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burden and to well-being outcomes. 

Asnects of Social Support. Various components of the 

primary caregiver's social network need to be considered 

independently of 

patient. Network 

the social support system of 

size, density, frequency of 

the stroke 

supportive 

exchanges and contacts, degree of reciprocity characterizing 

network exchanges, and the proportions of kin, neighbors, 

and friends in the caregiver's network before the stroke may 

be important indicators of the amount and quality of support 

available in the immediate post-stroke period. How the 

caregiver perceives the availability, adequacy, and quality 

of support may be more related to well-being than the actual 

amount of network support she calls upon. Several studies 

(Fiore, Becker, & Coppel, 1983; Rook, 1984) have suggested 

that the amount of socializing or "sociable contacts" is 

more strongly related to caregiver well-being than other 

structural or functional network measures. Changes in these 

aspects of social support at six months post-stroke, 

especially those which can be viewed as negative changes, 

may be related to declines in well-being and/or increases in 

depressive symptoms. 

Crisis events, such as a stroke, or widowhood, can 

prompt responses from the network which are not 

supportive, and which may be viewed as stressful 

person who experiences them. In fact, two recent 

(Fiore, Becker, & Coppel, 1983: Rook, 1984) found 

�.�~�- .. ----.- ---.. �-�-�-�-�-�-�-�~�.�-�-�-�.�-�-�.�-�-�.�-�-�.�-

always 

by the 

studies 

stronger 



relationships between negatively perceived 
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network 

interventions and unrnet su~~ort ex~ectations and well-being 

outcomes than between positive network support measures and 

outcomes. It will be important then, in any model 

describing the relationship between social support and 

health outcomes to consider the unsupportive, stressful 

aspects of network relationships for the partner. 

Characteristics of the Individual. As was predicted 

for the stroke patient, certain individual characteristics 

of the caregiver such as religiosity and degree of optimism 

may be important in determining how the chronic stresses of 

caring for a disabled partner are dealt with. These 

individual characteristics may, in turn, be important 

determinants of well-being. The caregiver's own health may 

be both predictive of coping with the additional stresses of 

the caregiving role and at the same time be negatively 

affected by the stresses of caregiving. The number and 

magnitude of stroke-related role changes experienced by the 

caregiver also may be related to levels of depressive 

symptoms and to psychological well-being. As was reviewed 

in Chapter I, one of the most frequently reported concerns 

of the caregivers of stroke patients is difficulty in 

dealing with the many role changes associated with a 

disabling stroke. 

Factors Related to the Stroke Victim-Caregiver Relationship 

Several factors which may be important to stroke 
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outcomes require consideration of the networks of both the 

stroke patient and the partner, as well as the quality of 

their relationship. Table IV summarizes these factors. 

Because the marriage relationship is generally considered a 

powerful determinant of well-being and an important source 

of social support (Berkman & Syme, 1979; Campbell, 1981; 

House, Robbins, & Metzner, 1982; Veroff, Douvan, & Kulka, 

1981), the perceived quality of the couple's relationship 

and any negative changes in the relationship resulting from 

the stroke may have negative impacts on outcomes for both 

the caregiver and the patient. The degree of congruence 

between the stroke patient's and the partner's ratings of 

the quality of their relationship will be important to 

consider. 

The concept of boundary density, or network overlap 

may have relevance for the social support available in 

coping with a stroke. As defined in Table I, boundary 

density refers to the number or proportion of network 

members who are found in both of the two focal individuals' 

networks. The literature on dense versus diffuse networks 

(Bott, 1957; Hirsh, 1980; Wilcox, 1981) and on reactions 

to victims (Dunkel-Schetter & Wortman, 1981) would suggest 

that caregivers who have maintained relatively separate 

social networks from their spouses might receive more 

appropriate types and amouLts of support after the 

occurrence of a stroke than caregivers whose networks are 
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TABLE IV 

FACTORS RELATED TO THE STROKE PATIENT-CAREGIVER RELATIONSHIP 

Aspects of the Couple Relationship 

Individual perceptions of overall relationship quality 
Congruence of perceptions of overall relationship 

quality 
Level of communication 
Frequency of disagreements 
Amount of shared or joint activity 

Network Overlap 

Congruence of Perceptions Regarding the Stroke 

Impact of Individual Well-Being on the Partner 

Level of Optimism 
Depressive Symptom Level 
Psychological Well-Being 



more overlapping with those of their spouses. 
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If network 

members were close to both the stroke patient and the 

caregiver, they may experience levels of discomfort, 

distress, and helplessness related to the stroke which 

diminishes their ability to provide support. 

In predicting stroke outcomes, it will also be 

important to look at the congruence between the stroke 

patient's and the spouse's perceptions of the severity of 

stroke-related disabilities, and the amount of assistance 

and supervision required compared with the level of 

functional independence the stroke victim has achieved 

(Andrews, & Stewart, 1979; McLeroy et a1, 1984) . 

Incongruent perceptions of the patient's capabilities may 

result in the stroke victim feeling under or over supported, 

and the caregiver feeling overburdened and lacking in 

support. 

A GENERAL MODEL FOR THE STUDY 

Based on the literature review and on consideration of 

the multiple factors which may be important in predicting 

adaptation and well-being following a stroke, a general 

model of the adjustment/adaptation process is proposed in 

Figure 1. This model is based on one offered by Gore 

(1981), which views the relationship between the stressor 

(in this case, the occurrence of a disabling stroke) and the 

support system as interactive and dynamic. Arrows going 

- ---------------------------------
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Figure 1. General Model for the Study 

Solid lines represent direct, causal relationships. 

Dashed lines represent "conditioning" variables effects. 
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from social support and from individual coping processes 

(individual characteristics) act to mediate or condition the 

impact of the stressful event (the stroke), either before or 

after stressful effects of the stroke are perceived. Arrows 

la, 1b, 2a, and 2b are dashed lines to indicate these 

"conditioning" variables' effects. Arrow 3 depicts the 

direct effects of the stressor on the support systems of the 

stroke victim and caregiver, while arrow 4 represents the 

direct effects of the social support system on measured 

outcomes. In some models, arrow 3 would be seen as a two­

way path, indicating not only the effects of the stressful 

event on the social network, but also the possible role of 

social network characteristics and social support processes 

in bringing about the stressful event. In this study, 

however, we are concerned with social support system changes 

related to and following the stressor. Likewise, arrow 4 

should be seen as a two-way path indicating the interactive 

relationship between the social support system's response to 

the stressor and victim/caregiver outcomes as well as the 

relationship between the stroke victim's and caregiver's 

response to the stroke and subsequent social support system 

activity. 

QUESTIONS ADDRESSED BY THE STUDY 

Several important unanswered questions relate to the 

longitudinal nature of a chronic, disabling illness and its 
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effects on the social support systems of both the victim and 

the significant other person involved with that individual. 

This study proposes to address the following questions: 

1. In what ways does the support system change over 

time as a result of a chronic illness? 

2. What is the impact on the patient and on the 

significant caring person of a changing support system? The 

strong possibliity exists that there are negative changes 

over time in the social network as a result of a chronic 

disability. Assessment of the quantity and quality of 

social support available only in the initial phases of the 

illness may not be predictive of longer term outcomes or 

later need for intervention. It would seem to be important 

to assess the social support system over time as the health 

status of the patient moves from acute crisis to chronic 

condition, in order to determine which aspects of social 

network support may be most vulnerable to negative changes 

related to the stroke. 

3. What are the correlates of health and well-being 

outcomes at different points in time in a sample of recent 

stroke patients and their spouses? What are the best 

predictors of outcomes at Time 1 and Time 2? 

4. What are the best predictors of health and well­

being outcomes ~ time for both the patient and the 

partner? This study will seek to develop some predictor 

variables which will help identify those persons most likely 
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to be in need of preventive interventions or other types of 

assistance. 

5. What is the relationship between site of lesion 

(specifically right or left hemisphere brain damage) and 

well-being outcomes ~or both the stroke survivor and the 

caregiver? How does site of lesion affect various 

structural components of the social network and levels and 

quality of social support? 

HYPOTHESES TO BE TESTED 

A number of hypotheses are generated by the above 

questions and by the model in Figure 1. These hypotheses 

are discussed in terms of stroke-related factors, 

perceptions of the stroke, aspects of social support, 

characteristics and attributes of the individual, and 

characteristics of the partner relationship. 

Hypotheses: Stroke-Related Factors 

Hypothesis 1a. It is predicted that the greater the 

severity of the stroke-related disability at six months 

post-onset, the higher will be the scores for both patient 

and caregiver on outcome measures of negative well-being, 

and the lower will be their scores on positive measures of 

well-being. 

Hypothesis lb. The site of the stroke lesion (right 

or left hemisphere) will be related to caregiver well-being 

at follow-up. Left hemisphere strokes will be associated 
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with lower caregiver well-being, because of the central 

importance of communication abilities and opportunities in 

sustaining a relationship. 

Hypotheses: Perceptions of the Stroke 

Hypothesis 2a. It is predicted that greater concern 

regarding the occurrence of another stroke and about the 

ability of the partner to provide continued care will be 

associated with poorer outcomes for the stroke patient. 

Hypothesis 2b. A persistent sense of self-blame and 

guilt for the stroke having occurred will be associated with 

less positive outcomes for the patient. 

Hypothesis 2c. Persistent concern regarding another 

stroke and about ability to continue providing care for the 

patient will be negatively associated with well-being 

outcomes for the partner. 

Hypothesis 2d. Continued feelings of guilt or blame 

for the stroke having occurred will be associated with lower 

caregiver well-being over time. 

Hypotheses: Aspects of Social Networks and Social Support 

Hypothesis 3a. There will be some negative changes in 

the social networks of both stroke patient and partner over 

time: decreases in network size, decreased frequency of 

network contacts, and increased network density. 

Relationship composition of the network will change to 

include fewer friends and a greater number of kin. 
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Perceived reciprocity in network exchanges will decrease. 

Hypothesis 3b. The higher the reported levels of pre­

stroke social activity, integration, and support, the more 

positive will be well-being outcomes for both patient and 

caregiver during the early post-stroke period. 

Hypothesis 3c. Negative changes over time in the 

structural and interactional aspects of social networks 

(size, density, frequency of interaction) will be less 

predictive of outcomes for both patient and caregiver than 

will negative changes in the qualitative and content aspects 

of social support (degree of satisfaction with support, 

maintenance of reciprocity in network exchanges, maintenance 

of sources of different types of support). 

Hypothesis 3d. It is hypothesized in exchange 

theory terms, that the lower the level of functional 

independence of the stroke patient in the early post-stroke 

period, the greater will be the amount of social support 

reported at that time, while at follow-up it is hypothesized 

that these relationships may be reversed, with a higher 

level of functional independence being associated with 

greater reported social support. The rationale for this 

hypothesis is based upon the reciprocal nature of exchanges 

postulated by exchange theorists. (Gouldner, 1960: 

Shumaker & Brownell, 1984). Chronic disability violates the 

exchange norm that the reciprocity of exchanges includes a 

time-limited provision of unreciprocated support or 



assistance. 
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Over time, this results in the erosion of 

network linkages of certain types (i.e., those of friendship 

or neighboring, as opposed to kin relationships). 

Hypothesis 3e. It is also hypothesized that the 

presence of a significant communication disability at 

follow-up will be associated with more negative social 

network changes (lack of reciprocity, small network size, 

high network density, and low levels of social contact 

frequency and reported network support), and with more 

negative 

health 

outcomes for the caregiver in terms 

status and psychological well-being. 

of 

The 

reported 

rationale 

for this hypothesis can also be stated in terms of exchange 

theory. That is, chronic disability leading to 

nonreciprocal exchange relationships will be more 

with societal norms regarding exchanges if close 

congruent 

kin and 

intimates are the providers of the nonreciprocal care. This 

situation increases the burden experienced by close family 

members of the chror.ically disabled person, and will be 

related to more negative caregiver outcomes. 

Hypotheses: Individual Characteristics 

Hypothesis 4a. 

religiosity will be 

Level of optimism and 

positively related to 

outcomes for both patient and caregiver over time. 

level of 

well-being 

Hypothesis 4b. Negative changes in role status 

(employment, hobbies and leisure activities, marital partner 

role) will be negatively associated with well-being 

- -------------------- -_._ .. _._--
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outcomes, but more strongly for the stroke patient than for 

the caregiver. 

Hypothesis 4c. Demographic characteristics will not 

be associated with well-being outcomes when other factors, 

such as the severity of the stroke are controlled for. 

Hypotheses: Stroke Victim - Partner Relationship 

Hypothesis Sa. Congruence in the perceptions of 

patient and partner concerning the quality of their 

relationship will be positively associated with well-being. 

Hypothesis Sb. The degree of overlap in the social 

networks of the patient and caregiver will be negatively 

associated with well-being outcomes over time. 

Hypothesis Sc. Well-being outcomes of patient and 

caregiver will be positively associated at different points 

in time, and over time. 

The following chapter will outline the design of the 

study undertaken to test these hypotheses, and describe the 

methodology employed. 



CHAPTER III 

METHODOLOGY 

This study, which focused on stroke patients and their 

spouses or partners, was part of a larger, three year 

investigation examining social support and well-being 

changes over time in those suffering a first, disabling 

stroke and their caregivers. The study was supported by 

grants from the National Institute on Aging and the AARP 

Andrus Foundation. 

The overall investigation employed survey research 

methodology and a panel design. Data were gathered for this 

study at two points in time, with interviews scheduled six 

months apart. The primary data gathering tool was a 

questionnaire administered during structured, face-to-face 

interviews. Additional information was obtained from 

previously developed scales adopted for this study and from 

stroke patient medical records. Details regarding 

characteristics of the sample, data gathering procedures, 

questionnaire content, and operational definitions of 

variables are contained in the following sections of the 

chapter. 

THE SAMPLE 

Subjects 

Subjects were 50 community-dwelling (at the time of 

-- ---._----.- ---------------------
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the stroke) dyads consisting of individuals who had recently 

suffered an initial, completed stroke, and their spouse or 

partner. Criteria for inclusion in the study were the fol­

lowing: (1) clinical evidence that this was a first 

completed stroke; (2) no evidence of co-existing terminal 

illness or other rapidly progressive medical disease; 3) 

the stroke having occurred within the eight weeks prior to 

the initial interview; (4) geographical availability to 

participate in face-to-face interviews (living within a 50 

mile radius of Portland, Oregon); (5) availability of a 

spouse 

willing 

member 

or partner willing to participate in the study, and 

to provide information regarding the stroke victim 

of the dyad in those cases where the stroke patient 

was unable to respond; and (6) willingness of those stroke 

patients who were able to be interviewed to give consent, 

and to agree to participate in the study. In addition, only 

those dyads for whom both Time 1 and Time 2 interview 

information were available were included in this study. 

Demographics 

Stroke-patient subjects had a mean age of 63.74 years 

and a median age of 63.83 years, with a range of 37 to 90 

years. The caregivers (also referred to as "primary 

informants") in the sample had a mean age of 62.5 years and 

a median age of 62.5 years, with a range of 36 to 84 years. 

Forty one (82%) of the stroke patient subjects were male, 

while nine (18%) of the caregivers were male. The sample 

~~---~---------------
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was predominantly caucasian, with 94% of the patients and 

92% of their partners being white. With regard to the 

stroke patient - caregiver relationship, all subjects were 

married or living as married at the time of initial 

interview. Other demographic characteristics of the sample 

will be discussed in detail in Chapter IV. 

Representativeness of the Sample: Demographics 

Of the total of 210 dyads referred to the Portland 

Stroke Study, 166 (79%) met all eligibility criteria. Table 

V summarizes reasons for exclusion from the study. From 

this pool of potential eligible subjects, 124 (75%) could be 

contacted and agreed to participate. 

Of the 166 eligible dyads, 37 (22%) declined to 

participate 

the reasons 

at the time of initial contact. Table VI 

given by those who declined. There 

lists 

was a 

tendency for those who were feeling extreme stress because 

of the occurrence of the stroke, and for those coping with 

medical complications of the stroke and other health 

problems to decline to be interviewed within the time 

constraints of the study, although several indicated a 

willingness to be contacted "later". Balancing these 

possible biasing factors was the tendency for some stroke 

survivors who were doing extremely well to see little value 

in participating despite careful explanation of the purposes 

of the study. 

Marital couples comprised 78 of the 124 study dyads, 



96 

TABLE V 

NUMBER AND PERCENT OF EXCLUDED STROKE CASES BY REASON FOR 
EXCLUSION, PORTLAND STROKE STUDY 

REASON FOR EXCLUSION NUMBER PERCENT 

History of previous 
strokes 5 11 

No clear diagnosis 
of stroke 2 5 

No significant other 
available 6 14 

Stroke victim died 
before T1 interview 6 14 

Stroke occurred outside 
study time limits 5 11 

Outside geographical 
boundaries of study 20 45 

Total Cases Excluded 44 100 



TABLE VI 

NUMBER AND PERCENT OF DYADS DECLINING TO PARTICIPATE 
BY REASON EXPRESSED, PORTLAND STROKE STUDY 

REASON NUMBER PERCENT 

No time, too busy 10 27 

Too soon, too much stress 8 22 

Doing too well 1 3 

Stroke victim health problems 5 13 

Caregiver health problems 1 3 

No reason stated 12 32 

Totals 37 100 

--~---------------~~--~-.-. ~ ~ 
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or 63%. At the time of data analysis for this 

investigation, 61 of 78 couples could have completed the 

second (Time 2) interview. The 50 dyads which make up the 

sample for this study were obtained from this pool of 61 

potential couples. Reasons for not completing both the Time 

1 and Time 2 interviews (11 of 61, 18%) were as follows: 

Seven refused further participation at the time of the T2 

interview; two stroke victims had died during the time 

between interviews; one couple had severed their 

relationship and only the primary informant (PI) was 

available for the T2 interview; and one PI was ill and could 

not be interviewed at Tl. The success rate of 82% for 

obtaining both Tl and T2 interviews from the marital dyads 

compared favorably with the overall completion rate of 86% 

for the Portland subjects as a whole. 

In order to determine the representativeness of the 

study sample, examination was undertaken of certain 

demographic characteristics of the marital dyads compared to 

the dyads which declined to participate in the study. 

Information regarding mean age, gender, and marital 

characteristics of the two groups is summarized in 

VII. 

status 

Table 

Age information was available for 29 of 37 of the 

stroke patients in those dyads which declined participation. 

The mean age of the stroke victims in the refusal group was 

69.21, compared to a mean age of 63.75 for the stroke 



TABLE VII 

COMPARATIVE DEMOGRAPHIC DATA FOR ~\R!TAL DYAD S~~PLE 
AND GROUP WHICH DECLINED TO PARTICIPATE 

-X Age 

PATIENTS 

CAREGIVERS 

Gender 

PATIENTS 

Male 

Female 

CAREGIVERS 

Male 

Female 

Marital Status 

Married/Living as 
Married 

Not Married 

MARITAL 
DYADS 

(N = 50) 

63.75 

62.5 

** 
41 (82) 

9 (18 ) 

9 (18) 

41 (82) 

50 (100) 

0 0) 

REFUSERS 

(N = 37) 

69.21 

* 

24 ( 65) 

13 (35 ) 

10 (27) 

27 (73) 

2S (68) 

12 (32) 

* Ages not available for caregivers in refusal group 

** Numbers in parentheses are percents. 

99 



100 

patients included in this study. Data on marital status 

were available for 165 of 166 of those referred and eligible 

for study participation. Regarding the marital status of 

those who declined, 25 of 37 dyads (68%) were married or 

living with a partner compared to 100% for this study sample 

and 63% for the total Portland sample. In summary, 

comparison of demographic characteristics of those 

who declined participation with characteristics 

Portland sample of 124 dyads revealed that the 

couples 

of the 

stroke 

patient tended to be older, and the couple was more likely 

to be married in the group of refusers. 

Gender data comparing the marital dyad sample and 

those who declined to participate were also examined. The 

study sample was made up of a substantiallY greater 

percentage of male stroke victims (82%, compared to 65% for 

the refusers), while the refusal group contained a larger 

proportion (27%) of male caregivers compared to the marital 

dyad sample. In looking at the gender data in conjunction 

with the marital status data, there was a tendency for the 

group which declined participation to be composed of marital 

dyads in which the stroke victim was female. In the overall 

sample, 83% of the primary respondents (PIs) were female. 

The fact that a greater percentage of dyads in which the 

caregiver was male was found in the group which declined, 

and that such a high percentage of the total group of 

caregivers was female (78%) is in agreement with the 

~- . --- -------------------
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literature on caregiving roles (Belle, 1982; Brody, 1977; 

Shanas, 1979) and with the literature indicating a greater 

willingness among women to participate in survey research. 

It was also possible to compare characteristics of the 

study sample with demographic data from a survey of 

community hospital - based stroke programs ( CHSP) in Oregon 

during 1979 (Becker et al., in press), and with combined 

survey data from community hospital-based programs in three 

states: North Carolina, Oregon, and New York (Becker et 

al., in press). Table VIII summarizes data on age, gender, 

and ethnicity distribution among the marital dyad sample, 

the Oregon CHSP survey, and the three state survey. The 

study sample is composed of younger stroke patients than 

either of the two comparison samples or than the National 

Stroke Study sample (Weinfeld, 1981) for two apparent 

reasons. First, all of the comparison samples contained 

cases which were not initial strokes while this study sample 

did not. Second, as previously mentioned, excluding those 

stroke patients who were widowed or single and without an 

identifiable partner biased the study sample toward a 

younger age group. 

The study sample was composed of a much larger 

proportion of male stroke patients than the comparison 

samples. While the National Stroke Survey (Weinfeld, 1981), 

found a 44% higher incidence of strokes among males, other 

factors appeared to account for the disproportionate number 

~~---~~--. --~'- -- --_ ... _----_.- -~~-- --
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TABLE VIII 

COMPARATIVE DEMOG~~PH!C DATA FOR ~~R!TAL DYAD S~~PLE, 
1979 OREGON CHSP SAMPLE, AND 

CHARACTERISTIC 

-X AGE 

MEDIAN AGE 

GENDER 

MALE 

FEMALE 

ETHNICITY 

WHITE 

NON WHITE 

THREE STATE CHSP SAMPLE 

MARITAL 
DYADS 

(N = 50) 

63.7 

63.8 

41 (82) 

9 (18) 

47 (94) 

3 ( 6) 

* 

OREGON 
CHSP 

(N = 1689) 

71.9 

73.0 

765 (45) 

924 (55) 

1632 (97) 

57 ( 3) 

* Numbers in parentheses are percents. 

3 STATE 
CHSP 

(N = 4091) 

69.6 

71.0 

1918 (47) 

2173 (53) 

3444 (84) 

647 (16) 



of males in the study sample. More than one-third 

subjects in this study were referred from the 

Administration Hospital, which serves largely 
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of the 

Veterans 

a male 

population. Also, as previously mentioned, there was a 

tendency for dyads in which the caregiver, or primary 

informant was female to be more willing to participate in 

the study. Furthermore, males are more likely to have 

living spouses or partners because of the differential 

longevity of males and females (Cutler & Harootyan, 1975). 

Stroke-Related Data 

Data on the type of stroke and site of lesion were 

obtained from medical records, including discharge 

summaries, 

reports. 

CT scan reports, and cerebral 

All medical records were obtained by 

angiographic 

having the 

stroke victim subject or their representative sign a release 

of medical information form. This form was then submitted 

to the medical records department of the appropriate 

hospital or hospitals. Information regarding the type of 

stroke suffered and the location of the lesion was available 

for all 50 of the stroke victim subjects. Determination of 

type and site of the lesion was made from review of the 

medical records by the investigator, 

working wjth stroke patients and 

who is experienced in 

in interpreting their 

medical records. In those cases where the medical records 

or CT scan reports were unclear or ambiguous as to the type 

or site of the stroke lesion, interpretation of these data 

. __ .. _-_ .. _. __ ._-------
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was made by the consulting neurologist to the project. 

Representativeness of the Sample: Stroke-Related Data 

In this sample, 45 (90%) of the stroke patients had 

suffered a thromboembolic stroke, or cerebral infarct, while 

four (8%) had suffered a hemorrhagic stroke, and one (2%) 

had suffered a lacunar infarct. With regard to the location 

of the lesion, 30 subjects (60%) had experienced left 

hemisphere strokes, 15 (30%) were found to have had right 

hemisphere strokes, and five (10%) had suffered brain stem 

strokes. The distribution of types of strokes in this 

sample is in agreement with the 1979 CHSP data (Becker et 

al., in press), and with data from the National Survey of 

Stroke (Weinfeld, 1981). With regard to site of lesion, the 

study sample has a greater than expected proportion of 

patients with left hemisphere lesions. This may in part be 

due to the fact that a large number of referrals came from 

speech pathologists, who would be more likely to be working 

with persons with left hemisphere strokes. It may also 

reflect the possibility that a greater percentage of those 

who declined to participate were individuals with right 

hemisphere strokes. 

DATA COLLECTION 

Subject Recruitment 

The study sample was obtained through extensive 

preliminary efforts involved in setting up a referral system 
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with seven of the largest area hospitals within the 

geographical boundaries of the study. These included six 

major hospitals in the Portland metropolitan area (Emanuel, 

Good Samaritan, Oregon Health Sciences University, Provi­

dence, St. Vincent, and tha Vaterans Administration medical 

centers) as well as Salem Memorial-Salem General Hospital in 

Salem, Oregon. Tables IX and X summarize the sources of 

referrals. The majority of referrals (92%) carne from 

facilities having comprehensive rehabilitation centers 

affiliated with their institutions. In each of the 

referring institutions, the investigator identified one or 

two key persons who acted as contact individuals, and who 

made the initial approach to patients and families to inform 

them about the study. When potential subjects were willing 

to learn more about the investigation, the contact 

sent a brief referral form to the study office in 

person 

prepaid 

envelopes provided. Potential subjects were then contacted 

by an interviewer, the nature of the project explained in 

more detail to them, and informed consent obtained in 

writing if the family and/or patient indicated willingness 

to participate. In all cases, care was taken to obtain the 

consent of the attending physician before potential subjects 

were approached. 

Several other recruiting efforts were initiated in 

order to increase the number of referrals. These included 

contacts with home health agencies. private physicians 

- -_._-_ .. ---- -------
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TABLE IX 

TOTAL NUMBER AND PERCENT OF REFERRALS BY REFERRAL SOURCE, 
PORTLAND STROKE STUDY (N = 210 ) 

REFERRAL SOURCE . 

v. A. Hospital 

Emanuel Hospital 

Salem General Hosp. 

Good Samaritan Hosp. 

Providence Hospital 

OHSU Hospital 

Other Sources * 

Totals 

ft IN 
STUDY 

46 

40 

14 

9 

8 

1 

6 

124 

ft NOT 
IN STUDY 

36 

23 

9 

11 

2 

2 

3 

86 

* Other referral sources include: 
physician (2)~ speech pathologist (2)~ 
(2) ~ friend (1). 

Total referrals 210 

Total excluded 44 (21%) 

Total eligible referrals 166 (79%) 

TOTAL 
REFERR. 

82 

63 

23 

20 

10 

3 

9 

210 

% 
TOTAL 

39 

30 

11 

10 

5 

1 

4 

100 

self (2) ~ private 
home health agency 

Total in Study = 124 (75% of those eligible) 

Total eligible who refused to participate = 37 (22%) 

Total eligible unable to contact = 5 (3%) 

- -----.---. -'- --------.---- .. - .. -- .... -- .. 
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TABLE X 

NUMBER AND PERCENT OF REFERRALS ay SOURCE 
OF REFERRAL, MARITAL DYAD SAMPLE 

REFERRAL SOURCE 

Veterans Administration 
Med. Center, Portland 

Emanuel Hospital, Portland 

Salem Memorial-Salem General 
Hospital, Salem 

Good Samaritan Hospital & 
Med. Center, Portland 

Providence Medical Center, 
Portland 

Other (Self, friend, small 
community hospital) 

Oregon Health Sciences Uni­
versity Hospital, Portland 

Totals 

-----------.-------

NUMBER OF 
REFERRALS 

18 

13 

8 

4 

3 

3 

1 

50 

% OF TOTAL 
REFERRALS 

36 

26 

16 

8 

6 

6 

2 

100 
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(internists, neurologists, and physiatrists), stroke clubs, 

and senior centers. In some hospitals, permission was 

obtained for project staff to screen the charts of persons 

admitted or discharged with the diagnosis of stroke, with 

approval of the attending physician. 

Conduct of the Interviews 

Data analyzed in this investigation were collected 

over a 21 month period from November, 1983 through July, 

1985. 

every 

within 

that 

Once subjects had agreed to participate in the study, 

attempt was made to complete the initial interview 

three to six weeks following the stroke event. So 

a number of potential participants would not be 

excluded, however, the time between occurrence of the stroke 

and initial interview was extended to eight weeks in some 

cases. Most interviews were conducted in 

(82% for the primary informants, and 81% 

victims who could be interviewed), with 

subjects' homes 

for the stroke 

the remaining 

interviews being conducted in the hospital setting or in 

the stroke project office if this was more convenient for 

the subject. Interviews were carried out by three 

experienced interviewers, including the investigator. All of 

the interviewers had extensive experience in counseling and 

interviewing persons and families in crisis situations. 

Every attempt was made within the practical constraints of 

data collection to have the same interviewer complete both 

the initial and followup interviews with a particular 
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subject. 

HUMAN SUBJECTS ASSURANCES AND CONCERNS 

During all phases of the project, care was taken to 

assure that subjects' rights to privacy and anonymity were 

protected. Subjects were informed both verbally and in 

writing that the information they provided would be treated 

as group data only, and that they would not personally be 

identified in any of the reported results. Interview 

protocols were 

purposes, and 

identification 

assigned code numbers for 

completed interviews as 

code book were stored in 

files in the Stroke Study office. 

identification 

well as the 

separate locked 

In addition to the procedures adopted to insure the 

subjects anonymity and privacy, care was taken to inform 

subjects verbally and in writing that they could decline to 

participate in the study or withdraw from the study at any 

time without jeopardizing the stroke victim's 

rehabilitation program, future hospital and medical care, or 

related benefits. These written and spoken assurances were 

provided at the time subjects were initially informed about 

the study, and before each interview began. In addition, 

special efforts were made to confirm that the stroke victim 

subjects understood both the nature of the study and their 

rights as potential subjects. Typical and frequent comments 

such as "If it will help other stroke patients and their 
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families, I'd be happy to participate" helped reassure the 

interviewers that stroke victim subjects were giving 

informed consent. 

Because of the length of the interview (approximately 

one and a half hours), the sensitive nature of some of the 

questions, and the timing of the interview relative to the 

stroke event itself, care was taken by the interviewers to 

be sensitive to signs of fatigue or discomfort on the part 

of the subjects, and to assure subjects that they could take 

a rest break, or decline to answer certain questions if they 

chose. 

DATA COLLECTION INSTRUMENTS 

Stroke Survey: Social Support and Well-Being 

Data were collected primarily through the use of a 

questionnaire designed for the study, the Stroke Survey: 

Social Support and Well-Being. As the instrument was 

developed, it became necessary to actually create three 

separate versions of the questionnaire: one for use with the 

caregivers, one to be administered to stroke-victim 

subjects, and a third version for caregivers responding for 

stroke victims who were unable to respond for themselves.In 

addition, a follow-up version of the protocol was developed 

for administration at Time 2, six months after the initial 

interview. Two forms of the follow-up interview were 

developed, one to be given to primary informants and to 
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stroke victims who could participate in the interview, and a 

second form for primary informants providing information 

about the stroke victim. Having these targeted versions of 

the protocol improved th~ flow of the interview, and made 

the instrument less cumbersome. Copies of the interview 

protocols for Time 1 and Time 2 are found in Appendix A and 

Appendix B. 

The interview took approximately an hour and a half to 

complete in its final form. The instrument was pretested on 

six families who were not part of the study sample, and 

shortened considerably from its original version. 

The following are the major types of data collected 

with the interview protocol: 

Demographic. Information was obtained regarding age, 

sex, race, marital status, household, children, pets, 

education, employment, income, forms of transportation 

utilized, and residential characteristics. 

Group Memberships I Recreational Activities I 

Community Services. Information regarding the types and 

numbers of organizations to which subjects belonged, 

including religious affiliation, and frequency of 

participation in these organizations was obtained. 

Respondents were asked about the importance of religion in 

their lives. They were also asked to describe their 

involvement in volunteer activities, and the frequency of 

participation in volunteer activities. Information 

-- ------------,--------- ------ - -
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regarding types and numbers of recreational activities and 

hobbies engaged in by respondents was also gathered. 

Subjects' use of community services and their satisfaction 

with these services was determined. 

Health Status. Questions regarding health status at 

the time of the initial interview sought to establish a 

baseline of self-perceived health prior to the stroke event. 

At Time 2, similar questions sought information about 

present health status. Subjects were asked to rate their 

overall health status, to compare their present health 

status to what it was six months prior to the stroke, and to 

predict overall health status six months into the future. 

Other health-related questions probed for the occurrence of 

positive and negative life events in the year before the 

stroke and between the Time 1 and Time 2 interviews, the 

existence of chronic health problems and disabilities, 

number of hospitalizations in the year prior to the stroke 

and between interview times, number of physician visits 

within the same time period, number of regular medications 

before and since the stroke occurred, and the presence of 

any emotional problems for which the respondent had desired 

or sought help. Questions were also asked regarding 

appetite changes or sleep disturbances in the six months 

prior to the stroke, and in the time period between inter­

views. 



Perceptions and Feelings Regarding 

Subjects were asked questions about their 

what they might have done to prevent the 

concerns about the possibility of another 
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the Stroke. 

perceptions of 

stroke, their 

stroke, their 

concerns about future care related to the stroke, and to 

rate the overall severity of the patient's stroke-related 

physical problems in terms of the amount of assistance he or 

she required. Other questions related to the stroke event 

included inquiries about sources of strength and support in 

dealing with the stroke, and overall satisfaction with the 

health care received for the stroke. Respondents were asked 

whether they had previously known anyone who had experienced 

a stroke, and whether or not and to whom they ascribed 

"blame" for the stroke occurring. At Time 2, additional 

questions were incorporated which probed caregivers' 

perceptions of personality and behavioral changes in the 

stroke victim, and the degree of felt burden experienced by 

the caregiver. At this time questions also were asked about 

participation in support groups such as stroke clubs, and 

the perceived helpfulness of these groups. Finally, the 

Time 2 interview included open-ended questions about major 

worries and concerns related to the stroke, about types of 

support that had been helpful, or that the respondent 

desired but did not find available, and about present kinds 

of assistance desired . 

Spousal Relationship. In order to characterize the 
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quality of the spousal relationship (which was defined as 

married or living together as married), several questions 

focused on the frequency of joint activities, manner of 

dealing with potential areas of marital conflict ( finances, 

major decisions, handling children and in-laws, etc.), and 

who in the relationship held major responsibility for 

managing family finances, making major decisions, and 

completing household tasks. Subjects were asked to assess 

the likelihood that they and their spouse or partner would 

confide in one another, to rate their overall satisfaction 

with the marital relationship, and to compare their 

relationship to that of other couples they've known. 

Social Network/Support. Because it was the major 

focus of this study, detailed information was obtained about 

the social networks of both stroke victims and their 

partners. Using a method developed by Fischer and his 

colleagues (Fischer, 1982), first a series of questions 

about various types of support the respondent received from 

his or social network (instrumental, emotional/affective, 

informational/cognitive, and companionship) served to elicit 

a list of names of support persons, up to 20 total names. 

Descriptive information was obtained about each of these 

support persons, including gender, relationship to the 

respondent, and type of support provided. After the 

respondent selected up to ten of the support persons named 

previously as being part of the individual's close personal 

- ------------------
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network, further descriptive information was obtained about 

these intimate social network members including age, 

residence location, duration of the relationship, frequency 

of contact, and degree of reciprocity in the relationship. 

Global assessments of network functioning included questions 

about the respondent's overall satisfaction with the 

quantity and quality of social contact, and measures of 

network density and degree of interconnectedness. From the 

perspective that not all network relationships are 

supportive, and that some network members may create 

additional stress for the focal person, subjects were also 

asked whether, during the time of the acute stroke event and 

at the time of follow-up, some network members had helped 

less than expected or not at all; whether there were 

individuals who tried to be helpful but made the situation 

worse; whether some network members were perceived as "out 

to make life difficult" for the respondent; and whether 

there were persons with whom the subject didn't get along. 

Other Measures 

Along with the questionnaires developed for the study, 

three established measures of psychological well-being, a 

caregiver burden scale, and two measures of level of 

functioning in activities of daily living were employed. 

Reliability of each of these measures with this sample was 

determined by computing Cronbach's alpha, a measure of 

internal consistency (Cronbach, 1951). These instruments 
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are described in the following sections. 

Index of Psychological Well-Being (IPWB). This is an 

eight item, self-report scale designed to measure mental 

health in a general population (Berkman, 1971). It is 

composed of both positive and negative feeling-state items, 

and describes the relative strength of an individual's 

positive and negative feelings, rather than an absolute 

amount of one or the other. Separate scores are computed 

for negative and positive feelings, and combined on a matrix 

to form a total (balance) score of psychological well-being. 

For example, an individual with a negative feelings score of 

three and a positive feelings score of eight receives a 

balance score of two on the scale. Table XI illustrates the 

scoring system of the IPWB. This method of measuring 

psychological well-being helps to explain why some people 

who seem to have a very high number of negative forces 

acting on them are still able to maintain a sense of well­

being, while others who appear to be exposed to only a small 

number of negative experiences become extremely depressed. 

The items in this scale come from those used by 

Bradburn and Caplovitz (1965) to measure psychological well­

being in their studies of happiness. For purposes of this 

study, the change adopted by Schulz and Decker (1982) in 

their study of spinal cord injured persons for one item on 

the Index (from "so restless you couldn't sit long in a 

chair" to "so restless you had to move about") was 
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TABLE XI 

SCORING MATRIX FOR THE INDEX OF PSYCHOLOGICAL WELL-BEING 

Negative Positive Feelings Score 

Feelings Score 7-9 4-6 3 0-2 

0-1 1 2 3 4 

2-3 2 3 4 5 

4-5 3 4 5 6 

6-15 4 5 6 7 

maintained in this study, since some of the stroke-victim 

subjects were unable to walk. Berkman (1971) cites a 

parallel association between scores on the Index of 

Psychological Well-Being and mental health/life stress 

ratings by psychiatrists in the Midtown Manhattan Study 

(Langner and Michael, 1963) as an indication of criterion­

oriented concurrent validity. Reliability of the IPWB for 

this sample was considered acceptable. Alpha levels ranged 

from .84 for PI positive well-being to .45 for stroke victim 

positive well-being. 

Center for Epidemiologic Studies - Depression Scale 

(CES-D) . This is a 28 item version of a self-report scale 

designed to measure depressive symptoms in the general 

population (Radloff, 1977). The items were selected from 

previously validated longer scales: Beck Depression 

Inventory (Beck, Ward, Mendelson, Mock, & Erbaugh, 1961); 

Zung's Self-Rating Scale (Zung & Durham, 1965); MMPI-

-- ---------------------
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Depression Scale. The CES-D is composed of four factors 

interpreted as depressed affect, positive affect, somatic 

and retarded activity, and an interpersonal factor. The 

CES-D Scale was designed to avoid the problem characteristic 

of some depression scales of placing too much emphasis on 

somatic items which frequently characterize non-depressed 

older persons. Radloff (1977) reports that the internal 

consistency, test-retest reliability, and validity of the 

scale are high and correlations between the CES-D and age, 

social class, and gender are minimal. 

established based on the clinical 

Content validity was 

relevance of symptoms 

which comprise the items of the scale. Criterion-oriented 

validity was also established by correlations with other 

valid self-report depression scales (Bradburn, 1969, ~ = 

.61; Langner, 1962, ~ = .54; and Lubin, 1967, ~ = .51) and 

with clinical ratings of severity of depression (~= .56). 

Construct validity was established by demonstrating a 

pattern of relationships with other variables. Reliability 

of the scale was established through test-retest procedures 

(~ = .54) and analysis of internal consistency (Cronbach's 

alpha = .85; split halves r = .77). The CES-D is not 

designed to be used as a clinical diagnostic tool, but is 

felt to be most useful in identifying groups at risk of 

depression. Cronbach's alphas for the CES-D in the present 

sample were very high (alpha = .89 for the caregivers, and 

.86 for the stroke victim respondents). 



119 

The Life-Orientation Test (LOT). This is an eight 

item scale developed by Scheier and Carver {1983} to measura 

dispositional optimism, which they define in terms of the 

favorability of the general outcome expectancy that a person 

has come to hold. Rather than viewing optimism as a 

construct representing a transient state, and as an outcome 

variable, these authors have developed a model, based on 

studies using this scale, which conceptualizes optimism as a 

stable personality characteristic having important 

implications for the manner in which people manage their 

actions, leading in turn to other important consequences. 

For this study, we were interested in exploring the 

relationship between dispositional optimism, as expressed in 

responses to this scale, and several outcome measures, 

including symptom reporting on the IPWB and the CES-D, the 

degree of felt burden expressed by primary informants in 

caring for the stroke patient, and perceptions and feelings 

about the stroke itself. Initial evidence for convergent 

validity of the LOT was reported by Scheier and Carver 

(1983) who found the LOT to correlate significantly in the 

expected direction with other measures, such as a measure of 

locus of control (Rotter, 1966), Rosenberg's self-esteem 

scale (Rosenberg, 1965), a hopelessness scale (Beck, 

Weissman, Lester, and Trexler, 1974), Beck's Depression 

Inventory (Beck, 1967), a measure of perceived stress 

(Cohen, Kamarck, and Mermelstein, 1983), a measure of social 
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desirability (Crowne and Marlowe, 1964), the Self-Con­

sciousness Scale (Fenigstein, Scheier, and Buss, 1975), and 

a test of alienation (Maddi, Kobasa, and Hoover, 1979). 

Evidence for the discriminant validity of the LOT is found 

in the fact that it correlates only modestly with the other 

measures described above. The authors argue that this 

indicates that the LOT is not completely redundant of the 

other measures with which it was compared in establishing 

its psychometric properties. 

With regard to internal consistency, Cronbach's alpha 

for the entire a-item scale was found to be.76, indicating 

an acceptable level of internal consistency. Test-retest 

reliability as indicated by a test-retest correlation of 

.79, is indicative of the measure's stability over time. 

For this study sample, Cronbach's alphas were acceptable 

(alpha = .65 for caregivers and .61 for stroke patients). 

Caregiver Burden Scale. This measure consists of a 14 

item Likert-type scale adopted from a measure described by 

Zarit, Reever, and Bach-Peterson (1980) for use with the 

caregivers of elderly demented persons. For use in this 

study it was necessary to reword some of the items, and to 

eliminate others which appeared inappropriate for use with a 

stroke sample. The psychometric properties of the Caregiver 

Burden Scale described by Zarit et ale have been 

established, with internal consistency reported to be high 

(alpha = .85) (Zarit, personal communication, October 11, 
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1985). The instrument appears to have content validity, and 

the internal consistency of the scale with this study sample 

was very high (alpha = .85). The Caregiver Burden Scale was 

administered to caregiver subjects only, and only at Time 2. 

Barthel Index. This instrument is a widely used, 

easily scored index of functional independence in activities 

of daily living (Mahoney & Barthel, 1965) whose reliability 

and validity have been supported in a number of studies 

(Donaldson, Wagner, and Gresham, 1973; Wylie, 1967). It 

provides a simple, yet reasonably sensitive method for 

evaluating the physical functioning of a disabled individual 

at a given time, and for assessing change in physical 

functioning over time. This index assigns 0, 5, 10, or 15 

points to the level of performance on each of 10 activities 

of daily living, with a maximun obtainable score of 100 when 

all activities are carried out completely independently. At 

each interview period, stroke-victim subjects rated 

themselves on the Barthel Index, and the primary informants 

independently rated the stroke victim's level of functional 

independence with the same instrument. Internal consistency 

of the Barthel for the present study sample was very 

acceptable (alpha = .90 for primary informants, and .81 for 

stroke victims.) 

Adaptive/Social Functioning Scale (ASF). This is a 

nine item scale of selected activities thought to reflect 

adaptive and social functioning following brain injury. It 

----------- -------------------- - - ---
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was adopted from the instrument used by the Comprehensive 

Stroke Center of Oregon in a 1979 survey of stroke and 

rehabilitation outcomes. The scale rates individuals as to 

whether they are able to perform the described activity 

since the stroke, whether they were capable of performing 

the activity before the stroke but not since, or whether 

they were incapable of performing the activity in question 

before the stroke. Four of the items (those related to 

using the telephone, using public or private transportation, 

performing general outdoor activities and engaging in formal 

and informal social activities) are rated as to whether they 

are performed independently or with assistance. No 

information about the psychometric properties of this scale 

is available although the results of one study using the ASF 

are available (Becker et al., in press). For caregivers in 

this sample, internal consistency of the ASF scale was high 

(alpha = .87). 

Medical Records Data 

In addition to information obtained from the interview 

schedule and from the scales described in the previous 

section, certain information related to the stroke was 

obtained from the stroke patient subjects' medical records. 

This included data on the type of stroke, site of lesion, 

length of hospitalization, and types of therapy provided. 


