carry out any work activities; up and about more than 50% of

waking hours). The subjects' perception of capabilities in

performing activities of daily living ranged from 25% to 100% on

the Karnofsky Performance scale (Karnofsky, 1952).

Of the 45 patients who participated, three refused to complete

the NSSQ. One person expressed concern as to the possibility that

the people whom he "graded" might learn about his judgment; one

person felt that these questions were too intimate and that they

did not pertain to her having cancer; one person felt too weak to

fill in the questionnaire or to dictate the information. For

detailed demographic and health status related characteristics for

the 45 and 42 participants in the two parts of this study see Table

1.

B. Content Description and Analyses of Patients' and Families'

Attitudes About Cancer and its Treatment as Perceived by the

Patients.

Question I: "What does having this illness (cancer) mean to you?"

Two themes were expressed: The meaning for themselves and the

impact on their relationships.

a) Meaning for themselves: Patients commented on their feelings

about their experiences and gave a chronological order to their

reactions.

Fourteen people spontaneously referred to the shock at the

time of diagnosis. Eight patients had been told their diagnosis

one to several years ago and the remaining six had been told only a



Table 1. Demographic and Health Status Related Characteristics of
the Sample

Demographic Sample N = 45 Sample N = 42
Characteristics (NSSQ)

n % In %

Gender: Males 17 37.8 16 38. 1

Females 28 62.2 26 61. 9

Nationality: Swiss 41 91. 1 38 90. 5

Austrian (born) 2 4.4 2 4.8

German 1 2.2 1 2.4

Italian 1 2.2 1 2.4

Religion: Protestant 29 64.4 28 66.7

Roman Catholic 16 35. 6 14 33.3

Living Arrangement:

with spouse 18 40 17 40.5

with family 15 33.3 14 33.3

alone 10 22.2 9 21.4

other 2 4.4 2 4.8

Marital Status: married 31 68.9 29 69.0

widowed 10 22.2 9 21.4

single 2 4.4 2 4.8

divorced 2 4.4 2 4.8

Occupation: Housewife 11 10

Housewife + ×46. 6 *47. 0
other

occupations 10 10

Blue collar 10 22.2 10 23.8

Nurse 5 11.1 5 11.9

Other 9 20. 0 7 17.2

*Total percentage of housewives
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Table 1. (continued)

Demographic Sample N = 45 Sample N = 42
Characteristics (NSSQ)

In % n %

Med. Diagnoses other than
cancer: None 15 33. 3 13 31.0

Gastrointestinal 5 11.1 5 11.9

Cardiovascular 5 11. 1 5 11.9

Genitourinary 3 6.7 3 7. 1

Psychiatric 3 6. 7 3 7. 1

Pulmonary/Cardiovascular
/skin 2 4.4 2 4.8

Other 12 26. 7 11 26.2
(Pulmonary, endocrine,
orthopedic, CNS,
substance abuse, allergy,
mastopathy and all of the
above combined in each
category)

Cancer Diagnosis: breast 25 55.6 24 57.1

lung 20 44.4 18 42.9

Prognosis: advanced 40 88.9 37 88.1

limited 5 11.1 5 11.9

Knowledge of Expected

Treatment Outcome :

Cure? yes 25 55.6 24 57.1

no 11 24.4 10 23.8

Do not know 9 20. 0 8 19.0
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Table 1. (continued)

Demographic Sample N = 45 Sample N = 42 (NSSQ)
Characteristics

n % In %

Previous or Current

Cancer Treatment:

surgery 34 75. 6 31 73. 8

RTX 20 44.4 19 46.2

CTX 33 73. 3 32 76. 2

Demographic Sample N = 45 Sample N = 42 (NSSQ)
Characteristics

Mean SD Range Mean SD Range

Age (years) 57. 9 11 29–79 57.8 10. A 29–79

Formal Education 10.4 2.9 7–19 10. 2 2.5 7–17

(years)

Income $ per year || 21,450 |10,244 6,426–50,000 || 21,450 10,244 6,426–50,000

Cancer diagnosis
known in months 27.8 || 41. 3 1-154 29. 5 || 42.3 1-154

Number of CTX 3.5 1.5 1–6 3.5 1.5 1–6

agents

Karnofsky Perfor
mance Status 67.1 21. 7 25–100 67.7 20. 7 30-100
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few months previously. Eight people used the word "shock", but the

experience was described also as "a lightening out of the blue

sky", "being knocked over the head", or "as if the world would stop

existing."

Retrospection had two dimensions: People reviewed their lives

from before being told the diagnosis and some people who had cancer

for a longer period looked back to their lives with the illness as

well. In looking back to their previous lives, patients assessed

their attitudes, relationships, work, and important life

experiences; they tended to relate previous experiences to their

getting cancer. Examples of such connections will be presented

throughout the description of these data. Loss emerged as a major

theme: 14 people felt that they could not work as they were able

to before the illness. Other losses were mentioned: reduced

physical strength, diminution of self-worth, changes in body image,

dependency on others, and social losses. For example, in their

life-reviews, patients commented that: "I was able to help others,

now I need help to lace my shoes", "I am not whole any more", "I am

"people fled from me."an old woman now" and

The future was viewed as uncertain by the majority of the

patients. The fear of dying was mentioned by 12 people explicitly,

and indirectly it appeared in responses such as "I have not long to

1ive", "The worst is to think about the future of my two small

children" or "my wife who has multiple sclerosis still needs me."

Both the retrospection and future orientations were

accompanied by a wide array of feelings. Anxiety, despair,

loneliness, resignation, and hope were expressed. The patients'
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processing and resolving the cancer experience included a diversity

of responses: "I have to resign myself to the situation", "I see

the future months/years of life as gifts." One patient's comment

"I hope that having the illness will save my daughter from getting

cancer" contained elements of bargaining and hope, at least for her

daughter. Another patient was ready for a sacrifice: "If I want to

live, I have to make a sacrifice", which meant to lose her right

arm due to metastatic lung cancer.

Different attempts to deal with feelings were expressed. (See

also Question III, the patients' perception of cancer treatment,

for what was considered helpful). Suicide (verbally expressed) was

contemplated by three people. Denial responses showed two trends:

self-protection reactions such as "I just don't want to think about

it (illness) all the time." This attitude allows the person to get

on with normal life and adjustment, after having taken the

necessary actions to treat the disease. Reactions with potentially

detrimental impact on their lives were displayed by two women.

They had concealed their knowledge of changes in their breasts from

everyone for one and three years, respectively. Feelings of guilt

and fear from this secretive time, as well as relief that treatment

was finally introduced were facets of this life threatening use of

denial.

Twelve women and one man who had a cancer diagnosis (11 breast

cancer and two lung cancer) for several years saw the illness as

the force that challenged their previous world view and perception

of self. They described themselves as able to "live more

consciously", to "appreciate life more", to "see beyond the
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superficial layer of things" and to have learned to take some more

time for themselves in order to meet their own needs. More

assertiveness was a further change resulting from their illness.

b) Meaning to relationships: Patients referred to their

illness as the stimulus for either improvement (more caring,

closeness) or, to greater strain (role changes, more assertiveness

by patient) in their relationship to others. Under Question II

the impact on relationships will be described in more detail.

Questions Ia: "What do you think caused your illness? Why did

your illness happen now and not at another time?"

This question yielded two main categories of perceived

causation: internal, and external. Patients' ideas about the time

of the illness onset are reflected throughout their responses.

Within the internally focused causation factors there were

three themes: psychological, behavioral and genetic.

a) Psychological: Twenty-two patients attributed, to a

variable extent, psychological factors to their getting cancer.

Seventeen patients said that suffering over many years (unhappy

relationships, psychological stress, worries, anger, anxieties)

were contributory causes to their getting cancer. Nine people

associated the death or loss of a partner, friend or son to their

development of cancer, or to the recurrence after a disease free

interval in their illness. "Bottling-up" of one's feelings, an

inability to share feelings with others (n = 8) and attraction of

the illness by thoughts or unconsciously (n = 2) were reported as

possible causes. Two women felt that their breast cancer was not
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random, but that it had hit a part of their body which they had

denied or not accepted before.

b) Behavioral: Smoking was mentioned as a probable cause of

lung cancer by 13 lung cancer patients, one woman considered it as

contributory to her breast cancer, and one man denied that smoking

was a cause for his lung cancer. Smoking as a possible cause was

alluded to with some reluctance by some patients such as, "the

doctor said that, 'this is not the cause', or "smoking as causing

cancer is not proven." However, many patients (mostly lung cancer,

but also one breast cancer patient) had stopped smoking at the time

of diagnosis and/or treatment.

c) Genetics: Heredity and lowered resistance were assumed to

be causal or contributory to the illness by twenty patients. In

many of their families, cancer had already been diagnosed in other

family members. Two women thought that cancer skipped one

generation and that by them having cancer, it would save their

children from having it. The notion of being specifically

vulnerable in one's fifties was expressed by two people.

Within the externally focused causation factors there appeared

to be no discernible themes. Hard physical work was mentioned by

seven patients. Fumes, asbestos, environmental pollution; sunburn,

x-rays; viruses; flu; child birth and the interventions of a

masseur were attributed as possible causative factors.

Environmental pollution and work hazards such as fumes, exhausts,

asbestos were explanations by the men who had been exposed to these

irritants at their work place.
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Most of the subjects gave responses which were not mutually

exclusive, both internal and external causes. However, they seemed

to have quite a clear picture of what they thought caused their

disease. The high frequency of psychological explanations seemed

to reflect an awareness of how interlinked mind and body are. One

woman said that she used to feel "1ike a knot" while under stress

or distress, "everything within myself was tied up." She used the

word "knot" (in German also used for 1ump) when she referred to the

cancer in her breast. With the choice of her words she indicated

an even stronger association.

The causative factors as reported by this sample of patients,

can be also interpreted as a) caused by their own behaviors, and b)

caused by events beyond their control. Heredity, genetics, lower

resistance as well as certain environmental hazards could not have

been controlled by individuals. On the other hand, the individual

could feel accountable for smoking and for psychological coping

mechanisms.

Question II: "What does your having this illness mean to your

family?"

Patients perceived their illness as having an impact on their

families on several interlinked 1evels: feelings, relationships,

roles/work, and other.

a) Feelings: Deep concern of the families toward the patients

was expressed 42 times during the interviews: "terrible", "very

worried", "my wife could not survive without me", "they realize

when I'm better or worse" were some of the descriptions.

b) Relationships: Patients referred to the illness as having

accounted for changes in their relationships, either by improving
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them or having a derrogative influence on them. However, some

people felt that there had been no change. Fourteen people

expressed positive changes in relationships. "We learned to care

for each other"; "without the illness, I would never have

experienced my husband's and my children's support"; "before,

everyone in our family went his own way, now we want to be together

more often" were comments which reflected greater family cohesion.

One man who did not feel supported by his family said: "The

illness has positive outcomes for them (family): e.g. that I will

be more at home, will have more time for them, that I can dedicate

myself more to them." A more negative impact on relationships was

described by six people: "My husband feels abandoned, now that he

has to take care of himself," "My husband has difficulties in

accepting that I fight more for my own opinions now", and

"discussions and fights" followed role changes in a couple as the

husband had to take over household chores and was allowed less time

to spend with his hobbies. No changes were perceived by 12 people,

for them life went on as before. However, patients had different

explanations for this fact. Five patients said that their

significant others did not express their concern in order not

to burden the patient with their worries. Four people felt that

family members were just too busy with their own lives, or, that

their significant others could not care less, because the

relationships were poor (n = 2). Four patients said they did not

know what their families thought, that they would have to ask them.

The patients' communications with others depended greatly on how

the family and others were able to process their experiences with
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the illness. Two patients felt that others saw them as a

"malingerer" or, that others did not believe them when they felt

badly "because this illness is invisible."

c) Roles/Work: That husbands and children and some neighbors/

friends had to become more active in household chores was an event

that was frequently reported (n = 20) by women who usually were

responsible for these tasks. In three families, the care of

another sick family member had to be taken over by someone else,

because the main care giver had cancer. One wife had to learn to

work with a computer in order to save the family business. Work

increased for many family members: besides the increased home

work, driving to and from the hospital for treatments and visits

was mentioned by 10 patients, one son did daily dressing changes

for his mother, and two farmers had to farm without their wives'

help.

d) Other: Changes in behavior were made as a reaction to the

patient's illness by three daughters: "My older daughter stopped

smoking, the younger reduced to ten cigarettes per day" and "my

' Two mothersdisease influenced my daughter to become a nurse.'

described their daughters (11 and 17 years) as so worried that they

somatized their mother's illness by feeling a lump in their own

breasts as well.

Question III: "What does your treatment (surgery, radiation

therapy, chemotherapy) mean to you?"

Patients were not asked to differentiate between present and

past experiences with these treatments. Two aspects of their

experiences were expressed: the physical and the emotional

responses to cancer treatment.
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a) Physical: Radiation therapy was perceived as being helpful

by 10 patients: it helped breathing, mobility, and strength. This

treatment relieved pain and enhanced the hope for cure in eight

patients. Loss of appetite, esophagitis, failing to reduce the

tumor size, skin burns and great tiredness were the experienced

side-effects that made 10 patients uncomfortable.

Compared to radiation therapy, chemotherapy was perceived to

be less beneficial. Eighteen times unpleasant side-effects were

mentioned: hair loss, "feeling terrible", "consuming me", "tired",

"makes me sick" and causing diarrhea or constipation as well as low

blood counts. Chemotherapy was seen as ' 'poison", "aggressive",

"horrible", "doing more harm than good", thus as inflicting more

morbidity, by the majority of patients who were receiving or had

received this treatment. However, two patients felt they tolerated

these drugs well, and one patient felt her breathing capacity had

improved.

Surgery was seen as a means to "make me healthy", "as mending

everything" or "to diminish pain", by five patients. Five patients

were disappointed that surgery proved impossible or unsuccessful.

It was also perceived as mutilating by eight of the women (out of

25) who had undergone a mastectomy.

Hormone therapies were the least commented upon. Of the 17

women who were treated with hormones (Tamoxifen, Prednisone), three

mentioned, that it was easy to take.

The effects and side effects of the above mentioned different

treatments were, to many of these patients, disruptive to their

daily activities and to their sense of well being.
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b) Emotional: Hope was associated with the cancer treatments

for 15 patients. People expressed a variety of forms of hope, i.e.

for: "10cal cure", "that I will improve", "that I can tolerate the

pain better", "that drugs will impede cellular growth" and "that

many of us and future cancer patients will be saved." Fears were

also expressed: four women feared losing their hair from

chemotherapy, one woman was afraid of radiation therapy "because of

' Treatment meant for manyits radiating effects on others.'

patients dependency on the clinical staff and thus also from others

in regards to transportation (n = 11). The realization of how

dependent she had been on the health care system was expressed by a

women, who, after one year of chemotherapy was discontinued: "I

felt high uncertainty and suddenly left entirely by myself, without

close supervision. It was like a sudden void in my life." One

woman felt obligated to accept treatment "because I'm not allowed

to commit suicide by my religion."

Question IIIa: "What or whom do you believe will help your

illness?"

Patients referred to self, others and religion as supportive to

their coping.

a) Self: Fifty comments such as "my own will and faith", "to

be informed", "positive attitudes and thinking" emphasized the

importance these patients ascribed to their own attitudes. Work

and going back to normal life for distraction from pondering about

their situation was perceived as being beneficial to five people.

To eat well, to eat special food "in order to stay strong" or to

drink herbal teas was mentioned as being helpful five times.
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b) Others: Confidence or trust in the physician (s) was

mentioned as helpful fifteen times. Good relationships with health

care workers was perceived as helpful fourteen times. Dialogue and

cooperation with the physicians were viewed as important twelve

times, while six people thought it was good for them to follow

exactly the orders they had been given by health care providers.

The families' caring and open communication with family members and

friends were underscored nine times. Fifteen patients felt that

others did support them by visiting, praying for them, and by

hoping for and with them for a favorable outcome. Four patients

felt that other people's "bad councels" to try alternative

treatments were not helpful. Three women said they would not join

a mastectomy self-help group because they either wanted to cope by

themselves or they were afraid to become upset with others who were

in worse condition then they were.

c) Religion: To seventeen patients, faith in God and prayer

were important sources of experienced help.

Question IV: "What does your treatment mean to your family?"

The meaning of treatment to their families, as these patients

perceived it, contained similar themes as the patients reported for

themselves. Relief that treatment is given was mentioned 13 times;

hope and trust in physicians, treatment and the patient's progress

was expressed 10 times. Four patients did not know what their

family members thought, four did not talk about these concerns with

their families and five patients said that their treatment was

nothing special to their families. Twelve people said that their

therapies meant more work (driving, accompanying) for others.
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Additionally, 1ess income for the family was mentioned by two

patients. One woman thought that the treatment meant for her

husband that he had to pay for it to keep his wife alive "as the

cheapest housekeeper he can have." One woman's family suffered

from her "bad tempers" after chemotherapy.

Overall Coping Patterns

From the patients' reports of their meaning of cancer and its

treatment, five patterns of coping approaches of dealing with the

cancer experience were discernible: denying, giving up, resigning,

accepting, integrating.

a) Denying: Two men with lung cancer viewed their illness as

a break down of a weak part of their bodies. They identified both

internal and external factors (smoking, genetic disposition and

environment) as causing their illness. In their interpretation,

the illness was an unpleasant, but transitory event in their life.

Illness had some connotation to a mechanical breakdown for them, it

just had to be repaired. They hoped that life would go on as

before, once the repair had taken place. Both men were in an early

phase of their disease trajectory: two months and seven months

after diagnosis.

b) Giving up: Six patients expressed feelings of being

rejected by others, feelings of 10neliness and difficulties in

finding understanding and relief in communicating with others.

Comments were: "Emotionally I am at my end. I am mostly by

myself... I think I'm going to die soon, it's my biggest wish", or

"I cannot complain to the children. I'm entirely alone, to die

would be a deliverance for me." A woman described her inability to
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cope with 11fe by herself. After the death of her husband who was

her only support, she felt "if I had opened myself to others, I

could have worked it (grief, illness, problems) out. I carried a

key to myself around my neck which I have lost. So I stayed closed

' For the patients who had "given up", death seemedtowards others.'

more attractive than 11fe, even if physical distress was not

mentioned or observed by the investigator. However, these people

experienced mental anguish. All of these patients saw external

factors as the possible causes of their illness. Psychological

stress (internal) was mentioned by only two people, four thought of

smoking (internal) as a cause in this group. Four patients had

known their diagnosis for 1ess than six months, two patients knew

of their cancer for two and 11 years, respectively.

c) Resigning: Nine patients felt that "one has to resign

oneself to the situation", or that "one has to come to terms with

it (illness)." They expressed few expectations for the future and

tended to assume a rather passive stance towards what was happening

to them: "I have no choice but to resign to it", or "one hopes

that the illness is going to improve, but it may not. One has to

anticipate a short life."

They tended to perceive their spouses and/or families as

distant and not really knowing what was going on with them: "I

would have to ask them", or "my wife takes it (illness) as it is.

What else should she do? She cannot help me." Patients in this

group too, thought that external and internal causes were

responsible for their getting cancer. Seven people had been

diagnosed within the previous eight months, two knew their

diagnosis for several years.



59

d) Accepting: The approach of acceptance, was characterized

by the patients' more personal and active coping styles. These 21

accepting people tended to see some future for themselves, even if

their roles, occupation and outlook to life would differ from what

they were used to before the illness: "As long as we still have

things to fulfill, we stay alive", or "I am still able to walk, for

how long, I do not know... but it could be much worse." People

displaying this pattern felt needed by others and supported by

them, "eighty-five people visited me during the four weeks of my

hospitalization: a sign that I am still wanted", or "they want me

to live" expressed such perceptions. For some of these people the

illness had had a beneficial impact on family relationships or they

discovered that others cared about them: "I would never have

experienced their help and support if I had not been sick."

Internal and external factors were seen as possible causes of their

illness by these patients. Eleven patients were diagnosed within

the last eight months; ten patients knew about their cancer

diagnosis for longer than one year.

e) Integrating: Acceptance on still a higher level was

characterized by the patients' intergration of the illness

experience into their life, their activities, their being

themselves. These seven patients perceived themselves and the

world as having changed. Values had changed for them from being

more materialistic to becoming more human or spiritual. They found

new meanings in their life; illness was perceived also as a chance

to grow, to mature, to "leave the surface of life and to learn

about deeper things." In one woman's words: "Before the illness I
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tried to adapt to everyone's expectancies. As I started to live

for my own satisfaction... I met a lot of precious people. Now

there is so much I want to do, much less I have to do." These

people felt supported by their significant others. It seemed as if

they had transcended their experience, as if the remainder of their

lives (which was limited for some) was more meaningful, more

satisfactory to them, than it had been before the illness. A11 of

these patients were women who had 1 ived with their cancer diagnosis

for two to thirteen years, they all, with one exception, suffered

from breast cancer. They listed external and internal factors as

probable causes of their illness.

C. Results: NSSQ

The NSSQ yields information from three categories: network

properties, functional properties, and the number of people and

perceived amount of support lost during the previous year. The

following findings reflect the information which was obtained from

the 42 subjects who completed the NSSQ.

1. Network Properties

The assessment of these properties consists of listing the

people in the network, the length of time these people are known

and the frequency of contact with these people. The patients in

this sample listed a mean of 9.3 persons as being important to them

currently (range = 1-24; SD = 5.5). Family members were listed

more frequently than any other category of people, two subjects

(4.8%) did not list a single family member or relative.

Thirty-five (83.4%) subjects listed from one to eight family

members, four listed 11 to 14, one person 1 isted 22 in this

category. One to five friends were 1isted by 43.9% of the sample,
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24 (56.1%) did not list any friends. Work or school associates

were listed by 14 (33.3%) of the subjects. None of the subjects

listed a counselor or therapist. The category "others" comprised

the following descriptions: 1awyer, other people, members of

clubs, minister's wife, janitor, daughter's teachers and dogs, as

well as cats, (n = 4). Most of the people knew the persons they

listed for longer than five years (mean=4.9 on a scale where 4 =

known 2 to 5 years, 5 = known more than 5 years). Contacts with

the network persons ranged between daily and monthly (see Table 2).

2. Functional Properties

The functional properties are assessed by the reported ratings

for the dimensions of affect, affirmation, and aid assigned to the

listed network persons. The scores on the six questions (Appendix

D) representing these functional properties (subscales) are shown

in Table 3.

Affect and affirmation were scored very similarly by this

sample; for total affirmation they scored slightly higher than for

total affect (63.1 versus 61.6). Short term aid was perceived to

be more readily available than long term aid (26.6 versus 17.0).

Total aid was scored considerably lower than total affirmation and

affect. The results show large variances in the range of perceived

affect, affirmation, and aid.

The total functional score (as expressed by the total of the

six questions on affect, affirmation, and aid) was computed for the

different sources of support categories listed by the subjects.

The results are shown in Table 4 by support categories.
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SD = standard deviation

Table 2. Network Properties and Mean Frequency of Contact by
Source of Support Category

Category People Number of Frequency of
Listed: Subjects Contact:

Range Mean SD

Family/Relatives O 2

1-8 35
3. 8 0.6

11-14 4

22 1

Spouse/Partner 1 27 5. 0 0.0

Friends 1–5 18 3.5 0.8

Work/School Associates 1-10 14 3. 3 0.8

Neighbors 1–3 18 4.4 0.8

Health Care Providers 1–3 8 3. 1 1. 1

Counselor/Therapist O 42
- -

Minister/Priest 1 4 3. 7 0. 5

Other 1-8 9 3.9 0. 9

a
5 = daily contact
4 = weekly contact
3 = monthly contact
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Table 3. Social Support Functional Properties:
Standard Deviation, and Range (N=42).

Item, Mean Scores,

Functional Property Mean SD Range
Items

Affect 1 31.6 20. 2 3-88

Affect 2 30.0 21.0 1-88

Affect Total 61.6 41.2 5–176

Affirmation 1 32.8 20.4 2-88

Affirmation 2 30. 3 22.3 2–88

Affirmation Total 63. 1 42.7 5-176

AID 1 (short term) 26.6 22.2 0-88

AID 2 (long term) 17. 0 13. 1 0–56

AID Total 43.6 32.9 0–118

*Items are rated for each person listed according to the
following: 0 = not at all; 1 = a little; 2
3 = quite a bit; 4 = a great deal.

SD = standard deviation

= moderately;
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Table 4. Mean Scores on Functional Social Support Items by Source
of Support Category (N=42).

Category of Support Total Functional Item Scores

Mean SD Range

Family/Relatives 99.5 86.9 0–470

Friends 16.4 26.6 0–102

Spouse/Partner 13. 8 10. 6 0-24

Work/School Associates 13. 6 37. 1 0–230

Neighbors 10. 9 16.2 0-61

Other 8. 3 24.5 0–141

Health Care Providers 4.9 12.1 0–53

Minister/Priest 1.4 4.5 0–19

SD standard deviation
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The category of family/relatives showed the highest mean value

in total functional scores. Health care workers and clergymen

scores were comparatively low in this sample of cancer patients.

For all the categories, the variances within the sample were 1arge.

The percentage of support provided by each category in the total

network and the percent of the total functional component score

provided by each category are shown in Table 5.

The family comprises more than half of the social network

(54.8%) listed and more than half of the total functional score for

this sample (55.8%) If the contribution of spouses/partners is

added to the family, their total share in the network is 66.2% and

their functional score represents 69.6% of the total score. In

contrast, health care professionals represented a small portion

(3.1%) in the social network and they were perceived to provide a

negligible part of the total functional score (2.6%).

These results suggest a perceived stable social support

network with quite frequent contacts with the network members. The

size of the networks, however, varies greatly among the sample.

The women listed on an average more people in their network, had

higher scores of affect, affirmation, aid, total function, total

network and total loss compared to the men in this sample, however,

these differences were not statistically significant (t-test).

There were no statistically significant differences in the number

1isted in the network and functional properties for religious

preference or age (t-test).

3. Total Loss

In this section the patients listed the number of people and

amount of support lost during the previous year. Thirteen (31%)
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Table 5. Percentage of Total Network and Total Functional Score
by Source Support Category (N=42).

... ."

Y

Category % of Network % of Total Functional >
Score

Mean SD Mean SD

Family/Relatives 54.8 25.3 55.8 25. 1

Spouse/Partner 11.4 17.3 13. 8 20. 2

Friends 8.8 13.0 9. 0 13.5

Other 8. 1 17.3 5.9 12.4
&

Neighbors 6.6 9.5 6.4 9.7 J
yº,

Work/School Associates 6.3 13. 9 5. 8 13.0 {}, .

Health Care Providers 3. 1 7. 1 2.6 6.5 º,
* -

Minister/Priest 1. 0 3. 3 0.8 2. 7 c

º
SD = standard deviation

r' .
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(31%) of the subjects had lost one to six people from their support

network during the previous year. One person had lost six people,

three had lost two, and nine had lost one person. Eight (19%)

reported that they had experienced "quite a bit" to "a great deal"

of 10 ss of support. The mean loss of support was 2.7 (SD 1.5) with

a range of 0 to 4 (0 = no loss and 4 = a great deal of 10 ss). The

person who lost six people indicated "a great deal" of loss of

support, although she listed a network of 15 people perceived to be

providing current support.

D. Comparison of the Five Patterns of Coping With Cancer and the

NSSQ Scores.

The five patterns represent different coping responses to the

cancer experience. Only 42 patients had answered the NSSQ.. The

following list shows the groups and the numbers of patients who

responded with that mode. The numbers in brackets indicate the

number of people from these groups who answered the NSSQ.. a)

denial 2 (1); b) give up 6 (5); c) resign 9 (8); d) accept 21 (21);

e) integrate 7 (7).

Kendall correlation coefficients were used to assess possible

relationships between the patients' attitudes towards cancer

(patterns of coping) and the number of people listed in their

networks, affect 1 and 2, affirmation 3 and 4, aid 5 and 6, total

affect, total affirmation, total aid, total function, total

network, and total loss, as indicated on the NSSQ.

The following NSSQ items were slightly related to attitudes

and patterns of coping: the number of persons listed (r = .26

p = .032), affirmation 3 (r = .25, p = .037), affirmation 4

C.?
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(r = .26, p = .029), and total affirmation (r = .25, p = .035).

A11 the other variables showed non-significant results.

The five patterns of coping groups were then collapsed into

two groups: Group I: (denial, giving up and resign, n = 14) and

Group II: (accept and integrate, n = 28). Group I contained the

three patients who did not complete the NSSO and of those 14

patients who did complete the NSSQ they had lower mean scores for

all the NSSQ variables (listed above) than did patients in Group II

(t-test). However, none of these relationships showed significant

differences. (See Table 6).



Table6.

Functional,TotalNetworkScoresExpressed
byGroups
I
andII.NumberofPersonsListedintheNetwork,TotalAffect,TotalAffirmation,TotalAid,Total

Numberof

TotalAffectTotalTotalAidTotalTotalTotalLoss

PersonsScoreAffirmationScoreFunctionalNetworkScore ListedScoreScoreScore Mean
|
SDMeanSDMeanSDMeanSDMeanSDMeanSDMeanSD

Group
I
(n=14)8.14.254.732.85.2.6
32.439.
1
25.
1
146.486.680.7
41.9
41.9 GroupII(n=28)9.96.165.0

44.168.3
46.245.936.3
179.
1||
122.695.6
59.3
62.3 SD=

standarddeviation

§
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CHAPTER W: Discussion

In this chapter, the findings from a) the interview data

(qualitative), b) the NSSQ (quantitative) and c) the comparison

between the two parts of the study will be discussed. The overall

findings will then be put into the context of the conceptual

framework presented in Chapter II. Implications for nursing

practice and further research will follow.

A. Discussion of the Interview Data

As a whole, the descriptions of these patients' experiences

with cancer depicted the encountered valleys and mountains in their

struggle with the plight of being existentially challenged. The

diagnostic announcement was perceived as a shock by many and, more

than that, brought about a life review, reinterpretation of the

past, changes in self-perception and alterations in daily tasks.

Uncertainty marked the outlook for a future in which death appeared

as a reality that could not any longer be ignored. For some of

these patients the illness was in its early phase with all the

attributes of an acute crisis. For others it had become a chronic

illness which influenced their daily lives. For a few the hope of

being cured coexisted with a continuous fear of relapse. These

patients' experiences covered the continuum of a malignant disease

trajectory. Their reactions to the cancer experience were widely

dispersed as well. The impact of cancer on the sufferers and the

people who were important to them was reflected as it pertained to

the individual's unique situation. The whole gamut of human

feelings from darkest despair and anguish to deep fulfillment and

love was expressed.
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Their attempts to explain the causes of their illness

reflected the thoughts they had as to why this illness had occurred

to them. Given that medical science has no clear causation

answers, it is not surprising that the patients themselves

struggled in their life reviews for answers to the basic questions:

why did it happen? why me? Their answers expressed common sense

and reflected the major trends of scientific investigations in the

field of cancer causation. The causes that people attributed to

their illness were, with the exception of heredity, closely linked

to the individual's life experiences. Several patients used their

insight into the relationships between their previous life and

their illness for changes in their present life-styles (e.g.

stopped smoking, working, became more assertive, attentive to

and/or accepting of self). Compared to their Egyptian and

Taiwanese counterparts, (Dodd et al., 1983; 1983) who on the whole

had no explanation as to what caused their disease, the Swiss had

many explanations. (See Table 7 for answers from Taiwanese,

Egyptian and Swiss patients). This difference invites speculation.

It is the rational search of causative relationships in Western

thinking that provoked the Swiss to perceive causes of their

cancer? Are formal education and/or media information forces that

shape public, cultural interpretations which then are integrated

into the individual's understanding of his/her reality? Were the

Swiss more urged by the interviewer to expand on their thoughts?

Having cancer meant to most of these people a downward

trajectory in which temporary improvement or staying the same

(p1ateau) also meant hope for more time to live. Patients
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Table7.
Patients'Responses
to"Whatdoyouthinkcausedyourcancer?"
*

CausesofCancerTaiwan
N40Egypt
N40
SwitzerlandN45

nznŽnŽ

Don'tknow24603792.5
--

(Toomuch)stress102512.52249 Personalhabits/smoking
37.5--1328.9

Genetics/heredity
----2025.3 Physicaldiscomfort/hardwork

410--715.5 Bilharzia
--25.0--

Environment
----920 Other

410--8
17.8

a

patientsprovidedmorethanoneanswertothequestion
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reflected the deep involvement of families and others either to the

plight of the cancer patient and/or how the fateful illness and its

(often frightening) treatments might impinge on their own lives.

Patients were aware of both the benefits and the strains that the

illness had on their relationships. They realized their own

attitudes and those of others as being crucially important for the

perceived quality of their relationships and lives. Patients

showed high awareness of the changes in tasks, work, time schedules

of their families and others that resulted from their being sick.

Both the Taiwanese and the Egyptian patients perceived their

families as being involved in their illness experience. In the

Arabic culture, the family's caring for its sick members seems to

be more embedded in social expectations than is the case in

Switzerland.

The patients' responses to what their treatment meant,

reflected their vacillation between morbidity from side/

after-effects of treatments and the hope for either cure,

remission, or palliation. The frightening aspects of treatments

seemed often to be tolerated because of the prospect of gaining

time and/or relief from the symptoms of the illness. Sources of

help to sustain this plight were perceived as coming from within

self, from others and from spiritual experiences. These patients

reported how this challenge mobilized their intrapersonal, inter

personal and spiritual resources. For 37 Egyptian patients, God or

Allah was perceived as helpful. Religion seems to be embedded in

the Egyptian's self-perception much more than may be true for the

Swiss patients. Secular trends have been strong in the last four
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decades; this may account for the fact that mostly elderly patients

(n = 17) referred to God and religion as supportive.

These patients' accounts gave a vivid image of the pervasive

impact of cancer on the patient themselves and the significant

others in their environments. Cancer experience, therefore, may be

only understood through and by its influence on the patient within

his life context.

Age seemed to play some role in the way that these patients

coped with the illness experience. Cancer interfered with their

ability to work, influenced their relationships with others, forced

them to interact with the health care system, provoked their

deepest feelings (spiritual, self-actualizing), and confronted them

with their own mortality. For the elderly (65 years of age and

older) work was perceived as part of their self-worth and status,

while it meant a means to earn a living and outside contacts for

the younger adults in this sample (50 years of age and less). For

the middle aged group it had both of these aspects, depending on

how independent their children or other family members were. For

the younger group, the spouse provided the most emotional support

and the children were a source of concern. For the elderly, their

offspring were the main source of support. The middle group found

both, partners and children supportive. The elderly showed more

compliance with and less questioning of the health care system.

Some also were interested in alternative treatment approaches. The

middle aged described themselves in a similar manner, but thought,

that good relations with the care providers were important too.
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The younger patients stressed a more collegial stance, they wanted

to be involved in decision making and thought information was

important. The elderly turned to religion as a source of comfort,

the middle aged added to religion their own positive attitudes, and

the younger people focused on self-direction and self-fulfillment

as means to personal growth. Death was contemplated by the elderly

as a possible option, while it was hardly, or only indirectly

mentioned by the younger patients. Both of these attitudes were

found in the middle aged, the three people who thought about

suicide belonged in this group (See Table 8 for issues of concern

by age group).

Cancer can be interpreted as a provoking factor, which, in the

context of a whole life span, was compounded with many other

variables (e.g. upbringing, family, education, work, previous

crises) which brought about an awareness of important issues in the

person's daily life. The individual's age/generation on the other

hand, seemed to influence somewhat the meanings attributed to these

issues, and/or the way people tended to react. What social or

developmental (Erikson, 1963) influences may account for these

differences among the age groups? Is it the specific Zeitgeist

(i.e. traditional churches earlier in this century versus

psycho-social theories in recent years) that have coined the

perception and interpretation of the world in these individuals in

a way that their thinking and behaving are congruent with the

social interpretation of reality of their time? Or, do they follow

developmental patterns which are specific to their age group, e.g.

to move from a very active participation in life to a more passive,

contemplative, spiritual life? Did cancer provoke the younger
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patients to develop faster toward ego integrity (Erikson, 1963)

than would have occurred without the illness? Clearly, on the

basis of these data alone, an answer to these questions cannot be

offered. Age was not reported to be influencing the Egyptian and

Taiwanese patients' answers (Dodd, et al. 1983; 1983).

The five modes of coping with cancer displayed by these

patients (denial, giving up, resigning, accepting and integrating)

can be seen as encompassing the whole spectrum of human reactions

to existential threat. The literature on dying and grief work

describes similar qualities of human responses (Kübler-Ross, 1969;

Lindemann, 1944; Engel 1964, Parkes, 1972). In the interviews the

patients described their present thoughts, feelings and

experiences. The five modes thus illustrated points in time in the

1ong and painful process of coming to terms with one's illness and

life including the prospect of dying. Very complex intrapsychic

and interpersonal features and impulses influence a person's coping

style.

By denying, the two men may have felt protected from a reality

that was unbearable at the moment. They may also have chosen not

to convey their real assessment of their situation to a stranger.

One of these men, in fact, said that death or suicide would be a

better alternative, if health could not be restored. He died about

10 days after the interview. The giving up group was characterized

by their difficulties to reach out to and to be reached by others.

Their accounts expressed hopelessness and helplessness, passivity

and withdrawal. Questions need to be asked if these people tended

to give up when in difficulties even before they were ill, and what

their relationships were like before they were sick.
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Like the denying and giving up groups, the resigning people

expressed rather passive attitudes, often underlined by the use of

the indirect form (one) instead of I, when they talked about

themselves. (The use of "one" instead of "I" in Swiss German is

prevalent. It implies that the speaker takes less responsibility

for his/her statement than if the word "I" was used). The fact

that people in these three groups perceived mostly behavioral

(smoking) and external factors as causing their disease may add to

their more passive reactions the dimension of a perceived powerful

external world. The accepting group was the largest of the five.

Attitudes were expressed more actively and personally, reflecting

" rathermore participation in life, even if some also used "one

than "I." The facets and grades of acceptance varied, but their

outlook was rather positive and hopeful. Relationships with others

were important to them and they generally felt cared for and cared

about others. The women who had integrated their cancer experience

had lived with the illness for several years, they felt well

supported by others. The fact that all of these patients were

female might be random: breast cancer, in contrast to lung cancer,

allows the patient often more years of survival. This time might

provide for the experiences necessary for the integration of new

values into a person's life. Of course, time is not the only

variable: the patient's attitudes and choice to use the remaining

time for the best, as well as supportive relationships, were

crucial. These women expressed more internal direction and

self-awareness than did people in the other groups.
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The data do not provide explanations on why people coped in

the manner they described themselves on that one day of interview.

However, they coped by using the four styles described by Lazarus

(1981; 1982): by information seeking, direct actions, inhibition

of actions, and by intrapsychic modes. They responded in their

individual manner, coined by their previous life's experiences and

by the influence of others throughout the time of their life trying

to fulfill, on their way from diagnosis to terminality, the seven

adaptive tasks described by Mages and Mendelsohn (1979).

The support by others or the lack of it emerged as an

important theme in the interviews. The NSSQ was the tool used to

quantify and, to a certain extent, to qualify perceived social

support. Some discrepancies between the interview content and the

responses on the NSSQ were noted. They will be discussed with the

results of the NSSQ in the following section.

B. Discussion of the NSSQ Data

This sample of cancer patients was quite homogeneous in

cultural, ethnic, religious, and language background. However,

1arge variations in responses to the social support questionnaire

items were observed, with the exception of the social network

stability characteristics. The length of time that the people

1isted in the network were known and the frequency of seeing them

were similar across the sample.

The NSSQ questions were asked after the patients had answered

four questions about their attitudes about cancer, its treatment

and what these meant to themselves and their families. Certain

discrepancies between the interview content and the way they
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answered the NSSO were noted. For example, one woman said that

living for her children (ages 15 and 18 who helped her in household

chores, were more polite since her illness) was the reason she

stayed alive. However, she did not list any of her children on the

NSSQ. In the interviews, some people mentioned difficulties with

certain members of their family or their spouse, but would then

rate these people with the highest marks throughout the NSSQ.

Several subjects commented that they felt bad to "grade" or "rate"

others; they therefore rated everyone the same. Patients also felt

that the instrument did not allow for distinctions; i.e., how to

respond if they sometimes felt very much liked by a certain person

and sometimes not so much so, or, that a certain kind of help would

be offered, but not another. They asked if they should compare the

1isted people with each other in order to rate them. Several

subjects had difficulties in differentiating between "makes me feel

1iked or loved/respected or admired" and "I like/love/respect/

admire them."

Swiss German is a spoken language, the questionnaire was

translated into High German, the written language. Therefore,

patients who completed the NSSQ themselves read High German,

whereas patients preferring the investigator to read the NSSQ heard

Swiss German. There are subtle differences in some words between

High German and Swiss German. The connotation of words like "like,

love, admire, respect" in Swiss German is private and would usually

need more description of their specific meaning to the person in

his/her specific relationship to others. As mentioned above, the

passive wording of the two first questions containing like, love,
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admire respect, are unusual in the Swiss German use of these quite

intimate words. If compared to the English original version of the

questionnaire, this cultural difference in the use of language

might make ratings of these statements in the Swiss context

different from such ratings in an American sample.

It was my impression that the majority of the patients felt,

to some extent, uncomfortable or awkward in completing the

questionnaire, when compared with their readiness to talk candidly

about their attitudes towards their cancer and its treatment.

Potential explanations for this observation include: some patients

were tired by the time they responded to the NSSQ; and Swiss people

are not accustomed to completing questionnaires. Writing or

"grading" is perceived by the Swiss to be more definite than

talking, and this questionnaire did not allow for subtle

differentiations that were important to these people. The wording

of the questions was unusual for many of the subjects. Given the

investigator's observations and explanations, and the variance

obtained in the data, caution is needed in the interpretation of

the findings.

For this sample, the family tended to be the most important

source of support, while health care providers and ministers/

priests were perceived as providing the least support. The family

traditionally is considered to be an important source of personal

relationships. As distances are short in Switzerland (compared to

the USA), family members are often easily accessible. In contrast

to the family, the health care system is perceived as rather an

anonymous institution that tends to treat people impersonally.



82

Again, in the interviews, specific health care providers were

mentioned as supporting, but their names were not necessarily

listed on the questionnaire as part of the patient's social

network. The notion to turn to health care providers for support

is not common in the Swiss-German population. An exception to this

might be the traditional "house doctor", who has disappeared almost

entirely in urban settings. Many of the patients talked about

religion as being important to them for their coping with the

illness. That so few listed clergymen might have to do with the

tendency to participate less or not at all in the traditional

services and church activities; this decrease in participation has

been observed over the past 20 to 30 years.

It seems difficult to interpret the impact that losses have

had on the subjects' networks, their properties and functions. The

fact that 19% of the sample had lost quite a bit to a great deal of

support within the last year might influence their perception of

the amount of social support currently available.

In the interviews, nine patients a11uded to the loss of highly

significant others (husbands, best friend, son, boyfriend) as a

possible contributory cause of their developing cancer or having

recurrence after years of remission. In the interviews, they

expressed verbally or nonverbally the devastating effect of such

losses to them. The NSSQ did not capture any one of these losses,

because all of these losses had occurred more than one year prior

to the interview. One woman had 23 people listed as her social

network, she had scored all of these people with the highest scores

for affect, affirmation, and short term aid and had given
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them 3 and 4 scores for long term aid. In the interview she

expressed strongly that after the loss of her husband 14 years ago

(patient's cancer diagnosis 13 years ago) life was never the same

for her, although she felt that her large family cared for her.

Considering the content of the interviews and the results from the

NSSQ, some questions have to be raised: 1) Can people, who were

very close and fundamentally supporting to a person, ever be

replaced by another person or several people? 2) Does the NSSQ

really capture the quality of a person's social support and

network? 3) Is there a tendency to be misled by quantity in the

interpretation of a person's social network and function, e.g. if

many people are listed and high scores assigned to them? 4) Could

it be possible that 23 caring people cannot compensate for the one

lost person, who meant everything in life to the patient?

If this is the case, then the NSSQ should be used strictly as

a quantitative tool. As an instrument to be used in nursing to

assess a patient's social network and its functions it may be

useful, however, it should not be used to replace the patient-nurse

dialogue. It is the dialogue which gives the patient the

opportunity to convey how he really perceives the situation and the

support he receives from others.

The results from this study can be compared with results

obtained from a sample of Egyptian cancer patients (N = 40)

(Lindsey et al. 1983) and 136 healthy adults employed in the USA

(Norbeck et al. 1981, 1983). In order to establish normative data,

the NSSQ was used in a random sample of 136 staff employees at a

large university medical center. The patients in the Swiss sample



84

were on an average older (58 years) than the cancer patients in

Egypt (45 years) and the employed adults in the USA (34 years)

sample. The Swiss had, as a group, more education (mean = 10

years) than the Egyptians (ranged 0 – 12 years, mean = 5 years),

but less than the USA employed adults (mean 15.9 years). Sixty

nine percent in the Swiss sample were married, compared to 90% in

the Egyptian, and 41.9% in the USA samples. Twenty-one point four

percent were widowed in the Swiss sample, compared to 2.2% in the

USA normative sample and 0% in the Egyptian sample. In the

American sample, 45.6% were single, 10.3% were divorced; in the

Swiss sample 4.8% were single or divorced respectively. In the

Egyptian sample 10% of the subjects were single. A11 of the Swiss

subjects were members of either the protestant or catholic

churches, while the USA sample showed more variations in religious

affiliations and included 33.8% who belonged to no denomination.

Some of the demographic characteristics of the three samples are

shown in Table 9.

In Tables 10, 11 and 12 the numbers listed in the networks,

social support scores on the NSSQ subscales and the percentages of

total functional support per network categories across the samples

from the three cultures are shown for comparison.

As a whole, the Swiss sample had at its disposal the lowest

number of people who were important to them at the time of the

interview, compared to the healthy American and the Egyptian

samples.

The results obtained from the Swiss sample show the lowest

scores for total affect, affirmation, aid and total functional and



Table 9. Demographic Characteristics of the Swiss, Egyptian, and
USA samples:

Demographic Swiss Egyptian | USA (normative)

Characteristics N = 42 N = 40 N = 136

% % %

Sex: male 38. 1 42.5 34.6

female 61.9 57.5 65.4

Marital Status:

married 69 90 41.9

single 4.8 10 45.6

widowed 21.4 O 2.2

divorced 4.8 O 10. 3

X X. X

Age (years) 58 45 34

Formal education
(years) 10 4.9 15.9

85
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Table 10. Mean Number of Persons Listed as the Current Social
Support Network by the Swiss, Egyptian, and USA Samples

Swiss Egyptian USA (normative)
N = 42 N = 40 N = 136

X -X. Y

9. 3 14.8 12.2

Y = mean



g

Table11.
Comparison
ofNSSQFunctionalSupportScoresfortheThreeCulturalGroups(Swiss,Egyptian,

American)
NSSQSubscalesSwissCancerSubjectsEgyptianCancerSubjectsNormativeData:American

EmployedSubjects

N=42N=40N=136

X.SDrangeXSDrangeXSDrange

AffectTotal61.6
41.25–176104.721.455–15266.
1
32.37–155 AffirmationTotal63.

1
42.75–17697.720.561-15666.1
32.37–155 AidTotal43.632.90–118101.021.063-15662.4

32.210–154 TotalFunction168.
8||
112.
4||
15–470304.
3
61.3184–450201.995.931–44 TotalNetwork90.654.

1

11-23214927.8106–229110.649.320–206
Y=mean SD=

standarddeviation
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Table 12. Percentages of Mean Total Functional Support by Network
Category for the Samples from Swizterland, Egypt, and
USA.

Source of Support

Swiss
N = 42

Egyptian
N = 40

USA (normative)
N = 136

% Mean Total Functional Support
Category

Spouse/Partner 13.8 6. 7 8. 3

Family/Relatives 55.8 60. 2 34.9

Friends 9. 0 14.8 44.6

Work/School Associates 5.8 2.8 5.5

Neighbors 6.4 14.3 1. 7

Health Care Providers 2.6
-

0.8

Ministers/Rabbi/Priest 0.8 0.4 0. 9

Other 5.9
-

2.5

Counselor/Therapist
- -

0.7
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network properties, compared to the findings from the samples in

the other countries.

In comparing the percentages of total functional support by

network category, the Swiss sample perceived their spouses as

providing more support (13.8%) than either of the other samples

(6.7% for the Egyptian, and 8.3% for the USA samples). The family

as a support provider was scored highest by the Egyptians (60.2%).

For the Swiss sample 55.8% of their total support was provided by

the family, while for the USA employed adults, the family was

scored as providing less proportional support than friends. The

biggest difference between the USA and the Swiss samples lies in

the high scores attributed to the supporting function of friends by

the USA sample, while for the cancer patients in Switzerland,

friends were perceived as similar in their support to that provided

by their work associates and neighbors.

It seems problematic to compare and interpret these findings

from two cancer samples out of different cultures to those obtained

from a sample of Americans as a source of normative data. For the

Swiss and Egyptian population, normative data for the NSSQ has not

been established, while for the American population, data from a

sample of cancer patients are not available. The question of

whether or not cancer patients in any of these three cultures are

representative of the norm cannot be answered from the available

data. Another point to consider is the question of what the

cultural connotation of words like e.g. "friends", "work

associates", "neighbors" are in these various cultures that are

compared with each other. For example, the word Freund (in)
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(friend) in (Swiss) German is used only for very special, close

relationships. The American use of this word, friend, is less

limited. It often encompasses what would be differentiated by the

Swiss as acquaintances, colleagues, class/work associates or

neighbors. In the use of the German language the understanding of

more depth in a friendship is reflected by expressions such as "a

friendship grows" or "to become friends", both of which connote a

passive/active process which needs time. The English expression

"to make friends" seems to allude to a quicker and more active

achievement. The meaning of the word "friend" in Arabic, as it is

used in the Egyptian culture, would have to be carefully

understood, if these data were to be interpreted in a comparative

way. Cultural differences might account for the observed variance

of perceived social support among people from different cultures.

Do variables such as age, marital status, education, and social

class influence people's perception of social support, and if so,

how are these variables comparable among cultures? To be single in

Egypt "is a shame" (personal conversation with Egyptians), while

the tendency not to marry is growing in both the USA and

Switzerland. The status of widowhood in a society varies also

among cultures. The perceptions of the individual of his/her

social support might be influenced by the way society defines

his/her status. What are the cultural influences which guide

people's perception and use of social support? How can such

influences be described and compared to each other across different

cultures?
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Methodological issues need to be considered. Can instruments,

such as the NSSQ, be translated adequately from one language to

another and still yield comparable data from individuals from

diverse cultures? For example, the word "social support" has to be

circumscribed in German; (retranslated into English it reads:

personal relationship network). How much is the original

connotation changed and how much do such changes influence the

data? what are the differences in the application of the tool, how

it is explained to the subjects, and in what sequence with other

instruments is it used? Similar questions have to be asked in

research using samples from the same culture, but such questions

become more complex and/or compounding in samples across cultures.

All of these factors need to be considered when cross-cultural

comparisons are made. Comparisons of the findings from these three

samples show that the Swiss sample relied on the smallest social

networks and that these networks were perceived to function at a

lower qualitative level than the networks listed by Egyptian or

American subjects. Unless more data, both normative and from

cancer patients are available from these cultures, it is difficult

to interpret the findings in more depth.

C. Comparison Between Quantitative and Qualitative Data: The

comparison of patterns of the five groups of coping with the NSSQ

items has to be done with caution. The small numbers of people in

the denying, giving up, resigning groups and in the integrating

group do not allow inferences to be drawn beyond the patients in

this sample.
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Affirmation was the only NSSQ functional item which was very

slightly related to the modes of coping: the people who could

confide in others and whose thoughts and actions were supported and

agreed with by others, tended to cope in a more satisfactory way.

This finding seems to support the public wisdom, that having a

confident, is a major criterion of satisfactory interhuman

relationships. For this sample, the number of people listed in

their network was very slightly related to the person's style of

coping as well: the patients with more people to rely on tended to

use more satisfactory coping styles.

Both these findings seem to speak to the fact that the number

of supporting people and the perceived quality of support a person

received are correlated with a person's functioning, particularly

in difficult situations.

The fact that none of the other functional items were

statistically significantly related is not surprising. Given the

high variability in the size of networks and functional scores

indicated in the NSSQ and the small numbers of people in the sample

and its subgroups, it seems clear that there is too little power in

the data to show significant results.

In the interviews, these patients spoke to the perceived

quality of their social networks and they validated, empirically,

the assumptions made by Cassel (1976) (and others), that supportive

relationships with others soothe, mitigate painful experiences and

cushion the receiver, to a certain extent, from life's hardships.

The findings in the qualitative and quantitative parts of this

study support empirical understanding and previous research
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findings. They showed that in these patients' experience, cancer

was an existential threat to them which had influenced most facets

of their lives and their relationships. The findings also show

that these patients were aware of the quality of their

relationships.

These findings do not speak to nor explain relationships

between perceived social support and attribution of meaning to a

cancer illness and the modes of coping with this illness. The

mysteries of human support (or non-support) and its impact on an

individual's life are anchored in a complexity of interrelated

factors and, possibly, spiritual influences which are beyond the

grasp of words and concepts. The attempt to describe, through a

one time interview and the administration of a quantitative tool,

some of the features of these human phenomena, is reductionistic to

the level that it does not even mar the surface of these mysteries.

D. Relationship of Findings to the Conceptual Framework

The assumptions of symbolic interactionism that people act

according to the meaning a situation has to them, that meanings are

derived out of the interaction with others, and that meanings are

handled and modified through interpretative processes can be

inferred from the patients' descriptions of their experiences.

The findings underscore the complexity of relationships to

self, others and society that are challenged by an individual being

diagnosed with cancer. Cancer was perceived as a stressor; the

associated meanings provoked patients to review their lives, to

challenge values and to consider an uncertain future. The

relationships with family and others were influenced by the
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patients' physical and psychological condition, as well as by their

self-definition. It seemed that these patients perceived the

attitudes of others to be similar to their own, for example, their

hope seemed to have been reflected by the hope of their families.

Relationships were redefined by the involved people and were

dependent on their perception of the situation. The influence of a

socio-cultural perception and interpretation of reality may be seen

in the fact that the Swiss patients, in contrast to the Taiwanese

and Egyptian patients, had thought of causative explanations for

their getting cancer. More causal thinking modes and public

knowledge of scientific cancer research may have influenced the

Swiss patients to suspect an array of causes. Socio-cultural

reasoning and reactions of the individual within such a pool of

specific social awareness and interpretation of perceived reality

have consequences for both the society and the individual. Some

patients in this sample, after identifying the perceived causes of

their illness, changed their behavior. Society thus tends to put

the responsibility and the demand for change on the cancer patient.

By making the victim responsible for the illness and change, social

pressure for changes in public policies is low and the

implementation of protective measures for the public are postponed

or only reluctantly attempted. For instance, in Switzerland the

the prohibition of smoking advertisements, the reduction of air

pollution, the reduction of workers' exposure to carcinogens such

as asbestos and fumes, are poorly attended to since the primary

responsibility is perceived to rest with the individual cancer

patient.
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Cancer was the one characteristic common to all of the

patients. Their unique life circumstances and the perceived social

network and support were main determinants of how they saw

themselves and how they coped with the illness and their altered

1ives. Patients' accounts reflected their perception of the

quality of support they received from others. They also described

the impact of their illness and its consequences on their families.

To some, a new awareness of support from others became one of the

positive aspects of the cancer illness. The patients who felt

support and relied on a larger network depicted themselves as more

able to cope with their situation. Likewise, the people who felt

poorly supported, expressed more hopelessness and difficulties in

dealing with their illness. Cassel's (1976) observations of the

mitigating influence of perceived social support was corroborated

by patients in this study.

The importance of perception became evident throughout the

inquiry. Patients reported their view and interpretations of their

reality. The complexity of sensory input and their intellectual

and emotional interpretations raise many questions. What influence

had the illness on the patients' perception? How would the

families/others describe their perception of the patient's

situation and the support they offered? The study did not take

into account the perceptions, interpretations and actions of the

patients' families and significant others. The families' input

into and contributions to the situation, their support, was

depicted only as perceived by the patients, thus, there might have

been considerable differences in the perception of reality by
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the family members. Without knowing the perceptions of the

patients' families, it is not possible to infer the specific

influences that others had on a patient's interpretation of his/her

situation and the coping styles he/she used to deal with the

plight. This missing aspect is one of the limitations of the

study.

The findings of this study give evidence to the patient's side

in interactional processes as described by King (1971), therefore,

the study focuses entirely on the personal system. Interpersonal

and social systems are alluded to through the patients' perceived

experiences with and intepretation of the illness. The NSSQ

provided some indirect information about the interpersonal system.

From the qualitative data, influences of social systems on the

individual can be inferred. Health care providers (e.g. nurses)

were perceived to play a minor role in these patients' experiences.

Health care professionals could have a key position in defining

meanings of cancer. The professional's own attitudes toward the

disease and the patient in his/her unique situation were

acknowledged by some patients. By describing different aspects of

interactions with self, others, and the broader society, this model

served as a means to depict some of the complexities of human

interaction. It does not, however, acknowledge the tremendous

impact that attitudes and deep feelings, such as commitment, trust,

devotion, love, or negative emotions have on another person's

judgement of the situation and the actions that follow from it.

Patients in this study did attest to the importance of the

emotional dimensions of human interaction.
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Even though the study addresses only the perceived reality of

the patients, the findings corroborate the notion that a cancer

illness affects not only the patient in his wholeness, but that it

has repercussions on reciprocal relationships with others.

E. Implications for Nursing Practice:

Considering all the limitations of this study, there are still

a few nursing implications to mention. None of them are new,

however. It is important to realize that the patient is the one

person in the patient-nurse relationship who knows about the impact

his/her illness has on his/her life and the lives of significant

others. The nurse-patient dialogue is crucial in learning from the

patient what the illness means to him/her and to the family/others.

The family is seen as an important support provider by Swiss

patients. Patients need to be seen in their social and life

contexts in order to be understood on a deeper level. Care has to

be directed toward the patient-family unit, rather, than to the

patient in isolation. The NSSQ might be useful for the gathering

of data from large samples, but it does not necessarily reflect the

quality of the individual patient's situation. The nurse's

continuous dialogue with the patient and his/her significant others

cannot be replaced by questionnaires. The meaning that is

attributed to a cancer illness by the patient influences his/her

behaviors in dealing with the illness. Such meanings may be

challenged by care providers if there is a prospect that the

patient will be able to cope better. People who have difficulties

in reaching out to others and who may be hard to reach themselves

might display fewer abilities to cope with cancer than do people
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with larger and well functioning networks. Such patients will need

the nurse's attention and commitment. Patients who have confidents

(and well functioning social networks) need these resources even

more while in the hospital and/or during treatment or dying. These

people need to be included in the care as much as is felt

comfortable by the patient and the involved others. Such

cooperation may enhance human growth for all who are involved and

mitigate the pain and anxieties that accompany potentially life

threatening illnesses.

F. Implications for Nursing Research

Because of their complexity, the phenomena of attribution of

meaning and the influence of social support on the individual are

difficult to study. Issues that were raised in this study

pertained to questions of socio-cultural influences on the

individual's behaviors and interpretation of reality, and their

comparability in cross-cultural research may be considered in the

future. The problems of translation and interpretation of

instruments and study-questions as well as of findings from one

culture/1anguage into another need further attention. The question

of how qualitative data can be used to generate overriding

concepts/categories without violation to nor misinterpretation of

the quality of the individual message, will have to be asked again

in following studies. Establishing normative data with the NSSQ in

Switzerland might help to interpret some of this study's findings

and bring them into a broader context. These issues do not yet

address any of the questions that could be asked by looking at the

characteristics of the patients, their modes of dealing with cancer
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and their perception of social support. To mention only a few

possibilities for further research, the following questions may be

asked: In what regards do patients with lung cancer differ from

patients with breast cancer in their coping styles with the

illness? What influence does the factor of time have upon

patients' coping styles? Does social support, as perceived by the

patients, differ along the illness trajectory? Are the perceptions

of social support and coping styles related over time, as a cancer

patient moves along the illness continuum? What nursing

interventions enhance a patient's perception of being supported?

Many more questions could be added to this list. The

knowledge and understanding derived from this study and future

research need to be implemented in nursing practice. The patients

who participated in this study told what they had learned from

1iving with a cancer diagnosis. Many of them corroborated the

negative connotations of the illness and its impact on their lives.

Others were able to accept and integrate the experience and used it

as an impetus for growth. These patients' message to nurses was

twofold: 1) that many people are able to cope quite well with

their cancer experiences, and 2) that cancer is an illness that

affects patients and their families likewise, on many levels in

their daily lives.
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Egyptian responses (Dodd et al. 1983)

Appendix A

A comparison of patients' and patients' perceptions

of their families' to their having cancer (N=40)

Patients' responses Patients' perceptions of
Family responses

1st (n=22) stressful situation

and painful experience

2nd (n=13) (Cancer evokes

feelings of) insecurity,

depression

2nd (n=13) life threatening

disease causes death, no hope

3rd (n=5) long term illness

4th (n=4) (cancer evokes feelings

of) guilt

(n–0) financial disturbance

1st (n=25) stressful situa

tion and painful experience

1st (n=25) (Cancer evokes

feelings of) insecurity,

depression

2nd (n=9) long term illness

3rd (n=8) 1 ife threatening

disease, causes death,

no hope

4th (n=7) financial

disturbance

(n=0) guilt feelings

Table reproduced with Dr. Dodd's permission.
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Appendix A

Fgyptian responses (Dodd et al. 1983) (continued)

A Comparison of Patients' and Patients' Perceptions

of their Families to Cancer Treatment (N=40)

Patients' Response
Patients' perception of

Family Response

1st (n=18) Hope of recovery,

limit the spread

2nd (n=17) Disfigurement

3rd (n=9) Decrease pain,

improve symptoms

4th (n=8) Health deterioration

4th (n=8) Long term stressful

situation, discomfort, and

suffering

5th (n=5) Dependency

6th (n=3) Worry about

complications, recurrence

(n=0) Financial disturbance

1st (n=22) Hope of recovery,

1imit the spread

2nd (n=10) Long term, stressful

situation, discomfort and

suffering

3rd (n=9) Financial disturbance

3rd (n=9) Decrease pain, improve

symptoms

4th (n=7) Worry about compli

cations, recurrence

5th (n=5) Health deterioration

6th (n=3) Disfigurement

(n=0) Dependency

Table reproduced with Dr. Dodd's permission.
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Appendix A

Taiwanese responses (Dodd et al. 1983)

Patient responses to the question,

"What does having cancer mean to you?"

N 4

Very serious, with little hope,
preparing for death 15 37.5

Mild disease, not worried 7 17. 5

(Cancer) had influenced them
emotionally 5 12.5

(Cancer) had limited their ability
to work, needed more rest 5 12.5

Pain and suffering 4 10

Patient responses to the question,

a"What does your (cancer) treatment mean to you?"

N }.

Very important, good effect 22 55

Just trust the physician 14 35

Moderate effect, control cancer,
provide symptom relief 6 15

Other measures (treatment) could help
disease 6 15

No or poor effect 4 10

*Some patients provided more than one response to the question.

Tables reproduced with Dr. Dodd's permission.
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Appendix A

Taiwanese responses (Dodd et al. 1983) (continued)

Attitudes toward cancer and treatment in patients with

six or more years of schooling (N=13)

N. Z.

(Etiology of cancer) unknown 12 30

(Cancer) severe life-threating disease,
little hope 6 15

(Cancer treatment) wide dispersion
of responses

Attitudes toward cancer and treatment in patients with less

than six years of schooling (N=27)

N 4

(Etiology of cancer) long term stressful
situations 10 25

(Cancer) a mild disease, little worry 7 17. 5

(Cancer treatment) very important, having
a good effect 19 47.5

Tables reproduced with Dr. Dodd's permission.
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Appendix B

UNIVERSITY OF CALIFORNIA, SAN FRANCISCO

Consent to Be a Research Subject

Annemarie Kesselring, R.N. and student at the School of Nursing,
University of California, San Francisco, is conducting a study with
patients which aims to learn about which effects disease and treatment
have upon patients and their families.

If I agree to participate in this study, the following will happen:

– I will meet with Annemarie Kesselring for about
30–60 minutes once, and will be asked to fill in
two questionnaires and give her information about
my person and facts about my illness.

– Annemarie Kesselring will also obtain information
regarding my medical history and treatment from my
medical records or through my health care
professionals.

The only risk of my participation in this research is the possibliity
that some of the questions or ideas may upset me. My participation will
not interfere with the hospital routine.

There is no direct benefit to me, but hopefully, the results of this
study will help health care professionals understand more about the
effects of illness on patients and their families.

A11 information will be kept as confidential as possible and my identity
will not be revealed to anyone else or in report of this study.

I have discussed this study with Annemarie Kesselring and my questions
have been answered. I may contact Annemarie Kesselring by telephone 031
44 24 96, or by writing to Dufour strasse 41, 3005 Bern for questions or
further information about this study.

Participation in this research is completely voluntary. I am free to
refuse to be in the study, or withdraw from it, without affecting my
future care in any way.

Date Signature of the participant

This form was translated into German by Annemarie Kesselring.

Signature of translator/investigator
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UNIVERSITAET VON KALIFORNIEN, SAN FRANCISCO, USA

Einwi11igung in dieser Studie mitzumachen

Annemarie Kesselring, diplomierte Krankenschwester und Studierende an der
Krankenpflegeschule der Universität von Kalifornien, San Francisco, USA,
führt eine Studie mit Patienten durch, mittels welcher sie erfahren möchte,
wie Patienten und ihre Familien Krankheitsfolgen und Behandlung erleben.

Wenn ich mich einverstanden erkläre, in der Studie mitzumachen, wird das
Folgende geschehen:

– Annemarie Kesselring wird mich einmal während etwa 30 – 60 Minuten
besuchen. Sie wird mir einen Fragebogen zum Ausfü11en unterbreiten
und einige Fragen stellen, deren Antworten ich ihr diktieren werde.
Ich werde gefragt, wie ich über meine Krankheit, deren Behandlung und
über die Unterstützung, die ich von andern erhalte, denke.

– Annemarie Kesselring wird auch Information über meine Krankheit und
deren Behandlung aus den Akten oder durch meine medizinischen Betreuer
erhalten.

Durch meine Teilnahme in der Studie könnten Fragen oder Ideen aufkommen, die
mich beschäftigen werden. Ausser der Zeit, die ich benötige um die Fragen zu
beantworten, so11ten keine weiteren Risiken oder Unannehmlichkeiten mit
meiner Teilnahme verbunden sein. Mein Mitmachen wird die
Spital-Behandlungsroutine nicht stören/verzögern.

Fur mich wird kein direkter Nutzen folgen. Hoffentlich werden die Resultate
dieser Studie neues/vertieftes Verständnis über Krankheitsfolgen für
Patienten und Familien hervor bringen.

A11e Informationen werden vertraulich behandelt. Meine Identität wird
niemandem bekannt gemacht werden, noch in irgend einem Bericht erscheinen.

Ich habe diese Studie mit Annemarie Kesselring diskutiert und meine
diesbezüglichen Fragen wurden beantwortet. Ich kann bis am 15. September
Kontakt aufnehmen mit Annmarie Kesselring, telephonisch (Tel. 031 44 24 96)
oder schriftlich, (Dufourstrasse 41, 3005 Bern) fa11s ich weitere oder neue
Fragen bezüglich der Studie haben so 11te.

Die Teilnahme an dieser Studie ist vö11ig freiwillig. Ich bin frei, eine
Teilnahme abzulehnen, oder ich kann mich aus der Studie zurück ziehen, ohne
dass dies in irgend einer Weise meine zukünftige medizinische oder
menschliche Betreuung beeinflussen wird.

Datum: Unterschrift des Teilnehmers/der Teilnehmerin

Das englische Orginal dieses Einwilligungsformulars wurde ins Deutsche
übersetzt durch Annemarie Kesselring

UCSF CHR (941212–01)
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Appendix C

1. What does having this illness mean to you? (What do you think
caused your illness?) (Why did your illness happen now and not
another time?)

2. What does your having this illness mean to your family?

3. What does your treatment (surgery, radiation therapy, chemotherapy)
mean to you? (What or whom do your believe will help your illness?)

4. What does your treatment mean to your family?

(Dodd et al. 1983)
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Appendix D

QUESTIONNAIRE ON ATTITUDES ABOUT CANCER

Part I. (Most items can be completed from the medical records. For

10.

11.

12.

13.

14.

the remainder of the items, the interviewer will ask the
patient items 6, 9, 12, 14 and 23; the interviewer will answer
items 1 and 22.)

Subject code number

Age 3. Sex

Nationality: Religious preference

Marital status: 6. Living arrangement:

(1) single, never married _ (1) alone

_ (2) married _ (2) with spouse/partner

_ (3) divorced or separated _ (3) with family

_ (4) widowed _ (4) other

(5) other

Highest grade in school completed:

Occupation/Profession:

Income level (per year) for the individual:

a • ( to ) low

b. ( to ) moderate

C - ( to ) high

Medical diagnoses other than present illness:

Diagnosis of present illness:

Date when present illness diagnosis was told to the patient:

Prognosis of this disease:
a) 11mited b) advanced

Illness prognosis: Is the purpose of your receiving treatment to cure

the disease? Yes No Not sure
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15.

16.

17.

18.

19.

20.

21.

22.

23.

Appendix D (continued)

Type (s) of previous or current surgery for this illness:

Date (s) of previous or current surgery for this illness:

Type of previous or currently radiation therapy (include portal and

dosage schedule):

Date (s) of previous or current radiation therapy:

Type of previous or current chemotherapy (include name of drugs, routes

of administration):

Date (s) of previous or current chemotherapy:

Other medications (excluding chemotherapy) the patient is taking:

Date of interview:

Performance status at time of interview with investigator:
(use grade)

(Investigator will ask patient which grade most nearly
describes his level of activity.)

Grade Scale

90-100 Fully active, able to carry on all predisease performance
without restriction.

70–89 Restricted in physically strenuous activity but ambulatory
and able to carry out work of a light or sedentary nature
e.g., light housework, office work.

50–69 Ambulatory and capable of all self-care but unable to
carry out any work activities. Up and about more than 50
of waking hours.

30–49 Capable of only 1imited self-care, confined to bed or
chair more than 50% of waking hours.

10–29 Completely disabled. Cannot carry on any self-care.
Totally confined to bed or chair.

(Dodd et al. 1983)
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Appendix E

Page 1

SOCIAL SUPPORT QUESTIONNAIRE

PLEASE READ ALL D/RECTIONS
ON THIS PAGE BEFORE START/NG.

Please list each significant person in your life on the right. Consider all
the persons who provide personal support for you or who are important
to you.

Use only first names or initials, and then indicate the relationship, as
in the following example:

Example:
First Name or initials Relationship

1. MAR S. T. +Wº viº= tº US

2. Tºots tº RCS-Vºl ER.
3. \A.T. NJNCS TV At Wº.

4. *> A N/\ Fºº VE \\\\S

5. NA R.S.. Tº . N = \GVAVSoTB
etc.

Use the following list to help you think of the people important to you,
and list as many people as apply in your case.

— spouse or partner

— family members or relatives
— friends

— work or school associates

— neighbors
— health care providers
— counselor or therapist
– minister/priest/rabbi
— other

You do not have to use all 24 spaces. Use as many spaces as you have
important persons in your life.

WHEN YOU HAVE FINISHED YOUR LIST, PLEASE TURN TO PAGE 2.

© 1980 by Jane S. Norbeck, D.N.Sc.
University of California, San Francisco

Revised 1982
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Page 2

For each person you listed, please answer the following questions
by writing in the number that applies.

1 = not at all
2 = a little
3 = moderately
4 = quite a bit
5 = a great deal

Question 1 : Question 2:

How much does this person make How much does this person
you feel liked or loved? make you feel respected

or admired?

1. 1.

2. – 2.

3. 3.

4. 4.

5. 5

6. 6

7. 7

8. 8

9. 9.

10. 10.

11. 11

12. 12.

13. 13.

14. 14.

15. 15.

16. 16.

17. 17.

18. 18.

19. 19.

20 20.

21 21.

22 22.

23. 23.

24. 2 :

GO ON TO NEXT PAGE
17-9) [10-12]
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Page 3

1 = not at all
2 = a little
3 = moderately
4 = quite a bit
5 = a great deal

Question 3: Question 4:

How much can you confide How much does this person
in this person? agree with or support your

actions or thoughts?

1. 1.

2. 2.

3. 3.

4. 4.

5. 5.

6. 6.
-

7. 7.

8. 8.

9. 9.

10. 10.

11. 11.

12. 12.

13. 13.

14. 14.

15. 15.

16. 16.

17. 17.

18. 18.

19. 19.

20. 20.

21. 21.

22. 22.

23. 23.

24. 24.

GOON TO NEXT PAGE
[13-15) [16-18]

º

Y

Sº

º

º
4
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Page 4

1 = not at all
2 = a little
3 = moderately
4 = quite a bit
5 = a great deal

Question 5:

!f you needed to borrow $10, a ride
to the doctor, or some other
immediate help, how much could
this person usually help?

.

i
1 3

1 4.

1 5

1 6.

1 7.

:
2 0.

: !
23.

24.

Question 6:

If you were confined to bed for
several weeks, how much could
this person help you?

:
.

.

º1
0.

1
-

3

2

4.

GOON TO NEXT PAGE
(19–21 J [22-24)
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Question 7:

How long have you known
this person?

iess than 6 months
5 to 12 months

to 2 years
2 to 5 years
more than 5 years

i : i

.

2

2

2

Page 5

Question 8:

How frequently do you usually
have contact with this person?
(Phone calls, visits, or letters)

5 = daily
4 = weekly
3 = monthly
2 = a few times a year
1 = once a year or less

24.

PLEASE BE SURE YOU HAVE RATED EACH PERSON
[25-27J ONEVERY QUESTION. GOON TO THE LAST PAGE. (28-30]
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Number
(14)

Date

PERSONAL NETWORK

First Name or Initials Relationship

[32]

[33]

[34]

[35]

{36]

[37]

t38]

[39]

[40]

[41]

[42]

[43]

1 [44]

1 .
[45]

1 D [46]

1 6 [47]

1 7 [48]

[49].
[50]. 0. [51]

1 [52]

2 [53]

3 [54].
4. [55)

5 6 J



Duringthepastyear,haveyoulostanyimportantrelationshipsdueto
moving,

ajobchange,divorceor
separation,death,orsomeotherreason?

0.No 1.Yes

|FYES. 9a.Pleaseindicatethenumberofpersonsfromeachcategorywhoarenolongeravailable
toyou.

spouseorpartner familymembers
or
relatives ■ riends workorschoolassociates neighbors healthcareproviders counselor

or
therapist minister/priest/rabbi

other(specify)

9b.Overall,howmuchofyoursupportwasprovidedbythesepeoplewhoarenolongeravailable
toyou?

0.noneatall 1.alittle 2.a
moderateamount

3.quite
abit 4.agreatdeal

[58] [59-60) 161-62) [G3-64.] [65-66] [67] [68] [69] [70]

[71-72] [73] S
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