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The purpose of this study is to investigate the differences and similarities 

of quality of life (QoL) in American and Portuguese cancer patients with 

hematological malignancies as well as the robustness of the measures cross-

culturally. Portuguese participants were 98 patients and 49 accompanying 

persons and the American participants were 55 patients and 22 accompanying 

persons. Fifty (Portuguese sample) to 40% (American sample) of the patients 

came with an accompanying person who answered the questionnaire concerning 

the patient's QoL. The two cultural groups were characterized in terms of QoL 

(measured by the SF-36 and the FLIC), social support (Social Support Scale), 

socio-demographic and clinical variables. Portuguese patients reported a higher 

QoL. However, this result could be attributable to the fact that the two cultural 

samples differ in socio-economic status. The measures seem to be comparable 

for the Portuguese and American samples, at least in what concerns reliability 

and concurrent validity. 
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CHAPTER I 

INTRODUCTION 

Reasons for the Study of Quality of Life (QolJ in Cancer Patients 

The diagnosis of cancer is most often considered a stressful life event 

usually associated with actual threatened loss. However, with the development 

of medical technology, both morbidity and mortality have decreased 

considerably. Besides disease remission, a shorter duration of response, and an 

increased survival duration, the efficacy of cancer therapies requires increasing 

attention to functional, psychological and social outcomes (Aaronson, 1990; 

Kaasa, 1992). 

The World Health Organization defines health as not merely the absence 

of disease but also as a state of complete physical, mental and social well-being; 

this puts emphasis on the multidimensional character of health and on subjective 

dimensions that should also be taken into consideration by the physician. 

Although the term Quality of Life (QoL), referring to human health and welfare, 

was not used as a key word in medical literature databases before 1975, 

Karnofsky in 1948 had already developed a measure of performance status 

which included psychosocial or QoL variables (Aaronson, 1990; Spitzer, 1987). 

According to Spitzer (1987), the terms functional status, health status and QoL 



are used interchangeably. In fact, Ware (1995) uses the term general health 

status when referring to health related QoL. 

There are several reasons for and applications of QoL assessment 

(Aaronson et al., 1991a; Cella & Tulsky, 1993; Fitzpatrick, 1992; Ware, 1995). 

When related to the general population, QoL instruments and surveys are used 

to monitor the general population health as well as to monitor and improve 

health-care outcomes. In addition, QoL assessment can also be used to 

evaluate health-care policies. On the practice side, QoL assessment can be 

used not only to assess rehabilitation needs and to screen psychosocial 

problems, but also in making clinical decisions in medical practice. It is also used 

as an end-point in treatment outcome evaluation and as a predictor of response 

to future treatment. 

This study aims to investigate the similarities and differences of QoL in 

Portuguese and American cancer patients with hematological malignancies. 

Furthermore, the study investigates the robustness of QoL measures across 

these two cultures. 

Conceptualization of QoL and Social Support 

According to Kaasa (1992), QoL has been defined in two ways. The first, 

a psychosocial definition, emphasizes subjective responses and cognitive 

reactions about how people feel about their own life. The second definition, 

medical health-related, is used as an outcome variable in clinical trials and is 

defined as a "multidimensional concept consisting of subjective indicators" 



(Kaasa, 1992, p. 21). In comparison, Aaronson (1990, p. 100) defines QoL in 

terms of "the degree to which happiness, satisfaction and a sense of well-being 

has been obtained." These definitions do not differ greatly from the one 

presented by Cella and Tulsky (1993, p. 329), who refer to QoL as "patients' 

appraisal of and satisfaction with their level of functioning compared to what they 

perceive to be possible or ideal." De Haes and van Knippenberg (1988) 

summarize several definitions of QoL, by stating that it refers to an overall 

evaluation of the subjective experience of life. 

Conceptualizations and definitions of QoL seem to be not only numerous, 

but also vague, complex and subjective (Lindsey, 1992). However, it appears to 

be a general consensus that QoL is characterized by subjectivity and 

multidimensionality (Cella, 1992b, 1994). Subjectivity refers to the fact that QoL 

can only be assessed through the patient's own appraisal and perceptions of the 

disease. Although subjectivity is an important component of the QoL concept, its 

assessment should be obtained through reliable and valid measures. 

On the other hand, multidimensionality refers to the broad range of 

dimensions included in the QoL concept. While some measures assume 

equivalence across these dimensions and present a total score of QoL by 

aggregating scores, other measures avoid drawing assumptions about the 

relative importance of the several dimensions by expressing results in a series of 

indices. Although the number of domains may vary according to the studies, 

there seems to be an agreement that there are probably four dimensions of 



health well-being related QoL: functional, psychological, physical and social. 

(Aaronson, 1990; Aaronson et al, 1991b; Cella, 1992b; Cella & Tulsky, 1993; 

Fitzpatrick, 1992; Kaasa, 1992; Spitzer, 1986). 

Functional well-being refers to the ability to perform activities related to 

the social role in several situations such as among friends, family members or 

work colleagues. It also includes mobility and activities of daily living as well as 

the ability to meet responsibilities with work, family and/or friends. In cancer 

patients, this dimension is impaired by effects of the illness as well as often time 

consuming treatments or lengthy hospitalizations. Psychological well-being 

ranges from positive to negative affect and can also include dimensions related 

to cognitive functioning. Symptoms of anxiety or depression are often associated 

with the diagnosis of cancer or the news of relapse. Physical well-being refers to 

observed and perceived bodily function or dysfunction related to the disease or 

the treatment. In cancer QoL measures, this dimension often includes items 

related to nausea, pain and fatigue. 

Social well-being is related to social support, and social network and 

incorporates the ability to maintain relationships with family members, significant 

others and friends. This dimension has a particular influence on cancer patients' 

ability to adapt to and cope with the disease (Cella, 1992b). In fact, and 

according to the Stress Buffer Model {Barrera, 1988), social support acts to 

buffer life stressors, thus protecting the individual from the development of 

adverse psychological effects. More specifically, and considering the diagnosis 



and treatment of cancer as stressful events which demand an adaptation effort, 

adequate support from family, friends, medical staff or self-help groups may 

minimize the distressing effects of the stressor. Examples of common adverse 

psychological consequences in cancer patients are depression and anxiety 

impacting the patient's overall QoL. 

Social support also appears to affect imunocompetence. In fact, there 

seems to be evidence of a higher activity of natural killer cells and a higher 

culture T-cell proliferation among spouses of cancer patients when the spouses 

reported high levels of social support (relatively to the spouse), as measured by 

the Social Provisions Scale. These results were obtained with 2 males and 21 

females, all spouses of cancer patients (Baron, Cutrona, Hicklin, Russell & 

Lubaroff, 1990). In addition, Ell, Nitshimoto, Mediasnky, Mantell, & Hamavitch 

(1992) suggest that, for early stages of cancer and among women with breast 

cancer, emotional support from primary network members is a protective factor 

with respect to survival. However, this effect was not found among patients with 

lung or colorectal cancer or with advanced stages of illness. Furthermore, social 

support also seems to impact physical functioning and emotional well-being of 

chronically ill patients, especially the older ones (Sherbourne Meredith, Rogers, 

& Ware, 1992). Sherbourne et al. studied 1402 chronically ill patients and found 

that social support was related to better health over time. 

In the present study, social well-being was assessed through two QoL 

instruments, both of them including subscales related to social dimensions 



(Social Functioning and Social Well-being) which aim to access the ability of the 

patient to maintain social activities. In addition, a more specific measure of social 

support was included: the Social Support Scale (Funch, Marshal & Gerbhardt, 

1986), assessing structural and perceptual dimensions of social support for 

health related outcomes and supportive attitudes and behaviors of family 

members with respect of the illness. 

Besides these main four QoL dimensions, many other domains, such as 

sexuality, body image or spirituality, could be included. Cella and Tulsky (1993) 

suggest that most of the other dimensions probably share features common to 

two or more of the four major QoL dimensions. Furthermore, since QoL is more 

than the sum of its component parts, Aaronson (1990) recommends including a 

global measure of QoL as a supplement. 

Measuring QoL 

Ware (1995) describes a model that represents schematically the 

relationships among three generic health concepts: physical conditions, mental 

conditions and evaluations of health in general, as represented in Figure 1. This 

model does not hypothesize, as it might be expected, a relationship between the 

physical and mental conditions. However, it allows the classification of QoL 

measures in terms of the degree of specificity attempted by the instruments, and 

the components of health it proposes to measure and differentiates between 

physical and mental health, both ranging in a continuum from specific conditions 

(such as a diagnostic procedure to one cause) to generic overall health (such as 



an appraisal of health in general). Thus, QoL measures are viewed as specific to 

a condition and problem or, on the other end of the continuum, as aiming to 

generically assess overall health. 

The model hypothesizes that specific conditions and symptoms are 

associated with generic measures of the physical and mental component of 

health. Serious physical conditions are hypothesized to be related to physical 

symptoms or problems which, in turn, impact more generic measures of the 

physical component of health. Comparatively, mental conditions are 

hypothesized to be related to mental symptoms or problems which, in turn, 

impact more generic measures of the mental component of health. Therefore, 

specific symptoms and problems appear to be useful in predicting more generic 

aspects of health, and may be used as indicators in Qol. measures. Although the 

functional and social components of QoL are not explicitly represented in this 

model, they could be considered as subproducts of physical and mental 

conditions. In fact, Stewart et al. (1988, cited by Ware, 1995) suggest that 

measures of role functioning are associated either with physical (limitations on 

physical health) or mental health (emotional problems), depending on the 

patient's attribution of difficulties. 

Several factors can influence the choice between a generic or a specific 

instrument, depending on the assessment purpose. If the areas of concern are 

likely to be common to several diseases, a more generic instrument will permit 

comparisons across diseases (Cella & Tulsky, 1993). In contrast, cancer-specific 
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QoL measures provide information about effects of disease or treatment unique 

to certain circumstances (type of treatment, for example) or tumor sites (breast 

or lung cancer, among others). On the other hand, although an instrument 

covering a broad range of QoL dimensions removes the need of dimension 

selection and allows detection of unexpected effects, it may decrease 

responsiveness to effect of specific kinds of health care (Fletcher, Gore, Jones, 

Fitzpatrick , & Spiegelhalter, 1992). In this study two QoL instruments were used: 

one is designed to assess the QoL of cancer patients; the other is a more 

generic non-disease specific QoL measure. Besides the dimensions measured, 

the instrument focus and its degree of specificity, QoL intruments vary also in the 

source of information, data collection procedure, level of integration or 

disintegration of data, time frame covered and type of scales included in the 

instrument (Aaronson, 1990; 1992). In addition, researchers should be 

concerned about the instrument's psychometric properties when selecting an 

instrument. 

When planning a QoL evaluation, one of the most basic questions is 

related to the source of information. Traditionally, it was the physician's role to 

make such assessments, especially when assessing the patient's performance 

status. Although requiring less time, clinician based ratings have been accused 

of not only being based in a too narrow QoL definition, but also lacking inter-

observer reliability (Aaronson, 1992). Kammanann, Smith, Martin, & McQueen 

(1984) found a lack of agreement in ratings of subjective well being from the self 



and others (both spouses or college student room-mates). In fact, judgments by 

others reflected not only a halo effect around the subject's perceived likability but 

also a biased association with projection of own well-being. Furthermore, there 

was a lack of agreement between reported well being feelings and behaviors. 

Since some of the most widely used QoL dimensions are based on patient 

subjective experience, the patient is considered to be the most appropriate 

informant when assessing QoL. However, information from a family member is 

often used in cases of severe illness, cognitive deficits, or major psychiatric 

disorders. The direction of differences between reports from the patient and a 

family member or other caregiver, either on the patient's overall health or on 

specific dimensions of QoL, may be valuable information for the physician. 

Ideally, a triangulation approach should be attempted, using multiple informants. 

Research should evaluate systematic differences that may exist between 

reporters. In this study, information was collected from the patient and from a 

patient family member or person accompanying the patient. 

Selecting the data collection procedure implies choosing between 

interviews, self-administered questionnaires or diaries. Interviews have several 

advantages, such as flexibility and the fact that interviews minimize missing data. 

Nevertheless, interviews are time consuming and require interviewer training. 

Self-administered questionnaires are probably the most practical and 

inexpensive procedure of data collection. In addition, a brief (10 to 15 minutes) 

clearly worded questionnaire can facilitate the collection of longitudinal data. A 
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questionnaire is also more easily converted into an interview format than the 

reverse. For this study, self-report questionnaires were chosen as the data 

collection procedure. 

Level of data integration refers to the degree to which individual items are 

converted into a discrete number of scales or even into a single overall score. 

Except when combining QoL outcomes with survival data, usually a single global 

score may imply the loss of pertinent detailed information. In comparison, 

aggregating items into indices (rather than a single summary score) might 

increase scores' variability, reliability and validity, especially when this 

aggregation is the result of empirical methods, such as factor analysis, applied to 

several items measuring a multidimensional construct. One of the QoL 

questionnaires used in this study aggregates items into several dimensions, 

whereas the other provides a global score. However, factor analysis also 

demonstrated a clear factor structure for the latter (Morrow, Lindke, & Black, 

1992; Shipper, Clinch, McMurray, & Levitt, 1984). 

When selecting a QoL measure, the time frame of the questions should 

be taken into consideration. The use of questions referring to a long time frame 

(for example, asking patients to report their experience during the previous year) 

may lead to problems associated with memory loss or confusion about to which 

period of the disease the question refers. The questionnaires in this study 

include questions referring to the present day, the last week, last two weeks and 

last month, depending on the items. 
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Responses to interviews or questionnaires can be quantified through 

different types of scales including linear analogue scales and categorical ratings. 

Frequently used to assess pain, linear analogue scales are composed of a line 

with descriptive anchors at each end, and the patients are asked to mark a point 

on the line that most corresponds to their experience. Since the distance from 

the mark to the anchor points is measured, these scales have the disadvantage 

of requiring too much time to prepare data for computer entry. A dichotomous 

format rating allows participants to answer a large number of items in a relatively 

short time. However, ordinal ratings in Likert-type scales detect more subtle 

changes. The QoL questionnaires used in this study include dichotomous and 

ordinal Likert-type scales. 

Furthermore, when selecting a QoL measure, careful attention should be 

paid to whether reliability, validity and sensitivity standards are met. Indices of 

reliability include internal consistency, inter-rater reliability and test-retest 

reliability. Since QoL instruments are expected to detect changes that occur with 

time and circumstances, a test-retest index may not be an adequate reliability 

measure (de Haes & van Knippenberg, 1985; Lindsey, 1992). In addition, there 

is no gold standard against which the instrument could be compared; therefore, 

validity of QoL instruments may be difficult to assess. The most used validation 

techniques of QoL instruments are: content validity, by incorporating advice from 

experts in oncology such as nurses and oncologists; concurrent validity, by 

assessing the extent to which results in a specific instrument correlate with those 
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obtained from other QoL instruments; and predictive validity, by correlating 

results with criteria such as survival time and frequency of requests for medical 

or psychological help. 

In addition to the psychometric properties, acceptability of the instrument 

to patients and staff is critical (Cella, 1992a). Obstacles to accurate 

measurement can be due to theoretical and empirical elements of measurement. 

They also can be related to practical issues such as availability of staff, length 

and timing of administration or responsibilities for quality control (Cella & Tulsky, 

1993). 

In this study, two QoL instruments were used. The first one is the Medical 

Outcomes Study 36-ltem Short Form General Health Sun/ey (SF-36), a 

questionnaire designed to survey health status in the Medical Outcomes Study 

(Ware & Sherbourne, 1992) in clinical and practice research. The other is the 

Functional Living Index for Cancer (FLIC), a questionnaire developed by the 

Manitoba Cancer Treatment and Research Foundation (Shipper & Levitt, 1985) 

for repeated cancer patient self-administration. 

Approaches in Cross-Cultural Research of QoL 

The term culture is frequently used as a synonym for "acquired knowledge 

that people use to interpret experience and guide social behavior" (Kuyken, 

Orley, Hudelson, & Sartoris, 1994, p. 6). To answer the question whether or not 

QoL is a cross-cultural construct, Kuyken & Orley (1994) suggest studying how 

each culture influences motivations, behaviors, thoughts and feelings in each 
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QoL domain. Enjoying good health seems to be a universal construct. In fact, the 

same domains are spontaneously identified across different cultures (Geddes, 

1991, cited by Kuyken, Orley, Hudelson & Sartoris). However, when assessing 

QoL domains, specific cultural aspects will emerge, especially in such different 

cultures as the Western, Asian and African. Furthermore, Die Trill and Holland 

(1993) state that several cultural issues, including family function, sex roles, 

language and pain, influence heath related behaviors. Cella & Tulsky (1993) also 

point that differences in access to health care may influence the economic 

variance of study groups cross-nationally. 

Cross-cultural research in QoL can serve different purposes (Kuyken & 

Orley, 1994), such as to enhance understanding of the construct and how it is 

culturally, individually or socially determined. It can also provide information 

about the effects of the illness, thus aiding in the selection of the most 

convenient treatment in international epidemiological studies. In addition, in 

health economics, cross-cultural data on QoL may be helpful to define the cost-

effectiveness of health interventions in different settings. Finally, clinical trials 

carried out in different countries require cross-cultural measures when QoL is 

included as an end-point. Despite the recognition of the need for cross-cultural 

measures of QoL, most of the instruments have been developed in one single 

cultural setting. 

Several approaches have been adopted in cross-cultural research on QoL 

(Kuyken et al., 1994). The first one aims to collect information about how 
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respondents define the QoL domains they consider to be relevant to their lives 

and how they rate their own functioning in each of these domains. Although this 

approach does not impose cultural or social values on the respondent, thus 

complementing the application of more standardized instruments, it assumes 

respondents' insight over the most important QoL domains in their lives. In 

addition, it does not permit detailed and subtle comparisons of QoL changes. 

The second approach, to develop a new instrument for each population, 

purpose or setting, assumes that QoL is better understood in relation to the 

particular culture in which it is evaluated. This approach, more appropriate for 

applications within a national focus, probably leads to higher levels of face and 

content validity. Besides requiring greater resources to develop a new instrument 

for each setting, this approach does not allow a direct use of the instrument 

across cultures. Even though the SF-36 was designed for use across different 

illnesses, it was initially developed without reference to possible use in other than 

the American culture. 

Based on the assumption that QoL domains are the same across different 

cultures, existing instruments have been translated and adapted for use in 

several settings. Although this approach lacks flexibility to introduce additional 

facets, it allows direct comparison of data. Moreover, it is a highly resource 

efficient approach since normative data for another culture are available and 

psychometric properties have already been established. 
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Except for culturally and linguistically similar settings, adapting an 

instrument involves two related risks. First, the adapted instrument imposes 

health constructs which may not be relevant to the new setting. In fact, a 

translated construct may be associated with different semantic representations 

according to the culture. The second risk is related to the fact that aspects of 

QoL relevant to the new setting may be missing in the adapted instrument. For 

instance, social values and expectations specific to a certain culture might not be 

included in a version of the instruments originally developed for a different 

culture. This might become an important flaw if the disease condition prevents 

the patient from meeting these social expectations (independence or 

interdependence from others, for example), thus influencing the patient's QoL. 

When adapting an existing measure for other settings, not only the 

evaluation of psychometric properties, but also the assessment of conceptual 

and linguistic equivalence should be taken into account (Perrin et al., 1993). The 

equivalence in meaning and relevance of the constructs being measured may be 

achieved through evaluation of content validity of the instrument in each cultural 

or language group. In addition, the equivalence of question wording and 

meaning of items may be achieved though a careful translation. 

Brislin (1970) describes the back-translation procedure in which two 

bilinguals are employed, one translating from the source to the target language 

and the other doing the reverse. The two versions in the original language are 

compared and, if equivalent, the target version from the middle of the process is 
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considered to be equivalent to the source form. Brislin also defines criteria for 

equivalence. The first one refers to monolingual raters who examine the original 

and the back-translated forms and assess for differences in the meaning. This 

same procedure may also be done by bilingual raters who compare the original 

and the target versions. In addition, a questionnaire based on the content of the 

passage may be administered to participants who have only seen the target and 

back-translated versions. 

Perrin et al. suggest that a pooled forward translation should result from at 

least two forward translations from the source language. After this, preferably 

more than one backward translation to the source language should be done, 

thus resulting in another pooled translation. The next step involves a review of 

the translated versions by lay and expert panels with revisions, and finally field 

tests should provide evidence of comparability. This procedure, usually referred 

as the forward-backward translation or the back-translation, was used to 

translate into Portuguese the instruments used in this study. 

Even though during the last decades international collaboration has been 

increasing in clinical research, few instruments have been studied cross-

culturally to assure their practical use in international clinical trials (Aaronson et 

al., 1993). The potential usefulness of the SF-36 in international comparisons 

has been pointed out by an ongoing comparative study in several countries, 

including the U.S., France, Italy and Spain (Aaronson et al., 1992; Ware Gandek 

& The IQOLA Project Group, 1994). Although a Portuguese sample was not 
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included in these studies, the SF-36 has recently been translated into 

Portuguese using the standard "forward-backward" procedure (J. Ribeiro, 

personal communication, January 1996). 

The fourth approach in cross-cultural research on QoL aims to develop an 

instrument collaboratively in several settings. This approach is based on the 

assumption that QoL domains are relevant to respondents regardless of the 

culture, although domains may be manifested differently in different settings. 

Each setting is involved in the development process, thus insuring not only 

cross-culturally comparable data, but also construct validity in each culture. An 

example of this collaborative approach is the European Organization for 

Research and Treatment of Cancer, which developed a QoL measure for cancer 

patients, the EORTC- QLQ-C30 (Aaronson et al., 1993). Several European (Italy 

and France, among others, although Portugal was not included) and North 

American countries (U.S. and Canada) participated in the development. 

Influence of Cultural Issues in QoL 

Several cultural issues may influence QoL in cancer patients. Highly 

influenced by socio-cultural values, the family structure can determine the level 

of involvement of family members in the patient's care as well as the degree of 

dependency and expectations (Die Trill & Holland, 1993). In the Mediterranean 

cultures, family is commonly considered to be an extended network of members 

of several generations among whom responsibilities, festivities and grief are 

shared. This family structure differs from the North American nuclear families 
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which foster a stronger sense of personal responsibility and individual 

independence (Kuyken et al., 1994; Die Trill & Holland, 1993). Besides family 

structure, disclosure of information regarding cancer diagnosis is also 

characterized by cultural norms (Die Trill & Holland, 1993). While in the U.S. the 

patient is regarded as having the right to be informed about disease and 

treatment option, the word cancer is estimated to be avoided by 60% of the 

oncologists in Portugal (Holland et al., 1987, cited by Die Trill & Holland, 1993). 

Culture also influences the interpretation and expression of pain 

tolerance, which is a frequent symptom, especially in the advanced stages of 

cancer. Die Trill and Holland (1993) refer to several studies suggesting that 

Italians exhibit more pain symptoms in more body locations, whereas Irish use 

denial and Scottish assume an stoic attitude by believing pain should be born as 

long as possible. Moreover, attitudes towards health practice and illness, which 

influence the patient's degree of compliance with treatment, may be partly 

defined by culture. In fact, Americans see illness as caused by external forces 

whereas in France disease is interpreted as a lack of internal defenses (Die Trill 

& Holland, 1993). 

There are few cross-cultural studies of QoL in cancer patients. The 

EORTC-QLQ-C30 (Aaronson et al., 1991a, 1993) is a self-report 

multidimensional instrument which aims to evaluate QoL of cancer patients 

participating in international clinical trials. The study sample included patients 

with lung cancer from English speaking countries (including the U.S.); Northern 
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Europe; Southern Europe (French-speaking Belgium, France and Italy) and 

Japan. With the exception of the Japanese subsample, psychometric 

characteristics of this instrument were similar across various languages and 

cultures. Specifically, alpha internal consistency coefficients of the emotional 

functioning subscale were similar across Western groups (Aaronson et al., 

1991a) but not for the Japanese subsample. 

A similar study, also with patients with lung cancer (Aaronson et al., 

1993), was done with similar cultural groups and excluding Japan: English-

speaking countries (n = 133), Northern Europe (n = 120) and Southern Europe (n 

= 52). This study reports subscale reliability estimates that are similar across the 

cultural groups. However, the reliability of the nausea and vomiting subscale was 

substantially higher for the Northern Europe and English-speaking samples than 

for the Southern Europe subsample, both for the pre-treatment (alpha 

coefficients of .72, .65 and .36, respectively) and the on-treatment phases (alpha 

coefficients of .79, .71 and .51, respectively). The authors interpret these results 

as being due to the differential use of emesis-inducing treatment, more frequent 

in Northern Europe and English-speaking countries than in Southern Europe 

(respectively 61%, 48% and 16%, JD < .001). Thus, the low scale reliability for the 

Southern European sample seems to reflect the limited nausea and vomiting 

score variance. 

Systematic differences in terms of illness experience, expectation from 

and acceptability of treatment occur not only across nations but also within the 
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culturally diverse nation of the U.S. (Cella & Tulsky, 1993). The performance of 

the SF-36 was compared in a sample of 803 Caucasian and 357 African 

American patients with acute chest pain (Johnson, Goldman, Garcia, Pearson & 

Lee, 1995). Although in general results the SF-36 appears to have similar 

reliability and validity in the Caucasian and African American sample, some 

significant differences were revealed for clinical and socio-demographic data. In 

fact, African American patients were younger and less likely to be male or to 

have a medical history including coronary problems. African American patients 

also had a lower socio-economic status, as measured by insurance and income 

data, and reported a significantly lower QoL in several SF-36 subscales 

(Physical Functioning, Social Function, Pain, and Role-Mental). However, when 

adjusting for clinical factors, functional status (as measured by Specific Activity 

Class), and socio-economic status in multivariate models, race was no longer a 

predictor of any of the dimensions of QoL. 

Some cross-cultural studies were performed using patients with lung 

cancer Aaronson et al, 1191a, 1993). In addition, a multitude of studies in QoL 

targeted either specific cancers (eg. patients with breast cancer) or a generic 

oncologic population. However, little seems to have been done concerning the 

cross-cultural study of QoL of patients with hematological malignancies. 

Hematological Malignancies 

Hematological malignancies refer to blood cancer and include two major 

groups, leukemias and lymphomas. Leukemias can be acute or chronic and are 
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classified as lymphocytic, myeloid, monocytic or eryhroid. On the other hand, 

lymphomas are separated into non-Hodgkin's and Hodgkin's lymphomas. 

Lymphomas can be classified according to the disease progression stage, 

ranging from I (disease is located in one site) to IV (disseminated loci of 

involvement). Earlier stages typically require less treatment to control the 

disease and have a better prognosis (Lesko, 1989). Leukemias, due to the 

systemic nature of the disease, are considered to be in stage IV. 

Approximate annual incidence of adult leukemia in the U.S. ranges to 

24,000 and 89% of the total number of leukemia patients are over 60 years of 

age. The most common forms of leukemia among adults are acute and chronic 

nonlymphocytic leukemias. Leukemia is the main cause of cancer death in young 

male adults between the ages of 15 and 35 and the second in women, after 

breast cancer (Lesko, 1989). 

Non Hodgkin's lymphomas have an annual incidence of 13.5 cases per 

100,000 per year and about 4.5 times more common that Hodgkin's lymphomas. 

Hodgkin's lymphomas are more frequent between the ages of 15 and 34 and 

after the age of 60 and the survival rate after 5 years for patients under 35 years 

of age is 80%. Non-Hodgkin's lymphomas are more frequent between the ages 

of 40 and 70 and the survival rate after five years is 43%. 

Clinical course of leukemia or lymphoma (Lesko, 1989) begins with minor 

symptoms such as fatigue, weight loss or low-grade fever. Medical attention is 

sought when symptoms persist and diagnosis is done by bone marrow aspiration 
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(leukemia) or lymph node biopsy (lymphoma). Patients usually experience 

diagnostic and treatment plan phases with high anxiety. 

Treatment of leukemia is primarily done through chemotherapy, frequently 

requiring hospitalization. Bone marrow transplantation (BMT), during which the 

patient is placed in a germ-free environment, is increasingly utilized in patients 

under 45 years of age. Although morbidity from BMT is high, this procedure 

produces a disease-free survival period of 2 to 10 years in at least 75% of 

patients. Long-term consequences include immunosuppression, sterility and 

cardiomyopathy. 

Lymphoma is treated with radiotherapy alone for early phases of disease 

and with multiagent combinations of chemotherapy for more advanced stages. 

Treatment lengths vary according to the extension and type of disease. In fact, 

more extensive lymphomas require several chemotherapy cycles over a period 

of about six months whereas maintenance therapy in acute leukemia can last for 

one to two years. 

QoL in Patients with Hematological Malignancies 

Since hematological malignancies are known to be fatal when untreated, 

death is the main fear during diagnosis. Moreover, patients frequently fear 

painful and uncomfortable medical procedures. Dependence on family, nurses 

and physician as well as sense of disfigurement due to hair loss and changes in 

body appearance are also frequent psychosocial concerns of patients. In 

addition, patients may suffer from disruption in relationships due to lengthy 
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hospitalizations and from difficulties in personal, school or career goals (Lesko, 

1989). 

Several factors impact patients' QoL during treatment. The major 

symptoms, some of them due to severe toxicity of treatment, include hair loss 

due to chemotherapy, anorexia, nausea and vomiting, fatigue and pain (Holland 

& Lesko, 1989; Zittoun, 1992). Nerenz and colleagues (1989, cited by Holland & 

Lesko, 1989) state that psychological distress is more influenced by the number 

of symptoms than duration or severity of any single symptom. Furthermore, 

global QoL of patients with hematological malignancies during treatment seems 

to be associated with fatigue, nausea and vomiting and emotional distress 

(Zittoun, 1992). In general, intensive chemotherapy requires a high compliance 

and a focus on the future. Thus, hope for results and desire to live are important 

facts which help in balancing poor QoL during the phases in which the patient is 

more dependent on caregivers (Holland & Lesko, 1989). 

During the post-treatment and remission periods, patients still face 

difficulties (Lesko, 1989; Zittoun, 1992). Besides the financial burden, diminished 

stamina and fatigue persist sometimes for long periods. There is also the risk of 

neurological and central nervous system dysfunctions and organ failure. In 

addition, even if complete remission is achieved, there is still an increased risk of 

relapse, especially during the first years. Frequent fears cover a broad range of 

concerns such as termination of treatment, physical symptoms, follow-up visits 

and anniversaries of diagnosis. Continuing impairment in personal and social 
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functioning may be related to adjustment of normal responsibilities, problems in 

the transition from the role of a patient to a healthy person, awareness of job and 

insurance discrimination. Although insurance discrimination may be less 

problematic in countries having a socialized health system, such as Portugal, 

patients still perceive future vulnerability to illness and premature death. 

Evans, Thompson, Brownie, Barr, & Barton (1993) report a study involving 

40 patients with acute leukemia in remission. These authors state that 

personality characteristics (endurance, affiliation, cognitive structure, coping with 

and adaptation to illness mechanisms) also appear to impact self-reported global 

QoL. Adaptive coping strategies include getting information about illness and 

treatment, active problem solving of one problem at a time and acceptance of 

limitations on activities and transient changes in body image (Lesko, 1989). 

Recent progress in treatment and supportive care contribute to reduce the 

number of days of hospitalization and to improve QoL. Nevertheless, medical 

decisions still rely on the trade-off between less intensive or shorter treatment, 

with a higher risk of relapse and shorter survival and a better QoL on one hand, 

and, on the other, more intensive and lengthy treatment to prolong remission and 

survival (Zittoun, 1992). Since there are few studies on QoL of patients with 

hematological malignancies, further research with this group is needed. 

Summing UP: The Present Study 

This study employs a quasi-experimental between groups design, in 

which two cultural groups, American and Portuguese patients with hematological 
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malignancies, were compared. The two cultural groups were characterized in 

terms of QoL, social support, socio-demographic and clinical variables (Table 1). 

In addition, significant differences were studied. 

One of the main research questions relates to the differences and 

similarities between the two samples, measured in terms of the studied 

variables. The studies by the EORTC group (Aaronson et al., 1991a, 1993) on 

QoL suggest that there are no major differences between English-speaking and 

Southern-Europe countries, concerning reliability data. However, no comparison 

was made between the U.S. and Portugal with these populations and variables. 

Furthermore, studies focusing on only one cultural sample (U.S., by Brazier et 

al., 1992; and U.K., by Stewart, Hays, & Ware, 1988), indicate that patients with 

higher income and education have a better perceived QoL, as measured by the 

SF-36. Since Portuguese have, on average, lower income and lower education 

than Americans, if this tendency also occurs cross-culturally, it will be expected 

that the perceived QoL of the Portuguese sample is worse than the one for the 

American sample. However, this tendency might not be observed cross-

culturally. 

This research also studied how the several dimensions of QoL, social 

support, demographic and clinical variables relate with each other and whether 

this relationship is a function of the culture. In addition, the study provided data 

about the robustness of social support and QoL measures across different 

cultures. This question is particularly important, taking into consideration that 
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QoL is being used more and more as an end-point measure in international 

clinical trials, thus requiring QoL measures which are cross-culturally 

comparable. 

Finally, the study compared the same trait (QoL), measured by two 

different instruments, one disease generic and the other specific to cancer, rated 

by two different sources, the patient and the person who accompanies the 

patient to the medical facility, typically a family member (caregiver). Similarly, the 

study also compared two different constructs, QoL and social support, and the 

way they relate to each other in the two cultural samples. Since the family 

structure of these two cultures seem to be different (Kuyken et al., 1994; Die Trill 

& Holland, 1993), it is expected that social support will differ between the two 

cultural samples. 



CHAPTER II 

METHOD 

This study attempts to characterize and to study the differences in 

perceived QoL and social support in American and Portuguese patients with 

hematology malignancies. A social support and two QoL measures, completed 

by two different raters, the patient and the person who accompanies him or her, 

were used. In addition, this study also investigates the robustness of the 

measures cross-culturally. 

Participants 

Two groups of participants were included in this study, one from the 

Portuguese Institute of Oncology, in Lisbon (Instituto Portugues de Oncologia de 

Francisco Gentil, Centra de Lisboa), and the other from a medical facility in 

Texas (Parkland Memorial Hospital, Dallas; see Appendix C for approval letters). 

The Portuguese Institute of Oncology is a public facility, which provides care 

without regard to ability to pay. The Parkland Memorial Hospital is a well-known 

county general hospital in a large urban setting. This hospital is attended mainly 

by minority patients from a low socio-economic status that may not represent the 

general U.S. population. 

27 
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A power analysis was conducted in order to estimate the size sample 

necessary to detect a meaningful difference in the scores obtained from the two 

cultural samples. Ware, Snow, Kosinski, & Gandek (1993) suggest that 10 to 20 

points is a moderate difference between scores obtained in the SF-36, when 

comparing two American groups. Considering an alpha of .05 and a two-tailed t-

test, 52 participants in each group are required to detect a similar difference in 

scores in the Mental Health subscale with a statistical power of .80. However, the 

number of required participants will vary according to the targeted subscale; to 

detect the same 10-point difference using the Role-Physical subscale, 183 

participants are required. Using a sample size of 90 participants per group, there 

is a probability of .80 of finding a similar 10 point-difference in 6 out of the 8 SF-

36 subscales and a 20-point difference in the total. In fact, according to Ware et 

al. (1993) a similar 20-point overall difference in SF-36 subscales may be found 

with only 47 participants in these groups. These estimates are being applied to 

this study even though unknown differences in variances of the American and 

Portuguese samples may change the actual power. 

Both samples were constituted by cancer patients with hematology 

malignancies (leukemia or lymphoma), aged 18 years old or over, who were 

under treatment or who have been considered symptom free for not more than 6 

months. Criteria of inclusion also required unimpaired cognitive function with no 

evidence of cerebral metastases and the ability to speak fluent English 

(American sample) or Portuguese (Portuguese sample). In case a family 
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member or another person accompanies the patient to the medical facility 

(caregiver), participation from this person was also sought. Participants were 

recruited from outpatient services from a cancer hospital in Lisbon, Portugal and 

from Parkland Memorial Hospital, Dallas, Texas. The Portuguese sample was 

constituted by 97 patients and 49 accompanying persons whereas the American 

sample was formed by 55 patients and 22 accompanying persons. 

Materials 

Materials used included informed consent forms to be signed by each 

patient and respective caregiver (Appendices D and E). In addition, each patient 

and caregiver was asked to answer a questionnaire which included three 

sections, one aiming to collect data about patient's social support, two others 

aiming to assess the patient's QoL. The patient was also asked to complete a 

socio-demographic questionnaire. The section about socio-demographic data 

included questions about age, gender, race, years of education, employment 

status and type of job, marital status, family constellation, hometown (urban, 

suburban or rural) and the relationship of the caregiver. Both the English and the 

Portuguese versions of the questionnaires are presented in Appendices D and 

E. Although the versions of the questionnaires to be completed by the caregiver 

are not presented, the items differ only in the person they refer to (instead of 

"you", the questions refer to "the patient"). In addition, since 60% of physicians in 

Portugal appear to avoid the word "cancer" in discussions with their patients 

(Holland et al, 1987, referred by Die Trill & Holland, 1993), when translating the 
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FLIC to Portuguese, the word disease ("doen9a" in Portuguese) was used 

instead of cancer. 

The first measure of QoL is the Medical Outcomes Study 36-ltem Short 

Form General Health Survey (SF-36). a QoL questionnaire which contains 36 

items aiming to evaluate QoL. The SF-36 has previously been translated into 

Portuguese for use in an unrelated study (J. Ribeiro, personal communication, 

January 1996) using a procedure similar to the one described for other 

instruments. 

The SF-36, considered to be a reliable and valid assessment of general 

health from the patient's perspective (Ware, 1993), is a questionnaire designed 

to survey health status in the Medical Outcomes Study (MOS) in clinical and 

practice research (Ware & Sherbourne, 1992). The MOS is a longitudinal study 

aiming not only to evaluate the health status perceived by patients with chronic 

diseases, but also to develop instruments for monitoring patient outcomes in 

health care (Stewart & Ware, 1992, cited by Ware et ai., 1994). The SF-36 was 

constructed as an alternative to longer measures included in the MOS 

questionnaires and aims to comprehensively assess health-related QoL in a brief 

and yet psychometrically sound way (Aaronson et al., 1992; Brazier et al., 1992; 

Ware & Sherbourne, 1992). 

Since the SF-36 concepts are not specific to any demographic or disease 

group, this questionnaire can be considered as a generic QoL measure (Ware et 

al., 1994). The questionnaire can be self-administrated to persons age 14 or 
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older and it takes approximately 5 to 10 minutes to complete (Aaronson et al., 

1992; Brazier et al., 1992; Ware et al., 1994). It includes eight multi-item scales 

as shown in Table 2: physical functioning due to health problems (Physical 

Functioning); role limitations because of physical health problems (Role -

Physical); role limitations because of personal or emotional problems (Role -

Emotional); Social Functioning; Vitality (energy/ fatigue); Bodily Pain; General 

Mental Health (psychological distress and well-being) and General Health 

perception. 

Brazier et al. (1992) seem to defend that the 8 scales cover 3 major areas 

(functional status, well being and overall evaluation). However, Ware et al. 

(1994) present data that support the hypothesis that the scales for Physical 

Functioning, Role - Physical and Bodily Pain are correlated mostly with physical 

components of heath, whereas the scales Mental Health, Role - Emotional and 

Social Functioning measure predominantly mental health components. In 

addition, the scale Social Functioning also seems to moderately measure 

physical health components. Finally, General Health Perception and Vitality 

scales measure moderately both physical and mental health components. 

Since the SF-36 is not a questionnaire specific to a particular type of 

disease, it has been used to assess the quality of life of patients with different 

conditions, including mental disorders, migraine, AIDS (studies referred by Ware 

et al., 1994), hypertension, diabetes, recent myocardial infarction, and 
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congestive heart failure (Hays et al., 1994). However, there seems to be a lack of 

research using the SF-36 on cancer patients. 

The SF-36 is not only easy to use and well accepted by patients but also 

appears to have good psychometric properties, as shown by several studies 

summarized in the instrument's manual (Ware et al., 1993). These studies 

include American and United Kingdom (U.K.) samples. Norms, based in a 

sample of 4,474 adult males and females drawn from the general U.S. 

population, are provided by age and gender group. Norms are also provided for 

five medical conditions (not including cancer) and for hypertension and comorbid 

conditions. In addition, specific norms for the Mental Health subscale are 

provided for patients of medical and mental health providers. Although there 

seems to be a correspondence between U.S. and U.K. average scores for most 

of the SF-36 subscales and the age groups 34 years-old and younger, the U.K. 

older age groups seem to report a better QoL in most of the subscales. 

Stewart et al. (1988) studied a sample of 11,186 U.S. patients attending 

different specialty physicians using a 20-item short form of the Medical 

Outcomes Study General Health Survey (SF-20). This 20 item form excludes the 

dimension of vitality, includes only one Role Functioning scale and most of the 

dimensions are represented by fewer items than the SF-36. In this study, the 

distributions of health perceptions and mental health scores were roughly 

symmetric. More people scored along the positive end of the physical scale, 

whereas the role functioning scale had a somewhat bimodal distribution. The 
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social functioning item had a skewed and kurtotic distribution, in which the modal 

score represented perfect functioning. Finally, the pain item was broadly 

distributed, with 20% of the participants reporting moderate pain and 9% severe 

or very severe pain. 

Scoring the SF-36 requires item recoding for 10 items and transformation 

of raw scale scores into a 0-100 scale, in which a higher score indicates a better 

QoL. Estimates for 95% confidence intervals for individual scores vary from 12.3 

points for the Physical Functioning subscale to 28.0 points for the Role-

Emotional subscale. In addition, the SF-36 seems to demonstrate good indices 

of completeness of data and response consistency. In fact, rates of completed 

items ranged from 88% to 95% for the total sample and from 75% to 91 % for 

older patients as well as patients reporting less education. On the other hand, 

inconsistent responses were not observed in 90.3% of the general population. 

Results from different types of analysis offer support for the validity of the 

measure. Evidence of construct validity is suggested by the distribution of scores 

in relation to socio-demographic variables. For both the SF-36 (Brazier et al., 

1992, studying a U.K. sample), and the SF-20 (Stewart et al, 1988, studying a 

U.S. sample), men reported better health than women (except for the general 

health scale in the SF-36 and the health perception scale in the SF-20). In 

addition, younger people tended to report better health than older people (except 

for the mental health scale) on both the SF-36 and the SF-20; health increased 

with higher social class across all scales, except for general health perception. 
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Furthermore, in the SF-20, Caucasians tended to report higher health 

perception, higher social functioning and less pain than non-Caucasians. Finally, 

in the SF-36, not only did patients who had recently consulted a physician have 

poorer perceived health than those who had not, but also patients with chronic 

physical problems perceived their health as worse (on all scales except mental 

health) than patients without chronic physical problems. 

In the study on SF-20, substantial differences in health were observed in 

the general population and the patient samples. In addition, the SF-36 seems to 

have good discriminatory power (Brazier et al., 1992). In fact, the SF-36 was 

able to detect low levels of poor health in patients who were determined to have 

"good health" on the Nottingham Health Profile. 

Acceptable concurrent validity has been provided by correlations between 

scores on the SF-36 and the Nottingham health profile. In fact, correlations 

between non-comparable scales were lower than correlation coefficients for four 

comparable scales of these two instruments. Furthermore, all correlations among 

the scales of the SF-20 were statistically significant (JD < .01), corresponding 

highly with results from the full-length version of these scales. According to Ware 

et al. (1993; 1994) content validity of the SF-36 has been established in several 

studies by comparing the SF-36 and other widely used questionnaires and 

surveys of similar content. There seems to be a strong association between the 

Physical Functioning subscale and other measures of physical functioning and 

weak associations between the Mental Health subscale and measures of 
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physical morbidity, physical measures of performance, cognitive function and 

activities of daily living. 

When comparing to the original full-length version of an instrument, short-

forms are likely to be impaired by ceiling or floor effects (Ware & Sherbourne, 

1992). Floor effects were observed in SF-20 scales, that measure higher QoL, in 

severely ill hospital patients (Blindman et al., 1990, cited in Ware & Sherbourne, 

1992). However, even in chronic disease patients floor effects are rare for the 

SF-36. Since SF-36 seems to measure a comprehensive set of health 

dimensions and fulfill criteria of reliability and validity, Ware and Sherbourne 

(1992) no longer recommended the use of the full version of the Medical 

Outcomes Study Health Survey. 

The second measure of QoL used in this study is the Functional Living 

Index for Cancer (FLIC), a QoL questionnaire which contains 22 items aiming to 

assess QoL in cancer patients. This measure is answered easily by patients in 

ten minutes or less and provides a summary score of QoL. According to Morrow 

et al. (1992), the FLIC is one of the most widely used and highly regarded 

instruments of QoL form cancer patients. The normative sample consisted of 837 

in- and out-patients from two major Canadian cancer centers (Schipper et al., 

1984). Patients were instructed to respond by placing a slash mark on a visual 

analogue scale divided into seven intervals. However, in the present study the 

visual analogue scale was adapted to a seven-point Likert-type scale. A high 

overall score, derived by summing scores on all items, represents a better QoL. 
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Morrow et al. (1992) studied a sample of 489 patients with histologically 

confirmed cancer. With a mean age of 55.7 ± 13.7, most of the patients (80%) 

were high school or college graduates, 18% had hematological malignancies and 

44% breast cancer. In order to evaluate the construct validity, principal 

component analysis with a varimax orthogonal rotation was conducted. Seventy 

five percent of the variance is accounted by five factors in a random half of the 

original sample and 68% of the variance in the other half. These factors (Table 3) 

were similar to the ones found by Schipper et al. (1984) in the normative sample. 

Moreover, Morrow et al. defend that the factor structure found in their study is a 

more homogeneous structure than the one found in the normative sample. 

The Cronbach's alpha was used to assess the reliability of each of the five 

factors described by Morrow et al. (1992). Values ranged from .64, for the 

Current Well-being factor, to .87, for the Psychological Functioning factor (Table 

3). In addition, when including any of the four items that do not load in the five-

factor structure, overall alpha internal consistency was reduced. 

Convergent and discriminant validity was assessed through the 

correlations between the factors and scores from several other measures. 

Shipper et al. (1984) report correlations above .44 when comparing the total 

score of the FLIC with the General Health Questionnaire, the Beck Depression 

Inventory, the Karnofsky Index, the Spielberger State and Trait Inventory (STAI) 

and the McGill-Metzlack Pain questionnaire. Only correlations with the Katz 

activities of daily living were below .30. Concurrent validity was also supported 
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when studying correlations by factor, both on the study by Shipper et al. and the 

study by Morrow et al.. In fact, the factor related to physical well-being correlated 

most highly with the Karnofsky index (Shipper et al., 1984), the factor 

Psychological Functioning with the STAI (Shipper et al., 1984, and Morrow et al., 

1992) and the factor related to gastro-intestinal symptoms with the Morrow 

Assessment of Nausea and Emesis (Morrow et al., 1992). 

Criterion validity seems to be supported by the fact that average scores 

obtained by groups decreased according to the extent of the disease, ranging 

from off treatment to in a terminal-care unit (F = 6.37, e < .001, Shipper et al., 

1984). In addition, Morrow et al. (1992) observed that patients with a lower 

anxiety reported a lower QoL. According to Morrow's results, patients with breast 

cancer or aged 56 or above reported an increased QoL in terms of nausea 

symptoms. A better QoL in terms of Social Functioning also seemed to be 

related to fewer side effects and less anxiety. Furthermore, females reported a 

better social functioning than males. 

Social support was measured through a self-report questionnaire, the 

Social Support Scale (Funch et al., 1986), adapted to cancer patients. This short 

and self-administered scale attempts to measure both structural and perceptual 

dimensions of social support for health related outcomes and includes three 

sections. The first section is composed by five items classified in a 4-point Likert-

type scale, ranging from "not at all helpful" to "completely helpful," and provides 

an estimate of perceived amount of support received from a variety of sources 
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available in the support network. Since support from medical care providers 

seems to be important to cancer patients (Dunkel-Schetter, 1984), two extra 

social support sources were added to the original ones: physicians and nurses. 

The second and third sections refer, respectively, to supportive attitudes and 

behaviors of family members with respect to the illness. Each of the second and 

third subscales is composed by six items rated in a 5-point Likert-type scale, 

ranging from "strongly agree" to "strongly disagree." 

The scale was validated in three samples: 318 patients with colorectal 

cancer; 92 patients with chronic facial pain and 268 HMO clients in a weight loss 

program. Data from colorectal cancer patients were collected within three 

months of diagnosis and average age was 67.3 ± 10.5. Cancer patients had, on 

average, 12.4 ± 3.3 years of education and 65% were married. When computing 

the mean score for the first section, which hypothetical^ assesses both structural 

and perceived social support, internal consistency coefficients (alphas) ranged 

from .61 (cancer sample) to .84 (weight-loss sample). Correlations between the 

first section and the one referring to supportive attitudes are .40 and .54 (Q_ < 

.001 for both) for the weight-loss sample and the pain sample, respectively. For 

the weight-loss sample, the correlation between the first section and the one 

referring to supportive behaviors is .46 (JD < .001). In addition, the pain sample 

demonstrated a significant correlation (JD < .001) between the first section and 

measures of anxiety and depression (ranging from -.33 to -.42). 
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The pain sample also demonstrated a significant correlation (JD < .001) 

between the first section and the psychological status, as measured by an 

interviewer's rating in a 4-point scale ranging from depressed to happy. The 

authors also refer to a study involving four samples over 600 participants in 

which the section referring to supportive attitudes has consistently produced an 

alpha of .80 or greater. Although some reliability and validity measures were not 

computed for all sections of the scale nor for all samples, the present data 

suggests that the Social Support Scale possesses acceptable reliability and 

validity. 

The FLIC and the Social Support Scale were translated from English to 

Portuguese and checked with a back-translation (Brislin, 19970). To accomplish 

this a native Portuguese speaker and writer, who is also fluent in English, did the 

initial Portuguese translation with the assistance of a similar skilled translator. 

This translator was then sent to two other native Portuguese speakers and 

writers who are also fluent in English but who did not have knowledge of the 

original English measures. These individuals provided independent back-

translations. The native Portuguese speaker who did the initial translation and an 

English native speaker then jointly compared these back translations with the 

original English questionnaire and worked to resolve problems in the translation 

when a different back-translation was noted. 

Finally, the patient's physician was asked to provide information about 

clinical variables. Specifically, data concerning type and stage of disease, time 
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since diagnosis, weight loss, and type of treatment that the patient is being given 

was requested. Since leukemia is considered to be in stage IV, due to the 

systemic nature of the disease, Stage of disease of the hematological 

malignancies could not be assessed in the usual 4-point scale used in oncology. 

Therefore, another scale was constructed with the assistance of an oncologist, 

which would allow assessment of leukemia, lymphoma and other hematological 

malignancies, and that would represent a meaningful measure of disease 

progression. Physicians were asked to rate the disease progression in a 4 point 

scale, in which 1 refers to "in progression"; 2 to "stable"; 3 to "getting better"; and 

4 to "in complete remission." Although usually 4 refers to a higher disease 

progression in the common system to classify cancers in general, here 4 refers 

to a lower disease progression. This is consistent with the direction of the other 

scales used in this study (a higher value referring to a better QoL or perceived 

Social Support). 

Procedure 

Patients were approached while waiting for the physician's appointment 

and the study was briefly explained. If the patient agreed to participate, the 

patient was asked to sign a consent form (Appendices D and E) and to complete 

the questionnaire after confidentiality is affirmed. If a caregiver accompanied the 

patient, the caregiver was also asked to sign a consent form and complete the 

same questionnaire, relating to the patient's QoL and social support. Information 

about the patient's disease was also collected from the patient's physician. 
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Ethical guidelines of the American Psychological Association and the 

participating medical facilities were observed. 

The experimenter provided help in completing the questionnaires in case 

the participants expressed any doubt about it. Especially for older patients, 

patients who had major difficulties reading, or patients who were feeling sicker or 

more fatigued the questionnaires were administered in the form of a structured 

interview. Differences between types of administration (questionnaire vs. 

interview) were observed for only one subscale in the American sample (FLIC 

Physical Functioning) and for several subscales in the Portuguese one (SF-36: 

General Health, and Physical Functioning; FLIC: total score, Physical 

Functioning, Gastro-lntestinal Symptoms, and Family Situation). However, all 

these differences were in the expected direction: patients who completed the 

questionnaire with minimal help reported to have a higher QoL than patients who 

were administered the questionnaires in the form of a structured interview. 



CHAPTER III 

RESULTS 

This study aims to provide information concerning two main questions: 

How does QoL differ cross-culturally? Are the methods of measuring QoL 

comparable cross-culturally? The first question aims to study the content (what is 

measured) or differences in traits; whereas the second is refers to the process 

(how it is measured) or to the robustness of the methods of collecting 

information. 

Although the main goal of this study is to compare QoL cross-culturally, a 

measure of social support was also included. Several reasons support this 

decision. QoL is a multidimensional concept, and social well-being is one of the 

dimensions included. Social well-being includes family functioning, maintenance 

of leisure activities and perceived social support and has been defined by Cella 

(1992) as "maintenance of gratifying relationships with friends and 

acquaintances as well as closer, intimate relationships with family members and 

significant others" (p. 11). Both the SF-36 and the FLIC include scales measuring 

social well-being. However, these scales seem to focus more on the ability to 

maintain leisure activities than on social support. Since differences in social 

support were expected, due to a different family structure in the two 

AO 
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cultural samples (Kuyen at al., 1994; Die Trill & Holland, 1993), a more specific 

instrument was included. Therefore, the Social Support Scale was included in 

this study to provide an opportunity to measure, in a more specific way, the QoL 

dimension of social well-being. Although the subscales of the SF-36 and FLIC 

are referred as "QoL indices" and the subscales of the Social Support Scale as 

"Social Support indices", this distinction is not conceptual and only refers to the 

instruments. 

Three analyses provided information regarding the first question. First, 

description of the characteristics of the cultural samples, in terms of demographic 

and clinical variables was performed. Comparison of demographic information is 

especially important since previous studies show that QoL varies with 

demographic information (for example, Ware et al., 1993). Furthermore, the 

information obtained from the two cultural samples was compared. 

Second, differences between subgroups (patient vs. accompanying 

person and patients with vs. without an accompanying person) were studied 

within each sample. The evaluation of the QoL and Social Support indices as 

rated by the patient and by the relative allows the characterization of the 

patient's QoL according to two different perspectives and provides information 

about method variance. However, data for this comparison was only obtained 

from a limited number of patients, those who came accompanied to the medical 

facility. Therefore, it is important to study the subsamples of patients who came 

with and without an accompanying person, and to get information of how 
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different they are, in terms of demographic and clinical variables and also in 

terms of QoL and Social Support indices. 

Third, the relationships between the variables were studied within each 

cultural sample. This explores the possibility that, independently of differences in 

the measurement of the variables, differences might exist in the way they relate. 

In addition, data obtained from the comparison of QoL and Social Support 

indices by socio-demographic variables might also provide a better 

understanding of the cultural differences. 

The question about the comparability of the measures was approached 

through the study of the psychometric properties of the QoL and Social Support 

scales. Specifically, reliability and validity (convergent, discriminant and 

concurrent) for the two QoL instruments and the Social Support Scale 

(concurrent validity was not studied for the Social Support Scale) were 

investigated for the two cultural samples, and the factor structure of the 

instruments was studied for the Portuguese sample (because of large n). 

Convergent and discriminant validity of the instruments was studied through 

MTMM matrices, which also provided information about the method/trait 

relationship within each cultural sample. 

The Results section is organized in three parts. The first two are similar 

and refer to the Portuguese and the American sample, respectively. However, 

the study of the American sample was limited by the restricted number of 

subjects (55 American patients and 22 confidants, as compared to 98 
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Portuguese patients and 49 confidants). For example, factor analyses were not 

performed in the American sample due to the reduced sample size. The third 

part of results compared the information obtained from the two cultural samples. 

For all analysis alpha was set at .05, except when otherwise explained in the 

text. 

Although the Social Support scale was initially described as having three 

sections (Structural Dimension, Supportive Attitudes and Supportive Behaviors; 

Funch et al., 1986), an item content review did not suggest a distinction between 

the Attitude and Behavior items. Furthermore, an exploratory factor analysis 

confirmed that the two sections could be merged into a single item-mean scale. 

Therefore, all analyses were performed taking into consideration only two 

sections of the Social Support Scale: Structural Dimension and Attitudes/ 

Behaviors. 

Portuguese Sample 

Demographic and clinical information. The number of male patients (o = 

52, 53%) was slightly larger than the number of female patients (Table 4). Most 

of the patients were Caucasians (five patients were African). Although no 

additional demographic data was collected from the five African patients, the 

majority of Africans in Portugal are immigrants who enter the country for 

employment reasons (i.e. immigrant workers). 

The majority of patients were married (n = 60, 61%), almost one-fourth of 

the sample was single (n = 22, 22%) and about one tenth (n = 12, 12%) was 
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widowed. The mean age of the patients was 54.8 years (SD = 17.6) and most of 

the patients reported being retired (n = 41, 41.8%) and from an urban location (n 

= 46, 47.4%), with approximately one third (n = 29, 29.6%) living in a rural area. 

In addition, the mean number of household members, counting the patient, was 

2.9 (SD = 1.1) The mean number of years of education was 6.7 (SD = 4.7). 

Since most of the accompanying persons were family members (o = 38, 67% 

were spouses and n = 15, 26% were another first degree relative), the 

accompanying member will be referred as the "accompanying person" or 

"relative." 

Concerning clinical variables, most patients' treatment was chemotherapy 

(n = 70, 83.6%), and, comparing with the weight patients reported having at time 

of diagnosis, patients lost about 6.2% (SD = 17.1%). Most of the patients were 

diagnosed as having non-Hodgkin's lymphoma (n = 42, 43%), or leukemia (n = 

29, 30%). The distribution of the mean time since diagnosis variable was 

positively skewed, with the median being 1.25 years and range from 1 month or 

less to 19 years. Finally, 30 patients were considered to be in progression, 27 

stable, 18 getting better and 20 in complete remission, with this information 

missing for 5 patients. 

Comparison of subsamples. When comparing the samples of patients with 

and without an accompanying person (Table 5), no significant differences were 

found for demographic or clinic variables except for race (all Africans came 

without a relative, x2(1) = 5.16, g = .023) and for residency (most patients from 
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suburban areas came by themselves, %2 (2) = 8.24, JD = .016). In addition, 

significant differences were founded for the following variables (Table 6) as 

measured by the SF-36: Physical Functioning, [t(94) = 2.84, JD = .005], General 

Health [t(88) = 2.37, JD = .02], and Vitality [t(95) = 2.42, fi == .017]. For the FLIC, 

significant differences were found for the FLIC total score [t(96) = 2.41, £ = .018], 

Current Well-Being [t(95) = 2.24, JD = .027], and Social Functioning [t(95) = 2.06, 

fi = .043]. In all these cases, patients with a person accompanying them reported 

having a worse average QoL than patients without a person accompanying 

them. There were no significant differences between these two samples in the 

variables concerning the Social Support Scale. 

In order to study the differences between the perceptions of the patient 

and the accompanying relative, both rating the patient's QoL and Social Support, 

matched-sample t-tests were computed for all dependent variables (Table 7). In 

addition to what is presented in the table, effect size (eta) and power were 

computed for significant results. Significant differences were observed for the 

following SF-36 subscales: Bodily Pain [t(48) = 2.67, g = .010, eta effect size = 

.36, power = .75], Social Functioning ft(48) = 3.09, Q = .003, eta effect size = .41, 

power .86], Mental Health [t(47) = 2.22, E = .031, eta effect size = .31, power = 

.59]. In addition, significant differences were observed for the 

Attitudes/Behaviors section of the Social Support Scale: t(44) = 2.23, e = .030, 

eta effect size = .32, power .59. All these differences, except for SF-36 Bodily 
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Pain, were in the same direction: patients describe a better QoL and more 

supportive Attitudes/Behaviors in the Social Support Scale than relatives do. 

Relationship between demoaraphic/clinical variables and QoL/Social 

Support indices. In order to investigate which continuous demographic and 

clinical variables were most associated with which QoL or Social Support 

measures, Pearson r correlation coefficients were computed for the sample of 

patients (Table 8). Older patients seem to have a worse General Health 

(measured by the SF-36, r = .36), worse Physical Functioning (as rated by the 

SF-36, r = .30, or the FLIC, r = .32), and a general QoL (as measured by the total 

score of the FLIC, r = .25). 

Higher education seems to be positively correlated with Physical 

Functioning independently of the instrument (SF-36: r = .22; FLIC: r = .22). In 

addition, the higher the education level of the patient, the better patient's General 

Health (SF-36, r = .20), and the higher the QoL scores concerning Gastro-

intestinal Symptoms (FLIC, r = .23) and Bodily Pain (SF-36, r = .20). 

The number of people living with the patient, including him or herself, 

(household size) seems to be positively associated with two measures of QoL: 

the greater the number of individuals living with the patient, the higher the score 

on Role-Physical (r = .21) and General Health (r = .28). In addition, the larger the 

number of individuals living with the patient, the better the patient's Physical 

Functioning (FLIC, r = .21). 
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Concerning the Stage of the Disease, the closer the patient is to complete 

remission, the better is the patient's General Health (SF-36, r = .28). In addition, 

a better Role-Physical (SF-36) seems to associated with a shorter time since 

diagnosis (r = -.22). Furthermore, the variable concerning the relative weight gain 

or loss, in percentage ("% weight"), does not significantly correlate with any of 

the QoL or Social Support indicators. 

A Bonferroni correction for type I error was used (alpha = .006) when 

studying the relationship between categorical demographic/clinical variables and 

the QoL and Social Support indices though independent sample t-test or one-

way analyses of variance for the whole sample of patients. There were no 

significant differences for: type of treatment (chemotherapy vs. presence of other 

type of treatment); race (Caucasian vs. African); residency (urban vs. suburban 

vs. rural); or job status (working, retired, sick-leave and unemployed). 

Furthermore, no significant differences between males and females were 

observed for the QoL and Social Support indices with the exception of the SF-36 

total score: males report a significantly better QoL (m = 62.5, SD = 18.1) than 

females (m = 51.2, SD = 20.7): t(91) = 2.85, = .005. Eta effect size was 

moderate (.28) and power was high (.80). 

Relative to current marital status, patients who were married reported 

lower SF-36 Social Functioning (m = 67.3, SD = 32.1) than patients who were 

unmarried (m = 83.2 and SD = 23.3): t(94) = 2.84, £ = .005. The observed eta 

effect size was medium (.26) and power was .75. However, patients who were 
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married reported a higher score on the Structural Dimension of the Social 

Support scale (m = 22.0, SD = 4.9) than patients who were not married (m = 

17.6, SD = 6.1): t(98) = 4.02, g < .005. The effect size was high (.38) and power 

was very high (.98). 

When comparing the total score of the FLIC of patients by the type of 

accompanying person, differences were significant [F(2,94) = 5.63, JD = .005]. 

The probabilities of finding a difference with this moderate to high eta effect sizes 

(.33) were high (.85). Duncan's test revealed that patients who came with their 

spouses (m = 4.5) had a lower FLIC total score than patients who came alone (m 

= 5.1, f) = .010) or with other person than the spouse (m = 5.1, £> = .011). 

Finally, comparisons by diagnosis were significant for the SF-36 Physical 

Functioning: F(3,92) = 5.31, JD = .002, eta = .38, power = .92. Duncan's test 

revealed that leukemia patients (m = 55.16) had a lower SF-36 Physical 

Functioning than patients with Hodgkin's lymphoma (m = 76.9), JD = .005. In 

addition, patients with diagnosis other than leukemia or lymphoma (m = 48.5), 

reported a higher SF-36 Physical Functioning than patients with non-Hodgkin's 

lymphoma (m = 66.5, JD = .020) or with Hodgkin's lymphoma (m = 76.9, g = 

.0004). 

The relationship between QoL and Social Support was also explored 

through Pearson r correlations (Table 8). A significant relationship was found 

between the Structural Dimension and the following variables: SF-36 Role 

Emotional; and FLIC Social Functioning. In addition, the Attitudes/Behaviors 
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subscale also correlated positively with: SF-36 and FLIC total scores; SF-36 

Bodily Pain; SF-36 Vitality; SF-36 Role-Emotional; SF-36 Mental Health; and 

FLIC Current Well-Being. 

Discriminant and convergent validity. Five multi-trait multi-method (MTMM) 

matrices were constituted to study the reliability and the validity of the two QoL 

instruments (SF-36 and FLIC) and the Social Support Scale. The first two 

compare the total scores of the QoL instruments and the Attitudes/Behaviors 

section of the Social Support Scale, and the other three compare subscales 

within each instrument (SF-36, FLIC and Social Support Scale). The use of the 

Attitudes/Behaviors section of the Social support scale as a measure of Social 

Support, in the first two matrices, is justified by the larger reliability coefficients. 

Standardized Cronbach's alpha internal consistency coefficient was used to 

assess reliability, whereas Pearson r correlation coefficients were used as 

measures of validity. 

Byrne and Goffin (1993) advise the use of a confirmatory analysis model 

as a MTMM approach instead of the use of Campbell and Fiske's approach 

(1959). However, the MTMM presented in this study do not meet the first criteria 

described by Marsh (1990) for the use of a confirmatory factor analysis 

approach: the MTMM should be composed of at least three traits and three 

methods. Therefore, the Cambell and Fiske criteria will be used to evaluate the 

MTMM matrices, and the rules of thumb suggested by Byrne and Goffin will be 

used. 
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In addition, an exploratory Factor Analysis in Principal Components, using 

a varimax normalized rotation, was performed for the matrices comparing the 

total scores of the QoL instruments and the Attitudes/Behaviors section of the 

Social Support Scale, and the matrix referring to the Social Support Scale. This 

analysis was not possible for the SF-36 or FLIC MTMM matrices due to the low 

case/items ratio (98 subjects and 32 items). 

The reliability coefficients were calculated for the QoL total scores and for 

the SF-36, FLIC and Social Support subscales. Since the total score of the SF-

36 was obtained by averaging the 8 subscale scores, the reliability coefficient 

was also obtained using the subscales. For all the other QoL and Social Support 

indices, the reliability coefficients were obtained using the individual 

questionnaire items. 

The first two matrices compare both the SF-36 (Table 9) and the FLIC 

(Table 10) with the Attitudes/Behaviors section of the Social Support scale. Total 

score of the SF-36 was obtained by reversing the appropriate items, computing 

the subscale scores by converting them to a 100 point scale according to the 

method described in the SF-36 Manual and Interpretation Guide (Ware et al. 

1993), and averaging the scores from the eight subscales. The total score of the 

FLIC was obtained by averaging the 22 items after the appropriate ones had 

been reversed. The score for the Social Support scale was obtained by 

averaging the scores from the sections concerning perceived attitudes and 
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behaviors of family members. For the three instruments a higher score 

represents a better QoL or perceived Social Support. 

The first criterion described by Campbell and Fiske (1959) evaluates 

convergent validity and can be evaluated by determining if each validity 

coefficient is significanty different from zero. Since the monotrait-multimethod 

validity coefficient correlations (shown in bold) were significant and relatively 

large for both tables (.65 and .35 for Table 9, and .38 and .35 for Table 10) the 

first criterion is fully met thus suggesting a high convergent validity. 

The second criterion, which assesses discriminant validity, is that 

correlations across methods should be higher for the same traits than for 

different traits. This criteria is usually assessed by visual inspection: less than 

5% comparison violations represent a high degree of discriminant validity; 

between 6 and 33% a moderate; and more than 33% a low evidence of 

discriminant validity (Byrne and Goffin, 1993). This criterion fully met for both 

tables, which suggests high discriminant validity. 

The third criterion, addressing the issue of method effects (also important 

to evaluate the discriminant validity, Bogozzi & Yi, 1991), is that measures of the 

same trait using different methods should correlate more highly than measures 

of different traits using the same methods. Zero to 5% violations constitutes low 

method effects, 6 to 33% moderate and more than 33% high method effects. 

The third criterion is met for all comparison except one (moderate method 

effects). The forth criterion also evaluates discriminant validity (Bogozzi & Yi, 
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1991) and refers to fact that the same pattern should be evidenced between 

correlations among different traits using the same method and correlations 

among different traits using different methods. This criterion cannot be evaluated 

because these matrices only contained two methods and two traits. 

When comparing the total scores of the QoL instruments (SF-36 and 

FLIC) and the Attitudes/Behaviors score of the Social Support scale, assessed 

by the patient or the relative, through an exploratory factor analysis in principal 

components (rotation: varimax normalized), two main factors emerge. The factor 

structure seems to be organized by construct: first factor explains 53.2% of the 

variance and includes the total scores of the QoL instruments (assessed by the 

patient or the relative). The second factor, which explains 20.0% of the variance, 

includes the Attitudes/Behaviors measures of the Social Support scale. These 

results suggest a low methodological contamination for the total QoL scores and 

the Attitudes/Behaviors subscale of the Social Support Scale. 

The third matrix compares the SF-36 subscales (Table 11). The scores for 

each subscale was obtained according to the method described by Ware (1992). 

Although most of the correlations were significant, the first criterion is not fully 

met since one validity correlation (shown in bold) does not reach significance 

(Role-Emotional: patients vs. relative). This suggests a moderate to high 

convergent validity. The second criterion is violated for 41.1% of the 

comparisons (low discriminant validity) whereas the third criterion was violated 

for 17.9% of the comparisons (moderate method effects). The fourth criterion 
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states that the pattern of trait inter-correlations sould be the same within all 

heterotrait triangles. To evaluate this criterion, Kendall's coefficient of 

concordance was used as a measure of similarity by rank ordering the 

correlation coefficients in each triangle and then comparing the rank order across 

all triangles (Baggozi & Yi, 1991; Byrne & Goffrin, 1993; Macnab & Fitzsimmons, 

1987). Results suggest that this criterion was met: W = .64, %z(27) = 6.59, Q < 

.001. 

The fourth matrix compares the FLIC subscales (Table 12). The scores for 

each subscale were obtained by averaging the item scores that compose each 

subscale, after having reversed the appropriate ones. Since only one validity 

correlation does not reach significance (Family Situation: relative vs. patient), the 

first criterion suggests a moderate to high convergent validity. The second 

criterion is violated for 48% of the comparisons (low discriminant validity) and the 

third for 8.3% (moderate method effects). Results suggest that the fourth 

criterion was met: W = .55, jc2(14) = 30.97, Q = .005. 

The fifth matrix compares the two sections of the Social Support Scale 

(Table 13). The score for the first section, Structural Dimension, was obtained by 

summing the scores given by the participants to each potential source of social 

support whereas the score for the second section, Attitudes/Behaviors, was 

obtained by averaging the rating of each item, after the appropriate ones had 

been reversed. The first criterion is fully met (high convergent validity). The 

second and third criteria were also met, suggesting a high driscriminant validity 
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and low method effects. Since this matrix only contained two methods and two 

traits, the forth criterion cannot be assessed. 

When comparing the subscales of the Social Support Scale (Structural 

Dimension and Attitudes/Behaviors) through a factor analysis in principal 

components (rotation: varimax normalized), two main factors emerge. The factor 

structure seems to be organized by construct. The First factor explains 43.3% of 

the variance and includes the total scores of the Structural Dimension (assessed 

by the patient or the relative) whereas the Second factor, which explains 29.2% 

of the variance, includes the Attitudes/Behaviors measures of the Social Support 

scale. Therefore, these results suggest a low methodological contamination for 

the Social Support Scale. 

Concurrent validity. Concurrent validity was assessed by computing 

Pearson correlation coefficients between the scales of SF-36 and FLIC, for the 

patient's report (patients coming with an accompanying person; Table 14) and 

for the relative's report (Table 15). It is expected high correlations between the 

following pairs of subscales: total scores of FLIC and SF-36; Physical 

Functioning as measured by the FLIC and the SF-36; Social Function as 

measured by the two instruments; FLIC Psychological Functioning and SF-36 

Mental Health; and FLIC Current Well-Being and SF-36 General Health. All 

these correlations were significant, independently of the raters, except for the 

Social Functioning subscales. In addition, the subscale SF-36 Mental Health 
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correlated with all the FLIC subscales, when rated by the patient and the total 

score of the SF-36 with all the FLIC subscales, when rated by the relative. 

Factor analysis. An exploratory Principal Components factor analysis in 

with a varimax normalized rotation was performed using the total sample of 

Portuguese patients and the SF-36, FLIC. These analyses study the factor 

structure in the Portuguese sample and to compare it with the one described in 

the normative studies of the instruments. 

Relatively to the SF-36, the first factor explains 29.8% of the variance and 

is composed by two Vitality items (abbreviated item content: "feel full of pep;" 

"have a lot of energy"), three Mental Health items ("felt calm and peaceful," "felt 

downhearted and blue," and "been a happy person"), and three General Health 

items ("is your health: execellent,...poor," "I seem to get sick a little easier than 

other people," and "I expect my health to get worse"). The second factor explains 

10.3% of the variance and corresponds to the factor Physical Functioning, 

although two items are absent ("vigorous activities," and "moderate activities"). 

The third and fourth factors explain 6.2% and 5.1% of the variance and 

corresponds to the factors Role Physical and Social Functioning, respectively. 

The fifth factor is composed by two Vitality items ("feel worn out," and feel tired") 

and explains 4.5% of the variance whereas the sixth factor explains 3.4% of the 

variance and corresponds to the factor Bodily Pain. Finally, the seventh factor 

explains 3.8% of the variance and is composed by two Mental Health items 

("been a very nervous person," and "felt so down in the dumps that nothing could 
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cheer up") and one Role-Emotional item ("cut down the amont of time spent on 

work or other activities") and the eighth factor explains 3.2% of the variance and 

is composed by one Physical Functioning item ("vigorous activities") and one 

General Health item ("I am as health as anybody I know"). In conclusion, 62.9% 

of the items load in the expected factors. 

Only 5 factors were found for the FLIC, explaining a total of 64.8% of the 

variance. The first factor explains 33.8% of the variance and is composed by the 

items form the original Psychological Functioning and Current Weil-Being factors. 

The second factor explains 11.3% of the variance and corresponds to the 

Physical Functioning factor; the third to Gastro-lntestinal Symptoms (7.7% of the 

variance); the fourth to Social Functioning (6.3% of the variance) and the fifth to 

Family Situation (5.7% of the variance). 

Since the FLIC was translated to this study, a Confirmatory Factor 

Analysis was also performed. The best fit was found when the non-significant 

intercorrelation between the subscale Social Functioning and the other subscales 

was draped. The resulting model (that is, when Social Functioning was set not to 

correlate with the other factors) fitted the data: n = 97, x2(160) = 188.17, g = .063. 

Finally, an exploratory Principal Components factor analysis with a 

varimax normalized rotation was performed for the Social Support scale. Two 

main factors were obtained, the first generally corresponding to Supportive 

Attitudes/Behaviors (31.4% of the vraiance) and the second to the Structural 
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Dimension (9.6% of the variance). However, some items failed to load in the 

expected factors: item "other relatives" loads more heavily on the first factor than 

the second whereas the item "there is at least one person in my family who 

understands" loads on the second factor. In addition, the item "my family 

encourages me to do things even though they know I am not able to" does not 

significantly load in any of the two factors. 

American Sample 

Demographic and clinical information. The number of male patients (n = 

33, 60%) was larger than the number of female patients (Table 4). Most of them 

were African American (n = 17, 30.9% were Caucasian; n = 26, 47.3% African 

American; n = 8, 14.5% Hispanic; and n = 4, 7.3% considered themselves being 

from another race/ethnicity such as Indian, Native American or Gipsy). Only six 

patients reported being widowed, with most patients being single (o = 16, 

29.1%), married (n = 19, 34.5%) or separated/divorced (n = 14, 25.5%). The 

mean age of the patients was 46.0 years (SD = 16.4) and most of the patients 

reported being on sick or disability leave (n = 20, 36.4%) or unemployed (n = 20, 

36.4%) and from an urban (n = 27, 46.1%) or suburban location (n = 17, 32.7%). 

In addition, the mean number of household members was 2.9 (SD = 1.9). The 

mean number of years of education was 11.5 (SD = 3.7). Twenty-five patients 

came to the medical facility by themselves, 10 accompanied with a spouse, 12 

with a first degree relative and 8 with another family member or friend. However, 

9 of the accompanying persons did not complete a questionnaire. This was due 
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to the fact that often the accompanying person would leave the patient at the 

hospital and come back later, or would be attending medical services 

themselves, at another hospital clinic. Of the 22 accompanying person who 

completed the questionnaire, 8 were spouses, 7 first degree relatives, 6 other 

family member or friends and the information about the relationship to the patient 

was missing for one person. 

Relatively to the medical variables, most patients' treatment was 

chemotherapy (80.4%), and, comparing with the weight patients reported having 

at time of diagnosis, patients lost about 2.3% (SD = 17.2%). Most patients were 

diagnosed as having non-Hodgkin's lymphoma (n = 23, 42%) or leukemia (n = 

13, 24%). The distribution of the variable mean time since diagnosis was 

positively skewed, with the median being .67 years (8 months) and range from 1 

month or less to 8 years. Finally, 19 patients were considered to be in 

progression, 14 stable, 15 getting better and 7 on complete remission, with this 

information missing for 2 patients. 

Comparison of subsamples. When comparing the samples of patients with 

and without an accompanying person (Table 16), no significant differences were 

found for demographic or clinic variables. Significant differences were founded 

for the variable SF-36 Vitality, as measured by the [t(53) = 2.02, p = .048], Table 

17. Patients with a person accompanying them reported having a worse Vitality 

(m =s 34.69, SD = 20.17) than patients without a person accompanying them (m 
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= 47.79, SD = 20.08). There were no significant differences between these two 

samples in the variables concerning the FLIC or the Social Support Scale. 

In order to study the differences between the perceptions of the patient 

and the respective relative, both rating the patient's QoL and Social Support, 

matched-sample t-tests were computed for all dependent variables (Table 18). 

No significant mean differences were observed between the raters of the 

patients and the respective accompanying person. Pearson r correlation 

coefficient suggests a stronger association between the rating for the following 

SF-36 subscales: General Health (r = .56, e = .002) and Mental Health (r = .46, jd 

= .0142). In addition, a significant association between the two rating was also 

found for two FLIC subscales: Gastro-lntestinal Symptoms (r = .55, £> = .010) and 

Family Situation (r = .58, f> = .006). 

Relationship between demographic/clinical variables and QoL/Social 

Support indices. In order to investigate which continuous demographic and 

clinical variables were most associated with which QoL or Social Support 

measures, Pearson r correlation coefficients were computed for the sample of 

patients (Table 19). Older patients seem to report higher scores on Mental 

Health (measured by the SF-36, r = .30), Psychological Functioning (as rated by 

the FLIC, r = .30), and Family Situation (as rated by the FLIC, r = 37). In addition, 

a higher age is also associated with a higher general QoL (as measured by the 

total score of the FLIC, r = .30). 
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Higher education seems to be positively correlated with Social 

Functioning (a higher value indicating less family disruption), as measured by the 

FLIC (r = .30). Furthermore, time since diagnosis, seems to be negatively 

correlated with General Health, as rated by the SF-36 (r == -.43), and positively 

correlated with Social Support, Attitudes/Behaviors, (r = .34). Concerning the 

Stage of the Disease, the closer the patient is to complete remission, the better 

is the patient's General Health (SF-36, r = .28). 

A Bonferroni correction for type I error was used (alpha = .006) when 

studying the relationship between categorical demographic/clinical variables and 

the QoL and Social Support indices though independent sample t-test or one-

way analyses of variance for the whole sample of patients. There were no 

significant differences for the following variables: gender; residency (urban vs. 

suburban vs. rural); type of accompanying person (none, spouse, first-degree 

relative or other); race (Caucasian, African-American and patients from other 

race/ethnicities); diagnosis or marital status (single, married and separated/ 

divorced/ widowed). 

When comparing the QoL and Social Support indices by type of treatment 

(chemotherapy vs. presence of other type of treatment), analyses revealed that 

patients undergoing chemotherapy reported a worse QoL in Gastro-Intestinal 

Symptoms (FLIC, n = 37, m = 5.21, SD = 1.85) than patients who reported the 

presence of other types of treatments (n = 9, m = 6.67, SD = 1.00; t(24) = 3.19, £ 

= .004). 
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Comparisons by job status revealed significant differences in total scores 

of SF-36 and FLIC; SF-36 Vitality, FLIC Physical Functioning and FLIC Family 

situation. These differences were still significant even when using age as a 

covariate. For SF-36 Vitality [F(3.51) = 5.67, £ = .002, effect size eta = .50, 

power = .93], patients in a sick or disability leave (n = 20, m = 29.92, SD = 19.26) 

reported a lower Vitality than patients working (n = 9, m = 58.89, SD = 21.91. p = 

.004) or retired (n = 6, m = 61.67, SD = 21.13, £ = .002). 

For the total scores of SF-36 [F(3,51) = 5.79, £ = .002, eta = .50; power = 

.93] and FLIC [F(3,51) = 6.58, £ = .001, eta = .53, power = .96], patients working 

(SF-36: n = 9, rn = 65.74, SD = 26.02; FLIC: n = 9, m = 5.79, SD = .94) reported 

a higher QoL than patients on sick leave (SF-36: n = 20, m = 38.90, SD = 17.30, 

£ = .003; FLIC: o = 20, m = 3.92, SD = 1.33, £ = .001) or unemployed (SF-36: n 

= 20, m = 42.03, SD = 18.39, £ = .048; FLIC: n = 20, m == 4.05, SD = 1.12, £ = 

.020). In addition, retired patients (SF-36: n = 6, m = 65.96, SD = 9.84; FLIC: n = 

6, m = 5.59, SD = 1.22) reported a higher QoL than patients on sick or disability 

leave (FLIC: £ = .003) or unemployed patients (SF-36: £ = .003; FLIC: £ = .020). 

Significant differences were also found for the Physical Functioning, as 

measured by the FLIC, by job status [F(3,51) = 6.54, £ = .0007, eta = .53, power 

= .96]. Duncan's post analysis revealed that patients who were working (n = 9, m 

= 6.04, SD = .98) had a better Physical Functioning than patients who were sick 

or on disability leave (n = 20, m = 6.61, SD = 1.64, £ = .0005) or unemployed (n 

= 20, m = 4.42, SD = 1.32, £=.016). 
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The relationship between QoL and Social Support: was also explored 

through Pearson r correlations (Table 19). A significant relationship was found 

between the Structural Dimension and FLIC Current Well-Being. In addition, the 

Attitudes/Behaviors subscale also correlated positively with: SF-36 Mental 

Health; FLIC Psychological Functioning; FLIC Current Well-Being and FLIC 

Social Functioning. 

Discriminant and convergent validity. Similarly to the analysis performed 

using the Portuguese data, 5 MTMM were constituted to study the reliability and 

the validity of the two QoL instruments (SF-36 and FLIC) and the Social Support 

Attitudes/Behaviors. The first two matrices compare both the SF-36 (Table 10) 

and the FLIC (Table 21) with the Attitudes/Behaviors section of the Social 

Support scale. Since only one of the monotrait-heteromethod (total QoL score: 

patient vs. relative) validity coefficients correlation (shown in bold) was significant 

(r = 69) the first criterion suggests low to moderate convergent validity. The 

second criterion is met for all the comparisons between the convergent validities 

and their heterotrait-heteromethod counterparts, thus suggesting high 

discriminant validity. The third criterion is also met for all comparisons between 

the convergent validities and their heterotrait-monomethod counterparts except 

one, thus suggesting moderate method effects. The fourth criteria cannot be 

assessed since there are only two methods. 

The third matrix compares the SF-36 subscales (Table 22). The scores for 

each subscale was obtained according to the method described by Ware (1992). 
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The first criterion is only met for 50% of the convergent validities, thus 

suggesting a low to moderate convergent validity. The second criterion is not met 

for 54.1% of the comparisons, thus suggesting low discriminant validity. The third 

criterion is violated for 48.2% of the comparisons (high method effects). The forth 

criterion did not reach significance; the magnitude of W suggests a low to 

moderate degree of correspondance in the pattern of intertrait correlations 

across methods: W = .37, %2(27) = 39.71, jd = .0545 (the hypothesis that the 

pattern of correlations is discordant can be rejected). 

The fourth matrix compares the FLIC subscales (Table 23). The scores for 

each subscale were obtained by averaging the item scores that compose each 

subscale, after having reversed the appropriate ones. Since only two out of six 

validity correlations reach significance (relative vs. patient: Gastro-lntestinal 

Symptoms and Family Situation), the first criterion suggests a low convergent 

validity. The second criteria is violated for 65.0% of the comparisons (low 

discriminnat validity). The third criterion suggests a moderate method effect 

(20% of violations). The fourth criteria was not significant (W = .31). 

The fifth matrix compares the two sections of the Social Support Scale 

(Table 24). The first criterion is fully met, thus suggesting a high convergent 

validity. The second are third criteria are violated for 25% of the comparisons, 

suggesting moderate discriminant validity and moderate effect methods. Since 

this matrix only contained two methods and two traits, the forth criterion cannot 

be assessed. 
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Concurrent validity. Concurrent validity was assessed by computing 

Pearson correlation coefficients between the scales of SF-36 and FLIC, for the 

patient's report (patients coming with an accompanying person; Table 25) and 

for the relative's report (Table 26). Relatively to the expected correlations, only a 

few were founded: total scores of FLIC and SF-36; Physical Functioning as 

measured by the FLIC and the SF-36 (when rated by the patient); Social 

Function as measured by the two instruments (only when rated by the relative); 

and FLIC Psychological Functioning and SF-36 Mental Health (only when rated 

by the patient). Although expected, the following correlations were not 

significant: Physical Functioning as measured by the relative; Social Functioning 

as measured by the patient; SF-36 Mental Health/FLIC Psychological 

Functioning, as measured by the relative; and SF-36 Current Well-Being/FLIC 

General Health, independently of the rater. In addition, the subscaie FLIC Family 

Situation correlated with all the SF-36 subscales, when rated by the relative. 

Cross-Cultural Comparison 

Differences in demographic and clinical information. First, the two cultural 

samples, 98 Portuguese and 55 American, patients were compared on 

demographic and clinical information (Table 4). The distribution of the samples 

did not differ in gender, diagnosis, type of treatments (chemotherapy vs. 

presence of other treatment), residency (urban, suburban or rural), or stage of 

disease. Portuguese patients were more frequently retired whereas Americans 

were more frequently unemployed or on sick leave, %2(4) = 23.47, q = .0001. 
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Differences were also found by race, with most of the Portuguese patients being 

Caucasian, x*{4) = 71.70, £ < .0001. Relatively to marital status, Portuguese 

patients, most of them married, contrasted with a more even American 

distribution across the categories single, married, and divorced or separated, 

X2{3) = 19.21 £) < .001. In addition, differences were significant by relationship 

with accompanying person (none, spouse, first-degree relative or other): most 

Portuguese patients came alone or with a spouse whereas most Americans 

came alone or with a first-degree relative, %2(3) = 10.63, jd = .014. 

T-tests were computed to study the differences between the cultural 

samples on age, education, number of people in household, percentage of 

weight relatively to time of diagnosis, and time since diagnosis (Table 27. 

Portuguese patients were, in average, older (m = 55.33, SD = 17.4, t(151) = 

2.23, Q = .002), had a lower education (m = 6.70, SD = 4.6, t(131) = 7.04, g < 

.0005), and a longer time since diagnosis (m = 2.58, SD == 3.06, t(144) = 3.14, e 

= .002) than American patients (age: m = 46.05, SD = 16.4; education: m = 

11.31, SD = 3.7; time since diagnosis: m = 1.36, SD = 1.7). 

Differences in QoL and Social Support indices. The two cultural samples 

were then compared in terms of QoL and Social Support indices, though 

independent sample t-tests (Table 25). Differences were found for the following 

SF-36 indices: total score [t(149) = 2.11, {> = .037]; Physical Functioning [t(150) = 

2.37, e = .019]; Bodily Pain [t(151) = 4.00, £ < .005], Vitality [t(150) = 2.18, jd = 
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.0031], and Social Functioning [t(151) = 3.42, Q = .001]. Differences were also 

found for the FLIC Current Well-Being [t(150) = 2.71, jd = .008] and the Structural 

Dimension of the Social Support Scale [t(150) = 3.40, jd = .001]. For all these 

measures the Portuguese patients reported a higher QoL or Social Support. 



CHAPTER IV 

DISCUSSION 

The Discussion section is organized in two parts, referring to the two main 

research questions. The first one adresses how QoL diff€>rs cross-culturally 

(group differences). The second part concerns the robustness of the 

psychometric properties of the measures. 

Group Differences 

Comparison of the demographic characteristics of the Portuguese and 

American samples provide a picture of some differences between these two 

samples that might be attributable to culture. Differences were observed in race, 

marital status, job status, accompanying person, age, education, and time since 

diagnosis. 

Differences in race are understandable taking into account that U.S. is 

culturally heterogeneous, whereas Portugal is more homogenous. This is 

accentuated by the fact that mainly minority, low socio-economic status patients 

use Parkland Memorial Hospital, the site of the U.S. data collection. The 

population at Parkland does not accurately reflect the U.S. population relatively 

to race distribution. 
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Differences in marital status probably reflect the higher divorce rate in the 

U.S. compared to Portugal, the latter being a traditionally Catholic country. 

Furthermore, the fact that Portuguese patients came more frequently with a 

spouse than with another person, whereas American tended to come with a first 

degree relative might be a reflection of family structure, more stable in Portugal 

due to a lower rate of divorce and possible stronger family attachments. 

Portuguese patients were more frequently retired and significantly older 

than the American patients. This might be due to the fact that older American 

patients have Medicare and therefore chose other medical facilities than 

Parkland Memorial Hospital. On the other hand, older patients with cancer are 

usually the ones with a less acute disease progression, requiring more palliative 

and less invasive treatments. Probably these patients tend to be treated in clinics 

or by the family physician in U.S., whereas in Portugal they are treated in the 

Cancer Center independently of the seriousness of the disease. This is 

supported by the fact that Portuguese patients had a slower time since diagnosis 

than American patients, suggesting that patients with a longer time since 

diagnosis are referred from the hospital (Parkland) to other medical facilities. 

The lower education level reported by the Portuguese patients, when 

compared to the American sample was expected, since Portugal is one of the 

European Union countries with the lowest literacy rates. It is also important to 

note that there were no significant differences in clinical variables besides time 

since diagnosis. 
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Furthermore, differences were also found in QoL and Social Support 

indices, with Portuguese patients reporting a higher QoL or Social Support on 

the following subscales: SF-36 total score; SF-36 Physical Functioning: SF-36 

Bodily Pain; SF-36 Vitality; SF-36 Social Functioning; FLIC Current Well-Being; 

and the Structural Dimension of the Social Support Scale. Differences in QoL 

might be related to differences in socio-economic status between the two 

samples: while Portuguese data was collected in a general hospital, attended by 

a population from different social strata, Parkland Memorial Hospital (American 

sample) is mainly attended by patients from lower socio-economic groups who 

qualify for Medicaid. Brazier et al. (1992) found, in a U.K. sample, that QoL, as 

measured by the SF-36, increased with higher lower social class across all 

dimensions (f> < . 05) except for the subscale General Health. Differences in the 

Structural Dimension of Social Support might be a reflection of a higher 

proportion of married patients in the Portuguese sample than the American 

sample. 

The Structural Dimension of Social Support was positively correlated with 

SF-36 Social Functioning in the Portuguese sample. This suggests that in the 

Portuguese sample family members tend to facility patient's interaction with 

others. On the other hand, Structural Dimension of Social Support was positively 

correlated with FLIC Current Well-Being in the American sample, which suggests 

that, in this sample, those with higher general functioning are more able to 

socialize with family members. 
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When comparing the samples of Portuguese patients with and without a 

person accompanying them, significant differences were found for race: the five 

African patients who participated in the study came by themselves, which might 

be due to their immigrant status. Differences were also found for residency: 

patients who lived in the suburbs tended to come by themselves whereas 

patients from urban regions tended to come accompanied. These results might 

be related to a lower socio-economic status of patients living in the suburbs, or 

might reflect that people who come from the suburbs are coming from a longer 

distance. In fact, the Portuguese Institute of Oncology is located in the center of 

the capital. 

In addition, significant differences in the Portuguese sample were found 

for the FLIC total score, FLIC Physical Functioning, General Health/Current Weil-

Being (measured by the SF-36 and the FLIC, respectively) and FLIC Social 

Functioning when comparing the samples of Portuguese patients with and 

without a person accompanying them. Relative to the American sample, 

significant differences were found only for SF-36 Vitality. The observed 

differences are in the expected direction: patients with a person accompanying 

them report a worse QoL, as measured by the two instruments. This suggests 

the important role the accompanying person plays in helping the patients when 

they feel worse. 

The fact that fewer significant differences between patients with and 

without a person accompanying them were found in the American samples than 
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in the Portuguese samples might be a consequence of lack of power to detect 

significances due to the smaller American sample size. Similarly, the lack of 

significant differences when comparing patients' and relatives' reports in the 

American samples might also be a consequence of lack of statistical power. 

Comparison of patients' and relatives' report revealed that Portuguese 

patients evaluate their QoL as higher than the relatives' evaluation, for the 

following QoL indices, as measured by the SF-36: total score, Mental Health, 

and Social Functioning. In addition, patients also evaluated the Attitudes and 

Behaviors of the family as more supportive than the relatives' evaluation. 

However, patients seem to report having more pain (lower QoL score on the SF-

36 Bodily Pain subscale) than that expressed by the relatives' report. The 

differences in the pain perception might suggest that the patients tend to avoid 

expressing pain to the relatives, to avoid preoccupying them. The magnitude of 

all these differences was moderate to high with the power to find such results 

varying between .59 and .86. However, differences seem only to occur in less 

directly observable facets of QoL (i.e. Mental Health, Social Functioning, Bodily 

Pain). The fact that no significant differences were found in the FLIC might 

suggest that this instrument is less sensitive to detect differences between self 

and other raters. 

Concerning the Portuguese data, results from correlation analyses seem 

to conform to the expectations relative to the relationship between QoL and 

demographic data. Depending on the QoL indices, a better reported QoL seems 
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to be positively associated with the following variables in the Portuguese sample: 

a younger age; a higher educational level; a larger household; and a stage 

disease closer to complete remission. Furthermore, a shorter time since 

diagnosis was related to a higher QoL, probably reflecting that patients' QoL 

decreases due to side effects. 

In addition, American patients who are working generally have a better 

QoL, as measured by several indices, than patients who reported being retired, 

on sick or disability leave or unemployed, even controlling for age. Although 

conforming to what was expected, this relationship was no longer significant in 

the Portuguese sample when controlling for age. Further analyses are needed to 

provide a better understanding of this. Results relatively to the correlations 

between age and several QoL indices in the American sample are surprisingly 

contrary to the expected: older patients seem to report a better Mental 

Health/Psychological Functioning (SF-36/FLIC, respectively), a better FLIC 

Family Situation and a higher total score in the FLIC. 

Comparisons by gender in the Portuguese sample are consistent with 

those reported by Ware et al. (1993). Ware et al. also report, for most subscales, 

higher norms for males than females. The lower SF-36 Social Functioning 

reported by Portuguese married patients, comparatively to report of patients who 

were not married, is probably due to the fact that married patients tend to seek 

less social support outside home and thus engage in less social activities outside 

of the home. This is supported by the significantly higher score on the Structural 
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Dimension of the Social Support Scale, revealing a larger support network for the 

married patients. Moreover, patients who came with a spouse have a lower QoL 

as measured by several indices, when compared either to patients who came 

alone or with somebody other than the spouse. This suggests the important 

supportive role a spouse might play when the patient feels worse. However, the 

same relationship between marital status and QoL and Social Support indices 

was not observed in the American sample. 

In addition, a longer time since diagnosis seems to be associated with 

more supportive Attitudes/Behaviors from family members, but only in the 

American sample. This might suggest that American family members tend to 

become more adapted and therefore display more supportive attitudes as time 

passes. 

Several factors difficult the comparison of the two samples, in term of the 

demographic variables and QoL and Social Support, as well as the relationships 

between these. The first is that analyses performed in the American sample had 

less power due to a smaller sample. The second difficulty is that American data 

was collected from a sample that does not represent the American general 

population. 

When attempting to answer the initial question "How does QoL differ 

cross-culturally?" one might be tempted to limit the answer to the results that the 

Portuguese patients reported a higher QoL than American patients. However, 

this result seems to be impacted by the differences in socio-economic status of 
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the two samples. In addition, a more careful analysis reveals that differences 

between the demographic variables of the two cultural samples seem to reflect 

the expected relatively to the two cultures. Furthermore, results from the 

analyses concerning relationship between variables are complex and depend on 

the cultural sample. 

Finally, differences between subsamples also provided important 

information. When comparing patients with and without an accompanying 

person, although for different QoL indices, findings from both samples were 

consistent in direction of differences from patients who came with and without an 

accompanying person. This suggests that the accompanying person play an 

important role in helping the patients when they feel worse (as expressed by a 

lower QoL). 

Results also suggest that accompanying relatives from both samples 

seem to have an accurate perception about patient's QoL, except in less 

observable dimensions (Mental Health, Social Functioning and Bodily Pain). 

They tend to underestimate patient's Metal Health and Social Functioning, when 

comparing to the patient's perception, and to evaluate patient's physical pain as 

lower than the reported by the patient. This result has important implications for 

health professionals, who frequently receive information from both the patient 

and the accompanying relative, concerning the patient's health and well-being. 
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Psychometric Properties of the Measures 

Internal consistency coefficients were calculated separately for each 

cultural sample and, within these, for the subsample of patients with an 

accompanying person and the subsample of the respective accompanying 

persons. Internal consistency coefficients for the SF-36 full scale or subscales 

seem to be acceptable for group comparisons, independent of the country. The 

internal consistency coefficients found in this study, for the SF-36 subscales, fall 

within the ranges reported Ware et al. (1993), with one exception. The Bodily 

Pain subscale, when rated by the relative, has a higher reliability than the 

reported range by Ware et al. (.96 for both cultural samples vs. .78 to .88 as 

reported by Ware et al.). 

Results concerning the FLIC reliability were similar for both cultural 

samples. In this study the FLIC presents generally lower internal consistency 

coefficients than the SF-36 subscales. However, the full-scale reliability 

coefficients for the FLIC, either when rated by the patient or by the relative, are 

still acceptable for group comparisons. Internal consistency coefficients are 

particularly low for Social Functioning and Family Situation, either when rated by 

the patient or the relative. However, these scales are composed of only two 

items. In addition, the reliability coefficient is below the acceptable range for the 

Family Situation subscale when rated by the patient. This scale is composed by 

only two items, which did not load on a common factor in the factor analysis 

performed by Morrow et al., (1992). The internal consistency coefficients are 
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comparable (Current Well-Being and Gastro-lntestinal Symptoms) or below 

(Physical Functioning, Psychological Functioning and Social Functioning) the 

ones found by Morrow et al. (1992). 

Generally, the FLIC subscales had a lower reliability, in both cultural 

samples, when rated by the patient then when rated by the relative. This might 

be indicative that the self has more facility in distinguishing between different 

facets of him or herself than another person does. Consequently, a higher 

variance and heterogeneity in self-perception might be observed. 

Finally, reliability coefficients for the Social Support subscales seem to be 

acceptable for comparisons across individuals or administrations, in both cultural 

samples. In conclusion, the SF-36 subscales seem to have acceptable reliability, 

as well as the FLIC full-scale and the Attitude/Behavior section of the Social 

Support Scale. The measures also seem to be cross-culturally robust, in what it 

concerns to reliability. 

The MTMM matrices allowed the study of discriminant and convergent 

validity of the instruments (Table 28). However, several difficulties were imposed. 

The first one is related to the small matched self-other reporter sample size, n = 

49 for the Portuguese sample and n = 22 for the American one, which reduced 

the probability of finding significant correlations and differences between 

correlations. The second one concerns the large number of comparisons, 

especially in the matrices comparing the SF-36 or the FLIC subscales. This, 
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along with instability of correlation coefficients in small samples, made 

interpretation of the subscale analysis difficult. 

Comparisons of the three instruments (SF-36, FLIC and Social Support 

Scale), as rated by Portuguese patients and relatives, suggest moderate 

convergent validity and moderate to high discriminant validity. Similarly, 

comparisons of the three instruments, when rated by American patients and 

relatives, indicate low to moderate covergent validity and moderate to high 

discriminant validity. Furthermore, the Social Support scale seems to have a high 

convergent validity and high discriminant validity, with low (Portuguese sample) 

to moderate (American sample) method effects. 

When analyzing the SF-36 subscales, on one hand, and the FLIC 

subscales on the other, Portuguese results indicate a moderate to high 

convergent validity for both instruments. However, the inconsistent patterns 

observed when analyzing the other criteria in the Portuguese sample suggests a 

low to moderate discriminant validity for both instruments. Relatively to the 

American sample, results suggest a low to moderate convergent validity for the 

SF-36 subscales and a low convergent validity for the FLIC subscales. In 

addition, both instruments seem to have low discriminant validity with moderate 

to high method effects (American sample). The fact that concurrent and 

discriminant validity fall bellow the acceptable standards for both cultural 

samples might be a reflection of a high shared variance explained by the SF-36 

and FLIC subscales, both measuring different facets of QoL. 



80 

Comparison of the common subscales in two QoL instruments allowed the 

study of concurrent validity. In the Portuguese sample, the Social Functioning 

subscale of both instruments seem to have a worse concurrent validity than the 

Physical Functioning subscales (both instruments), General Health/Current Weil-

Being (SF-36/FLIC) and Mental Health/Psychological Well-Being (SF-36/FLIC). 

In the American sample the subscales Current Well-Being/General Health and 

Social Functioning of both instruments seem to have a worse concurrent validity 

than the subscales Physical Functioning (both instruments), and Mental 

Health/Psychological Weil-Being (SF-36/FLIC). The lower concurrent validity of 

the subscale Social Functioning was also replicated in a Confirmatory Factor 

Analysis performed for the FLIC with the Portuguese sample. 

In conclusion, the SF-36 subscales seem to have acceptable reliability, as 

well as the FLIC full-scale and the Attitude/Behavior section of the Social 

Support Scale. Concurrent validity seems to be adequate for the common 

subscales of SF-36 and FLIC, with the exception of Social Functioning in both 

samples and Current Well-Being/General Health in the American sample. These 

results suggest that the measures are comparable for the Portuguese and 

American samples, at least in what concerns reliability and concurrent validity. 

Results were more ambiguous in what it concerns convergent and discriminant 

validities. Relatively to factor analysis structure, although the Portuguese data 

seems to provide support for the expected factor structure, more analyses are 

needed. 
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Further analyses are needed in order to provide a better understanding of 

the presented data. In addition, external validity of this study can only be 

addressed in case these results are replicated by a larger sample on one hand, 

and, on the other, longitudinally. 

Qualitative data would also provide information about how respondents 

from different cultures define QoL domains or related constructs. For example, 

the concept of "family" and "social support received from family members" might 

have different connotations for Portuguese and American families. In fact, during 

the interviews it was noted that American patients tended to exclude the spouse 

as a family member whereas Portuguese patients would include the spouse as 

part of the nuclear family. Qualitative data could also allow the flexibility to 

introduce additional QoL facets that may be relevant for one culture but not for 

the other. 

According to Perrin et al. (1993), both the assessment of conceptual and 

linguistic equivalence should be taken into account when adapting existing 

measures for other settings. A careful translation was made in order to attempt 

for linguistic equivalence. Besides this, results suggest similar psychometric 

characteristics. However, differences were found when studying the relationship 

between QoL and socio-demographic and medical variables. This suggests the 

importance of considering demographic and medical characteristics of the target 

population when using QoL instruments cross-culturally. 
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Table 1 

Variables Included in the Study. 

83 

Quality of Life Social Demographic Clinical 

SF-36 FLIC Support 

• physical 
functioning 

• role limitations 
(physical 
problems) 

• role limitations 
(emotional 
problems) 

• social 
functioning 

• general mental 
health 

• vitality 

• bodily pain 

• general health 
perceptions 

physical 
functioning 

• psychologi-
cal 
functioning 

• social well-
being 

• current well-
being 

• gastro-
intestinal 
symptoms 

• overall QoL 
score 

• amount of 
perceived 
support 
received 

• supportive 
attitudes 
of family 

• supportive 
behaviors 
of family 

• gender 

•age 

• race 

• years of 
education 

• employment 
status 

• type of job 

• marital 

status 

• family 
constella-
tion 

• hometown 

type of 
disease 

stage of 
disease 

• date of 
diagnosis 

' weight loss 

type of 
treatment 
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Table 2 

Dimensions and Interpretations of Low and High Scores on the SF-36 Health 

Survey Questionnaire. 

Dimension/ No. of Meaning of scores 
Scale items low high 

Physical functioning 10 Limited a lot in performing at 
physical activities including 
bathing or dressing 

Performs all types of 
physical activities 
including the most 
vigorous without 
limitations due to health 

Role limitations due 
to physical 
problems 

4 Problems with work or other 
daily activities as a result of 
physical health 

No problems with work or 
other daily activities as a 
result of physical health 

Role limitations due 
to emotional 
problems 

3 Problems with work or other 
daily activities as a result of 
emotional problems 

No problems with work or 
other daily activities as a 
result of emotional 
problems 

Social functioning 2 Extreme and frequent 
interference with normal 
social activities due to 
physical or emotional 
problems 

Performs normal activities 
social without interference 
due to physical or 
emotional problems 

General mental 
health 

5 Feelings of nervousness and 
depression all the time 

Feels peaceful, happy, and 
calm all of the time 

Vitality 4 Feels tired and worn out all of 
the time 

Feels full of pep and energy 
all of the time 

Bodily pain 2 Very severe and extremely 

limiting pain 

No pain or limitations due to 

pain 

General health 5 Believes personal health is Believes personal health is 

perceptions poor and likely to get worse excellent 

Note. From "The MOS 36-ltem Short-Form Health Survey (SF-36). 1. Conceptual 
Framework and item Selection," by J. E. Ware, Jr. and C. D. Sherbourne, 1992, 
Medical Care. 30. p. 475 and "Validating the SF-36 Health Survey Questionnaire: 
New Outcome Measure for Primary Care," by J. E. Brazier et al., 1992, General 
Practice. 305. p. 160. Adapted. 
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Table 3 

Factor Structure. Variance Explained and Reliability Coefficients (alphas for the 

FLIC. 

Factor 
number 

Name of 
factor by 
Morrow et 
al., 1992 

Name of factor 
by Schipper et 

at., 1984 

Items 
(Morrow et al., 1992) 

Variance 
explained 
(Morrow et 
al., 1992) 

Alpha 
(Morrow 

et al., 
1992) 

1 Physical 

Function-

ing 

Physical Well 

Being and 

Ability 

8. Able to complete 
housework? 

10. Pain disrupting 
activities? 

13. Satisfied with work? 
16. Well enough for 

meals/repairs? 
19. Maintain leisure 

activities? 

58% .83 

2 Psy-

chological 

Function-

ing 

Emotional 

State 

5. Afraid of future? 
14. Discouraged? 
20. Think about illness? 
21. Cope well with 

stress? 
22. Depressed? 

15% .87 

3 Current 

Well-being 

Physical Well 

Being and 

Ability 

1. Think appears well? 
2. Confident of 

treatment? 
12. Uncomfortable 

today? 
17. Feel well today? 

10% .64 

4 Gastro-

intestinal 

Symptoms 

Nausea 6. How much nausea? 
18. Nausea affecting 
activity? 

10% .83 

5 Social 

Function-

ing 

4. Spend time with 
friends? 

7. Spend time with 
family? 

8% .65 

Addi-

tional 

factor 

Family 

Situation 

11. "Family" disruption 
from cancer? 

15. "Family" hardship 
from cancer? 

(Schipper et al., 1984) 



Table 4 

Demographic Characteristics by Cultural Sample. 
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Portugal U.S. Chi-Square 
Categorical Variables n % n % Difference 

Sex .69 
male 52 53.1 33 60.0 
female 46 46.9 22 40.0 

Race 71.70** 
Caucasian 92 94.8 17 30.9 
African/African-American 5 5.2 26 47.3 
Hispanic 0 0 8 14.5 
Other 0 0 4 7.3 

Marital Status 19.21" 
single 22 22.4 16 29.1 
married 60 61.2 19 34.5 
separated/divorced 4 4.1 14 25.5 
widowed 12 12.2 6 10.9 

Accompanier 10.63* 
none 41 41.8 25 45.5 
spouse 38 38.8 10 18.2 
1st degree 15 15.3 12 21.8 
other 4 4.1 8 14.5 

Job Status 23.48** 
full-time 18 18.4 7 12.7 
part-time 5 5.1 2 3.6 
retired 41 41.8 6 10.9 
sick leave 21 21.4 20 36.4 
unemployed 13 13.3 20 36.4 

Residency 4.31 
urban 46 47.4 27 51.9 
suburban 22 22.7 17 32.7 
rural 29 29.9 8 15.4 

Type of treatment .43 
only chemo 68 68.0 37 64.9 
presence of other 29 29.0 20 35.1 

Diagnosis 4.72 
leukemia 29 29.9 13 23.6 
non Hodgkin's lymphoma 42 43.3 23 41.8 
Hodgkin's lymphoma 8 8.2 11 20.0 
other 18 18.6 8 14.5 

Without Relative With Relative t-test 
Continuous Variables mean SD mean SD difference 
age 55.3 17.4 46.1 16.4 3.23** 
education 6.7 4.6 11.5 3.7 7.04** 
household 2.8 1.1 2.9 1.9 .40 
weight % 93.8 16.4 97.7 17.20 1.28 
time since diagnosis 2.6 3.1 1.4 1.7 3.14** 
stage 2.3 1.1 2.2 1.1 .60 

' p<.05. **p<.01 



Table 5 

Demographic Characteristics for Portuguese Patients With and 

Without an Accompanying Person (Relative^. 
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Without Relative With Relative Chi-Square 
Cateqorical Variables n % n % Difference 

Sex .00 
male 26 53.1 26 53.1 
female 23 46.9 23 46.9 

Race 5.16* 
Caucasian 44 89.8 48 100.0 
African 5 10.2 0 0 

Marital Status 1.60 
single 11 22.4 11 22.4 
married 28 57.1 32 65.3 
separated/divorced 3 6.1 1 2.0 
widowed 7 14.3 5 10.2 

Accompanier 
none 41 41.0 0 0 
spouse 0 0 33 67.3 
1st degree 0 0 13 26.5 
other 0 0 3 6.1 

Job Status 2.84 
full-time 11 22.4 7 14.3 
part-time 1 2.0 4 8.2 
retired 20 40.8 21 42.9 
sick leave 11 22.4 10 20.4 
unemployed 6 12.2 7 14.3 

Residency 9.25* 
urban 19 38.8 27 56.3 
suburban 17 34.7 5 10.4 
rural 13 26.5 16 33.3 

Type of treatment 1.18 
chemo 35 85.4 35 79.5 
radiation 1 2.4 1 2.3 
adjuvanct 2 4.9 5 11.4 
other/combined 3 7.3 3 6.8 

Diagnosis 2.88 
leukemia 15 31.3 14 28.6 
non Hodgkin's lymphoma 18 37.5 24 49.0 
Hodgkin's lymphoma 6 12.5 2 4.1 
other 9 18.8 9 18.4 

Without Relative With Relative t-test 
Continuous Variables mean SD mean SD difference 
age 53.4 15.8 57.2 18.8 1.08 
education 6.1 4.0 7.3 5.2 1.29 
household 2.7 1.1 2.9 1.1 .54 
weight % 96.1 18.8 90.8 15.0 1.25 
stage 2.4 1.2 2.2 1.1 .94 
time since diagnosis 2.7 2.6 2.5 3.4 .37 

' p<.05 
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Table 6 

QoL and Social Support Indices for Portuguese Patients With 

and Without an Accompanying Person Person (Relative). 

t-test 

QoL/Social Support Indices Mean SD Mean SD difference 

SF-36 
Total Score 60.6 21.1 53.7 18.5 1.71 

Physical Functioning 70.1 22.4 55.6 27.1 2.84" 

Role-Physical 39.3 39.2 33.7 36.6 .73 

Bodily Pain 73.7 29.0 78.0 25.6 .82 

General Health 50.3 25.2 39.5 19.3 2.37* 

Vitality 57.3 24.4 45.8 22.5 2.42* 

Social Functioning 72.2 31.3 74.7 28,7 .42 

Role-Emotional 61.9 40.8 51.0 43.6 1.27 

Mental Health 64.7 24.6 59.8 25.0 .97 

FLIC 
Total Score 5.1 1.2 4.7 1.1 2.41* 

Physical Functioning 4.7 1.5 4.4 1.4 1.03 

Psychological Funct. 4.6 1.0 4.3 .8 1.25 

Current Well-Being 5.8 1.2 5.2 1.1 2.24* 

Gastro-lntestinal Sympt. 6.2 1.6 5.8 1.8 1.26 

Social Functioning 5.8 1.5 5.1 1.7 2.06* 

Family Situation 4.5 2.1 4.6 1.7 .05 

Social Support 
Structural Dimension 20.1 5.5 21.1 4.7 .99 
Attitudes/Behaviors 4.2 .7 4.4 .4 1.67 

Note. All scales and subscales are coded in the direction of better QoL or more Social 
Support. 
*p<.05. **p<.01. 
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Table 7 

Patients' and Relatives' Reports of Portuguese Patients' 

QoL and Social Support. 

Patient Report Relative Report paired t-test 
Continuous Variables Mean SD Mean SD difference 

SF-36 
Total Score 52.8 18.0 47.9 22.6 1.92 
Physical Functioning 55.6 27.1 49.9 36.6 1.56 
Role-Physical 33.7 36.6 34.2 34.4 .11 
Bodily Pain 48.2 25.6 66.9 29.5 2.67" 
General Health 39.5 19.3 37.4 22.1 .71 
Vitality 45.8 22.7 41.9 25.2 1.35 
Social Functioning 74.7 28.7 59.6 30.5 3.09** 
Role-Emotional 51.0 43.6 48.9 39.6 .28 
Mental Health 59.8 25.0 51.9 26.4 2.22* 

FLIC 
Total Score 4.7 1.1 4.4 1.1 1.54 
Physical Functioning 4.2 1.6 4.2 1.7 .03 
Psychological Functioning 4.4 1.4 4.0 1.6 1.51 
Current Weil-Being 5.2 1.1 5.1 1.2 .86 
Gastro-lntestinal Sympt. 5.8 1.8 5.4 2.0 1.18 
Social Functioning 5.1 1.7 4.6 1.7 1.66 
Family Situation 4.6 1.7 5.2 1.6 1.88 

Social Support 
Structural Dimension 21.1 4.7 21.4 4.8 .41 
Attitudes/Behaviors 4.4 .4 4.2 .1 2.24* 

Note, n varies between 47 and 49 depending upon missing data. All scales 
and subscaies are coded in the direction of better QoL or more Social 
Support. 
*p<-05. "p<.01. 
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Table 9 

MTMM Matrix for the Portuguese Sample and SF-36 and 

Social Support (Attitudes/Behaviors). 

91 

Patient Report Relative Report 

Methods Traits SF-36 Social Support SF-36 Social Support 

Patient SF-36 (.80) 

Report Social Support .25 (.72) 

Relative SF-36 .65** .31 (.89) 

Report Social Support .09 .35* .39** (.60) 

Note, n varies between 45 and 49 depending upon missing data. All 
scales and subscales are coded in the direction of better QoL or more 
Social Support. Convergent validity indices are presented in bold and 
reliability indices are in parentheses. 
*p<.05. **p<.01. 
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Table 10 

MTMM Matrix for the Portuguese Sample and FLIC 

and Social Support (Attitudes/Behaviors). 

Patient Report Relative Report 

Methods Traits FLIC Social Support FLIC Social Support 

Patient FLIC (.84) 

Report Social Support .12 (.72) 

Relative FLIC .38** .25 (.91) 

Report Social Support .16 .35* .32* (.60) 

Note, n varies between 45 and 49 depending upon missing data. All 
scales and subscales are coded in the direction of better QoL or more 
Social Support. Convergent validity indices are presented in bold and 
reliability indices are in parentheses. 
*p<.05. "p<.01. 
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Table 11 

MTMM Matrix for the Portuguese Sample and the SF-36 Subscales. 

Patient Report Relative Report 

Methods Traits 1 2 3 4 5 6 7 8 1 2 3 4 5 6 7 8 

Physical Funct. (1) (.88) 

Role-Physical (2) .46** (.77) 

Bodily Pain (3) .13 .14 (.88) 

Patient General Health (4) .53** .15** .14 (.65) 

Report Vitality (5) .39** .38** .30* .49** (.74) 

Social Funct. (6) .18 .27 .15 .12 .47" (.76) 

Role-Emot. (7) .31* .46** .42** .26 .35* .31* (.84) 

Mental Health (8) .12 .38** .41** .29* .62** .39** .47** (.83) 

Physical Funct. (1) .54" .39** .25 .38** .29* .14 .26 .22 (.84) 

Role-Physical (2) .28 .44" .34* .27 .52** .17 .23 .42** .37** (.79) 

Bodily Pain (3) .14 .36* .43" .09 .56** .26 .25 .48** .42** .53** (.96) 

Relative General Health (4) .41** .34* .41" .50" .48** .13 .24 .37" .49" .51" .39** (.72) 

Report Vitality (5) .42" .45" .44" .37* .66" .24 .21* .46" .60" .68" .61" .67" (.85) 

Social Funct. (6) .11 .33* .34* .08 .41" .33* .28* .43" .38" .36* .47" .48" .54" (.72) 

Role-Emot. (7) .14 .30* .10 .11 .40" .16 .23 .31* .24 .72" .36* .30* .47" .42" (.74) 

Mental Health (8) .20 .37" .30* .24 .63" .42** .35* .54" .39" .59" .52** .49** .80" .62" .60** (.89) 

Note. n=49. All scales and subscales are coded in the direction of better QoL or more Social Support. 
Convergent validity indices are presented in bold and reliability indices are in parentheses. 
* = p<.05. **p<.01. 
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Table 12 

MTMM Matrix for the Portuguese Sample and the FLIC Subscales. 

Patient Report Relative Report 

Methods Traits 1 2 3 4 5 6 1 2 3 4 5 6 

Physical Funct. (1) (.77) 

Psychological Funct. (2) .32* (.79) 

Patient Current Well-Being (3) .32* .56** (.66) 

Report Gastro-lntestinal Sympt. (4) .53** .09 .16 (.82) 

Social Functioning (5) .20 .38** .30* .09 (.56) 

Family Situation (6) .28 .45** .37** .33* .40** (.44) 

Physical Funct (1) .57** .07 .17 .42** .11 .09 (.85) 

Psychological Funct. (2) .24 .38** .43** .16 .33* .27 .57** (.88) 

Relative Current Well-Being (3) .42** .30* .50** .30* .22 .33* .65** .71** (.75) 

Report Gastro-lntestinal Sympt. (4) .22 .05 .16 .45** .10 .30* .55** .10** .62** (.85) 

Social Functioning (5) .23 .34* .20 .16 .29* .09 .18 .38" .29* -.03 (.55) 

Family Situation (6) .12 -.06 .13 .14 .02 .22 .26 .36* .52** .35* .04 (.56) 

Note* 0=49. All scales and subscales are coded in the direction of better QoL or more Social Support. 
Convergent validity indices are presented in bold and reliability indices are in parentheses. 
* - p<.05. **p<,01. 
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Table 13 

MTMM Matrix for the Portuguese Sample and the Social 

Support Subscales. 

Patient Report Relative Report 

Methods Traits 1 2 1 2 

Patient 
Report 

Structural Dimension (1) 
Attitudes/Behaviors (2) 

(.55) 
.18 (.72) 

Relative 
Report 

Structural Dimension (1) 
Attitudes/Behaviors (2) 

.54** 
.10 

.12 
.35* 

(.56) 
.24 (.77) 

Note. n=49. All scales are coded in the direction of better QoL or more 
Social Support. Convergent validity indices are presented in bold and 
reliability indices are in parentheses. 
* = p<.05. 
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Table 14 

Intercorrelations between the QoL Subscales. for the Portuguese 

Sample and the Patients' Report. 

SF-36 FLIC Patient Report 

Patient Report FLIC-Total Physical Funct. Psych. Funct. C. Weli-Being G-lntest. Sympt. Social Funct. Family Sit. 

SF-36 Total .60** .60** .31** .37** .44** .26 .04 

Physical Funct .33* .68** .05 .00 .30* -.05 -.19 

Role-Physical .51** .53** .21 .34* .32* .25 .14 

Bodily Pain .20 .24 -.03 .13 .12 .14 -.09 

General Health .58** .65** .39** .28* .29* .28* .10 

Vitality .70** .59** .53** .48** .48** .24 .35* 

Social Funct. .40** .28 .28 .42** .22 .22 .18 

Role-Emot. .24 .32* .05 .08 .27 .13 -.05 

Mental Health .70** .51** .44** .47** .52** .45** .40** 

Note. d=49. All scales and subscales are coded in the direction of better QoL or more Social Support. 

* = p<.05. **p<.01. 
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Table 15 

Intercorrelations between the QoL Subscales. for the Portuguese 

Sample and the Relatives' Report. 

SF-36 FLIC Relative Report 

Relative Report FLIC-Total Physical Funct. Psych. Funct. C. Well-Being G-fntest. Sympt. Social Funct. Family Sit. 

SF-36 Total .72** .58** .66** .73** .38** .27** .36** 

Physical Funct. .34* .44** .30* .33* .07 .20 .10 

Role-Physical .53** .64** .53** .57** .34* .12 .37** 

Bodily Pain .56** .50** .50** .71** .40** .17 .38** 

General Health .45** .52** .46** .49** .32* .03 .26 

Vitality .81** .75** .74** .70** .42** .17 .40** 

Social Funct. .54** .48** .52** .66** .37** .26 .39** 

Role-Emot. .44* .48** .40** .47** .33** .20 .15 

Mental Health .54** .54** .61** .67** .44** .17 .31* 

Note, 11=49. All scales and subscales are coded in the direction of better QoL or more Social Support. 

*» p<.05. **p<.01. 



Table 16 

Demographic Characteristics for American Patients With and Without an 

Accompanying Person f Relative). 
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Without Relative With Relative Chi-Square 
Categorical Variables n % n % Difference 

Sex .05 
male 20 58.8 13 61.9 
female 14 41.2 8 38.1 

Race .44 
Caucasian 10 29.4 7 33.3 
African-American 17 50.0 9 42.9 
Hispanic 5 14.7 3 14.3 
Other 2 5.9 2 9.5 

Marital Status .67 
single 10 29.4 6 28.6 
married 8 23.5 11 52.4 
separated/divorced 12 35.3 2 9.5 
widowed 4 11.8 2 9.5 

Accompanier 
none 25 73.5 0 0 
spouse 2 5.9 8 38.1 
1st degree 5 14.7 7 33.3 
other 2 5.9 6 28.6 

Job Status 2.34 
full-time 5 14.7 2 9.5 
part-time 2 5.9 0 0 
retired 3 8.8 3 14.3 
sick leave 13 38.2 7 33.3 
unemployed 11 32.4 9 42.9 

Residency 5.49 
urban 15 45.5 12 63.2 
suburban 10 30.3 7 36.8 
rural 8 24.2 0 0 

Type of treatment 4.41 
chemo 21 77.8 16 84.2 
radiation 4 14.8 0 0 
adjuvanct 2 7.4 2 10.5 
other/combination 0 0 1 5.3 

Diagnosis .84 
leukemia 8 23.5 5 23.8 
non Hodgkin's lymphoma 14 41.2 9 42.9 
Hodgkin's lymphoma 6 17.6 5 23.8 
other 6 17.6 2 9.5 

Without Relative With Relative t-test 
Continuous Variables mean SD mean SD difference 
age 48.0 14.5 43.0 19.1 1.10 
education 11.7 4.3 11.1 2.4 .65 
household 2.6 1.7 3.5 2.2 1.77 
weight % 99.0 14.9 95.5 20.9 .69 
time since diagnosis 1.5 1.8 1.2 1.5 .57 
stage 2.2 1.1 2.1 1.0 .21 
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Table 17 

QoL and Social Support Indices for American Patients With and Without an 

Accompanying Person (Relative). 

Without Relative (n=34) With Relative (o=21) t-test 
Mean SD Mean SD difference 

SF-36 
Total Score 52.6 22.5 45.6 19.0 1.18 
Physical Functioning 54.1 30.7 48.9 29.3 .62 
Role-Physical 39.7 40.9 29.8 37.6 .90 
Bodily Pain 59.4 26.8 48.0 20.5 1.76 
General Health 46.0 23.2 37.1 15.4 1.71 
Vitality 47.8 25.1 34.7 20.2 2.02* 
Social Functioning 57.7 33.0 53.6 26.0 .49 
Role-Emotional 51.0 45.1 51.0 42.0 .63 
Mental Health 65.1 24.4 54.1 21.9 1.68 

FLIC 
Total Score 4.8 1.4 4.4 1.3 1.09 
Physical Functioning 4.4 1.7 4.6 1.6 .29 
Psychological Funct. 4.6 1.7 3.9 1.7 1.53 
Current Well-Being 5.1 1.7 4.6 1.6 1.07 
Gastro-lntestinal Sympt. 5.8 1.8 4.9 1.8 1.74 
Social Functioning 5.3 1.6 5.0 1.8 .61 
Family Situation 4.3 1.9 4.1 1.7 .42 

Social Support 
Structural Dimension 17.6 5.5 18.9 4.4 .95 
Attitudes/Behaviors 4.2 .5 4.0 .8 1.12 

Note. All scales and subscales are coded in the direction of better QoL or more Social 
Support. 
*J2<.05. 
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Table 18 

Patients' and Relatives' Reports of American Patients' QoL and Social 

Support, 

Patient Report Relative Report t-test 
Mean 3D Mean 3D t 

SF-36 
Total Score 47.5 18.6 50.4 21.1 .59 
Physical Functioning 49.6 30.3 54.2 31.1 .54 
Role-Physicai 32.9 38.2 35.5 42.7 .16 
Bodily Pain 48.0 20.5 46.4 22.3 .37 
General Health 38.9 13.1 40.2 19.5 .38 
Vitality 36.2 19.5 43.6 19.4 1.31 
Social Functioning 53.6 26.0 61.3 27.6 1.03 
Role-Emotional 63.2 41.4 62.3 43.0 .06 
Mental Health 54.2 22.5 60.2 21.6 1.16 

FLIC 
Total Score 4.4 1.3 4.6 1.1 .71 
Physical Functioning 4.6 1.6 4.3 1.3 .61 
Psychological Functioning 3.9 1.7 4.6 1.4 1.16 
Current Well-Being 4.6 1.6 4.9 1.1 .91 
Gastro-lntestinal Sympt. 4.9 1.8 4.7 1.9 .49 
Social Functioning 5.0 1.8 5.2 1.7 .28 
Family Situation 4.1 1.7 4.7 2.1 1.49 

Social Support 
Structural Dimension 18.9 4.4 17.7 5.1 1.16 
Attitudes/Behaviors 4.0 .8 4.1 .7 1.00 

Mote, n varies between 19 and 21, depending upon missing data. All scales and 
subscales are coded n the direction of better QoL or more Social Support. 
* J2<.05. ** j2<.01. 
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Table 20 

MTMM Matrix for the American Sample and SF-36 and Social Support 

(Attitudes/Behaviors). 

Patient Report Relative Report 
Methods Traits 1 2 1 2 
Patient SF-36 (1) (.85) 
Report Social Support (2) .41 (.90) 

Relative SF-36 (1) .43 .29 (.87) 
Report Social Support (2) .23 .70* .11 (.86) 

Note. Q varies between 19 and 21, depending upon missing data. All scales and subscales 
are coded in the direction of better QoL or more Social Support. Convergent validity 
coefficients are presented in bold and reliability coefficients in parentheses. 
*p<.05. "pc.01. 
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Table 21 

MTMM Matrix for the American Sample and FLIC and SoQial 

Support (Attitudes/Behaviors), 

Patient Report Relative Report 

Methods Traits 1 2 1 2 

Patient FLIC (1) (.94) 

Report Social Support (2) .54 (.90) 

Relative FLIC (1) .42 .31 (.87) 

Report Social Support (2) .20 .69** .12 (.86) 

Note, o varies between 19 and 21, depending upon missing data. All scales and subscales 
are coded in the direction of better QoL or more Social Support. Convergent validity 
coefficients are presented in bold and reliability coefficients in parentheses. 
*P<.G5. **p<.01. 
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Table 22 

MTMM Matrix for the American Sample and the SF-36 Subscales. 

Patient Report Relative Report 

Methods Traits 1 2 3 4 5 6 7 8 1 2 3 4 5 6 7 8 

Phys. Funct. (1) (.88) 

Role-Phys. (2) .67" (.77) 

Bodily Pain (3) .36 .46* (.88) 

Patient Gen. Health (4) .38 .33 .53* (.65) 

Report Vitality (5) .38 .71" .44* .26 (•86) 

Social Funct. (6) .29 .48* .24 .13 .65** (•76) 

Role-Emot. (7) .36 .50* .27 .16 .57** .37 (.84) 

Ment. Health (8) .21 .41 .40 .10 .55* .69** .62** (.83) 

Phys. Funct. (1) .27 .55* .41 .42 .15 -.18 .26 .07 (.84) 

Role-Physical (2) .19 .52* .64** .40 .38 .03 .10 .19 .50* (.79) 

Bodily Pain (3) .32 .20 .57** .18 .10 -.04 -.16 -.01 .34 .40 (.96) 

Relative Gen. Health (4) .45* .34 .50* .66** .02 -.01 -.08 -.04 .46* .42 .61** (.72) 

Report Vitality (5) .26 .17 .76** .53* .15 -.11 -.01 .15 .38 .43 .65** .69** (.84) 

Social Funct. (6) -.03 .28 .49* .10 .40 .17 -.10 .08 .16 .68** .56** .39 .39 (.72) 

Role-Emot. (7) .10 .18 .41 .11 .47* .26 -.04 .23 -.07 .69** .42 .23 .29 .72** (.74) 

Mental Health (8) .21 .34 .73** .42 .29 .14 .14 .46* .34 .65** .49* .46* 55* .44 .61** (.89) 

Nets. II varies between 19 and 21 depending upon missing data. All scales and subscales are coded in the 

direction of better QoL or more Social Support. Convergent validity coefficients are presented in bold and 

reliability coefficients in parentheses. 

*p<.05. **p<.01. 
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Table 23 

MTMM Matrix for the American Sample and the FLIC Subscales. 

Patient Report Relative Report 

Methods Traits 1 2 3 4 5 6 1 2 3 4 5 6 

Physical Funct. (1) (.77) 

Psychological Funct. (2) .68" (.79) 

Patient Current Well-Being (3) .76** .73** (66) 

Report Gastro-lntestinal Sympt. (4) .40 -.02 .07 (.82) 

Social Functioning (5) .49* .67** .52* .32 (56) 

Family Situation (6) .68** .57** .61** .42 .52* (.44) 

Physical Funct. (1) .31 -.09 .24 .43 .15 .29 (85) 

Psychological Funct. (2) .30 .16 .08 .56** .07 .58** .28 (.88) 

Relative Current Well-Being (3) .14 .10 .40 .15 .11 .24 .42 .16 (.75) 

Report Gastro-lntestinal Sympt. (4) .27 .02 .24 .55* .05 .26 .71** .50* .43 (.85) 

Social Functioning (5) .22 .08 .08 .25 .12 .39 .42 .35 .34 .14 (.55) 

Family Situation (6) .43* .11 .28 .68** .05 .58** .53* .72** .41 .61** .28 (.56) 

Note, n varies between 19 and 21 depending upon missing data. All scales and subscales are coded in the 

direction of better GoL or more Social Support. Convergent validity coefficients are presented in bold and 

reliability coefficients in parentheses. 

* p«,05. **p<.01. 
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Table 24 

MTMM Matrix for the American Sample and the Social Support 

Subscales, 

Patient Report Relative Report 

Methods Traits 1 2 1 2 

Patient Structural Dimension (1) (.65) 

Report Attitudes/Behaviors (2) .65** (.90) 

Relative Structural Dimension (1) .51* .56** (.64) 

Report Attitudes/Behaviors (2) .46* .69** .43 (.86) 

Note, n varies between 19 and 21 depending upon missing data. All scales and 
subscales are coded in the direction of better QoL or more Social Support. 
Convergent validity coefficients are presented in bold and reliability coefficients 
in parentheses. 
* p<.05. **p<.01. 
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Table 25 

Intel-correlations between the QoL Subscales. for the American Sample and 

the Patients' Report. 

SF-36 FLIC Patient Report 

Patient Report FLIC-Totai Physical Funct. Psych. Funct. C. Well-Being G-lntest. Sympt. Social Funct, Family Sit, 

SF-36 Total .75** .69** .67** .65** .25 .43 .71** 

Physical Funct. .43* .46* .27 .49* .23 .17 .31 

Role-Physical .55** .49* .37 .51* .31 .30 .68** 

Bodily Pain .55* .51* .28 .30 .57** .40 .66** 

General Health .43 .54* .25 .37 .23 .02 .45* 

Vitality .61** .59** .52* .53* .18 .34 .69** 

Social Funct. .59** .52* .61* .62** -.06 .41 .44* 

Role-Emot. .47* .42 .62* .36 .04 .24 .38 

Mental Health .67** .48* .83** .55** .03 .56 .50 

Note. 0=21. All scales and subscales are coded in the direction of better QoL or more Social Support. 

*p<.05. **p<.01. 
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Table 26 

Intercorrelations between the QoL Subscales. for the American Sample 

and the Relatives' Report. 

SF-36 FLIC Relative Report 

Relative Report FLiC-Total Phys. Funct. Psych. Funct. C. Well-Being G-lntest. Sympt. Social Funct Family Sit. 

SF-36 Total .87** .70** 

*
 
*
 

CO 
CO .37 .68** .68** .74** 

Physical Funct. .34 .17 .36 .05 .30 -.02 .47* 

Role-Physical .65** .56* .43 .14 .58** .57* .53* 

Bodily Pain .69** .58** .50* .44* .57** .28 .58** 

General Health 

« * CO 
CO .64** .46* .38 .51* .33 .54* 

Vitality .65** .60** .40 .55* .39 .42 .59** 

Social Funct. .63** .50* .51* .14 .36 .60** .59** 

Role-Emot. .72** .61** .50* .24 .63** .76** .49* 

Mental Health .80** .43 .74** .54* .57** .60** .60** 

Note, n between 19 and 21, depending upon missing data. All scales and subscales are coded in the direction of 

better QoL or more Social Support. 

* p<.05. **p<.01. 
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QoL and Social Support Indices bv Cultural Sample. 
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Portugal (n=98) US (n=55) t-test 
Continuous Variables Mean SD Mean SD difference 

SF-36 
Total Score 57.3 20.1 49.9 21.3 2.11* 
Physical Functioning 63.1 25.8 52.1 30.0 2.37* 
Role-Physical 36.5 37.8 35.9 39.6 .09 
Bodily Pain 71.1 23.1 55.0 25.0 4.00** 
General Health 44.7 22.7 42.6 20.9 .56 
Vitality 51.6 24.1 42.8 24.0 2.18* 
Social Functioning 73.5 29.9 56.1 30.3 3.42** 
Role-Emotional 56.5 42.4 53.9 43.7 .35 
Mental Health 62.5 24.8 60.9 23.9 .40 

FLIC 
Total Score 4.9 1.1 4.6 1.4 1.25 
Physical Functioning 4.7 1.7 4.5 1.6 .71 
Psychological Funct. 4.5 1.4 4.3 1.7 .86 
Current Well-Being 5.5 1.2 4.9 1.6 2.49* 
Gastro-lntestinal Sympt. 6.0 1.7 5.4 1.8 1.88 
Social Functioning 5.4 1.6 5.2 1.7 .87 
Family Situation 4.4 1.7 4.2 1.8 .47 

Social Support 
Structural Dimension 20.8 4.7 18.1 5.0 3.40** 
Attitudes/Behaviors 4.3 .6 4.1 .6 1.95 

Note. All scales and subscales are coded in the direction of better QoL or more Social 
Support. 
*p<.05. **c<.01. 
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Mental 
symptoms/ 
Problems 

Physical 
Limitations 
and Well-
Being 

Psychological 
Distress and 
Well-Being 

Physical 
Symptoms/ 
Problems Physical 

Conditions 

Mental 
Conditions 

Evaluation 
of Health 
in General 

X* Specific 
Conditions 

XI.Specific 
Symptoms/ 
Problems 

XXX. Generic 
Components 
of Health 

XV* Generic 
Overall 
Health 

Hypothesized Principal 
Paths 

- • Other Paths 

Figure 1.1 Relationships among specific and generic health concepts. 

1 FROM Ware, Jr., J. E. (1995). The status of health assessment 1994. Annual 
Review of Public Health 1995. 16. page 335. 
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Administration Suite 

Parkland 
Health & Hospital System 

January 8, 1997 

Parkland 
Memorial 
Hospital 

Community 
Oriented 
Primary Care 

Parkland 
Community 
Health 
Plan Inc. 

Parkland 
Foundation 

Maria Joao Foijaz 
The University of North Texas 
c/o Charles A. Guarnaccia, Ph.D. 
Assistant Professor 
Department of Psychology 
PO Box 13587 
Denton, TX 76203-6587 

Dear Ms. Foijaz: 

Your study "Comparing Quality of Life: American and Portuguese Cancer Patients 
with Hematological Malignancies" has been reviewed and approved. Please contact 
the unit manager, Cheryl Edwards, at 214/590-5587 to schedule a visit to the unit. 
In addition, you will need to pick up an identification badge in Nursing 
Administration. 

Sincerely, 

7K 
Mary E. Mancini, RN, MSN, CNA, FAAN 
Senior Vice President 
Nursing Administration 
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INSTITUTO PORTUCUfc 1)K ONCOI.OGIA 
Nwbdircccfro tic invvwiimivftu 

Run Pn»f. 14MM (to**. 109.1 I.IMM>A 
TrfcrC. • J$l.1*7260606 Kvt 46* m 46* 

r»%. 351.1.7271204 

Dr. Charles A. Cjuarmaccia, PhD 
Assistant Professor of Clinical Psychology 
Department of Psychology, University of North Texas 

Lisbon, 14 June 1996 

Dear Dr. Charles Giiannaccia 

As responsible for the Clinical Research Department and Scientific Committee 
of the Instituto Portugues dc Oncologia, 1 acknowledge and certify to yoti our 
interest in die development of the research project entitled "Cuitipitriug Quality 
of life in American and Portuguese Patients with Hematologic Malignancies", 
that will be carried out by Dr. Maria Joao Forjaz. under your direct supervision. 

The above-mentioned project integrates a larger national cooperative 
multicentric study addressing other forms of cancer and aiming at the 
measurement of quality of life of chronic patients. It will be developed with the 
supervision of Professor Jose Luis Ribeiro and Professor Antonio Martins da 
Silva, fonn the University of Porto. 

In order to submit this proposal to our Hthical Committee, please note that a 
short CV of Dr. Maria Joao Forjaz and yourself is important. 

With my best compliments, 

Sincerely yours, 

Antonio Paireira, MIX PhD 
Director of the Mcdical Oncology Department 
President of the Scientific Committee 
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a 

University of North Texas 
Sponsored Projects Administration 

September 23, 1996 

Maria Joao Foijaz 
UNT Box 5416 
Denton, TX 76203 

Re: 1KB Application No. 96-122 

Dear Ms. Foijaz: 

As permitted by federal law and regulations governing the use of human subjects in research 
projects (45 CFR 46), I have conducted an expedited review of your proposed project titled 
"Comparing Quality of Life: American and Portuguese-Cancer Patients with Hematological 
Malignancies." The risks inherent in this research are minimal, and the potential benefits to the 
subjects outweigh those risks. Contingent upon approval from Parkland Memorial Hospital 
in Dallas, the submitted protocol and informed consent form are hereby approved for the use of 
human subjects on this project. 

Please submit a copy of the approval letter from Parkland Memorial Hospital upon receiving their 
permission to conduct the study. The UNT IRB must re-review this project annually and/or prior 
to any modifications you make in the approved project. Please contact me if you wish to make 
changes or need additional information. 

Sincerely, 

: Elder 
Chairman 

Institutional Review Board 

ME: em 

cc. IRB Members 
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University of North Texas 
Sponsored Projects Admin is trillion 

June 25, 1996 

Ms. Maria Joao Foijaz 
UNT Box 5416 
Denton, TX 76203 

Re: Human Subjects Application No. 96-122 

Dear Ms. Foijaz: 

As permitted by federal law and regulations governing the use of human subjects in research 
projects (45 CFR 46), I have conducted an expedited review of your proposed project titled 
"Comparing Quality ofLife in Portuguese Cancer Patients with Hematological Malignancies." 
The risks inherent in this research are minimal, and the potential benefits to the subjects outweigh 
those risks. The submitted protocol and informed consent form are hereby approved for the use 
of human subjects on this project. 

If the use of human subjects extends beyond 12 months from this date, U.S. Department ofHeaith 
and Human Services regulations require that the project be re-reviewed yearly. In such a case, 
please submit annual progress reports to the UNT Institutional Review Board. Further, the UNT 
IRB must re-review this project prior to any modifications you make in the approved project. 
Please contact me if you wish to make such changes or need additional information. 

If you have questions, please contact me. 

Sincerely, 

rk Elder 
Chairman 

Institutional Review Board 

ME: em 

cc. IRB Members 
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University of North Parkland 
Texas Memorial Hospital 

Informed Consent 

I, , agree to participate in a research study about quality of life. The purpose of 

this study is to assess the quality of life of patients, as rated by the patient and a person who 

accompanies him or her {caregiver). The information obtained from this study will hopefully 

contribute to clarify the perception a caregiver has about a patient's quality of life as well as the 

major differences between patients. This study is a research project for a master's thesis in 

psychology. 

As participant, I understand that I am expected to complete a questionnaire that takes about 

30 minutes and that some information about the my disease will be requested from a physician or 

nurse. I have been informed that any information obtained in this study will not be matched to the 

participant's name nor will the physician or nurse know what the participants have answered in the 

questionnaires. Under this condition, I agree that any information obtained from this research may 

be used in for publication or education. 

I understand that there is no personal risk or discomfort directly involved with this research 

and that I am free to withdraw my consent and discontinue participation in this study at any time. I 

will also be sent a report summarizing the research results if I express an interest by filling out one 

envelope with my name and address. A decision to withdraw from the study will not affect in any 

way the services received from this treatment facility. 

If i have any questions or problems that arise in connection with my participation in this 

study, I should contact Maria Joao Forjaz, the main experimenter at 817-565-2631 (work) or 817-

484-9274 (home) or the project supervisor Dr. Charles A. Guarnaccia at the University of North 

Texas, Department of Psychology, 817-565-2671. 

(Date) (Signature of participant) 

(Date) (Investigator) 
THIS PROJECT HAS BEEN REVIEWED BY UNIVERSITY OF NORTH TEXAS COMMITTEE 

FOR THE PROTECTION OF HUMAN SUBJECTS (Phone: 817-565-5396) AND INSTITUTIONAL 
REVIEW BOARD OF UNIVERSITY OF TEXAS MEDICAL CENTER AT DALLAS (Phone: 214-

684-3111, ext. 83060). 
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SF-36 
THE MOS 36-ITEM SHORT-FORM HEALTH SURVEY (SF-36) 

INSTRUCTIONS: This survey asks for your views about your health. This information will help 
track of how you feel and how well you are able to do your usual activities. 
Answer every question by marking the answers as indicated. If you are unsure about how to 
answer a question, please give the best answer you can. 

1. In general, would you say your health is: 
(circle one) 

Excellent 1 
Very good 2 
Good 3 
Fair 4 
Poor 5 

2. Compared to one year ago, how would you rate your health in general now? 
(circle one) 

Much better than one year ago 1 
Somewhat better now than one year ago 2 
About the same as one year ago 3 
Somewhat worse now than one year ago 4 
Much worse now than one year ago 5 

3. The following items are about activities you might do during a typical day. Does your health 
now limit you in these activities? 

(circle one number on each line) 
Yes, Yes, No, Not 

Limited A Limited A Limited 
Lot Little At All 

a. Vigorous activities, such as running, lifting heavy 
objects, participating in strenuous sports 1 2 3 

b. Moderate activities, such as moving a table, pushing 
a vacuum cleaner, bowling, or playing golf 1 2 3 

c. Lifting or carrying groceries 1 2 3 
d. Climbing several flights of stairs 1 2 3 
e. Climbing one flight of stairs 1 2 3 
f. Bending, kneeling, or stooping 1 2 3 
g- Walking more than a mile 1 2 3 
h. Walking several blocks 1 2 3 
i. Walking one block 1 2 3 
j- Bathing or dressing yourself 1 2 3 
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4. During the past 4 weeks, have you had any of the following problems with your work or other 
regular daily activity as a result of your physical health? 

(circle one number on each line) 
YES NO 

a. Cut down on the amount of time you spent on work or other activities 
1 2 

b. Accomplished less than you would like 1 2 
c. Were you limited in the kind of work or other activities 1 2 
d. Had difficulty performing the work or other activities (for example, it 

took extra effort) 1 2 

5. During the past 4 weeks, have you had any of the following problems with your work or other 
activities as a result of any emotional problems (such as feelings depressed or anxious)? 

(circle one number on each line) 
YES NO 

a. Cut down the amount of time you spent on work or other activities . 1 2 
b. Accomplished less than you would like 1 2 
c. Didn't do work or other activities as carefully as usual 1 2 

6. During the past 4 weeks, to what extent has your physical health or emotional problems 
interfered with your social activities with family, friends, neighbors, or groups? 

(circle one) 
Not at all 1 
Slightly 2 
Moderately 3 
Quite a bit 4 
Extremely 5 

7. How much bodily pain have you had during the past 4 weeks? 
(circle one) 

None 1 
Very mild 2 
Mild 3 
Moderate 4 
Very severe 5 

8. During the past 4 weeks, how much did pain interfere with your normal work (including work 
outside the home and housework)? 

(circle one) 
Not at all 1 
A little bit 2 
Moderately 3 
Quite a bit 4 
Extremely 5 
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9. These questions are about how you feel and how things have been with you during the past 4 
weeks. For each situation, please give the one answer that comes closest to the way you have 
been feeling. How much of the time during the past 4 weeks 

(circle one number on each line) 
All of Most A good Some A little None 
the of the bit of the of the of the of the 
time time time time time time 

a. Did you feel full of pep? 1 2 3 4 5 6 
b. Have you been a very nervous person? 

1 2 3 4 5 6 
c. Have you felt so down in the dumps that 

nothing could cheer you up? 1 2 3 4 5 6 
d. Have you felt calm and peaceful? 1 2 3 4 5 6 
e. Did you have a lot of energy? 1 2 3 4 5 6 
f. Have you felt downhearted and blue? 1 2 3 4 5 6 
g- Did you feel worn out? 1 2 3 4 5 6 
h. Have you been a happy person? 1 2 3 4 5 6 
i. Did you feel tired? 1 2 3 4 5 6 

10. During the past 4 weeks how much of the time has your physical health or emotional 
problems interfered with your social activities (like visiting friends, relatives, etc.)? 

All of the time 
Most of the time 
Some of the time 
A little bit of the time . 
None of the time 

(circle one) 
1 
2 
3 
4 
5 

11. How TRUE or FALSE is each.of the following statements for you? 
(circle one number on each line) 

Definitely 
True 

a. I seem to get sick a little easier 
than other people 1 

b. I am as healthy as anybody I 
know 1 

c. I expect my health to get worse 1 
d. My health is excellent 1 

Mostly Don't Mostly Definitely 
True Know False False 

2 3 4 5 

2 3 4 5 
2 3 4 5 
2 3 4 5 



123 

FLIC 
Functional Living Index: Cancer (FLIC) 

1. How well do you appear today? 
1 2 3 4 5 6 7 

Extremely Extremely 
Poor Well 

2. Rate your confidence in your prescribed course of treatment. 
1 2 3 4 5 6 7 

No Very 
Confidence Confident 
3. How much of your pain or discomfort over the past 2 weeks was related to your cancer? 

1 2 3 4 5 6 7 
None All 

4. Rate how willing you were to see and spend time with friends, in the past 2 weeks. 
1 2 3 4 5 

Unwilling 

5. Rate the degree to which you are frightened of the future. 
1 2 3 4 5 

Constantly 
Terrified 

6. How much nausea have you had in the past 2 weeks? 
1 2 3 4 5 

None 

7 
Very 

Willing 

7 
Not 

Afraid 

6 7 
A Great 

Deal 
7. Rate how willing were you to see and spend time with those closest to you, in the past 2 weeks. 

1 2 3 4 5 6 7 
Unwilling Very 

Willing 
8. How much of your usual household tasks are you able to complete? 

1 2 3 4 5 6 7 
All None 

9. Rate the degree to which your cancer has imposed a hardship on you (personally) in the past 2 
weeks. 

1 2 3 4 5 6 7 
Tremendous No 

Hardship Hardship 
10. How much is pain or discomfort interfering with your daily activities? 

1 2 3 4 5 6 7 
Not At All A Great 

Deal 
11. Rate in your opinion, how disruptive your cancer has been to those closest to you in the past 2 
weeks. 

1 2 3 4 5 6 7 
Totally No 

Disruptive Disruption 
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12. How uncomfortable to you feel today? 
1 2 3 4 5 6 7 

Not At All Very Un-
comfortable 

13. Rate your satisfaction with your work and your job around the house in the past month. 
1 2 3 4 5 6 7 

Very Very 
Dissatisfie Satisfied 

d 
14. Rate how often you feel discouraged about your life. 

1 2 3 4 5 6 7 
Always Never 

15. Rate the degree to which your cancer has imposed a hardship on those closest to you in 
the past 2 weeks. 

1 2 3 4 5 6 7 
No Tremendo 

Hardship us 
Hardship 

16. Do you feel well enough to make a meal or do minor household repairs today? 
1 2 3 4 

Very Able 
17. How well do you feel today? 

1 2 3 4 
Extremely 

Poor 
18. Has nausea affected your daily functioning? 

1 2 3 4 
Not At All 

7 

Not Able 

7 
Extremely 

Well 
7 

A Great 
Deal 

19. Rate your ability to maintain your usual recreation or leisure activities. 
1 2 3 4 5 6 7 

Able Unable 
20. How much time do you usually spend thinking about your illness? 

1 2 3 4 5 6 7 
Constantly Never 

21. How well are you coping with your everyday stress? 
1 2 3 4 5 6 7 

Not Well Very Well 
22. Most people experience some feelings of depression at times. Rate how often you feel 

these feelings. 
1 2 3 4 5 6 7 

Never Continually 
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Social Support Scale 

When a person is sick, other people sometimes help and sometimes hinder them, whatever their 
intentions are. I am going to mention some people and I would like you to tell me how much help 
they have been to you. Leave a blank if that source is not relevant to you. Have they been: 

Spouse 
Children 
Other 
Relatives 
Friends 
Coworkers 
Physicians 
Nurses 

Not at all 
helpful 

A little helpful 

2 
2 
2 

2 
2 
2 
2 

Usually 
helpful 

3 
3 
3 

3 
3 
3 
3 

Completely 
helpful 

4 
4 
4 

4 
4 
4 
4 

Please check all of the following statements that describe your family's attitudes concerning your 
illness. 

Strongly Disagree Indifferent Agree Strongly 
disagree agree 

1. My family will listen to me if I want to 
discuss my illness. 

2. My family doesn't understand how 
difficult it is for me to have this illness. 

3. My family shows me they care about my 
illness. 

4. My family doesn't help me when I feel 
sick. 

5. When I feel sick and need the help of a 
family member, I know they will help. 

6. There is at least one person in my family 
who understands. 

2 

2 

2 

2 

2 

2 

3 

3 

3 

3 

3 

3 

4 

4 

4 

4 

4 

4 

5 

5 

5 

5 

5 

5 

Please check all of the following statements that describe your family's behaviors concerning your 
illness: 

Strongly 
disagree 

Disagree Indifferent Agree 

1 My family gets annoyed with me for 
being sick. 

2. My family helps me in any way they can. 
3. My family likes me the way I am. 
4. My family encourages me to do things 

even though they know I am not able to. 
5. My family is unconcerned whether I feel 

sick or not. 
6. My family would like to see me well but 

don't do anything to help me. 

2 
2 
2 

3 
3 
3 

4 
4 
4 

Strongly 
agree 

5 
5 
5 
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Socio-Demographic Questionnaire 

1. What is your gender? 7. How many people live in your household 

1) Male with you (excluding yourself)? 

2) Female Please specify their relationship to you: 

2. What is vour aae? vears 

3. How do you describe your race/ethnicity? 

1) White 

2) African American 8. What is your current or last job? 

3) Hispanic 

4) Asian American What is your spouse's job? 

5) Other: 

Are you presently: 

4. How many years of education do you have? 1) Employed full-time 

years (high school = 12) 2) Employed part-time 

3) Retired 

5. What is your marital status? 4) On sick or disability leave 

1) Single 5) Unemployed 

2) Married 

3) Divorced/Separated 9. Where do you live? 

4) Widowed 1) Urban area 

6. You came 2) Suburban area 

1) by yourself 3) Rural area 

2) accompanied by your spouse 

3) accompanied by a first degree 10. Since your diagnosis, has your weight 

relative (child, parent, or changed? In what way? 

brother/sister) 1) No 

4) accompanied by another Yes, I have lost 2) pounds 

person I have gained 3) pounds. 

What is your current weight? (4) 



127 

Clinical Questionnaire 

1. Clinical diagnosis: 

Leukemia (1). 

Non Hodgkin's lymphoma (2). 

Hodgkin's lymphoma (3). 

Other (specify) (4) 

2. How long ago was the patient diagnosed? year(s) and month(s). 

3. In what stage is the disease presently? 

In progression (1) 

Stable (2) 

Getting better (3) 

In complete remission (4) 

4. Is the patient presently undergoing some kind of treatment? 

If yes, what kind of treatment? 

Chemotherapy (1). 

Radiation therapy (2) 

Adjunctive therapy (3) 

Other (specify) (4) 

If not, when did the patient finish the last treatment? (5) 

What kind of treatment was it? 
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Institute Portugues de Universidade do 
Oncologia de Francisco Gentil, Texas do Norte 

Centra de Lisboa 

Consentimento Informado 

Eu, , concordo em participar num estudo relativo a qualidade de vida. O 

objectivo deste estudo e avaliar a qualidade de vida de pacientes e comparar o modo como o/a 

paciente e a pessoa que o/a acompanha avaliam a qualidade de vida do/da paciente. A 

informado obtida neste estudo contribuira para melhor compreender nao so a percep?ao de 

qualidade de vida dos/das pacientes, mas tambem as diferen?as entre as avaliagoes do/da 

paciente e da pessoa que o/a acompanha. Este estudo faz parte de uma tese de mestrado em 

psicologia. 

Como participante, estou consciente que me sera pedido para completar um questionario 

de durafao aproximada de 30 minutos e que sera recolhida informagao junto de medicos ou 

enfermeiras acerca da doen?a do/da paciente. Fui tambem informado que nenhuma informagao 

obtida neste estudo sera usada de modo a poder ser identificado. Nesta condigao, concordo que 

a informagao obtida neste estudo seja usada para publicagao ou efeitos de educagao. 

Compreendo que este estudo nao envolve directamente riscos pessoais e que, em 

qualquer altura, tenho a liberdade de retirar a minha autoriza?ao ou recusar participar no estudo. 

Caso eu esteja interessado e preencha um envelope com o meu nome e morada, ser-me-a 

enviado um resumo dos resultados deste estudo. A decisao de nao participar neste estudo nao 

afectara em nada os servicos que recebo deste hospital. 

Caso tenha quaisquer perguntas ou problemas surjam relativamente a minha 

participagao, contactarei a Dra. Maria Joao Forjaz, a principal investigadora, atravez do telefone 

410 37 43. Foi-me fornecido uma copia deste formulario de Consentimento Informado. 

(Data) (Assinatura do participante) 

(Data) (Investigator) 
ESTE PROJECTO FOI APROVADO PELO PROF. PARREIRA, DIRECTOR CLINICO DO 
SERVIQO VI DO INSTITUTO PORTUGUfiS DE ONCOLOGIA DE FRANCISCO GENTIL, 
CENTRO DE LISBOA (Telefone: 727 12 04) 
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Questionario de Estado de Saude: SF-36 
Acerca destas perguntas: As questoes que se seguem pedem-lhe opiniao sobre a sua saude, a 
forma como se sente e sobre a sua capacidade de desempenhar as actividades habituais. 
Pedimos que leia com atengao cada pergunta e que responda o mais honestamente possi'vel. Se 
nao tiver a certeza sobre a resposta a dar, de-nos a que achar mais apropriada. 

Para as perguntas 1 e 2, por favor coloque urn cfrculo rio numero que melhor descreve a sua 
saude. 
1. Em geral, diria que a sua saude e: 

6ptima 1 
Muito boa 2 
Boa 3 
Razoavel 4 
Fraca 5 

2. Comparando com o que acontecia ha um ano, como descreve o seu estado geral actual: 
Muito melhor 1 
Com algumas melhoras 2 
Aproximadamente igual 3 
Um pouco pior 4 
Muito pior 5 

3. As perguntas que se seguem sao sobre actividades que executa no seu dia-a-dia. Sera que a 
sua saude o/a limita nestas actividades? Se sim, quanto? 

(Por favor assinale com um cfrculo um numero em cada linha) 

a. Actividades violentas. tais como correr, levantar pesos, 
participar em desportos violentos 

b. Actividades moderadas. tais como deslocar uma mesa 
ou aspirar a casa 

c. Levantar ou carregar as comprar da mercearia 
d. Subir varios tangos de escada 
e. Subir urn lango de escada 
f. Inclinar-se, ajoelhar-se ou baixar-se 
g. Andar mais de 1 Km 
h. Andar varios quarteiroes 
i. Andar urn quarteirao 
j. Tomar banho ou vestir-se sozinho/a 

Sim, 
muito 

limitado/a 

1 

Sim, um 
pouco 

limitado/a 

2 
2 
2 
2 
2 
2 
2 
2 
2 

Nao, 
nada 

limitado/a 

3 
3 
3 
3 
3 
3 
3 
3 
3 
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4. Durante as ultimas 4 semanas teve, no seu trabalho ou actividades diarias, algum dos 
probiemas apresentados a seguir como consequencia do seu estado de saude fisico? 

(Por favor, em cada linha, ponha um cfrculo a volta do numero 1. se a sua resposta for Sim, e a 
volta do numero 2. se a resposta for Nao) 

SIM NAO 
a. Diminuiu o tempo aasto a trabalhar, ou noutras actividades 1 2 
b. Fez menos do que queria 1 2 
c. Sentiu-se limitado/a no tigo de trabalho ou noutras actividades 1 2 
d. Teve dificuldades em executar o seu trabalho ou outras actividades (por 

exemplo, foi preciso mais esfor?o) 1 2 

5. Durante as ultimas 4 semanas, teve com o seu trabalho ou com as suas actividades diarias, 
algum dos probiemas apresentados devido a qualquer probiemas emocionais (tal como sentir-se 
deprimido/a ou ansioso/a). 

(Por favor, em cada linha, ponha um cfrculo a volta do numero 1. se a sua resposta for Sim, e a 
volta do numero 2. se a resposta for Nao) 

SIM NAO 
a. Diminuiu o tempo aasto a trabalhar, ou noutras actividades 1 2 
b. Fez menos do que queria 1 2 
c. Nao executou o trabalho ou outras actividades tao cuidadosamente como 

era costume 1 2 

Para cada uma das perguntas 6, 7 e 8, por favor ponha um cfrculo no numero que melhor 
descreve a sua saude. 
6. Durante as ultimas 4 semanas, em que medida e que a sua saude fisica ou probiemas 
emocionais interferiram com o seu relacionamento social normal com a fami'lia, amigos, vizinhos 
ou outras pessoas? 

Absolutamente nada 1 
Pouco 2 
Moderadamente 3 
Bastante 4 
Imenso 5 

7. Durante as ultimas 4 semanas teve dores? 
Nenhumas 1 
Muito fracas 2 
Ligeiras 3 
Moderadas 4 
Fortes 4 
Muito fortes 5 
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8. Durante as ultimas 4 semanas, de que forma e que a dor interferiu com o seu trabalho normal 
(tanto trabalho fora de casa como o trabalho domestico)? 

Absolutamente nada 1 
Um pouco 2 
Moderadamente 3 
Bastante 4 
Imenso 5 

9. As perguntas que se seguem pretendem avaliar a forma como se sentiu e como Ihe correram 
as coisas nas ultimas quatro semanas. 
Para cada pergunta, coloque por favor um cfrculo a volta do numero que melhor descreva a forma 
como se sentiu. 
Certifique-se que coloca um circulo em cada linha. 
Quanto tempo, Sempr A maior Bastante Algum Pouco Nunca 

nas ultimas auatro semanas... e parte do tempo tempo tempo nas ultimas auatro semanas... 
tempo 

a. Se sentiu cheio/a de vitalidade? 1 2 3 4 5 6 
b. Se sentiu muito nervoso/a? 1 2 3 4 5 6 
c. Se sentiu tao deprimido/a 

que nada o/a animava? 1 2 3 4 5 6 
d. Se sentiu calmo/a e tranquilo/a? 1 2 3 4 5 6 
e. Se sentiu com muita energia? 1 2 3 4 5 6 
f. Se sentiu triste e em baixo? 1 2 3 4 5 6 
g. Se sentiu estafado/a? 1 2 3 4 5 6 
h. Se sentiu feliz? 1 2 3 4 5 6 
i. Se sentiu cansado/a? 1 2 3 4 5 6 

10. Durante as ultimas quatro semanas, ate que ponto e que a sua saude ffsica ou problemas 
emocionais limitaram a sua actividade social (tal como visitar amigos ou familiares proximos)? 

Sempre 1 
A maior parte do tempo 2 
Algum tempo 3 
Pouco tempo 4 
Nunca 5 

11. Por favor, diga em que medida sao verdadeiras ou falsas as seguintes afirmasoes. 
Ponha um circulo para cada linha. 

Absolutament Verdade Nao Faiso Absolutamente 
e verdade sei faiso 

a. Parece que ad0e90 mais 
facilmente do que os outros 1 2 3 4 5 

b. Sou tao saudavel como 
qualquer outra pessoa 1 2 3 4 5 

c. Estou convencido/a que a minha 
saude vai piorar 1 2 3 4 5 

d. A minha saude e optima 1 2 3 4 5 
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7 
Extrema-

mente bom 

7 
Muito 

Confiante 

FLIC 
1. Que tal esta o seu aspecto hoje? 

1 2 3 4 5 6 
Extrema-

mente mau 
2. Avalie a sua confianga no tratamento indicado pelo medico. 

1 2 3 4 5 6 
Nada 

Confiante 
3. Quanta da sua dor ou disconforto que sentiu nas 2 ultimas semanas esteve relacionada com a 
sua doenga? 

1 2 3 4 5 6 7 
Nenhuma Toda 

4. Avalie em que medida, nas 2 ultimas semanas, esteve disposto a ver e passar tempo com 
amigos. 

1 2 3 4 5 6 
Nenhuma 
Vontade 

5. Avalie em que medida se sente assustado com o futuro. 
1 2 3 4 5 6 

Constante-
mente 

Aterrorizado 
6. Avalie em que medida se tem sentido enjoado nas 2 ultimas semanas. 

1 2 3 4 5 6 
Nada 

7. Avalie em que medida, nas duas ultimas semanas, teve vontade de ver e passar tempo com as 
pessoas que Ihe sao as mais chegadas. 

1 2 3 4 5 6 7 
Nada Muito 

8. Quantas das suas habituais tarefas de casa consegue reaiizar? 
1 2 3 4 5 6 7 

Todas Nenhumas 
9. Avalie o grau em que a sua doenga tem sido um fardo para si (pessoalmente), nas 2 ultimas 
semanas. 

1 2 3 4 5 6 7 
Um Fardo Nenhum 
Tremendo Fardo 
10. Quanto as suas dores ou disconforto tem interferido com as suas actividades diarias? 

1 2 3 4 5 6 7 
Nada Muito 

11. Avalie, na sua opiniao, em que medida, nas ultimas 2 semanas, a sua doenga tem sido 
perturbadora para as pessoas que Ihe sao mais chegadas. 

1 2 3 4 5 6 7 
Totalmente Nada 
Perturba- Perturba-

dora dora 

7 
Muita 

Vontade 

7 
Nenhum 

Medo 

7 
Muito 
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12. Em que medida se sente desconfortavef hoje? 
1 2 3 4 5 6 7 

Nada Muito Dis-
confortavel 

13. Avalie a sua satisfa?ao relativamente ao seu emprego e as suas tarefas em casa, durante o 
ultimo mes. 

1 2 3 4 5 6 7 
Muito In- Muito 

satisfeito/a Satisfeito/a 
14. Indique com que frequencia se sente desanimado relativamente a sua vida. 

1 2 3 4 5 6 7 
Sempre Nunca 

15. Avalie em que medida a sua doenpa, nas duas ultimas semanas, constituiu um fardo para as 
pessoas que Ihe sao mais chegadas. 

1 2 3 4 5 6 7 
Nenhum Um Fardo 

Fardo Tremendo 
16. Sente-se hoje suficientemente bem para preparar uma refei?ao ou para fazer pequenas 
reparagoes em casa? 

1 2 3 4 5 6 7 
Muito Bem Nada Bem 
17. Como se sente hoje? 

1 2 3 4 5 6 7 
Extrema- Extrema-

mente Mai mente 
Bem 

18. O seu funcionamento diario tem sido dificultado por enj6os? 
1 2 3 4 5 6 7 

Nada Muito 
19. Avalie a sua capacidade para manter as suas actividades recreativas e de tempos livres. 

1 2 3 4 5 6 7 
Capaz Incapaz 

20. Quanto tempo passa habitualmente a pensar na sua doenya? 
1 2 3 4 5 6 7 

Constante- Nunca 
mente 

21. Como sente que esta a lidar com o stress diario? 
1 2 3 4 5 6 7 

Muito Mai Muito Bem 
22. A maior parte das pessoas sente-se por vezes deprimida. Avalie com que frequencia tem 
esses sentimentos. 

1 2 3 4 5 6 7 
Nunca Continua-

mente 
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Escala de Apoio Social 
Quando uma pessoa esta doente, por vezes as outras pessoas ajudam e por vezes atrapalham, quais quer 
que forem as intengoes. Vou mencionar aigumas pessoas e gostaria que me dissesse em que medida o/a 
tem ajudado. Deixe a questao em branco se essa pessoa nao for relevante para si. Tem sido: 

Conjuge (Marido/mulher) 
Fifhos/Filhas 
Outros Familiares 

Nada 
prestaveis 

1 
1 
1 

Um pouco 
prestaveis 

2 
2 
2 

Habitualmente 
prestaveis 

3 
3 
3 

Completamente 
prestaveis 

4 
4 
4 

Amigos 1 2 3 4 
Colegas de T rabalho 1 2 3 4 
Medicos 1 2 3 4 
Enfermeiras 1 2 3 4 

Para cada uma das seguintes afirmagdes, por favor assinale com um cfrculo o numero que descreve as 
atitudes da sua familia em relagao a sua doenga. 

Discor- Discor- Indife- Concor- Concor-
do do rente do do forte-

forte- mente 
mente 

1. Se eu quiser faiar sobre a minha doenga, a 
minha familia ouve-me. 1 2 3 4 5 

2. A minha familia nao compreende como e diffcil 
para mim ter esta doenga. 1 2 3 4 5 

3. A minha familia mostra que se preocupa quanto 
a minha doenga. 1 2 3 4 5 

4. A minha famflia nao me ajuda quando eu me 
sinto doente. 1 2 3 4 5 

5. Quando me sinto doente e preciso de ajuda de 
um familiar, sei que eles me ajudarao. 1 2 3 4 5 

6, H& pelo menos uma pessoa na minha familia 
que compreende. 1 2 3 4 5 

Para cada uma das seguintes afirmagdes, por favor assinale com um cfrculo o numero que descreve os 
comportamentos da sua familia em relagao a sua doenga. 

Discor- Disco Indife- Concor- Concor-
do forte- r-do rente do do forte-
mente mente 

1. A minha famflia fica irritada por eu estar doente. 
1 2 3 4 5 

2. A minha famflia ajuda-me de todas as maneiras 
que pode. 1 2 3 4 5 

3. A minha famflia gosta de mim como eu sou. 1 2 3 4 5 
4. A minha famflia encoraja-me a fazer coisas, 

mesmo sabendo que nao sou capaz. 1 2 3 4 5 
5. A minha famflia nao se preocupa se eu me sinto 

doente ou nao. 1 2 3 4 5 
6, A minha famflia gostaria de me ver bem, mas 

nao faz nada para me ajudar. 1 2 3 4 5 
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Questionario Socio-Demografico 

1. Qual e o seu sexo? 

1) Masculino 

2) Feminino 

2. Quantos anos tem? .anos 

3. Qual e a sua ra?a? 

4. Quantos anos tem de escolaridade? 

anos 

5. Qual e o seu estado civil? 

1) Solteiro/a 

2) Casado/a 

3) Divorciado/a ou 

Separado/a 

4) Viuvo/a 

6. Veio ao hospital 

1) Sozinho/a 

2) Acompanhado por 

(descreva o grau de parentesco) 

7. Quantas pessoas compoem o seu agregado 

familiar? 

Por favor descreva o grau de parentesco em 

relagao a si: 

8. Qual e a sua profissao? 

Neste momento: 

1) Trabalha a tempo inteiro 

2) Trabalha em part time 

3) Reformado/a 

4) De baixa 

5) Desempregado/a 

9. Em que tipo de localidade vive? 

1) Urbana 

2) Suburbana 

3) Rural 

10. Desde que a sua doenga come^ou, 

verificou-se altera$ao do seu peso? 

1) Nao 

Sim, ja perdi 2) quilos 

ja ganhei 3) quilos. 

Peso actual: 
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Questionario Cli'nico 

Diagnostico Cli'nico: 

Leucemia 

Limfoma Nao-Hodgkin (2) 

Limfoma de Hodgkin (3) 

Outro (especifique) (4) 

2. Ha quanta tempo foi a doen?a diagnosticada? anos and meSes. 

3. Em que estadio se encontra presentemente a doen?a? 

Em progressao (1) 

Estavel (2) 

Em melhoria (3) 

Remissao completa (4) 

4. O paciente esta a ser presentemente submetido algum tratamento? 

Se sim, que tipo de tratamento? 

Quimoterapia (1) 

Radioterapia (2) 

Cuidados Paleativos (3) 

Outro (especifique) (4) 
Se nao, quando e que 0 paciente terminou o ultimo tratamento? (5) 

Que tipo de tratamento? 
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