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Abstract 

This study identified informational needs of stroke survivors and their family members as perceived by 
themselves and by health professionals. The source of information, and the desired source for future information 
were also explored. Green’s Precede-Proceed model was used as a theoretical framework. In the study 35 stroke 
survivors, 39 family members and 43 health professionals participated. The results show that stroke survivors and 
family members indicated to desire the most information regarding reducing the chance of a new stroke. Stroke 
survivors rated as the major gaps of information: reducing the chance of a new stroke and coping with stress. Family 
members rated as the major gaps of information: sources to apply for help; strategies to perform activities of daily 
living, and reducing the chance of a new stroke. Stroke survivors and their family members expressed as the most 
desired source of information the doctor in the hospital. Health professionals expressed a high level of concern 
about the amount of information stroke survivors and family members receive; they expressed a substantial need 
for information about all topics for both groups, which should be provided by several sources. Some needs are 
recognized, but in most cases not met. Family members of stroke survivors who suffered more than one stroke seem 
to have received more information - and to desire less. Both highly educated stroke survivors and family members 
indicate to have received less information and desire more information than lower educated respondents. 
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1. Introduction 

Stroke is the third leading cause of death in 
western society, after heart disease and cancer, 

* Corresponding author. Bosscherweg 36, 6219 AC Maas- 
tricht, The Netherlands. Tel.: 43 325 4508; Fax: 43 361 7032. 

and the most important cause of permanent 
handicaps [1,2]. Especially for the elderly, 
strokes are a major source of disability leading to 
institutionalization [l]. Significant resources are 
spent on treatment, aid, service and other sup- 
port for stroke survivors. For example, in the 
United States, there are 400 000 new incidents of 
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stroke a year, resulting in 14 billion dollars spent 
on caring for stroke patients [3]. Despite the 
seriousness of the disease, many stroke survivors 
and their family members are poorly informed 
about the nature of the disease, recovery and 
treatment [4-61, and the availability of social 
services [7]. Although much research has been 
aimed at physical disabilities, the prevalence of 
stroke disabilities, other than physical limitations 
and depression, remains vaguely defined [S]. 

The purpose of this study was to identify the 
educational needs of stroke survivors and their 
family members (significant others), as perceived 
by themselves and by health professionals. Simi- 
larities and differences were explored. In addi- 
tion, the sources of the received information in 
the past and the preferences for educational 
materials in the future were identified. 

Several studies have focused on the needs of 
stroke survivors and their family members. 
McLean et al. [7] showed the high need for 
personal-emotional advice. Furthermore 75% of 
all care-givers (N = 20) said that they needed 
some assistance with physical care. Only 20% 
received the help they required and most of the 
respondents were unaware of different aids that 
are available. Hanger and Mulley [9] stated that 
almost 25% of the people calling Stroke Associa- 
tion Advice Centre (N = 1397) had wanted more 
information about the nature of stroke. Other 
common inquiries concerned help at home, 
speech difficulties, information about patient 
organizations, rehabilitation, personality changes 
and depression. Other studies showed that the 
majority of their sample felt uninformed, 
concerned and frustrated [lo] and experienced a 
general lack of advice and a lack of interest from 
the general practitioner in particular [7]. 

There is little doubt about the contribution 
families make to the rehabilitation process, the 
stroke survivor’s coping with the event [ll] and 
the community reintegration [12]. Glass et al. 
[13] report the positive impact of social support 
on recovery of functional status following stroke. 
As stroke is a recurrent disease with the risk 
increasing to 5 times after the initial stroke, the 
family’s education and participation is of utmost 

importance [14]. Families may facilitate or pre- 
vent the achievement of rehabilitation goals by 
their reaction to the disability and to the patient. 

Family members themselves are reported to 
face problems of social isolation, behaviour prob- 
lems, financial difficulties and loss of sleep [15- 
171. They indicate disturbance in the stroke 
survivor’s communication as the most stressful 
issue [18]. Treatment should aim at reducing 
care-giver’s depression, minimizing family 
dysfunction, and increasing the family’s knowl- 
edge about stroke care [19]. 

Until now, no studies focused on the compara- 
tive perceptions of stroke survivors, their family 
members and health professionals in relation to 
stroke. Similar studies in other fields are con- 
tradictory: from a recent study into the needs of 
cardiac patients it appeared that both patients 
and their spouses identified the need for in- 
formation as the most important need. However, 
spouses had the highest need for information 
about the patient’s feelings, for time off for 
themselves, for talking with the patient about 
concerns, and for receiving information about 
the expected psychological recovery. Patients on 
the other hand needed information about their 
condition, they wanted honest explanations, and 
they wanted to talk with a health professional 
[20]. A study about different perceptions in 
epilepsy care revealed that although patients, 
nurses and physicians similarly ranked major 
general areas of learning needs, differences were 
found between patients and health care providers 
in the ranking of individual learning needs. Both 
patients and spouses expressed this need, which 
in most cases, was not shared with nurses and 
physicians [21]. A study of Lauer et al. [22], 
studying the educational needs of patients with 
cancer, revealed significant differences between 
nurses’ and patients’ perceptions. Finally, a study 
of patients who had a myocardial infarction 
showed that physicians, nurses and patients gen- 
erally agreed upon which areas should be in- 
cluded in educational programs [23]. All three 
groups rated as the most important topics: 
‘knowing the signs and symptoms of a heart 
attack (l)‘, ‘knowing personal risk factors (2) 
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and how to modify or change them (3)’ and 
‘knowing the names, dosages, and side effects of 
medications (4)‘. 

Systematic program planning, based on an 
extensive investigation of the needs of stroke 
survivors and their family members, is essential 
for the qualities of health educational activities in 
this field. The PRECEDE model [24,25], the 
framework used in this project, offers a quantifi- 
able means of conducting an educational pro- 
gram. The PRECEDE model [24] has 8 phases, 
stressing the social diagnosis, collection of epi- 
demiological data, behavioral and environmental 
diagnosis, educational and organizational analy- 
sis, administrative and policy diagnosis, im- 
plementation, process evaluation, impact evalua- 
tion, and outcome evaluation. The PRECEDE 
model has been used many times in research. 
However, in only 2 studies the framework was 
used to assess needs and to the further develop- 
ment of an educational program [26,27]. Our 
study reflected mainly phase 4 (educational and 
organizational diagnosis) of the PRECEDE 
model. Information from this study should ideal- 
ly be used in the perspective of the PRECEDE 
model. Following the phases of this model this 
study could contribute to providing information 
that is relevant to stroke survivors and their 
family members. 

2. Method 

2.1. Participants 

Questionnaires were distributed to 92 stroke 
survivors, 102 family members and 82 health 
professionals. Family members in the sample did 
not need to be related to stroke survivors in the 
sample. Subject recruitment was done through 3 
major metropolitan hospitals, a rehabilitation 
center, a center for speech and language dis- 
orders, a nursing home and a professional con- 
ference on stroke. Reminders were sent 2 weeks 
after the questionnaire was mailed out, or par- 
ticipants were verbally reminded. The inclusion 
criteria were: time since onset in between 2 and 

60 months, and the ability to complete at least 
25% of the questionnaire. 

Questionnaires were returned by 44 stroke 
survivors, 44 family members and 47 health 
professionals. Nine questionnaires of stroke sur- 
vivors could not be used: 2 persons were ex- 
cluded because of poor health, 3 respondents did 
not meet the inclusion criteria, 1 individual was 
not able to complete the questionnaire suffi- 
ciently, 1 person’s diagnosis was unclear and 2 
questionnaires were invalid: questionnaires were 
presumed invalid when less than 25% was com- 
pleted. Three invalid questionnaires were found 
within the family members’ responses, while 2 of 
the respondents did not meet the inclusion 
criteria. Four professionals returned the ques- 
tionnaires blank because they considered them- 
selves not the right persons to complete it. 
Therefore, the definite response rate was 38% 
for stroke survivors, 38% for family members 
and 52% for health professionals. The overall 
definite response rate at time of closing of the 
data input was 42%. Taking into account the 
average age of the sample, the severity of the 
disease and the fact that the research was com- 
pleted in a metropolitan area, this is a satisfac- 
tory response. 

The average age of the responding stroke 
survivors was 61 years, varying from 36 to 79. 
They stayed in the hospital for an average of 84 
days. The mean time since their (last) stroke was 
18 months and most of them suffered from only 1 
insult; 3 survivors suffered from 3 strokes. A vast 
majority of the stroke survivors were married, 
white and lived at home. More males than 
females were present in this sample. Survivors of 
different education levels were represented in 
the sample (see Table 1). Besides the distribution 
of race, these demographics generally correspond 
with the numbers mentioned in stroke research. 

The average age of the family members was 62 
years, varying from 36 to 84. Their relative 
stayed in the hospital for an average of 118 days. 
The mean time since the (last) stroke of their 
relative was 16 months. The majority of the 
family members were related to a stroke survivor 
who had suffered from 1 stroke, 4 people whose 
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Table 1 
Percentages (and N) of stroke survivors and family members 
representing different education levels 

Education level 

Grade school 
High school 
College l-4 years 
University 5 
years and more 

Survivors 

17.5% (7) 
32.5% (13) 
15.0% (6) 
35.0% (14) 

Family members 

15.4% (6) 
25.6% (10) 
46.2% (18) 
12.8 (5) 

relative suffered from 2 strokes, 3 suffering from 
3 strokes and 1 from 7 strokes. The majority of 
the family members of stroke survivors were 
married, white and lived at home. A higher 
percentage were female and the spouse of the 
stroke survivor. Again, different education levels 
are represented, although higher educated peo- 
ple dominated the sample (see Table 1). 

The average age of the health professionals 
(N = 43) was 41 years. The sample contains a 
relatively high number of nurses (ZV = ll), phy- 
siotherapists (N = 10) and social workers (N = 
9), but none of the 5 family physicians respond- 
ed. 

2.2. The questionnaires 

The researcher developed a new questionnaire 
for stroke survivors, their family members and 
the health professionals, since no existing instru- 
ments were found to be appropriate to reach the 
goals of this study. Prior to implementation of 
the questionnaire, they were circulated among 
project staff, stroke health care professionals and 
health education specialists for content validity. 
Suggestions were incorporated into the new 
versions. The questionnaire was pilot tested with 
12 subjects. This information was used for the 
development of the final questionnaire. No in- 
formation is available about criterion validity, 
construct validity and reliability. Questions were 
asked about the amount of information the 
stroke survivors and/or their family members 
had received and wished to have received since 
the stroke, on relevant topics (23 topics in total). 

The response options were scaled at an ordinal 
level: ‘none’, ‘some’ or ‘a lot’. Three possibilities 

for answers were chosen as this seemed to be the 
maximum amount still clear to the participants, 
taking into account the severity of the disease, 
the average age of the population and the num- 
ber of questions asked. No ‘non-applicable’ cate- 
gory was enclosed so that participants could not 
use this as a loop-hole if they did not exactly 
remember or know what to choose. Participants 
were instructed to circle the answer that came 
closest to their experience. Differences between 
the questionnaire for survivors, family members 
and health professionals were highly limited to 
increase the possibility of comparing results of 
the 3 groups. 

3. Results 

3.1. Overall amount of information 

Table 2 shows the opinions of stroke survivors, 
family members and health professionals regard- 
ing the overall amount of information received 
by stroke survivors and family members, since 
the stroke. Almost none of the respondents 
received too much information. However, nearly 
one-third of the stroke survivors received a 
considerable amount of information. The per- 
centages of respondents that received the right 
amount of information is relatively low. Most of 
the stroke survivors and family members re- 
ceived some information. Health professionals 
believe that, in general, stroke survivors and 
family members would have received too little 
information. No pronounced differences in the 
perception of the overall amount of received 
information between education levels or number 
of strokes could be observed. 

3.2. The received and desired information 

In Tables 3-6, the highest and lowest needs for 
information are presented. 

Stroke survivors (Table 3) were moderately 
informed. Sixty-five percent of the stroke sur- 
vivors received little or no information about 
how the stroke may affect sexual activity; 60.5% 
received no information about bladder problems. 
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Table 2 
Percentages of the overall amount of information received by stroke survivors and family members, perceived by themselves and 
by health professionals 

Amount of information 

Too little information 
Some information 
Just the right amount of 
information 
Considerable information 
Too much information 

Survivors 

12.2% 
36.6% 
17.1% 

31.7% 
2.4% 

Family members 

12.8% 
48.7% 
15.4% 

23.1% 
0% 

Health professionals 
about survivors 

42.9% 
35.1% 
7.1% 

14.3% 
0% 

Health professionals 
about family members 

41.9% 
34.9% 

7.0% 

16.3% 
0% 

Table 3 
The highest rated items (and percentages) in received and desired information of stroke survivors 

Received no information 
about: 

how a stroke may affect 
sexual activity (65.0%) 

bladder problems (60.5%) 

changes in touch (52.8%) 

problems with vision 
(51.2%) 
coping with stress (42.1%) 

Received a lot of 
information about: 

diagnosis (50.0% ) 

what is being done for the 
stroke survivor (37.5%) 
risk factors (37.5% ) 

causes of stroke (35.9%) 

talking difficulties and 
walking difficulties (32.5%) 

Desire no information 
about: 

what is going to happen 
when I leave the hospital 
(35.5%) 
changes in touch (34.4%) 

how a stroke may affect 
sexual activity (32.3%) 
problems with vision 
(32.2%) 
problems with concentration 
(31.3%) 

Desire a lot of information 
about: 

reducing the chance of a 
new stroke (84.4%) 

risk factors for stroke 
(75.0%) 
causes of stroke (71.9%) 

diagnosis (67.6%) 

what is done for the stroke 
survivor, walking difficulties 
and rehabilitation process 
(61.3%) 

More than half of the respondents indicated to 
have received no information about problems 
with vision (51.2%) and changes in touch 
(52.8%). Survivors received relatively much in- 
formation about the diagnosis; 50% indicated to 
have received a lot of information about this 
topic; 84.4% of the stroke survivors desired a lot 
of information about the ways to prevent a new 
stroke. The risk factors of stroke were rated 
secondly; 75.0% desired a lot of information. 
Other high-rated topics are the risk causes of 
stroke (71.9%) and the diagnosis (67.6%). Most 
stroke survivors received some information 
about most topics. They desired little informa- 
tion about what is going to happen when they 
leave the hospital, changes in touch, sexual 
activity, problems with vision and problems with 
concentration. Comparing the received and de- 
sired information of stroke survivors, the highest 

need for information seems to be on reducing the 
chance of a new stroke and coping with stress. 

Family members (Table 4) indicated to be less 
informed than stroke survivors. They received 
least information about sexual activity; 69.2% 
received no information about the topic. Other 
topics about which family members received 
relatively little information were: changes in 
touch, spending leisure time, bladder problems, 
strategies to perform activities of daily living and 
coping with stress. A relatively high amount of 
information was received about difficulties with 
walking, the diagnosis and what is being done for 
the stroke survivor. Generally, family members 
desire more information than stroke survivors. 
The highest amount of information is wished 
about reducing the chance of a new stroke; 
83.3% want to receive a lot of information about 
this topic, The risk factors, cause and diagnosis of 
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Table 4 
The highest rated items (and percentages) in received and desired information of family members 

Received no information 
about: 

how a stroke may affect 
sexual activity (69.2%) 
changes in touch (69.2%) 

spending leisure time 
(60.5%) 
bladder problems (60.5%) 

activities of daily living 
(56.4%) 

Received a lot of 
information about: 

walking difficulties (62.3%) 

diagnosis (47.4%) 

what is being done for the 
stroke survivor (46.2%) 
risk factors for stroke 
(43.6%) 
medication (41.0%) 

Desire no information 
about: 

how a stroke may affect 
sexual activity (38.9%) 
bladder problems (27.8%) 

activities of daily living 
(22.2%) 
problems with vision 
(20.0%) 
what is going to happen 
when the stroke survivor 
leaves the hospital (20.0%) 

Desire a lot of information 
about: 

reducing the chance of a 
new stroke (83.3%) 
risk factors for stroke 
(77.8%) 
causes of stroke (77.8%) 

what is done for the stroke 
survivor (77.8%) 
diagnosis (75.0%) 

stroke and what is being done for the stroke 
survivor are also highly rated items. They express 
a relatively low need for information about 
sexual activity and bladder problems. Differences 
in desired and received information indicate that 
the highest need for information is about sources 
to apply for help, coping with stress, strategies to 
perform activities of daily life and reducing the 
chance of a new stroke. 

Professionals (Table 5 and 6) think that stroke 
survivors received the least information about 
how the stroke may affect sexual activity, how to 
cope with stress and how to spend leisure time. 
They believe that these topics are the same for 
family members. Topics about which profession- 
als expect survivors to have received ‘a lot’ of 
information are: strategies to perform activities 

of daily living (46.5%) and medication (37.2%). 
Health professionals believe that family members 
received most information about the rehabilita- 
tion process and strategies to perform activities 
of daily living. Professionals think that both 
stroke survivors and their family members need a 
lot of information. According to the health 
professionals, stroke survivors desire a lot of 
information about reducing the chance of a new 
stroke, what is being done for them, the rehabili- 
tation process and what is going to happen when 
they leave the hospital. In the eyes of the 
professionals, family members wish a lot of 
information about the same topics that count for 
the stroke survivors, together with information 
about medication. The greatest gaps in infor- 
mation of stroke survivors, according to the 

Table 5 
The highest rated items (and percentages) in received and desired information of stroke survivors as perceived by health 
professionals 

Received no information 
about: 

Received a lot of 
information about: 

Desire no information 
about: 

Desire a lot of information 
about: 

how a stroke may affect 
sexual activity (59.5%) 
how to cope with stress 
(46.5%) 
spending leisure time 
(44.2%) 
effect of stroke on family 
relationships (34.9%) 

bladder problems (32.6%) 

activities of daily living 
(46.5%) 
medication (37.2%) 

walking difficulties (34.9%) 

spending leisure time 
(7.0%) 
coping with stress (4.7%) 

what food to eat (4.7%) 

reducing the chance of a 
new stroke (95.3%) 
what is done for the stroke 
survivor (88.4%) 
rehabilitation process 
(88.4%) 
what is going to happen 
when the stroke survivor 
leaves the hospital (88.4%) 
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Table 6 
The highest rated items (and percentages) in received and desired information of family members as perceived by health 
professionals 

Received no information 
about: 

how a stroke may affect 
sexual activity (47.6%) 
spending leisure time 
(41.9%) 
coping with stress (37.2%) 

effect of stroke on family 
relationships (30.2%) 
changes in touch (30.2%) 

Received a lot of 
information about: 

rehabilitation process 
(34.9% ) 
activities of daily living 
(34.9%) 
what is going to happen 
when the stroke survivor 
leaves the hospital (32.6%) 
medication (32.6%) 

walking difficulties and 
talking difficulties (25.6%) 

Desire no information 
about: 

how a stroke may affect 
sexual activity (4.8%) 
changes in touch (4.8%) 

what food to eat (2.4%) 

spending leisure time 
(2.4%) 

Desire a lot of information 
about: 

rehabilitation process 
(90.5%) 
reducing the chance of a 
new stroke (88.1%) 
what is done for the stroke 
survivor (88.1%) 

medication (85.7%) 

what is going to happen 
when the stroke survivor 
leaves the hospital (85.7%) 

health professionals are on reducing the chance 
of a new stroke, the causes of stroke and the risk 
factors of stroke. Family members, in the eyes of 
the professionals, have the largest shortage of 
information about coping with stress and reduc- 
ing the chance of a new stroke. 

mation is due to the desire of the highly educated 
to receive ‘a lot’ of information, whereas lower 
educated stroke survivors seem to be satisfied 
with ‘some’ information. With ‘highly educated’ 
family members the same tendency is observable. 
The differences between high and lower edu- 
cated within the family members are even 
stronger. 

3.3. Influence of education level and suffered 
stroke 

3.4. Sources of information 
Differences in the overall amount of received 

information between one or more suffered 
strokes and different education levels could not 
be observed. However, some tendencies are seen 
when the specific topics are compared instead of 
the overall amount of information. Family mem- 
bers that are related to a stroke survivor with 
more than one stroke (N = 8) indicate to have 
received some more information than family 
members of survivors of one stroke. Further- 
more, they express a lower desire for information 
about bladder problems, medication, exercise 
and leisure time. To identify differences in edu- 
cation level, grade and high school are put into a 
‘low education level’ and college and university 
into a ‘high education level’. ‘High educated’ 
stroke survivors generally wish more informa- 
tion. They also indicate to have received less 
information than ‘low educated’ stroke survivors. 
Often, the difference in the desire for infor- 

Table 7 presents the sources of received and 
desired information. The numbers in Table 7 are 
data percentages representing the percentage of 
respondents mentioning former and desired 
sources of information. The most frequently used 
sources of information for stroke survivors, as 
perceived by themselves, were talking with the 
doctor in the hospital, reading pamphlets and 
talking with a friend or family member. Stroke 
survivors strongly indicated a preference for 
talking with the doctor in the hospital than the 
other sources. 

The most frequently used sources of infor- 
mation for family members, as perceived by 
themselves, were reading pamphlets, talking with 
the doctor in the hospital and talking with the 
social worker. Family members also expressed a 
preference for talking with the doctor in the 
hospital. Other sources like ‘talking with my 
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Table 7 
Percentage of respondents mentioning as sources of received information and wished information for stroke survivors and family 
members 

Source of information Question 1 Question 2 Question 3 Question 4 

Survivors Professionals Survivors Professionals Family Professionals Family Professionals 
members members 

Reading pamphlets 49 42 29 65 72 58 41 79 
Reading books about 40 26 17 30 51 40 28 51 
stroke 
Talking with the doctor 69 74 69 65 61 84 II 67 
in the hospital 
Talking with the family 37 35 29 65 39 49 49 61 
doctor 
Talking with the nurse 31 65 20 65 44 58 82 67 
Talking with the social 37 58 29 63 54 61 31 65 
worker 
Participating in a social 31 35 17 14 36 28 31 74 
support group 
Watching television or 31 16 20 47 23 21 10 61 
video recorder 
Talking with a friend or 49 33 17 26 26 33 15 26 
family member 
Talking with other 6 19 6 14 8 21 5 9 
professionals 
Contact with other 3 0 0 5 0 0 0 5 
people like them 
Educational program 0 14 0 14 3 9 0 14 
Other 6 0 3 2 8 0 3 3 

Perceptions of stroke survivors, family members and health professionals. 
Question 1: How did stroke survivors receive information after the stroke? 
Question 2: In what form should we put information for stroke survivors in the future? 
Question 3: How did family members of stroke survivors receive information after the stroke? 
Question 4: In what form should we put information for family members of stroke survivors in the future? 

family doctor’ and ‘reading pamphlets’ followed 
at considerable distance. 

Health professionals perceived the doctor in 
the hospital as the most frequently used source, 
followed by talking with the social worker, read- 
ing pamphlets and talking with the nurse for both 
survivors and family members, but in different 
order. Professionals expressed that several 
sources, especially support groups and pamph- 
lets, should be used to inform survivors and 
family. Apparently, in the opinion of the profes- 
sionals the social support group has not yet been 
fully utilized as a possible source of information. 
It should be noted that health professionals 
thought that survivors and family consult many 
more sources than actually is the case. 

3.5. Comments 

At the end of the questionnaire, participants 
were asked to write down their suggestions and 
comments. Both stroke survivors and family 
members expressed the fact that they had to look 
for most of the information themselves or had to 
demand it. Family members added that they 
were confronted with different approaches and 
controversial opinions about the care and treat- 
ment in different places. The comment made 
most frequently by health professionals was that 
the patient (or family member) is often not 
receptive information, or may forget a part of the 
information given. As mentioned previously, this 
might be compatible with the finding that stroke 
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survivors and their family members were selec- 
tive in their need for information. 

4. Discussion and conclusions 

4.1. Study population 

The sample of stroke survivors who responded 
to the questionnaire may have consisted of less 
severe subjects. Stroke survivors who were un- 
able to write, read or understand English were 
excluded from the sample. The better the stroke 
survivor recovered from the stroke, the easier it 
must have been to complete the questionnaire. 
The average age of the stroke survivors’ sample 
in this study is somewhat low compared with 
population values [28,29]. Non-English speaking 
cultures are underrepresented in the sample. 
Over 85% of the sample was white, while the 
research was carried out in a metropolis famous 
for its multicultural nature. This calls for more 
attention to non-English speaking cultures, in- 
cluding the development of educational materi- 
als. If individuals do not have English as their 
native language and do not understand the 
questionnaire, one can expect that they will not 
comprehend information in English about a 
difficult subject as stroke. 

As the samples of stroke survivors and family 
members were composed independently, it 
means that family members of severe stroke 
survivors do not have to be mispresented. The 
fact that the demographic variable ‘hospital stay’ 
was over 20% higher in the family members’ 
sample than in the stroke survivors’ sample, 
could indicate that family members of more 
severe stroke survivors joined this sample. 
Again, the sample of family members was domi- 
nated by white people. Individuals who do not 
have English as their native language were un- 
derrepresented in the sample (i.e. only 2.6% of 
the responding family members were from Asian 
background). In addition, higher educated per- 
sons dominated the family members’ sample 
which supports the idea that the instrument 
needed a certain degree of comprehension to 
complete. 

The sample of health professionals could have 
been biased because less committed profession- 
als could also be less interested in completing the 
questionnaire. Especially in chronic disease, dif- 
ferent phases can be discerned [30]. For each 
individual the length of the phases are different. 
One can expect that the desire for information 
also differs per phase. Focusing on different 
phases instead of a vast period after the stroke 
onset could be very valuable in future research 
efforts. 

The main limitation of this study was its 
sampling technique. The study population was 
selected through a non-probability sampling 
method. People who agreed to receive a ques- 
tionnaire, not a random population, were re- 
cruited. This implied that conclusions of this 
survey cannot be generalized to the entire stroke 
population, family members and professionals, 
because the participants do not necessarily reflect 
the general population. The limited sample size 
endangers the reliability of the results. 

4.2. Meaning of the results 

The fact that how to reduce the chance of a 
new stroke is the highest rated item for both 
family members and stroke survivors is notice- 
able. Stroke survivors and family members are 
most concerned with information that will assist 
them in preventing a new stroke. Subsequently, 
they consider information that is relevant to their 
specific situation. Presumable, stroke survivors 
and family members are primarily concerned 
with lifesaving activities. When they understand 
how to prevent the worst thing happening, they 
start worrying about their ‘normal’ life; coping 
with stress, applying for help, strategies to per- 
form activities of daily living, etc. Possibly stroke 
survivors and family members first go into a 
phase in which anxiety is prominent and, later 
on, go into a phase in which their quality of life 
becomes essential. 

Health professionals seemed to be extremely 
concerned with the limited amount of informa- 
tion received by both stroke survivors and family 
members. However, health professionals failed 
to recognize that stroke survivors and family 
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members are selective in their needs for infor- 
mation. Health professionals rated significant 
needs for information on mainly all topics. 
Nevertheless, they also indicated in their com- 
ments that the survivor and family member are 
not always receptive to information, In addition, 
health professionals perceived the needs of sur- 
vivors and family members as rather similar. The 
need for information about how to reduce the 
chance of a new stroke was well recognized by 
health professionals. However, the results show 
that this need was not met. Possible causes for 
this unmet, but well-recognized need are: 
l health professionals do not have the required 
amount of time/money to conduct the right 
educational activities; 
l social desirability of the questionnaire; 
l stroke survivors and family members are not 
receptive to the information given by the health 
professional as they are overwhelmed by the 
stroke insult; 
l composition of the sample. The doctor in the 
hospital and the family doctor are prominent 
sources of desired and received information. 
However, this group is underrepresented in the 
sample and it is possible that they would have 
responded differently to the questionnaire. 

The comment made by some professionals that 
they knew that there was a substantial need for 
information in advance of this study, could be 
put in a totally different light. The need for 
information of stroke survivors and family mem- 
bers seems to be on specific topics, possibly due 
to the fact that they can only absorb a certain 
amount of information. For example, where to 
apply for help is a highly rated item for family 
members, and not for the stroke survivor. Denial 
after stroke, which is common, may also work as 
a barrier for the receptivity of information. 

Family members of stroke survivors who suf- 
fered more than one stroke seem to have re- 
ceived more information - and to desire less. 
This seems logical because this group has had 
more contacts with health professionals than 
family members that are related to stroke sur- 
vivors with one stroke. A lower desire for ‘self- 
care’ aspects of the disease, such as bladder 
problems, medication and spending leisure time, 

suggests that families with more than one suf- 
fered stroke are somewhat adapted to some of 
the consequences of stroke. 

Both highly educated stroke survivors and 
family members indicate to have received less 
information and desire more information. Pos- 
sibly people who wish a lot of information are 
more critical about the amount of information 
they have received. Anyhow, higher educated 
people seem to be more receptive to information 
than lower educated stroke survivors and family 
members. Health professionals should address 
this in future educational efforts. 

The most frequently used sources of infor- 
mation by stroke survivors were talking with the 
doctor in the hospital, reading pamphlets and 
talking with a friend or family member. Some 
comments were made by stroke survivors and 
family members that they still had to look for 
most of the information themselves and that they 
had to demand information. This could imply 
that the doctor in the hospital is the most 
frequent source of information, but not the most 
important source of information. On the con- 
trary, the social worker was not the most fre- 
quent source, but was mentioned twice as an 
important source in the comments. 

Stroke survivors and family members strongly 
indicated that they want to talk with the doctor 
in the hospital rather than all other sources. 
Apparently, the doctor is still seen as an authori- 
ty that has the most knowledge of all people. It is 
also remarkable that talking with professionals 
was prominent in their wishes. The comment 
made that they wanted more attention for ‘face 
to face information’ supports this finding. 

Professionals rated participating in a social 
support group as a non-utilized source of in- 
formation while reading pamphlets was rated to 
be the most desired source for family members, 
accompanied by several other sources. For stroke 
survivors they considered that talking to the 
nurse and social worker are good alternatives. 
However, the fact that the sample .of health 
professionals contained a high percentage of 
both nurses and social workers could have biased 
this finding. The fact that health professionals 
thought that a social support group should take a 
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more prominent place than it has is interesting. 
This wish was not expressed by either stroke 
survivors or family members. However, this does 
not necessarily imply that this is not a good 
source of information for the future. As few 
people attend social support groups, this could 
be an unknown source of information in the eyes 
of stroke survivors and family members. 

Returning to the Precede-Proceed framework, 
the most important results are incorporated in 
the framework. Combining knowledge from li- 
terature review and results of this study one can 
use the framework in Fig. 1 as a start in further 
health education activities. 

4.3. Conclusions 

This study showed a need for information on 
specific topics for stroke survivors and family 
members. The study points out that health 
professionals are more concerned about the little 
amount of information received by stroke sur- 
vivors and family members, than they are them- 

Fig. 1. The Precede-Proceed model applied to the education- 
al needs of stroke survivors and family members. 

selves. In addition, health professionals believe 
the need for information is not very different 
between the topics. Stroke survivors and family 
members are selective in their needs. 

The study shows that both stroke survivors and 
family members want to receive information 
from talking with professionals more frequently, 
rather than obtaining information from pamph- 
lets and books. The belief of health professionals 
that support groups could be utilized much better 
as a source for information in the future is either 
not subscribed to, or unknown as such by stroke 
survivors and family members. 

More research is needed on the needs of 
information of stroke survivors and family mem- 
bers. Future research should contain larger and 
more diverse samples. Other ethnic groups and 
the more severe stroke survivors should be 
examined. Although the tool used for this study 
is still at the development stage, the results are 
encouraging. 
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