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Abstract 

World wide, stroke is a leading cause of death and, for those who survive a stroke, the 
condition is a major cause of functional disablement. Although there is considerable 
information available from developed countries about the difficulties and challenges that 
stroke survivors face after they are discharged from hospital, in Jordan there is a paucity of 
information about stroke survivors and their life experiences after stroke, and there is no 
demographic data available to inform the development of health and community services for 
these individuals. At present the health and social services that are available to stroke 
survivors and other people with severe disability are highly under developed in Jordan. 

All stroke survivors admitted to hospital in Jordan leave hospital as soon as their condition is 
stable. Therefore, the day-to-day responsibility of caring for these individuals remains 
largely with their families. Globally very few studies have looked at the family's 
involvement in stroke care in the community and to date there have been no studies in Jordan 
focusing on stroke survivors and the impact that the condition has on their families or indeed 
on the impact of culture on the care of stroke survivors. 

The aim of this study was to identify, for the first time, the demographic characteristics of 
stroke patients in Jordan and to explore the perceptions of Jordanian therapists, stroke 
survivors and their family carers of the challenges faced by, and the care received, by stroke 
survivors in the community. 

The study was carried out in several stages. Firstly, the World Health Organisation's 
MONICA protocol was used to collect retrospective demographic data about stroke patients 
from two hospitals in Jordan over a three-year period. This data provides the first 
comprehensive profile of stroke patients admitted to hospital in Jordan. Secondly, a focus 
group interview with Jordanian therapists was held to investigate their perceptions of the 
care of stroke survivors in the community. The therapists focused on issues surrounding the 
expectations ofrecovery, the level of support provided by carers, carers' feelings towards 
their caring role, the impact of carers' gender on any care given and the impact of caring for 
a stroke survivor on family life. 

Following pilot studies a series of semi-structured interviews was held with stroke survivors 
and their family carers. The Jordanian participants were interviewed in Arabic and the tape
recorded information transcribed and analysed in Arabic. Measures were taken to ensure the 
accuracy of transcripts and the reliability and validity of the data analysis using forward and 
backward translation methods. 

Though most Jordanian participants (stroke survivors and their family carers) received some 
limited support from therapists, the prohibitive cost of therapy together with difficulties in 
accessing the services made regular support difficult. Formal support by therapists and other 
members of the health services, and informal support from family members were 
complicated by issues of gender and culture. As a result stroke survivors in Jordan often 
faced anxiety, isolation and frustration in respect of the physical and social needs they 
identified. 

This study presents a unique contribution to knowledge about the experiences of stroke 
survivors and their families in a developing country and also shows how care systems are 
very dependant on cultural contexts, cultural beliefs and practices. 

The thesis concludes with recommendations for the development of community care policy 
and practice for people with disabilities. 
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Chapter 1 

Introduction 



Chapter 1: Introduction 

This section briefly introduces the background to the study. It includes a description 

of the consequences of stroke, an outline of the care stroke survivors receive in the 

community in a number of countries and in Jordan and a summary of the care needs 

of stroke survivors in Jordan. The rationale for and aims of the study, the methods 

used and an outline of the thesis are also presented. 

1. Background 

Stroke is defined as rapidly developing clinical signs of a focal disturbance of 

cerebral function, with no apparent cause other than vascular origin, lasting more 

than 24 hours or leading to death (Aho et al 1980). Major risk factors include 

advanced age, male gender, hypertension, atrial fibrillation (irregular heartbeat), 

coronary artery disease, diabetes, hypercholesterolaemia (raised cholesterol levels) 

and cigarette smoking (Benson and Sacco 2000). 

Stroke is the third leading cause of death and leaves many of its survivors with 

physical and mental disabilities, thus creating a major social and economic burden 

for survivors and their family carers and for the health services (Kaste, Fogelholm 

and Rissanen 1998). Residual disabilities after a stroke maybe the result ofbrain 

damage and may include hemiparesis (paralysis on one side of the body), cognitive 

impairment and speech difficulty as well as secondary complications such as urinary 

incontinence and emotional impairment (Berges et al 2000; Dursun et al 2000). 

2. Community care for stroke survivors 

Stroke care in hospital is often short-term in-patient care (Holmqvist et al 1998; 

Wester, Radberg and Lundgren 1999), but recently there has been an increasing 

emphasis on the care of stroke survivors in the community (Hackett et al 2002; Rud 

et al 1997). Most care in the community is undertaken by family carers (CS 

Anderson et al 1994), but the long-term needs of stroke survivors and their carers in 

the community have tended to be neglected (Stroke Association 2000). As yet little 
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is known about the effectiveness of different types of community intervention and 

which are the most beneficial and resource-efficient for survivors with residual 

disabilities living in their homes. 

Attempts have recently been made to investigate community care for stroke survivors 

(Hackett et al 2002; Holmqvist et al 1998; Kelson, Ford and Rigge1998; McKevitt 

and Wolf 2000). The findings revealed that there were unmet service needs of stroke 

survivors which were mainly related to lack of information about stroke and to the 

lack of services and support available to and accessible to the survivors. The 

findings also revealed that stroke is a 'family' illness: it presents challenges and 

dilemmas to family members who live with or support survivors (R Anderson 1992) 

and family carers had unmet needs for information and training to help them cope 

effectively with their survivor relatives (Bailey and Rennie, 1997; Wiles et al 1998). 

These studies suggested that because of the important role of carers in supporting 

their relatives in the community it is important to address their needs. 

However, none of studies of community care for stroke survivors has improved the 

care received by those survivors. This is may be a result of unsuitable designs (A vis 

1997; Scholte et al 1998) or not addressing the problems most associated with stroke 

such as physical health and survivors' identified needs and resources (Scholte et al 

1998). The literature therefore indicates that further work is required to systemically 

investigate the experience of stroke survivors in hospital and living in the community 

(Koch, Wottrich and Holmqvist 1998). 

Another limitation of the findings of these studies and the other literature reviewed in 

Chapter 2 is that they were conducted in developed countries where the cultural 

background and context are different from those in Jordan. 

In Jordan, there is a paucity ofliterature available about stroke disease, about the 

impact of stroke on survivors and their families, about the needs of survivors and 

their families and about the help available to them in hospitals and in the community. 

Care in the community in Jordan is affected by the cultural background, including 
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beliefs about the separate roles of men and women and by everyday practices related 

to custom and tradition.(more details are presented in Chapter 3). 

In Jordan, provision of services for people with disabilities (PWD), and especially 

people suffering from strokes, varies considerably between urban and rural areas. 

The expatriates who set up some of the original services did not always take 

Jordanian culture into account when doing so, and many service settings lack trained 

physiotherapists and occupational therapists, whose professional development in 

Jordan is still at an early stage. Because of these limitations in services, the 

condition of PWD, including stroke survivors, is at great risk of deterioration and of 

developing complications after discharge from hospital to live in the community. 

This indicates that in Jordan there is an urgent need for appropriate care for stroke 

survivors. 

The first step in the provision of services in the community is to identify the needs 

and priorities of stroke survivors and their families. It has been suggested that 

survivors and carers, who have experienced stroke are in the best position to identify 

and understand their own needs (Kelson, Ford and Rigge 1998; Pound, Gompertz 

and Ebrahim 1994; TN Taylor et al 1996). The views of therapists who work with 

stroke survivors and their families in the community are also important to 

understanding their needs (Partridge 1993). There are only a limited number of 

studies in developed and developing countries which have investigated the 

demographic characteristics of stroke patients in hospitals (Bonita, Solomon and 

Broad 1997). In Jordan there is as yet no information available about the incidence 

of stroke. 

The aims of this study were to identify the characteristics of stroke patients in 

Jordan and to explore the perceptions of Jordanian therapists and stroke survivors 

and their family carers of the care in the community received by stroke survivors. 

It is hoped the findings from this study will inform service providers and planners 

about the needs of stroke survivors and their families and will contribute to the 

development of appropriate community care for these people. 
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3. Method 

Because of the complexity of stroke, quantitative and qualitative research methods 

were used (see Chapter 4). It was decided to collect and analyse available 

quantitative demographic data about the incidence of stroke and then to use a 

qualitative approach to explore the experiences of therapists and survivors and their 

carers. 

The study was carried out in several stages. The World Health Organisation (WHO) 

MONICA protocol was used to collect retrospective demographic data about stroke 

patients from two hospitals in Jordan over a three-year period, and a descriptive 

analysis was performed on this data using Microsoft Excel for Windows. 

A focus group interview was held with Jordanian therapists to investigate their 

perceptions of the care of stroke survivors in the community. Following pilot studies 

a series of semi-structured interviews were held with stroke survivors and their 

family carers in Jordan. This part of the study was carried out using ethnographic 

principles which recognised the significance of Jordanian culture. 

Jordanian participants (therapists, stroke survivors and their family carers) were 

interviewed in Arabic and the tape-recorded information was transcribed and 

analysed in that language. Measures were taken to ensure the accuracy of transcripts 

and the reliability and validity of the data analysis. 

4. The importance of the study 

The current study was unique and elicited a new body of evidence about the 

characteristics of stroke patients in Jordanian hospitals, and about the life experience 

of stroke survivors and their carers after discharge. It is hope that by improving 

knowledge about stroke, both the public and health care professionals there will be 

more aware of risk factors and how to improve care for stroke survivors. 
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The timing of the study is also important because development of community care 

for people with disabilities in Jordan is still in the early stages. Since Jordan signed a 

peace treaty with Israel in 1994 after almost 50 years of armed conflict more 

economic resources have been diverted to develop better health and social services to 

Jordanian people including people with disabilities. The findings from this study 

will, it is hoped, provide policy makers with evidence-based information for the 

development of community care which is appropriate for Jordanian culture and 

resources. 

5. Outline of the thesis 

The thesis is presented in eight chapters. Chapter 1 introduces the background to the 

study and describes the organisation of the thesis. 

Chapter 2 deals with general information about stroke, including demographic data 

such as incidence of stroke, a description of the available hospital services and the 

characteristics of stroke patients. This chapter also deals with the experience of 

stroke survivors and their carers in the community, including the physical, 

psychological and social impacts of stroke, the needs of stroke survivors and their 

families in the community and the services and support available to them. 

Chapter 3 is in two parts. The first presents introductory information about Jordan 

with a focus on Jordanian culture, its influence on the care of stroke survivors in the 

community and how this knowledge could be used to facilitate a better life style for 

people with disabilities. The second reviews the health services, facilities and 

support resources available to and accessible for people with disabilities, including 

stroke survivors, in Jordan. 

Chapter 4 provides a description and critical evaluation of the quantitative and 

qualitative methods employed in the various stages of the study, which include two 

essentially quantitative projects: the collection and analysis of demographic data in 

the Al-basher and Mafraq Hospitals, and the development and piloting of a Quality 

of Life questionnaire, the SF-36. These are then followed by three qualitative 
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projects: an exploratory pilot study with physiotherapists in Jordan, a pilot study with 

stroke survivors and their carers in England and the main study, interviews with 

stroke survivors and their family carers in the community in Jordan. The chapter 

then discusses the role of the researcher, the characteristics of the participants and the 

process of their recruitment, the process of data collection, and the method of data 

analysis and the justification of its use. 

The first part of Chapter 5 presents the results of the demographic study and these 

findings are discussed in the second part of the chapter. Understanding demographic 

characteristics of patients is necessary in order to assess patients' needs, to improve 

the quality of life of patients and their carers and to develop new services for stroke 

survivors (Ebrahim and Harwood 1999). 

The importance of therapists' understanding of the carers' role in the overall 

management is becoming increasingly recognised. In Jordan, physiotherapists and 

occupational therapists are the only health professionals working with stroke 

survivors and their families within the home. Chapter 6 deals with the findings and 

the discussion of the perceptions of physiotherapists and occupational therapists in 

Jordan. 

Stroke survivors and their families can experience a range of overwhelming 

problems following discharge from hospital. Survivors and carers who have 

experienced stroke are in the best position to identify and understand their own 

needs. Chapter 7 presents the experiences of survivors and carers in their own 

words. This is followed by a discussion of the findings. 

Chapter 8 provides a brief overview of the project and draws together the main 

findings of the study, including impact of culture on the provision of care, and the 

unmet need for information and financial help of stroke survivors and their carers. It 

includes a discussion of the limitations of the study, a discussion of the role of the 

researcher and suggests for further work and recommendations for improvements to 

services for people with disabilities in Jordan. 
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Background to the Study 



Chapter 2: Background to the Study 

Stroke is the most common cause of adult disability, both globally and in the United 

Kingdom. Stroke survivors are often left with severe disability and a need for 

physical rehabilitation as well as for long-term care (Boysen 1995; McDermott, 

1999). 

Traditionally, stroke care and rehabilitation happened in hospital as short-term in

patient care (Holmqvist et al 1998; Wester, Radberg and Lundgren 1999). Recently 

there has been an increasing emphasis on the care of stroke survivors in the 

community (Hackett et al 2002; Rud et al 1997). Most care in the community is 

undertaken by family carers (R Anderson 1992), but the long-term needs of stroke 

survivors and their carers in the community have tended to be neglected (Stroke 

Association 2000). As yet little is known about the effectiveness of different types of 

community intervention and which are the most beneficial and resource-efficient for 

survivors with residual disabilities living in their homes. 

The literature reviewed in this chapter includes general information about stroke, 

including demographic data about stroke patients such as incidence of stroke, 

facilities for care and the characteristics of stroke survivors. The experience of 

stroke survivors and their carers in the community, including the physical, 

psychological and social impacts of stroke, the needs of stroke survivors and their 

families in the community and the services and support available to them are also 

presented. 

There are very few references in the literature to the Jordanian situation because very 

little work on this topic has been done in Jordan. 

1. General information about stroke 

Stroke is defined as rapidly developing clinical signs of a focal disturbance of 

cerebral function, with no apparent cause other than vascular origin, lasting more 

than 24 hours or leading to death (Aho et al 1980). Stroke can be classified into four 
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pathogenically different categories. Thrombotic strokes represent 40 per cent of all 

strokes; embolic strokes are the second commonest type (30 per cent), followed by 

lacunae (20 per cent) and haemorrhagic strokes (10 per cent). Major risk factors 

include advanced age, male gender, hypertension, atrial fibrillation (irregular 

heartbeat), coronary artery disease, diabetes, hypercholesterolaemia (raised 

cholesterol levels) and cigarette smoking (Benson and Sacco 2000). Stroke is the 

third leading cause of death and leaves many of its survivors with physical and 

mental disabilities, creating a major social and economic burden for survivors and 

their family carers and for the health services (Kaste, Fogelholm and Rissanen 1998). 

In Jordan, there is as yet no information available relating to the scope of stroke, the 

impact of stroke, the needs of stroke survivors and their families and care in the 

hospital and in the community. 

2. Demographic data about stroke survivors 

There is a general lack of information related to the incidence, mortality, and survival 

rates of stroke in many developed and developing countries (Bonita, Broad and 

Beaglehole 1997). There is, however, a recognised need to provide this information. 

It has been suggested that in order to assess survivors' needs, to improve the quality 

of life of survivors and their carers and to develop new services for survivors, it is 

necessary to understand stroke-related information, such as the incidence and 

mortality rates and risk factors associated with stroke (Ebrahim and Harwood 1999; 

Poungvarin 1998) . In this chapter, the rates of stroke incidence, case fatality and 

mortality, risk factors for stroke and the characteristics of stroke survivors in 

developed and developing countries are reviewed. 

2.1 Incidence related to age and gender 

In developed countries, the incidence rate of stroke survivors varies from 130 to 912 

per 100,000 population (Stewart et al 1999; Terent 1988; Tunstall-Pedoe et al 1994; 

Tumihol 1992). A study in Sweden using a prospective stroke registry demonstrated 

that the incidence rate for the first-ever stroke in the 1980s was 353 per 100,000 

inhabitants (Terent 1988). In the Swedish study, the data was collected over three 

years using the Word Health Organisation (WHO) MONICA protocol (Tunstall-
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Pedoe et al 1994). Another study in Finland, using a different design from the 

Swedish study, found that the incidence rate was about 250 per 100,000 inhabitants 

(Tumihol 1992 ). In the United States, a prospective study carried out over five years 

found an incidence rate of 145 per 100,000 inhabitants. In the United Kingdom, a 

one-year a prospective community stroke registry demonstrated an incidence rate of 

130 per 100,000 inhabitants (Stewart et al 1999). The research has revealed that 

there are two main factors related to stroke: age and gender (Geddes et al 1996; 

Johansson, Norvving and Lindgren 2000; Stewart et al 1999). These authors found 

that the stroke incidence rate was higher in the older age groups and in men rather 

than in the younger age groups and in women. Data from a community-based survey 

in the United Kingdom yielded an age-specific prevalence rate of 46.8 per 1000 for 

men and 33 .9 per 1000 for women aged 65 to 7 4 while the overall rate for both men 

and women over 75 rose to 95.1 per 1000 (Geddes et al 1996). The sharp rise by age 

in incidence rates has also been reported in several older studies (Rissanen 1992; 

Sivenius 1982). There has been a declining trend in stroke incidence in most 

developed countries (Kotila 1986; Numminen et al 1996; Tuomilehto et al 1996; 

Sarti et al 1994). However, other researchers have found an increase in the incidence 

rate in Sweden and in North America (Brown et al 1996; Johansson, Norvving and 

Lindgren 2000; Terent 1988). 

One possible explanation for the contradictions among these studies of stroke 

incidence rate may be attributed to the different research approaches and designs 

used to collect the research data. Nevertheless, as improvements in public health and 

medical and social advances continue to extend life expectancy, there may be an 

increase in the size of the population at risk of stroke (World Health Organisation 

1989). However, the existing research data may be sufficient to indicate a significant 

improvement in the rate of survival after stroke since the 1980s (Shahar et al 1995). 

There have only been a few studies of stroke incidence rate in developing countries. 

Two studies, in Nigeria and in Ethiopia, used questionnaires in a house-to-house 

survey to collect information about strokes (Osuntokun et al 1987; Tekle-Haimanto 

et al 1990). The first study was carried out over one year and the second over two 

years. Both studies looked at information related to all neurological disorders, 
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including stroke. The incidence rate of stroke was found to be 58 per 100,000 and 15 

per 100,000 inhabitants in Nigeria and Ethiopia respectively. In Tanzania, with a 

mixed population of Muslims and Christians (a cultural mix similar to that found in 

Jordan). R Walker et al (2000) used questionnaires to collect data from medical 

admission files and physiotherapy records and found the incidence rate in Tanzania 

to be 73 per 100,000 inhabitants. 

In Middle Eastern countries where the life style, religion and cultural traditions are 

similar to those of Jordan, few studies have investigated demographic information 

about stroke. In Saudi Arabia, a prospective study carried out over a period of two 

years looking at the characteristics of stroke survivors admitted to the main hospital 

in eastern Saudi Arabia, found an incidence rate of 178 per 100 000 inhabitants (El 

Sayed et al 1999). In Libya, the incidence rate of stroke survivors was found to be 

63 per 100,000 inhabitants (Ashok, Radnakrishnan and Shridharan1986). 

As in developed countries, the incidence rate for stroke increased with increasing age 

and was higher in men than in women (Chen et al 1992; R Walker et al 2000; El 

Zunni and Ahmad 1995). Chen et al (1992) found that the incidence rate in China 

increased from two per 100,000 for people aged 25 to 34 years to 553 per 100,000 

inhabitants for people aged 65 to 74 years. Similarly, in Libya the incidence rate 

increased from 14 per 100,000 inhabitants to 113 per 100,000 with increasing age. 

Chen et al (1992) also found that there was a significant difference in incidence rates 

between men and women, the incidence rate for men being higher: 219. 7 per 

100,000 and 160.5 per 100,000 for men and for women respectively 

2.2 Case fatality rate 

'The case fatality rate represents the proportion of stroke survivors who die early' 

(Boysen 1995). According to the WHO MONICA protocol, the case fatality rate 

involves stroke patients who die within 28 days of stroke onset. The direction of 

trend of case fatality over the years indicates the quality of interventions during the 

acute stage of stroke (Thorvaldsen, Asplund and Kuulasmaa 1995). 

12 



In developed countries case fatality rates have decreased over recent decades and are 

higher for women than for men (Bonita, Broad and Beaglehole 1993; Thorvaldsen, 

Asplund and Kuulasmaa 1995). In New Zealand, the case fatality rate for the period 

1981 to 1991 was between 27 and 22 per cent in men and 38 and 26 per cent in 

women (Bonita, Broad and Beaglehole 1993). Over a 10-year (1983 to 1992) period 

in Finland, the 28-day case fatality rate fell each year by 3.6 per cent for both sexes. 

The case fatality rate was also higher in an older group than in a younger group of 

stroke survivors in Canada (Mayo et al 2000). One possible explanation for this may 

be that the aging process, where the health of the older age group has already 

deteriorated, may leave people too fragile to survive the effects of a stroke. 

Information about case fatality rates in developing countries is limited. In a Chinese 

study the case fatality rate was found to be 35 per cent and in Saudi Arabia it was 10 

per cent of the stroke population (Chen et al 1992; El Sayed et al 1999). 

2.3 Case mortality rate 

The mortality rate is the number of deaths per year per 100.000 population (Boysen 

1995). In developed countries, several studies of stroke mortality showed a variation 

between countries and areas. In a study of27 developed countries the mortality rate 

in the USA and Canada, for example, was found to be 47 and 44 respectively 

(World Health Organisation 1992). 

2.4 Risk factors 

Risk factors for stroke have been classified as 'non-modifiable' or 'modifiable' 

(Goldstein et al 2001). Modifiable risk factors are those factors that can be managed 

or treated and include high blood pressure, smoking, diabetes, atrial fibrillation and 

hyperlipidaemia (an inherited blood disorder associated with high serum cholesterol) 

(Wolf and D' Agostino 1993). Non-modifiable risk factors include age, gender, race 

and ethnicity and family history (Gillum 1998; Gorelick 1998). 

Studies have shown that stroke incidence in the USA is higher in blacks than in 

whites (Gorelick 1998; Howard et al 1994). In a study investigating risk factors in 

stroke, Gillum (1999) found that blacks had a 38 per cent greater incidence of strokes 
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than whites. This may be because the incidence of high blood pressure, obesity and 

diabetes mellitus is higher in the black population than the white population (Gillum 

1999). 

2.4.1. High blood pressure Hypertension (high blood pressure) is a major risk 

factor in both ischaemic and haemorrhagic strokes (Wolf and D 'Agostino 1993). 

Welin et al (1987) found that high blood pressure was a risk factor in 789 men, 57 of 

whom had had a stroke and had been monitored for up to 18 years. Sandercock, 

Warlow and Jones (1989) studied risk factors in 224 first embolic strokes in an 

Oxfordshire population of 104,000 and found that high blood pressure was present in 

52 per cent of the cases compared with a healthy group. 

Studies in developing countries have suggested that high blood pressure is a major 

risk factor (Akbar and Mushtaq 1999; El Sayed et al 1999). The most common risk 

factor was hypertension concomitant with diabetes mellitus in 40.4 per cent of 

hospitalised patients and hypertension alone for 24.9 per cent (El Sayed et al 1999). 

Akbar and Mushtaq (1999) found that high blood pressure was present in 20 per cent 

of stroke survivors. However, there were no comparisons with a healthy group in 

these two studies, making it difficult to draw conclusions from them. 

2.4.2 Cigarette smoking Several studies have shown that cigarette smoking is a 

major risk factor for stroke (Shaper et al 1991; Wannamethee et al 1995; Wishant, 

1997) In a population of 7,735 British men monitored for eight years, cigarette 

smoking was found to be associated with a risk of having a stroke (Shaper et al 

1991). Shinton and Beevers (1989) found that cigarette smoking increased the risk 

of cerebral infarction among smokers compared to non-smokers. However, the risk 

of stroke disappeared two to four years after stopping smoking (Kawachi, Colditz 

and Stampfer 1993). In the only study in Saudi Arabia, El Sayed et al (1999) found 

that 1.8 per cent of stroke survivors who been admitted to hospital were smokers, 

although these results should be carefully interpreted because there were no 

comparisons between smokers and non-smokers. 
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2.4.3 Diabetes Several studies have shown that diabetes is another major stroke risk 

factor (Burchfield, Curb and Rodrigues 1994; United Kingdom Prospective Diabetes 

Study Group 1998). Among Japanese living in the USA, those with diabetes had 

twice the risk of an embolic stroke of non-diabetic subjects (Burchfield, Curb and 

Rodrigues 1994). In the Arab population one-fifth of stroke survivors were found to 

suffer from diabetes (Al-Jishi and Mohan 1999; Al-Rajeh et al 1993a, Al-Rajeh et al 

1998; El Sayed et al 1999). 

2.4.4 Atrial fibrillation (Irregular heart beat)is another risk factor associated with 

stroke (Goldstein 1998). Benjamin et al (1998) found that there was a dramatic 

increase in the risk of strokes, which increased with age, associated with atrial 

fibrillation. The risk factors increased from 1.5 per cent for those aged between 55 

and 59 to 23 per cent for those aged between 80 and 89. 

In a few studies carried out in developing countries, atrial fibrillation was found to be 

present in around 5 to 10 per cent of stroke patients admitted to hospital (Akbar and 

Mushtaq 1999; Al-Rajeh et al 1993b; El Sayed et al 1995). 

2.4.5 Hyperlipidaemia Hyperlipidaemia (raised cholesterol levels) is another factor 

associated with the risk of stroke (Goldstein 1998). It is well documented that lipid 

abnormalities are associated with coronary artery disease but there is very little 

research into the relationship between lipid abnormalities and cerebrovascular 

diseases, including strokes. In a review of 45 papers Qizilbash et al (1998) reported 

that there was no association between cholesterol level and haemorrhagic stroke. 

Other studies have looked at the relationship between cholesterol levels and 

ischaemic stroke and found a weak association (Benfante et al 1994). 

3. Demographic characteristics of stroke patients in hospitals 

In the previous section epidemiological information about stroke, such as age and 

gender related to incidence rate, case fatality rate, case mortality rate and risk factors 

are presented. In this section the demographic characteristics of stroke patients, such 

as age, gender stroke type, length of hospital stay and type of stroke are presented. 
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Understanding information about stroke characteristics helps to assess patients' 

needs and to develop new services for them (Ebrahim and Harwood, 1999). 

Table. I. I shows that several demographic results of the studies of stroke were 

carried out to collect demographic data from hospitals in developed and developing 

countries. However, in these studies the authors used different designs: for example, 

retrospective designs (El Zunni et al 1995; Gladman 1992) or prospective designs 

(Akbar and Mushtaq 2001; Anderson et al 1993). Some of the studies were carried 

out over one year while others were carried out over 18 months. The differences in 

design make direct comparisons between the findings of the studies impossible. An 

additional problem was that some studies used CT scans as a measurement tool to 

classify stroke and others did not (El Sayed et al 1999; Oxfordshire Community 

Study 1989). However, the overall findings showed that the majority of strokes were 

ischaemic and the main risk factors were high blood pressure, diabetes mellitus and 

cardiac problems. 

Understanding the characteristics of stroke patients in hospitals has clinical 

implications as such knowledge may help in diagnosis and subsequent appropriate 

interventions. An understanding the level of consciousness of patients helps to 

predict their prognosis: for example, Wang et al (2001) suggested that patients who 

suffered impaired consciousness have a high risk of dying within three months of 

stroke. 

Other demographic information, such as severity of stroke, consequences of stroke 

and risk factors are important to understanding the recovery process of stroke. In a 

study of 544 hospitalised stroke patients, Wang et al (2001) found that other 

indicators of poor survival included having a haemorrhagic stroke, urinary 

incontinence, severe limb weakness and atrial fibrillation. It also has been suggested 

that the outcome of stroke depend on the size and location of brain damage and on 

the patient's age (Ebrahim and Harwood 1999), indicating the importance of 

understanding stroke type and its location. These can be identified by diagnostic 

brain CT scans. Brain CT scanning also helps with the early detection of stroke and 

therefore early intervention (Bum et al 1997). 
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Understanding information related to the event of stroke is also important. For 

example, information related to the risk factors for recurrent stroke helps clinicians 

and policy makers to consider preventative measures by providing appropriate 

information to patients and making medication and necessary therapeutic 

intervention available (Samsa et al 1999). It has been suggested that the main factors 

increasing the risk of recurrent stroke are due to a failure to control the risk factors 

related to the initial stroke (Goldstein 1998; Gubitz and Sandercock 2000). These 

risk factors include advanced age, diabetes mellitus, high blood pressure, cardiac 

problems and a previous history of transient ischaemic attacks. 
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Authors Study design Sample Gender Age (years) 
(n) Male Female (mean and SD) 

Akbar and Prospective over 103 54% 46% 65 ± 12 
Mushtaq (2001) 2 years 

Prospective over 536 53% 47% 72 
Anderson et 18 months 

al.(1993 

Elsayed et al. Prospective over 329 50% 50% 62.8 ± 11 
(1999) 2 years 

Elzunni et al. Retrospective 921 56% 44% Age range (15-
(1995) over 3 years 75) 

Gladman Retrospective 1119 46% 54% 74 
(1992) over 2 years 

Hawkins et al. Guy's Hospital 1992 * 74years 
(1995) stroke over 1 

year 
Oxfordshire Prospective 404 * Age range (25-
community study over 1 74) 

stroke project year 
(1983) 

HP: High blood pressure; DM: Diabetes mellitus; *: data not available 

Table 1.1 Demographic characteristics for stroke patients' studies 

........ 
00 

Average Stroke type Main Risk CT scan 
length of factors ( %) 
hospital ischaemic Haemorrhagic 

stay 

* 74% 10% HP,DMand 90% 
( 16% unclassified) heart problems 

* 71% 15% * * 
(14% unclassified) 

* 79% 21% HP,DMand 100% 
artial fibrillation 

* 77% 33% HP,DMand * 
cardiac lesion 

44 days * HP,DM and 29% 
artial fibrillation 

* * * 87% 

* 76% 13% * 89% 
(11 % unclassified) 



3.1 Techniques available for collecting stroke demographic data 

The initial intention of this study was to collect and analyse epidemiological data 

such as incidence rate, mortality rate, and risk factors. However, because of 

information missing from patients' medical records in Jordanian hospitals and 

unavailability of information related to non hospitalised patients, it was not possible 

to collect full epidemiological data, therefore only stroke demographic information 

was collected. 

The aims of collecting information about stroke are to inform planning services and 

to assess survivors' needs (Ebrahim and Harwood 1999; Poungvarin 1998). In order 

to collect demographic information measurement tools are needed (Wade, 1992). 

Various techniques can be used to collect demographic data about stroke; the 

National Institute of Health (NIH) stroke scale (Brott et al. 1989), Canadian 

Neurological Scale (Cote et al. 1989), Hemispheric Stroke Scale (Adams et al. 1987), 

Clinical Classification of Stroke (Bamford, 1988) and Guy's Hospital Score for 

Haemorrhage (Sandercock et al. 1985). The majority of available measurement tools 

were designed to measure specific aspects of stroke; the NIH stroke scale measures 

impairment levels, the Canadian Neurological Scale measures information related to 

cognitive and motor responses and the Clinical Classification of Stroke measures 

mortality and morbidity rate 

Although these measurement tools have been tested for validity and reliability 

(Wade, 1995), they were designed to measure the severity of stroke rather than the 

full scope of data available about stroke patients. As the aim of the current 

demographic study was to identify the characteristics of stroke and provide a full 

profile of information about stroke patients in Jordanian hospitals, these techniques 

were not considered appropriate. 

Two other studies were previously carried out in the Middle East in areas where the 

environment and services are similar to Jordan (Akbar and Mushtaq, 2001; Elsayed, 

et al. 1999). The aim of these studies was to collect stroke demographic data from 

hospitals in Saudi Arabia. The stroke data collected in these studies included age, 

gender, type of stroke, risk factors and occurrence of stroke. However in both 
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studies there was limited information about the protocol used to collect the data. 

Akbar and Mushtaq's study (2001), reported that a pre designed protocol was used 

but provided no evidence about the author of the protocol or how it was developed. 

The Elsayed, et al. study (1999), surveyed patients' medical files without using any 

formal protocol. 

Because of the limitations mentioned, a modified protocol was used (see Appendix 

1B) based on selected information available in the standardised WHO MONICA 

protocol (see AppendixlA). Full details of the modifications made to the original 

MONICA protocol are presented in Chapter 4. 

4. Summary of demographic information 

Demographic studies have increased our knowledge about stroke trends, incidence 

rates, risk factors and the types of stroke suffered by both men and women. 

However, the majority of these studies have been carried out in developed countries. 

Importantly, no such work has been carried out in Jordan. 

The studies cited above demonstrate that stroke incidence rates are lower in 

developing than in developed countries, that it increases with age and that it is higher 

in men than in women .. For example, the incidence rate in Ethiopia was found to be 

15 per to 100,000 inhabitants, compared to 833 in New Zealand. These differences 

may be due to different study designs, such as selection of patients and the methods 

used to collect demographic data about stroke or due to the different standards of the 

health systems in developed and developing countries. 

In developing countries, health systems and health facilities are far below the 

standards of those in developed countries. In developed countries there are 

increasing numbers of people over 65 years of age (R Walker et al 2000), and life 

expectancy is higher in developed than in developing countries. Many studies 

suggest that because of shorter life expectancy of people in developing countries 

there are fewer people who reach the age where they are at risk of stroke and 

therefore the incidence rate of stroke in developed countries would naturally be 
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higher than in developing countries. Another possible explanation for this difference 

may be the reliability of information about stroke patients available in developing 

countries. Poungvarin (1998) suggests that in developing countries, information 

about strokes and other neurological disorders is limited and not well developed. 

The increase in incidence rate combined with declining death rate would result in an 

increase in the prevalence of strokes in developed countries and therefore have a 

significant impact on health expenditure with no evidence that increased services 

improve survivors' and carers' lives. The reasons for the declining mortality rate 

have not yet been systematically explored but improvements in supportive and 

rehabilitative care and a change in the natural history of the disease have been 

assumed (Geddes et al 1996). The high cost of stroke services maybe due to long 

hospitalisation periods for stroke patients in developed countries (Holmqvist et al 

1999). 

A report on stroke care in England showed that the 12 per cent of patients who are 

highly dependent and moving towards long-term care account for 56 per cent of the 

total expenditure on stroke care in the first year following stroke (Bosanquet and 

Franks 1998). Estimates of the lifetime costs show that patients needing long-term 

care can cost 30 times more than patients who experience a rapid recovery. 

In order to compare demographic data between different countries or areas, it has 

been suggested that the same data collection procedures and study designs should be 

adopted (World Health Organisation 1980). Therefore, in order to compare 

demographic data between different countries, the World Health Organisation 

(WHO) Multinational Monitoring of Trends and Determinants in Cardiovascular 

Disease (MONICA) protocol (WHO 1990) has been recommended as a data 

collection tool for gathering information related to stroke populations and their 

potential characteristics (See Appendix 1 ). Accordingly, in the present study the 

WHO MONICA protocol was used to collect about the stroke population from 

Jordanian hospitals (see Chapter 4). 
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5. The effect of stroke on survivors 

Residual disabilities after a stroke may be the result of brain damage. These 

disabilities include hemiparesis (paralysis on one side of the body), cognitive 

impairment and speech difficulty as well as secondary complications such as urinary 

incontinence and emotional impairment (Berges et al 2000; Brittain, Peet and 

Castleden 1998; Clark and Smith 1998a; Dursun et al 2000; Ikai et al 1998; Kase et 

al 1998; Pedersen et al 1997; Rumbach 2000; Ween et al 1996). 

In order to develop guidelines to help stroke survivors and their carers, Kelson, Ford 

and Rigge (1998) used a focus group technique with 22 stroke survivors and 18 

carers. They held five focus group sessions: three with survivors and two with 

carers. The survivors' focus group included 14 men and eight women aged between 

44 and 77 while the carers' focus group included 13 women and 5 men. Kelson, 

Ford and Rigge found that the impact of stroke on survivors included physical 

disabilities such as reduced mobility and emotional effects such as crying, 

frustration, upset and some times real despair. They also found that stroke affected 

survivors socially by causing them loss of employment, social isolation and 

sometimes damage to relationships with family and friends. 

The physical, psychological, social and financial effects of stroke are discussed in the 

following sections. 

5.1 Physical impact 

Stroke is the most important cause of physical disability in people of all ages (Kaste, 

Palomaki and Sarna 1995). Hemiparesis is the most constant neurological finding, 

its incidence in the acute stage varying between 70 and 85 per cent (Dobkin 1995; 

Kotila 1986; Rissanen 1992). Neurological deficits often improve during the first 

month and for up to one year so that after a year about 22 per cent of survivors walk 

independently (Rissanen 1992). Another study (Wade et al 1987) found that 

although 60 per cent of stroke survivors regained independence in walking by three 

months many hemiplegic survivors had continuing problems with mobility due to 

impaired balance and motor weakness. 
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Most stroke survivors (53 to 76 per cent) are independent in activities of daily living 

(ADL) after one year although 8 to 28 per cent are totally dependent on the help of 

other people (Aho et al 1986; Kotila 1986; Rissanen 1992; Sivenius 1982). 

However, the ability to perform ADL independently does not necessarily mean 

abilities are 'back to normal'. 

One of the second complications ofhemiparesis in some cases is loss of arm function 

associated with shoulder subluxation (partial dislocation of the joint) (Broeks et al 

1999; Ik:ai et al 1998). Broeks et al found that half of the survivors still has partial 

loss of functional ability of the hemiplegic arm four years after stroke and that most 

of the improvements in hand function took place during the first 16 weeks post 

stroke. This indicates that survivors may not reach an independent level before this 

time and it is probably important to inform survivors and their family carers about 

this time scale. Other important information for stroke survivors is that the physical 

effects of stroke may last up to three years (R Anderson! 992). However, the 

differences in the time scales placed on these physical effects in different studies may 

be due to the different characteristics of the stroke survivors included in the above 

studies and the time since the onset of stroke at which assessment were made. 

5.2 Psychological impact 

Several studies have investigated the psychological impact of stroke, which include 

depression, cognitive impairment and emotional and behavioural disturbances. 

5.2.1 Depression Depression is the most common emotional and behavioural 

disorder following stroke. There is a large variation in the prevalence depression 

after stroke due to the patient selection and diagnostic methods used by clinicians 

and researchers. Wade, Legh-Smith and Langton-Hewer (1987) concluded that 

depressed mood was present in about one-quarter of survivors up to one year after 

stroke. Later studies have identified two types of depressive disorders associated 

with stroke: major depression, which occurs in up to 25 per cent of survivors; and 

minor depression, which occurs in 10 to 30 per cent of survivors (Eastwood et al 

1989). 
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In a study by Kauhanen ( 1999), depression was diagnosed in 53 per cent of survivors 

at three months and in 42 per cent at 12 months following stroke, but the frequency 

of major depression increased from 9 per cent to 16 per cent during the first year. 

Similar prevalence rates for major depression among long-term stroke survivors have 

been found in several other studies (Astrom, Adolfsson and Asplund 1993, Parikh et 

al 1990, Sharpe et al 1994; Wade, Legh-Smith and Langton-Hewer 1987). More 

than half the patients who are depressed in the acute phase of stroke are at risk of 

developing chronic depression (Wade, Legh-Smith and Langton-Hewer 1987). 

Other factors reported as associated with post-stroke depression include functional 

dependence, age, gender and social impairment (RG Robinson et al 1997; Sharpe et 

al 1994). The aetiology of post-stroke depression is multifactorial and includes both 

personal and social pre stroke factors (G Andersen et al 1995; Herrmann, Bartles and 

Wallesch 1993; Lyketsos et al 1998). 

The association between the location of specific cerebral lesions and post-stroke 

depression has been the subject of debate in recent decades. Several reports suggest 

a higher rate of depressed mood in those with a lesion in the left frontal region of the 

brain (Herrmann, Bartles and Wallesch 1993; Morris, Robinson and Raphael 1992), 

although Wade, Legh-Smith and Langton-Hewer (1987) failed to confirm any 

association between right-side weakness and depression. Higher rates of post-stroke 

depression was also found in survivors with left hemisphere lesions (Kauhanen 

1999). Kauhanen's study demonstrated a higher frequency of depression amongst 

aphasic (with a diminished ability to use and understand language) survivors 

compared with non-aphasic survivors following stroke. (Aphasic strokes are usually 

associated with left hemispheric lesions.) 

The need for early detection and treatment of depression has been underlined by 

many investigators (MS Clark and Smith 1998b; Reding et al 1986; van de Weg, 

Kuik and Langhorst 1999) and the possible beneficial effect of antidepressant 

medication on recovery after stroke has been suggested (Ebrahim and Harwood 

1999). 
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5.2.2 Cognitive impairment One of the main cognitive deficits following stroke is 

hemianopia, or blindness in one half of the visual field (Pedersen et al 1997). This 

loss can be caused by a variety of medical conditions, of which stroke is among the 

most commonly experienced (Kalra et al 1997). 

'Neglect' refers to a tendency to ignore stimuli in one half of space and is another 

cognitive deficit found in 43 per cent stroke survivors affected by right hemisphere 

lesions (Pedersen et al 1997). It can involve all modalities (vision, hearing and 

touch) and usually results from right hemisphere lesions, most commonly in the 

parietal lobe of the brain. Kalra et al (1997) found that patients with visual neglect 

required longer hospitalisation and more therapy compared to patients with no visual 

neglect and that visual neglect may affect the ability of stroke survivors to live 

independent! y. 

Memory disorders have been reported in 10 to 55 per cent of stroke survivors (Kotila 

et al 1985; Tatemichi et al 1994). However, estimates of the prevalence of memory 

disorders among stroke survivors is questionable since survivors with aphasia are 

often excluded. General intellectual decline characterised by impairment in several 

cognitive domains is not uncommon after stroke. Kase et al (1998) studied a cohort 

of older stroke survivors and found a correlation between large, left-side stroke 

damage and cognitive decline. 

5.2.3 Emotional and behavioural disturbances A wide range of emotional and 

behavioural disturbances occur following stroke (RG Robinson 1997). Some of these 

neuropsychiatric disorders, such as depression and lack of interest, have a potential 

impact on rehabilitation and recovery from stroke. Other disturbances, such as post

stroke anxiety and crying, may affect social functioning. According to MS Clark and 

Smith (1997), similar disturbances were apparent in nearly 30 per cent of the patients 

in their study at discharge, and the disturbance persisted for 12 months. 

5.3 Speech difficulties 

Speech difficulties are one of the main characteristics of left hemispheric lesions 

(Alexander et al 1992). Aphasia, or a difficulty in selecting and uttering words, is 
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the most commonly-experienced speech difficulty and in the acute phase of stroke 

one-third of all patients suffer from aphasia. Aphasia is often associated with other 

cognitive deficits such as apraxia or the inability to perform purposive movement 

(Alexander et al 1992), memory deficits and visio-spatial impairment (Ween et al 

1996). Spontaneous recovery of aphasia is at its greatest during the first three 

months following stroke, but some improvement may take place even later on (Kotila 

et al 1985; Wade 1996). 

5.4 Secondary complications of stroke 

As well as the major disabilities arising from stroke there are a number of secondary 

effects, each of which can be as disabling in its own way. 

5.4.1 Incontinence Incontinence is a consequence of stroke which is associated 

with the severity of the stroke. Incontinence affects not only the lives of stroke 

survivors but also the lives of their carers (Brittain et al 1999). People with 

continence problems became inhibited, causing a variety of reactions such as social 

isolation due to the fear that an accident might happen, and embarrassment about 

telling others about their problem (Edgley 2001 ). However it is not clear from the 

literature whether incontinence is caused by the location of stroke lesions or because 

of cognitive or mobility problems. 

5.4.2 Pain Pain associated with shoulder subluxation is another complication (lkai 

et al (1998), although according to lkai et al the main cause of this pain is adhesive 

capsulitis rather than shoulder subluxation. Many stroke survivors with sustained 

hemiparesis suffer from spasticity which interferes with their functional mobility and 

ADL (O'Brien, Seeberger and Smith 1996). Treatment choices must be carefully 

thought through when spasticity produces pain, results in impairment of mobility, 

threatens to produce joint deformities or contributes to the development of skin 

ulcers (Hesse et al 1998; Lagalla et al 2000). Loss of sensation and seizures are other 

complications presented in hemiparesis cases (Broeks et al 1999; Rumbach (2000). 

5.4.3 Falling Several studies have highlighted that stroke survivors have a high risk 

of falling (Forster and Young 1995; Nyberg and Gustavsson 1995; Tutuarima et al 
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1997; Uger et al 2000). In a study of 108 stroke survivors living in their own homes 

Forster and Young (1995) found that 73 per cent fell within six months after 

discharge from hospital. They also found that those who fell were less socially 

active and suffered from depression and that their carers were more stressed and 

worried. 

In a similar study with a similar sample size (n=106), Nyberg and Gustavsson (1995) 

found that more than one-third of stroke survivors who lived in rehabilitation units 

had restricted their activity as a result of fear of a new fall and that they were likely 

to have negative rehabilitation outcomes. In a study investigating risk factors related 

to stroke in a larger sample (n=720) of stroke survivors from 23 hospitals, Tutuarima 

et al (1997) found that 14 per cent of survivors had fallen. The risk factors 

associated with these falls included heart disease, mental deterioration and urinary 

incontinence. However, in their study the falls were reported in nursing notes which 

contained information gathered by self-report from the survivors and the falls were 

largely unwitnessed by the researchers themselves. 

In another study looking at risk factors related to falling, Uger et al (2000) found that 

in 293 stroke survivors living in geriatric units increased age, depression and heart 

disease were related risk factors. Furthermore, survivors who had sustained a right 

hemiplegic infarct were significantly more likely to fall. 

All these studies have indicated that stroke survivors living in the community are 

likely to fall twice as often as patients who stay in hospital rehabilitation units and 

geriatric centres. Only one study has looked at stroke survivors in the community 

(Young and Forster 1995) and most subjects in this study were elderly and therefore 

at an increased risk of falls even without having suffered a stroke (Bhatnagar 1995). 

5.5 Sexual activity and stroke 

Sexual dysfunction and dissatisfaction with sexual life are common phenomena 

among stroke survivors and their spouses (Boldrini, Busaglia and Calanca 1991; 

Korpelainen, Niemenen and Myllylla 1999; Monga, Lawson and Inglis 1986). 

Psychosocial factors, depression, physical disability and the presence of the 

27 



secondary complications of the disorder may all influence the quality of sexual life 

for stroke survivors (Korpelainen, Niemenen and Myllylla 1999). Only a few studies 

have investigated the prevalence of sexual disorders after stroke: in one study, 33 

per cent of survivors and 27 per cent of spouses enjoyed no coital activity after stroke 

(Korpelainen, Niemenen and Myllylla 1999), but higher percentages of sexual 

disorder have been also reported (Monga, Lawson and Inglis 1986). Urinary 

incontinence, occurring in up to 10 per cent oflong-term stroke survivors (Brittain et 

al 1999; Wilkinson et al 1997) may contribute to an inferior quality of life as a result 

of restrictions in social activity which may therefore affect sexual relationships. 

A low quality of sexual life and a marked decline in sexuality after stroke have been 

reported in a series of studies (Angeleri et al 1993; King 1996, Korpelainen, 

Niemenen and Myllylla 1999; Monga and Osterman 1995). The sexual problems 

included a decline in libido and coital frequency in both genders, a decline in vaginal 

lubrication and ability to reach orgasm in women and poor or absent erection and 

ejaculation in men (Korpelainen, Niemenen and Myllylla 1999; Monga, Lawson and 

Inglis 1986). 

5.6 Social impact of stroke 

The quality and the frequency of social contacts are often unexpectedly decreased 

after stroke (Trigg, Wood and Langton-Hewer 1999). Former friends, neighbours, 

and workmates may cease to visit, contributing to the experience of social isolation 

(Anderson, Linto and Stewart-Wynne 1995). Anderson, Linto and Stewart-Wynne 

(1995) also reported that almost 50 per cent of one-year stroke survivors with 

residual disability were dependent on family members for their social activity. 

However, Ebrahim and Harwood (1999) argued that stroke survivors may become 

isolated not only because of the lack of inclination to visit friends or travel to social 

events but also because of a lack of appropriate facilities such as day centres and 

clubs. This may have important implications for stroke survivors who live in 

developing countries where facilities for people with disabilities in the community 

are not available or are indeed accessible (Thorvaldsen, Asplund and Kuulasmaa 

1995). 

28 



Lack ofleisure activities has frequently been reported as a problem impeding stroke 

survivors from resuming full lives (Evans, Bishop and Haselkom 1991; Holmqvist et 

al 1993). Impaired physical function and deficient communication skills may lead to 

feelings of stigma and loss of confidence which could explain the decline in 

participation in social activities after stroke (Parker, Gladman and Drummond 1997). 

Role changes within the family, non-supportive attitudes and severe emotional 

reactions can result in family dysfunction and major changes in lifestyles (Evans et al 

1994; RG Robinson, Bolduc and Kubos 1985). In addition, carers may adopt an 

unnecessarily protective attitude towards their relative and thus discourage efforts 

towards personal independence. 

5. 7 Financial impact of stroke 

There is limited information about the impact of stroke on survivors' economic 

situation and most studies have been concerned with the impact of stroke on health 

system economics. R Anderson (1992) found that the loss of employment, especially 

in young stroke survivors, may mean a reduction in income and result in financial 

difficulties for many survivors at a time when additional money may be necessary to 

cover new transport needs, medication and adaptation aids. Extra heating in winter 

and new clothes because of survivors' weight loss were other items causing an 

increased financial impact on survivors. In developed countries where most people 

have medical insurance, the cost of medication and rehabilitation services may not 

have any impact on survivors themselves and this may be one of the reasons for the 

lack of studies related to the financial impact of stroke on individuals. 

6. Cost-effectiveness of stroke rehabilitation 

The economic burden of stroke includes vast direct costs: health care, social and 

rehabilitation services and indirect costs such as the loss of productivity (R Anderson 

1992; Gladman, Whynes and Lincoln 1994). Direct costs alone consume 

considerable portions of national health care budgets in developed countries 

(Holmqvist et al 1995) and therefore health care authorities, policymakers and, above 

all, purchasers of health care services continually stress the importance of economic 

29 



efficiency in service provision. As a result of these pressures, the assessment of cost

effectiveness of stroke-related interventions has become more important in recent 

years (Holloway et al 1999). 

A full economic evaluation involves the comparison of both costs and effects of two 

or more programme alternatives (Drummond et al 1997). In a cost-effectiveness 

analysis, the outcome of treatment can be assessed in different ways: life-years 

gained, decreased length of hospital stay or decreased readmission rate. In a cost

utility analysis, on the other hand, health improvement is expressed in quality

adjusted life years (QALYs). Although QALYs are regarded as the most 

complicated way of quantifying effects, they are rarely used in economic evaluation 

studies of cerebrovascular accidents (Evers, Ament and Blaauw 2000). 

This variety of outcome measures is a major limitation when making comparisons 

between the various studies. Several studies have compared the effects and the costs 

of a home-based rehabilitation scheme and an alternative treatment strategy after 

discharge from acute stroke care. The results of the Bradford Community Stroke 

Trial showed that home physiotherapy was slightly advantageous over day hospital 

attendance and that the former was significantly less expensive (Young and Forster 

1992). In a domiciliary and hospital-based rehabilitation programme for stroke 

patients after discharge from hospital (DOMINO) study, patients discharged from 

geriatric wards were shown to be less likely to die or to be transferred to permanent 

care when they received day hospital services, but the cost of this service was 25 per 

cent more than home-based rehabilitation (Gladman and Lincoln 1994). Domiciliary 

services, on the other hand, were significantly more expensive than hospital out

patient rehabilitation for patients discharged from general medical wards or from a 

stroke unit (Gladman, Whynes and Lincoln 1994). Previous reports have 

demonstrated that specialised stroke units can improve outcome after stroke without 

increasing the cost of health care services (Eason, Bowie and Okpala 1995; 

Jorgensen et al 1995a). 

Hui et al (1995) examined the effectiveness and cost of geriatric day hospital 

treatment and conventional medical management for elderly stroke survivors in 
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Hong Kong. They found that early discharge from a stroke ward followed by 

rehabilitation at a day hospital accelerated functional recovery and reduced 

outpatient visits without increasing costs. CS Anderson et al (2000a,b ), in the Perth 

Community Stroke Study, found that early hospital discharge and a home-based 

rehabilitation scheme were less costly than traditional hospital care and, if provided 

for the mildly disabled only, such services might well be most cost-effective. 

7. The needs of stroke survivors in the community 

Most of the recovery from stroke may occur within a few months. After three 

months improvement slows although it can continue for up to three years (Wade, 

Wood and Langton-Hewer 1985). For that reason, no further health care services 

may be provided after the acute period. Some survivors, however, will need 

prolonged help and support for up to two years after stroke to reach independence 

(Kelly and Winograd 1985; Tangeman, Banaitis and Williams1990). There is a lack 

of information in Jordan about the length and nature of support for stroke survivors 

after they are discharged from hospital and go to live in the community. 

Few studies in developed countries have looked at the needs of stroke survivors 

living in the community from the patient's perspective. McLean et al (1991) 

explored the perceived needs of 20 stroke survivors in a British city living in their 

own homes. The researchers found that most survivors' needs, such as walking aids 

and home adaptations such as rails in the bathroom and in the lavatory and high 

adjustable tables, were related to their physical environment. 

Stroke survivors living in the community identified other areas of need including the 

need for better communication with health professionals who were dealing with 

them. In another study stroke survivors living in the community were unhappy and 

dissatisfied with therapists who, they felt, were not listening to them (Partridge 

1993). ID Clark and Opit (1994) also highlighted the type of help required to meet 

the needs of stroke survivors living in their own homes. These included home help, 

visits from district nurses, attendance at day centres and respite care. The amount of 

help needed from these community services was however different for those living in 
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the community with their families and for those who lived alone. For example, only 

15 per cent of stroke survivors living with their families received home help 

compared to 48 per cent of survivors who lived alone, indicating the importance of 

the role of the family in caring for stroke survivors. 

8 Community-based care for stroke survivors 

The early care of stroke survivors in developed countries is at present mainly 

hospital-based: for example, in England 71 % of patients with acute stroke are 

admitted to hospital and in Sweden 95% (Holmqvist et al 1998; Wolf et al 1993). 

However, longer-term hospital care has disadvantages: it is expensive (Lafferty 

1996; Wolf et al 1993); patients are separated from their homes and social context 

(Philip 1996; Young 1994) and psychosocial needs receive little attention from 

hospital staff (Forster and Young 1992, 1993). Accordingly, there has been an 

increasing emphasis on the care of stroke survivors in the community (Hackett et al 

2002; Rud et al 1997). This approach to care has been employed in light of the 

limitations of institutions, consideration of the needs of patients and their families 

and to incorporate long-term support (Koch et al 1998; Rodgers et al 1999). 

The purpose of this section is to review the current levels of care available for stroke 

survivors living in the community. 

Several randomised control trials have investigated alternatives to hospital-based 

care after stroke. These include rehabilitation in day hospital (Hui et al 1995) and 

early discharge support and rehabilitation at home (Gladman 1993; Rodgers et al 

1999; Rud et al 1997). 

In Hong Kong, care for stroke patients in day hospitals enabled earlier discharge 

from hospital according to Hui et al (1995). One hundred and twenty stroke patients 

(with a mean age of 73 years) in a general hospital were randomised into two groups: 

one group received in-patient rehabilitation followed by out-patient care after 

discharge; the other group received in-patient care followed by rehabilitation at a day 

hospital. At three months both groups showed an improvement in activities of daily 

living (ADL), but the day hospital group had higher scores in ADL, suggesting that 
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they may have recovered faster. There was no difference in the length of hospital 

stay but in the day hospital group there were fewer readmission to hospital and fewer 

outpatient clinic visits. 

Other studies, in the United Kingdom, looked at care of stroke patients in day 

hospitals, in outpatient clinics and in their own homes. In Bradford, in the north of 

England, Young and Forster (1992) assessed the effectiveness of physiotherapy in 

day hospital compared with physiotherapy received at home in 108 patients (with a 

mean age of 71 years). Following discharge from hospital, stroke patients were 

randomly allocated to groups having physiotherapy at a day hospital (n=52) or at 

home (n=56). At six months both groups showed improvement in physical 

functioning but the physiotherapy at home group showed greater improvement. 

Comparing the cost of care for both groups, Young and Forster (1993) found that 

home care was less expensive. 

In Nottingham, England, 227 stroke patients (with a mean age of 70 years) who had 

been discharged from a medical ward or stroke unit were randomised into two groups 

(Gladman, Lincoln and Bare 1993). The first group (n=l62) received domiciliary 

care (including physiotherapy and occupational therapy) and the other group (n=l65) 

received care at outpatient clinics and in a day hospital. At six months, outcomes 

were similar in both groups in terms of functional ability and life satisfaction of their 

carers. However, unlike the findings from the Young and Forster (1992) and Young 

and Forster (1993) studies, hospital-based care was found to be less expensive. The 

differences between the findings of these two studies may be because of differences 

in selection criteria and the use of different interventions. 

In a recent study in New Zealand, Baskett et al (1999) assessed the effects on 90 

stroke survivors of physiotherapy and occupational therapy at home. Before 

discharge from hospital two groups were randomised into an experimental group 

(n=44, mean age 67.8 years) and a control group (n=46, mean age 71.7 years). 

Following discharge from hospital, the control group was referred to outpatient 

clinics and the experimental group had physiotherapy or occupational therapy at 

home once a week. These visits included supervised exercises or activities to be 
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practised by the patients throughout the coming week, sometimes with family carer 

involvement. At three months no differences were found in walking speed, level of 

anxiety or depression in the two groups. The findings of Baskett et al (1999) indicate 

that once-a-week therapist visits, combined with a programme of exercises for the 

survivors and their families was as effective as treatment at an out-patient clinic. 

This scheme for care and rehabilitation may be appropriate for stroke patients who 

live in developing countries, such as Jordan, where access to out-patient clinics is 

difficult because of problems of transport as well as limited resources (see Chapter 

3). 

Other studies evaluated the effect of home care on decreasing the length of hospital 

stay (Rodgers et al 1999; Rud et al 1997). In the United Kingdom, 262 acute stroke 

patients from the London area were randomised into two groups (Rud et al 1997): 

the first involved 138 patients discharged after an average hospital stay of 12 days 

who received rehabilitation at home (a planned course of physiotherapy and 

occupational therapy) for three months; the second involved 126 patients who 

remained in hospital for an average of 18 days and, following discharge from 

hospital, continued to receive rehabilitation at out-patient clinics. At 12 months no 

differences were found between the two groups in the measurement of ADL, 

dysphasia or motor function. The findings of Rud et al ( 1997) indicate that the early 

discharge scheme was clinically as effective as conventional care and reduced the 

number of hospital bed days. Beech et al (1999) investigated the cost-effectiveness 

of the early discharge scheme used in the Rud et al (1997) study and found that 

home-based care was cheaper, the major benefit being the release of beds. 

Another study looked at reducing length of hospital stay for stroke patients. Rodgers 

et al (1997) randomised subjects into an early support group and a conventional 

(hospital-based) group. The early support group had an average length of hospital 

stay of 13 days and the conventional group had an average length of stay of 22 days. 

At three months after stroke no differences were found between the groups in terms 

of functional activity, health status and rates ofreadmission to hospital. However, as 
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in the Rud et al (1997) study, early discharge support reduced the length of hospital 

stay and therefore increased cost-effectiveness. 

Although the community-based care studies reviewed used randomised control trails, 

it is difficult to make comparisons between the findings of these studies and 

conclusions based upon them. This is because they had different aims to their 

studies, different target groups (age, gender, etc) and the organisation of the social 

and health care systems were different in the different countries in which these 

studies were conducted. Additionally, most of the community studies reviewed 

evaluated the effectiveness of care mainly by using measures of physical recovery 

rather than other issues, which are important to patients and carers, such as the 

evaluation of psychosocial issues. 

Despite the limitations of these studies, the overall findings reveal that patients who 

were cared for in the community showed greater improvement in ADL and motor 

function than patients who received hospital-based care. The community-based care 

was also more cost-effective. 

In the next section, community interventions such as community physiotherapy, 

community occupational therapy, social services and psychological interventions for 

patients and their families are presented. 

8.1 Community physiotherapy 

Several studies have looked at home-based physiotherapy, which has advantages 

over out-patient hospital services for selected groups of survivors: for example, 

issues relating to travel are eliminated if there are no travel costs or waiting time in 

out-patient clinics (Gladman, Lincoln and Barer 1993; Young and Forster 1992). 

However, there is relatively little information on the content of community 

physiotherapy treatment. Forster and Young (1990) found that survivors who 

received treatment at home had advantages such as the elimination of problems 

related to transport including travel costs, out-patient waiting time, and travel time. 
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Lang (1996) examined the distribution of work time for community physiotherapists 

and showed that they spent 29 to 30 per cent of their time on direct treatment, 23 to 

30 per cent in consultation and the rest travelling. However, it is not easy to decide if 

this time is well-spent when the data is not compared with other settings. 

Conversely, Burnard (1988) found that community therapists spent only 8 per cent of 

their time travelling, although this may have been because of the distance patients 

lived from the physiotherapy department. Collins et al (1998) examined community 

physiotherapy services by studying 737 home visits to 279 patients aged 64.3 years 

on average. Their findings revealed that direct patient treatment was the most time

consuming and exercises were the most frequent modality used. Possible 

explanations for these differences in the findings may be related to methods of data 

collection and differences in work patterns and environments. 

In the United Kingdom, community physiotherapy was established in 1943 and 

became widely established by 1984 (Partridge and Barnitt 1986) but there is very 

little research about the role of community physiotherapy in general and stroke 

rehabilitation in particular. In Jordan and the Middle East, only a few studies have 

attempted to investigate the role of physiotherapists and no work has specifically 

looked at stroke rehabilitation. 

The satisfaction of stroke survivors with their therapy, including physiotherapy, is of 

some importance. In a well-designed study to explore the opinions of stroke 

survivors and their carers of the physiotherapy received or being received, Partridge 

(1993) interviewed 16 stroke survivors and six family carers in different parts of 

England. The survivors were three men and 13 women whose stroke had occurred 

between two months and three years earlier and their ages ranged from 29 and 70. 

Focus group interviews were used to collect data from the participants. The 

survivors identified several themes related to physiotherapy services. These 

included: 

• Timing of physiotherapy: Most of the participants reported the 

importance of early physiotherapy intervention after stroke onset. Other 

participants felt that there should be a delay before the start of intensive 
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physiotherapy. However, early intervention proved to be better than late 

intervention. 

• Amount of physiotherapy: The actual time spent with physiotherapists 

was seen as important in building a one-to-one relationship. Participants 

were not satisfied with the amount of physiotherapy given in acute and 

later stages. One-third of the survivors had sought help from private 

physiotherapists when they were no longer receiving NHS physiotherapy 

and they believed that they deteriorated when physiotherapy stopped. 

• Communication: Participants reported unhappiness and dissatisfaction 

with therapists who appeared not to listen to them and who failed to 

provide written information about stroke and recovery from stroke. 

• Therapists' personal and professional characteristics: Participants 

reported that they were able to identify the experienced from the 

inexperienced therapists within the first week of treatment and that this 

was not necessarily related to the age of the physiotherapists. Therapists 

who were interested in stroke, had a strong sense of humour and who 

talked and listened to survivors and their carers were highly appreciated. 

These results indicate that therapists' therapeutic skill and knowledge alone are not 

enough for survivors but that the attitude and the communication skills of therapists 

contribute significantly to survivors' satisfaction with therapy and therefore produce 

a better potential outcome. As in previous studies, survivors were not happy with 

short-term physiotherapy and found it difficult to understand the time constraints on 

therapy which led to termination of physiotherapy when survivors felt it was still 

needed (Kelson, Ford and Rigge 1998). 

8.2 Community-based help for stroke survivors 

Education, psychological support, and enhanced social integration are essential to 

ensuring an optimal long-term outcome for stroke survivors in the community (Evans 
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et al 1992; Flick 1999). Relatively few studies have examined the effectiveness of 

long-term rehabilitation and care for stroke survivors and it is therefore not clear 

what is the best possible approach to the care and management of survivors living in 

the community. 

Wolfe et al (1993) found that of 106 stroke survivors living in the community, 94 

lived with carers in private accommodation; two-fifths of survivors reported 

receiving physiotherapy; one in seven had received speech therapy; and one in 17 

had received occupational therapy for their strokes. Nearly three-quarters of these 

survivors had been prescribed an aid or appliance and over half had had adaptations 

and equipment fitted in their homes. 

8.3 Community settings for stroke survivors 

The few studies that have examined the cost-effectiveness of stroke intervention have 

focused on the sub-acute phase of stroke and the follow-up period has not extended 

beyond six months after hospital discharge. Stroke survivors living in the 

community may receive their therapeutic treatment in out-patient clinics, day centres 

or at home. 

8.3.1 Home versus hospital settings It has been suggested that unless the patient is 

seen as a part of his normal or home context, including its physical, psychosocial and 

cultural elements, it will be hard to achieve the rehabilitation targets (Cant 1997, 

Koch, Wottrich and Holmqvist 1998). Hospital stays with routine rehabilitation 

measures are costly and this is the main reason several authors have proposed less 

expensive approaches to providing treatment for stroke survivors (Young and Forster 

1993). 

Since the 1980s there has been a growing interest in studies of home rehabilitation in 

developed countries in order to establish more cost-effective strategies. Despite the 

rather discouraging findings of Wade, Wood and Langton-Hewer (1985) a number of 

studies over the past 20 years have compared the effects of home rehabilitation with 

those of hospital treatment. The results of the Bradford Community Stroke Trial 

suggested that home physiotherapy is slightly more effective and more resource-
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efficient than day hospital attendance and should be the preferred rehabilitation 

method for the aftercare of stroke survivors (Young and Forster 1992). 

In the DOMINO study, domiciliary and hospital-based services were found to be 

equally effective at three and six months after discharge (Gladman, Lincoln and 

Barer 1993) but at a one-year follow-up the benefits of domiciliary rehabilitation for 

patients discharged from a stroke unit were lost (Gladman, Whynes and Lincoln 

1994). A study conducted in south-west Stockholm suggested that supported 

discharge early after stroke, followed by home rehabilitation services for three to 

four months, was as beneficial as routine hospital rehabilitation for the majority of 

moderately disabled survivors (Holmqvist et al 1998). Considerable savings in 

resource use were reported as an advantage of home rehabilitation and these findings 

were supported by the recent Australian study of CS Anderson et al (2000a,b ). 

The effects of day hospital attendance on the functional recovery of stroke survivors 

over 65 years of age were studied after discharge from a stroke rehabilitation ward 

(Hui et al 1995). Care in the geriatric day hospital accelerated functional recovery 

and reduced out-patient visits. However, the progress of patients who received 

conventional medical management slowed down at three and six months in both 

groups. Baskett et al (1999) found that a programme of continuing self-directed 

exercises for patients discharged home after a stroke, supervised once a week by 

therapists, was as effective as out-patient or day hospital therapy. 

8.3.2 Other home-based interventions Stroke survivors with a mild functional 

disability who are not admitted to hospital are often judged not to require 

rehabilitation. However, R Walker et al (2000) found that this group of survivors 

were found to benefit in terms of improved performance of activities of daily living 

using aids and adaptations, including independence in housework, walking over 

uneven ground, or crossing a road, from occupational therapy at home . A need for 

better post-discharge support and counselling and more information rather than more 

rehabilitation has been expressed by survivors interviewed three years after stroke 

(Greveson and James 1991). Stroke survivors with a mild residual disability living at 
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home were found to improve in social activities as a result of specialist nurse support 

(Forster and Young 1996). 

Readmission to in-patient care is common among disabled stroke survivors. 

According to CS Anderson et al (2000a,b ), follow-up home visits by a physician or a 

physiotherapist after discharge can significantly decrease the readmission rate. This 

finding supports the results of a previous study by Corr and Bayer ( 1995) who 

studied the effect of a follow-up service for stroke survivors offered by an 

occupational therapist after discharge from a stroke unit. The scheme of accelerated 

hospital discharge after acute stroke, followed by multidisciplinary home-based 

intervention specifically targeted toward the individual needs of the survivors, 

reduced significantly the length of hospital stay (CS Anderson et al 2000a,b). 

8.3.3 Community social support interventions To facilitate adjustment to 

disability and reintegration to normal life a few social support interventions have 

been tried but the results have been not significant (Dennis et al 1997; Friedland and 

McColl 1992; Towle, Lincoln and Mayfield 1989). Evans et al (1988) reported that 

counselling intervention improved adjustment to the stroke, family carers' knowledge 

of stroke and its recovery and the functioning of the family one year after stroke but 

did not have any influence on the use of social services. 

The Leeds Family Placement Scheme was an interesting approach providing short

term support for vulnerable stroke survivors on discharge from intensive hospital 

rehabilitation (Geddes, Clayden and Chamberlain 1989). Patients under the 

supervision of an occupational therapist were placed with substitute families to 

receive care from trained lay family carers for an average of eight weeks. Although 

the study had several weaknesses, the placement scheme proved to be more effective 

in improving and maintaining basic ADL than the conventional approach. Family 

support has been shown to play a crucial role in determining residential outcome 

(Davidoff 1992; Kelly-Hayes et al 1988; Ween et al 1996). Moreover, the presence 

of a spouse at home has been found to be a prognostic indicator of good functional 

outcome in survivors with the most severe strokes. 
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Leisure activities have been found to decrease after stroke (Drummond 1990). In a 

study by Drummond and Walker ( 1995), leisure rehabilitation was found to be an 

effective way of maintaining and increasing leisure participation after stroke. Since a 

previous study (Jongbloed and Morgan 1991) could not establish a positive effect of 

occupational leisure rehabilitation, it is not clear whether such intervention is more 

effective than counselling alone. 

9. Impact of stroke on family carers 

During the past 20 years there has been a growing interest in the effect of stroke on 

carers. One reason could be the fact that the carer has a great influence on the 

progress of the patient (Anderson, Linto and Stewart-Wynne 1995; Gibbon 1994). 

The physical, psychological, social and financial impacts of stroke have been shown 

to have a significant effect on family carers. These affect family carers' physical 

health: for example, back pain and weight change can occur (Fredman and Daly 

1997; Henwood 1998) and can cause related psychological problems such as stress, 

depression and lack of sleep (R Anderson 1992; G Anderson et al 1995; Fredman 

and Daly 1997). Related social problems can include role changes within the family, 

the loss of companionship and social isolation (Periard and Ames 1993; Jongbloed, 

Stanton and Fousek; Jongbloed 1994). Finally, financial impact such as loss or 

change of employment and extra expenses can severely affect relatives (G Anderson 

et al 1995; Kelson, Ford and Rigge 1998). 

Many researchers have highlighted the importance of identifying the impact of stroke 

on carers. Evans, Bishop and Haselkom (1991) suggested that survivors are 

influenced and affected by carers' physical and mental health as where these are poor 

the survivor may receive less care, possibly affecting the rehabilitation outcome. 

9.1 Impact of stroke on carers' physical health 

Understanding the factors impacting on family carers may help to prevent health 

decline in survivors and their carers (Henwood 1998). Although it has been 

suggested that the physical health of carers is as important as their mental health 

(Han and Haley 1999), there are few studies of the impact of stroke on family carers' 
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physical health. In a study of carers of 510 Alzheimer's disease patients Wright et al 

(1999) found that their physical health appeared similar to that of the wider 

population. The carers' average age was 57 and there was no evidence that the 

carers received more medical services or rated their health worse than random 

community samples. However, 4 7 per cent of the carers did not live with their 

relatives and thus possibly were not continually occupied with them. 

In contrast, Carnwath and Johnson (1987) found that family carers had more physical 

symptoms than a control group. Their physical deterioration could be explained by 

the fact that all family carers were the spouses of stroke survivors and may have been 

more involved in care than other family carers such as children, relatives and friends. 

Another study looked at weight change in family carers (Fredman and Daly 1997). 

Data were collected from 200 family carers using structured face-to-face interviews 

within one month of their relatives being discharged from hospital. The mean age of 

the carers was 61 plus or minus 15.3 years; 71 per cent were female and 50 per cent 

were spouses. Fredman and Daly found that 19 per cent had gained weight and 11 

per cent lost weight and that 7.5 per cent of the carers reported significant weight 

change correlated with stress. However, because of the study design the findings 

should perhaps be treated with caution as the eligibility criteria for the carers were 

not clearly defined and the weight was self-reported and may not have been the 

carers' actual weight. Moreover, no information was given as to whether this weight 

change was intentional or due to any changes in dietary habits and physical activity. 

9.2 Psychological impact of stroke on family carers 

Over the past decade a growing number of researchers have focused on family carers' 

stress following stroke. A common experience among carers is depression (Dennis 

et al 1988; Young and Forster 1992), though the incidence varies from 18 to 61 per 

cent of the carers (Morrison 1999). A study by Bugge, Alexander and Hagen (1999) 

revealed that 37 per cent of family carers experienced considerable stress six months 

after stroke. In another study, one-fifth of family carers still found themselves under 

strain five years after their spouse's strokes (Wilkinson et al 1997). Anderson, Linto 

and Stewart-Wynne (1995) studied a group of stroke survivors with a residual 
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disability one year after stroke and found that 55 per cent of their family carers 

showed evidence of emotional distress. 

A number of factors explain the stress experienced by family carers. A few studies 

have suggested that disablement and cognitive deficits following stroke have an 

adverse effect on marital relationships and family adjustment (SE Williams and Freer 

1986). Family carers are more likely to become depressed if the patient is severely 

dependent (Dennis et al 1988). It has also been argued that it is the behavioural 

changes occurring in the patient rather than the physical impairment which 

contributes to family carers' ill-health (Anderson, Linto and Stewart-Wynne 1995) 

and those caring for depressed stroke survivors have found caring to be particularly 

stressful (Addington-Hall et al 1998). 

9.3 Social impact of stroke on family carers 

Anderson, Linto and Stewart-Wynne (1995) studied a group of stroke survivors with 

a residual disability one year after the stroke. Nearly all their family carers reported 

adverse effects on social activities and leisure time. As many as three-quarters of the 

family carers responsible for the care of stroke survivors in the last year of life 

reported that caring had restricted their own activities and only one-third had found it 

a rewarding experience (Addington-Hall et al 1998). 

10. Family involvement in the care and rehabilitation of stroke survivors 

James (1992) identified three essential components of caring: physical work, such as 

help with personal care or shopping; emotional work, which refers to the way carers 

support and reassure the care recipient; and managerial work, which involves taking 

responsibility for organising the care receiver's life in an way acceptable to the 

individual concerned. James did not report on issues about the involvement of 

family carers in rehabilitation. 

A patient's morale has an important influence on his recovery. In general, carers are 

a lot less optimistic about the patient's progress than the patients themselves (R 

Anderson, 1992). Purk and Richardson tried to find out whether the self-esteem of 
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stroke survivors and that of their spouses were related. Forty-four couples were 

included, and the researcher found that this was certainly the case. The overall 

morale of carers and their survivor relatives were positively related and the 

researchers concluded that the morale of care receivers might have a positive effect 

on carer morale and vice versa. Because of this relationship of influence it would 

seem that policy makers should consider carers as well as survivors in their plans to 

improve facilities and support for people with disabilities in the community. Purk 

and Richardson (1993) suggested that 'spouses of survivors should be included in 

any program of physical rehabilitation and counselling, for both the patient's and the 

spouse's benefit'. 

Carnwath and Johnson (1987) studied depression among the spouses of stroke 

survivors. They reported that after a year little physical improvement can be 

expected in survivors with stroke and that the difference between successful and 

unsuccessful rehabilitation depends on the degree to which social interests, activities, 

and occupations are taken up again. Their study showed that depression in the 

spouse might be an important factor affecting the patient's rehabilitation. In a 

similar vein, AM Williams (1993) concluded 'because the patient's family can either 

enhance or weaken the success of a rehabilitation program, rehabilitation 

professionals and families must work together to provide a solid support base for the 

disabled person'. 

A study by Bailey and Rennie (1997) found that the involvement of stroke carers in 

physiotherapy sessions was important and necessary. Of the 42 carers involved, 67 

per cent were women, 90 per cent were spouses and 10 per cent were daughters: 

their average age was 68 plus or minus 11.3 years. All stroke survivors in this study 

had received physiotherapy and 86 per cent of their carers stated that they would 

have liked to have been involved in these physiotherapy sessions and 14 per cent said 

they would not. Fifty-eight per cent of the carers wanted more information about 

stroke and 71 per cent felt that further physiotherapy would have benefited their 

relatives. 
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11. Needs of carers in the community 

One of the problems carers face when a family member has a stroke is that they often 

have no previous experience of caring, or any knowledge about stroke (Department 

ofHealth 1995). 

11.1 Carers' information needs 

Through in-depth interviews Wiles et al (1998) identified the information needs of 

survivors and carers at three different phases post-stroke: during hospitalisation, up 

to one month post-discharge, and two months to one year post-stroke. The findings 

showed that information was needed in three main areas: clinical information, 

practical information and information about continuing care and resources in the 

community. Almost all interviewees wanted more information about recovery than 

they had received. In all three phases there was a need for information about the 

definition of stroke (ie what stroke is), the causes of stroke and prevention measures 

for stroke. On discharge, carers in particular were distressed at the lack of 

information they were given about the impact of stroke on survivors. Immediately 

and up to a year after discharge both survivors and carers expressed a need for 

practical information relating to coping with day-to-day care. At every phase 

survivors and carers had a need for information related to the availability and 

accessibility of resources in the community. 

Wiles et al (1998) found that there was a demand for general information about the 

resources available in the community and for information related to, for example, 

recovery and effects of stroke. Other studies also found a need for better support 

services and information after hospital discharge (Greveson and James 1991; Pound, 

Gompertz and Ebrahim 1993). However, Greveson and James (1991) suggested that 

many of these resources are actually available and that survivors and carers are 

unaware of them. 

Carers are often shocked by what has happened to their relative and researchers have 

explored whether carers were ready to receive information immediately after the 

stroke has occurred and have concluded that giving carers information when they are 
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very emotional is perhaps not very effective. A study by Braithwaite and McGowan 

(1993) aimed to explore the ability of carers to learn about stroke when they were in 

this emotional state. In their study the knowledge of 37 stroke carers was assessed 

before and after a two-hour seminar. Findings showed that emotionally unstable 

carers were as capable of learning about stroke as stable carers. However, they 

found that the emotional carers might be too shocked to take in information from 

hospital staff at the time of admission. In another qualitative study by Greveson and 

James (1991), most of the participants (stroke survivors and their carers) reported in 

interviews that they felt they couldn't understand the information presented to them 

in the first few days after the onset of stroke, when they were still in a state of shock. 

Immediately after the stroke family carers have a need for sympathy and 

consideration rather than for information. They need their feelings to be respected, 

rather than ignored by overwhelming them with information (Fallowfield 1993). This 

indicates that the timing of giving information to survivors and their carers might be 

important. This could also be one possible explanation for the research findings 

which have consistently shown that survivors and their family carers were 

dissatisfied with the quality and quantity of information provided by nurses and other 

health professionals (Jarrett and Payne 1995). 

Morrison (1999) has suggested that improving the quality of care to carers by 

providing information about the availability and accessibility of stroke services can 

reduce carer distress. The importance of providing this information has also been 

pointed out by other researchers (Wellwood, Dennis and Warlow 1994; Wiles et al 

1998). Wellwood, Dennis and Warlow suggest increasing the amount of literature 

available to survivors and carers, organising group meetings and compiling audio

visual information packages while Wiles et al (1998) attempted to set up a database 

of information needs in order to provide individualised information packages. 

Though time consuming, they felt this would be a very effective way of meeting 

carers' needs. Greveson and James (1991) recommended that hospitals should have 

an agreed policy for providing information about stroke and about available 

resources to all stroke survivors and carers. They also thought that professionals 
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should work more closely with caring agencies to ensure better support for survivors 

and carers. 

11.2 Service and support needs of carers 

Stroke is a 'family' illness: it presents challenges and dilemmas to family members 

who live with or support survivors (R Anderson 1992). The suddenness of the stroke 

limits carers' ability to prepare for the changes they have to make in order to help 

their relatives. It may be a tiring job, especially for elderly carers or, in the case of 

Jordanian carers, they may have other family responsibilities, for example large 

families. 

Several studies have looked at the support needs of carers in the community. 

McLean et al (1991) used semi-structured interviews with 20 stroke survivors and 20 

family carers in order to assess their needs. They identified needs for help with 

physical care, improved communication with health professionals, help with 

handling the patient's emotionalism, help with maintaining and/or improving their 

own physical health including those problems resulting from caring ( e.g. weight loss, 

backache and poor sleep), health education about their own health and that of their 

patients, respite needs and follow-up care after hospitalisation. 

Most of these identified needs resulted from the carers feeling 'neglected' after their 

relatives had been discharged from hospital. Pound, Gompertz and Ebrahim (1993) 

found similar needs: in their study carers were satisfied with the care the patient had 

received while in hospital, but 61 per cent of the carers were dissatisfied with some 

aspect of the services received since discharge. The provision of information on 

allowances, services needed after discharge, the provision of aids and adaptations 

and carer domiciliary support were matters of greatest dissatisfaction. In general, 

lack of information, particularly about the causes of stroke and recovery from stroke, 

was a common theme identified in most of the literature about the needs of carers 

(McLean et al 1991; Pound, Gompertz and Ebrahim 1993; Wellwood et al 1995). 

Another theme emerging from the literature was help with physical care (McLean et 

al 1991; Pound, Gompertz and Ebrahiml993). McKevitt and Wolf (2000) looked at 
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the need for a community service for stroke families: about half of those they 

interviewed felt they would benefit from such a service. Carers viewed it as a 

service providing information about caring and advice on practical issues. They 

expressed the need for better communication with health professionals: this need 

may be justified because research has suggested that less than 2 per cent of 

community health professionals' time is spent advising carers (Gibbon 1994). 

12. Community interventions to help family carers 

Because of the important role of carers in helping and supporting their relatives it is 

important to address their needs in the community. In the United Kingdom the 

government introduced a new national strategy to help and support carers 

(Department of Health 1995), in which the main recommendations were to provide 

support to carers to allow them freedom to have a life of their own, to maintain 

carers' health, to provide information for carers and, most interestingly, to involve 

carers in the evaluation of health and social policies. However, the practical 

implementation of this help for carers is not clear and the information in the report is 

not based on research evidence. 

12.1 Voluntary Organisations 

The National Strategy for Carers (DoH 2000) pointed out that there are many 

voluntary organisations helping both the patient and the carer after a stroke, although 

it was not clear whether these organisations are available and accessible to carers in 

all parts of the United Kingdom. A report by Different Strokes (2000) which aims to 

help younger stroke survivors and their carers at home, suggested that there are now 

carers' support groups especially for relatives and friends who are caring for ill and 

disabled people at home in many areas of the United Kingdom. These groups 

provide advice and support for people who have had strokes and for their carers. 

Sharing experiences with other people whose situations are similar can be very 

helpful (Bishop, Epstein and Keitner 1986). Examples of these support groups are 

stroke clubs, The Different Strokes Group, the Carers' National Association and the 

National Stroke Association. However, in Jordan at present there is no information 
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about the availability of voluntary organisations, which aim to help families of 

people with disabilities, including stroke survivors. 

There is limited research on the effect of stroke clubs and similar organisations on 

carers' well-being although Kanan et al (1985) found a decrease in levels of 

depression in carers of adults with dementia as a result of attending a support group. 

In another study of the effects of stroke clubs in helping carers, Printz and Feddersen 

(1990) found no difference between an experimental group and the control group. 

This might have been because the study population was not randomised, which may 

have biased the findings. In a study by Kelson, Ford and Rigge (1998), survivors 

and carers reported that the Stroke Association provided opportunities to meet others 

for social activities and for support, indicating that stroke associations such as that in 

the United Kingdom were acknowledged positively by both survivors and carers and 

were therefore important in providing support in the community. However, it is not 

clear if the existing support groups have the capacity to provide education and 

counselling support to all carers, or if all carers would be willing to participate and 

share their personal experiences with others in the same situation. 

Evans et al (1998) investigated the effect of education and counselling on carers' 

knowledge, on family functioning and on survivors' adjustment. They studied three 

groups of carers: one group received no treatment in addition to their regular 

treatment programme; another group had to attend two one-hour classes which 

included basic information on the effects of stroke; the third group also attended 

these two hours of education and received seven individual one-hour counselling 

sessions with a social worker. The findings showed that six months after stroke both 

treatment groups had recovered better than the control group and that the counselling 

significantly improved survivors' adjustment compared to the control group. These 

initial effects were sustained a year after stroke. Evans et al (1998) concluded that 

carers' education facilitated and maintained adaptive changes in family function and 

that counselling helped to maintain the benefits of education in several areas of 

family function and resulted in better patient adjustment. 
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12.2 Specialised support for carers in the community 

Another way of offering carers information and counselling is by providing these 

services to them in their homes. A family care worker or specialist nurse may 

provide this support and studies have shown that family care workers or specialist 

nurses produced considerable benefits for survivors or carers in their homes (Dennis 

et al 1997; Young and Forster 1992; Friedland and McColl 1992). 

Young and Forster (1992) assessed an experimental treatment group visited by a 

specialist nurse and a control group at the time of recruitment (baseline information) 

and then at three, six and 12 months, but no difference was found. The specialist 

nurses' visits had a small effect in improving social activities in the subgroup of 

more mildly disabled survivors with stroke. Dennis et al (1997) were also 

unsuccessful in finding a definite beneficial effect of a family care worker on the 

physical, social, or psychological outcomes of stroke survivors and their carers. 

However, both survivors and carers were satisfied with the aspects of communication 

that had taken place. 

12.3 Respite care. 

It is well known that caring for someone with a chronic illness is an intense duty. 

One way of alleviating the burden of caring is through respite care (Adler et al 1993; 

Hinchcliffe et al 1995). Respite care involves the individual with a disabling 

condition being supported in a hospital or nursing home environment or at home for 

a short period of time, the aim being to exert a positive effect on the carer's well

being during and after the intervention, thus enabling the carer to carry out his or her 

essential role efficiently (McNally, Ben-Shlomo and Newman 1999). 

Several studies have looked at the beneficial effects of respite care on carers (Adler 

et al 1993; Kosloski and Montgomery 1993; Theis, Moss and Pearson 1994). In 

these studies psychological well-being and carer burden were the most commonly 

expressed factors in the evaluation of respite care. The findings of these studies were 

not consistent: some studies found a beneficial effect of respite care on 

psychological well-being (Adler et al 1993; Hinchcliffe et al 1995; Kosloski and 

Montgomery 1993) while other studies found no beneficial effect (Mo hide, Pringle 

50 



and Streiner 1990; Theis, Moss and Pearson 1994). In the studies that showed a 

positive effect on psychological well-being, this was maintained for up to one week 

after the end of the respite period but beyond one or two weeks the psychological 

well-being seemed to return to baseline levels (Adler et al 1993; Larkin and Hopcroft 

1993), indicating that respite care leads to improvements but that with lack of follow

up, these improvements may not last. McNally, Ben-Shlomo and Newman (1999) 

suggested that providing social help and resources to facilitate social contact and 

relationships with survivors and others may produce sustained positive effects for 

longer periods. This was also suggested by Hinchcliffe et al (1995) who indicated 

that respite care may include a comprehensive programme which address issues such 

as the development of independent social activities for carers outside the home. 

Carers who received this kind of intervention showed a significant improvement in 

mental health, which was maintained for up to 16 weeks. However, although the 

respite care did not show significantly positive benefits for carers, the provision of 

respite services, such as social involvement, may increase the positive effects of 

respite care (McNally, Ben-Shlomo and Newman 1999). 

13. Caring for stroke survivors compared to caring for patients with 
other illnesses 

Several studies have compared caring for stroke survivors to caring for patients with 

other illnesses, such as dementia, Alzheimer's and Parkinson's diseases (Draper et al, 

1992; Liptzin, Grob and Eisner 1995; Rabin et al 1990; Wright et al 1999). 

Draper (1999) compared caring for stroke survivors with caring for dementia patients 

by studying 48 and 51 stroke survivors and dementia survivors respectively. They 

found that both groups of carers experienced similar degrees of burden and similar 

and high degrees of psychological morbidity. Dementia carers have also been 

compared with carers of elderly depressives (Liptzin, Grob and Eisner 1995), where 

the main outcome measure used was psychological distress. There were no 

significant differences in the psychological stress levels between carers of dementia 

patients and those caring for the depressive group. Draper et al (1992) also found 

that there were no differences in stress levels between carers of people with 

Alzheimer's and Parkinson's diseases and carers of stroke survivors. The findings of 
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these studies indicate that in the care of people with disabilities who live in the 

community, the nature of the patient's diagnosis is not a significant factor in 

determining the impact of disease on carers. 

Another study by Wright et al (1999) compared caring for stroke survivors to caring 

for patients with Alzheimer's disease over a period of a year. Wright et al expected a 

difference between the two groups since a stroke results in sudden cognitive and 

functional disabilities from which the survivors can recover to some degree, mostly 

in the first year after stroke, whereas Alzheimer' s disease is characterised by 

irreversible, progressive cognitive and functional decline. As expected, Wright et al 

found stroke carers' depression decreased over the year, whereas levels of depression 

in carers of people with Alzheimer's disease increased. The decreased level of 

depression of stroke carers in the study by Wright et al is inconsistent with the results 

of Carnwath and Johnson ( 1987), who reported that the proportion of depressed 

spousal stroke carers increased over time. They also found that Alzheimer' s disease 

carers experienced higher levels and rates of depression than stroke carers. 

However, despite methodological differences used in these studies, the findings 

showed similarities in the care of people with disabilities living in the community. 

All groups of carers suffered high emotional states, depression and financial 

problems (Bourgeois, Schulz and Burgio 1996; Draper et al 1992; Morris, Morris 

and Britten 1998; Wright et al 1999), and were generally dissatisfied with the 

professional support and information they received (Cohen and Thomas 1996). They 

felt isolated and experienced disrupted social lives (Bourgeois, Schulz and Burgio 

1996; Draper et al 1992). The similarities of the impact of different diseases on 

carers and their needs may make it possible to generalise the findings in terms of 

family carers of stroke survivors to carers of people with other disabilities living the 

community. 
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14. Summary 

To establish the current state of knowledge of stroke care in the community a 

comprehensive literature review was conducted. The fact that stroke is the leading 

cause of death indicated that stroke is a health problem worth studying. 

The gathering of demographic information was felt fundamental to fulfilling the aim 

of the present study. The demographic evidence in the literature related showed that 

stroke incidence increases with increased age and that it is higher in men than in 

women. The incidence of stroke also varies depending on geographical areas, being 

higher in developed countries. Hypertension, smoking, diabetes and atrial fibrillation 

has been found to be important risk factors in the incidence of stroke. 

In order to provide support for stroke survivors in Jordan it is necessary to 

understand the impact of stroke on both survivors and their family carers. The 

literature revealed that the impact of stroke on survivors and their family carers 

included health, psychological and social problems. 

The literature about the needs of stroke survivors in the community was reviewed 

and revealed unmet service needs of stroke survivors. These needs were mainly 

related to lack of knowledge and information about stroke and to the lack of services 

and support available to and accessible for the survivors. However, due to different 

designs used to collect the data and the different characteristics of survivors, 

including the geographical area in which they lived and their ages, the needs of 

stroke survivors varied 

The literature also revealed that family carers lacked knowledge about stroke and 

that they had no previous experience of caring for stroke survivors. Carers' needs for 

services and support in the community were also reported in the literature. Despite 

there being physical help and social support, the literature indicates that there are 

large areas of unmet need of stroke survivors and their carers and that services need 

improving in order to allow carers to play their role effectively. 
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The information in this chapter about support for stroke survivors and their carers in 

the community has largely been drawn from studies carried out in developed 

countries. There is a paucity ofliterature available about this subject in developing 

countries. However, a number of important issues about community support have 

been identified from the literature, and these may have important ramifications and 

applications for stroke survivors and their carers in developing countries. This 

present study aims to investigate the perception of stroke survivors and their carers 

have of their care in the community in Jordan, a developing Middle Eastern country. 

The information included within this chapter provides useful background information 

upon which to build the proposed research work. 

There are particular issues in any cultural setting which have implications for the 

delivery of health and care services. Therefore, the next chapter examines Jordanian 

culture in depth and the possible implications of this cultural context for stroke 

survivors and their carers in the community. It also provides a backdrop offering the 

reader some insight into the issues, which may potentially be faced by those 

providing services in the community for this client group. 
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Chapter 3: Cultural Influences on Care for People with 
Disabilities in Jordan 

Culture has been defined as 'a complex, integrated system reflecting the whole of 

human behaviour and experience' (Seidel et al 1995). Loveland (1999) classifies 

culture as 'non-material' and 'material' . Non-material culture includes core values, 

beliefs and attitudes, while material culture includes architecture, clothing, food, 

technology and infrastructure. 

It is important for health care professionals working with people with disabilities 

(PWD) in the community to be aware of the cultural background of their clients in 

terms of beliefs, behaviour and lifestyle (Groce 1999; Leavitt 1999; Loveland 1999). 

An appreciation of religious ethics surrounding health and disease may aid 

professionals in the challenging role of delivering care in a manner that is both 

appropriate and culturally sensitive (Qureshi 1994; Sheikh, Gatrad and Dhami 1999). 

Such an appreciation will also avoid cultural clashes and conflicting expectations 

between providers of rehabilitation and care services and receivers of the services 

(patients and their families) (Brice and Campbell 1999; Leavitt 1999). 

This chapter is divided into two sections. The first provides introductory information 

on Jordan with a focus on Jordanian culture and its influence on the care of stroke 

patients in the community and suggests how this knowledge could be used to 

facilitate a better lifestyle for PWD. The second reviews the health services, 

facilities and support resources available and accessible for PWD, including stroke 

patients, in Jordan. Due to the limited evidence relating to Jordanian culture and its 

relationship to the provision of care and rehabilitation for stroke patients in the 

literature, some of the information given in this chapter is based on the researcher's 

personal and clinical experiences. 

1. Jordan 

The Hashemite Kingdom of Jordan is situated in the Middle East and is bounded on 

the north by Syria, on the south by Saudi Arabia, on the east by Iraq and the west by 
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the Palestinian Authority and Israel. The land area is approximately 91,000 square 

kilometres (see Appendix 2). The official language is Arabic and English is widely 

understood among the upper and middle classes. 

Jordan is an integral part of the Arab world and thus displays cultural behaviours 

common to the region. Until 1920 Jordan was part of Greater Syria which also 

comprised Lebanon, Palestine, Syria, and Jordan's culture is therefore similar to that 

of its neighbours. This indicates that the findings of the present study may be 

generalisable to the people who live in neighbouring countries in particular and more 

generally to all people living in the region. 

1.1 Population 

Jordan's population was estimated at 4.561 million in July 1999, rising to 5.039 

million by July 2000 (Department of Statistics [DoS] [Jordan] 2001). The population 

may be classified under three groups: urban, rural and Bedouin. 

Some four-fifths of all Jordanians live in urban areas. The main population centre is 

Amman where 55 per cent of the population live (DoS [Jordan] 1999). Many of the 

smaller towns have only a few thousand inhabitants. Most towns have hospitals, 

banks, government and private schools, mosques, churches, libraries, and 

entertainment facilities. 

People living in rural areas, including small numbers of nomads (Bedouin), comprise 

about one-fifth of the population (Abu-Jaber 1991). Village life revolves around the 

extended family, agriculture, and hospitality. The average village contains a cluster 

of houses and other buildings, including an elementary school and a mosque. A 

medical dispensary and a post office may be found in the larger villages, together 

with a general store. People in smaller villages and remote rural areas have limited 

access to professional medical care. Moreover, there is an acute shortage of nurses, 

physiotherapists, occupational therapists and other health care professionals, 

particularly in rural areas 
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Bedouin make up less than one-tenth of the population and generally inhabit the 

desert area. Although the Bedouin population is declining in numbers, it still follows 

a more traditional way of life, preserving traditional behaviour and customs. 

In most urban areas solid surfaced roads and public transport, including taxi services, 

are available. House styles are similar to those in developed countries, although 

most houses have no inside stairs. People living in flats or houses reach the street by 

outside staircases, especially in Amman where most houses are built on hills and are 

usually some distance from the street. This implies that the provision of adaptation 

equipment in the homes of PWD in Jordan may be different from homes in 

developed countries: for example, there may be no need for lifts. PWD living in 

flats or whose homes are some distance from the street may find it difficult to go out 

and may consequently have no access to facilities, such as out-patient clinics, outside 

their homes . 

In urban areas most people have access to piped water, piped sewage disposal 

networks, and garbage collection and disposal services. In remote rural and Bedouin 

areas the infrastructure may differ from the facilities in urban areas. Many areas, 

especially in the north-east and the south of Jordan (Mafraq and Ma'an areas), have 

no surfaced roads. Furthermore, most of these villages are far away from cities and 

public transport or taxi services may not available. For example, in the Mafraq area 

some villages are 100 km from the nearest city. PWD, including stroke patients, who 

live in these areas may have no access to out-patient physiotherapy clinics since 

physiotherapy services are only available in the larger cities. 

In rural areas people have no access to piped water and electricity or to a functioning 

telephone service. This lack of facilities in rural areas may contribute to the 

difficulties faced by PWD, including those who have suffered strokes. It has been 

suggested that living conditions may influence health status, especially of people 

who are confined to the house (Reviere and Hylton 1999). In Jordan, due to the lack 

of and barriers to services for PWD, it is thought that the majority of stroke patients 

spend most of their time at home. 
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The lifestyles of people living in rural and Bedouin areas are different to the 

lifestyles of people living in urban areas. For example, they use toilets of a different 

type from the western toilets used in urban areas and toilet facilities may be 10 to 20 

metres away from the house. In addition, most people sit, eat and sleep on the floor. 

This is an important factor in stroke rehabilitation as the main goal of rehabilitation 

is to help patients to be independent. Therapists working with stroke patients need to 

modify their therapeutic strategies regarding activities of daily living (ADL). For 

example, instead of training patients to transfer from a bed to wheel chair and vice 

versa, patients need to be trained to transfer from floor to wheel chair. This 

difference implies that existing tools to measure neurological rehabilitation need to 

be modified before health care professionals, including physiotherapist, apply them 

in different cultures. Similarly, therapists may need to consider the lifestyle of 

patients when making decisions about the provision of home adaptation equipment. 

1.2 Jordanian social life 

In a Jordanian community, 'happy' and 'sad' events play important roles in the social 

lives of the people (Simister and Yunis 1999). 'Happy' events may include 

marriage, births and successful recovery from surgery, illness or accidents. 'Sad' 

occasions may include funerals, illness and injury. Exchanging visits with family, 

relatives, friends and neighbours is the main social activity for people, especially 

those living in rural areas. Traditional leisure activities within the community 

include visiting, eating, drinking (tea or coffee), playing cards and talking. However, 

since new technology has been introduced the social family gathering is being 

replaced by watching television and videos. 

Visiting individuals when they have health problems is a must for friends, relatives 

and neighbours (Abu-Rida 1998). Abu-Rida suggested that visiting friends and 

neighbours when they are ill is a religious obligation. However, al-Dawalibi (1998) 

argues that social relationships between Arab people, including the visiting of ill 

people, dates back to pre-Islamic times. 

Apart from the home, the other important place for socialising among Muslims is the 

place of worship (the mosque) which exists in every populated area in Jordan. In 
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Muslim countries the mosque is not only for praying but also for socialising and 

making friends (Hathout 1995). Islamic teaching requires that each Muslim pray five 

times a day, preferably in the mosque. Prayer (salah) is to be performed with mental 

concentration and physical movement to attain spiritual uplift. Although it can be 

performed alone, it is preferable to perform it with another or in a group. To perform 

salah, a Muslim has to perform his or her ablutions (wudhu) to make sure that 

hygiene of body, clothing, and place are attained before performing salah .. 

The Qur 'iin is the principle religious book in Islam and is the spoken word of Allah 

(God). It is divided into 30 parts containing 114 chapters (or sura). Sunnah is 

complementary to the Qur 'iin and refers to anything connected with the Prophet 

Muhammad, including his sayings and his actions and descriptions of his way oflife. 

The Hadith comprises a further collection of the sayings of the Prophet Muhammad. 

Women are prevented by neither the Qur 'iin nor the Sunnah from entering mosques 

but, regulated by either local rules or by habit, mosques have in many cases been 

closed to women (Hathout 1995). Women have therefore resorted to praying in their 

homes. Prayer involves several positions, including standing, bowing and prostration 

(going down on the knees, then placing the forehead on the floor). However, if a 

Muslim is travelling or sick, he or she is allowed to pray while sitting or sleeping. 

These customs imply that it may be difficult for PWD who have physical disabilities 

or are incontinent to prayer in mosques and this may contribute to their social 

isolation. This social isolation can be greater for men than for women, since women 

already pray at home. 

The mosque is administered by the religious leader (the Imam) whose role is similar 

to that of the vicar or priest in the Christian church. The Imam leads prayers five 

times a day and preaches every Friday (Friday Khutbah ). In Jordan most men visit 

the mosque to listen to the weekly Friday sermon. The Friday sermons are also 

televised and may discuss religious matters as well as social topics. The Friday 

sermon is an important platform for educating the Muslim community and for 

reminding people of their roles as Muslims, including being conscious of their brief 
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life in this world and updating them on current issues affecting Islam and Muslims 

(Hathout 1995). 

The Friday sermon could be used as a community support for PWD by disseminating 

information about disability and the prevention of disease or the introduction of new 

ideas to the community. In Jordan this may be more appropriate than disseminating 

information by pamphlet since a high percentage (about 17 per cent) of people in 

Bedouin and rural areas are illiterate (Abu-Jaber 1991). However, the content of the 

Friday Khutbah is under the control of the government and therefore any 

arrangements about its content would need to be arranged with the government. 

Another community facility that could be used to introduce new ideas or to 

disseminate information about disability is the school. In all cities and most villages 

in Jordan there are schools; school teachers are often the only source of information 

in rural areas and are highly appreciated by the community. Involving 

schoolteachers in any community development for PWD may be advantageous for 

both service providers and recipients. 

In larger urban areas, for example Amman, social and sports clubs exist which are 

similar to those in more developed countries. However, these clubs are not 

accessible to everybody because they are private and relatively expensive. Their 

existence implies that PWD living in cities may have more chances to socialise than 

PWD living in rural areas. However, the use of sports and social clubs will be 

limited to those who can afford them. 

In Bedouin areas and remote villages the madafa or aldywan is still the main place 

for people to socialise. This can be a large hall or a room in the tribal leader's house 

and is similar to the village hall in Britain. Attendance at the madafa is restricted to 

men and all men have to participate in community activities while the women in the 

village exchange visits and gather in each other's houses over a cup of tea or coffee 

or a meal. In the madafa the Sheik or the village leader (the mukhtar) holds an 

influential position. Men usually meet in the madafa to discuss matters related to the 

tribe and the support needed for everyone in the community. This support may 
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include financial aid or help in solving a social problem within the community. The 

source of any financial support will be from within the community. The tribal leader 

is important in terms of care for patients in the community or the introduction of new 

ideas of community support. This is because the tribal leader holds an influential 

position and is consulted about all matters by the people in that community. 

Providers of community services and health professionals who work with PWD must 

acknowledge this important role when disseminating information or proposing new 

ideas in the community. Any ideas or interventions proposed without the agreement 

of the tribal leader will not work and will be rejected by the people. 

All activities in either the mosque or in the madafa take place in a sitting position on 

the floor with shoes removed. An individual using a wheelchair or adaptive footwear 

or who is unable to sit on the floor may be unable to participate and socialise. A 

male stroke survivor who is unable to participate in community responsibilities may 

find himself socially isolated. 

1.3 The influence of religion on social behaviour 

Although between 5 and 8 per cent of the population are Christian, Jordanian culture 

is predominantly Islamic. It has been suggested that religion can exert an important 

influence on the social life of people (Miles 1999). Many aspects of Jordanian 

culture are influenced by Islam to some degree (Abu-Jaber 1994) although some of 

the behaviour and traditions may not derive from religion but rather from the 

traditions or habits of other people in the region, for example Saudi Arabia and 

Turkey (Simister and Yunis 1999). This implies that not all the behaviour and 

attitudes of people in Jordan are due to their religious background. 

There are different interpretations of Islamic values and they vary from the very strict 

to the moderate. These values include matters such as the relationship between men 

and women, caring for people who are ill and day-to-day activities. These 

interpretations are identified by the names of the Islamic scholars who proposed 

them: Mal{ki, Hanafy, Hanba/y and Shafiey. Generally each Islamic country has 

adopted one of these interpretations. Jordan follows the Shafiey interpretation which 

is less strict than that in Saudi Arabia, Afghanistan and Iran. 
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The Qur'iin and Sunnah are the two basic sources of Islamic law (shariah) which 

embodies the principles of qiyas andjima' (analogy and consensus). Qiyas andjima' 

are based on the Qur 'iin and Sunnah and are decided only by Islamic scholars. 

These additional sources of Islamic law were introduced to explain or interpret issues 

not clearly mentioned in the Qur 'iin and Sunnah (Gatrad and Sheik 2001 ). Another 

important principle is ijtihad, the extension of shariah to situations not covered by 

the other sources of Islamic law, which covers not only the practice of Islam but 

every aspect of life (Al-Dawalibi 1998; Hathout 1995). Every aspect of a Muslim 

person's life is influenced and guided by Islamic law. 

1.4 Family structure in Jordan 

The family in Arab Islamic culture is the mainstay of society, and its structure affects 

the structure of the whole society (M'Baye 1998; Bouhdiba and Al-Dawalibi 1998). 

The definition of 'family' in Arab culture differs from that of 'family' in Western 

culture. The Jordanian family (hamula) includes the immediate and extended family. 

The immediate family includes spouse, children, siblings, parents and grandparents, 

while the extended family includes cousins, aunts and uncles and in-laws and their 

families. The main role of the family is to provide protection and security for each 

member. 

1.4.1 Roles and responsibilities of men and women According to Islamic teaching, 

woman and man are created equal by Allah and stand equal in His sight . This 

should not be confused with some unequal practices in some Muslim societies. In 

fact, the Qur'iin is full of verses confirming the equality of men and women 'Never 

will I suffer to be lost the work of any of you be he male or female you are members 

of one another.' (Qur'iin 3:195). 

In Arab Islamic culture the roles of men and women are different and the 

responsibilities of men and women are defined by the Prophet Mohammed: 'Man is 

the ruler of his home. He will be held responsible for the conduct of his dependants, 

and woman is the ruler in her home. She will also be held responsible for the 

conduct of her dependants' (Hadith 9:1574). 
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In Jordanian culture a woman's dependants may include her children, her husband 

and his parents. According to Islamic values men are financially responsible for 

themselves, their children, their wives, their parents (if they are needy), their sisters, 

their nieces, their brothers, and other close members of the family (if they are needy) 

while women are not financially responsible for anybody, including themselves. A 

woman may help her husband financially only if she chooses to do so. The husband 

is responsible for providing her with a house, food, clothes, and daily expenses. He 

is also responsible for the children, although she takes care of them at home. 

Although Islamic teaching gives the right of leadership to men within the family, it 

requires men to treat their wives fairly. The Prophet Mohammed said 'O people! 

You have rights over your wives as they have rights over you' (Hadith 9:1554). He 

also said in one of his Hadith, 'The best of you is he who is good to his wife' (Hadith 

9:1559). His wife Aisha reported that he said about women, 'They are like pleasing 

roses, that their grace and tenderness deserve special regard from men' (Hadith 

9:1580). It is also reported that he said, 'No believer should be angry with his wife. 

If some of her qualities are displeasing, there will be many other qualities worth 

appreciation' (Hadith 9: 1610). 

These quotes demonstrate that women in Islamic cultures are acknowledged and 

respected and that the behaviour of some Muslim men towards women may not be 

always due to their religious background but rather to their own interpretation of 

religious teaching or to their personal behaviour and attitudes. 

Islam has established rules that govern relationships between different families, as 

well as guidelines for relationships between members of the same family. The 

importance of the institution of marriage receives its greatest emphasis from a Hadith 

of the Prophet Mohammed: 'Marriage is my Sunnah (way), whoever keeps away 

from it is not of me ' (Hadith 9: 1569). 

Kind treatment of wives and families is a part oflslam 'Live with them in kindness; 

even if you dislike them, perhaps you dislike something in which Allah has placed 
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much good. ' (Qur 'an 4: 19). The Prophet Muhammad has said, 'From among the 

believers are those who have the kindest disposition and are kindest to their families, 

such are those who show most perfect faith' (Hadith 9: 1574). Another quotation 

from the Qur 'an states 'Among His signs is (the fact) that He has created spouses 

for you from among yourselves so that you may console yourselves with them. He 

has planted love and mercy between you; in that are signs for people who reflect' 

(Qur 'an 30:21 ). 

This is a very important definition of the relationship between man and wife. They 

are expected to find tranquillity in each other's company and by 'love and mercy'. 

Such a description implies mutual care, consideration, respect and affection. 

However, if one of the spouses has had a disability or stroke this relationship may be 

disrupted (see Chapter 2): for example, dissatisfaction with sexual life is a common 

phenomenon among stroke survivors and their spouses (Korpelainen, Niemenen and 

Myllylla 1999). As a result, the relationship between spouses may be affected, so 

that if a woman has a stroke the man may marry again or divorce his wife. 

1.4.2 Divorce and multiple marriage in Islam Divorce is taken to be a last resort 

in Islam. The Prophet Muhammad said, 'Of all the things Allah has permitted, the 

one He most dislikes is divorce' (Hadith 9: 1556). Women have the right of divorce 

just as men do, and for similar reasons such as incompatibility and his inability to 

support her (Ali 1985; Khan 1990). However, Islam gives the man the right to 

divorce his wife by merely saying or writing his intention and allows Muslim men to 

consider marrying up to four wives at the same time, although it is necessary to get 

permission to do so. The man must be just to his wives, and must treat them equally 

in all matters that are under his control; including provision for their needs and the 

amount of time he spends with each one (Hathout 1995). 

However, there is a debate among Islamic scholars about whether a man may marry a 

second wife because the first wife becomes ill. Some scholars suggest that a man 

may marry a second wife if the first has an illness that prevents her from fulfilling 

her duties as a wife and a mother. Others suggest that a second marriage is allowed 

only if a woman has a permanent disability which prevents her from playing her role 
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as wife and a mother (Bouhdiba and Al-Dawalibi 1998). Nevertheless, the reasons 

for marrying another wife are not clearly stated in the Qur 'iin, nor is the definition of 

the wife fulfilling her duties as a wife. This ambiguity may explain the various 

interpretations that allow a man to marry another woman if his wife becomes ill. 

Other Islamic scholars have suggested that the role of a wife may relate to her ability 

to have sexual relationships and bear children. Therefore, if a woman cannot fulfil 

these roles for any reason her husband may marry again (Eisenberg et al 1993). 

Despite all this, because of the economic situation and a change to a more western 

lifestyle, especially among people living in cities, multiple marriage in Jordan has 

become difficult in practice. 

1.5 Attitudes and beliefs about health and illness 

Attitudes about illness are interpreted in two ways, as a test of faith or as punishment 

for sin. People in many cultures believe that illness and accidents are supernatural 

punishments for the misbehaviour of either the patient or a member of the patient's 

family (Martin and Henry 1989). Muslims do not see illness as punishment, but 

rather as a 'test' from Allah The Prophet Mohammed said, 'No Muslim will be 

bothered by hardship or illness, or anxiety or worry, or harm or sadness, except that, 

by it, Allah will cover up some of his sins' (Hadith 9: 1602). It has been argued by 

some Muslim scholars that the greater the illness, the greater is the reward (Khan 

1990). 

Regarding treatment by health professionals, one rule of Islam states that 'for each 

illness, Allah has provided a remedy' (Hadith 9: 1610). So as long as the 

intervention does not conflict with Islamic rules and regulations there is nothing in 

Islam that prohibits seeking help from health professionals. 

Patients may show patience and ability to tolerate the consequences and impact of 

the disease in order to be rewarded by Allah. Many verses in the Qur 'iin encourage 

Muslims to be patient and persistent and to place their hope in Allah's mercy, 

especially when they face problems such as illness. Because of that some people 

may not seek medical or social care from health professionals or from other 

individuals and this may affect the prognosis and management of patients. This may 
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be one possible explanation for patients in Islamic cultures consulting traditional 

healers who usually use Qur 'an readings as part of their treatment strategy. In 

Jordan, traditional healers are not allowed and are banned by the government. 

Nevertheless, patients still use traditional healers, not only because the healers claim 

to be touched by Allah but because they are much cheaper than doctors and 

therapists. People who have no access to hospitals or treatment because of their 

economic situation or who live far away from available health services may use 

traditional healers. 

Local beliefs about health and practices are important, not only for their influence on 

a family's general state of health but also in determining when and if people seek 

modem medical care. A local belief in the efficacy of healers and their treatment 

may prevent or delay the seeking of medical care. This has had a vital impact on 

recovery from stroke since early intervention in stroke rehabilitation is crucial to 

outcome and can prevent secondary complications such as joint contractors and 

respiratory problems (Holmqvist, Koch and de Pedro-Cuesta 2000; Wolf and 

D' Agostino 1993). Consulting traditional healers may therefore delay therapeutic 

intervention leading to slow or poor progress. 

1.6 Care for patients in Islamic cultures 

In Islam care for those who lose the ability to care for themselves is mainly carried 

by the immediate family and is considered a religious duty. It is the responsibility of 

children to take care of their parents when they are old or ill as the status and value 

attached to parents in the Muslim world is very high. The Qur 'an says: 

Your Lord has decreed that you should worship nothing except Him 
and (show) kindness to your parents, whether one or both of them 
attain old age (while they are) still with you, never say to them 
'Shame!' nor scold either of them. Speak to them in a generous 

fashion. Protect them carefully and say: 'My Lord, show them mercy, 
just as they cared for me as a little child'. (Qur 'an 17:23-24). 

Again, Allah says 'We have enjoined man to respect his parents; his mother bears 

him with fainting after fainting, while his weaning takes two years. Thank Me as well 

as your parents; towards Me lies the goal. ' (Qur 'an 31: 14). The Prophet 
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Mohammed has also said, 'Paradise lies at the feet of mothers' (Hadith 9:1615). 

The Muslim mother therefore has a great feeling of security about the care and 

consideration she can expect from her children when she reaches old age or becomes 

ill. As the verse of the Qur 'an quoted above indicates, thankfulness to parents is 

linked with thankfulness to Allah, and a failure in either of these respects is indeed a 

major failure in one's religious duties, although care for patients by another person, 

such as a health professional, from outside the family may be carried out with 

caution and an understanding of Muslim culture, life style and attitudes (Miles 1998). 

Providing care for Muslim patients by people of the same sex is encouraged but 

caring by a person of the opposite sex is discouraged since Islam prohibits any 

physical contact between men and women unless they are closely related (Simister 

and Yunis 1999). However, ifno one of the same sex is available and the care and 

intervention is considered necessary, the care may be carried out by someone of the 

opposite sex. One rule of Islam states that 'necessity overrides the prohibition' 

(Hadith 8:145). and can be decided by religious leaders and the beliefs of patients 

and their families. One clinical implication is that when someone of the same sex is 

not available, patients either reject treatment or consult people of the same sex, such 

as traditional healers, who may not be health professionals: this can have a negative 

effect on outcome. 

The cultural factors mentioned above are non-material and it is not easy to change 

them because people consider them personal and private (Loveland 1999). This is 

because they are passed from generation to generation and people learn these values 

and beliefs early in their lives (Leavitt 1999; Loveland 1999). Material cultural 

factors, such as therapeutic facilities, rehabilitation equipment and therapists, which 

have an impact on stroke rehabilitation may be easier to deal with than non-material 

cultural factors. 

The following sections discuss the availability and accessibility of health and social 

services for stroke patients in Jordan. 
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1. 7 Availability of services for people with disabilities 

Jordan is a small Arab country with a limited supply of natural resources such as oil 

and water (Abu-Jaber 1991). Furthermore, the conflicts and crises in the region have 

affected Jordan badly. Jordan was at war with Israel between 1948 and 1994, as a 

result of which Jordan's population has been increased by successive waves of 

Palestinian refugees seeking shelter. Refugees from the 1948 and 1967 Arab-Israeli 

wars account for a considerable part of Jordan's population and there are currently 

about one million registered Palestinian refugees in Jordan (Abu-Jaber 1994). The 

Gulf crisis in 1991 brought a new wave of homeless people. The Ministry of 

Planning Economic and Social Development Plan (1993) suggested that around 

300,000 Jordanians who been working in Gulf countries returned to Jordan and 

another 500,000 people found refuge in Jordan. The inflow of these refugees 

aggravated Jordanian's already serious economic problems. In 1994 Jordan signed a 

peace treaty with Israel to end the state of war. One implication of the treaty has 

been to allow Jordan to decrease its annual expenditure on defence and to increase 

expenditure on health, social and educational services, although the amount spent is 

still minimal compared to that of developed countries. 

2. Health care services 

In this section indicators of health and the provision and spread of health services in 

Jordan are briefly presented. 

2.1 Health indicators in Jordan 

Despite the lack of natural resources and the continued conflicts in the area, health 

indicators show that Jordan ranks well when compared with other countries in the 

region (MoH [Jordan] 2000). 

The total cost of health care in 1990 represented 4.8 per cent of government 

expenditure, increasing to 5.9 per cent in 2000. This increase in health expenditure 

may have been the result of either a reduced need for expenditure on defence or an 

increase in population size. 
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The annual population growth rate in Jordan has been higher than in other countries 

in the region and much higher than in developed countries (Janson, 1993). For 

example, the annual population growth rate is 2.8 per cent in Jordan compared to 2 

per cent in Egypt and 1. 7 percent in Lebanon. In developing countries the average 

rate of population growth is 2 per cent, whereas in developed countries the figures 

range between 0.4 and 0. 7 per cent. This could be explained by the greater family 

size in developing countries: the average family in Jordan has six children (Suhimat 

2001). 

Islamic religious leaders and teachings play an important role in decision-making 

about family size, since Islam encourages large families (Farsoun and Khoury 1996). 

Farsoun and Khoury found that Jordanian married couples identified three basic 

types of pressure leading to large families: traditional, familial, and religious. On the 

traditional level, respondents cited the long-held tradition of having many children to 

help work in the fields and provide care for their parents in old age. Often in 

combination with traditional pressures, couples felt pressure from other family 

members to have many children, especially boys, to continue the family line. 

In terms of care for stroke patients, larger family size may influence the level of care 

since carers may have difficulties in taking care of big families as well as stroke 

patients. On the other hand, the more family members the more people to share the 

care. 

In Jordan, the population is also very young. According to MoH [Jordan] (1998) 

figures, the median age is 19.3 years and the infant mortality rate is 31.3 deaths per 

100,000 births, which is much lower than the average (57 per 100.000 births) in the 

Middle East. The birth rate is 34.3 births per 1000 population and life expectancy at 

birth increased from 65 in 1991 to 73.06 (71.15 for men and 75.08 for women) in 

1999 (Department of Statistics [Jordan] 1999). 

According to Jordanian MoH figures (1998) the average life expectancy in the 

Middle East was lower than that in developed countries: 65 for men and 69 for 

women. Jordan's dramatic improvements in child survival and life expectancy, 
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combined with continued high fertility, are the major reasons for the high natural 

growth rate. 

2.2 Hospitals 

Over the past four years the total number of hospitals has increased from 75 to 86 

and the number of hospitals beds has increased from 7969 to 8120. The increased 

number of hospitals beds is directly attributable to the increased number of hospitals. 

2.3 Health professionals 

Jordan has a high proportion of physicians compared to other countries in the region 

and the population per physician has decreased from 607 to 506 (Suhimat 2001). 

However, there are shortages of health professionals including as physiotherapists, 

occupational therapists and speech therapists working with PWD. One possible 

explanation for the large number of physicians in Jordan is that culturally the medical 

profession is highly respected in the Arab community. Families are proud to have 

one of their members gain a medical qualification, so the whole family (hamula) will 

financially support their members who study medicine. 

2.4 Availability of health services In Jordan 

There is limited literature about the use of health care services in developing 

countries (Mawjdeh, Hyajneh and Al-Qutob 1997). The source of most of the 

information in this section is taken from the Jordanian government website 

(http://www.nis.gov.jo). 

Health care in Jordan is provided by a number of agencies: the Ministry of Health 

(MoH), the Royal Medical Services (RMS), the United Nations Relief and Works 

Agency (UNWRA), Jordan University Hospital, the non-governmental voluntary 

sector (NGO) and the private sector. Health provision in Jordan involves primary 

health care and hospital care but no home based health care is available. 

2.4.1 Ministry of Health services Ministry of Health (MoH) services include 

primary, preventive and curative care and are available throughout Jordan although 

specialist services are limited to the cities. 
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Primary health care is the basic level of care provided equally to everyone. It 

addresses the most common problems in the community by providing preventative 

and curative services to maximise health. It is distinguished from other types of care 

by the clinical characteristics of patients and their problems and deals mainly with 

minor illnesses. The services provided by primary health care clinics are similar to 

the services provided by general practitioners in the United Kingdom. The Jordanian 

constitution states that 'health is for all' and thus the MoH is required to provide care 

for all Jordanian citizens at a subsidised cost. However, the staff in MoH hospitals 

tend to be overworked, there is a high bed occupancy rate compared to private 

hospitals and the health services provided are largely of a poor standard. (MoH 

[Jordan] 1998) 

2.4.2 Royal Medical Services The Royal Medical Service (RMS) provides clinics 

and hospital services to military personnel and their dependants. The RMS also 

provides some health services for civilians in specialised areas, such as cardiology 

and neurology, which are not yet available in either public or private sector hospitals 

in Jordan. 

2.4.3 United Nations Relief and Works Agency Following the 1948 Arab-Israeli 

conflict the United Nations Relief and Works Agency (UNWRA) for Palestinian 

Refugees in the Near East was established in 1949 to carry out direct relief and 

works programmes for Palestinian refugees. The UNWRA provides education, 

health, and relief and social services to 3.9 million registered Palestinian refugees in 

Jordan, Lebanon, the Syrian Arab Republic, the West Bank and the Gaza Strip. 

In Jordan, The UNWRA provides primary health care, including medical services 

and nutritional relief, to the Palestinian refugee population living in 13 camps 

throughout Jordan (Daud 1991). 

2.4.4 Jordan University Hospital Jordan University Hospital is a teaching hospital 

serving more than 250,000 people each year and providing practical training for 

students of medicine, nursing and, recently, physiotherapy and occupational therapy. 
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It provides health services for patients who are privately insured or referred by MoH 

hospitals when no other bed is available. 

2.4.5 Health services provided by non-governmental organisations Several 

international and national NGOs administer hospitals and clinics throughout the 

country. However NGO hospitals are still located only in the cities. These health 

facilities provide care for poorer people at low or no cost. 

2.4.6 Health services provided by the private sector These services operate 

autonomously and provide services for people who can pay or who are privately 

insured. The quality of services is better than those of the state services but are more 

costly. The majority of people living in rural areas are generally underprivileged and 

this may be one reason that these hospitals are not found in remote rural areas. 

2.5 Health insurance 

The Ministry of Health Annual Statistical Report (2001) showed that approximately 

21 per cent of the population receives health insurance coverage from the MoH, 

while 33 per cent of the population is covered by the RMS, 18 per cent by the 

UNWRA and 5 per cent by the private sector. However, the major problem is that, 

as in many developing countries, not everyone in Jordan has health insurance and 

approximately 32 per cent of the population are not covered by any health insurance 

plan (Suhimat 2001). 

Health service providers cooperate in providing care to insured patients. For 

example, patients who insured by the MoH are transferred to private sector hospitals 

if there are no available beds in MoH hospitals, or the patient needs a particular 

service or in case of emergency (Suhimat 2001 ). The current system may be one 

reason for patients use several services at the same time. In Jordan, approximately 

20 per cent of the insured population has multiple insurance coverage (Mango 2000). 

Barghouthi and Daibes (1993) suggested that this duplication of use of health 

services may relate to the absence of a national system in the occupied West Bank, 

which was part of Jordan until 1967 and whose health insurance system was similar 

to the one existing in Jordan today. 
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Recently the MoH in Jordan announced a new health insurance scheme which would 

group the country's health insurance providers in order to cover non-insured citizens 

as well as avoiding duplication of use of services (Naser, 2002). However, this new 

plan will not take effect for three years. In terms of the care of PWD, the new health 

insurance scheme will reduce the burden on family budgets by paying medical costs, 

although it is not clear whether this scheme will provide services for people in their 

homes. Most PWD in Jordan receive most of their care at home and if the new 

health insurance scheme does not cover home care, a large number of people who are 

most in need of health services at homes will be ignored. 

2.6 Care and services for people with disabilities in Jordan 

Care and rehabilitation services for PWD in Jordan go back to the 1960s, and have 

primarily been carried out by local and international NGOs. Significant changes to 

the delivery of services to PWD came after the United Nations announced 1981 as 

the International Year of Disabled Persons (United Nations 1983). The intention was 

to achieve participation and integration of PWD in the community and to raise 

awareness of disability. 

At that time the Jordanian government and local and overseas NGOs worked 

together and provided rehabilitation and care services for PWD in the community. 

However, adult and elderly people with disabilities were neglected and no services or 

programmes existed for people over 18 years of age. A possible explanation for this 

service gap may be that community services were originally set up to help children 

with problems such as poliomyelitis. Adults with disabilities who been treated in 

hospital continued to receive their rehabilitation interventions through hospitals. 

There are care programmes for adults who are blind and deaf, but the focus in this 

section will be on people with physical disabilities who may share similar 

characteristics to stroke survivors. 

There is a lack of information about the number of PWD in Jordan, but the World 

Health Organisation estimate of 10 per cent of the population has been used as an 

indicator of the number of people with disabilities in Jordan. It has been suggested 
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that the incidence of disabilities in Jordan may be higher than in other Arab countries 

(Al-Khatib 1989). Factors contributing to this include high population growth rate, 

large family size, intermarriage with relatives and the high number of road traffic 

accidents (Al-Khatib 1989). It has been suggested that the biggest cause of disability 

in Jordan can be attributed to road traffic accidents (United Nations Economics and 

Social Commission for Western Asia (ESCWA) 1989). The ESCWA report also 

suggested that the incidence of disability in the Middle East may be amongst the 

highest in the world because of repeated armed conflicts in the area. 

2. 7 The WHO classification of impairment, disability and handicap 

The World Health Organisation (WHO) International Classification of Impairment, 

Disability and Handicap (ICIDH) has been used in Jordan to define different types of 

disorders and disease. This classification has, however, recently been superseded by 

a revised classification, the ICIDH-2, which is discussed below. 

In order to recognise that the diagnosis of disease is not sufficient to describe the 

consequences and needs of individuals with disease, WHO published the 

International Classification of Impairment, Disability and Handicap (ICIDH) (WHO 

1980). It is important to understand the definitions of 'impairment', 'disability', and 

'handicap' because they are also used as a model for evaluation of outcomes of 

rehabilitation (Aboderan and Venables 1996). These terms are often used 

interchangeably, but each has a distinctly different meaning. 

The ICIDH (WHO 1980) defines the three terms: 

• An impairment is any loss or abnormality of psychological, physiological 

or anatomical structure or function. 

• A disability is any restriction or lack (resulting from impairment) of 

ability to perform an activity in the manner or within the range 

considered normal for a human being. 
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• A handicap is a disadvantage for a given individual, resulting from an 

impairment or disability, that limits or prevents the fulfilment of a role 

that is normal (depending on age, sex and social and cultural factors) for 

that individual. 

However, the relationships between these three levels is still not generally fully 

understood (Wade et al 1992; Wade 1996). 

In 1999, WHO released a draft of a new, expanded version of the ICIDH (Beta-2 

version: ICIDH-2) The new classification aims to provides a scientific basis for 

understanding and studying the functional states associated with health conditions. It 

establishes a common language for describing these functional states in order to 

improve communications between health care workers and people with disabilities 

and to permit comparison of data across countries and health care disciplines (WHO 

1999). However, because the new model is still being developed there is limited 

reference in the literature to its use. The revision process has resulted in many 

changes to the original classification, including a change of name to the International 

Classification of Functioning and Disability (ICFD). This new name is accompanied 

by a change of emphasis, from negative descriptions of impairments, disabilities and 

handicaps to neutral descriptions of body structure and function, activities and 

participation (Koch, 2000). This new classification is not only about PWD but also 

included healthy individuals ( see Figure 3 .1 ). 

2.8 Factors influencing the provision of services for people with disabilities 

Many factors may influence the provision of services for PWD in Jordan, including 

the influence of western culture on traditional culture as well as on lifestyle and 

traditional beliefs and attitudes about health and social care. As the impact of Middle 

Eastern culture on accessibility of services for PWD has been discussed earlier, this 

section will concentrate on the influence of western culture on disability in Jordan. 
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Health conditions (diseases and disorders) 

ICIDH (old classification) 1980 
Beta-2ICIDH-2 (new classification 1999 

including healthy individuals) 

Figure 3.1 

conditions 

Impairment ► Body function and structure 

Disability ► Activity 

Handicap ► Participation 

1 1 
Personal factors Environmental factors 

Models of old and new WHO classifications of health 

Rehabilitation services were originally introduced into Jordan by international 

charitable NGOs . These were staffed by expatriates from Britain, Holland, the USA 
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and Australia. The use of expatriates is important in providing continued learning 

opportunities and practice for local staff (Leavitt, 1999), although the role of 

expatriates may change the attitudes of local people towards PWD. 

Until 1960 care for PWD in Jordan was provided solely by the family. Since then 

international NGOs have started providing institutional services which are beginning 

to replace the role of families in caring for PWD. Expatriate professionals may have 

a different cultural background to the local people and may have been exposed to 

health and social care systems which differ from the systems and resources in their 

host countries (Simister and Younis, 1999). 

Nevertheless, residential rehabilitation services for PWD accommodate and provide 

services to only 2 per cent of PWD in Jordan (Al-Khatib 1994). This is because most 

rehabilitation centres are located in cities, making it difficult for people from rural 

areas to access them. 

The political background of overseas organisations is another influence on values 

and attitudes towards PWD (Mallory et al 1993; Turmusani 1999). One possible 

explanation for their influence may be that as the charitable organisations in most 

cases sponsor local projects, so they are in control of delivering the services. In 

countries with limited resources like Jordan these organisations work independently 

without control from the government because poor countries may be worried that any 

interference with a service delivered by international NGOs may lead to termination 

of the project. Therefore, these NGOs implement rehabilitation from their own 

perspectives and not necessarily from those of local people. 

The presence of voluntary international organisations may affect government 

involvement in providing services for PWD in Jordan, encouraging the reliance on 

institutional organisations and inhibiting development of state funded services. 

Continuity of service delivery may be affected, since individual expatriates working 

for international organisations may not stay for long periods of time. 
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Leavitt ( 1999) suggested that the use of expatriate staff is not a long-term solution to 

service provision for PWD. The role of expatriate staff should be to empower and to 

pass on knowledge to local people. This was not always the case. The researcher 

himself experienced two approaches of expatriate workers. One group 

acknowledged the role of local people and prepared them to take responsibility by 

giving them the opportunity to lead a project or the work for short period of time. 

Such projects survive the withdrawal of expatriate staff. The other group saw itself 

in competition with local people and did not develop the potential abilities local 

people despite their having the necessary skills and knowledge to take on 

responsibility for the project. Because the expert staff controlled project, they saw 

themselves as superior to local staff. 

Long-term care and rehabilitation for PWD in developing countries needs to rely on 

their local professionals by improving their skills and knowledge so that there is 

sustainability for any project. The researcher's experience was that most expatriate 

physiotherapists working in therapy projects were committed to training and 

developing local staff to take over long term-responsibility for rehabilitation projects. 

2.9 Types of service for people with physical disabilities 

People with physical disabilities in Jordan suffer from spinal cord injuries, muscular 

dystrophy, cerebral palsy and stroke, to name just a few conditions. Existing 

provision for people with physical disabilities is still limited to services for children 

and is delivered through residential services, day centres, outreach programmes and 

community-based rehabilitation programmes (Turmusani 1999). 

2.9.1 Residential services Residential centres provide services including medical 

care, physiotherapy, occupational therapy, and elementary education for children. 

Most of these services exist in the larger cities and many of their residents experience 

social isolation, especially those who come from poor families who cannot afford to 

visit them regularly or to take them home for frequent visits. Such services are 

costly and may not be appropriate for a country such as Jordan with limited 

resources. 
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The residential care model was initially introduced by international organisations and 

was not adapted to local culture. In these centres, beds, bathrooms and toilet 

facilities are different from those used by PWD in their own homes. This may create 

difficulties when people reintegrate into their own communities. There are usually 

long waiting lists for residential centres and their aims are to rehabilitate PWD and 

to reintegrate them into the community. However, the lack of co-operation between 

these centres and the community may affect the social integration and the consequent 

independence of the PWD using them. 

Recently, a few centres have paid attention to the problems resulting from 

institutionalised care. The Al-Hussein Centre for the Physically Handicapped in 

Amman, for example, provides early intervention programmes where children with 

disabilities can be detected and managed in residential care early so that later, when 

they reach school age, they can attend normal schools in their communities. This 

programme has just started and it is still too early to judge its effectiveness. 

2.9.2 Outreach programmes Outreach services for PWD were first introduced in 

1988 with financial help from the European Union provided in the form of a mobile 

clinic with a rehabilitation team consisting of a doctor, physiotherapist, occupational 

therapist and orthotist. The team travelled in a vehicle equipped with orthopaedic 

equipment including splints, wheelchairs, walking aids and facilities for making 

orthotics. The aims of the outreach programme were to reach remote areas in Jordan 

and to increase awareness of and education about PWD and to educate their families 

and those remote communities (Oraibi 1991). However, the running costs of the 

programme were very high and the project was terminated because of lack of finance 

2.9.3 Community-based rehabilitation Community-based rehabilitation (CBR) is 

a strategy within community development for the rehabilitation, equalisation of 

opportunities and social integration of all people with disabilities (Helander 1993). 

The basic principles of the CBR concept are equalisation of opportunities and social 

integration for PWD (Helander 1993; Hinchcliffe 1994). CBR is generally 

implemented through the combined efforts of PWD, their families and the local 

80 



community with the help of governmental and non-governmental health and social 

authorities (WHO 1994). One of the advantages of CBR that it reaches large 

numbers of people (Helander 1993; Leavitt,1999; UNESCO,1994). 

The CBR model is based on three levels ofreferral (see Figure 3.2): 

• Community level: This includes home-based care involving PWD and 

their families and community rehabilitation workers (CRWs). It has been 

suggested that this is the most important level since CBR is based mainly 

on the involvement of PWD and their families (Ingstad 1999, Stout and 

O'Toole 1999). 

• Intermediate level: This is the main support level for a project, and may 

involve governmental and non-governmental organisations. These 

organisations may be involved in the training of the CRWs and technical 

supervision of the programme as well as direct medical intervention by 

local clinics and hospitals as required from the community level. 

• Central or specialised level: This may involve governmental 

organisations such as specialised hospitals, health authorities or social 

care agencies at national level . This level co-operates with the other two 

levels to provide support such as planning, implementing, co-ordinating 

and evaluating projects, as well as providing specialised intervention. 

In Jordan as in other developing countries, the CBR concept was introduced as a 

result of problems concerning the failure of existing services meet the needs of the 

majority of PWD (Andrew 1991; Al-Khatib 1994). It has been suggested that CBR 

is the most appropriate care approach to meeting the needs of PWD in Jordan as it 

encourages participation of the community, especially in rural areas (Al-Khatib, 

1994). Two CBR projects have been established in Jordan, one in refugee camps and 

one in rural parts of the Mafraq area. 
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Figure 3.2 

Specialised services Government: Hospital 
and technical support 

Intermediate level 
The sponsor: Government 

-----+---- andNGOs 

Basic home and community level 

People with disabilities 
and their families 

A model for community-based rehabilitation as suggested by 
the World Health Organisation (1989) 

In 1989 the UNWRA set up the first CBR project in one of the Palestinian refugee 

camps in Jordan (UNICEF 1993). In this project day centres were established to 

provide physiotherapy, education and day-to-day care. Volunteer CRWs visited and 
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worked with children with disabilities and their families at home with help of a 

physiotherapist. Adults with disabilities were not included in the project and priority 

was given to children with disabilities. 

With help of other overseas organisations CBR projects spread to five other refugee 

camps (Hinchcliffe 1994). Although there has been no systematic attempt to 

evaluate the effectiveness and sustainability of these projects, they still exist and 

provide care to many PWD in these camps. The model is often adapted to suit 

different policies and environments {Thorburn 1999). In Jordan the intermediate 

level of the CBR model is not possible because the government is not involved with 

services in refugees camps. 

The second CBR project started in 1991 in the Mafraq area of Jordan following a 

Jordanian/Swedish Medical Association seminar in Amman (Daud 1991). Prior to 

the start of the project, a Jordanian committee was formed from representatives from 

the government and NGOs. Most members of this committee were medical doctors. 

The target areas for the project as 13 scattered villages in the Mafraq area (see 

Appendix 2). The Arabic version of the WHO manual, Training in the Community 

for People with Disabilities (Helander et al 1989), was used as a basis for helping 

CRWs work with PWD in their own homes. The WHO manual used simple 

language and illustrations directed towards independence in mobility, family social 

life and enjoyment (Helander 1993). However, all the illustrations in the manual as 

well as the language were directed mainly toward children. 

Prior to the start of these projects a list of 80 possible CRWs, mostly women, was 

presented to the committee by health authority with no input from the central CBR 

committee or from people in the community. Most of these women were already 

employed as nurse assistants by public health care clinics in the area. A one-week 

training programme was undertaken by the volunteers. This programme included 

some basic medical knowledge, definitions of disabilities and some aspects of CBR 

implementation. The whole project was based on a medical model of disability and 

its causes, as most of the people involved were medical doctors and nurses. At this 
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stage there were very limited roles for physiotherapists and other rehabilitation 

professionals in the training of the volunteers or the development of the project. 

The CBR project in Mafraq is not currently functioning and the government and the 

organisers have abandoned it. It was hoped that the findings of the present study 

would inform the development of care services for stroke patients and other people 

with similar disabilities in the community in Jordan. For this reason it considered 

necessary to review the possible reasons for the termination of the CBR project in 

Mafraq, so that lessons might be learned for future development of any community 

projects or interventions for PWD in Jordan. 

It has been suggested that to evaluate the sustainability of a CBR programme a 

systemic investigations should be conducted (Leavittl 999; Thorburn 1999). In 

Jordan, no investigation or explanation for the failure of the CBR project has been 

made. However, the following may provide insights into the reasons for this failure: 

• PWD and their families were not involved in the planning and 

implementation of the CBR project. Several researchers have suggested 

that involving PWD and their families is important for successful 

intervention (lngstad 1999; Leavitt 1999; Thorburn, 1999). 

• Community participation was limited to influential people, such as 

religious leaders, in the community. Families were not consulted or 

involved in the project and felt that the project was imposed on them 

rather than initiated or owned by them. This may have been a cause of 

the rejection of the programme by the community, as the importance of 

community participation has been highlighted by many researchers 

(Ingstad 1999; Stout and O'Toole 1999; Thorburn 1999). In order to 

participate fully, people in the community need education and training 

(Ingstad 1999) focussed on changing attitudes towards disability 

(Thorburn 1999). 
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• The project was located in 13 villages scattered over a large area where 

public transport, roads and other infrastructure were not well developed. 

These limitations may have affected the co-ordination and supervision of 

the projects as evidenced in a similar project in Botswana (Ingstad 1999). 

• The one-week training programme included only medical information 

and rehabilitation professionals, for example physiotherapists, were not 

involved in the training. It has been suggested that in order to maintain 

sustainability of CBR projects, CRWs should be provided with 

comprehensive and continuing skills training (Leavitt 1999; Turmusani 

1999). 

• The selection of the CRWs may not have been appropriate. Some of the 

candidates already working in PHC clinics in the areas did not live 

locally and were selected by the directors of these centres. It has been 

suggested that the most suitable CRWs are local people who may 

themselves be disabled and who show concern for PWD (Hinchcliffe 

1994; Leavitt 1999). At the beginning of the project these volunteers 

were released from their duties as nurses one day a week to work as 

CRWs, but because of a lack of co operation between the organisers of 

the project, NGOs and the directors of the public health care clinics, this 

did not continue long-term 

• Economic hardship had a substantial effect on the project (Helander 

1993). At that time (1991) 500,000 refugees fled to Jordan from Kuwait 

during the Gulf War, and after the war the Gulf States reduced the 

financial support to Jordan for the refugees because the Jordanian 

government had sided with Iraq. 

In summary, the problems were not with the concept of CBR itself but the planning 

and implementation of the project. 
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2.10 Disability policy in Jordan 

In Jordan, the majority of PWD have limited opportunities for social integration due 

to problems related to access to health services, care, education and employment, 

(Al-Khatib 1994; Zomu't 1993). Economic hardship and poverty may contribute to 

the provision for and accessibility of services for PWD (Turmusani 1999). Other 

problems may be related to an underdeveloped infrastructure, especially in rural 

areas: a transport system, roads and basic health and social services (Al-Khatib 

1994). 

As mentioned earlier, the United Nations declared 1981 to be the International Year 

of Disabled Persons. Since then service provision and awareness about disabilities 

has increased and attempts have been made by families and NGOs to formulate a 

legal framework to ensure provision of help and support for PWD. As a result, the 

Jordanian government passed a provisional Law for the Welfare of Disabled People 

(Law No 34, 1989). The implementation of this legislation is the responsibility of 

the State Social Authority, which has no role regarding PWD or their families. In 

1993 the 1989 law was reviewed and a new law was passed, the Law for the Welfare 

of Disabled People (Law No 12, 1993). This law ensures the right of PWD to have 

access to medical treatment, health education, aids and equipment and participation 

in making decisions concerning their own lives and guarantees support not only for 

people with disabilities but for their families as well: 'The law ensures the right of 

needy parents with disabled dependants to relief, welfare and support services. ' 

In order to implement the legislation a national council, the National Council for the 

Welfare of Disabled Persons (NCWDP) was formed from representatives of 

government, NGOs, PWD and their families. The overall purpose of this Council 

was to promote policies, practices, and procedures guaranteeing equal opportunity 

for all individuals with disabilities and empowering them to achieve economic self

sufficiency, independent living, inclusion and integration into all aspects of society. 

One significant feature of the NCWDP is the representation of PWD and their 

families. However, they are chosen by the social care authority and not selected by 

PWD or their families themselves. This may be because in Jordan there are no 
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organisations of PWD and only recently has an organisation for families of PWD 

been set up. 

Nevertheless, legislation such as the 1993 Law for the Welfare of Disabled Persons 

(Law No 12) has gradually introduced the public to the concept of rights for the 

disabled. The law addresses the health, education and social integration of the PWD 

into society, but its implementation remains limited. The following may provide 

possible explanations for this limited implementation: 

• The law states the right of PWD to access to services and facilities 'as far 

as the resources available'. The economic hardship in Jordan over the 

past 20 years has affected the availability of resources and consequently 

provision and access for PWD have been denied. The annual report of 

the Jordanian Ministry of Planning (1993) suggested that the economic 

crises in the end of 1980s severely affected the living standard of 

Jordanian people. This resulted in an increase in unemployment to 20 

per cent. The ongoing conflict between Israelis and Palestinians in the 

West Bank also has an impact on the Jordanian economy, as most injured 

Palestinians and their families receive their basic treatment in Jordan. 

This also contributes to the increase in the number of PWD in Jordan, as 

most of the Palestinians who come for treatment are not allowed by the 

Israelis to return to their homelands. 

• Although the law does not discriminate by age, most services and 

facilities for PWD are still limited to children (Al-Khatib 1994). One 

possible explanation may be that the existing services, which were 

introduced by the government and by international and national NGOs, 

were initially limited to caring for children. Similarly, the provision of 

recreation facilities was limited to young PWD. The law states that 'The 

Ministry of Youth shall provide for young disabled persons the 

opportunities for sports and recreation in playgrounds and halls, as well 

as the equipment, to satisfy their needs and develop their capabilities' 

(Law for the Welfare of Disable Persons (No 12) 1993). 

87 



• Many PWD and their families, especially those living in rural areas, may 

be unaware of the existence of this legislation. The media coverage of 

the passing of the law was limited to the national daily newspapers, 

which are not an appropriate way to deliver information to people who 

are illiterate or who have no access to newspapers. A survey of 30 

people with different disabilities and the professionals who work with 

them indicated that they were ignorant about the legislation four years 

after its implementation (Turmusani 1999). 

The present study involved adult stroke patients and their families. It is hoped that 

the findings of the study may contribute to public awareness and change attitudes 

towards adults with disabilities. It is also hoped that it will lead to including adults 

with disabilities in the benefits, rights and obligations provided by the legislation. 

2.11 Health professionals working with stroke patients in Jordan 

Physicians, nurses and other health professionals work with stroke patients in 

hospitals and clinics. However, physiotherapists and, recently, occupational 

therapists are the only health professionals who work with stroke survivors at home. 

In the next section the current status of physiotherapy and occupational therapy in 

Jordan is described. 

2.11.1 Development of the physiotherapy profession In Jordan physiotherapy is 

a relatively new profession compared to more developed countries. Physiotherapy 

training did not exist before 1965 (World Confederation of Physical Therapy 

(WCPT) file). Because of the rising number of children with disabilities, in 1961 the 

Jordanian government sought help from the British government to investigate the 

needs for services for people with disabilities. As a result, Stoke Mandeville Centre 

and the Cheshire Foundation sent a physiotherapist who reported that Jordan needed 

rehabilitation centres to help people with disabilities and training for local people to 

become physiotherapists (WCPT file). In 1965 a Cheshire home for disabled 

children was established in Amman by two British physiotherapists. In 1964 the 

UNWRA invited a rehabilitation team from Egypt to investigate the needs of 
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children with disabilities in the Palestinian refugee camps in Jordan and in 1965 the 

Royal Medical Services sent two male nurses to England for a six-month practical 

course in physiotherapy. On their return, they established the first outpatient 

physiotherapy clinics in Jordan. 

A three-year training course for physiotherapists began in 1967 with six students at 

Ashrafya Hospital in Amman (since renamed Al-basher Hospital). The curriculum 

was based on the British physiotherapy curriculum and taught in English by British 

physiotherapists. These teachers did not allow for the cultural background of the 

people who need physiotherapy services, they did not understand the local language 

and there were no local physiotherapists available at that time to contribute their 

insights. In light of this, it can argue that the course was inappropriate for the needs 

of Jordanian people. 

At that time physicians and nurses worked mainly in the larger cities, but training for 

other health professionals working with PWD, such as occupational therapist, did not 

begin until 1990. This may have been because the consultant sent from England to 

investigate the needs of PWD was a physiotherapist. If she had been accompanied 

by an occupational therapist or if she had herself been an occupational therapist the 

proposals for training health professionals might have been different. 

In 1973 the British physiotherapy teachers left and the Jordanian MoH took over 

responsibility for the School of Physiotherapy. Teaching was taken over by local 

graduates of the School, with the help of Jordanians who had studied physiotherapy 

in Egypt. Until 1989 the course continued based on the British 1967 physiotherapy 

curriculum which was comprised solely of biomedical sciences such as anatomy, 

physiology, pathology and medical rehabilitation. Since 1989, the School had been 

managed by physicians who have mostly graduated from eastern countries including 

Yugoslavia, Russia and Romania, where they have two-year physiotherapy courses. 

After a change in the management of the School, the physiotherapy course was 

reduced from three years to two and the time spent teaching anatomy, physiology, 

pathology was reduced, For this reason the name of the diploma was changed from 

'physiotherapist' to 'physiotherapy technician'. In 1998, with the help of 
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international and national organisations such as the Jordanian Physiotherapy Society 

the curriculum reverted to the original, and the training course once again took three 

years. 

In 1999 another significant change occurred in physiotherapy education in Jordan. 

Three government universities established four-year degree courses in physiotherapy, 

based in a model of two years basic science and two years physiotherapy studies. In 

addition, to increase the number oflocal teachers, universities sent Jordanian 

physiotherapists abroad to gain higher degrees in physiotherapy. In Jordan, the 

minimum qualification for teaching at University level is an MSc. However, the 

curriculum in university schools of physiotherapy was based on a curriculum 

designed in developed countries where the needs of patients and their cultural 

backgrounds might be different from those of Jordanian patients. 

By 2001, 268 physiotherapists, most of them men, had graduated from the School of 

Physiotherapy. However only 120 of these graduates remained in the country. 

Retaining physiotherapists in Jordan is a problem because of the low wages, and 

physiotherapists move to oil-producing Arab countries where the wages are much 

higher. The government recently introduced a new strategy to retain physiotherapists 

by giving them free education but requiring them to work in Jordan for double the 

length of time it takes them to qualify. 

The Jordanian Physiotherapy Society (JPTS) was established in 1980 and is the 

professional body for physiotherapists in Jordan. It aims to support its members and 

help them to provide reasonable standards of patient care. However, the JPTS is not 

yet registered by the government as a trade union, so it plays a very limited part in 

the education and employment conditions of physiotherapists. In 1995 JPTS became 

a member of the World Confederation of Physical Therapy and in 1998 became a 

member of Arabic Federation of Physiotherapy. This membership of international 

organisations may change the attitude of the Jordanian public and may influence the 

government's attitude towards physiotherapy professions. 
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Jordanian therapists work in governmental and non-governmental health settings, 

mainly in general hospitals, rehabilitation centres, out-patient clinics and home 

settings. In most settings, high technology equipment is used to administer passive 

therapy. Johnson (1990) reported that physiotherapists were not involved in 

assessment and evaluation of patients and were not expected to do much more than 

apply some form of heat, massage or electrical stimulation on the prescription of a 

physician. As yet, there is no specialisation within physiotherapy, with most 

physiotherapists treating a range of conditions from with back problem to stroke 

patients. Jordanian physiotherapists still lack professional and clinical autonomy and 

are not allowed to practice independently. This because there are no continuing 

professional development programmes, although a few physiotherapists have had the 

opportunity to travel abroad to attend special courses and training. 

It is hoped that the new training of physiotherapists to degree level and the presence 

of Jordanian physiotherapists holding higher degrees may change public and 

government attitudes toward the profession, consequently increasing the autonomy 

of physiotherapists. 

2.11.2 Development of the occupational therapy profession in Jordan 

Occupational therapy services did not exist until 1983 (Akrok 2001) when two 

Jordanian occupational therapists who had trained abroad began working at a 

military general hospital in Jordan, joined by another therapist in 1987. In 1988 

three occupational therapists from Britain and Sweden came to work in NGO centres 

for children with disabilities. However, the number of occupational therapists at that 

time was inadequate when compared to the massive rehabilitation needs in Jordan 

(Busttil 1991). 

In order to meet the needs of occupational therapy services for Jordan, a local 

committee, known as the Committee for the Establishment of Occupational Therapy 

Training, was formed. This committee included representatives from governmental 

and non-governmental bodies and was headed by a member of the Jordanian royal 

family. As a result, in 1990 the first college of occupational therapy in the Middle 

East was established. A Maltese occupational therapist (OT} holding a British 
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qualification in occupational therapy and who spoke and understood Arabic directed 

and supervised the occupational therapy training program. 

The curriculum of the occupational therapy course included anatomy, physiology and 

pathology and, most importantly, psychology, allowing students to work with 

psychiatric patients. This led to significant changes to the profession, since until that 

time OTs in Jordan only worked with people with physical disabilities. To meet the 

shortage of local teaching staff the college recruited expatriate teachers from Malta, 

Sweden, Canada and Australia. 

Between 1990 and 1998, 50 OTs graduated from the college. However, as with 

physiotherapists, it is difficult to retain OTs because of the low wages in Jordan 

compared to those of other professionals including pharmacists, physicians and 

nurses and the wages OTs could earn abroad. As a result, only 14 OTs have 

remained in the country (Akrok 2001). At present, OTs work in general hospitals, 

rehabilitation centres, private clinics and home settings. 

In 1999 the School of Occupational Therapy closed after three government 

universities started offering occupational therapy courses at BSc level. 

The training of OTs is more appropriate to the needs of PWD in Jordan than 

the training which physiotherapists receive. There are several reasons for 

this: 

• As part of the planning of occupational therapy training, a local 

committee was set up and consulted experts in the field when they 

recruited suitable staff, whereas physiotherapy education was developed 

with no input from local people. 

• The occupational therapy curriculum included social sciences. The 

social-medical content of the curriculum equips OTs to work with PWD 

better than physiotherapists who have studied purely biomedical 

sciences. 
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• The teaching staff included local OTs who had been involved in 

planning and implementing the course curriculum, whereas the 

physiotherapy curriculum was designed in a different culture and 

environment and was therefore not entirely suitable for the Jordanian 

situation. 

• The occupational therapy course was taught by professional 

occupational therapists whereas since 1989 the physiotherapy was 

taught by physicians not qualified to teach subjects such as exercise 

therapy and electrotherapy. 

• The selection criteria for occupational therapy candidates were different 

from that for physiotherapy candidates. The occupational therapy 

applicant needed a mark of at least 75 per cent in the Tawjihi 

examination ( similar to 'A' level in England and Wales), whereas 

physiotherapy courses had no specific entry criteria and the MoH 

selected the students. (Since 1999 the selection criteria for 

physiotherapists and occupational therapists on university courses are 

the same and candidates are selected on the basis of a mark of not less 

than 80 per cent in the Tawjihi exams). 

3. Summary 

This chapter has set the scene for the remainder of this thesis by focussing on the 

cultural influences affecting PWD in Jordan and the service provision available for 

them. Culturally, in a Muslim country, care in the community is affected by beliefs 

about the separate roles of men and women and by everyday practices governed by 

customs and traditions. These are not entirely different from those in western 

countries, where women still provide most informal care, but do differ in the 

practicalities of caring, particularly in rural areas. 
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However, as the second part of this chapter shows, services for PWD vary 

considerably between urban and rural areas in Jordan. Some of these services were 

set up by expatriates unversed in Jordan's culture and many lack trained personnel, 

such as physiotherapists and occupational therapists, whose professional 

development in Jordan is still at an early stage. With of this in mind, it is possible to 

proceed to explore in greater detail the experiences of stroke survivors in Jordan, and 

their carers. 
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Chapter 4: Methodology 

The aim of the study was to identify the characteristics of stroke patients in Jordan 

and to explore their experiences in the community. It was hoped that the findings 

would contribute to the development of appropriate community rehabilitation for 

these patients. This chapter provides a description and critical evaluation of the 

quantitative and qualitative methods employed in the various stages of the study. It 

begins by looking at the role of the researcher. 

1. The role of the researcher 

In qualitative research the role of the researcher is central to planning the project, 

data collection and interpretation (Carpenter 2000; Creswell 1994; Hammell, 

Carpenter and Dyke 2000; Polgar and Thomas 1995). Because of this integral role, 

identifying the researcher's values, biases and judgement is essential (Creswell 1994; 

Hammell and Carpenter 2000). Additionally, the role of the researcher needs to be 

explicitly identified in the research report in order to contribute to the robustness of 

the research (Hammell and Carpenter 2000; Pope and Mays 2000). 

1.1 The researcher's personal experiences 

The researcher's personal qualities played an important role in this study. These 

included being Jordanian and understanding and being familiar with the cultural 

background, including their life style and beliefs, of the participants. In relation to 

the data collection process these personal qualities directed the researcher to develop 

the interview topic guide which was used to collect data from Jordanian therapists, 

patients and their carers and helped the researcher to exclude culturally sensitive 

issues which might be intrusive for the participants. The researcher was also familiar 

with terms used by the participants during their interviews. The ability of the 

researcher to speak and understand both Arabic and English helped him to collect 

data for the demographic study from the patients' medical records, which were kept 

in both Arabic and English. The ability to speak both languages also helped the 

researcher to conduct two pilot studies in the United Kingdom which informed the 

data collection process in the main study. However, because the researcher and the 
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participants in the United Kingdom pilot studies had dissimilar cultural backgrounds, 

the researcher's ability entirely to understand and interpret the data from the pilot 

studies was more limited. Vulliyami, Lewin and Stephens (1990) suggested that in 

order to interpret data efficiently the researcher needed to be familiar with and 

understand not only the language but also the cultural background of the participants 

under study. 

The insider role of the researcher to the Jordanian culture may not have been without 

bias. In order to overcome this bias the researcher made every effort critically to 

report issues related to culture, including any negative aspects, and tried to maintain 

a neutral role. It has been suggested that in studies relating to service provision local 

people should be involved so they can follow up recommendations emerging from 

research and participate in its implementation (Oakley 1986). The researcher is a 

Jordanian already involved as an active member of many Jordanian organisations 

dealing with community development for people with disabilities and this contributes 

to the possibility of any recommendations emerging from the data being 

implemented. 

1.2 The role of professional experience 

The professional role of the researcher has also had an impact on this study. He is a 

Jordanian community physiotherapist with 20 years' experience and holds an 

associate degree in pharmacy. This position gives the researcher familiarity with the 

research topic and helped in the analysis of demographic data. For example, he was 

able to deduce the type of stroke partly from the medication used by patients. 

1.3 The relationships between the researcher and the participants 

The professional role of the clinical researcher may influence his or her relationship 

with participants (Carpenter 2000). It has been suggested that therapists who 

conduct qualitative research keep the roles distinct (Stanton 2000). In the Stanton 

study, keeping the role of the researcher as therapist separate from his role as 

researcher was not straightforward. Although in this study, the aim of the research 

and the role of the researcher had been explained fully to the participants, the 

Jordanian patients and their carers knew that the researcher was a therapist with 
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expertise in their condition. Consequently, there was a possibility that they would 

consult the researcher on issues related to their care and on help they had received, 

including rehabilitation therapy. The researcher prepared himself to handle this issue 

carefully and consulted health professionals involved with the participants before the 

interviews in order to avoid any conflict with their roles. The researcher's 

involvement was also limited to issues like arranging appointments with health 

professionals for specific clarifications and explanations and he directed the 

participants to suitable settings for any equipment or help they needed. However, he 

was sometimes in a dilemma over whether or not to get involved when he was 

consulted about issues related to patient management and therapeutic treatment, 

particularly where some treatments were not appropriate to the patients. This was an 

ethical issue, and he limited his involvement to instances in which he felt the 

intervention by others was not safe and might cause damage to the patient. The 

researcher only became involved when consulted by the participants. 

2. Field visits prior to data collection 

Prior to the data collection the researcher made visits to various settings dealing with 

stroke patients in the United Kingdom and in Jordan. In the United Kingdom 

permission was given to visit stroke rehabilitation teams at Carshalton, London, the 

Wolfson Neurorehabilitation Centre in London, the rehabilitation department at St. 

Georges' Hospital London, the rehabilitation department at Eastbourne District 

General Hospital and the day centre and community stroke teams at All Saints 

Hospital, Eastbourne (see Appendix 3). The researcher met therapists and other 

health professionals, observed treatments, discussed issues related to community 

stroke rehabilitation services and negotiated permission to recruit potential 

participants to the United Kingdom pilot studies. 

In Jordan, appointments were made with health policy-makers and heads of 

rehabilitation departments (see Appendix 4). The researcher negotiated access to 

hospitals' medical records departments for the demographic study of stroke patients. 

He also made contact with doctors, managers, therapists and with a small number of 

stroke patients and their families to collect background information for the study. 
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3. Choice of method 

The choice of methodological approach was informed by the nature of the research 

question: to identify the characteristics of stroke patients in Jordan and to explore 

perceptions of the care of stroke patients in the community. It was decided that the 

best approach would be to collect and analyse available quantitative demographic 

data on the incidence of stroke and then to use a qualitative approach to explore the 

experiences of stroke survivors and their carers. 

3.1 Quantitative and qualitative research 

Carpenter and Hammell (2000) suggested that the relationship between the 

qualitative and quantitative paradigms may explain the attempt to establish the 

credibility or value of qualitative research. Quantitative research is characterised by 

a formal, systemic process in which numerical data are used to quantify relationships 

between phenomena and to produce statistical findings (Creswell 1994; Mays and 

Pope 2000; Pope and Mays 2000). Quantitative research mainly uses a deductive 

process to determine cause and effect (Creswell 1994; Meyer 2000; Polgar and 

Thomas 1995). On the other hand, qualitative research is designed to study the 

world from the perspectives of the study participants. In this inductive approach, 

there may be no predetermined hypotheses but the ideas or perspectives of the 

participants may be important in shaping the research (Barbour 2001; Mayer 2000). 

These characterisations of quantitative and qualitative research indicate 

disagreements between them. 

Quantitative research is widely used in health studies and the strategies to evaluate 

the rigour of quantitative inquiries are well established and well known to 

researchers (Mays and Pope 1995; Creswell 1994). Although qualitative research 

has a long history in the social sciences it is less often used in health research (Jones 

1995; Pope and Mays 2000) and accordingly there is still debate related to its quality 

(Hammell, Carpenter and Dyke 2000). Additionally, qualitative research has been 

criticised as biased because many researchers have neglected to give sufficient 
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descriptions of their methods and designs in their research reports (Mays and Pope 

1995). 

As in quantitative research, several researchers have suggested strategies to ensure 

rigour, credibility, transferability and dependability of qualitative research (Creswell 

1994; Lincoln and Guba 1985; Mays and Pope 1995; Mays and Pope 2000). 

However, there is considerable debate over whether qualitative methods should be 

assessed using the same criteria employed for quantitative methods. Some 

researchers have suggested that quality in qualitative research should be assessed in 

the same way (Hammersley 1992; Kirk and Miller 1986). Others however, have 

suggested that qualitative research represents a distinctive paradigm and that it 

cannot be judged by the criteria used for quantitative research (for example Lincoln 

and Guba 1985). 

To ensure the rigour of the qualitative research in this study the researcher employed 

criteria adapted from Baxter and Eyles (1997). These strategies included reasons for 

the choice of methodology, selection of participants, the interview process, 

examination of the role of the researcher, presentation of verbatim quotations and the 

verification process. These strategies were also suggested and used by health 

professionals doing research (physiotherapists and occupational therapists) to explore 

the perceptions of patients of their life experiences in the community (Carpenter 

2000; Hammell, Carpenter and Dyke 2000). This was to ensure the rigour and 

quality of qualitative research. Full details of these evaluative strategies are 

presented within each study report. 

3.2 The ethnographic research design 

Ethnography is defined as a description of the setting of or context of an unfamiliar 

culture (Savage 2000). The ethnographic approach emerged from the field of 

anthropology (Kirk and Miller 1986). The aim of ethnographic research is to obtain 

a holistic picture of the participants of a study with an emphasis on understanding 

them in their cultural context (McNeill and Townley 1986; Savage 2000). 
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Ethnographic researchers usually select participants who are known to have an 

overview of their community (McNeill and Townley 1986) and study the hidden or 

unknown rules which govern individuals' common everyday experiences (Savage 

2000). Investigators study how people cope in their settings (Creswell 1994). 

Ethnographic methodology has been applied in health research to explore patients' 

perceptions of services received and those ignored by clinical professionals 

(Kingfisher and Millard 1998). However, as in other approaches to research, 

ethnography has its limitations: although it provides rich data, the data takes a long 

time to analyse and verify and the process is therefore costly and of limited 

generalisability (Savage 2000). 

An ethnographic study usually starts with a description of a culture, reviews the 

literature related to that culture and then proceeds to identify issues that are relevant 

and important to that culture. (Atkinson 1992). Researchers collect their data in the 

form of interview recordings and observational transcripts. The ethnographic study 

can include different methods of data collection, including unstructured interviews 

(Krefting 1989). Using this approach the researcher can attempt to base his 

theorising on the perspectives of the study participants (Atkinson 1992) 

An ethnographic approach was considered appropriate for this study because the aim 

was to explore the perceptions of care in the community held by stroke patients, 

carers and health professionals and to understand how these patients and their carers 

cope with their lives. This was in order to come up with theories and information to 

provide a basis for community care and support for stroke patients in Jordan 

appropriate to their culture and resources. Features of Jordanian culture have already 

been described in Chapter 3. 

4. Methodologies employed in the main phases of the study 

The study comprised five phases: 1) a demographic study to define the 

characteristics of Jordanian stroke patients; 2) a quality oflife study; 3) participation, 

in the United Kingdom, in a study of therapists working with stroke survivors; 4) a 

pilot study, also in the United Kingdom, of the perceptions of stroke survivors and 
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their family carers of community support following discharge from hospital; and 5) a 

study of the perceptions of Jordanian stroke survivors and their family carers of 

community support following discharge from hospital. 

4.1 Demographic study 

This part of the project was designed to collect data about stroke patients in two 

hospitals in Jordan, Al-basher Hospital in Amman and Mafraq Hospital in the north

east of Jordan (see Figure 4.1 ). The study was designed to collect retrospective data 

over two three-year periods: 1997 to 1999 at Al-basher Hospital and 1998 to 2000 at 

Mafraq Hospital. 

4.1.1 The MONICA Protocol Various methods are used to collect population data 

related to stroke or other conditions. The use of different non-standardised designs of 

data collection often makes direct comparisons between the findings of studies 

impossible. As a result, in 1981 a World Health Organisation (WHO) working group 

developed a major international collaborative study, the Monitoring Trends and 

Determinants in Cardiovascular and Cerebrovascular Diseases (MONICA) project 

(see Appendix 1) to collect demographic data over a period of 10 years (WHO 

1990b). 

Two age groups are included in a MONICA protocol: 25-64 and 65-74 years. Pilot 

studies were initially conducted in 38 collaborating population centres in 21 

countries in Europe to demonstrate the ability to implement the study protocol and 

quality assurance activities, and to ensure that standardisation of protocols across 

centres could be achieved (Asplund et al 1988). 

The results of these early pilot studies demonstrated that it is feasible to record 

cardiovascular and cerebrovascular events using the MONICA protocol (Asplund et 

al 1998b). However, these studies were carried out in developed countries only and 

to date no studies have used the MONICA protocol to collect information about 

stroke populations in developing countries such as Jordan. Although the WHO leads 

the World Alliance for Health for All, their report (WHO 1990a) gives no 

explanations for not using the MONICA protocol in developing countries. 
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Figure 4.1 

SYRIA 

Mafraq 

Location of hospitals used in the demographic study 
( original in colour) 

At the time of writing this project is the first to have used the MONICA protocol in a 

developing country. However, when the protocol was used in this study it showed 

limitations and proved impractical for collecting epidemiological data in Jordan. In 

the next section the choice of the MONICA protocol for this study and its limitations 

in collecting stroke population data in Jordan are discussed. 
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4.1.2 Justification for the use of MONICA protocol The choice of a measurement 

tool is determined by its relevance, sensitivity, reliability and validity (Wade 1992). 

It has also been suggested that researchers should consider measures already 

available and suitable to the purpose of the study (Wade 1995). Since the aim of this 

part of the study was to identify the size of the stroke population and characteristics 

of stroke patients in Jordan, the MONICA protocol appeared relevant and 

appropriate. In addition, the standardised MONICA protocol had already been tested 

for its validity and reliability in many studies (Thorvaldsen, Asplund and Kuulasmaa 

1995). 

4.1.3 Limitations in the use of the MONICA protocol in Jordan The limitations 

and difficulties of using the MONICA protocol were not related to the content and 

construction of the protocol itself but rather to the several cultural influences making 

it difficult to collect data about the stroke population in Jordan. In order to collect 

reliable data using the MONICA protocol, completeness and correctness of case 

registration and diagnosis should be available (Tunstall-Pedoe et al 1999). This was 

found not to be possible in Jordanian hospitals since the medical records are still kept 

manually and are not well organised. The results of this part of the study also 

revealed that the hospital medical records exhibited much missing data such as 

diagnosis, date of birth and cause of death. 

Another limitation was that the MONICA protocol was designed to register details of 

both hospitalised and non-hospitalised stroke events. In Jordan, non-hospitalised 

patients were not easily detectable since there was no information available after 

patients' discharge from hospital. In addition, it was not possible to record details 

about patients who survived beyond 28 days (see Chapter 5) as there was no 

information about patients after their period in hospital. 

Furthermore, in order to calculate the epidemiological data collected by the 

MONICA protocol, the population of the area should be known and there should be a 

system where there is no duplication of registration. In the Amman area this was not 

possible since there are four major state and 18 private hospitals. Due to the health 

system in Jordan, where patients can be treated at more than one hospital, there may 
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be duplication of patient information and therefore inaccurate calculation of 

epidemiological data. 

To overcome these limitations posed by the medical and cultural constraints in 

Jordan, the researcher used the MONICA protocol as a basis for data collection. The 

data collected from both hospitals was used to demonstrate the demographic 

characteristics of stroke. Due to the time available for this project the data about the 

stroke population was collected over a three-year rather than a ten-year period as 

suggested in the MONICA protocol. However, the modification of the MONICA 

protocol to collect stroke population data over a three-year period has previously 

been used by others (Chen et al 1992). 

Due to the shortcomings ofrecord keeping in Jordan, some of the demographic data 

in this study was not complete and therefore the findings must be interpreted with 

caution. 

4.1.4 Modifications to the original WHO MONICA protocol The choice of 

measurement tool depends upon the question being asked and the resources available 

to the researcher (Wadel995). The majority of tools available for collecting 

demographic information about stroke were not appropriate to collecting a full 

profile of stroke patients admitted to hospital. The WHO MONICA protocol was 

considered the most appropriate measurement tool (see Section 4.1.2). 

The objective of the WHO MONICA protocol (see Appendix lA) is to provide 

annual statistics on stroke occurrence, death rates, age, gender, risk factors, stroke 

type and medical interventions such as the use of diagnostic tools ( eg CT scan), 

surgery and medication (WHO 1990). 

The WHO MONICA protocol is a standardised protocol, which has proved valid and 

reliable in studies carried out in developed countries in developed countries 

(Thorvaldsen, Ashland and Kuulasmaa 1995). Before it could be used to collect 

demographic data in Jordan it was necessary to pilot it in the Jordanian setting. 

Initially the WHO MONICA protocol was used to record data from the medical 

records of Jordanian stroke patients. However, data missing from these records, 
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leading to inaccuracies in case registration and diagnosis, indicated that it was not 

possible to use the WHO MONICA protocol without modification. (Full details of 

the limitations in the use of the MONICA protocol are presented in Section 4.1.3). 

A new information spreadsheet was developed which included most of the 

information available in the MONICA protocol but omitted information, such as 

incidence rates and case fatality rates, needing statistical calculations . The new 

spreadsheet was piloted to see whether it was appropriate for collecting demographic 

data from Jordanian patients' medical records. Following the piloting of the new 

spreadsheet it was necessary to make further modifications. Information related to 

stroke subtype was not available in the medical files so that item was deleted. 

Reason for discharge was not recorded in MONICA protocol and was added. The 

final protocol was used to collect stroke demographic data from Jordanian hospitals 

(see Appendix lB). The modified protocol was appropriate for the current study and 

the data collected was based on data collection methods in the literature. However, 

the tool has not been tested for validity and reliability and further work is needed to 

validate the new protocol for wider use. 

4.1.5 Choice of hospitals for data collection The demographic characteristics of 

stroke patients and demographic data was collected from Al-Basher Hospital in 

Amman and from Mafraq Hospital in the rural area in the north-east of Jordan (see 

Figure 4.1). Al-Basher Hospital was selected because it is the main state referral 

general hospital in Jordan: the majority of stroke patients in Jordan are admitted to it 

and it maintains relatively reliable medical registers (Ministry of Health (MoH) 

[Jordan] 1990). Mafraq Hospital was selected for two reasons. Firstly, at the time of 

the study Mafraq Hospital was the only hospital in the Mafraq area and as a result 

received all stroke patients from the area. This reduced the possibility of duplication 

of patient details as well as allowing the appropriate calculation of demographic data. 

Secondly, the decision to collect data from a rural area such as Mafraq as well as 

from an urban area such as Amman made the stroke population data more 

representative and strengthened the generalisability of the findings. 
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It was a reasonable decision to choose the hospital setting in Jordan to collect 

retrospective data about stroke patients as in Jordan hospitals are the only places 

which keep medical records for their patients for a long period (MoH [Jordan] 1995). 

There were two reasons for choosing the period 1997 to 1999 at Al-basher Hospital 

and 1998 to 2000 at Mafraq Hospital for collecting data about stroke patients from 

their medical files: firstly, to record recent data and secondly, because the directors 

of the medical records departments at both hospitals advised the researcher that it 

was not possible to provide medical files for the then current year because the files 

were still in hospitals units and only files from previous years were filed in the 

records department. The population data in this study was collected from Al-basher 

Hospital during 2000 and from Mafraq Hospital during 2001. 

4.1.6 The process of collecting demographic data Prior to data collection the 

researcher received permission from the Minister of Health to have access to patients' 

medical records (see Appendix 10). Visits were then made to Al-basher Hospital 

where the researcher met the Chief Executive and the Director of the medical records 

department to organise the time and support needed for data collection. Following 

the meeting the hospital's Chief Executive appointed a staff member to help with 

identification of stroke patients' files. It is believed that the health authority provided 

this assistance because they valued this study as the first study in Jordan 

investigating stroke demography. 

The researcher created a computer spreadsheet adapted from the MONICA protocol 

and printed it as hard copy. Initially, the researcher used a hard copy form of the 

adapted MONICA protocol on which to record data from the patients' records, then 

transferred it later to the computer spreadsheet. Because the medical records were 

not well organised it was necessary to review the files several times in order to 

extract the correct information. Following one week of data collection the researcher 

found the recording and transferring process of data collection to be exceptionally 

slow, given the time available and in order to accelerate the process he applied a new 

strategy of transferring the data from the medical records directly on to the computer. 
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Prior to collecting data from Mafraq Hospital the researcher sought further 

permission from the Jordanian Minister of Health. He then met the Chief Executive 

of the health authority for the Mafraq area and the Chief Executive ofMafraq 

Hospital to organise access to patients' medical files and used the same procedure he 

had used at Al-basher Hospital. 

4.1. 7 Collecting data during Ramadan Ramadan is a special month of fasting for 

over one billion Muslims throughout the world. It is a time for inner reflection, 

devotion to Allah, and self-control. Muslims think of it as a kind of tuning-up for 

their spiritual lives (Al-Dawalibi 1998). In Jordan as in most Muslims countries 

working days are cut short by three hours during Ramadan. This affected the time 

available for data collection since it had to be undertaken during Ramadan. 

Exceptional permission was given to allow the researcher to have access to the 

medical files outside working hours during Ramadan. This exceptional permission 

was not straightforward because it granted the researcher access to the medical 

records without the presence of the officer from the medical records department, as 

had been previously agreed. 

4.1.8 Dealing with deficiencies in medical records At the time of the study, 

hospital medical records in Jordan were paper-based and kept manually. The 

patients' medical records included personal and medical histories and admission and 

discharge dates. The medical records were found to be kept in both Arabic and 

English (personal and social notes are kept in Arabic and medical notes are kept in 

English). 

Hospital records were generally found to lack completeness and consistency. In 

order to overcome these deficiencies the researcher made every possible effort to 

ensure that corrected data were collected and adopted handling strategies to deal 

with missing information. For example, gender information was obtained from 

patients' names, and the stroke patient's diagnosis was obtained from the medication 

information: e.g. platelet and anticoagulant drugs such as heparin and aspirin are 

usually used to treat ischaemic strokes, so the type of stroke could be deduced from 
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the drugs prescribed. However, it was not possible to locate some information and 

this was reported as missing data. 

4.1.9 Ethical considerations At the time of the study, there were no formal ethics 

committees in Jordan with which the researcher could discuss and seek ethics 

approval for the research. However, the Jordanian Ministry of Health regulations 

allow disclosure of patient information only for people or organisations involved in 

approved research and education projects (MoH [Jordan] 1990). The issue was 

raised during meetings with the Chief Executives of Al-basher Hospital and the 

Mafraq Health Authority. The researcher has employed safeguards to protect the 

confidentiality of the patients and personal data was stored on a computer only 

accessible to the researcher. Subject data was coded and names were not used (see 

Appendix 5). 

4.1.10 Analysis of demographic data A retrospective analysis was conducted of 

1287 patients from Al-Basher Hospital during the three-year period 1997 to1999 and 

of 107 patients from Mafraq Hospital for the period 1998 to 2000. In accordance 

with the MONICA protocol, only people who were between 25 and 7 4 years old 

were included in the data analysis. 

Two attempts at analysis were conducted, one to analyse the demographic data and 

one to analyse the epidemiological data. For the demographic data, descriptive 

analysis was performed using Microsoft Excel for Windows. The choice of analysis 

of the demographic data reflected established analysis methods as presented in the 

literature (El Sayed et al 1999). Efforts to analyse the epidemiological data were 

abandoned because the information was inadequate. 

4.2 Quality of Life study 

Quality of Life (QoL) refers to 'the patient's reaction to the discrepancy between 

actual and expected achievements arising as a consequence of illness' (Wade 1995). 

QoL measurement tools can be generic or disease-specific instruments. The 

purposes of QoL measures include evaluating existing rehabilitation services and 

justifying establishing new ones (Fitzpatrick 1993). 
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The accumulated body of literature has shown that strokes affects the long-term 

quality of life and the well-being of the family (Brazier et al 1992; Mawson 1995). 

In addition, stroke victims frequently complain of social isolation, increased 

dependence on relatives and poor life satisfaction (Santus et al 1990). 

The SF-36 (see Appendix 6) is a health status questionnaire developed in the United 

States and modified for use in the United Kingdom in 1990 (Mawson 1995). The 

SF-36 is a self-administrated questionnaire containing 36 items and takes between 5 

and 10 minutes to complete (Brazier et al 1992). 

The researcher's original intention was to use the SF-36 in Jordan. The reasoning 

was that the tool was constructed to achieve well-accepted standards of 

completeness: the representation of multi-dimensional health concepts 

(McHomey, Ware and Raczek 1993) and measurement of the full range of health 

states, including level of well-being and a personal evaluation of health (Mawson 

1995). 

Permission to use the SF-36 was given by the International Quality of Life 

(IQoL) project in the United States (see Appendix 7). This permission is usually 

granted free for individual research and institutional non-commercial use. 

Permission to translate the SF-36 into Arabic was given by IQoL (see Appendix 

8) conditional on the copyright of the developmental and final translation being 

signed over to the IQoL Health Assessment Lab in the United States. This was 

an unprecedented arrangement. 

In order to ensure validity and reliability of an Arabic version of the SF-36, the 

researcher translated the English version into Arabic following the IQoL project 

translation procedure (see Appendix 9). However, the SF-36 needs to take into 

account the subject's culture, expectations, beliefs and desires (Wade 1995). A pilot 

study with Jordanian stroke patients indicated the tool would be of limited use with 

stroke patients in Jordan as many subjects showed no interest in completing the 

questionnaires and those who did attempt the questionnaires left much incomplete. 

The reasons for this are unclear, but it is possible that the SF-36 was used with some 
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participants who were interviewed before also being asked to complete the SF-36 

and that this discouraged people from completing it. Also, some of the questions 

such as 'What do you think your health will be like next month?' may have proved 

impossible to answer in the light of religious and cultural beliefs, which placed the 

future firmly in the hands of Allah. 

It was therefore decided not to use the SF-36 in the study. Since this was the first 

attempt to develop an Arabic version of the SF-36, the researcher intends to pilot the 

SF-36 with a larger population and include other types of patients in a post-doctoral 

study. 

The remainder of this chapter will look at the qualitative aspects of the research. 

These include a focus group interview with Jordanian therapists, semi-structured 

interviews with stroke survivors and their family carers in the United Kingdom (the 

pilot study) and the study in Jordan. 

4.3 Justification for a pilot study 

It has been suggested that a pilot study may be required prior to data collection 

(Carpenter, 2000). A pilot study aims to familiarise the researcher with the 

procedure of data collection and tests the adequacy of resources and the time 

required (Polgar and Thomas 1995). A pilot study may also help to develop and test 

measurement tools prior to the main data collection in order to improve clarity and 

relevance (Hammell, Carpenter and Dyke 2000). For these reasons two pilot studies 

were carried out. The first was to inform the fieldwork of the Jordanian therapist 

study and the second one was to inform the fieldwork for the study of the Jordanian 

stroke survivors and their families. 

4.3.1 Participation in a United Kingdom study of therapists. In order to gain 

experience for the Jordanian studies, the researcher participated in the process of 

planning, recruiting, interviewing and analysing a study in Britain. The participants 

were British physiotherapists and occupational therapists working with stroke 

patients in the United Kingdom. The data was tape-recorded by two researchers 

using focus group methods in order to explore their perceptions of the care of stroke 
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patients in the community. In the study of Jordanian therapists the researcher 

followed the same procedures and design as this pilot study. He also took careful 

steps to avoid errors which took place in the British study: for example, due to poor 

planning the focus group interview has to be postponed because there was a tape 

recorder fault which was discovered minutes before the interview commenced. In 

addition, because this pilot study was carried out with therapists who worked in the 

United Kingdom, their cultural background and knowledge relating to stroke care 

may differ from those of the Jordanian therapists. Accordingly, modifications were 

made to the recruitment process, the language and the content of the interview topic 

guide before commencing the data collection of the study of Jordanian therapists. 

These adjustments included, for example, the recruiting of a female assistant, seeking 

permission from the heads of rehabilitation departments before recruiting participants 

from their departments and adapting the language and content of the interview topic 

guide. 

4.4 Study of Jordanian therapists 

The aim of this study was to investigate therapists' perceptions of family carers' roles 

in the management of stroke survivors after discharge from hospital. 

4.4.1 Focus group interview method A focus group interview is defined as one 

form of group interview which capitalises on communication between research 

participants in order to generate data (Kitzinger 1995; Polgar and Thomas 1995) and 

is one method for collecting qualitative data (Kitzinger 1995; Sim and Snell 1996), 

first used by Merton, Fisk and Kendall (1956). Since Merton, Fisk and Kendall's 

work, the focus group approach has been used in different research fields including 

health research (Creswell 1994). The method is particularly useful for exploring 

people's knowledge and experiences (Kitzinger 1995). A focus group approach is 

considered sensitive to cultural variables and focus groups are a valuable method of 

exploring a topic about which little is known, or little has been written in the past 

(Kitzinger 1995). The focus group method was thought particularly appropriate 

because at the time of this study no work had been done on exploring the way in 

which the therapist perceived the role of carers in the care of stroke survivors in 

Jordan. 
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Some researchers recommend aiming for homogeneity within each group in order to 

benefit from people's shared experience (Kitzinger 1995); however others feel it can 

also be advantageous to bring together a diverse group from a range of professions to 

maximise exploration of different perspectives within group settings (Creswell 

1994). 

The focus group interview may encourage more participation from people reluctant 

to be interviewed on their own (Kitzinger 1995). In a one-to-one interview the main 

interaction is between the researcher and the respondent, whereas in a focus group 

interview responses can be facilitated between group members which may enhance 

the quality of data (Sim and Snell 1996). 

The focus group-based method may have an advantage over a questionnaire-based 

approach: in focus group interviews the respondents express their views in terms of 

their own perceptions and definitions (Sim and Snell 1996), whereas in questionnaire 

studies informants respond in terms of the researchers' own predetermined 

framework of concepts and meanings. Creswell (1994) also suggests that the data 

obtained from focus group interviews will have greater depth than the data obtained 

from questionnaires. Several researchers have discussed the disadvantages of the 

focus group interview: it can generate a large amount of qualitative data that is often 

difficult to analyse and the group discussion may discourage some people from 

trusting others with sensitive or personal information, and a few people may 

dominate the discussion (Merton, Fisk and Kendall 1990). In such cases personal 

interviews alongside focus groups may be a more suitable approach. (Morgan 1998). 

Careful planning and moderating were applied to minimise these limitations and full 

records of these planning strategies are presented within each section of this study. 

Occupational therapists and physiotherapists participated in the study of therapists. 

The participants brought different experiences to the meeting and they introduced a 

full picture of their experience of the role of carers in the management of stroke 

survivors in the community. The different educational backgrounds and training of 

occupational therapists and physiotherapists are described in Chapter 3. 
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4.4.2 Ethical considerations Approval was not considered necessary because 

anonymity was preserved throughout the study. The procedure of the focus group 

interview was explained fully to the participants before they signed the consent form. 

Other approval was sought from the Director of the Rehabilitation Department of the 

Jordanian Ministry of Health (see Appendix 10). 

4.4.3 Selection of participants Purposive sampling was used to select participants 

for this study. Purposive sampling is designed to obtain rich detailed data to ensure a 

wide range of experience and views in the groups (Lunsford and Lunsford 1995). 

Individual Jordanian physiotherapists and occupational therapists were selected 

because of their level of education and their experience of working with stroke 

survivors and their family carers. Their willingness to share their experiences with 

the researcher was also important. 

4.4.4 Recruitment of participants Letters were sent to the Jordanian 

Physiotherapy Society (JPTS) and Jordanian Occupational Therapy Society (JOTS) 

to enquire about possible recruitment sites where therapists are working. The JPTS 

and JOTS were asked to identify the number and places of work of physiotherapists 

and occupational therapists who regularly worked with stroke patients in the Amman 

area (see Appendix 11). Before recruitment began, visits were made to the identified 

hospitals to meet rehabilitation directors and to negotiate agreement to identify 

therapists who usually worked with stroke patients. An introductory letter was then 

sent to the identified therapists inviting them to participate in the study and 

describing to them the nature and aims of the study (see Appendix 12). 

4.4.5 Characteristics of participants Three occupational therapists and three 

physiotherapists working with stroke patients in different settings were recruited. 

Three were male therapists, three were female therapists and a facilitator: their ages 

ranged between 24 and 39 years old and they had between three and 17 years of 

experience as therapists. A further occupational therapist served as facilitator. All 

the participants held a three-year diploma in physiotherapy or occupational therapy 
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and were all Jordanian nationals who had received their physiotherapy or 

occupational therapy education in Jordan and were living in the Amman area. 

4.4.6 Development and content of the interview topic guide The purpose of the 

topic guide was to elicit themes relating to experiences that were important to the 

participants concerning their understanding of the roles of family carers. The 

literature and professional experience informed the researcher about carers' 

experiences, their concerns and their potential needs in the community (Staten 2000) 

and this information helped to develop an interview guide to explore the perceptions 

of Jordanian therapists who work with stroke survivors in their homes. Great care 

was taken to ensure that the format and words chosen for the topic guide were 

relevant to therapists' practice and their work with stroke patients and their carers. 

The questions were ordered from the more general to the more specific (Stewart and 

Shamdasini 1990). The focus group session began with the researcher saying, 'This 

research study is about your experience as therapists working with the carers of 

stroke patients. I would like just to talk about your personal experience working with 

family carers, and where appropriate ask you to give examples. We will only ask 

supplementary questions ifwe would like to explore something more. For example, 

"can you tell us more about this?" "What makes you say that?"' 

4.4. 7 Setting up the interview Two weeks prior to the proposed focus group 

interview the researcher telephoned each participant to arrange a suitable date and 

time for the interview and on the day of the interview the researcher telephoned the 

participants again to confirm their attendance. Prior to the interview the researcher 

met with the facilitator of the focus group and the participants to explain and discuss 

the focus group procedure and to explain to them the aims of the research. The 

interview was held in a private room at the office of the Jordanian Physiotherapy 

Society. The participants themselves chose the venue for its convenient location. 

The focus group was facilitated by an occupational therapist with five years' 

experience of working with stroke patients who volunteered to help in this way. The 

interview was conducted with the researcher, the facilitator and the participants 

sitting round in a circle. A tape recorder was used to record the interview, which 
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lasted for approximately 90 minutes. At the end of the interview the participants 

were thanked for their time and informed that a copy of the findings would be made 

available to them. 

4.4.8 Recording data from the interviews It has been shown that a tape recording 

will help to record participants' experience efficiently and precisely (Stuton 2000). 

An audio recording also allows a full transcript of the interview to be accessible to 

independent analysis (Polgar and Thomas 1995). This advantage has to be weighed 

against the disadvantages of tape recording: it is intrusive, it reduces disclosure and 

it is costly (Polgar and Thomas 1995). 

4.4.9 Analysis of the focus group interviews Careful checking, reading and 

correction of the transcripts were undertaken and a thematic content analysis was 

conducted on the focus group data (Burnard 1991). According to Burnard (1991), 

this method of data analysis was developed out of the grounded theory approach used 

by Glaser and Strauss (1967). The transcript was reviewed many times and was 

examined line by line for emerging themes. To ensure validity and reliability the 

original transcript was sent to the facilitator. The facilitator was invited to generate 

categories and to group them into themes independently and without seeing the 

researcher's list. A meeting was held with the facilitator and lists of themes were 

discussed and adjustments were made as necessary. Additionally, three of the 

participants were selected randomly to verify the categories and the emergent themes 

with the researcher and adjustment were made accordingly. 

4.4.10 Development of categories and themes from data The initial categories 

which emerged from the transcribed interviews with the therapists were related to the 

therapists' perceptions of the role of family carers in the management of stroke 

patients in the community. The emerging categories fell into five main themes: 

perceptions of carers' unrealistic expectations of their relatives' recovery; 

perceptions of carers' involvement in rehabilitation, including support provided by 

carers, safety issues, and carers' level of co-operation in treatment programmes; 

perceptions of the impact of stroke on carers, including physical, psychological, 

impacts and the effect stroke has had on the family, perceptions of the impact of 
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culture, including age and gender, has on the carer's role; and perceptions of carers' 

needs for information about the progress of stroke and for better communication with 

health professionals; Although each participant had individual personal experiences, 

participants expressed shared themes relating to life experience in the community 

after stroke. 

4.4.11 Translation of the findings into English The therapists were interviewed in 

Arabic and the tape-recorded information was transcribed and analysed in Arabic. 

The emerging themes and quotes were then translated into English using a back 

translation approach (Beaton et al 2000) with the help of two Jordanians fluent in 

English. One translated the data from Arabic into English then the English version 

was given to the other who translated it back into Arabic. The researcher then 

checked both versions for linguistic accuracy (see Appendix 24). 

4.5 The pilot study in the United Kingdom 

The United Kingdom pilot study was conducted with stroke survivors and their 

family carers living in the Eastbourne area. The aim of this pilot study was to inform 

the design and the procedures of the main study to be conducted with stroke 

survivors and their families in Jordan. Prior to the data collection of this pilot study 

the researcher sought and was granted ethical approval (Appendix 13). He then 

developed an interview topic guide and recruited, selected and interviewed the 

participants using a tape recorder. The survivors and carers were interviewed 

separately using semi-structured interviews. After the interviews were transcribed, 

the researcher analysed the data using the established verification procedure. The 

collection and analysis of the data and the development of the interview guide were 

reviewed with the research teams and the research advisers before being applied to 

the main study. Details of the methodology and data analysis of the pilot study are 

presented in Appendix 14. 

4.6 The study of Jordanian survivors and their family carers 

The aim of this study was to explore the perceptions of Jordanian stroke survivors 

and their family carers of the challenges faced by them and their family carers in the 

community. The methodology followed that used in the United Kingdom pilot 
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study. However, in the pilot study the participants were British and had different 

cultural backgrounds and lived in different surroundings from the Jordanian 

participants. Accordingly, the researcher employed strategies to modify the 

procedures to suit the Jordanian study. These strategies included a further pilot study 

with five Jordanian stroke survivors and their families, which helped him prepare an 

appropriate interview guide for the Jordanian participants. The researcher also 

considered the Jordanian cultural constraints, recruited a female research assistant 

and allowed more time for the interviews. He also based this work upon some of the 

principles developed in ethnographic research. 

4.6.1 Cultural issues related to the data collection process It is usually 

appropriate to involve both men and women participants in a study in order to ensure 

fair representation of the study population (Polgar and Thomas 1995). In this study 

both men and women were included, but because of the cultural constraints (see 

Chapter 3) it was necessary to recruit female research assistants to help with data 

collection. Two were recruited, one for the focus group and the interviews with 

female participants and one for the interviews with female participants only. 

Although these assistants were therapists and appointed by the Jordanian Ministry of 

Health their recruitment and training was time-consuming. The researcher spent a lot 

of time training the female research assistants separately in order to ensure 

consistency across the interviews. 

Survivors and carers were interviewed separately. Because it was not culturally 

appropriate for a male interviewer to interview female survivors or carers on his 

own, and because the female research assistant was appointed only to interview 

participants in out-patient clinics, on a few occasions the researcher's wife had to 

attend when an interview took place at a participant's home. 

The interviews in Jordan took longer than they had in the British pilot study, mainly 

for cultural reasons. The interview usually was preceded by general conversation 

and a cup of tea and coffee to show hospitality. Sometimes, if there were visitors 

without arrangement at the time of the interview, the interview might have to be 

postponed or the researcher might have to wait until the visitors had gone. 
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Following modification of the pilot study methods the following methods of data 

collection and analysis were used in this study. 

4.6.2 Semi-structured interviews Semi-structured interviews were used to collect 

data in this part of the study. Semi-structured interviews are defined as a closed 

structure of open-ended questions that allow for focused, conversational, two-way 

communication (Britten 1995). The semi-structured interview draws from 

ethnographic traditions in which the interviewer enters the interview with lists of 

issues to be covered rather than predetermined questions (Carpenter 2000). The 

purpose of using semi-structured interviews is to explore general information relating 

to a respondent's perception of specific issues (Banister et al 1994). The open-ended 

questions of the semi-structured interview facilitates production of highly descriptive 

data and offers an opportunity for the researcher to ask probing questions from time 

to time (Hammell et al, 2000). 

Several researchers discuss the advantages of the semi-structured interview: the 

method allows respondents maximum opportunity to tell their stories (Brenner et al 

1985) by allowing greater flexibility of coverage and allowing respondents to tell 

their stories in terms of their own values and experiences (Plummer 1995). Semi

structured interviews have an advantage over fully structured interviews because 

participants express their views in their own words, reducing the bias imposed by 

closed questions (Britten 1995). 

However, the semi-structured interview does reduce the researcher's control of the 

situation, so not all the same information is collected for all respondents (Brenner, 

Brown and Canter 1985). The semi structured-interview also takes longer to conduct 

and to analyse (Polgar and Thomas 1995; Robson 1993). 

The exploratory nature of the pilot and the main study dictated the use of semi

structured interviews. 
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4.6.3 Ethical approval Ethical approval was not considered necessary because 

anonymity was maintained throughout the study and because ethical approval 

committees still do not exist in Jordan. However, the procedure and the aim of the 

study were fully explained to the participants before they signed consent forms (see 

Appendix 16 and Appendix 18). All participants were verbally advised that if the 

interview or questions caused any distress, they could withdraw at any time. 

4.6.4 Recruitment of participants In qualitative research the recruitment process 

may be complex (Stanton 2000). In this study the recruitment of participants was a 

multi-faceted process with the researcher locating the recruitment site, obtaining site 

approval and overcoming recruitment obstacles. 

4.6.5 Recruitment sites and site approval The researcher revisited the Department 

of Physiotherapy and Occupational Therapy at Al-basher Hospital in Amman. 

Visits were made to meet therapists and other health professionals working with 

stroke patients in order to identify potential participants for the study. (A 

relationship with the therapists and health professionals had been built up during the 

researcher's previous employment in Jordan). The therapists identified potential 

participants and provided baseline health information such as name, age, and the 

cause of stroke. It has been suggested that physiotherapists and occupational 

therapists who work in rehabilitation settings would be ideal professionals to identify 

potential stroke participants (Stanton 2000). In this study two volunteer female 

therapists, an occupational therapist and a physiotherapist, were chosen as research 

assistants to interview female participants. The researcher met, trained and provided 

each research assistant with information related to inclusion criteria and the study 

design, and the research assistant provided the researcher with a list of potential 

participants. 

4.6.6 Overcoming recruitment obstacles During field visits to the rehabilitation 

sites in Jordan it was obvious that there was no shortage of people who had had 

strokes and the process of identifying potential participants was easier than 

anticipated. This was possibly because the volunteer research assistants were 
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appointed by the Ministry of Health and were freed from their work for three days a 

week in order to help with recruitment and data collection. 

4.6. 7 Selection of participants Purposive sampling was used (Lunsford and 

Lunsford 1995), where stroke survivors who fulfilled the inclusion criteria of the 

study were identified and selected for the study. Patients also had to be able to share 

their life experiences following discharge from hospital. 

Twenty-one stroke survivors and 19 family carers were identified and letters were 

sent inviting them to participate in the study (see Appendix 15 and Appendix 17). 

The letter was delivered by hand because the postal system in Jordan is still not 

functioning properly and many people have no access to it. Streets are still without 

numbers and people receive their mail only if they have a post office box. Out of 21 

survivors and 19 family carers selected, 18 survivors and 17 carers participated in 

this study. One survivor was readmitted to hospital and two survivors and two carers 

declined to participate without giving reasons. Telephone calls then were made to 

arrange a time and place for the interviews which took place in either Al-basher 

Hospital physiotherapy and occupational therapy outpatient clinics or at survivors' 

homes. Participants were allowed to choose where the interview was held. 

4.6.8 Developing an interview topic guide Interview topic guides guarantee 

consistency across the interviews (Drover 1995) and allow the researcher to compare 

answers to questions asked in the same way (Munn and Drever 1996). Two 

interview topic guides were needed, one for survivors and one for carers (see 

Appendix 19 and Appendix 20). The interview topic guide aimed to explore the 

experiences of stroke survivors and their family carers following discharge from 

hospital and to allow the participants to describe their own lives and how they coped 

after their strokes. 

The topic guide from the pilot interview was translated into Arabic. The guide had 

been developed from a review of the literature about stroke survivors and their 

family carers living in the community as well as the professional experience of the 

researcher. Information gained from field visits, the pilot study and the study of 
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Jordanian therapists also contributed to the development of the guide. Great care 

was taken to ensure that the format and words chosen for the topic guide were 

relevant to experiences of survivors and their carers in the community. 

In order to adapt the interview topic guide used in the United Kingdom pilot study 

for use with Jordanian patients, the guide was piloted with five Jordanian 

participants, three survivors and two carers, and the data from these interviews was 

transcribed. When the researcher checked the transcripts he found participants talked 

about issues related to their difficulties in getting therapy and with transport. 

Accordingly, these categories were included in the interview guide and raised with 

each participant. 

4.6.9 Setting up the interview The participants decided on the time and the 

interview settings. As stated, the interviews took place either at participants' homes 

or at out-patient clinics. The survivors and their family carers were interviewed 

separately so that one respondent would not be inhibited by the presence of another, 

particularly as some responses might involve comments relating to the other party 

(Dowswell et al 1995). The participants identified who would be interviewed first 

and in their homes they identified where each interview would be held. 

Demographic data was collected from each participant before the interview. This 

data included information about age, side of stroke and gender (see Appendix 22 and 

Appendix 23). 

The interviews were carried out by the researcher or one of the female research 

assistants and each interview lasted 60 to 90 minutes. During the interviews 

confidentiality was assured by preventing other people listening to the interviews. 

Where they took place in day centres, a notice was placed on the door to prevent 

interruptions. At home the interviews took place in a room with the door closed. The 

interview sessions began with the researcher saying, 'What I am interested in is how 

you have managed since being discharged from hospital'. Probes were used to 

encourage participants to talk about their experience, or to cleared up misunderstood 

words or phrases: for example the researcher used probes such as 'could you tell 

more?' or 'what you mean by so and so?' 
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4.6.10 Recording data in the interviews As mentioned earlier recordings help to 

record participants' experience efficiently and precisely (Staton 2000). Audio 

recordings also make full transcripts of interviews accessible to independent analysis 

(Polgar and Thomas 1995). However, a number of researchers have suggested some 

disadvantages with tape recording, as it can be intrusive and a malfunction can lead 

to loss of data (Creswell 1994; Polgar and Thomas 1995). In order to minimise the 

disadvantages of using a tape recorder the researcher checked the recorder prior to 

each interview. A mini tape recorder was brought for back-up in the event of tape 

recorder failure. 

4.6.11 Data analysis Data analysis in qualitative research involves reading 

transcripts of interviews, identifying themes and integrating these themes into the 

next stage of data collection: data collection and data analysis are therefore 

interdependent (Jongbloed 2000). There are various approaches to qualitative data 

analysis and the choice of data analysis for a particular study depends on the nature 

and purpose of that study (Harris 1990). 

Since the ethnographic approach was used in this study and the nature of the data 

collection was descriptive and included the words of stroke survivors and their 

family carers to describe these experiences, a thematic content analysis approach was 

used (Burnard 1991). Thematic content analysis is often used in ethnographic data 

analysis in order to maintain the richness of qualitative data (Berg 1995). The 

process usually involves reading and re-reading transcripts, identifying categories 

and themes and incorporating them into the next sage of data collection (Jongbloed et 

al 2000). 

The researcher intended using a package like NVIVO (Miles and Weitzman 1994) 

for the data analysis and undertook training in this. However, since the main data 

were collected and analysed in Arabic the absence of any NVIVO programs in 

Arabic made this impossible. 

In this study the following sequence for thematic content analysis was used: 
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• Careful checking, reading and correction of the transcripts was carried 

out. 

• The initial analysis began with a review of a few transcripts to gain an 

overall sense of the data. 

• The transcripts were reviewed a number of times and a systematic coding 

of the transcripts led to the development of a number of categories and 

concepts. 

• The categories identified across transcripts were grouped under common 

themes which represented the meanings of these categories. 

For verification to ensure accuracy and consistency and to guard against researcher 

bias (Burnard 1991) the following steps were carried out: 

• Four randomly-selected interviews and their cassette tapes were reviewed 

for linguistic accuracy and content by the volunteer research assistants. 

Corrections were made accordingly. 

• Four randomly selected interview transcripts were sent for review to two 

independent researchers (MC and YB), one in Jordan and one in the 

United Kingdom, with experience with qualitative research. (MC is a 

Moroccan student studying for a PhD in sociology and experienced in 

qualitative research methodology and YB is a Jordanian community 

therapist with experience in community stroke rehabilitation. They were 

invited to generate categories and themes independently without seeing 

the researcher lists (see Appendix 25). 

• Meetings were then held with MC and YB separately and the lists of 

categories and themes were discussed and adjustments were made as 

necessary. 
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• Six participants (three survivors and three carers) were selected to check 

the appropriateness of themes and categories identified by the researcher: 

they were asked if the quotations fitted the categories which emerged 

from their interviews. However, this process took longer than 

anticipated. One reason was that most participants were illiterate and 

therefore the researcher had to read most of the transcripts out and 

discuss them with the respondents face to face. 

4.6.12 Justification of the use of thematic content analysis There are various 

approaches to qualitative data analysis (Coffey and Atkinson 1996). To analyse 

written materials such as interview transcripts and field notes, the main approaches 

mentioned in the literature are content thematic analysis, conceptual analysis and 

relational analysis (Coffey and Atkinson 1996; Silverman 1995). Content analysis is 

a valuable approach to eliciting new concepts, themes about which little is known or 

which have had little written about them in the past (Pope, Ziebland and Mays 2000). 

Conceptual analysis involves predetermined concepts and categorisations developed 

before looking at the data (Creswell 1994; Silverman 1995). Relational analysis 

(semantic analysis), like conceptual analysis, begins with the act of developing 

predefined concepts and categorisations but goes further by explaining the 

relationships between the concepts (Coffey and Atkinson 1996; Pope, Ziebland and 

Mays 2000). 

The choice of data analysis in a particular study is determined by the nature and 

purpose of that study (Burnard 1991; Harris 1990). In the current study an 

ethnographic approach was used to collect information about stroke survivors and 

their family carers living in the community in Jordan. Previous to the current study 

there was no information available about this, so new concepts, categories and 

themes needed to be drawn from the data collected in the study. 

For these reasons, it was not appropriate to use approaches such as conceptual and 

relational analysis with predetermined concepts. Therefore, content thematic 

analysis, where little is known about the challenges faced by stroke survivors and 

their family carers in the community, was used to analyse the data in the current 
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study. It has also been suggested that inductive content thematic analysis is often 

used in ethnographic data in order to maintain the richness of the qualitative data 

(Berg 1995), making thematic content analysis the most appropriate approach to 

analysing the data in the current study. 

4.6.13 Development of themes and categories fuitially, the researcher identified 

concepts from each transcript and coded them; these concepts were then developed 

into categories and similar categories were integrated into themes. The researcher 

gave meanings and a name to each concept, category and theme. The professional 

experience of the researcher and his familiarity with the literature related to stroke 

survivors living in the community helped to formulate the meanings of the themes 

and categories. fu addition, the researcher consulted an expert in the field of 

community stroke rehabilitation regarding the themes and the explanations of them 

in English. At each stage of the development of categories and themes the researcher 

revisited the raw data to confirm that the themes fitted well with what participants 

reported in their interviews (Strauss and Corbin 1990). The full details of the 

development of the themes are presented in Chapter 7. 

4.6.14 Translations of the findings from Arabic into English Jordanian 

participants were interviewed in Arabic and the tape-recorded information was 

transcribed and analysed in Arabic. The emerging themes and quotes were then 

translated into English using a back translation approach (Beaton et al 2000). 

5. Summary 

This chapter has reviewed the role of the researcher in carrying out this study and the 

combination of qualitative and quantitative methods used to explore the experiences 

of stroke patients and their carers in the community. It has described the five phases 

of the study, the reasons for the development of each phase and the strategies 

employed in each. It has also explained how the main study was carried out using 

ethnographic principles which recognised the significance of Jordanian culture. 
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Chapter 5: Characteristics of Stroke Patients in Jordan 

Understanding demographic characteristics of patients is necessary in order to assess 

patients' needs, to improve the quality of life of patients and their carers and to 

develop new services for stroke survivors (Ebrahim and Harwood 1999). There are 

only a limited number of studies in developed and developing countries which have 

investigated the demographic characteristics of stroke patients in hospitals (Bonita, 

Solomon and Broad 1997). In Jordan, there is as yet no information available 

relating to the incidence of stroke. 

The aim of this part of the study was to identify the characteristics of stroke patients 

in Jordan by collecting retrospective demographic data over two three-year periods: 

1997 to 1999 at Al-basher Hospital and 1998 to 2000 at Mafraq Hospital. The World 

Health Organisation (WHO) MONICA protocol was used to collect this data (see 

Chapter 4), which provides the first comprehensive profile of stroke patients 

admitted to hospitals in Jordan. 

The first part of this chapter presents the results of the demographic study and these 

findings are discussed in the second part of the chapter. 

1. Results 

The following sections present the characteristics of the stroke patients, including 

age and gender, access to diagnostic scanning, types of stroke, risk factors and 

length of stay in hospital. 

1.1 Age and gender distribution 

Approximately 186,000 patients were admitted to Al-basher Hospital between 1997 

and 1999: of these, 1,287 stroke patients satisfied the definition of stroke (see 

Chapter 2). Approximately 40,000 patients were admitted to Mafraq Hospital 

between 1998 and 2000 and 107 patients satisfied the definition of stroke. At Al

basher Hospital the stroke patient cohort included 766 men (60 per cent) and 521 

women (40 per cent), giving a male-to-female ratio of 3:2. At Mafraq Hospital the 

stroke patient cohort included 71 men (66 per cent) and 36 women (34 per cent), 
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giving a male-to-female ratio of 3:2. At Al-basher Hospital the mean age for men 

was 59.5 ± 9.7 and 58.95 ± 10.7 for women, while at Mafraq Hospital the mean age 

for men was 57.52 ± 9.1 and 60.31 ± 6.1 for women. 

Male patients Female patients 

Age groups Number % Number % 

25-34 12 44 15 56 

35-44 42 62 26 38 

45-54 146 53 127 47 

55-64 278 63 161 37 

65-74 288 60 192 40 

Totals 766 60 521 40 

Table 5.1. Numbers and percentages of stroke patients by age and gender at 
Al-basher Hospital, Amman: 1997-1999 

Male patients Female patients 

Age groups Number % Number % 

25-34 2 100 0 0 

35-44 2 100 0 0 

45-54 17 77 5 23 

55-64 33 61 21 39 

65-74 17 63 10 37 

Totals 71 66 36 34 

Table 5.2. Number and percentages of stroke patients by age and gender at 
Mafraq Hospital: 1998-2000 

Figure 5.1 shows the number of stroke patients admitted to Al-basher Hospital 

increased steeply with age. In the 25 to 34 age group the number of patients who had 

had strokes was similar for both sexes. This number increased sharply in the 65 to 

74 age group. As this figure shows, more men than women in all age groups had 
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strokes except those aged between 25 and 34. The number of men affected by 

strokes peaked in the 55 to 64 and 65 to 74 age groups. 

Figure 5.2 shows that at Mafraq Hospital stroke occurrence increased progressively 

with age, but that there was a sharp decrease of stroke occurrence among those aged 

from 65 to 74. There were no strokes among female patients aged between 25 and 

34 and 35 to 44. Stroke occurrence was higher in men than in women in all age 

groups in both hospitals. 
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Figure 5.1 Stroke admissions to Al-basher Hospital 1997-1999 (n=l287) 
( original in colour) 
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Figure 5.2 Stroke admissions to Mafraq Hospital 1998-2000 (n=l07) 
(original in colour) 
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1.2 Diagnostic CT scanning 

Computed tomography (CT) scanning uses a computer to direct x-rays through the 

body to produce clear cross-sectional images or 'slices' of tissue. It is an important 

tool for diagnosing brain disorders. Figure 5.3 shows that at Al-basher Hospital three 

quarters of stroke patients underwent a diagnostic CT scan to help identify the type 

of stroke they had sustained and to ensure that any necessary treatment was given as 

soon as possible. The mean time before stroke patients in Al-basher Hospital had 

their CT scan was approximately 27 days. 

5% 

■ No data 

■ CT scan 

D No CT scan 

Figure 5.3 Percentage of stroke patients requiring CT scans: Al-basher 
Hospital (n=1287) (original in colour) 

Figure 5.4 shows that at Mafraq Hospital more than half of the stroke patients had a 

CT scan of their brain but slightly more than a third had no scan at all during their 

stay in the hospital. No information was available about the time elapsed before 

stroke patients in Mafraq Hospital were scanned. 

133 



4% 

36% 
■ Nodata 

■ CTscan 

D No CTscan 

Figure 5.4 Percentage of stroke patients requiring CT scans: Mafraq Hospital 
(n=l07) (original in colour) 

1.3 Classification of stroke type 

Figure 5.5 shows that at Al-basher Hospital about three quarters of all stroke patients 

were diagnosed as having ischaemic strokes and 14 per cent were diagnosed as 

having haemorrhagic strokes. There was no data available for 11 per cent of the 

stroke patients. 

14% 11% 

■ No data 

■ Ischaemic 

D Haemorrhagic 

Figure 5.5 Classification of stroke type: Al-basher Hospital (n=l287) 
( original in colour) 
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Figure 5.6 shows that at Mafraq Hospital, half of all stroke patients were diagnosed 

as having ischaemic strokes and a quarter were diagnosed as having haemorrhagic 

strokes. No data was available for slightly more than a fifth of the patients. 

21% 

■ No Data 

■ Ischaemic 

D Haemorrhagic 

Figure 5.6 Classification of stroke type: Mafraq Hospital (n=l07) (original in 
colour) 

It was not possible to record stroke subtype in either of the hospitals, due to missing 

information about CT scans. In Al-basher Hospital CT scan reports included only 

information as to whether the stroke was ischaemic or haemorrhagic, and not the 

subtype (see Appendix 21). 

1.4 Length of stay 

The majority of stroke patients admitted to both hospitals stayed for one week or less 

(Figures 5.7 and 5.8). 
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2% 1% 

■ < 1 week 

■ 1-2 weeks 

D 2-4 weeks 

□ >4weeks 

Figure 5. 7 Length of in-patient stay for stroke patients at Al-basher Hospital 
(n=l287) (original in colour) 

17% 

■ < 1 week 

■ 1-2 weeks 

D 2-4 weeks 

D >4 weeks 

Figure 5.8 Length of in-patient stay for stroke patients at Mafraq Hospital 
(n=l 07) ( original in colour) 
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1.5 Risk factors 

The most common risk factors recorded for stroke patients in this study were high 

blood pressure, diabetes and heart disease (Figures 5.9 and 5.10). 

7% 

52% 

■ No data 

■ High blood pressure 
and diabetes 

□ Heart problem 

Figure 5.9 Risk factors for patients at Al-basher Hospital (n=1287) (original 
in colour) 

49% 

■ N)data 

■ High blood pressure 
and diabetes 

D Heart problem 

Figure 5.10 Risk factors for stroke patients at Mafraq Hospital (n=107) 
( original in colour) 
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1.6 Reasons for discharge from hospital 

Figures 5.11 and 5.12 illustrate the three main reasons for discharge from each of the 

two hospitals in the study. 

18% 

66% 

■ No data 

■ Death 

□ Referred to other 
hospitals 

□ Against medical advice 

Figure 5.11 Reasons for discharge from Al-basher Hospital (n=l287) 
(original in colour) 

37% 

21% 

20% 

■No data 

■Death 

□Referred to other 
hospitals 

D Against medical advice 

Figure 5.12 Reasons for discharge from Mafraq Hospital (n=107) 
(original in colour) 
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1.7 Stroke events in Jordanian hospitals 

Table 5.3 shows that 81 per cent of stroke occurrences were classified as first events 

and 17 per cent as recurrent events. There was no information available for 2 per 

cent of the stroke patients admitted to Al-basher Hospital. Table 5.4. shows that at 

Mafraq Hospital 82 per cent were classified as first stroke events and 14 per cent 

were classified as recurrent events, with no information available for 4 per cent of 

stroke patients admitted to the hospital. 

First stroke Recurrent strokes Missing data 

Age group Number % Number % % 

25-34 23 86 3 7 7 

35-44 66 97 0 0 3 

45-54 232 85 22 8 7 

55-64 350 80 87 20 0 

65-74 366 76 104 22 2 

25-74 1032 81 215 17 2 

Table 5.3 Numbers and percentages of patients having first and recurrent 
strokes at Al-basher Hospital, Amman: 1997-1999 

First stroke Recurrent strokes Missing data 

Age group Number % Number % % 

25-34 2 100 0 0 0 

35-44 2 100 0 0 0 

45-54 16 73 4 18 9 

55-64 44 81 8 15 4 

65-74 24 89 3 11 0 

25-74 88 82 16 14 4 

Table 5.4 Numbers and percentages of patients having first and recurrent 
strokes at Mafraq Hospital: 1998-2000 
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Oxfordshire 
Demographic Current study Akbar and Anderson, et Elsayed et al. Elzunni et al. Gladman Hawkins et community 
variables Mushtaq al. (1993) (1999) (1995) (1992) al. stroke project 

(2001) (1995) (1983) 

Age Stroke occurrence Stroke Stroke Stroke occurrence Stroke occurrence Stroke Stroke Stroke 
increased with occurrence occurrence increased with increased with occurrence occurrence occurrence 
increased age increased with increased with increased age increased age increased with increased with increased with 

increased age increased age increased age increased age increased age 

Gender Stroke affected more Stroke * Stroke affected Stroke affected Stroke * Stroke 
men than women affected more more men than men than women affected men affected men 

men than women than women than women 
women 

Diagnostic 72% of patients had 90% * 100% * 29% 87% * 
brain CT scan 
scanning 

Classification lschaernic: 75% 74% 71% 79% 77% 46% * 76% 
of stroke type Haemorrhagic: 14% 10% 15% 21% 33% 54% 13% 

Unclassified: 11% 16% 14% 11% 

Length of Mean (3.1 days) * * * * 44 days * * 
hospital stay 

Risk factors HP, DM and heart HP,DMand * HP, DM and atrial HP,DMand HP,DMand * * 
problems heart problem fibrillation cardiac lesion atrial 

fibrillation 

HP: High blood pressure; DM: Diabetes mellitus; *: data not available 

Table 5.5. A comparison between the Jordanian demographic findings and findings of previous studies 
The discussion of the differences and similarities and possible explanations are presented in the discussion section of this part of the study. 

..... 
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2. Discussion of demographic data 

The aim of this part of the study was to identify the demographic characteristics of 

stroke patients admitted to hospitals in Jordan. This retrospective hospital-based 

study examined the records of 1,287 stroke patients who had been admitted to Al

basher Hospital in Amman and 107 who had been admitted to Mafraq Hospital in 

north-eastern Jordan. 

2.1 Limitations of the study 

The findings of this part of the study should be interpreted with caution for a number 

of reasons: 

• Although Al-basher and Mafraq hospitals are representative of hospitals 

in cities and rural areas, both hospitals are state (government) hospitals. 

State hospitals in Jordan are crowded and the facilities are over-used. 

The findings of this study may not be generalisable to all hospitals in 

Jordan: for example the selection of private hospitals for study may 

have led to different findings. 

• The stroke profile data was collected from in-patient medical records. 

Not all stroke patients are hospitalised and thus the profile of stroke 

patients in this study may not be generalisable to all stroke patients in 

Jordan. 

• The data was collected retrospectively with information relating to the 

patients' strokes retrieved from files rather than recorded as it occurred 

Despite these limitations the findings of this part of the study revealed very important 

information related to the stroke profile in Jordanian hospitals such as age and 

gender, classification of stroke type, length of hospital stay, risk factors and reasons 

for discharge from hospital 
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2.2 Age and gender 

Stroke in this study affected more men than women and increased with increased 

age. At both hospitals the percentages of men with stroke who were admitted to 

hospitals was about 60 per cent. 

These findings were in accordance with other studies carried out in developed 

countries (Johansson, Norvving and Lindgren 2000; Stewart et al 1999). These 

studies found that the stroke incidence rate was higher in older age groups and in 

men rather than in younger age groups and in women. However, these studies used 

incidence rates (see Chapter 2). In the current study it was not possible to calculate 

the incidence rate from either of the hospitals because in order to calculate this rate, 

the population in the area must be known and there should be a system where there is 

no duplication ofregistration. In the Amman area there are four major state and 18 

private hospitals and because of the health system and insurance provision in Jordan 

(see Chapter 3), patients can be treated at more than one hospital, leading to possible 

duplication of patient information. Therefore a correct calculation of incidence rate 

was not possible. 

In studies carried out in Saudi Arabia and Libya, countries where the lifestyle, 

religion and cultural traditions are similar to those in Jordan the incidence rate of 

stroke was also higher for men than for women and stroke incidence increased with 

increased age (Ashok, Radnakrishnan and Shridharan 1986; El-sayed et al 1999). 

The consistency of the findings of studies carried out in developed and developing 

countries and the current study indicate that age and gender may not be related to the 

cultural backgrounds of stroke patients. 

However, some of the data from Mafraq Hospital showed different trends from those 

presented in other studies: for example, there appeared to be no occurrences of 

stroke among female patients in the 25 to 34 and 35 to 44 year groups. This could 

have been because of problems with filing systems and missing information in the 

medical records. In the current study the occurrence of stroke in different age groups 

were different from other studies which calculated demographic data for people not 
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treated in hospitals as well as those admitted to in-patient care. In this study it was 

not possible to find information about people who were not admitted to hospital. 

2.3 Classification of stroke 

The findings of this part of the study showed that three-quarters of stroke patients 

admitted to Al-basher Hospital had ischaemic strokes and 14 per cent of patients had 

haemorrhagic strokes. In Mafraq Hospital approximately half of the patients had 

ischaemic strokes. These findings were slightly different from the findings of other 

studies undertaken in both developed and developing countries (Bum et al 1997; 

Ebrahim and Harwood 1999; El-sayed et al 1999). These studies found that 

approximately 80 per cent of strokes were ischaemic and 20 per cent haemorrhagic. 

Missing information in hospital records may explain the difference between the 

findings of the above studies and the current study. There was no information 

available about stroke type for 11 per cent and 25 per cent in Al-basher and Mafraq 

hospitals respectively. 

The clinical implication of differentiating between ischaemic and haemorrhagic 

stroke is important as their treatments are different. Ebrahim and Hardwood, (1999) 

suggested that anti-platelet agents are routinely used in the treatment of ischaemic 

stroke but may be dangerous in a haemorrhagic stroke, implying that before a 

treatment decision is made an accurate diagnosis of the type of stroke is needed. 

In the current study diagnostic CT brain scanning was used to identify the type of 

stroke and 72 per cent of stroke patients in Al-basher Hospital and 60 per cent in 

Mafraq hospital underwent brain scans. However, the time elapsed before stroke 

patients had their CT scan was about 27 days, indicating that not all patients who 

were admitted to Jordanian hospitals underwent brain scanning and that those who 

did had their scans delayed. A possible reason for patients not having scans might be 

that as yet many people are still not covered by health insurance so could not afford 

the cost of scanning. A possible explanation for the delay in having CT scans might 

be that Al-basher Hospital is crowded (see Chapter 3) leading to long waiting times 

for scans. 
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The implications of not having CT scans or delays in having a CT scan are serious 

and can include delayed or inappropriate treatment. Both could be dangerous. The 

report of the Intercollegiate Working Party on Stroke (Kelson, Ford and Rigge 1998) 

suggested that before treatment, accuracy of diagnosis is important not only to define 

type of stroke but also to differentiate vascular from non-vascular stroke. 

2.4 Length of hospital stay 

The majority of stroke patients in both hospitals stayed less than one week with an 

average stay of 3.1 days. This agrees with the Jordanian Ministry of Health (MoH) 

figures (1999) that the average lengths of stay for in hospital all patients was 3.4 

days. This is also in agreement with the only Jordanian study (Mawjdeh, Hyajneh 

and 

Al-Qutob 1997) of the relationship between length of stay and health insurance 

cover: their study found that the length of hospital stay was 3.3 days and 2.7 days 

for insured and non-insured patients respectively. These average stays are different 

from the average length of stay for stroke patients in developed countries: for 

example, the length of hospital stay for stroke patients was 95.2 days in Sweden 

(Holmqvist et al 1993). The enormous difference between the average length of 

hospital stay in Jordan and in developed countries could be explained by different 

factors reported by Mawjdeh, Hyajneh and Al-Qutob (1997): 

• Patients' age found to be correlated positively with length of stay. The 

average age for stroke patients in the current study was approximately 60 

while in Sweden the average age was 68.2 (Holmqvist et al 1993). 

• In Jordan approximately 32 per cent of the population are not covered by 

any health insurance (Suhimat, 2001 ), so shorter hospital stays could be 

related to the financial status of the patients, leading them to request an 

early hospital discharge. Mawjdeh, Hyajneh and Al-Qutob (1997) 

suggested that in Jordan, a hospital delivery in a public hospital costs 25 

Jordanian Dinar (JD), equivalent at the time of writing to £25 (almost 

one week's pay for an unskilled worker), while in developed countries 
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such as Sweden, health and social insurance are covered by the state so 

there was no worry about the cost of staying in hospital. 

• Other factors, such as the severity of the illness and whether the patient 

lived with his or her family, affected length of stay in hospital. 

However, in this part of the current study it was not possible to find 

information related to severity of illness or social status of patients, 

although it can be assumed that because of the Jordanian cultural 

background the majority of patients have family and social support. 

Mawjdeh, Hyajneh and Al-qutob (1997) suggested that patients who are 

married or who live with their families have shorter stays in Jordanian 

hospitals. Another possible explanation for the shorter length of stay 

might be related to the quality of services in public hospitals, where 

crowding may lead to patients requesting an early discharge from 

hospital. About 20 per cent of the patients in this study discharged 

themselves against medical advice. 

The implication of short hospital stays is that the responsibility of caring for patients 

at the very early stage and during the recovery stage is placed almost entirely on their 

families. 

2.5 Missing information 

This study found a considerable amount of missing information in patients' medical 

records: for example, there was no information about brain scanning available for 5 

per cent of stroke patients admitted to Al-basher Hospital; and there was no 

information about type of stroke available for 25 per cent of stroke patients admitted 

to Mafraq Hospital. One possible explanation for this missing information might be 

that in Jordan medical records paper-based and are kept manually and, as such, lack 

consistency and completeness. Missing information in stroke patients' medical files 

may affect practice and research. In practice, as discussed earlier, the lack of 

information about stroke type may affect appropriate and timely intervention. 

Research may be affected because missing information such as correct diagnosis, 

date of birth and cause of death it make it impossible to calculate epidemiological 
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data such as incidence and mortality rates. These are important indicators in 

planning community services for stroke patients (Ebrahim and Harwood 1999) 

2.6 Risk factors 

In this study, the major risk factors for stroke were found to be the combined effects 

of hypertension and diabetes mellitus. This observation is consistent with studies 

carried out with stroke patients in countries with cultures similar to the Jordanian 

culture (Al-Rajeh et al 1993a,b; El Sayed et al 1999). Heart disease constituted an 

important risk factor in this study, accounting for about 10 per cent of all cases. In 

approximately 12 to 25 per cent of stroke patients no risk factors were found or 

recorded. However, risk factors reported in other studies such as smoking, diabetes, 

limited physical activity; alcohol abuse and poor nutrition (Goldstein et al 2001; 

Wolf et al 1991) were not found in the current study. This does not mean that 

Jordanian stroke patients are free from these risk factors but it may be that the 

missing information and the recording system made it impossible to identify these 

factors. Another possible explanation for recording only high blood pressure, 

diabetes and heart problems could be because the subjects were in-patients who 

required urgent medication for these risk factors. 

2. 7 Recurrent stroke events 

In this part of the study 17 per cent of stroke patients admitted to Al-basher Hospital 

and 14 per cent admitted to Mafraq Hospital were classified as having had 'recurrent 

strokes'. The literature contains limited information about rates of recurrent stroke. 

In a Finnish World Health Organisation project the percentage ofrecurrent strokes 

was lower than the findings of this part of the study, approximately 10 per cent of 

stroke events (Mahonen et al 1995). However, the Finnish study was carried out 

over ten years while the current study was carried out over three and the different 

research designs between the two studies may have influenced the findings. 

A possible explanation of the different rates of recurrent stroke in these two studies 

could be the different health systems and cultural backgrounds of the people in these 

two countries. It has been suggested that the main factors associated with a higher 

risk of recurrent stroke are uncontrolled high blood pressure, atrial fibrillation and 
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diabetes (Gubitz and Sandercock 2000). The problems of access to services which 

can help control these factors may increase the chance of people who have had first 

strokes having second strokes. Due to the health care and health insurance systems 

in Jordan and the country's economic situation (see Chapter 3), patients may have 

difficulties accessing medical clinics and medicines, and may therefore be at high 

risk of recurrent stroke. 

The clinical implications of recurrent stroke are important in developing care 

services for stroke patients because recurrent strokes leave patients with greater 

disabilities than a first stroke and patients show poorer outcomes (Samsa et al 1999). 

Comparing the cost of a first stroke with the cost of recurrent strokes, Samsa et al 

found that the costs for the first three months after stroke were the same for both first 

and recurrent strokes, whereas from 4 to 24 months after stroke the costs were higher 

for recurrent than for first strokes. Because of the low standards of care in Jordanian 

hospitals (see Chapter 3) and the lack of support in the community it could be 

expected that the burden of recurrent stroke on families and on the community would 

be higher than the burden of first stroke. In order to reduce the effects and impact of 

recurrent stroke, health policy makers should provide better community support for 

carers and survivors, reduce the likelihood of recurrent stroke by providing 

information about preventative measures and make medication and necessary 

therapeutic interventions available to stroke patients. 

3. Summary 

This chapter has presented a profile of stroke patients admitted to hospitals in Jordan, 

including stroke occurrence, accessibility to diagnostic tools such as brain scanning, 

length of hospital stay and risk factors of stroke. 

Strokes occurred more frequently in men than in women and the risk increased with 

age. The major known risk factors were high blood pressure and diabetes. 

Comparisons with the profiles of stroke patients admitted to hospitals in other 

countries shows that stroke patients in Jordan stay less time in hospitals; more 

Jordanian stroke patients are readmitted to hospitals because of a second stroke, and 
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Jordanian patients had difficulties accessing CT services. Furthermore, there was 

missing information in patients' hospital records about the classification of stroke 

and the presence of risk factors. 

The problems of access to services in Jordanian hospitals may lead to misdiagnosis 

and inaccurate intervention and, as a result, poor outcome. The missing information 

in patients' medical records made it difficult to calculate important demographic data 

which is necessary to plan for and provide better services for patients. Additionally, 

the burden of families is increased because their caring responsibilities start from the 

early stage of stroke onset. 

In order to provide better services health policy makers need first, to make available 

all necessary diagnostic tools to enable appropriate intervention and second, to make 

sure that health professionals who work with stroke patients document all available 

information in their patients' medical records. Because family carers may take on 

the responsibility of caring in the early stages, when patients need a lot of attention 

and support, health professionals need to provide them with suitable information to 

allow them to play their role effectively and safely. 

This part of the study has demonstrated the need for further research to explore 

reasons for inadequacies in services and to identify the best way of fully recording 

accurate information. 
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Chapter 6: Therapists' Perceptions of Care in the Community 

Physiotherapists and occupational therapists are often involved in the management of 

stroke survivors in the community (Partridge 1993; Stein et al 1999; Wade et al 

1992; Walker, Drummond and Lincoln 1996). However, because of the scarcity of 

human resources available to the health services, much of the responsibility for 

caring for stroke survivors is placed on their relatives (CS Anderson, Linton and 

Stewart-Lynne 1996; PA Clark 1994). 

The importance of therapists' understanding of the carers' role in the overall 

management of stroke is increasingly recognised. However, only a few studies have 

investigated families' involvement in rehabilitation programmes (Bugge, Alexander 

and Hagen 1999; Lundh 1999; Pound and Wolfe 1998), indicating that further work 

is required to systematically explore this involvement (Koch, Wottrich and 

Holmqvist 1998). 

So far, no study has looked at the role of carers of stroke survivors in the community 

in Jordan, where there are no regional rehabilitation or stroke units comparable to 

those in developed countries such as the United Kingdom. All patients admitted to 

hospital with a stroke leave hospital as soon as their condition is stable: the average 

length of stay in hospital in Jordan for all patients is about 3.1 days (see Chapter 5). 

Therefore, the day-to-day responsibility of caring for stroke survivors remains 

largely with their families. As physiotherapists and, more recently, occupational 

therapists are the only health professionals working with stroke survivors and their 

families within the home, it was considered necessary to explore their perceptions of 

care for stroke survivors in the community. 

A qualitative methodology was used. A focus group interview was held with three 

occupational therapists and three physiotherapists of different grades, working in 

rehabilitation centres and hospitals in the Amman area of Jordan. The therapists 

were interviewed in Arabic, the tape-recorded interview was transcribed verbatim 

and. analysed in Arabic. A back translation method for the themes and categories 
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was used. Measures were taken to ensure accuracy of the transcript and the 

reliability and validity of the thematic content analysis (see Chapter 4). 

In this chapter the perceptions of physiotherapists and occupational therapists in 

Jordan are presented and discussed 

1. Characteristics of participants 

Three occupational therapists and three physiotherapists working with stroke patients 

in different settings were recruited. Four were male and three female; their ages 

ranged from 24 to 39 years old and they had between three and 17 years of 

experience of therapy. All the participants held a three-year diploma, gained in 

Jordan, in physiotherapy or occupational therapy. All lived in the Amman area. 

2. Themes 

The themes and categories in this part of the study were derived from transcripts of 

focus group interviews with Jordanian therapists about their experiences of care for 

stroke patents in the community (See Chapter 4). The themes included perceptions 

of carers' expectations about recovery, their involvement in care and rehabilitation, 

and their need for information. A further theme relating to the impact of culture on 

the role of the carer also emerged (see Figure 6.1). 

3. Perceptions of carers' expectations 

The following sections present the perceptions therapists had of what carers needed. 

These perceptions included expectations about recovery, carers' involvement in 

rehabilitation, carers' need for information, the impact the stroke had had on the 

carer, and the influence culture had on the role of the carer. 
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Themes 

Perceptions of carers' 
expectations 

Perceptions of carers' 
involvement 

in rehabilitation 

Perceptions of 
impact of culture 
on the carers' role 

◄ 

Aspects of themes 

Unrealistic expectations 

~ 

~ 
._________ 

Level of support 
provided by carers 

Safety issues 

Carers' level 
of co-ooeration 

Gender issues 

Age issues 

Figure 6.1 Development of themes for therapists 

...... 
v-, 
N 

Raw data (examples of quotes from therapists) 

◄ Most stroke patients' carers think that stroke is an easy 
matter like other simple illnesses and the expect a full 
recovery within three months. 

.--- Some carers provide help for their patients with 
everything. .___ 

• 
Some carers give too much help to their patients. 

Carers try to help patients by, for example, preventing 
them walking by themselves because they are worried that 
the patient may fall. 

◄ Carers do not want to take responsibility for helping with 
exercises at home. 

~ The role that carers play in helping and caring for stroke 
~ patients depends on whether the patient is male or female . 

.___ Husbands do not bring their wives to treatment sessions 
and don't involve themselves in helping and caring. 

◄ When they brought an old lady for treatment, the carer's 
aims for treatment were just for her to manage to reach 
the toilet by herself. 



Figure 6.1 

...... 
Vl 
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Themes 

Perceptions of 
carers' needs 

for information 

Aspects of themes Raw data (examples of quotes from therapists) 

/ 
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3.1 Expectations about recovery 

The therapists believed many carers had unrealistic expectations about their 

relatives' rate ofrecovery. One therapist said, 

Most carers of stroke survivors think that stroke is an easy matter like 
other simple illnesses and they expect full recovery within three 
months. 

They observed that some carers expected recovery after a few sessions of 

rehabilitation: 

Carers expect recovery in four or five sessions of treatment. 

These unrealistic expectations was seen as a problem by all therapists because they 

potentially affected carers' willingness to be involved in lengthy care management of 

stroke survivors, and might disrupt the rehabilitation process. For example, one 

therapist commented on the consequences of inappropriate expectations of survivors 

and their carers: 

If stroke survivors do not recover very quickly, they often become 
ignored by the family and their rehabilitation treatment is 
discontinued. 

3.2 Involvement in rehabilitation 

All the therapists believed that it was important to involve carers in the management 

of stroke survivors. They also identified the level of care and of co-operation with 

health professionals as important issues for carers' involvement in rehabilitation. 

3.2.1 Level of support provided by carers Many therapists felt that sometimes 

carers gave too much support to their relatives. The therapists felt that such a level 

of support was unnecessary and might lead to survivors' over-dependence on their 

carers: 

Some carers provide help for their relatives with everything. 
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Some carers give too much help to their relatives. 

During the focus group interviews, some therapists suggested possible reasons for 

carers providing too much help: 

Carers are worried that their loved ones would think that they were 
being left alone and ignored if they were to be too independent. 

Patients would say to the carers, 'You left me at the most crucial time, 
just when I needed you '. 

The therapists felt that safety issues, with carers worried about survivors falling or 

hurting themselves, was another reason for carers helping survivors too much at 

home: 

Carers try to help patients for example, by preventing them walking by 
themselves, because they are worried that the patient may fall. 

Carers are worried that they could hurt or injure the patient during 
the home exercises, especially the shoulder exercises and walking. 

The need to perform activities quickly was another reason which therapists felt led to 

carers giving their relatives too much help: 

Carers are busy with other things at home and it 's quicker for the 
carer to help the patient with his activities than it is to wait for him. 

3.2.2 Carers' level of cooperation This 'too much help' from carers, identified by 

many therapists during the focus group, also applied to helping survivors with their 

day-to-day activities such as washing and changing position. However, some 

therapists also felt that carers who provided too much help with personal care to their 

relatives were not always good at helping with their home therapeutic exercise. One 

therapist said, 

Patients usually say that nobody helps them with their exercises at 
home. 
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All the therapists were concerned about continuity of treatment and discussed the 

importance of carers continuing exercise at home and some of the possible reasons 

for the lack of co-operation by carers: 

Patients don't listen to carers and that limits a carer's ability to help 
with the exercises at home. 

Patients do not listen to carers because they believe that carers are 
not trained or skilled enough to do the therapist's work. 

Carers do not want to take responsibility for helping patients exercise 
at home. 

3.2.3 Dependency Most therapists felt that carers giving too much help to their 

relatives increased dependence on the carers which, they felt, could interfere with 

therapists' rehabilitation goals and objectives: 

Patients who receive too much help from their carers usually stop 
using their unaffected side as well as their affected side and this will 
disrupt our treatment plan. 

3.2.4 Ways of improving carers' involvement in rehabilitation All therapists 

identified strategies for encouraging carers to become involved in the management of 

stroke: 

The best way to involve carers is to encourage them to participate in 
all processes of rehabilitation. 

We need to be honest with carers and explain to them thoroughly the 
realistic recovery process for stroke. 

There is a need to build trust and a good relationship with carers so 
they can be involved in the rehabilitation process to help patients at 
home. 

The need to educate carers and survivors, as well as other health professionals, about 

stroke and its prognosis emerged strongly from the data. Therapists also identified 
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the need to teach carers to carry out exercises at home effectively and to become 

involved in the therapeutic sessions: 

We need to work with carers by demonstrating and giving them verbal 
explanations. 

We give them written information only if they ask for it. 

3.3 Perceptions of carers' need for information 

The therapists in this study stated that carers need information about recovery from 

stroke. Carers' lack of understanding of the rehabilitation process was identified by 

many therapists during the discussions. Therapists recognised this issue, and 

particularly the carers' input, as an important factor affecting the rehabilitation 

process. All the therapists agreed that carers lacked knowledge about stroke, the 

process of recovery and its effective management: 

Carers have no idea about recovery from stroke or the role of 
rehabilitation in the recovery process. 

Most therapists felt that this lack of information about stroke and the rehabilitation 

process was shared by many health professionals dealing with stroke survivors: 

Patients and carers receive inconsistent and conflicting information 
from therapists and doctors. 

Doctors, because of their lack of knowledge about stroke recovery and 
progress, misuse the saying 'If Allah wills it (Inshallah) '. 

3.4 Perceptions of the impact of stroke on carers 

Therapists identified the physical, psychological and financial impacts stroke had on 

family carers as well as on whole family life: 

Having a stroke patient at home is a burden on the carers. 

Carers who care for stroke patients mainly complain of back pain. 
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Carers feel stressed and unhappy. 

The therapists recognised that the financial impact was the greatest burden affecting 

carers and families of stroke survivors. One therapist said, 

If the patient is the only source of family income, the whole family will 
suffer. 

To provide a stroke patient with what he needs is costly for the family. 

During the focus group interviews, therapists described how stroke could affect the 

whole family, including children: 

If the head of the family has a stroke, schoolchildren will misbehave. 

Schoo/children may stop going to school to share the responsibility 
for caring. 

3.5 Culture and the carer's role 

All the therapists recognised that cultural assumptions, particularly those relating to 

gender and age, had an impact on carers and their relatives. 

3.5.1 Gender The therapists raised a number of gender issues relating to the carer's 

role: 

The role that carers play in helping and caring for stroke patients 
depends on whether the patient is female or male. 

If the survivor was a man it was seen as the responsibility of women to care for him: 

It's the responsibility of a wife to care for her husband when he has 
had a stroke. In contrast, if a woman has a stroke, her husband would 
not consider it his responsibility to participate in caring for her or in 
the rehabilitation process. 

Husbands do not bring their wives to treatment sessions and don 't 
involve themselves in helping and caring. In this case another woman 
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(a sister or other women in the family) would provide care for the 
patient. 

This situation was well recognised by therapists: 

We never see men attending treatment sessions when we visit patients 
at home. 

We only see a man involved when the therapist is male, even though 
he is not the usual carer for the patient. 

If the survivor is a man he is unlikely to cooperate in his care or in doing his 

exercises with either carers or therapists unless he wishes to do so. This again 

reflects to the gender issues identified by the therapists: 

The man is the breadwinner and everything is under his control even 

though he is a patient. 

Many therapists related the impact of the carer's gender to the culture: 

We live in an eastern society and the man is the source of authority. 

Gender issues were mentioned several times when describing bad experiences 

women survivors had had. For example, a husband may change his attitude towards 

his wife or a daughter-in-law: 

Daughters-in-law who have had strokes are considered as an outcast 
by the family and are treated extremely unfairly. 

When a woman has a stroke the man can use it as an excuse to marry 
another wife or to divorce his wife. 

3.5.2 Age Some therapists thought that the support given to survivors by carers 

often depended on the patient's age. One therapist gave an example of an elderly 

patient: 
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When they brought an old lady for treatment the carer's aim for 

treatment were just for her to manage to reach the toilet by herself. 

Other issues related to the carer's own age. Therapists expressed considerable 

concern for the ability of elderly carers to cope at home: 

Carers themselves have medical problems. 

4. Discussion 

The aim of this study was to explore the perceptions of Jordanian physiotherapists 

and occupational therapists of the care received by stroke survivors in the 

community. In general, the findings indicated that carers were perceived as having a 

multitude of potential needs and concerns, which appeared to be largely unmet. The 

findings also revealed that carers were viewed as concerned and confused about their 

involvement in the rehabilitation process. 

4.1 Limitations of the study 

The findings of this study must be interpreted with caution for a number of reasons: 

• The sample size was small (six therapists participated) raising concerns 

about the generalisability of the study. 

• Physiotherapists and occupational therapists identified the needs, 

concerns and problems of carers, not the carers themselves. 

• Only physiotherapists and occupational therapists from the city of 

Amman participated in the study. The experiences of therapists living in 

other, more rural, parts of the country might be different from those 

living in this modem city. 

• The therapists were interviewed in Arabic and the tape-recorded 

interview was transcribed and analysed in that language. The emerging 
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themes and quotes were then translated into English using a back 

translation approach, designed to ensure credibility of the data (see 

Chapter 4). However, the process was lengthy and misinterpretation of 

the quotations and themes, leading to a possible distortion of the main 

findings, was possible. 

Despite these limitations, the Jordanian therapists provided valuable information 

about carers' concerns and problems which providers (governmental and NGOs) 

need to consider when planning rehabilitation services in Jordan. 

4.2 Carers' involvement in the rehabilitation process 

All therapists felt that carers' involvement in the rehabilitation process was 

important; this was discussed at length during the focus group. Carers' involvement 

in the rehabilitation of stroke survivors also appeared to be the principal issue 

considered in a number of studies in developed countries (Bailey and Rennie 1997; 

Evans et al 1994). These studies have highlighted the importance of involving carers 

in order to maintain continuity in the rehabilitation process and to alleviate their fears 

of coping with stroke survivors. Jordanian therapists also recognised the importance 

of involving carers in therapeutic exercise. However, it has been suggested that 

involving carers in the rehabilitation process should be carefully planned (Leavitt 

1999). 

However, the reasons for the involvement of carers in managing stroke survivors in 

Jordan may be different from those in developed countries. This may be due partly 

to the lack of accessibility and availability of rehabilitation services for stroke 

survivors in Jordan. Carers in Jordan may play different roles and may replace 

therapists by carrying out most, if not all, the caring and rehabilitation of their 

relatives, even though their roles may be limited as they do not appear to receive 

effective information from specialists in the field. 

Another reason for the necessity of involving carers in managing stroke survivors' 

care is the short time that stroke patients spend in hospitals, resulting in less contact 

with therapists. As seen in the demographic study of stroke patients from two 
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Jordanian hospitals (see Chapter 5), the average length of stay in hospital for stroke 

patients was 3.1 days. 

Many studies of carers and survivors in developed countries suggested that the 

involvement of carers in discharge planning is essential. This would not appear to be 

the case in the Jordanian study and could be explained by the limited role that 

Jordanian therapists play in discharge planning of stroke patients. In Jordan, doctors 

are the only professionals with the authority to discharge patients and the researcher 

has observed that many do so without involving therapists or carers. This lack of 

involvement of those involved in rehabilitation planning discharge needs to be 

addressed if health service providers and policy makers are to deliver the best care 

for patients and their carers. 

The Jordanian therapists suggested that the level of involvement of carers in the 

rehabilitation process may be affected by either survivors not being willing to allow 

carers to help them or by carers not wishing to be involved in helping survivors. 

Both situations may be explained by lack of knowledge and information held by both 

carers and survivors about stroke and its management, or it could be due to the 

personal relationships between survivors and carers prior to stroke. In Jordan, all 

carers are family members and would usually have been living with the survivor for 

some time. The quality of the relationship between stroke survivors and their carers 

may shape the willingness of survivors and carers in help each other after stroke (CS 

Anderson, 1994). CS Anderson found out that the stronger the family relationship 

before stroke the better the care and the ability to copy with the consequences after 

stroke. 

Living together does not necessary mean that relatives are willing to take on the role 

of carer. Some do it because of cultural pressures. For example, the daughter of a 

stroke patient (see Chapter 7) left school to care for her father who had suffered a 

stroke because her mother was elderly and needed help herself. In Jordan, girls 

usually live with their parents until they get married, and this girl was the only 

relative living with her parents. She said, 
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I was one of the best in my class and enjoyed school very much. I 
hated leaving school and I was worried about what people would say 
since I am responsible for my parents' care. 

This example of the schoolgirl caring for her mother illustrates that carers' 

involvement may in some cases be against the carers' wishes and may lead to the 

unwillingness of carers to participate in a rehabilitation programme. 

4.3 Carers' understanding of rehabilitation 

All the therapists agreed that carers' knowledge about recovery from stroke was an 

important factor affecting the carers' expectations of their relatives' progress and 

their participation in the rehabilitation programmes. This is in line with many studies 

of survivors and their carers (Dale et al 1997; Evans et al 1994; Wellwood, Dennis 

and Warlow 1994). These studies found that lack of knowledge about illness and 

recovery may lead to family dissatisfaction with health care services and this 

dissatisfaction may lead to difficulties in complying with the health programme 

(BrittOn 2000). A study conducted by the Queen Alia Fund in Jordan (1984) 

reported that a lack of understanding by families of their children's' disabilities and 

their possible recovery led to a lack of cooperation when families sought treatment 

for their children. 

The therapists described how carers and survivors can receive conflicting 

information from different health care professionals. The working environment may 

provide an explanation for this. In Jordanian hospitals and rehabilitation centres 

health professionals dealing with stroke patients do not, in general, work using a 

team approach (researcher's personal observation), and this may result in stroke 

survivors and their carers receiving different and conflicting information from 

different sources. 

Another possible explanation may be that Jordanian therapists and doctors working 

in government-funded hospitals do not themselves have enough knowledge about the 

progress of and recovery from stroke. Generally speaking, government-funded 

hospitals pay very low wages to doctors and other health professionals compared to 

the wages of those who work in the private sector and in military hospitals. Most 
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highly experienced specialist doctors therefore work in private hospitals. All the 

therapists in this study were selected from government-funded hospitals 

In Jordan there is a lack of authoritative information about rehabilitation and 

medicine, with a serious lack of learning resources, such as medical journals and 

access to the resources on the internet, in most hospitals and other clinical settings. 

This in turn limits the amount and quality of the information which is passed on to 

survivors and their carers. which may affect the carer's role in managing stroke. 

4.4 Education of carers 

In order to overcome the negative consequences of variable knowledge about the 

progress of stroke, Jordanian therapists identified that education for carers and their 

relatives is important in the general management of stroke in the home. This was in 

line with studies in developed countries where the culture, working environment, 

health systems and services are different. Kersten et al (2000) found in a study of 

multiple sclerosis patients that the use of suitable information by their families 

facilitated family adjustment and their willingness to participate in the rehabilitation 

process. In a study of stroke survivors, Wellwood, Dennis and Warlow (1994) found 

that a good knowledge by carers of stroke increased their participation in managing 

their survivors. Evans et al (1994), compared a group of stroke carers who received 

adequate education with another group who had limited information about stroke 

disease and management and found that the first group managed and coped better 

than the second. Dale et al ( 1997) found that stroke education for carers reduced 

their anxiety and facilitated their communication with their stroke-affected relatives 

and therefore aided better management of stroke survivors. 

Jordanian therapists identified carers' need for education about the physical 

management of stroke survivors at home, but Dale et al (1997) found that carers need 

to be educated about the disease process as well as the physical management of their 

relatives. Holmqvist et al (1995) suggested that educating carers about the disease 

and its physical management was not enough and that carers may also need 

psychological counselling. However, Jordanian therapists did not raise the issue of 

counselling: this could be explained by their training. The physiotherapy 
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programme which the therapists completed covers purely medical and scientific 

subjects such as anatomy, physiology, and electrotherapy, with no psychology or 

counselling in the curriculum, although the occupational therapy curriculum covers 

psychology briefly (see Chapter 3). This difference could also be explained by the 

role therapists have in Jordan: it is mainly limited to their specialty and is focussed 

on physical management. If other health care professionals, such as doctors, 

psychologists or nurses had been involved in this study, the findings might have been 

different and psychological issues may have been mentioned. 

Jordanian therapists identified suitable methods of educating and training carers. 

One suggestion was through written information. This has also been suggested in 

other studies. Evans (1988) suggested that written information and their progress 

helped survivors and carers understand their problems and that it could improve 

communication between survivors, their carers and health care professionals. 

Wellwood, Dennis and Warlow (1994) also found that written information was a 

useful way of educating carers and their survivors. Jordanian therapists stated in the 

focus group that written information was only given to carers if they requested, it 

which may have been explained by the high level of illiteracy among Jordanians and 

Jordanian women in particular (Al-Khatib 1994). However, the therapists suggested 

alternative ways of providing information for people who are unable to read, 

including verbal instructions and demonstrations. Well wood, Dennis and Warlow 

(1994) found that carers prefer to receive their education about stroke and stroke 

management through, for example, voluntary group meetings and audio-visual 

information packages, but the Jordanian therapists did not mention these methods, 

possibly because they do not exist in Jordan (Ibrahim 2000, personal 

communication). 

4.5 Gender issues 

There is strong evidence that in western cultures the majority of carers of stroke 

survivors are women (Bailey and Rennie 1997). The therapists in this study 

confirmed that in their experience, all carers of stroke survivors are women. This is 

possibly because of the social role played by women in Arabic culture (see 

Chapter 3). Marsouq (1990) suggested that because of attitudes about women in 
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Arabic culture, women could be considered better carers than men. Women in 

Arabic culture are socially isolated and their contact with the outside world is limited 

to the family. They are also viewed as inferior, much as disabled people are seen as 

inferior (Marsouq 1990). 

Jordanian therapists identified clear discrimination against women when they are 

victims of stroke. It is well-documented that women feel discriminated against in all 

cultures and societies and that this feeling is strengthened if they become disabled 

(United Nations 1983). This is also true in Jordan but the role of women also makes 

it rather more difficult for Jordanian women to participate effectively in social life . 

Jordanian civil law, which is different from Islamic law, ensures that both men and 

women have equal rights to health care. However, the implementation of the law is 

hindered by cultural beliefs and attitudes towards women. The evident 

discrimination against disabled women in Jordan is in line with other studies carried 

out in developing countries (Ingstad 1995). lngstad suggested that disabled women 

in developing countries, especially in rural areas, are greatly neglected. 

In Jordan, government and non-governmental organisations have recently introduced 

new objectives and regulations to overcome the difficulties and discriminations faced 

by women as well as to improve their education and their role in society (Talal 

2000). However, these initiatives change the situation only slowly. There are 

opposition groups who interpret Islamic teaching wrongly and believe that women's 

restricted role is determined by Allah and should not be changed, as this would be an 

offence under Islam. 

4.6 Issues of age 

There is strong evidence that stroke primarily affects older people (Holmqvist et al 

1995). Jordanian therapists stated that elderly stroke survivors did not receive the 

same attention from their families as did younger survivors. This may be surprising 

that this can happens in an Islamic culture whose teaching focuses on the care of 

elderly people, especially if they are ill. However, it may be that elderly people in 

Jordanian culture have no role to play in supporting the family economically, and 
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that because younger people are often the only source of economic support for their 

families, they receive more attention. Social security was introduced recently to 

Jordan but it does not yet cover all those, including elderly people, who need support. 

This means that the majority of older people in Jordan have no social or health 

support from the state and it is therefore the responsibility of adult children to take 

care of their parents. This makes it difficult for these adult children who may give 

priority to providing shelter and food to their own large families rather than caring 

for their parents. 

Another reason for the limited care available to elderly survivors might be economic 

changes in Jordan. Jordanian families have become less affluent. Family members 

who in the past would have taken on the role of carer are no longer able to do so 

because they need to work to ensure the basic needs of their own families are met 

first, meaning that elderly stroke survivors are not receiving as much support as they 

need from their families. This situation may apply only to people living in large 

cities and may not generalise to people living in rural areas where the families still 

live next to each other and the majority of women stay in their homes. 

5. Summary 

Jordanian therapists perceived that, in the absence of formal support for family carers 

and their survivor relatives, carers play the primary role in the care and recovery of 

stroke survivors at home. However, carers have insufficient of knowledge and 

information to play their role effectively. Therefore, it is essential that carers are 

adequately trained and prepared for the task of caring, although further investigations 

are needed to find the best ways of delivering information, appropriate to the 

Jordanian culture and the available resources, to survivors and their carers. 

There has been a small number studies into the needs of carers around the world. In 

Jordan, where families are often the only carers, there is an urgent need for research 

into the role of family carers and how best to care for them and their relatives. It is 

important to bear in mind that providing better services for carers would not mean 
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that all the problems of coping would disappear, but that it might minimise the 

burden on carers and improve their quality of life. 

Women and elderly people with disabilities and their carers face less favourable 

attitudes than men and younger survivors. More attention needs to be paid to 

meeting the needs of these groups of people to identify their unmet needs and to 

begin to change cultural attitudes towards them. 

The information gathered in this part of the study could serve as a resource for 

physiotherapists, occupational therapists and other health professionals in helping 

them to understand carers' needs and the importance of carers' contribution to the 

rehabilitation process. 

If health providers in Jordan are concerned about educating carers and survivors 

about stroke, more research is needed to identify the best ways to provide that 

education. 

Apart from this present study, no other research has explored the needs of elderly 

people in general and elderly people with disabilities in particular in Jordan. Thus, in 

the light ofrecent changes in Jordanian culture more research is needed to address 

issues about the care of elderly stroke survivors. 
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Chapter 7 

Perceptions of Stroke Survivors and their 
Family Carers of Community Support 
Following Discharge from Hospital 



Chapter 7: 

1. Overview 

Perceptions of Stroke Survivors and their Family 
Carers of Community Support Following Discharge 
from Hospital 

Stroke survivors and their families can experience a range of overwhelming 

problems following discharge from hospital. These include health-related problems 

including reduced levels of mobility, hemiparesis and loss of arm function (Forster 

and Young 1995); psychological problems including memory disorder, emotional 

and behavioural disturbances and post-stroke depression (Kotila, 1998); reduced 

functional activity (Pound, Gompertz and Ebrahim 1998); and social problems 

including social isolation (R Anderson 1992). 

In order to address some of these difficulties, rehabilitation specialists have carried 

out trials of community interventions. These have involved physiotherapists (HE 

Andersen et al 2000; Young and Forster 1992), occupational therapists (Gladman, 

Lincoln and Barer 1993), physiotherapists and occupational therapists (Baskett et al 

1999), nurses (Forster and Young 1996) and social workers (Dennis et al 1997). The 

outcomes of these community intervention studies included helping to reduce the 

readmission rate to hospitals, although not as much as expected, and improvements 

in involvement in social activities and stroke survivors' satisfaction with health 

services. 

The findings of these studies have so far failed to demonstrate an effective outcome 

(Bisset and Chesson 1997). This is may be a result of a use of unsuitable research 

design (Avis 1997; Scholte et al 1998) or of failing to address the problems most 

associated with stroke such as physical health and needs for resources identified by 

survivors (Scholte et al 1998). It may also be that because of the multiplicity of 

problems faced by stroke survivors in the community, research based on one single 

factor may limit generalisability of the results to the larger group (McKevitt and 

Wolf2000). 
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The importance of consulting the users of the community rehabilitation services has 

been strongly emphasised by a number of researchers (Kelson, Ford and Rigge 1998; 

Pound et al 1994; Scholte et al 1996; TN Taylor et al 1996). Kelson, Ford and Rigge 

(1998) suggested that stroke survivors and their carers are in the best position to 

identify and understand their own needs. 

There are a limited number of studies exploring users' (stroke survivors and their 

families) life experience following discharge from hospital (McKevitt and Wolf, 

2000). Most of the studies reviewed in Chapter 2 about stroke care in the community 

were carried out in developed countries where the cultural and social backgrounds 

are different from those in Jordan. There is no information about the care for and 

needs of stroke survivors and their families in the community in Jordan. This is 

important in the context of this study as support for people with disabilities (PWD) in 

Jordan is limited, so that responsibility for the care of stroke survivors is carried by 

family members. 

The aim of this part of the study was to explore the perceptions of Jordanian stroke 

survivors and their family carers of the care received by stroke survivors in the 

community. It is hoped that the findings of this study will provide a basis for a 

community rehabilitation and care model which is appropriate to Jordanian culture 

and which takes the available financial and social resources into account. 

Semi-structured interviews were carried out with 18 stroke survivors and 17 family 

carers from Amman, the capital of Jordan. Participants were interviewed in Arabic 

and the tape-recorded information was transcribed and analysed in that language. 

The researcher took care to ensure accuracy of transcripts and the reliability and 

validity of the data analysis. Full details of the methods used in this part of the study 

are presented in Chapter 4. 

In this chapter the findings about stroke survivors and carers are reported separately 

and are presented in the participants' own words (Baxter and Eyles, 1997) Much of 

the literature (see Chapter 2) of the needs of survivors and carers presents findings 

about carers and about survivors and the conclusions, drawn from those findings, 
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under common headings. However, even though the survivors and carers in this 

study shared the same home and many of the same experiences, they still had 

differing things to say about the experience of stroke. This finding agrees with other 

research (CS Anderson et al 1994). It was felt important to present the experiences 

of the Jordanian carers and survivors separately in order to fulfil one of the purposes 

of this study; to provide the framework for community services that meets the needs 

of both survivors and carers. 

2. Stroke survivors 

The themes and categories (see Chapter 4) emerged from transcripts of interviews 

with participants about their experience in the community. These themes were 

perceived impact of stroke on survivors (physical, psychological, financial and social 

impacts); perceived needs of stroke survivors in the community for information 

about stroke and for services in the community; and perceptions of support (formal 

and informal) existing in the community (see Figure 7.1). 

2.1 Characteristics of the participants 

Table 7 .1 summarises the characteristics of the stroke survivors who agreed to 

participate in this study and Table 7.2 summarises those of the family carers. The 

full details of the 18 survivors and the 17 carers are presented in Appendix 22 and 

Appendix 23. The ages of the seven female and 11 male survivors who participated 

ranged from 35 to 73 years and they had been discharged from hospital for between 

one and six months. The carers who participated in the study were all women: their 

ages ranged from 18 to 57 years. All participants were native Arabic speakers. 

Average age 61 years, ± 11.06 years 

Gender 7 women, 11 men 

Average time post-stroke 12.33 weeks± 5.29 weeks 

Table 7.1 Characteristics of stroke survivors (n=l8) 
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Themes 

Perceived impact 
ofstroke 

Perceived needs 
of survivors 

the community 

Perceived support 
in the community 

Aspects of themes 

Physical impact 

~ Psychological impact 

◄ ._____ 

~ 

' 

Financial impact 

Social impact 

Need for information 
about stroke and its effects 

Need for services 
in the community 

◄ 

Raw data (examples of quotes from carers) 

◄~ ----- Since I had my stroke, I can't walk, I cant stand. Two 
people have to help me to go to the toilet. 

- I was a taxi driver. Now I can't do anything and I stay in 
,it----- my bed most of the time. I feel I am useless. 

◄ -
I have no future. I used to work as a farmer, but now 

•• ---- nobody will employ me and I have a big family to keep. 

◄ -
I was unable to eat and sit with my family. Because I get 

----- tired quickly I have to be in my bed most of the time. 
Nobody told us anything about what had happened and 

... ◄f----- why. What they told me was this was from Allah. 
I can't use our toilet any more, so my husband bought me a 
western type. But I still have difficulty with using it. I need 

... ◄f----- something to hold on to when I sit. My husband attached a 
rope to the window, but it didn't work. I fell twice in our 
toilet. 

/ Physiotherapists and _ 
/ occupational ◄ 

...__ We had a physiotherapist at home. He was good. He tried 
to help. He made me sit and stand. He visits me three 
times a week. ✓ 

' 
Formal ~ therapists 
support 

Clinics and social 

Informal 
support 

serv1ces 

◄ Family and friend 

He [the doctor J didn't touch me or examine me. He was 
+--- busy chatting with others about other issues, and he said 

'OK, we will give you ten physiotherapy sessions'. 
+--- My wife is my main carer. She helps me with everything. I 

admire her very much. 

Figure 7.1: Development of themes for survivors 
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Average age 

Gender 

33.06 years,± 11.84 years 

All women 

Table 7.2 Characteristics of carers (n=l 7) 

2.2 Survivors' perceptions 

Quotes from stroke survivors are presented in this section to illustrate the impact of 

stroke on their lives after they were discharged from hospital. This impact included 

the physical, psychological, social and financial effects on their lives. 

2.2.1 Physical impact All the survivors identified the impact stroke had on their 

physical functioning and mobility. The ability to stand or walk affected their day-to

day activities such as going to the toilet, prayer and housework: 

Since I had my stroke, I can't walk, I can 't stand; two people have to 
help me to go to the toilet. 

I can 't do much because of my arm, and you know this is my strong 
arm, so I can 't cook or dress myself. 

Since I had my stroke I can 't perform my prayers. I can 't stand and I 
have to pray on my chair. 

I am like a child now. I have to crawl to go from room to room. 

Some survivors stated that visual impairment restricted their ability to watch TV: 

The stroke has affected my vision. I can't see very well, and I have 
stopped watching TV. 

2.2.2 Psychological impact Many survivors identified the psychological impact 

stroke had on them, including frustration, becoming angry and upset, and 

depression. For example, one man who lived with his wife, children and 

grandchildren said, 

174 



I used to talk and play with my grandchildren before I had a stroke. 
Now I can 't tolerate them, they are so noisy. I get irritated when they 
play or talk around me. 

I don't know, I don't remember the things I say to my wife, which 
upsets her. 

I am upset all the time. When my children and my wife talk to me I get 
so confused because I don't know what they were saying. 

Another younger survivor felt helpless because he could not work any more: 

I was a taxi driver. Now I can 't do anything and I stay on my bed 
most of the time. I feel I am useless. 

2.2.3 Financial impact Most male survivors mentioned the financial effects of the 

impact that stroke had had on their ability to work at their jobs. 

I lost my job. If you are out of work more than three months they 
reduce your wages. 

I used to run my own business and of course I had to give up the job 
because I couldn 't go to work. I couldn 't write any more. 

I have no future. I used to work as a farmer but now nobody will 
employ me and I have a big family to keep. 

Other survivors mentioned the financial impact of not being able to use public 

transport: 

I can 't walk and I can 't use public transport now I have to use a taxi 
and it's 2 Jordanian Dinars (JD) a day every time I go to physio
therapy sessions. You know, I have other responsibilities, like keeping 
my children at school and buying food. 

Some survivors terminated physiotherapy treatment at out-patient clinics because 

they could not afford to pay for transport to get there: 
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We could not continue the physiotherapy program because we could 
not afford to pay for a taxi. You know, we can 't use public transport 
any more. You have to take a taxi and taxis are expensive. 

Other survivors mentioned financial difficulties in relation to treatment: for 

example, one survivor who received physiotherapy at home said, 

We had to ask him to stop the treatment sessions. You know, we could 
not afford to pay 1 OJD a session. We have other responsibilities, 
children, food and rent. 

2.3.4 Social impact All survivors identified the social impact of their stroke on 

contact with family and friends and their ability to visit places of worship, such as 

the mosque. One woman who felt isolated because of her stroke said, 

I am unable to eat and sit with my family and, because I get tired 
quickly I have to be in my bed most of the time. 

Other survivors stated that their visual impairment resulting from their strokes 

affected social contact with family members: 

I used to sit and watch TV with my family. Because of my vision has 
been affected now I can 't join them and watch TV together with them. 

Many survivors reported feeling isolated because they were no longer able to go out: 

I used to go out and visit my married children before my stroke. I am 
worried about going to see them now because I am afraid of falling. 

It is so difficult to walk. I can 't go to the mosque. What I need is just 
to be able to go to the mosque. 

Many female survivors stated that their husbands avoided them deliberately since 

their stroke. For example, one woman said, 

My husband stopped sleeping with me, not only in the same bed but in 
the same room as well. 
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Other female survivors reported that their sexual relationships with their husbands 

were affected: One woman said, 

My husband does not want to sleep with me any more. He thinks he 
will get the stroke from me. 

2.3 Needs of stroke survivors 

The following quotes from stroke survivors illustrate their perceived needs for 

information about strokes, about services such as physiotherapy and adaptations to 

the home, and about financial help with transport and medication. 

2.3.1 The need for information about stroke Many survivors reported that they 

needed help in coping with the stroke after they were discharged from hospital. The 

participants stated that nobody had provided them with information or guidance to 

help them cope with their new situations at home: 

Nobody told me what to do at home. I have had to find my own ways 
of helping myself. I could not use the Arab toilet so we made a hole in 
a plastic chair and it was OK. 

I was unable to stand or walk to go the toilet or move inside my home. 
I was crawling around and using the furniture to help me stand. 

I usually sleep on the floor, and I find it difficult to get up from the 
floor after my stroke. So they had to bring me a bed but, oh, I could 
not sleep on the bed. I did not use it, nobody showed me how to use it. 
So I went back to sleeping on the floor. 

They told me there was a problem with my brain, a 'clot'. I don 't 
know what that means. My legs are affected, not my brain. 

Many survivors reported that they did not receive enough information about their 

condition: 

On the day I was discharged from hospital the doctor came and said, 
'These are your pills. Take them regularly. We can't do any more for 
you here. Goodbye.' 
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Nobody told us anything about what had happened and why. What 
they told me was that this was from Allah. 

I asked [named doctor] when am I going to walk again. He said, 
'Allah knows. Come and see me after two months. ' 

What's getting me upset is that nobody told me anything about my 
condition. They just told my family 'Don't upset him and feed him 
well.' 

Other survivors were not satisfied with the way their consultants communicated with 

them: 

[Named consultant} came to my room the day they discharged me, 
and he was speaking another language. I couldn 't understand what 
he said. He didn't talk to me at all. 

Some survivors commented on the lack of information about therapeutic exercises at 

home. For example, one survivor said, 

My doctor told me that I need exercise at home but nobody showed me 
what to do. 

2.3.2 Need for services in the community Most survivors identified needs for 

home adaptation such as beds, different types of toilet and ambulatory aids: 

I can't use our toilet any more, so my husband brought me a western 
type one, but still I have difficulty using it. I need something to hold 
on to when I sit. My husband attached a rope to the window but it 
didn 't work. I fell twice in our toilet. 

Another survivor who had received no therapy at home said, 

My wife and children hold me by my shoulders and transfer me to the 
toilet. I feel shoulder pain every time they hold me. 

2.4 Perceptions of support in the community 

The following selection of quotes from stroke survivors illustrates their experiences 

and their views on existing support in the community. These included formal 
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support such as physiotherapy, occupational therapy, community clinics, out-patient 

rehabilitation clinics and specialist clinics; and informal support received from 

families, friends and neighbours. 

Most of the survivors in this part of the study reported mixed feelings about the 

formal and informal support they received in the community. 

2.5 Formal support after discharge from hospital 

Survivors reported their experience of formal support in the community, including 

physiotherapy, occupational therapy, services from out-patient rehabilitation clinics, 

consultant clinics, community clinic services, and social services. 

2.5.1 Physiotherapy and occupational therapy Many survivors experienced 

physiotherapy in hospital, in out-patient clinics, or at home: 

A physiotherapist helped me with walking and mobilising my arms 
and legs. 

We had a physiotherapist at home. He was good. He tried to help me. 
He made me sit and stand. He visits me three times a week. 

Many survivors terminated their physiotherapy treatment. For some, physical 

obstacles such as steps and stairs and unpaved streets made access to out-patient 

clinics difficult. Others could not afford to pay physiotherapists to treat them at 

home. 

Between our home and the street there are 125 steps. You know, I 
can 't walk. It is so difficult for me to reach a taxi and go for the 
treatment. 

Having physiotherapists at home is so expensive, we can 't afford it. I 
will ask my daughter to help me with the exercises. 

Some survivors thought that the amount of physiotherapy they received was not 

enough: 
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The consultant decided I needed 10 sessions of physiotherapy and they 
terminated my treatment after that. If I could get more therapy I 
might improve. I feel am getting worse and worse since they 
terminated my therapy. 

2.5.2 Out-patient rehabilitation clinics Out-patient rehabilitation clinics are 

provided for stroke survivors in need of physiotherapy and occupational therapy. 

Survivors were satisfied with the rehabilitation services they received but stated that 

they preferred to have their therapy at home: Only two participants preferred to have 

their physiotherapy at an out-patient clinic: 

Physiotherapists at [named clinic} use equipment such as springs, 
pulleys, shoulder wheels. How can you provide these at home? They 
are very useful tools. 

Only one survivor mentioned being visited by an occupational therapist (OT): 

[Named OT} was very good. She helped me to move my fingers and 
showed my daughter how to help me dress and undress because I have 
shoulder pain. 

All survivors reported that the help and support they received was only available for 

a short period (10 sessions) and that there was no follow-up at all from their doctors 

or other health professionals after treatment had stopped. They also reported that no 

explanation why the help was stopped was ever given: 

When I was discharged from [ named hospital} after four weeks they 
referred me to a physiotherapist. They decided there would only be 
10 sessions for me, so now we have to find a private physiotherapist. 

Some survivors reported positively on the support received by rehabilitation 

physicians in the clinics. For example, one survivor said, 

[Named physician] examined me, looked at my standing and my 
walking and referred me to the pathology lab for further tests. 

Others were dissatisfied with their physicians: 
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He didn 't touch me or examine me. He was busy chatting with others 
about other issues, and he said 'OK, we will give you 10 
physiotherapy sessions. ' 

2.5.3 Consultant clinics All the survivors reported that they had had to visit 

hospital again to see their consultant for a review, and many were dissatisfied with 

and discouraged by the way they were treated: 

After two months we came back to [ named hospital} to see my 
consultant. The clinic was so crowded and in his clinic there was no 
chair available for me to sit on. I was so tired from the waiting. 
[Named consultant} put 'Thursday morning' on my appointment card, 
then he was seeing other patients who came to his clinic later than me. 
I went in and I told the doctor. That I was finding it very difficult and I 
couldn't wait any longer. I said, 'You told me to come in the morning 
and now it is afternoon. ' He replied 'Go outside and wait until I call 
you. ' Then [named consultant} became so angry he threw the file in 
my face and said 'Don 't come back again', so 1 went home without 
seeing him. 

2.5.4 Community clinic services All survivors reported that they had community 

clinics in the area where they lived and that they used the general practitioner (GP) 

services in the clinic services to provide them with medication, mainly for high blood 

pressure and diabetes. They identified two types of community clinic: one run by 

the Ministry of Health; the other by non-governmental organisations ((NGOs). None 

of the survivors mentioned having had a visit from a GP from the local community 

clinic: 

I used to go to see the GP in his clinic and the GP checked my blood 
pressure. 

Many survivors reported that the GP clinics offered nothing for stroke survivors: 

The clinic in our area has nothing for my disease, no exercises, no 
medical exams. They can only help you with medication or taking 
your blood pressure. 

2.5.5 Social services Only two survivors reported that they received help through 

social services, and in both cases they had been receiving this help before they had 
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their strokes because they had other problems. The help included financial help for a 

single woman who lived alone and health insurance for an old man who had no 

children employed by government. The single woman said, 

Because I have no family and don 't work I had applied to the Ministry 
of Social Services for financial support. They provide me with 40JD a 
month. 

2.6 Informal support for survivors in the community 

Survivors reported that they had received help and support from their immediate 

families (spouses and children), from extended families (brothers, sisters and other 

relatives) and from friends and neighbours. This took the form of help with day-to

day activities (bathing, dressing and undressing) and housework. Other forms of 

help included visiting the survivor, help with transport and, in some cases, financially 

supporting the survivor's family. When women had strokes the main supporters 

were mainly their female children and relatives; in the case of men their wives were 

the main carers. One man said, 

My wife has been my the main carer. She helps me with everything. I 
admire her very much. 

One woman described what her daughter did for her: 

My daughter came with me to the out-patient clinic. She sleeps with 
me in the same room and she makes sure that I have all my 
medication. 

Other women reported dissatisfaction with the help received from their husbands. 

For example, one wife said, 

He told me 'You are finished. You are ofno more use. Jfwe don't 
have {named daughter}, who is going to cook and clean the house?' 
He used to say a lot of nasty things before the stroke; our relationship 
was not good before the stroke. 

Another wife said, 
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Once /was dischargedfrom hospital, he [my husband} decided to 
sleep in another room, and he told me 'I can't help you. I am not a 
doctor and I can't tolerate the sight of a urine bag. ' 

Since I had a stroke he stopped listening to me. He said 'Sorry, this 
job is not for me. I can 't do anything for you and you can 't do things 
for me.' 

Many survivors mentioned friends they had known before their stroke. These friends 

were mainly neighbours or from the mosque. Some survivors were pleased with 

visits from their friends and family. Male survivors reported that their friends were 

mainly from the mosque, and that they were satisfied the frequency of their visits: 

We live opposite the mosque. Since I retired I have visited the mosque 
five times a day and all my friends came there. Now I can't go but my 
friends come and visit me. I am so pleased with their visits. 

Other survivors reported that their friends and family visited them after their strokes: 

My friends and married sisters came and spent some time with me. 

Some survivors showed dissatisfaction with their visitors' behaviour: 

They come and they keep telling, you 'So-and-so had a stroke and 
died after two months. ' I get so irritated with what they say. 

Some survivors reported making use of traditional healers after they had been 

discharged from hospital: 

For two or three days I got [named traditional healer}. He came to 
see me twice a week. I got him because he is much cheaper than the 
physiotherapist but I became worse. He killed me. He gave me heavy 
and painful massage. Every time he treated me I had to stay in bed to 
recover from the pain. After five sessions we decided to terminate his 
treatment. 

Somebody told me about him. They said he is good, he uses herbs. I 
don't feel any different since he has been coming and I have become 
ill because he advised me to stop taking my blood pressure pills. 
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2. 7 Discussion 

Stroke survivors and their family carers explained the impact of stroke and the 

availability of help in the community on them. The carers reported limited support in 

their role: effectively: the main source help was their own families, relatives and 

friends. The findings also demonstrated that cultural issues such as gender beliefs 

and inadequate resources influenced the caring process. The survivors also identified 

their need for information about stroke and about services existing in the community. 

2.7.1 Effects of stroke on survivors Jordanian: survivors living in the community 

reported that stroke had an impact on their lives physically, psychologically, socially 

and financially. 

2. 7.1.1 Physical impact The main physical impacts were reduced mobility and the 

inability to walk. The physical impact on survivors' lives is consistent with other 

studies of stroke survivors in developed countries (Broeks et al 1999; Ikai et al 

1998). In these studies the physical effects of stroke were as a result of brain damage 

(Kaste, Fogelholm and Rissanen 1998), indicating that cultural impact has no 

influence on the physical effects of stroke. 

However, the Jordanian survivors stated that the physical effects of their strokes 

restricted most of the functional activities, such as prayer and housework, of their 

lives. Reduced mobility and functional ability also affected the ability to go to work 

or to visit the mosque, the main place of social activity for men. Therefore, help with 

care and rehabilitation, such as physiotherapy and occupational therapy, are needed 

in order to reduce these physical effects. 

2. 7.1.2 Psychological impact The psychological impact was expressed as 

frustration, depression and anger. This is in line with those found in other studies 

(Kauhanen 1999; Wade et al 1987). Kauhanen found that at three months after 

stroke, 35 per cent of the stroke patients were depressed where Wade, Legh-Smith 

and Langton-Hewer (1987) found that 50 per cent were at risk of chronic depression. 

In the current study Jordanian men appeared to be more depressed than women: this 

could be explained by the social role of men in Jordanian society (see Chapter 3). 
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Men are bread-winners and in most cases the only provider for their families. This 

problem is made doubly important by the absence of social and health support from 

the state: if a man has a stroke whole family will suffer. 

2. 7.1. 3 Financial impact Financial problems were the most difficult effect of stroke. 

These problems were caused by loss of employment or the need for additional 

expenses to cover transport to see their consultants, to receive therapy at out-patient 

clinics or to pay for home therapists. Financial impacts were also reported in other 

studies: for example, R Anderson (1992) found that the financial impact of stroke 

was due to reduced income and additional expenses for home adaptation. However, 

the financial impact for Jordanian survivors were more severe and serious and the 

need for financial support was different. This might be explained by the economic 

situation of Jordanian people and the social and health systems of the country. 

In Jordan the absence of any financial support from the government influences 

access to the basic needs of patients such as medication and therapy. In addition 23 

per cent of Jordanians are not covered by health insurance: the health insurance that 

is available excludes community-based or home-based care so people who need 

health care or social support at home have no access to any care or support 

whatsoever from any official source. 

The male survivors in this study were either self-employed in small businesses 

(driving taxis or running comer shops) or were unemployed. Social security or 

health insurance does not cover people in this category, so these men would face 

serious problems if they had a stroke or other kind of disability which stopped them 

working. This could explain why many of them terminated treatment: survivors 

may have felt that basic needs, such as food or schooling for their children, were 

more important. The financial impact was much greater in large families: there is no 

state support for children's education and although the amounts are relatively small, 

in a large family this can be difficult to afford. 

Termination of treatment because of financial difficulties may have negative effects 

on survivors' recovery and progress because survivors may deteriorate or may 
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develop secondary complications which increase the impact of a stroke on survivors 

and their families. Sometimes those who terminated treatment because of financial 

problems sought therapeutic help from traditional healers. Help from traditional 

healers can be a safety issue as it may delay recovery and progress and the survivor 

may suffer a second stroke. 

Although none of the survivors in this study mentioned receiving any form of 

financial help, financial support may provided by other members of the extended 

families or by friends. One custom in Islam is zakat, the financial obligation upon 

Muslims where every wealthy Muslim must help needy people. It is similar to the 

tithe in the Christian tradition, and is paid directly to the recipient. Likewise, an 

individual may also give as much as he or she pleases as sadaqah (voluntary charity) 

and does so preferably in secret. The Prophet Mohammed said 'Charity is a necessity 

for every Muslim' (Hadith 8: 1210). It is possible that survivors who may have 

received sadaqah didn't mention it because it is given in secret and it is not 

appropriate to speak about this publicly since this may 'reduce reward from Allah to 

the giver' (Hadith 8:1420). However, in most Islamic countries, including Jordan 

this help is not organised. In order to distribute and use this help effectively, better 

management and organisation of voluntary charity is needed so people who need it 

receive basic life-saving medicine and treatment. 

2. 7.1.4 Social impact Jordanian stroke survivors identified issues about their social 

contact with family and friends and, most importantly, the ability to reach the place 

of worship. For example, stroke makes eating and sitting with their families 

difficult. In Arab culture, as in many eastern cultures, most activities at home, such 

as eating, watching TV and social gatherings, usually take place on the floor. 

Jordanian survivors felt isolated because they no longer were able to sit and eat on 

the floor with their families. This differs from the situation presented in the literature 

(CS Anderson, Linto and Stewart-Wynne 1995; Ebrahim and Harwood, 1999) where 

social isolation was related mainly to fewer visits from friends and family and the 

inability to participate in social activities outside the home. 
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In studies in developed countries reduced numbers of visits from families and friends 

were one factor contributing to social isolation (CS Anderson, Linto and Stewart

Wynne (1995). However, in this study none of the survivors reported that families 

and friends reduced the frequency of their visits to them after they had had a stroke. 

The cultural background of Jordanian people may provide an explanation for the 

continuity of visits. In Islamic teaching visiting ill people is a duty. The Prophet 

Mohammed said, 'Every Muslim has five duties to other Muslims. One of them to 

visit the sick person' (Hadith 9: 1322). In another Hadith the Prophet Mohammed 

said, 'Each Muslim who pays a visit to an sick Muslim will be rewarded by God' 

(Hadith 9: 1325). Friends and families contribute to the social support of survivors. 

Men felt more socially isolated than women. This could be explained by the role of 

men and women in Jordanian society (see Chapter 3). For example, in Islam it is 

required for men to pray in the mosque every day: this is not required of women. 

While at the mosque they socialise; this is another reason why in this study men felt 

more helpless and depressed than women. Women exchange visits and social 

gatherings take place in each other's houses, and so they get used to being at home 

and their social isolation is mainly related to inability to sit on the floor to share 

eating and sitting with their families. However, women survivors reported that they 

felt isolated because their husbands avoided them in bed and their sexual 

relationships were affected. 

The revealing of these taboo issues by women was a surprise: women survivors who 

commented on their sexual relationships were interviewed by a female interviewer. 

Gender roles and the authority of a man within his family in Jordanian culture may 

explain why this issue is reported by women rather than by men (see Chapter 3). 

According to Islamic teaching man is the ruler of his home and this gives him the 

authority to make decisions in all aspects of family life. As the decision is in his 

hands by virtue of this authority, most women would not feel able to take the 

decision to avoid their husbands in bed or to sleep in another room if the husband 

had a stroke, but a man could make the decision to avoid his wife. It may be that the 

women worried about being avoided in bed, not for the sake of sex itself but because 

a man avoiding his wife in bed is an indication of his dissatisfaction with his wife. In 
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Islamic teaching, if a man is dissatisfied with his wife, then she is subject to 

punishment by her husband. These punishments include avoiding his wife in bed 

and abstaining from sexual relationships with her (Qur 'iin 4:34). This is an 

indication also that a man may be thinking of marrying a second wife. Islam allows 

a man to marry a second wife if the first becomes ill or can no longer fulfil her duties 

as a housewife and a mother (M'Baye 1991). This in turn gives the wife cause for 

concern over her inability to perform her household tasks and thus lose her status in 

the family, which also depends on her ability to have children. 

Other studies also found that up to one-third of both male and female survivors 

reported that their sexual relationships with their partners were affected (Boldrini, 

Basaglia and Calanca 1991; Korpelainen, Niemenen and Myllylla 1999). 

2.7.2 Needs of survivors The physical, psychological, social and financial impacts 

of stroke highlight needs which were identified by the survivors. These included 

information about strokes, financial needs and needs for therapy services and for 

medication. These findings are in line with other studies (Pound et al 1999; Wiles et 

al 1998), where they found that survivors' information needs were related to clinical 

information such as stroke and its consequences, practical needs such as therapeutic 

exercise at home and needs for information about the support available for survivors 

in the community. 

The need for information about coping with stroke, including information about 

therapeutic exercise at home and adaptations in the home, indicates that Jordanian 

survivors lacked knowledge and information related to their new situations. This 

lack of knowledge was also reported in other studies (Greveson et al 1991; Pound, 

Gompertz and Ebrahim 1993; Wiles et al 1998). 

2. 7. 2.1 Information Providing survivors with information about coping with stroke 

and availability of services may reduce their depression (Morrison 1999; Wiles et al 

1998). In these studies organising group meetings and providing written information 

helped survivors by giving them the information they needed to adapt to their new 

situation. However, in Jordan, where 13 per cent of the population, mainly women, 
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are illiterate, these methods may be not appropriate. Other ways of delivering 

information could be by TV and radio and the Friday service in the mosque where 

the Imam delivers a weekly speech which is heard by many people. Using influential 

people in the community, such as the tribal religious leaders, may be another means 

of delivering information to people with disabilities. 

When considering ways of delivering information to stroke survivors, it is important 

to remember that each survivor has a unique set of needs and so needs to be provided 

with individualised information packages (Wiles et al 1998). Survivors often know 

that they need some form of adaptation, but they do not always know exactly what it 

is. In developed countries survivors complain about the quality of service because 

they know what is available. In Jordan they do not complain because they do not 

know what is available and therefore have no standard against which to judge 

services. Sometimes, as in the current study, survivors of a first stroke have no 

previous experience against which to judge the service they received. 

2. 7.2.2 Financial needs The only survivors who mentioned loss of employment 

leading to financial difficulties were men. This could be because the majority of the 

men in this study were self-employed: in Jordan self-employed people have no 

social security or health insurance cover and therefore have to pay for medication, 

therapy and travel expenses themselves. Similar financial difficulties were reported 

in other studies, for example R Anderson (1992), but because the health and social 

systems in the countries were the studies carried out are different, most of the 

respondents in these studies reported that their financial difficulties were due to extra 

housing and heating costs and the increased cost of living with a disability. 

2. 7. 2. 3 Need for services The unmet need for services is due to a number of 

factors. In Jordan the existing community services for people with disabilities are 

only available to children. Physiotherapists and occupational therapists are the only 

health professionals working with people in their own homes, and there is a 

relatively small number of them. The participants in this study were selected from 

state hospitals, which are crowded and which provide limited services. And, as all 

the survivors in this study live with their families, services, which are described in 
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other studies, such as home helps, meals on wheels, and laundry, are provided by the 

family. 

2.7.3 Availability of services The formal support identified by survivors included 

existing services such as physiotherapy at home and at out-patient clinics, 

occupational therapy at out-patient clinics, and specialist clinics such as 

rehabilitation clinics and consultant clinics. The majority of these survivors reported 

using state services: this is because all the survivors in this study were selected from 

state hospitals. If survivors had been selected from private clinics and hospitals or 

those run by NGOs the findings might have been different. 

Survivors were satisfied with their physiotherapists, the only health professionals 

providing services for survivors at home. Satisfaction with physiotherapy services 

was also reported in other studies (Kelson, Ford and Rigge 1998; Partridge 1993). 

The majority of both male and female survivors preferred to receive therapy at home. 

This preference was also reported in other studies (Gladman, Lincoln and Barer 

1993; Young and Forster 1992), and for similar reasons, except where travel was 

provided without cost. These studies also suggested that stroke survivors preferred 

home-based physiotherapy over out-patient physiotherapy because transport problem 

and costs and waiting time in out-patient clinics were eliminated. 

However, female survivors in the current study preferred to be treated at out-patient 

clinics rather than in their homes. One possible explanation could be that the 

majority of physiotherapists in Jordan are men and in Jordanian culture women avoid 

being treated by men unless it is absolutely necessary. Furthermore, female 

therapists work mainly at out-patient clinics and do not go into peoples' homes, 

especially if there is a man in the home. If a female survivor has no access to out

patient clinics because of transport or her economic situation and is not willing to be 

treated by a man in her home, then her therapy my be terminated altogether or she 

may seek help from non-professional and traditional healers. 

Another issue identified by survivors was that the amount of treatment was not 

enough. Ten treatment sessions was seen as appropriate by doctors and 
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physiotherapists, whatever the outcome for the patient. This was also reported in 

other studies: for example, Partridge ( 1993) suggested that one-third of stroke 

survivors in her study in the United Kingdom sought additional help from private 

physiotherapists because they were dissatisfied with the amount of physiotherapy 

provided by the National Health Service (NHS). 

None of the survivors reported receiving occupational therapy at home. However, 

one survivor received occupational therapy at an out-patient clinic and was satisfied 

with that service. The lack of occupational services at home can be explained by the 

limited availability of these services. This is still a new profession in Jordan and 

there are only a few trained OTs, mostly female, in the whole country (Akrok 2001). 

2.7.4 Communication with health professionals The majority of survivors had 

communication problems with doctors and therapists working in clinics. Partridge 

(1993), in a study in the United Kingdom, suggested that stroke survivors were 

dissatisfied with physiotherapists who did not listen to them. This suggests that the 

problems in communication between survivors and medical staff are not limited to 

the Jordanian setting. 

Survivors were also dissatisfied with the way doctors related to them. In Jordan, 

doctors' name badges are written in English and the patients' medical records, 

including discharge notes which are designed to give information to patients, are in 

English rather than Arabic. This confuses patients and may lead to poor 

communication between staff and patients, as well as denying patients important 

information. It also means that patients and their families may not be involved in 

decisions relating to their treatment. The importance of this involvement has been 

demonstrated in many studies (Bailey and Rennie 1997; Purk and Richardson 1993). 

Survivors visited rehabilitation and consultant clinics in order to have further 

examinations and therapy. Some survivors reported positively on the personal 

kindness of some practitioners, while the majority were dissatisfied with the way 

physicians communicated with them: 
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He was busy chatting with others while I was there. 

The doctor was angry and asked me not to come to his clinic again. 

One possible explanation for this behaviour might be that all the survivors in this 

study were being treated in state hospitals where treatment is either free or provided 

at a very low cost. In Jordan, state hospitals are crowded and specialists may have as 

little as five minutes to examine patients and to listen to them carefully (Ibrahim 

2000, personal communication). 

The poor communication between patients and health professionals which occurred 

in this study is demonstrated in other studies. Stroke survivors and their family 

carers reported dissatisfaction with physiotherapists who did not listen to them or 

give them enough time to talk about their situations (Partridge 1993). Partridge also 

suggested that good communication was seen by therapists as essential for 

establishing a good therapeutic relationship. 

The implication of good or poor communication between health professionals and 

survivors impacts on survivors' involvement in decision-making about their own 

treatment. Many studies report the importance of involving survivors in decisions 

related to their condition, recovery process and treatment plan (Charles, Whelan and 

Gafui 1999; Coulter and Dunn 2002; Deyo 2001; Snowden et al 2001). These 

studies found that survivors who were allowed to express ideas and concerns during 

consultations were more likely to be satisfied and to comply with treatment. 

O'Connor et al (1999) suggested that giving more time for survivors and listening to 

them increased satisfaction with care and reduced anxiety level, and Coulter and 

Dunn (2002) suggested that if survivors were actively involved in their own care 

safety could be improved and complaints reduced. 

3. Family carers ( findings) 

In this part of the study the survivors' family carers identified themes related to their 

experiences of caring for their relatives in the community. These themes related to 
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them as well to the relatives they care for and included the impact and burden of 

stroke on carers; the needs they perceived for information and support in the 

community; their perceptions of formal and informal help and support for carers in 

the community (see Figure 7.2). Although the interview schedule used in this part of 

the study was designed to explore carers' experiences and perceived needs, most of 

them were unable to separate their personal concerns from the needs of their 

relatives. 

3.1 The burden of stroke on carers 

All the carers described the impact on themselves of caring for their relatives with 

stroke. These impacts included physical, psychological, social and financial 

changes. 

3.1.1 Physical impact Many carers reported that their role required them to transfer 

survivors from place to place ( eg from bed to floor) and to help them with day-to-day 

activities such as eating and getting dressed and undressed on top of their 

responsibilities for their children and for housework. Because of this new role carers 

reported physical health related problems such as back pain, shoulder pain and undue 

tiredness. For example, a wife who cares for her husband and has eight children at 

home said, 

He is overweight, and I have to take him to the toilet and bathe him. It 
is so difficult. I have shoulder pain and back pain. 

Another daughter who cares for her father said, 

I get so tired. I have to stay up the whole night. I am so tired. I have 
no energy at all. 

Another wife, who was 57 years old and already had joint problems, said, 

I had joint pains before he had his stroke. Now my pain is worse. 
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Themes 

Perceived impact 
of stroke on 

carers 

Aspects of themes 

Physical impact 

Psychological impact 

Raw data (examples of quotes from carers) 
He is so overweight. I have to take him to the toilet and bath him. It is so 

◄ difficult. I have shoulder pain and back pain. 
He was so active. We used to joke and laugh when we had our meals. 
Now that is finished. No laughing, no talking. His condition has affected 

-◄--- all ofus. 
He was the only provider for the family. He used to provide us with 

Financial impact ◄ everything we needed at home. After he had a stroke, life became so 
difficult. Thank Allah we have relatives who have supported us, but it is 
not enough. 

. . . I can 't go anywhere now. I am with my husband 24 hours a day. As you 
Social isolation ~ee, my daughters are still young. I have to do everything. 

I find it difficult to cope with all this around me my children, my disabled 
ole change ~band, as well as shopping and dealing with the financial situation. 

elationships ~ have been having a really bad time lately. He is not getting on with 

between spouses anyone at home 
f _/ I enjoyed my school very much, not only the education but my classmates 
V Effects on and my friendships . But what people are going to say is that my mother 
~ children ._ is incontinent and she will not allow anyone else to look after her. I had 

to leave my school. I may go to school again later when she has 
improved. 

Relationships with friends and My sister and my brother-in-law continue to visit us since my husband 
extended families .__ had his stroke 

Figure 7.2: Development of themes for carers 
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Themes Aspects of themes 

/ Need for information 

Raw data (examples of quotes from carers) 
I really don't understand what happened to him. They say he had 

...__ a blood clot. I know that blood clots happen in th4e heart and 
not in the head. / _ _ . about stroke 

Perceived care needs Need for information about caring 
Nobody, nobody, no doctor, nurse or therapist, told us what it is 
all about. They said, 'Take him home. He will be OK if Allah 
wills it.' in the community ~ for and coping with stroke ._ 

Need for information about .__ 
services available for oatients The doctor told us nothing about physiotherapy. 

Carers' social role in the family and 
their level of education 

Carers' involvement in/ 

I help my husband with his day-to-day activities. I bath him, 
._firess and undress him, and feed him. My daughter helps 

administer his medication because I can't read or write, and my 
son helps him with his exercises . 

rehabilitation ◄ Communication with health ◄ /don't know who to ask. Her consultant told us to keep 
professionals exercising her. What exercise? We don't know. That was the 

only thing he told us. 
Cultural issues 

related to carers' role 
Faith in Allah ____ I think I am blessed by Allah and Allah will reward me for what I 

._____ ◄ am doing for my husband. 

------ Gender issues ◄ My f~ther had neve~ helped my mother since she had her stroke. 
We dzd not expect hzm to help-he was busy in his job. 

Figure 7.2 Development of themes for carers (continued) 
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Themes 

Carers' perceptions 
ofsupport 

in the community 

/ 
~ 

Aspects of themes 

Carers' perspective 
on formal support 

Carers' perspective 
on informal support 

Figure 7.2: Development of themes for carers (continued) 

...... 
"° °' 

/ 
◄ 

\ 
....----

" 

Raw data (examples of quotes from carers) 
My husband sees [named therapist} three times a week. He 
teaches him to sit properly and stand and walk. My husband 
has improved a lot since we came here. 
When he was discharged from hospital, they decided on 10 
sessions of physiotherapy for them twice a week for half an 
hour. I took us three hours to reach the out-patient clinic and 
then [ named physiotherapist} only spent half an hour with him. 
I don't think that was enough. 
We live not far away from the community clinic but they have 
nothing for stroke patients. They don't do exercise, they just 
give you medication. Even this is not always available. 
My unmarried daughter who lived with us helped with 
household tasks such as cleaning, washing and cooking, so I 
could give more time to my ill husband. 
My sister came and stayed with me. It was so helpful to talk to 
somebody. She offered to take my husband to stay with them to 
give me a break. 





3.1.2 Psychological impact Depression, weariness and exhaustion, lack of sleep 

and frustration were common psychological changes described by many carers. For 

example, one wife who became exhausted and confused due to her husband's 

changed personality said, 

I am so bored and frustrated. He cries like a child with no reason. I 
get so worn out. Every time I try to help him he cries. 

Another wife said, 

I cooked for him as I used to, but he did not like what I cooked and 
became very angry and shouted at me. I am so frustrated. He never 
told me what was wrong with my food. 

Another wife reported that the impact of her husband's stroke affected not only her 

but the whole family: 

He was so active. We used to joke and laugh when we had our meals. 
Now that's finished, there is no laughter and no talking. His 
condition has affected all of us. 

Many carers reported that their sleep was interrupted after they became carers: 

I have to sleep with him and because he wakes up at night, I don 't get 
the sleep that you should have. 

Another carer, a daughter, was disappointed with her mother's slow recovery: 

My mother has done everything they told her to do, and she still 
hasn 't got any better. Her arm is still weak. I am disappointed that 
there has been no improvement. 

3.1.3 Social impact Most carers reported experiences of social isolation, changes in 

their roles in their social circle and changes in their relationships with their spouses 

and with their families and friends. 
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3.1.3.1 Social isolation All the carers reported that their social activities were 

severely restricted. One wife said, 

I can't go anywhere now. 1 am with my husband 24 hours a day. As 
you can see, all my daughters are still young, and I have to do 
everything. 

A wife of a stroke survivor who used also to care for her elderly disabled mother 

said, 

Although my mother is in bed and blind, I can't go and see her now. I 
have to be with him, and take him to his therapeutic appointments. 

An unmarried daughter who lives with and cares for her mother said, 

I used to visit my friends, but I can't now. I have to stay with my mother. 
She is incontinent and I am the only one in the family who knows how to 
take care of her. 

Another daughter, who postponed her wedding, said, 

I am engaged and we were planning to get married last month, but 
now we can't. If I had got married who would have cared for my 
mother? I can't get married and we may have to cancel everything. I 
can't leave her. 

Another daughter, who left high school just before her leaving examination (Tawjihi) 

to care for her mother, said, 

I enjoyed my school very much, not only the education but my 
classmates and friendship. But what are people going to say? My 
mother is incontinent and she will not allow anyone else to look after 
her. I have to leave my school. I may come back to school later 
when she has improved. 

A woman living in the same house with her mother-in-law reported that caring for 

her mother-in-law affected her leisure activities as well as her appetite: 
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My whole life has changed. I like knitting but I can't do it any more. 
The lack of sleep has affected my appetite. I don't enjoy eating any 
more. 

Two wives reported that they were used to being at home and therefore did not feel 

they were isolated after they became carers. One said, 

I have no problem. I was used to this life before he had his stroke. I 
have always stayed at home. 

3.1.3.2 Changed relationships between spouses Carers reported that their 

relationships with their spouses changed after stroke in one of two ways: either they 

became closer to each other, or their relationship deteriorated. One woman who had 

been married for 10 years before her husband had his stroke said, 

The stroke brought us close together somehow. 

Other wives, whose relationships with their husbands before stroke had not been 

good, described how they had deteriorated even further: 

He was short-tempered before, but now it is worse. He screams and 

shouts at all of us. 

We have been having a really bad time lately. He doesn't get on with 
anyone at home. 

However, most carers expressed a strong commitment towards their spouses: 

It is my marriage duty. It is my job. I have to do it. 

He was a very nice husband, he provided us with everything we 
needed. Now it is my duty to give him back something. 

I can't leave him with anyone. We have been married for 31 years. 
He feels embarrassed to ask anyone to help him with his personal 
things. 
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Many wives felt that caring for their husbands was part of their religious duty and 

that caring was a test of their faith. One devout Muslim wife said, 

I think I am blessed by Allah and that Allah will reward me for what I 
am doing/or my husband. 

Another wife, whose husband worked outside the home before his stroke, found it 

frustrating that he was with her at home all the time. She said, 

He is here now at home all the time. He interferes with everything I 
do. It is too much for me. I can 't stand it. 

3.1.3.3 Changed social roles within the family Some wives reported dissatisfaction 

with performing the traditional responsibilities, such as paying the bills and doing the 

shopping, of their husbands. One wife, who had six children between 6 and 14 years 

old, all of them at school, said, 

I find it difficult to cope with all this around me, my children and my 
disabled husband, as well as doing the shopping and dealing with our 
financial situation. 

Another wife reported that stroke affected things, such as visiting friends, that she 

and her husband had done together before his stroke: 

We have been married for 22 years. Ever since we got married I 
never visited anyone alone. We had to go together, so now I can't go 
out without him. 

Some wives mentioned that sex relations with their husbands had been affected: 

Since he had his stroke he is incapable of having sex with me. He is 
so tired and that makes him upset. 

I try to make him feel normal and try to return to everything we were 
doing normally before he had his stroke. But it is not possible. It's 
difficult for him. 
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3.1.3.4 Relationships with extended family and friends Many carers reported 

that their relatives visited them more frequently than before and that they were 

not always pleased with their visits: 

My sister and brother-in law-visit us continually since my husband 
had his stroke. 

One unmarried daughter who was the only carer for her mother did not like long 

visits from her friends and family because these long visits made it more difficult to 

care for her mother: 

My mother feels very shy because she is incontinent. Our relatives 
and friends and neighbours visit us, but they stay for a long time. So 
my mother wets herself because no way would she ask to go to the 
toilet while they are still there. 

One wife found that the way visitors spoke to her husband affected him negatively: 

My husband gets irritated by what some of our visitors say. 'You 're 
still not walking, change your doctor, do this, do that. ' 

3.1.4 Financial impact Most of the financial problems reported by the carers were 

related to extra expenses, including medicines, transport, adaptations to the home and 

therapy at home. Other financial problems were related to the survivors' loss of 

employment. All the wives were concerned about their families' economic situation 

after their husbands' strokes, and the impact of this on other family members: 

My daughter just finished her degree and got a job and of course she 
had to give up the job to help me care for her father. 

Our son has to take the day off every time my husband needs to go to 
hospital to see his therapist or the physician. 

You know, we sleep on the floor. We had to buy a bed. It was very 
expensive. 

He was the only provider for the family. He used to provide us with 
everything we needed at home. After he had his stroke life became so 

201 





difficult. Thank Allah we have relatives who have supported us, but 
it's not enough. 

Many carers reported that because of their strokes, their relatives cannot use public 

transport to travel to treatment and must therefore use taxis: 

Transport, you know we have no car, and he can't use public 
transport so we have to take a taxi to go to hospital and taxis are 
expensive. 

3.2 Needs for care in the community 

As with the survivors, carers reported a need for information about stroke and its 

recovery. They wanted to know when their relatives would have improved mobility, 

and how to cope with the stroke. Many carers, especially those with large families at 

home, needed help with caring for their relatives and with day-to-day activities. One 

wife was given no real explanation of what had happened to her husband: 

I really don't understand what happened to him. They say his blood 
clotted, but I know blood clotting happens in the heart and not in the 
head. 

Another wife reported that the health professionals who cared for her husband did 

not tell her about her husband's prognosis: 

Nobody, nobody, no doctor, nurse or therapist, told us what it is all 
about. They said 'Take him home. He will be OK if Allah wills it. ' 

All they said to me was, 'Don 't upset him, don 't make him angry. ' 

Many carers reported a lack of information about handling and caring for their 

relatives: 

Nobody told me how to carry him. Every time I tried to transfer him 
he screamed from his shoulder pain. I must have done something 
wrong, but I don't know what it is. 
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Other carers reported that they were not certain of their relatives' need for 

therapeutic exercise at home because it was not sufficiently explained by their 

consultants and health professionals. One carer said, 

I don't know who to ask. Her consultant told us keep exercising her. 
What exercise? We don't know. That was the only thing he told us. 

Other carers said they didn't know enough about the prognosis: 

Nobody told us when she is going to walk again or get better. We 
don't know and nobody told us anything at all. 

Some carers reported difficulties in asking consultants about sensitive personal 

matters because of the lack of privacy in consultants' clinics: 

As you know incontinence is a very sensitive issue. Allah allows us to 
ask about it, but that was impossible with the consultant bringing two 
or three other patients into the consulting room every time we go. 

3.3 Carers' involvement in the rehabilitation process 

Involvement in the rehabilitation process was limited to day-to-day care, helping 

with therapeutic exercise at home and attending physiotherapy and occupational 

therapy sessions with their relatives. The role of the carer was determined by the 

carer's other roles in the family and, in some cases, by his or her level of education. 

One wife whose children helped with the care of her husband said, 

I help my husband with his day-to-day a activities, bath him, and dress 
and undress him. My daughter helps administer his medicines 
because I can't read or write and my son helps him with his exercises. 

Carers also reported that their involvement in the rehabilitation process was 

influenced by the gender of the therapists, the lack of training in how to help their 

relatives and poor communication with health professionals. For example, a daughter 

who was her mother's chief carer said, 

I want to do more for my mother but I don 't know what things make 
her better. I wish I did. 
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All the carers reported some sort of involvement in caring and rehabilitation. One 

wife, 20 years younger than her husband, said, 

I was doing everything for him, bathing him. I was like a nurse for 
him. 

He only stayed four days in [named hospital}. Since then I have done 
everything for him. 

Carers reported that the help needed by their relatives reduced over time, especially 

after they started walking: 

Since he started walking it is much easier. He can go to the toilet by 
himself and I help now much less than before. 

Other carers reported that their relatives were not confident about receiving help with 

therapeutic exercise from them: 

I was attending the physiotherapy session with him and [named 
physiotherapist} showed me some exercises to carry out at home, but 
he didn't like me do them with him. 

My husband wants me to do things for him when he wants me to, and 
he refused to let me help him walk. 

Others stopped helping survivors with their exercises because it was too painful: 

Every time I helped him with his hand he got severe pain. I stopped 
doing any exercises for him. 

Carers reported that their own lack of knowledge and skill prevented them becoming 

involved in the rehabilitation of their relatives: 

We didn 't know what to do with him. They said 'exercise ' but nobody 
showed us what these exercises were. 

Others had the desire to help even though nobody showed them how: 
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The therapists told me nothing about exercises but I observed what he 
was doing and exercised my mother at home. 

3.4 Cultural issues related to the carer's role 

In the previous sections, carers identified issues which had influenced their caring 

role towards their relatives, such as faith in Allah, religious duties and commitment 

to the family. These issues stem from their cultural background which also impacted 

on gender issues relating to the care they gave to their relatives. All the carers in this 

study were women. If the survivor was a man, his wife or his daughter or daughter

in-law became his carer; if a woman her daughter or daughter-in-law, rather than her 

husband, became her carer. The caring role of the husband was limited to providing 

transport and attending physiotherapy sessions if the therapist was male, while the 

daughter or other female relative helped with all the other aspects of care in addition 

to her role at home. 

Women excused men for their lack of involvement and accepted that it was the 

woman's responsibility to care for her relatives: 

My father has never helped my mother since she had her stroke. We 
didn't expect him to help. He was busy with his job. 

My son can't leave his school to help me with caring/or his father. It 
is his future. 

I have no problem caring for my mother. I am practising my religious 
duty, Allah asks us to take care of our parents, especially when they 
are ill. 

Another wife said, 

I think Allah tried to test our faith to see whether we are patient with 
the difficulties we face. 

3.5 Carers' perception of support in the community 

Carers, like survivors, referred to both formal and informal sources of support. 
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3.5.1 Formal support Carers reported that their relatives received support from a 

variety of formal sources: therapists (physiotherapists and occupational therapists) 

and other health professionals (GPs and consultant physicians) based in out-patient 

clinics. However, the carers did not report receiving any formal support for their 

own needs. 

3.5.1.1 Therapy services Many carers were satisfied with physiotherapy services 

their relatives received after their discharge from hospital: 

My husband sees [named therapist] three times a week and he teaches 
him how to sit properly, and stand and walk. My husband has 
improved a lot since we came here. 

Carers preferred out-patient physiotherapy services for their relatives, as they could 

have some breathing space for themselves. 

I think it is good for him to go to [named clinic}. You know, it is also 
good for me if he goes out. Then I can do my other jobs at home and 
rest. 

Others thought it was preferable for their relatives to be treated at home because it 

was much easier for them: 

You know, any time we take him to the physiotherapy clinic we have to 
carry him and my son has to take day off from his job. He does not 
like waiting in the waiting room. 

Some carers were dissatisfied with the duration and intensity of physiotherapy 

services received by their relatives. 

When he was discharged from hospital, they decided on 10 sessions of 
physiotherapy for him twice a week for half an hour. It took us three 
hours to reach the out-patient clinic, then [named physiotherapist} 
only spent half an hour with him. I don't think that was enough. 

Home-based physiotherapy after discharge from hospital was mainly given to 

survivors whose mobility problems made it difficult to attend an out-patient clinic: 
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We know the treatment at hospital may be better for him, but he can 't 
sit yet. How can you take him to hospital and put him in a taxi? It is 
so difficult. He has his physiotherapy at home. 

Many carers reported termination of physiotherapy because of family financial 

pressures. One wife with six children said, 

The physiotherapist came twice to our home and we thanked him. He 
charged us 1 0JD for 30 minutes. We have other responsibilities. We 
can 't afford it. 

Other carers were dissatisfied with the result of physiotherapy services: 

We have paid 1 00JD so far and his arm is still not moving. He is 
unable to sit or stand. The therapist told us he will be OK after a few 
sessions. He's not so we have stopped the physiotherapy. 

3.5.1.2 Community clinics and GP services As in the survivor study, carers reported 

that support received from GPs was limited to prescribing medicine for their 

relatives: 

We live not far away from the community clinic but they have nothing 
for stroke patients. They don't do exercises, they just give you 
medication. Even this not always available. 

3.5.2 Informal support None of the carers reported receiving any support from 

voluntary groups such as groups for PWD or stroke clubs. In the absence of 

governmental and non-governmental support for them, all the carers reported that 

their main sources of support were their immediate families, their extended families 

(hamoleh) and their friends and neighbours. This help took a number of forms, 

including help with housework and cooking, the offer of transport, social visiting and 

financial help. One wife reported that her unmarried daughter was her main support 

in caring for her husband and taking care of their house: 

My unmarried daughter who lived with us helped me with household 
tasks such as cleaning, washing, and cooking, so I could give more 
time to my ill husband. 
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Anther carer reported satisfaction with her married sister's visits and support: 

My sister came and stayed with me. It was so helpful to talk with 
somebody. She offered to take my husband to stay with them to give 
mea break. 

A few carers were dissatisfied with their friends and relatives who did not visit them 

or who visited them less often than before: 

I am so busy helping my husband now, I can 't go and see anyone. My 
brothers don't care. They never say to me 'What do you need, what 
can we do for you?' It's not acceptable. My husband was nice to 
them before his stroke. 

One mother excused her married daughter because she lives 300 kilometres from her: 

My married daughter can't come because she lives far away. You 
know, we live here in Amman and she lives in Aqaba. 

Another carer was dissatisfied because her married daughter could not come and visit 

or help her: 

My son-in-law is not good man. We don 't care if he comes or not, but he 
doesn 't allow my daughter to come and visit her father. 

Male children helped by accompanying male survivors to physiotherapy clinics: 

My son was took his father to the physiotherapy session. 

3.6 Discussion 

The findings of this part of the study are discussed under the following headings: the 

role of carers; the burden on carers; the needs of carers for information; the 

involvement of the family; and carers' relationships with survivors and health 

professionals. 
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3.6.1 The role of carers All the carers in the study were women living in the same 

household as the survivors. This was different from the studies in the literature 

where, although the majority of carers were women (R Anderson 1992; Kelson, Ford 

and Rigge1998), some men were also carers. One possible explanation for this 

difference that may be the cultural background and beliefs of Jordanian people. 

Caring for stroke survivors involves nakedness and physical contact: in Islam this is 

only allowed between spouses and close relatives such as parents and children and 

brothers and sisters. 

Another possible explanation could be the roles of men and women in Jordanian 

society (see Chapter 3). The Prophet Mohammed said, 'A man is guardian of his 

family and is responsible for them and a woman is guardian of her husband's' home 

and children and is responsible for them' (Hadith 9:1612). This shows that the 

proper domain of men is outside and the domain of women is inside their homes and 

could be interpreted to mean that any work inside the home is the woman's 

responsibility. 

The influence of gender in caring is also reported in western cultures: for example, 

Twigg (2000) suggested that in the United Kingdom male care workers do not help 

with personal care of female clients while female care workers give personal care to 

both men and women. However, these were paid carers. In Jordan, although there 

are no paid carers, similar gender assumptions hold true: a woman would only be 

cared for by another woman whereas if a man had a stroke, his wife, daughter, 

brothers or sister could care for him. 

The role of the carers in the current study depended on their kinship with stroke 

survivors. 

3.6.1.1 The role of wives Wives reported role responsibility for all aspects of the 

care of their husbands. Their faith in Allah was one reason for their willingness to 

undertake the caring role and for not complaining about the heavy task they were 

faced with. The Prophet Mohammed said, 'A women will not fulfil her Lord' s right 

until she fulfil her husband's right' (Hadith 9:1421) and 'When a woman prays her 
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five prayers, fasts her month of Ramadan, preserves her chastity and obeys her 

husband, then she enters the Jannah (paradise) from any door she chooses' (Hadith 

8: 1731 ), indicating that in Islam obeying her husband is an obligation on the 

woman. However, this caring role may place a huge burden on wives since they not 

only take care of the survivor but their responsibilities include other tasks such as 

cleaning, cooking, and taking care of children. 

3. 6.1.2 The role of children Daughters were the main carers for their mothers and, 

sometimes, their fathers. In a few cases, some wives were either too old or too ill to 

carry the burden of caring and so their adult daughters assumed care responsibilities 

and helped with personal care and day-to-day activities, whereas the help given by 

adult sons was limited to help with transport or attending therapy sessions. 

The role of children in helping with care was also reported in studies in developed 

countries (R Anderson 1992; Bailey and Rennie 1997; AM Williams 1993). In these 

studies the role of children was limited to social contact, such as phoning or visiting 

the survivor. Usually, these children were not living in the same household with 

their parents. 

In this study the majority of children, both unmarried and married, were living with 

their parents. In Islam it is the responsibility of children to take care of their parents 

when they are old or ill and this can be another reason for having large families: 

parents may want to secure care and support when they are old. The Qur 'iin states, 

'Show kindness to your parents. If either or both of them attain old age while they 

are still with you, show them no sign of impatience nor rebuke them, but address 

them in terms of honour' (Qur 'iin 17:22). 

3.6.2 The burden on carers The carers in this study reported that the physical, 

psychological and social impact of stroke on their relatives also affected the carers 

themselves. This is in line with other studies (Fredman and Daly 1997; Henwood 

1998). The lack of support in the community has made the impact on carers even 

more difficult. This might be because family carers live 24 hours a day with their 

210 





survivor relatives and so are continuously giving personal care as well as performing 

other household tasks. 

The size of the family is another factor influencing the role of the carer both 

positively and negatively. The negative is that the burden could be made more 

difficult because of the heavy duties of caring for both a stroke survivor and a 

number of young children, affecting the quality of care of both. On the other hand, 

having a big family, especially when the children are older, can mean more people to 

share the caring. 

3.6.2.1 Physical impact Carers reported that caring for their relatives caused them 

back pain, shoulder pain and tiredness. These physical effects were also reported by 

carers in other studies (Henwood 1998; Han and Haley 1999). This finding is not 

surprising because they are caring for survivors with reduced mobility who need help 

with daily activities such as dressing and undressing, feeding themselves, and 

bathing as well as transferring from place to place. Lack of information about how 

to care and to cope with the physical tasks of caring, especially tasks involving 

lifting, may increase the risk that carers may harm themselves and their relatives. 

To reduce the impact of these risks, health professionals should provide both 

survivors and carers with clear information on how to care safely for survivors. 

3.6.2.2 Social impact Carers also mentioned the social impact of stroke on them. 

The main impact was that carers were restricted in how much they could participate 

in social activities outside their homes, although many carers did not mind being at 

home all the time. This might have been because women were quite used to being at 

home even before their relatives had had a stroke. 

This reduction in social activities outside the home for carers has also been found in 

other studies (R Anderson 1992; Draper et al 1992), where they found that the effect 

of being at home on carers' lives depended on the level of social activity of the carer 

before he or she had a stroke survivor to care for. R Anderson (1992) and Draper et 

al (1992) found also that the amount of stress was related to the impact on the carers: 

for example, if carers were engaged in a larger number of social activities before they 
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had to assume the role of carer, this would limit and restrict their social contacts 

with friends and relatives and cause greater distress to the carer. On the other hand, 

carers who did not participate in many social activities outside their homes would 

find the change less distressing. 

3.6.3 The relationship between spouses after stroke Many wives reported that 

their relationship with their husbands deteriorated because of changes of personality, 

such as becoming short-tempered and not getting on with all members of the family. 

This negative change was in accordance with other studies (R Anderson 1992; AM 

Williams 1993 ). R Anderson ( 1992) found that carers' ratings of their relationship 

with stroke relatives declined over time. Williams (1993) explored the impact of 

aphasia on marital satisfaction and found that even with mild aphasia, spouses were 

not as satisfied with the marital relationship as they were prior to stroke. This 

indicates that the deterioration of relationships between spouses in these two studies 

was mainly due to survivors' personality changes and communication problems 

resulting in frustration and irritation for the carers. 

Thompson et al (1990) found that stroke carers who had a poor relationship with 

their spouses after stroke often perceived their own roles to be more burdensome. 

Other studies found that poor relationships between survivors and carers have 

negative effects on the carers' well-being (R Anderson 1992; Camwath and Johnson 

1987). It is important to understand these changes and their effects on carers because 

they may affect the involvement of carers in helping survivors and lead to a poor 

outcome. However, stroke survivors with speech difficulties were excluded from the 

current study. 

Wives who were carers reported that the constant presence at home of their stroke 

survivor husbands caused deterioration in their relationships. This could be because 

in Jordanian culture the home is considered to be the woman's domain and the 

presence of a male authority figure in the home may interfere with her duties (more 

details regarding gender roles in Jordan are presented in Chapter 3). Women's social 

interactions usually centre on the home and the presence of a man may affect the 

social dynamics normally associated with this woman-only environment. For 
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example, her female friends may no longer visit to her because her husband is at 

home. 

3.6.4 Changes in spouses' roles Many carers reported that their role changed after 

their spouse sustained a stroke and that they were dissatisfied with their new roles. 

This could be explained by carers seeing the role change as a burden because they 

were already exhausted by their roles as carers, as well as by housework and taking 

care of a (usually) large family. In addition, women found it difficult to take on 

many of the roles their husbands had assumed and with which they were not familiar, 

such as shopping, family finances and dealing with family matters. Enterlante and 

Kem (1995) suggested that role changes between spouses after disability may 

contribute to dysfunctional family relationships and consequently stress and conflict 

between spouses may occur. 

These changes in the relationship between spouses may indicate the abilities of 

spouses to adjust to their new situations. Survivors in the current study reported that 

the relationships between them and their spouses were related to their relationships 

before stroke, so that couples who had good relationships before stroke coped better 

than those who had unhealthy relationships. This may explain why some wives in 

the current study reported that their relationship with their husband improved after 

stroke. 

Enterlante and Kem (1995) explored role changes often wives, each of whose 

husbands had had a stroke. They found that the role responsibilities of wives 

increased after their husbands' strokes and included buying clothes for their 

husbands and making decisions about financial and family matters. In the current 

study wives did not specifically report which of their husbands' roles they assumed, 

but they were likely to be similar to those described by Enterlante and Kem (1995) 

because the relationships between spouses may be similar in both cases. However 

when, because of cultural constraints, Jordanian wives did not feel able to assume 

some of their husbands' roles, such as shopping or dealing with family matters, male 

relatives or friends could take these on. 

213 





3.6.5 Psychological impact Carers also reported that caring affected them 

psychologically. The suddenness of a stroke and the short length of hospital stay, 

combined with a lack of information about stroke and its recovery and how to cope 

with it might explain the frustration and depression felt by the carers. Survivors' 

physical and psychological status were also factors affecting carers' psychological 

situation. This factor was also reported in other studies (Bugge, Alexander and 

Hagen 1999; Dennis et al 1998). Dennis et al (1998) suggested that that the more 

dependant the survivors were, the more likely family carers were to become 

depressed. However Jordanian carers were more likely to become depressed not 

only because of issues of dependency but because of the lack of any support from the 

state (see Chapter 3). Having one member of the family with stroke may change the 

lives of all members of the family and create problems for the whole family. On the 

other hand, due to the size of Jordanian families, there are more people to help with 

the caring, thus spreading the burden. 

The impact of stroke on carers indicated that in Jordan carers were as badly affected 

by stroke as the survivors themselves. Since the main burden of care of stroke 

survivors falls on the family, the state needs to provide better health services for 

stroke survivors in the community so that the family can play its role more 

effectively. 

3.6.6 Needs of carers in the community The impact of stroke on carers creates an 

ongoing need for support for both carers and survivors. The impact of stroke on the 

survivor and the needs of the carer are interrelated. If we meet the needs of the 

survivor the impact on the carer will be reduced. The carers in this study identified a 

need for information about stroke, its recovery and how to cope with it as well as 

information about services existing in the community. Other needs of carers related 

to survivors' needs for therapeutic exercise, medication and medical consultations. 

However, the direct needs of survivors for medical and financial help and respite 

care which are referred to in the literature (see Chapter 2) were not identified in this 

study. This is possibly because in Jordan support for carers does not exist so carers 

do not ask for it, or because Jordanian families are more willing to take on the 

responsibility for their relatives. 
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3. 6. 6.1. Lack of information The carers reported that they lacked information about 

stroke, its recovery and how to cope with it. They blamed health professionals, as 

the only people in touch with their relatives, for not providing them with this 

information. This lack was the most important factor affecting caring. Most carers 

were worried about their relatives' progress, they were uncertain about their role in 

helping and were worried about their relatives' safety, indicating that providing 

carers with information could reduce stress on them and allow them to play their role 

more effectively. 

The lack of information about support for stroke was also reported in other studies 

(Pound, Gompertz and Ebrahim 1994; Wiles et al 1998). In these studies carers and 

survivors wanted more information because the information they received were not 

enough, while in Jordan there was no information at all. The limited experience of 

carers, their low level of literacy and the lack of availability of services meant that 

carers were not able to identify the information needs which were identified by carers 

in other studies in developed countries (Wellwood, Dennis and Warlow 1994; Wiles 

et al 1998): in these studies carers identified needs for appropriate methods of 

delivering information about stroke. 

One possible explanation for survivors and carers in this study not receiving any 

information from health professionals may be due to the design of the study. The 

survivors were selected from that part of the population who only have access to 

state hospitals, where the services are so under pressure that health professionals 

have little time to talk to patients or to answer their questions (see also Chapter 3). 

Many carers stated that they could not get any information when they attended 

hospital clinics because some questions were sensitive ( especially questions about 

sexual relationships and incontinence) and there was no privacy for asking them. In 

addition clinical information, such as diagnosis and medication, about patients is 

available in discharge notes which are usually written in English. In many cases 

patients and carers would not even know the name of the doctor because the name on 

the doctor's badge was written in English, even though the patients didn't read or 
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speak English. Another factor affecting communication was the doctors' use of 

technical language, which affected the quality of any information they might receive. 

Carers usually have no previous experience in caring and therefore need information 

about stroke and the recovery process (Department of Health 1995). Worry and 

distress caused by lack of information, felt by carers in the current study, were also 

reported by Wiles et al (1998). In their study, Wiles et al found that the needs of 

survivors and carers for ongoing information might change depending on the stage of 

progress. They found that for up to one year carers expressed a need for practical 

information about coping with day-to-day care and about the services available to 

them. However, another study by Greveson et al. (1991) suggested that although 

some resources were available carers were not aware of them, indicating that is not 

enough to provide services for carers but also information about their availability 

In the current study carers reported that hospital specialists did not give them 

information about physiotherapy services even though specialist clinics were located 

in the same hospitals as the physiotherapy services. This might be because the 

doctors were unaware that these physiotherapy services were available, which is not 

surprising since a teamwork approach is not well developed in Jordan. Another 

possible explanation may be that doctors themselves lacked knowledge about the role 

of physiotherapy in helping stroke survivors. Kelson, Ford and Rigge (1998) 

suggested that the role of heath care professionals was not only to be aware of what 

was available to stroke survivors and their carers, but also to convey this information 

to them. 

Other carers reported that they did not fully understand how to help their relatives 

with therapeutic exercise at home. The cultural background of the carers may 

provide an explanation for this lack of knowledge: all the carers were women while 

the majority of physiotherapists working with survivors at home are men. This 

would normally prevent the female carer observing the treatment provided by the 

male physiotherapist and learning how to carry it out herself. Since carers are living 

with and caring for survivors it is important to involve them. This could be 

encouraged if the schools of physiotherapy increased the intake of female students 
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and took steps to change the attitude of female therapists towards working in the 

community. 

The lack of knowledge about stroke, its recovery, how to cope with it and therapeutic 

exercise indicated that carers were not involved in decision-making about the 

rehabilitation process for their relatives. In the next section the importance of carer 

involvement in rehabilitation and caring is discussed. 

3. 6. 6.2 Involvement of carers Carers stated that the care they gave to their relatives 

included personal care, provided mainly by wives and daughters; managerial and 

financial support such as management of prescriptions, the arranging of 

appointments and transport provided by children, husbands and relatives; and social 

support, such as visiting, provided by relatives and friends. However, none of the . 

carers in the current study reported their involvement in the rehabilitation process, 

such as helping with therapeutic exercises. This contrasts with what is presented in 

the literature. 

The literature reviewed in Chapter 2 revealed that carers play an important role in the 

recovery of stroke survivors (Bailey and Rennie 1997; Forster and Young 1990; Purk 

and Richardson 1994; AM Williams 1993). Bailey and Rennie (1997) found that the 

involvement of stroke carers in physiotherapy was important and necessary. Forster 

and Young (1990) suggested that home physiotherapy could play an important role 

in involving carers with treatment, lifting, and handling techniques. This helps 

ensure not only better outcomes, but safety for both survivors and carers. Since 

physiotherapists in Jordan are the only professionals who work with stroke survivors, 

they might be the most appropriate people to train and involve carers in the 

rehabilitation process. To play this role effectively physiotherapists need to be 

trained and equipped with the necessary communication skills such as knowledge 

about when and how to involve families in the rehabilitation process. Leavitt (1999) 

argued that it may be impractical to expect family members to be involved enough in 

active rehabilitation to replace therapists. However, family members can be taught 

to perform basic moving and handling and therapeutic exercise, which will 

supplement active rehabilitation. 
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3.6.6.3 Formal and informal services for carers The time and effort involved in 

caring and the associated domestic tasks affect families physically, psychologically, 

socially and financially. For all these reasons families of stroke survivors need 

support. However, carers in the current study reported they received no support from 

professionals, stroke clubs or NGOs because such services are only available for 

children with disabilities. The main sources of support were provided by their own 

families and friends. 

In the literature formal service provision for carers in developed countries was found 

to give useful support to carers (Department of Health 1995; Evans et al 1998; 

McKevitt and Wolfe 2000). McKevitt and Wolfe looked at the need for a 

community service for stroke families: about half of the families they interviewed 

felt they would benefit from such a service. In the United Kingdom the government 

introduced a new national strategy to help and support carers. The main 

recommendations in the Department of Health white paper (1995) were to provide 

support to carers to allow them freedom to have a life of their own; to maintain 

carers' health; to provide information for carers; and, most interestingly, to involve 

carers in the evaluation of health and social polices. In contrast, carers in Jordan 

have no access to any of this badly-needed support. 

The role of stroke associations and clubs was shown to be important for carers in the 

community in the United Kingdom. In the study by Kelson, Ford and Rigge (1998), 

survivors and carers reported that stroke associations provided opportunities to meet 

others for social activities and for support. 

Carers in Jordan mentioned that they received no education or counselling to help 

them deal with their relatives' disability: this important service in helping carers to 

adjust to their new and unfamiliar situation is neglected by health policy makers in 

Jordan. Evans et al (1998) investigated the effect of education and counselling on 

carers' knowledge and family functioning and on their survivor relatives' adjustment 

and concluded that education of carers facilitated and maintained adaptive changes in 

family function (full details of their study are presented in Chapter 4). 
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Another support provided to carers in developed countries which helps to alleviate 

some of the burden of caring is respite care (G Adler et al 1993; Hinchcliffe et al 

1995). Respite care involves the individual with a disabling condition being 

supported in a hospital or nursing home environment or at home for a short period of 

time, with the aim being to relieve the carers of their caring responsibilities for a 

time. This exerts a positive effect on the carer's well-being during and after the 

intervention, thus enabling the carer to carry out his or her essential role effectively 

(McNally, Ben-Shlomo and Newman 1999). 

In the current study nobody reported using such a service, although some 

acknowledged that members of their extended families had offered to give them 

breathing space. However, it could be argued that even if such services were 

provided to Jordanian carers they might not be used because it is not culturally 

acceptable for the family to allow their relatives to reside in rehabilitation centres or 

nursing homes. It is the obligation of the family to take care of their aged parents 

and those who are ill. It is also not possible for female carers to leave their husbands 

for a few days to stay away from home. This example demonstrates again the 

importance of making sure that any support or intervention is appropriate within the 

social and family context. This does not mean that government, health policy makers 

and voluntary organisations should expect families to shoulder all the responsibilities 

of caring. Governments and NGOs need to support families financially, to provide 

them with training inside their own homes and to provide them with the support they 

need. The Jordanian government and local and overseas NGOs work together to 

provide rehabilitation and care services for children with disabilities in the 

community. However, young adults and elderly people with disabilities are 

neglected as no services or programmes exist for people over 18 years of age. 

Both survivors and carers stated their views about the formal support available to 

stroke survivors. Carers reported that their relatives received help from 

physiotherapists and doctors, including GPs and hospital specialists, provided after 

discharge from hospital at home or in out-patient clinics, but they also reported 

dissatisfaction with the services their relatives received in out-patient clinics and at 
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home. This was in line with Pound and Wolfe (1998) who found that all carers were 

satisfied with the care the stroke patient had received whilst in hospital, but that 61 

per cent of carers were dissatisfied with some aspect of the services received since 

discharge. The provision of information on allowances, services needed after 

discharge, the provision of aids and adaptations and domiciliary support for carers 

were matters of greatest dissatisfaction. 

Some carers in the current study reported satisfaction with physiotherapy services. 

This could be explained by the fact that physiotherapists were both the only 

professionals who helped their survivors at home and that they helped survivors with 

the physical effects of their strokes, which has a great impact on carers. Both 

survivors and some carers expressed the view that physiotherapy were not enough. 

Other support, such as occupational therapy and nursing, exists, but none of the 

carers reported that they had received these services. Nurses work only with patients 

in hospital and homed-based nursing services are not available, whereas occupational 

therapy services have only existed since 1991 and there is a shortage of therapists: 

there are now only 14 OTs in the country, despite local training for occupational 

therapy having been available for ten years (Akrok 2001). 

4. Limitations of the study of survivors' and carers' perceptions 

The aim of this part of the study was to explore the perceptions of stroke survivors 

and their family carers about the care they received in the community. Measures 

were taken to ensure the accuracy of transcripts and the reliability and validity of the 

data collection and analysis. However, the findings of this part of the study must be 

interpreted with caution for a number of reasons: 

• The sample size was small (18 survivors and 17 carers) raising concerns 

about the generalisability of the study. 

• The participants lived in the Amman area. Amman is the largest city in 

Jordan (see Chapter 3) so the findings may not be generalisable to people 
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living in rural areas. A further study involving a larger sample of stroke 

survivors and their carers from other parts of Jordan might lead to 

different findings. 

• Participants were selected from among patients in hospitals and out

patient rehabilitation clinics. Han and Haley (1999) suggested that 40 

per cent of people suffering their first stroke are not admitted to hospital. 

If so, the method of selection of participants in this study prevents 

generalisability to stroke patients who were not admitted to hospital. 

Another possible source of selection bias was that patients with severe 

dysphasia were unable to take part in the study, which may have 

excluded up to 30 per cent of possible participants (Ween et al 1996). 

• The participants were interviewed in Arabic and the tape-recorded 

information was transcribed and analysed in that language. The 

emerging themes and quotes were then translated into English using a 

back translation approach, designed to ensure credibility of the data. 

However, the process was lengthy and misinterpretation of the quotations 

and themes, leading to a possible distortion of the main findings, was 

possible. Much of the subtlety of the participants' comments may also 

have been lost in the translation. 

• Due to cultural constraints it was necessary to use two female research 

assistants to interview female participants. Using another interviewer 

may create distance between the researcher, the data collection process 

and study participants (Forwell 2000). To reduce this limitation as much 

as possible, a number of strategies were adopted. The researcher spent a 

lot of time training the research assistants in order to ensure consistency 

across the interviews and frequent meetings were held with her before 

and after each interview to clarify queries or concerns raised either by the 

interviewer or the participants. 

221 





5. Summary 

The findings of this part of the study highlight a number of important issues related 

to stroke survivors and their family carers living in the community. Because of the 

economic situation in Jordan, the health system provides limited support for 

survivors and their carers in the community and the majority of care is undertaken 

informally by family and friends. As a result family carers suffer from depression 

and anxiety, and family tensions and financial problems are common. Carers 

identified needs for information about stroke and its management, for skill training 

and for financial help. However, the impact of stroke on survivors and their family 

carers was not only related to a lack of service provision by the government but also 

to the cultural background which structures Jordanian life. In this setting, religious 

and kinship practices require the active involvement of members of the extended 

family and neighbourhood networks in the care of any members who are sick or who 

have disabilities. It is not likely that these cultural obligations will change 

immediately but appropriate formal support at national and regional level would 

impact positively upon the lives of stroke survivors and their families. 

The implications of this study are that stroke survivors and their family carers are in 

urgent need of help and support including access to services, there is a need for 

training survivors and families to cope with their new roles and an acknowledgement 

of the vital contribution of family carers. The provision of these services should be 

appropriate both to the culture and to the resources of the country. 
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Chapter 8 

Conclusions 





Chapter 8: Conclusion 

The aim of this study was to identify characteristics of stroke patients in Jordan and 

to explore the respective perceptions of Jordanian therapists, stroke survivors and 

their family carers of the care received by stroke patients in the community. It was 

hoped that the project would have some important recommendations to make for the 

provision of care services for stroke patients both in Jordan and, more widely, in 

other Arab countries in the region. 

1. Overview of the study 

The study comprised several stages: a comprehensive survey of the literature about 

stroke survivors in developed and developing countries and of Jordanian health 

service provision; two pilot studies in the United Kingdom to inform the proposed 

research; a demographic study of stroke patients in two Jordanian hospitals; and an 

exploration of the perceptions of the care of stroke survivors in the community by 

interviewing therapists, survivors and family carers. 

1.1 Literature review 

The evidence from the literature indicates that stroke is a health problem worth 

studying as it is the third cause of death after heart disease and cancer and because 

stroke survivors need long-term care. The literature emphasises the global finding 

that the incidence of stroke increases with age and is higher for men than for women. 

The needs of survivors and carers for services and support in the community were 

also described in the literature. Despite service provisions that include physical help 

and social support, the literature indicated that there are large areas of unmet need for 

both stroke survivors and their carers. 

These studies were largely carried out in developed countries, where social and 

economic situations differ in significant ways from those in Jordan. In spite of this, a 

number of significant issues relating to support in the community have been 

identified from the literature and these have important ramifications for the care of 

stroke survivors and their carers in developing countries, including Jordan. 
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Information about Jordan from both cultural and health perspectives is presented and 

provides a context for understanding relevant aspects of the structure of Jordanian 

society and the cultural values of its people. This information is necessary for 

understanding the meaning of the findings and leads to the conclusion that limited 

resources as well as religious, cultural and kinship practices influence the provision 

of care services for stroke survivors and their family carers in Jordan. 

1.2 Fieldwork 

The World Health Organisation (WHO) MONICA protocol was used to collect 

demographic data about stroke patients retrospectively from two hospitals in Jordan. 

A group of Jordanian therapists participated in a focus group interview and, 

following two pilot studies, a series of semi-structured interviews were held with 

stroke survivors and their family carers. 

The study demonstrated that the use of quantitative methods (in this case the 

MONICA protocol) and qualitative methods (in this case focus group interviews and 

one-to-one interviews with survivors and their family carers) were effective in 

identifying issues important to the development of community care for stroke 

survivors and other people with disabilities (PWD) in Jordan. 

1.3 Limitations of the study 

Necessary measures were taken to ensure the accuracy, reliability and validity of the 

data collection and analysis. However, the findings of this project must be 

interpreted with caution for a number of reasons: 

• There is a paucity of literature related to information about stroke and the 

need for support for stroke survivors and their carers in the community in 

developing countries. Therefore the evidence presented in the literature 

review has largely been drawn from studies carried out in developed 

countries. 
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• The purposive sampling procedures applied in this study decrease the 

generalisability of the findings. All participants (therapists, survivors and 

their family carers) were selected from the city of Amman. A further 

study involving a sample of participants from other parts of Jordan might 

lead to different findings. Additionally, stroke patients were selected 

from in-patients' hospitals medical records so the study excluded up to 

40 per cent of possible participants who were not admitted to hospitals 

(Han and Haley 1999). The study also excluded up to 30 per cent of 

potential participants by not including patients with severe dysphasia 

(W een et al 1996). 

• The sample size in the current study was small (six therapists, 18 patients 

and 17 carers participated) raising concerns about the generalisability of 

the study. 

• The study interviews and data analyses were carried out in Arabic and 

emerging themes and quotes were translated into English. The process of 

translation was lengthy and misinterpretation of the quotations and 

themes, leading to a possible distortion of the main findings, was 

possible. 

• The demographic data was collected from two government hospitals. 

The findings may not generalise to all hospitals in Jordan, as selecting 

private hospitals for the study might have led to different findings. 

2. Current state of care in the community for stroke survivors in Jordan 

The study has highlighted a number of issues relating to the care of stroke survivors 

in the community. Of particular importance are the limited availability of care 

services and the impact of culture on service provision. 
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2.1 Availability of services 

In Jordan stroke patients admitted to hospital receive less care than those admitted to 

hospital in developed countries. Patients have shorter hospital stays and they 

experience delays in being diagnosed due to the need to wait for CT scanning. The 

implications of not being diagnosed as early as possible include delayed or 

inappropriate intervention leading in tum to poor outcome. The short length of stay 

in hospital implies that the families of stroke patients assume the responsibilities of 

caring from an early stage. 

2.2 Unmet needs of stroke survivors and their family carers in the community 

The findings indicated that survivors and their families potentially have a multitude 

of needs and concerns, which appear largely to be unmet. These include the need for 

both survivors and their carers to receive more information about a number of issues, 

including stroke and its consequences, the recovery process, coping with financial 

problems and obtaining services such as therapy and medication. 

2.2.1 The need for information The need for information has been identified in 

studies in developed countries but it is even more urgent for Jordanian patients and 

their carers because care at home begins at such an early stage and involves taking 

responsibility for all aspects of the survivor's care. In developed countries other 

resources, such as voluntary organisations and support from health and social care 

departments are available to help carers in their role but these do not exist at all in 

Jordan. Providing information about stroke and recovery from stroke reduces the 

depression and worries of survivors and their families as well as encouraging their 

involvement in the rehabilitation process (PLP Morris et al 1993; Wiles et al 1998). 

2.2.2 Need for financial help The financial impact of stroke caused the greatest 

problems for survivors and their families. These financial difficulties were caused by 

loss of employment or additional expenses of transport to see their consultants, to 

attend therapy at out-patient clinics or to pay for home therapists. Financial 

difficulties made it hard to afford necessary services and therefore affected the 

recovery process. 

227 





2.3 Impact of culture on the care of stroke survivors in the community 

In any culture there are both positive and negative features. More traditional values 

may prevent the breakdown of society and at the same time hold back progress. 

The present study describes aspects of Jordanian culture that contribute positively to 

the lives of stroke survivors and their families and other aspects which inhibit the 

progress of stroke survivors and limit the lives of those who care for them. Whilst 

aiming to encourage the development of positive attitudes towards the provision of 

better stroke care services, there is also a need to maintain and enhance what is best 

in Jordanian society which will enable the extended family to share the care more 

effectively. 

The majority of Jordanians are Muslims and the influence of Islam affects every 

aspect of society. Many of the participants (survivors, carers and therapists) made 

comments that demonstrated their religious commitment to caring for old people and 

those who are ill or disabled. Caring for these people involves religious obligations, 

the acceptance of which involves a test of faith and a consequent spiritual reward for 

the carer. Other religious issues contributing positively to the care of stroke 

survivors were mosques, which as well as being places of worship also serve as 

social centres where individuals can meet and make friends, the obligation on 

families to care for their elderly members, especially if they are ill, and the financial 

obligation, required by the Qur 'an, upon Muslims to help needy people. 

Features of Jordanian family structure, including the strong family bond and the 

attitude towards helping and supporting each other, provide invaluable social and 

economic support for people with disabilities. However, this help needs to be 

organised so it is used and directed effectively. 

On the other hand, features of Jordanian culture, including gender issues, 

deficiencies in the health and social care systems, and social customs, had a negative 

impact on the care of people with disabilities, including stroke survivors living in the 

community. 
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2.3.1 Gender issues Therapists, survivors and carers consistently agreed that there 

was clear discrimination against women survivors of stroke, as well as women caring 

for stroke survivors. This is because of the social role of women in Islam (see 

Chapter 3). Customs around physical contact between men and women in Islam 

influence the care given to female stroke survivors in Jordan. In general, only male 

therapists work with survivors in their homes in Jordan, so the therapy available in 

their homes to women survivors will be limited, resulting in the treatment being 

terminated or the patient seeking help from traditional healers. In either case the 

possibility of further complications or the slowing of progress is possible. Attitudes 

towards nudity in Islam also limit the personal care offered by anybody outside the 

survivor's own family. 

Women with disabilities and their carers face less favourable treatment than men in 

the same situation. There is an urgent need to address the implications of gender 

issues in Jordan, to identify unmet need and to change cultural attitudes. One way of 

improving the situation of women with disabilities could be by increasing the 

number of female therapists and encouraging them to work in the community 

2.3.2 Health and social care The majority of the participants (survivors and their 

family carers) in the current study were not covered by social security or health 

insurance and faced serious problems after they had a stroke which stopped them 

working. As a result, they terminated their treatment leading to more complications 

and poor outcome. 

2.3.3 Social customs The social customs of survivors and carers also affected their 

lives after stroke. Survivors felt socially isolated in their homes because they were 

no longer able to sit and eat on the floor with their families as they had done before 

their strokes. The size of the family also affected carers: since all the carers in this 

study were women it was difficult for them to care for large families as well as for 

stroke survivors at home. On the other hand, having a large family, especially when 

the children were older, might mean more people to share the care of the survivor 
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This study demonstrates that stroke survivors and their family carers are in urgent 

need of support including access to services, training of survivors and families to 

cope with their new roles and an acknowledgement of the vital contribution of family 

carers. However, the provision of services for stroke survivors and their family 

carers should be appropriate to both the culture and the resources of the country. 

2.4 Some implications for other cultures 

The necessary adaptations of the methodology in this study have important 

implications for research and for practice in similar cultures. 

2.4.1 Research Because of the amount of missing data and the way in which 

hospital medical records are kept, it was necessary to modify the MONICA protocol 

before it could be used as the basis for collecting demographic data from Jordanian 

hospitals. It was not possible to follow the entire protocol developed for use in the 

United Kingdom pilot study, as cultural differences made it necessary to employ 

female interviewers to interview female participants. These adaptations of both 

quantitative and qualitative methods have implications for researchers wishing to 

develop research in other countries where cultural backgrounds and economic 

resources are similar to those in Jordan. 

In the tradition of ethnography, the modifications and developments ofresearch 

strategies in this study recognised the values and beliefs of Jordanian survivors and 

their families and the structure of their society. These findings have implications far 

wider than research into care services in Jordan: they can be generalised to other 

cultures which share an Islamic background. 

2.4.2 Practice The information collected about Jordanian culture helps two groups 

of health professionals: Jordanians working with PWD in their own country and 

professionals working in other countries with similar cultural backgrounds, or 

working with minority ethnic groups from those countries in the developed world. 
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2.5 Generalisability of the findings to other people with disabilities living in 
the community 

The information that emerged from this study about care in the community for stroke 

survivors, the unique cultural background of Jordanians, and the limited services 

available can be generalised to other people with disabilities living in the community. 

This information is consistent with other studies (Draper et al 1999; Wright et al 

1999), where it was found that people who care for patients with dementia and 

Alzheimer's and Parkinson's diseases experienced similar difficulties. This indicates 

that the findings of this study could generalise to other groups cared for in the 

community. 

2.6 The role of the researcher 

The role of the researcher was complex and multifaceted because he was familiar 

with Jordanian health service provision and the attitudes, values and beliefs of 

Jordanian people. This helped the researcher considerably in interpreting the data 

and contextualising it realistically. However, the researcher's familiarity with the 

Jordanian context also meant that he could potentially become too close to the 

research environment and to the data and would not find it easy to interpret the data 

objectively. This meant that he had, at times, to distance himself from his roles as a 

Jordanian and as a health professional. 

Other issues arose during the conduct of this study which were relevant to the role of 

the researcher. For example, the researcher is male and many of the carers and 

survivors were female, and it was culturally inappropriate for the researcher to 

participate in all the data collection. The usual custom of welcoming another person 

into the home also caused delay: the collection of data sometimes had to be extended 

by some hours because of the mutual social obligation of offering and accepting 

refreshments. Some issues emerged during the data collection which surprised the 

researcher: these included attitudes towards the elderly and women's descriptions of 

sexual relationships with their survivor husbands. 

The researcher believes that this study would have been impossible for a non

Jordanian to undertake, as it would have been difficult to gain access to participants 
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and to engage with the cultural indications which were an important and necessary 

part of this study. 

2. 7 Personal reflections on lessons learned from the study 

Although the researcher was working in the field of rehabilitation and care in the 

community for people with disabilities before this study began he was unaware of the 

realities of the lives of stroke survivors and the care they received in the community. 

This information about Jordan is now available for the first time. The challenge now 

is to translate this awareness into action by presenting this information to policy 

makers, health professionals and researchers in order to take the first step towards 

providing better services for people in the community with disabilities. The 

researcher believes this information must be disseminated to pave the way for better 

services. 

The two pilot studies explored the views of therapists, survivors and their families in 

the United Kingdom. Although the social environment and cultural background in 

the United Kingdom were different to those in Jordan, the experience gained by the 

researcher was very helpful in learning about the process: specifically, that the 

proposed type of interview could be satisfactorily carried out in peoples' homes and 

that interviews, and their transcription and reporting, would be time-consuming. The 

pilot study was also important in providing the researcher with insight into services 

and the formal and informal support strategies in the community provided for stroke 

survivors and their carers in the United Kingdom. 

2.8 Contribution to knowledge 

The research provides Jordanian policy makers and health professionals caring for 

stroke survivors in the community important information about the prevalence of 

stroke and the characteristics of patients admitted to hospital in Jordan. It provides 

information about the impact of stroke on families in the community and the needs of 

survivors and their carers. It also identifies important issues, such as missing 

information in medical records and the cultural constraints placed on caring, which 

are important in planning both further research and new services. 
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The study has collected, for the first time, information about cultural and social 

conventions as they apply to the care of people with disabilities in Jordan. The 

information gathered in this part of the study could serve as a resource for 

physiotherapists, occupational therapists and other health professionals in 

understanding carers' needs and the importance of carers' involvement in the 

rehabilitation process. 

One important feature of the research was the development of the first-ever Arabic 

version of the SF-36 Quality of Life (QoL) measurement tool. 

3. Suggestions for further work 

In Jordan, research about social and health care is relatively new and the researcher 

found no previous studies about the care of stroke survivors in the community in 

Jordan. The current research is the first to collect information about stroke and 

stroke survivors in Jordan, and the first to highlight the problems faced by and needs 

of Jordanian survivors and carers from their own perspectives. 

The findings demonstrate that in the absence of formal support for carers and their 

relatives, family carers play an primary role in the care and recovery of stroke 

survivors at home, and that they play this important role at early stage of stroke 

without enough information about stroke and how to cope with it or support from 

any source. As result of this pressure, carers often suffer from depression, family 

tension and economic problems. 

The study has demonstrated that better structures for providing care for stroke 

survivors in the community and support for their families are needed. However, the 

information revealed in this study is not sufficient to provide a basis for the 

development of these services in Jordan and the following research priorities are 

therefore suggested: 

• Finding ways of helping family carers provide the best possible care for 

stroke survivors 
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• Finding effective ways of using existing community structures 

(including influential people in the community) to disseminate 

appropriate information to survivors and carers 

• Exploring reasons for inadequacies in hospital in-patient care ( e.g. length 

of stay, misdiagnosis, delay in CT scanning) for stroke patients 

• Identifying the best way of fully recording accurate information in 

patients' medical records 

• Further studies oflarger and more representative samples (such as 

people living in remote areas) of Jordanian society 

• Finding ways of exploring the views of policy makers and other health 

professionals (such as medical doctors and nurses) dealing with stroke 

• Assessing the need for and effective ways of providing information and 

training (for example in lifting techniques) for survivors and their family 

carers 

• Exploring the provision of better services for carers 

• The evaluation of the cost of stroke for carers. 

3.1 A proposed community-based rehabilitation model for people with 
disabilities in Jordan 
As described in Chapter 3, a community-based rehabilitation programme (CBR) was 

introduced in Jordan in 1989. The basic principles of the CBR concept are the social 

integration of people with disabilities, based on their involvement and that of their 

families, and the use of resources available in the community (Helander 1993; 

Leavitt 1999). 
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The CBR model is based on three levels ofreferral: 1) the community level 

involving people with disabilities and their families and rehabilitation workers; 2) the 

intermediate level involving governmental and non-governmental organisations 

aiming to provide technical support for the project; and 3) the national or central 

level which includes support such as specialised hospitals, rehabilitation centres and 

social and health authorities (WHO 1994). 

However, the CBR project in Jordan failed to achieve appropriate care for people 

with disabilities living in the community and the project is not currently functioning. 

Possible reasons for its failure could include the fact that the people with disabilities 

and their families were not involved in the planning and implementation of the 

project, or that influential people in the community such as community, tribal and 

religious leaders were not used. Furthermore, as discussed in Chapter 3, the 

selection of the rehabilitation workers and their training was not appropriate. 

In the light of findings in the current study about cultural issues, the needs of 

survivors and their families in the community and the limited availability and 

accessibility of services, an improved theoretical model for stroke survivors in the 

community can be suggested (see Figure 8.1). The findings and conclusions of the 

present study suggest that this model could be also used to help other people with 

disabilities in Jordan and may be applicable in similar cultures throughout the Middle 

East. The proposed model is based on the assumption that any intervention in the 

community should take into account the cultural background of people and be 

appropriate for the available resources. The model should involve people with 

disabilities and their families in decision making as they are in the best position to 

identify their own needs and concerns (Kelson et al 1998). 

The findings of the current study showed that in Jordan the existing services for 

people with disabilities, including stroke survivors, are based on the medical model 

where patients receive medical intervention, physiotherapy and medication in 

hospital. The findings also showed that existing care deals with disability as an 

problem resulting from a pathological origin. The conclusion of the study showed 

that there is a gap between services provided to people with disabilities based on the 
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medical model and the needs identified by these people themselves. Therefore, a 

rehabilitation approach based on the medical model is not appropriate to addressing 

the problems faced by people with disabilities living in the community in Jordan. 

In order to meet the needs of people with disabilities living in the community and 

improve their quality of life, a holistic approach, involving survivors, families and 

influential people in the community, is needed. Survivors expressed needs for social, 

psychological and financial help. This means that additional health and social care 

professionals such as community nurses, social workers and psychologists should be 

involved in delivering care and support. This proposed model considers the positive 

aspects of Jordanian culture such as the religious obligation to help others and the 

financial support coming from within the community. 

Oliver (1990) argued that disability is not a medical issue focusing on the individual. 

Supporting this view, Jordanian stroke survivors and their family carers expressed 

their need for medical and psychosocial support. The proposed model should be 

based on medical and social support and could be referred to as a socio-medical 

approach. However, the medical aspect of the model should be limited to those who 

are in urgent need of medical help and services provided should not be isolated from 

a holistic social approach to care. It is important to consider the right of people with 

disabilities to access vocational training and employment, as well as rehabilitation, in 

order to reduce the financial impact on themselves and their families. The 

organisation of the model is based on the CBR concept but the strategies for the 

implementation of the proposed model are different from those of CBR. 

236 





Spocialist lnipitals 
Spocial institutions 

Nitional or centralisa:l level: takes place in Central ldth arxl oocial 
the capital city ... autoorities (Mnistry oflhllth .... 

an:l Mnistiy of Social 
H J:hreloprrent) 

Connmitynurse 
p Comrunityph)'Siotherapists 

Professional slW)lt level: takes place ... Comrunity O<.Ulpltional therapist 

in rroviocesidistricts 
,.. Social\\Olker 

Psychologist 

n Vocational trainer 
Local: clinics arxl 
Local: Jn51: office an:l 
Scoools an:lmmiciµilities 
Cbvemors 

PtX1Jle \.\ith disabilities 
Their funilies (S{X)uses, children arxl ~ti, 

Relatives 
l'bghbours 

, ' FrimJ.5 from the nnsque 
Furrlinm:al level: takes place in villages Comrunity lealer ~ 
an:llnns 

... Triool lealer I...., 

Religious lealer (/,mm) 
Traum local volunteers 

Figure 8.1 A proposed socio-medical model for care in the community in 
Jordan 

Figure 8.1 shows a model based on three levels of referral: the fundamental level, 

the professional support level and the national or central level. The fundamental 

level is central to the whole process and focuses on people with disabilities and their 

families. It also involves influential people in the community including community, 

tribal and religious leaders. These people hold influential positions within Jordanian 

society, particularly in rural communities, and their involvement is very important in 

planning projects and disseminating information. Any ideas or interventions 

proposed without the agreement of the tribal leaders will not work and will be 

rejected by the people. In this study, it was found that relatives, neighbours and 
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friends from the mosque showed support to patients and their families and it is 

therefore important to involve them as important community resources. This level of 

referral is carried out mainly in the patient's natural environment, his or her home. 

The professional support level provides technical support to projects by making 

available information to help people in the community cope with their problems and 

concerns. This level also provides training for local volunteers as well as identifying 

people with disabilities who need specialised support and referral to specialised 

hospitals or institutions for short periods. The people involved at this level should be 

aware of and understand the cultural background of the people with whom they deal 

and, if possible, they should be from the same geographical area and speak and 

understand the same dialect. Although, in general Jordanian people share a common 

cultural background, there are three distinct dialects and life styles: city dwellers, 

villagers and Bedouin. 

Involving the governor of an area is important, since he is the government 

representative in the area and any financial support for projects will go through him. 

Local clinics and hospitals, municipalities, schools and post offices are also 

important resources, which can be used to disseminate information and help integrate 

people with disabilities into the community. This level ofreferral will typically be 

available in towns and small cities. 

The national or central level is costly and can encourage isolation for people with 

disabilities. Help is available at this level for urgent cases needing specialised 

intervention. Referral to this level will be via the health and social care professionals 

working at the professional support level, in consultation with and with the 

agreement of people with disabilities and their families. In Jordan this level involves 

decision-makers and health planners based only in the big cities such as Amman. 

In order for service provision based on this model to succeed, those attempting to 

implement it need to consider how best to involve survivors and their families, 

appropriate ways of selecting and training volunteers and ways of using effectively 

the resources already existing in the community. Following the implementation of 
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the model, a programme of outcome evaluation needs to be considered in order to 

further develop the model and test its practicality. 

4. Recommendations for action 

Poor access to services in Jordanian hospitals may lead to misdiagnosis and 

inaccurate intervention and, as a result, poor outcome. 

It is recommended that all necessary diagnostic tools for appropriate 

intervention are promptly available. 

Missing information in patients' medical records made it difficult to calculate 

important demographic data which is necessary to plan for and provide better 

services for patients. 

Health professionals must record all relevant information about patients 

accurately in the patients' medical notes. 

There must a central registry of clinical and demographic information 

about stroke. 

The burden on families is increased because their caring responsibilities start from 

the early stage of stroke onset. 

Carers must be given appropriate information at an early stage as well as 

at later stages. 

Survivors and carers lacked knowledge about stroke, its recovery and how to cope 

with it. 

There must be a systematic approach to making sure that information 

tailored to the needs of each family is given to them as it is needed. 
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This information must be given to families in a way that is appropriate to 

that family, bearing in mined their cultural needs and degree of literacy. 

The amount and type of support available depended on where patients lived, their 

economic situation and their health insurance status. 

Services to stroke survivors should be equally available to all on the basis 

of their clinical and social need. 

Stroke is a multifaceted problem and this study revealed that the only therapists 

involved with stroke survivors in the community were occupational therapists and 

physiotherapists. 

Other professionals, including rehabilitation nurses, social workers and 

psychologists need to be involved in helping patients and carers in the 

community. 

Because of the economic situation in Jordan, the health system provides limited 

support for stroke survivors and their carers in the community with the majority of 

care undertaken by family, causing depression and anxiety, family tensions and 

financial problems. 

Public understanding of stroke needs to be increased, bearing in mind the 

relatively high level of illiteracy 

Voluntary support for carers in their homes needs to be encouraged. 

Existing cultural resources in the community, such as the mosque or 

other places of worship and influential individuals in the community, 

should be used to disseminate information. 

The number of female health professionals must be increased and they 

must be encouraged to work in the community. 
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Carers identified the need for knowledge about stroke and its management, for skills 

training and for financial help. However, the impact of stroke on survivors and their 

family carers was not only related to lack of service provision by the government but 

also to the cultural background, including religious and kinship practices, which 

structures Jordanian life. 

Many issues remain to be resolved before developing a firm basis for care services 

for stroke survivors. Some of these issues, such as beliefs and the cultural 

background, are difficult to deal with and difficult to change. What could change, 

however, is the attitude of people towards care for people with disabilities through 

increasing public awareness about their needs, encouraging voluntary services for 

stroke patients at home, using the available cultural resources to disseminate 

information, and increasing the number of female therapists and encouraging them to 

work in the community. 

5. Dissemination and implementation of the findings 

The findings of this study revealed that health and social services in Jordan provided 

limited support for stroke survivors and their family carers in the community. The 

findings showed that the family was undertaking the majority of care. As a result, 

family carers were affected psychologically and financially. Only a few 

physiotherapists and occupational therapists were involved with stroke survivors in 

the community and the amount of such support, which was available, depended on 

the survivor's economic situation and health insurance status. Moreover, the 

challenges and problems faced by survivors and their family carers were not only 

related to the lack of health care and social service provision but also to the cultural 

constraints existing in the community. 

However, this information is of limited use unless it is translated into action and 

changes the lives of people with disabilities in the community in Jordan and, more 

widely, in the region. The proposed plan contains recommendations concerning 
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changes to be made. In order to achieve realistic goals, the implementation process 

includes both short and long term plans. 

5.1 Short-term plans 
The most important task is to start the process of implementation, so that people with 

disabilities can benefit from the research findings as early as possible. It has been 

suggested that the first step in implementing the findings of research is by 

dissemination of the information gained from the study to influential people, for 

example policy makers, professional societies and academic institutions (Haines and 

Jones 1994). 

At this stage a detailed report of the recommendations drawn from the findings will 

be submitted to policy makers, including the Ministry of Health and the Ministry of 

Social Development. These ministries are already aware of this research project and 

have formally requested a report summarising the main findings (see Appendix 4). 

Another copy of the report will be submitted to the Jordanian Physiotherapy Society 

(JPTS) and the Jordanian Occupational Therapy Society (JOTS), academic 

institutions and governmental and non-governmental organisations dealing with 

people with disabilities in Jordan. JPTS and JOTS have already been involved in 

collecting data for this project from physiotherapists and occupational therapists and 

were also involved in selecting participants from among stroke survivors and their 

family carers. Several organisations in Jordan working with people with disabilities, 

such as Families and Friends of Children with Disabilities, were interested enough in 

this project to contribute to the project financially. This interest will help in the 

dissemination of information to the wider Jordanian population. 

The findings will be also submitted to relevant scientific and professional journals, 

presented at scientific conferences and submitted to local journals, newspapers and 

newsletters. Some of the initial findings of this study already presented at 

conferences (see appendix 26). 
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However, dissemination of research findings alone is not sufficient to change 

practice (Haines and Jones, 1994, Haines and Donald, 1998), and further work will 

be required to promote the necessary changes in practice. 

5.2 Long-term plans 
After the dissemination of information to the public, it is necessary to translate the 

knowledge gained from this study into practice and to make changes which are 

realistic, taking into account the available resources, and appropriate to the cultural 

background of Jordanian people. This will not be straightforward and needs joint 

effort from all those involved; policy makers, practitioners, survivors and their 

family carers. 

The proposed plan will, firstly, facilitate readiness for change and, secondly, 

implement the proposed socio-medical community-based model illustrated in Figure 

8.1. The dissemination of information already mentioned, as a first step will 

contribute to facilitating readiness for change. Changes to the beliefs and attitudes of 

people need to be carefully planned to be successfully implemented. 

Therapists, survivors and their family carers demonstrated that there was clear 

discrimination against women who were either survivors or carers. One possible 

way of reducing this discrimination would be to increase the number of female 

therapists and to encourage them to work in the community. This could be achieved 

by changing public attitudes to women studying physiotherapy and occupational 

therapy. The mechanisms of changing public attitudes would involve using the 

media (newspapers, radio and TV) and enlisting the support of influential people in 

the community (the sheik, the imam or the mukhtar). 

Nursing is an example of a profession where there has been a change in attitude to 

female health professionals. Until recently, most of the female nurses in Jordan were 

expatriates, because culturally it was not acceptable for women to work in a hospital 

environment where most of their colleagues would be men. In addition, providing 

what is perceived as intimate care for male patients was not culturally acceptable for 

female nurses However, the media was used to demonstrate the need for female 

nurses to care for female patients and also to highlight the communication problems 
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experienced by expatriate nurses who were unable to speak Arabic. To encourage 

girls to go into nursing, the government provided better working conditions, such 

free transport to and from work and increased pay. As a result of this, today most 

nurses in Jordan are women. 

It should be possible to use a similar strategy to increase the number of female 

therapists. It will be necessary to increase the number of places for women in 

physiotherapy education courses. Three schools of physiotherapy and occupational 

therapy have recently opened in Jordan and the researcher of this study will be 

involved with at least one of these schools and thus will be able to influence the 

selection of therapy students to university places. 

In Bethlehem in the Palestinian Authority area a selection policy of allocating 50% 

of student places to women and 50% to men entering the physiotherapy programme 

was instituted in order to increase the number of female therapists in the country 

(Dawson 1997). 

Due to cultural and educational constraints, very few therapists work in the 

community in Jordan. In order to change attitudes about working in the community 

changes need to be made to the current biomedical emphasis in the physiotherapy 

and occupational therapy curriculum. These changes will include teaching subjects 

related to care in the community and more emphasis on psychology and sociology. 

The researcher of this study will contribute to these adaptations since he will be 

involved in developing courses for and teaching therapy students. 

The second duty is to implement the proposed model (Figure 8.1) which is based on 

the findings of this study. The researcher will initially pilot the model in a small 

geographical area (a few villages in the same area) in order to test the feasibility of 

the project and to develop it further. 

However, it is important for patients and their families to benefit from the research 

findings as early as possible. Some recommendations could be implemented even 

while the process of dissemination and implementation is taking place. One urgent 
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need is the provision of relevant information to people with disabilities and their 

families. In this study, survivors and their families demonstrated a lack of 

knowledge about their disability and how to cope with it. It is well reported in the 

literature that information is necessary in helping survivors and their carers adapt to 

their situations and prevent further complications. 
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Appendix lA. The World Health Organisation MONICA protocol 

Annual Demographic and Mortality data 
POPULATION DEMOGRAPHICS 

REPORTING FORM 

FOR MDC USE ONLY 

Seq.no: 

Form: A Version: 1 17.4.86 Received: 

Please print carefully or type the requested information. Please complete all blanks in accordance 

with the instructions provided. Complete one form for each MONICA Reporting Unit each year. 

1. MONICA Collaborating Centre name: Code:I_~~ 

2. MONICA Reporting Unit name: Code:I _ _.__J 

3. Calendar year for which information is being provided: 1-'-~I _ _._~ 

4. Complete the following table (Do not include here those population groups which are excluded 

from the survey or event registration.): 

Age group Number of 

(years) Males Females 

25-29 

30-34 

35-39 

40-44 

45-49 

50-54 

55-59 

60-64 

65-69 

70-74 

Total 

5. Total number of inhabitants in the MONICA Reporting Unit, including all 

ages and sexes without any exclusions: 

6. If you recorded the numbers in item 4 by hand, please write above each 

Total 

number printed to the right the numbers as used for item 4 0 1 2 3 4 5 6 7 8 9 

7. Source of information: 
1. Direct census count 3. Population register 

(Enter correct code in 2. Intercensal estimate 4. Other (explain in item 9) Code: I_I 
box to the right) 

8. Person providing 
information: (Please type or print) 

--------
Signature 

9 • Comments or reservations about data provided: 

Date: __ / __ / __ 
day month year 
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Appendix lA (Continued) 

Annual Demographic and Mortality data FOR MDC USE ONL y 
ANNUAL POPULATION 

MORTALITY REPORTING FORM Seq.no: 
(ICD-8) 

Form: C Version: 1 11.04.86 Received: 

Please print carefully or type the requested information. Please complete all blanks in accordance 
with the instructions provided. Complete one form for each MONICA Reporting Unit for each sex 
each year. 

1. MONICA Collaborating Centre name: Code:J_I_I 

2. MONICA Reporting Unit name: Code:! I I 

3. Calendar year for which information is being provided: I I I_I 
4. The following table gives the official statistics for: 1. Males, 2. Females Code I I 

Total Number of deaths for selected ICD-8 categories 
Age group Total cardiovascular 

(years) deahts deaths 
400-404 410-414 420-429 430-438 440-448 Total 

390-458 

25-29 

30-34 

35-39 
40-44 
45-49 

50-54 
55-59 
60-64 
65-69 
70-74 
Total 

5. If you recorded the numbers in item 4 by hand, please write above 
each number printed to the right the numbers as used for item 4 0 1 2 3 4 5 6 7 8 9 

6. Source of information: 1. Local registry Code:I_I 
( enter correct code in 2. Regional registry 
box to the right) 3. National registry 

7. Person providing 
information: 

Signature: 

4. Other (explain in item 8) 

(Please type or print) 

8. Comments or reservations about data provided: 

Date: __ / __ / __ 
day month year 
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Appendix lA (Continued) 

Medical Care Assessment Data 
MEDICAL CARE REPORTING 

FOR MDC USE ONLY 
Seq.no: 

FORM: FACILITIES AND SERVICES Received: 

Form: UA Version: 1 5.4.1989 Filed: 

Please print carefully or type the requested information. Please complete all blanks in accordance , 
with the instructions provided. Complete one form for each MONICA Reporting Unit (RU) for each 
year, even if the responses are the same for all Reporting Units. 

L. MONICA Collaborating Centre name: Code:I_ I_I 

2... MONICA Reporting Unit name: Code:I_I_I 

.1., Year for which information is being provided: I I I I I 

1.,. HOSPITAL FACILITIES ~ SPECIALIZED DIAGNOSTIC AND 

For items 4.1 - 4.3, please indicate the THERAPEUTIC PROCEDURES 

availability of the facility using the For items 6.1 - 6.12, please indicate the 
following codes: use of the procedure using the 

1 Available within the RU 
following codes: 
1 = Routine clinical use, i.e. likely 

2 Available to the population of the to be used if clinically 

RU but facility is not in the RU indicated 

3 Not available to the population of 2 = Restricted clinical use, i.e. 

theRU usage intermediate between 

4, 1 Emergency treatment facilities 1_1 "routine clinical use" and "use 
in clinical trials only" 

±,2 Cardiology department(s) J_I 3 = Use in clinical trials only, i.e. 
4.3 Cardiac surgery J_J used only on experimental 

i,. AMBULANCE SERVICES basis 
For items 5.1 - 5.4, please indicate 4 = Not available to the population 
the availability of the service using of the Reporting Unit 
the following codes: 8 = Not relevant (to be used for 

1 Available to all the population of procedures Other 1-5 only) 
the RU at all times 6.J. Ultrasonography J_I 

2 Available to all the population but 6.2 Coronary angiography I_I 
time of operation restricted 

6.3 Radionuclide ventriculography LI 
3 Available at all times but only part 

6.4 Thrombolytic therapy I_! 
of population served 

4 Restriction in both time available 6.5 
Percutaneous transluminal 

J_I 
and population served 

angioplasty 

5 P.6 Coronary artery by-pass grafting J_J 
Not available 6.7 Laser angioplasty J_ I 

i,.l Ambulance service J_J p.8 Other 1 I_I 

5.2 Ambulance with staff with CPR 929 Other 2 1-1 
training I_ I 6.10 Other 3 J_ I 

5.,1 Ambulance with equipment for Q,jJ_ Other 4 I_I 
defibrillation and staff trained to use I_ I 6.12 Other 5 J_I 
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Appendix lA (Continued) 

ITEM NAME 
I FORM 

2 VERSN 

3 CENTRE 

4 RUNIT 

5 SERIAL 

6 DREG 

7 SEX 

8 DBIRTH 

9 DONSET 

10 MANAGE 

11 SURVIV 

12 TYPE 

13 DIACAT 

14 EXAM 

EXAMI 

EXAM2 

EXAM3 

EXAM4 

EXAMS 

EXAM6 

EXAM7 

Event Registration Data 
CORE DATA TRANSFER FORMAT- STROKE EVENTS 

Form: 03 
Version: 3 09.06.86 

SPECIFICATION AND CODES 
Transfer format identification 

Format version 

MONICA Collaborating Centre 

MONICA Reporting Unit 

Serial number 

Date of registration (day,month,year) 

Sex 
l=male 
2=female 

Date of birth (day, month, year) 

Date of onset of event (day, month, year). 

Management 
I = in hospital ward 
2 = in nursing home 
3 = at home by a doctor 
4 = medically unattended 
5 = other medical consultation without 
bed rest, in hospital or at home 
9 = insufficient data 

Survival at 28 days 
1 =yes 
2=no 
9 = insufficient data 

Type of stroke (ICD-8 or 9 code) 

Diagnostic category of stroke 
I = definite stroke 
4 = not stroke 
5 = definite stroke associated with a 
definite coronary event 
9 = insufficient data 

Examination by ... 
I =yes 
2=no 
9 = insufficient data 

Examination by physician 

Examination by neurologist 

Lumbar puncture 

Angiography 

Brain scan 

Electroencephalogram 

Echoencephalography 

CHARACTERS COLUMNS 

LOUl l to2 

l=OUJ 3 

l~l~l 4to5 

l~l~l 6to7 

l~l-l~l~l~Ll~l 8 to 14 

l~l~ll_l~ll-1=' 15 to 20 

LJ 21 

I I II I II I I 
l~l~ll~l~ll~l-l 
J_j 

l~l_l_l_J 
1_1 

22 to 27 

28 to 33 

34 

35 

36 to 39 
40 

41 

42 

43 

44 

45 

46 

47 
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Appendix lA (Continued) 

EXAM8 Electrocardiogram LJ 48 

EXAM9 Computerized axial tomography LJ 49 

EXAMlO Single photon emission scan Ll 50 

EXAMll Other LJ 51 

15 IATRO Possible iatrogenic event LJ 52 
1 =yes 
2=no 
9 = insufficient data 

16-18 Clinical or death certificate diagnosis 
(ICD-8 or 9 codes) 

16 CLINDl Main clinical condition or underlying l~l~l-1~I 53 to 56 
cause of death 

17 CLIND2 Other clinical condition or other cause of 57 to 60 
death 

18 CLIND3 Other clinical condition or other or 61 to 64 
secondary cause of death 

19 PRESTR Previous stroke LJ 65 
1 = yes, records seen 
2 = yes, records not seen 
3 = no, records seen 
4 = no, records not seen 
9 = insufficient data 

Items 20-25 are for FATAL CASES ONLY. If the person did 
not die within 28 days (that is, if item 11 has been coded 1 or 9), 
complete items 20-25 ofthis record with codes 8, 88, 8888. 

20 DDEATH Date of death (day, month, year) I I II I II I I 66 to 71 

21 SURT Survival time in days LU 72 to 73 

22 NECP Necropsy performed LJ 74 
1 = yes, routine 
2 = yes, medico-legal 
4=no 
8 = alive at 28 days 
9 = insufficient data 

23-25 Necropsy diagnoses (ICD-8 or 9 codes) 

23 NECDl Direct cause of death 1_1_1_1_1 75 to 78 

24 NECD2 Other disease or condition I_I__J_J_I 79to 82 

25 NECD3 Other disease or condition LJ~LI_I 83 to 86 

26 ICDVER Version ofICD used for diagnoses 1-1 87 
1 = ICD-8 
2 = ICD-9 
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Appendix 1B: Protocol used to collect demographic data from Jordanian hospitals 

Patients Name Age Gender Body side of SPD Level ofC ST TB LH CT scan CT scan post A Reason for discharge MS PT 
stroke 

SPD: Speech Difficulty; Level ofC: level of Consciousness; ST: Stroke Type; TB: Time before admissions; LH: Length of hospital stay; CT scan post A: CT scan post 

admission; MS: Medical Surgery; PT: Physiotherapy; OT: Occupational Therapy; RF: Risk Factor 

N 
Vl 
w 

OT RF 





Appendix 2: Map of Jordan 

Mafraq 
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Appendix3: letters granting access to United Kingdom hospitals 

Th e).Ai6ifson 
~[,pr.ehabilitation Centre 

Copse Hill, Wimbledon, 
London SW20 ONQ 

Clinical Director. 
Business Manager. 
General Enquiries: 

0208 725 4765 
0208 725 4693 
0208 725 476416 
0208 944 9927 Fax: 

Professor-Ann Moore 
University ofBrighton 
Robert Dodd Building 
49 Darley Road 
Eastbourne BN20 7UR 

17'11 March 2000 

Dear Professor Moore, 

STGeor~ 
Health are 
Regional Neurosciences Centre 
Atkinson Morley's Hospital 

Many thanks for your letter regarding Mr Oraibi's project. We would be delighted 

for him to visit us. We have a 6 bedded Stroke Unit which dovetails into St George's 

Hospital stroke patients in Tooting, as well as other stroke patients referred for intensive 

multidisciplinary therapy. · 

Please contact me with further details. 

Yours sincerely, 

Jane Milligan 
Head of Physiotherapy. 
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Appendix3 (continued 

EASTBOURNE 

HOSPITALS 
-NHS TRUST~ 

Ref: c:fi!est01'"/winword/letters/rjbu/am0872000 

21~ March 2000 

Professor Ann Moore 
Head of Clinical Research Unit 
For Healthcare Professions 

Robert Doad Building 
49 Darley Road 
Eastbourne BN20 ?UR 

Dear Ann 

,.q,"UJourn■ Diairicc a.n .... 1 Hoap~ 

Ki\ :.)rive, Eastbou-ne, East Sussex BN21 2UD 
Telephone: 01323 41 7400 

Ext: 

3819 or 4899 

Thank you for your letter dated a"' March 2000 requesting opportunities for Mr. Saleh 

Oraibi to attend Eastbourne Hospitals NHS Trust Physiotherapy Service to observe 

neurological treatments and have discussions with Senior Physiotherapists in neurology. 

I have checked this out with Paul Phillips and Lesley Rugg, Superintendents for Out and In 

Patients respectively, who will be very pleased for Saleh to visit their areas on a number of 

occasions as you request. May I suggest that Paul and Lesley would be your best 

contacts to make definite arrangements as we feel there would be advantages for Saleh to 

visit Outpatients, Inpatients and also All Saints Hospital, as we have experienced Seniors 

working in neurology in all of these areas. I also look forward to meeting Saleh again 

myself. 

I will leave it to you to make the various contacts. Paul car, be reached on extension 4666 

and Lesley on extension 4664, or bleep 0656. 

Hope this helps, 

Best wishes, 

Yours sincerely 

~ -

Robert J Jones 
Therapy Services Manager 

Cc: Paul Phillips 
Lesley Rugg 

\ ... .... m.,~:,,,H ALS - A NATIONAL HEALTH SERVICE TRUST 
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Appendix 3 (continued) 

-

Physiotherapy Department 
(Rehabilitation) 

St James Wing 

Appointments & Te/No: 0181 725 3013 

Enquiries: Fax: 0181 725 2432 

Our Ref ad233 

Your Ref 

Date Diet 'd: 21 st March, 2000 

Date: 23rd March, 2000 

Professor Ann Moore, 

St. George's Hosp, .... 
Blackshaw Road, London SW! 7 OQT 
Telephone: 020 ~672 1255 
Fax: 

' ' Head of Clinical Research Unit fol 
r Healthcare Professions, 

University of Brighton, 
Robert Dodd Building, 
49, Darley Road, 
Eastbourne BN20 7UR 

. Dear!,nn, 

Thank you for your letter regarding Mr. Saleh Oraibi. 

I would be more than happy to support Mr. Orail)i in his research work and we could easily 
accommodate him visiting our department to observe physiotherapy management of patients in the 
acute setting. We also have an out patient service where we support some stroke patients. To get 
a complete overview of our service throughout the District it would be useful for Saleh to also attend 
the Wolfson Rehabilitation Centre where we have six beds tor the ongoing rehabilitation of acute 
stroke patients who require more than four to six weeks of in patient rehabilitation prior to discharge. 
We also have two very good Community Teams in our area. These are based at St. John's Therapy 
Centre, where we have a Young Physically Disabled Team who manage patients in the Wandsworth 
Community Trust and we also have a Stroke Team who are based at Carshalton War Memorial 
Hospital who provide a service to Merton. This is the team that Fiona Jones used to work with. I 
would be happy to try and arrange a programme so that he could be exposed to all these areas, as 
this would give him an overview of our attempts to give a quality service for stroke patients in both 
acute rehabilitation and Community settings. 

When you have dates we will be happy to arrange such visits and the epntact telephone numbers are 
listed below:- - - "- - · 

Wolfson Rehabilitation Centre 

St. John's Therapy Centre 

Merton Stroke Team f . 

Yours sincerely, 

~-

.Ji 

Anthea A. Dendy MCSP 
Clinical Physiotherapy Specialist 
Neurological Services 

Jane Milligan 0181 946 7711 Exl:,il51-
Jane Godden 0181 700 0190 

·➔ 0181 669 7221 

Patrons 
Her Majesty The Queen 
HRH The Duchess of Kent 

St George's Healthcare NHS Trust ~J 
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Appendix 4: Letters seeking and granting access to patient records in 
Jordan 

01273 643766 

Dr Tarek Sihemat 
Minister of Health 
Amman 
Jordan 

24 July 2000 

Dear Dr Sihemat 

University of Brighton 

Htibsn Dou(j 61 .• 0:l,',G 

49 D.lrtey >t00') 

fa~t!IDl.;f:"!8 BN20 !'UR 

!E,ieOl':-l)<",6 01213 fj4Jt}.47 

f.a.,,; 01213 6439-H 

CHnic:al Research Unit 
for Healthcare Professions 

Pto!~lO<' Nin ~.~o ~D G;~~().p-"f'ry$ 

fCS? {)MP C~,tf:d MMACP 

(}-,,rectof"olUti,t 

This is to confirm that Mr Saleh Oraibi is registered with the University of Brighton in the United 
Kingdom for a PhD programme of work entitled, Community rehabilitation for stroke patients in 
Jordan. 

As part of the study Mr Oraibi is intending to collect demographic data concerning stroke victims 
in Jordan and it is intended that this demographic data will be collected from patient records. 
This data collection will occur between November 2000 and January 2001. 

I would be very grateful if you could give him as much assistance as necessary to enable him to 
complete his data collection. 

If you have any queries regarding the project, please do not hesitate to contact me as Head of 
the Clinical Research Centre tor Healthcare Professions at the University of Brighton at the 
above ,iddress. Mr Oraibi's supervisory team includes Dr Lesley Dawson as Director of Studies, 
myself as Head of the Clinical Research Centre and Professor of Physiotherapy and Mrs Sue 
Balloch, Reader in Health and Social Care, University of Brighton. 

Yours sincerely 

Professor Ann Moore, PhD, GradDipPhys, FCSP, DipTP, CertEd, MMACP 
Head of Clinical Research Unit for Healthcare Professions 
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Appendix 4 (continued) 

THE HASHEMITE tu,.,GO()Milll 

OF JORDAI\P• 

MINISTRY OF IHitlL1 H 

& HEALTN c-lll■ Jo; 

Ref.No. f. .. t. .. \1.P.}..).'1U'2 I O""I 

Date .Jll .. ~., .. ~).f .... .1 ':' ~.'?.P"' 

Dear Pffr Moo~. 

~t..il ~:a,UI ~I 

• -...AlliJ'iJ 
~14!~ ;,, 

. ·- ,-J.,11 

... ~_,t.11 

.... .;at.,i.i 

lftank y<f for voor 1.aer of Jui✓ 24. 2000, TC1garding a bove . 

"'ndly ._, informedllf our aiJ-eement for Mr. Oraibi to 1:ull~t 

demo~· · m.: Eta conceing stro3e victims in Jordan from patient 

record t Al. ir l Josp I/ Amma , during the period November 2000 

lWd 1 2 l. Pro"i that a py of the study be submitted to this 

Minis 
' 

Since.y,, 

Ur. T~;,i...-,.,"' 

M~ J>fHitJtn 
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Appendix 5: Sample of raw demographic data 

code Age Gender RTIL T SpD C stroke Type TB LH CTscan CT-poslA Reason for discharge medication surgery PT OT MP 

FH 65y F LT no consious ischamic 12 h 3days yes 96hrs medical advice . yes no no no HBp& DM 

MA 51y M RT yes consious ischamic 3hrs 1 day no 72hrs against medical advice yes no no no HBp& OM 

RA B0y M RT yes consious ischamic 24hrs 4days yes 24hrs against medical advice yes no no no HBp& DM 

HH 90y LT yes consioyus ischamic 24hrs 5days 4Bhrs 3 days decided by emer yes no PT no HBp&DM 

60y RT yes ? ischamic 120hrs 10days yes ? DR advice as palient wai!{es no PT no HBp&DM 

zs 60Y M RT yes ischamic 24hrs 5days ? 48hrs yes no no no HBp&DM 

MS 6By M RT yes ischamic 24hrs 5days yes 120hrs medical ad~ce yes no PT no HBp& DM 

AG 70y M RT no Unconsious hemmoragic 24hrs 4days yes 24hrs death yes no pt no HEART 

FH 59y F RT no consious ? &lays ? 72hrs yes no no no ? 

AA 55Y M RT yes ischamic 24 hrs 5days yes 96hrs doctor yes no no no ? 

64Y RT yes consious lschemic 3hrs 5days yes 36hrs doctor yes no no no ? 

MH 75y LT no Unconsious ischemic 5days ? 72hrs yes no no no ? 

ASH 55y M RT no unconsious Hemmoragic 3hrs 12 days yes 36hrs doctor yes no PT no ? 

FM 80 Y F RT no consious Sdays yes 120hrs doctor yes no OT no ? 

NS 35y RT yes consious ischemic 3hrs 5days yes 72hrs doctor yes no PT no lncBP 

OK 60y M RT ? consious ischemic 3hrs 3 days yes 24hrs doctor yes no PT no ? 

ZI 75 y Lt consious ischemic 12hrs 8 days yes 4Bhrs doctor yes no PT no HEART 

IS 75y M Lt consious ischemic 24hrs Sdays yes ? Death yes no PT no ? 

65y F Lt yes consious ischemic 24hrs 12 days yes 72hrs doctors yes no PT no ? 

ZI GOY F Lt no consious ischemic 24hrs 6 days yes 72hrs mproved/0 yes no PT no ? 

FI SOY Rt no consious ischemic 3hrs 10 +5 day!// 24hrs mproved/D yes no pi no ? 

85Y Lt ? unconsious ischemic 24hrs 15 days yes 48hrs ?? yes no no no ? 

60y M Lt no ? hemorragic 24hrs 3days ? DR advice as patient wai\'es no no no ? 

Ml 73y M RT yes ischemic 8days yes 72hrs ?? yes no PT no HBp& DM 

ASH 60y F RT ye.s con~ous ? 8days yes 120hrs ?? yes no PT no BP 

JO 37y RT yes Unconsious 3days 24hrs Death yes no no no 

SM 48y M RT yes ? 5days yes 72hrs doctors yes no PT no BP 

AA 55y Lt 7 no stroke 24hrs yes no no no ? 

SH 65y RT yes conscious ischemlc 120hrs 4 days 4Bhrs against medical a~ce yes no no no ? 

KA 80y RT yes isdiemic ?? 4days no doctor yes no no no BP 

MA 24Y RT no consious ischemic 4hrs 8days yes 72hrs doctor yes no no no ? 

SH 65y M LT no Unconsious ischerriic 3hrs 9days 120hrs Death yes no no no BP 

NA 75y F LT yes consious ischemlc 24hrs Bdays no 24hrs doctor yes no no no BP 

AS 18Y F LT no consious ischemic+Heart 24hrs Sdays yes 72hrs doctor yes no PT no BP 

AS 60 Y M LT no Unconsious hommerhgic 24hrs 16 days yes 96hrs Death yes no no no HBp& OM 

SpD:sopech difficulty; TB: time before admission;LH: length of hospital stay; GT-post A: CT scan post admission; 

! 
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Appendix 5 (continued} 

M 70y LT no consious lschmic 24hrs 4days yees 48hrs against medical advice yes no no no BP 

FE 55y F RT yes consious ischemic Jhrs 3days yes 72hrs doctors yes no no no Bp 

MSH SOY M RT yes ? hommemgic 3hrs 11days yes 24hrs doctO!S yes no no no ? 

I.A 78Y F LT yes ischemic 3hrs 3 days yes 48hrs doctors yes no PT no ? 

MA 62y M RT consious yes yes no no no ? 

NM 70y LT no consious ?? Jhrs 2days yes 72hrs doctors yes no no no ? 

M 40y M LT/2ndt no unconsious ischemic 24hrs 18 days yes 120hrs doctors yes no PT no BP 

AY 66Y LT no consous ischemic 6hrs 7days yes 24hrs doctors yes no PT no BP 

AE 60Y M 2nd/RT no consoius ischemic 24hrs 1 day no 72hrs against medical ad~ce. yes no PT no Bp 

SA 56 y M RT yes consious ischemic 24hrs 7days no 72hrs doctors yes no No no ? 

BK 60y M RT yes consious ischemic 3hrs 25days(ncyes 24hrs doctors yes no no no BP 

FM 90y RT yes consiuos ischemic 3hrs 10days yes 72hrs doctors yes no PT no BP 

NH 51 Y RT yes consious ischemic 3hrs Sdays yes 24hrs aginst medical advice yes no no no 

WA SOY M Bilateral yes unconsious hommerhagic 3hrs 3days yes 48hrs medical advice yes no no no ? 

M 70y M LT no consious ischemic 3hrs 9days yes doctors yes no pt no ? 

M 65 Y M LT no consious ischemic 3hrs Bdays yes 72hrs doctO!s yes no no no HBp& OM 

SM 55y M RT yes consious ischemic Shrs )days yes 96hrshrs aginst doct acilice yes no no no ? 

JM 65 Y M RT yes consious ~chemic 6hrs 6 days yes 72hrs doctors yes no no no BP 

KA 75y F RT yes consious hommerhagic 3hrs 7days/2n{\'es 24hrs dOctO!s yes no no no ? 

FS 80y Lt no unconsious hommerhagic 4hrs 12days yes 48hrs doctorsadwe yes no no no ? 

FS 90Y Lt yes consious ischemic 4hrs 8days yes ? doctors ad~ce yes no no no 

SS 37Y M Lt yes consious Hllleart 24hrs 6days yes 72hrs doctOIS yes no no no BP 

AA 90Y M Rt yes consious ischemic 10 hours 7 days yes 120hrs Deal11'13 days yes no no no BP 

GA 75y M Lt yes consious CA 4hrs 1\day yes 24hrs. aginst medical ad~ce yes no no no ? 

NA 65Y F LT no consious ischemic 120hrs 3 adys yes 72hrs doctors yes no no no ? 

FM 64y RT no conslous ischemic 24hrs 1 day yes 96hrs Deatlv'2days yes no no no BPMd 

AA 58y M LT no consious ~chemic 3hrs 4 days no 72hrs doctors yes no no no 

HF 28 y LT no consious ischemic 3hrs 1 day no 24hrs against medical advice yes no no no 

KK 55Y Lt yes consious ischemic 3days 4days yes 48hrs medical advice yes no, no no BP 

ak BOy LT yes consious ischemic 4hrs 11 days yes medical advice yes no no no ? 

KA 80 y RT yes unconsious ischemic 3hrs 5days yes 72hrs medical advice yes no no no BP 

ND 41 y Lt no consious ischemic 4.hrs 6days yes 120hrs medical advice yes no no no ? 

LK 60 Y RT2oo no unconsious ischemic 3hrs 4days yes 24hrs medical advice yes no no no ? 

MM 33 Y L1 no consious ischemic Jhrs 1 day yes 72hrs referd lo other hospltal yes no no no 

so 60y LT no consious ischemic Jhrs 4days yes 96hrs medical davice yes no no no BP 

SS 48 Y M RI no consious ischemic 48hrs 6days yes 48hrs medical advive yes no PT no BP 

SpD:sppech diffa:ulty; TB: time before admission;LH: length of hospilal stay; CT-post A: CT scan post admission; 

MP: med\-
;....,;;,., ..... 
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Appendix 5 (continued) 

WH 50y LI no consious ~chemic 48hrs 4days yes 72hrs medical advice yes no no no BP 

NM 90Y RT no consious ischemic 4hrs 4days no 36hrs medical advice yes no PT no bp 

NY 45Y Ll&Hearno unconsious homeragic 3hrs 2 days no 72hrs medical advice yes no no no BP and hea 

IS 70Y M RT yes consious ~chemic 24hrs 5days yes 24hrs medical .advice yes no PT no BP 

BA 60Y F RT yes consious Hommergic 4 hours 4 days yes 48hrs against medical advice yes no no no B+DM 

MA 55Y M RT yes consious ~chemic 2 hours 4 days yes 1 medical advice yes no PT no B+DM 

SM 56Y M RT yes consious ischemlc 12 hours 8 days yes 72hrs medica advice yes no no no B+DM 

DO 76Y M u yes consious ischemic/infar 1hr 4 days yes 120hrs medical advice yes no PT no ? 

AA 50Y M LT no consious ~chemic 24hrs 3days yes 72hrs aginst medical advice yes no no no B+DM 

BF 50Y F u yes unconsious hommergic 3hrs 4day tafle,ves 24hrs medical davice yes no PT no B+DM 

MJ 60 y M LT no consious ischemic 4hrs 4 days yes 48hrs medical advice yes no no no ? 

KK 55Y F LT yes consious ischemic 4hrs 4 days yes medical advice yes no PT no 1 

RM 28 y M LT no consious ischemic 180hrs .5 days yes 72hrs medical advice yes no no no 

MH 55y M LI no consious ischemlc 5hrs 5 days yes 72hrs medical advice yes no PT no ? 

MK 65y M RT2nd yes consious ischemic 6hrs 5 days yes 24hrs medical advice yes no no no ? 

AN 90Y M u no unconsious ischemic 8hrs 7 days yes 48hrs medical advice yes no PT no ? 

RA 34 y M RT yes consious ischemic 4hrs 8 days yes medical advice yes no no no heart 

RA 46Y RT yes consoos ~chemic 3hrs 3 days yes 72hrs medical advice yes no no no HBp&DM 

AM 53Y M LI yes consious ischemic 168hrs 5 days yes 120hrs medical advice yes no no no he,rt 

SS 70Y RT 2nd yes consious ischemic 24hrs 4 days yes 72hrs medical advice yes no PT no heart 

KK 40Y M RT yes consoos ?? 24hrs 8 days yes 24hrs medical adivce yes no no no HBp& OM 

Ml 55y M RT yes consoos hommergic 24hrs 6days yes 48hrs medical advice yes no no no HBp&DM 

AY 50Y RT2nd yes consious ~chemic 24hrs 4 days yes medical advice yes no no no ? 

MA 55Y M 2nd/RT yes consoos hommergic 24hrs 5 days yes 72hrs medical advice yes no no no ? 

AN 40y M RT yes consious hommergid 24hrs 7 days yes 120hrs medical advice yes no no no ? 

SS SOY LI yes consious ischemic 24hrs 12 days yes 24hrs medical advice yes no no no 

MH SOY LT yes consious ~chmic 24hrs 3days yes 72hrs medical advice yes no no no ? 

AN 65y M LT yes consious ischemic 24hrs 5days yes 1 medical advice yes no PT no ? 

HG SOY F u yes consious ischemic 24hrs 18 days yes 72hrs medical advice yes no PT no ? 

II 65Y M LT yes consious ischemic 24hrs 7 days yes 120/irs medical advice yes no PT no ? 

WD 60Y Lt yes consious ischmic 24hrs Sdays yes 24hrs medical advice yes no no no 1 

MA 58Y M RT yes consious ischemic 24hrs 6days yes 72hrs medical advice yes no PT no ? 

HA 65Y M Lt yes consious ischemic 3hrs 3days ~ 96hrs medical advice yes no PT no HBp&DM 

Aaz 75 Y F RT2nd yes consious ischemic 5hrs 15 days yes 48hrs medical advice yes no PT no HBp&DM 

FM SOY F RT2nd yes consious ischemic 48hrs 7 days yes 72hrs medical advice yes no PT no heart 

JA 55Y RT 2nd yes consious ischemic2nd 6hras 4 days yes 36hrs Death yes no no no ? 

SpD:sppech difficulty; TB: time before admission;LH: length of hospital stay; GT-post A: CT scan post admission; 
MP: medical problem27/10/01 
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Appendix 6: SF-36 Quality of life assessment questionnaire 

U.K. 

SF-36 
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Appendix 6( continued) 

SF.31$ HEALTif SOOVEY 

--=.J 

• . 'IN$~ Thfll .wwy am IOr'ffM vliNls 8bcca ~ hQab. This~ wlt~p !teilptt&CIC 
ot1'QW~W !lndhowl#ill )l'Olien_.tooo)'OU"usualactt\lllkls. 

M/INt!ll (Hilff qugstioo by merkllg the llnlllWI' ISI lndlicGd. If )'W :SN Ul'IIUnl ~ how to ~ & 

~ ~ <,jw lhlil bwt EnllMir }()Ileen. 

1. fngQnlifl!f.wcddyou-,your~fs: 

Excdlant • • • . • • . • • . • • . . . • . . . . • . • • . . • • , . • • • . • . • • . . . . . . . • • • • . • 1 

Vwy~ ., . •••••• ..• .• , .• • ••• • •••.• •. ••• • •••• • •.•......••.. ~ 

Gooi, •..•.....•............• ;., . ...•..• . ..•... . ....•. • .... 3 

Fat •.••........•..•.•.... . . . . .....••... • . ... . ...•. . . ...... 4 

Poot •.....•.••••... . .• . ..• ..•.• • ..•..•• . ..•....• . , •.. •.. •.• l! 

2. c2f1Dll(jld 10 two monJis am bow WOllld. yoo . ._. )'O'ir ~lh m gnenil now? 

{~Gc,n~ 

MU!:h be«et':oow·dim two ma111hu1go• • · • · • · · • · · · · · • · · • • · · · · · · • · · • • • ' 

Som.eww better IIOII' lfilln two maadis tlgO • • • • • • • • • • • • • • • • • • • • • • • .'. • • 2 

About die smne as two momhs ogo ....... , • , , • • . ••. , • • . , ••...•.•••.. 3 

Somelif111t~~w~ two100lltfl.s~ ••••• ..•.•.• , •••• ••••. ••.••• 4 

MIich 'lrroae ll7W h two momhs tl80 • • • . • • • • • • • • • • • • • • • • • • • • . ..•••• s 
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Appendix 6(continued) 

a.. fhefob,irig.__areaboutactMIINywllllgtltdo~a ~ .o:sy. Doiia)'OY' twit ,m 
l:!:JI..SI Inn...~ If to. hoW ll'U:h? 

(clrdaone ~ on i1ll0h lk,ef 

Y-, Yea, No, Not 
ACT)YffllS IJdQd UlnilQd ~ 

A L.ot A UlUq AtAI la----------~---------
• < a. · ~ tlldrat ·nmln\,l; 1~ IIQEIW ~ ·" - .. · - • - · 2 - ·3· 

pel1'tlc~ rn ~ SJXX1I 1 

2 ~ 

c. UMlrJ °' ~ orocaa 1 .2 3 

d. ClmbfnO uwntl I~ cf smlli :2 3 

e. ~OMlllgltdltairs 2 3 

2 3 

1 2 3 

h. Wllldrlg<b:alfamllet 2 3 

l Welar,gooe~·yanls 2 3 

I 2 3 

4. Ou,wigths QQlt 4 Wtil!J. hclw )'OIi h!id -,a Iha~ ~wilt! yoor 'M;lfk orCl!hw r~ 
daly.~ Al 0. r9Wf cl)IOlJ phyaletj bnlb? 

a. a. dOWn en~ amount Of tkM )'0118{.lQClt on wc,1c c:r 
~6clllliill 

b. ~Wlacl IMa ltaan )'OIi WOdd ll<G 

c. 'Mifw lrnllid In lit»'lllad .c., w:inc C# a,-~ 

d Had.....,. perbmlllQ IM~ f:I ~ acMkis {b' 
~ltlrdciOdl-aibl) 

{cn:le one numbir on Q!ICh t~ 

YES NO 

1 2 

1 2 
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Appendix 6 (continued) 

5. During the past 4 weeks, have you had any of the following problems with your work or other regular 

daily activities as a result of any ·emotional problems (such as feeling depressed or anxious)? 

(circle one number on each line) 

. YES NO 

a. Cut down the amount of time you spent on work or other activities 1 2 

b. Accomplished less than you would like 1 2 

c. Didn't do work or other activities as carefully as usual 1 2 

6. During the past 4 weeks, to what extent has your physical health or emotional problems interfered with 

your normal social activities with family, friends, . neighbors, or groups? 
(circle one) 

Not at all . . . . ..... . . . .... . . ........ . .... . . . ..... .. .. . .. . . ... 1 

Slightly ...... . .. ... . . ...... . . ..... . . .. ... .. .. . .... . . . ... . .. . 2 

Moderately .. . . .. .. . • .. .. . ... . . .. . ..... . .. .. .... .. . . . . .. . ... . 3 

Quite a bit .... .. .. . . .. . . ......... .. ... ... ..... .. . ... . .... . .. 4 

Extremely .... . .. .. . .. . .. . . .. . . . ... .. ... .. ... . . .. ...... ... . . . 5 

7. How much bodily oain have you had during the past 4 weeks? 

(circle one) 

None . ..... . . . .. . . .. .... . .. .. . ... . ... .. .. . . . .. . .. . . .. . .. . . . 1 

Very mild ..... . .. . . . . . . .. . ...... . . . . ... .. ... ... . . . ..... . . ... 2 

Mild ...... ..... . . . . . , .. .. . . .. . . .. . .. . .. ... ... . .. . . .... . .. .. 3 

Moderate . . ... .... .. . , . .... . . . . . . ... . ... . . . . ... .. . . .. .. . . ... 4 

Severe .. . . ..... . . .. . . . ... . . . . .. . . ... . .... . . . ... . . . . . . . . .. . .. 5 

Very severe . . .. •. .. . . . . . . .. . . . .. .. .. . .. ..• . .. . . .. . . . ... . . .. . 6 

3 
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Appendix 6(continued) 

1 o. During the past 4 weeks. how much of the time has your physical health or emotional problems 

interfered with your social activities Qike visiting with friends. relatives. etc.)? 

(circle one) 

All of the time ... .. .. .. . . . . .. . . '. . . · ..... .... . . ......... . . . .. .. . 1 

Most of the time . . . . • . . ... .. . ... . .. • . ... . . .. . .. . . . ... . .... .. .. 2 

Some of the lime .. .......... . ...... .... . . . . ... . . . . ... ... .. ... 3 

A little of the time ... ... .... .. ... .. .. .... . . ... . . . .. . . . .... . .... 4 

None of the time . .. . . . .. . . .. .. . .. . .. .......... . .. .. .. . . . . . .. . . 5 

11 . How TRUE or FALSE is each of the following statements for you? 

(circle one number on each line) 

Definitely Mostly Don't Mostly Definitely 
True True Know False False 

a. I seem to get sick a little easier than 1 2 3 4 5 
other people 

b. I am as healthy as anybody I know 1 2 3 4 5 

c. I expect my health to get worse 1 2 3 4 5 

d. My health is excellent 1 2 3 4 5 
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Appendix?: Permission to use the SF-36 

Health Assessment Lab 

3 March, 2000 

Saleh Oraibi, PhD Research Student 

University of Brighton 
Clinical research unit for healthcare profession 

Eastbourne, East Sussex BN20 7 UR 
UNITED KINGDOM 

Regarding your project: Home based rehab with stroke. 

Dear Mr./Ms. Oraibi : 

I am happy to grant you permission to use and reproduce the International Quality of Life 

Assessment (IQOLA) Project UK English translation of the SF-36® Health Survey, subject to 

the following terms and conditions. 

Permission to use the translations is granted royalty-free for individual research and institutional 

non-commercial use. This permission does not extend to reproduction or transmission of the 

instrument(s) , scoring algorithms and/or normative data on a computer network, Intranet, or 

Internet server. It al.so does not extend to those wishing to re-sell , sub license, or otherwise 

distribute the SF-12® or SF-36® survey forms or scoring algorithms as part of their product or 

service offerings (whether or not a fee is charged). Such use requires a special license, and 

interested parties should write iqola@sf-36.eom for more information. 

This 'permission to use' is for the UK English version only. Information and permission to use 

the U.S. English version -of the SF-12® and SF-36® can be obtained from QualityMetric, Inc. 

Please direct your inquiries to info@qmetric,com. We have added you to the IQOLA mailing 

list. 

John E. Ware, Jr., Ph.D. 
Executive Director, Health Assessment Lab 

President and Chief Executive Officer 

QualityMetric, Inc. 

Research Professor of Psychiatry 
Tufts University School of Medicine 

Adjunct Professor of Health and Social Sehavior 

Harvard University School of Public Health 

750 Washington Street• #345 • Boston, MA 02111 • Tel: 617.636,8645 • Fax: 617.636:tiz:z:!l 

268 





Appendix 8: 

Oraibi Saleh 

From: 
Sent: 
To: 
Subject: 

Permission to translate the SF-36 

John Ware [pgagnon@qmetric.com] 
Thursday, February 17, 2000 3:56 PM 
s.oraibi@bton.ac .. uk 

· Permission to Use 

Thursday, February 17, 2000 

Saleh Oraibi, PhD 
Research Student 
University of Brighton 
Research unit for healthcare professions 
Aldro-Building 
Eastbourne, Eastsussex BN20 7 UR 
United Kingdom 

Regarding your project: home-based rehabilitation for stroke patients 
at home 

Dear Saleh: 

I am happy to grant you permission to use and reproduce the U.S. English 
versions of the SF-12 or SF-36 Health Surveys, subject to the following 
terms and conditions. 

Permission to use the U.S. English versions of the SF-36 and SF-12 is 
granted royalty free for individual research and institutional non-commercial 
use. This permission does not extend to reproduction or transmission 
of the instrument(s), scoring algorithm(s), and/or normative data on a 
computer network, Intranet, or Internet server. It also does not extend 
to those wishing to re-sell, sub license, or otherwise distribute the 
survey forms or scoring algorithms as part of their product or service 
offerings (whether or not a fee is charged). Such use requires a special 
license, and interested parties should write license@qmetric.com for more 
information . 
This 'permission to use' is for the U.S. English version only. lnfol'!Tlation 
and permission to use the non-U.S. English translations of the SF-36 and 
SF-12 can beobtained from the International Quality of Life Assessment 
(IQOLA) project. Please direct your inquiries to iqola@sf-36.com. 

We have added you to our mailing list and will also forward your name 
and address to the Medical Outcomes Trust (MOT). We encourage you to 
become an MOT member. 

Sincerely, 

John E. Ware, Jr. , Ph.D. 
President and Chief Executive Officer 
QualityMetric, Inc. 

Executive Director, Health Assessment Lab 

Research Professor of Psychiatry 
Tufts University School of Medicine 

Adjunct Professor of Health and Social Behavior 
Harvard University School of Public Health 
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Appendix 9: Procedure for translating the SF-36 into another language 

International Quality of Life Assessment (IQOLA) Project 
SF-36 Translation Procedure 

Pre$ented below is the SF-36 translation procedure, May 1992 revision . Please 

consider-this information as 9onfidential. Researchers in countries other than the 14 

officially-sponsored IQOL.A Project countries may choose not to do some optional steps 

in the translation procedure; optional steps are discussed within the protocol. Please 

contact HAL if there are any questions about this process. 

I. Forward Translation 

A. Items 

Items of the SF-36 US version will be translated by two independent translators 

who have experience in questionnaire translation but are not familiar with the SF-36 

(translators 1 and 2, native speakers of the foreign language) . Emphasis will be placed 

on conceptual rather than literal equivalence. Choice of wording and phraseology 

should be compatible with a reading level of age 14. (Note: while the original IQOLA 

Protocol used a reading level of age 14, this may not be appropriate in all countries, 

depending on the literacy of the population) . The two resulting forward translated 

versions will be compared by the translators and the scientific leader. They will 

develop one agreed-upon forward translation of the items. 

B. Response Choices 

Response choices of the SF-36 US version will be translated by two 

independent translators (translators 1 and 2), establishing a list of all possible 
response choices, with the final aim of selecting response choices which are equally 

distanced (see Step 2) and linguistically and culturally appropriate. Emphasis should 

be placed on conceptual equivalence, and translated response choices should be 

compatible with a reading level of age 14 (or a country-appropriate age), as described 

in Section I.A. 

C. Reference Group 

Use of a reference group or lay panel may be necessary when consensus can 

not be reached or to elicit expressions more likely to convey the concept under study 

(e.g., moderate activities such as bowling or playing golf in the U.S. version becomes 

moderate activities such as strolling, gardening, or picking berries in the Swedish 

version). 

CONFIDENTIAL 
Do Not Quote, Reproduce or Distribute IQOLA Trans I at ion Procedure - May 1992 
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Appendix 9 (continued) 

II. Selection of Response Choices 

The scientific leader will determine the end points, or anchors, of each response 
continuum (such as "excellent" and "poor") . Then a survey of native speakers will be 
used to position all possible remaining response choices on a 100 mm LASA scale. v 
Response choices that represent approximately equal intervals, and are linguistically 
and culturally appropriate, will be selected by the scientific leader for the forward 
translation. Because the response choices for Items 1 and 7 are not equidistant in the 
U.S. version, the distances that are described in "How to Score the SF-36 Health 
Survey" should be used in selecting the translation of these response choices. 

Non-lQOLA Project researchers may wish to bypass this step and use the 
procedure outlined in Step IA to translate the response choices. Please contact Health 
Assessment Lab for more information if you want to do Step II. 

Ill. Rating of the Forward Translation 

A. Rating of Difficulty 

Two translators (translators 1 and 2) will rate the difficulty of the translation 
process for the items and selected response choices. Non-lQOLA Project researchers 
may wish to bypass this step. Please contact HAL if you want to do this step. 

B. Rating of Quality 

Two external translators (translators 3 and 4, native speakers of the foreign 
language, or else bicultural experts with no previous knowledge of the SF-36) will rate 
the. quality of the one agreed-upon forward translated version. Recruitment criteria for 
the raters are not as strict as the criteria for translators 1 and 2; colleagues of scientific 
team leaders can be chosen for this step. These ratings will be used as a screening 
tool. The quality ratings will include: a) clarity; b) common language use; and c) 
conceptual equivalence (i.e., does the translation capture the concept measured in the 
original US-English version?). In addition, a dichotomous yes/no rating of acceptability 
will be given by the raters. If a translated item or response choice is unacceptable, an 
alternative translation will be proposed by the raters. 

Please contact HAL if you choose to do formal quality ratings. At a minimum, we 
encourage researchers to ask additional bilinguals to review the translation, if formal 
quality ratings are not conducted. 

IV. Reconciliation of Problematic Items or Response Choices 

Forward translated items or response choices that do not meet the quality 
criteria will reenter the translation process until a satisfying version is found. The 
reconciled forward translated version will then enter the following steps. 

CONFIDENTIAL 
Do Not Quote. Reproduce or Distribute IQOLA Translation Procedure• May 1992 
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Appendix 9 (continued) 

V. Backward Translation 

Two independent translators (translators 5 and 6, native speakers of English) 
will backward translate the agreed-upon forward translated version into English. This 
will result in two backward translated versions of the SF-36, which should be compared 
to the original US-English Vf!rsion for conceptual equivalence. 

VI. Rating of the Backward Translations 

The US team will rate the equivalence of the two backward translated versions 
with the original US version. Equivalence ratings of the backward translated versions 
will be performed according to the following criteria: a) conceptual equivalence; and b) 
equivalence in measuring severity or frequency of the concept. In addition, a 
dichotomous yes/no rating of acceptabil ity will be given by the raters. Please contact 
HAL at this step, to arrange for HAL to review the backward translations. 

VII. Reconciliation of Problematic Items and Response Choices 

Items or response choices that are not considered to be equivalent will reenter 
the translation process, until a suitable translation is found or there is recognition of the 
existence of an irreducible cultural gap. 

VIII. Common Backward Translation 

For documentation purposes, a common backward translated version will be 
found by translators 5 and 6, with aid from the US team. This step does not need to be 
completed by non-lQOLA researchers. 

IX. Final Version and Small Pilot Study 

When all backward translated items and response choices are rated equivalent 
to the SF-36 US version, the underlying forward translated items and response choices 
will constitute the final forward translated version of the SF-36. The translation 
procedure and rating results will be documented. 

The final forward translated version will be given to a group of 50 individuals 
differing in their sociodemographic and clinical status, to test face validity and 
administrative feasibility. These individuals will undergo supervised self-administration 
and will be asked standardized questions about the form, including length of time to 
complete , questions that respondents found confusing or upsetting, and general 
comments (see attachment) . 

CONFIDENTIAL 
Do Not Quote, Reproduce or Distribute IQOIA Translation Procedure- May 1992 
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Appendix 10: 

Otrect lino 

Letters seeking and granting access to Al-basher Hospital 

01273 643766 

............... 
Director of the Al-Bashir hospital 
Ministry of Health 
Al-Bashir Hospital 
Amman 
Jordan 

24 July 2000 

Dear Sir 

Aotwt Dodd Builang 

4i0Wle')I Aoeo 

E•5tboomt 8N2'a 7l~ 
tei~01273643647 

fl!lli 0 12138439<i( 

Climcal Resaarch Unit 

for He•lthcare Professions 

ProMt;JIY Mn M00<• FIN) GraaOq.,Prty,. 

FCSP ll,pl'l' C.OEo MW,,CP 

Oi,rMCt()J g4 °"'' 

This is to confirm that Mr Saleh Oraibl ls registered with the University of Brighton in the United 
Kingdom for a PhD programme of work entitled. Community rehabilitation for stroke pafients in 
Jordan. 

As part of the study Mr Oraibi is intending to collect demographic data concerning stroke victims 
in Jordan and ii is intended that this demographic data will be collected from patient records. 
This data collection will occur between November 2000 and January 2001 . 

I would be very grateful if you could give him as much assistance as necessary to enable him to 
complete his data collection. 

If you have any queries regarding the project, please do not hesitate to contact me as Head of 
the Clinical Research Centre for Healthcare Professions at the University of Brighton at the 
above address. Mr Oraibi's supervisory team includes Dr Lesley Dawson as Director of Studies, 
myself as Head of the Clinical Research Centre and Professor of Physiotherapy and Mrs Sue 
Balloch, Reader in Health and Social Care, University of Brighton. 

Yours sincerely 

Professor Ann Moore. PhD, GradDipPhys, FCSP, DipTP, CertEd, MMACP 
Head of Clinical Research Unit for Healthcare Professions 
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Appendix 10 (continued) 

Or. Zi11d Sbelh 
ConsuUant in l'!tysical Medicine & Rchnbilitation 

Sp;mish &. Jorwni>m hoard of phy~ical and ,ncditinc 81. Rchabili1ation 
Dir~~1or, Spcci~li.i of ph)·si<.:<11 medicine&. 1d14bilitation - MOl-f 

Da1c: Amman 7•1 l-2000 
No.: 

Prof. Ann Moore 
Head of clinical Research cen1cr for Healthcare professions. 

Dear Sir; 
In Response to your kind letter dated 26 October concerning the research 
project of our friend Mr. Oraibi, J would like 10 inform you that we arc 
ready to provide Mr. Oraibi with all needed requirement, and facilities to 
perfonn his project as planned. 
T would like also to thank you .for your support given for our co-worker 
Mr.Oraibi , whom we look forward to sec in our team with his new degree 
and skills. 
Yours sincerely 
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Appendix 11: Letter sent to Jordanian physiotherapy Society and 

Jordanian Occupational Therapy Society seeking access to therapists 

(translated from the original Arabic) 

Dear Colleagues 

Greetings 

As part ofmy PhD study I am required to conduct a research project on community 
care for stroke patients in Jordan. 

The aim of this study is to explore therapists'; stroke patients' and carers' 
perceptions of the care of stroke patients in the community. 

We hope the findings of this study will help to improve the care services for stroke 

patients and their families in Jordan. 

I would appreciate it if you could provide me with a list of therapists who work with 
stroke patients in their homes or in the community. 
Thank you very much for you. Help. 

Saleh Oraibi 
Al- Hasmite University 
Zarka 13133, PO box 33011 
Zarka 
Telephone 535 4623 
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Appendix 12: Therapist' information sheet 
(translated from the original Arabic) 

Stroke Patients in the Community in Jordan 

Dear 

We invite you to participate in a research project, which we believe to be potentially 

important. 
The aim of the study is to explore the perceptions and experiences of Jordanian 

therapists working with stroke patients and their families and their understanding of 

carers' problems. The study is part of a larger study aiming to find a way to improve 

care services for stroke patients who li8ve in the community. 

The interview, which includes other physiotherapists and occupational therapists, 

will take approximately one hour and will be tape recorder. We hope you will take a 
full part in the discussion. 

The interview will take place in the offices of the Jordanian Physiotherapy Society at 

a time to be arranged. 

Please feel free to contact me if you have any questions about the study or the 
interview process. 

Saleh Oraibi 
Al- Hasmite University 
Zarka 13133, PO box 33011 
Zarka 
Telephone 535 4623 
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Appendix 13: 
pilot study 

letter granting ethical approval for the United Kingdom 

30May2000 

MrSOraibi 

EAST SUSSEX, BRIGHTON AND HOVE , 
----- Health Authority-----

Our ref: (E) 00/14 

Direct line: 01273 403540 
PhD Research Student Fax: 01273 403505 
Clinical Research Unit for Healthcare Professions 
University of Brighton 

Minicom: 01273 403590 
E-mail:kerryl@esbhhealth.cix.co.uk 

49 Darley Road 
EASTBOURNE 
BN207UR 

Dear Mr Oraibi 

Study title: Home Based Rehabilitation for Stroke Patients in Eastbourne 

As you know, the above study was re-reviewed by the Eastbourne Local Research Ethics 
Committee, under their Chairman, Mrs Mailer-Howat, at the meeting on 26 May 2000. 

I would like to thank you and your supervisor, on behalf of the Committee, for attending the 
meeting and answering the questions that were raised by the members. 

Following the detail explanation that you both provided the Committee were happy to 
approve the study. 

It would be appreciated if, on its conclusion, you c~uld supply a briefreport to the Committee 
of your findings and conclusions. 

Yours sincerely 

UM-o~h. v~ l-
Kerry Longhurst (Mrs) 
Ethics Committee Administrator 

36-38 Friars Walk, Lewes, East Sussex BN7 2PB 
Telephone.- 01273 485300 Fax - 01273 485400 DX 121571 Lewes 6 

email: nhs@esbhhealth.cix.co.uk · 
Minicom: 01273 403590 

Chief Executive - Alan Bedford Chairman • John Lewis OBE, DL 

fi!lrn 
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Appendix 14: Methodology and data analysis of the United Kingdom pilot 

study 

Semi structured interview approach: 

A semi-structured interview approach was used to collect data in this study. A semi

structured interview is defined as a close structure of open-ended questions that 

allows for focused, conversational, two-way communication (Britten, 1995). 

Additionally, the semi structured interview draws on ethnographic traditions in 

which the interviewer enters the interview with lists of issues to be covered rather 

than predetermined questions (Carpenter, 2000). The purpose of using semi

structured interviews is to explore the respondent's perceptions relevant to specific 

issues (Banister, et al. 1994). The open ended questions of the semi structured 

interview facilitate the production of highly descriptive data and offers the 

opportunity for the researcher from time to time to ask probing questions (Hammell, 

et al., 2000). 

Several researchers have discussed the advantages of the semi structured interview; 

the method allows the respondents maximal opportunity to tell their stories (Brenner 

et al.1985), allows greater flexibility of coverage and it tends to describe values, and 

meaning related to the participants and their lived experience (Plummer, 1995). 

Semi structure interview based methods may have advantages over the structured 

based interview methods; in semi structured interviews the participants express their 

views in their own words so that less bias can occur through interpretation (Britten, 

1995) where as in structured interviews the respondents answer questions in terms of 

the researcher's pre-determined agenda. 

However, other researchers have pointed out some disadvantages of the semi 

structured interview for example it reduces the control of the researcher over the 

situation, so that not all the same information is collected from all the respondents 

(Brenner, et al. 1985). Additionally, it takes longer to conduct the analysis (Robson, 

1993; Polgar and Thomas, 1995). 
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There are various methods of qualitative data collection including semi-structured 

interviews. The reasons behind choosing appropriate methods for a study depend on 

the nature, aim and design of the study (Polgar and Thomas, 1995). 

Inclusion criteria: 

Participants were included in this study if they had experienced a stroke for the first 

time, their age was <75 years on the day of inclusion in the study, they resided with 

their family after being discharged from hospital and agreed to participate in the 

study. The information related to stroke occurrence was gained from the patients' 

medical records and confirmed by participants prior to the interviews. The range of 

< 7 5 years age was felt to be appropriate to the Jordanian population since the life 

expectancy for the whole population in Jordan is less than 75 years old. Participants 

who did not consent to participate or did not meet the inclusion criteria were 

excluded from the study. 

Ethics considerations: 

Ethics approval was given by East Sussex, Brighton and Hove Health Authority 

Research Ethics Committees (see appendix13). All participants were asked to sign a 

consent form after an explanation of the aims and procedures of the study. All 

participants were verbally advised that if the interview or questions caused any 

distress, they could withdraw at any time with out prejudice. 

Participant recruitment 

In qualitative research the recruitment process may be complex (Stanton, 2000). In 

this study the participant's recruitment was a multifaceted process, the researcher 

located the recruitment site, obtained site approval, and overcame any recruitment 

obstacles. 

Locating the recruitment site and gaining site approval 

Following visits to field sites dealing with stroke patients in the UK the researcher 

made the decision to conduct an exploratory pilot study in the Eastbourne area. 

Since the researcher was located in Eastbourne and the aim of the pilot study was to 

inform the fieldwork in a larger study in Jordan selecting the Eastbourne area for the 

exploratory study was for convenience. The researcher visited All Saint's Hospitals, 
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Physiotherapy Department, Occupational therapy Department, Day centre and the 

Eastbourne stroke community team. Other visits were made to the Eastbourne 

District General Hospital (DGH). These visits were made to meet with therapists 

and other health professionals who were working with stroke patients in these 

settings in order to identify potential participants for the pilot study. A working 

relationship with the therapists and health professionals was built up during these 

field visits, which took place at an early stage. The therapists identified potential 

participants and provided baseline health information for each patient such as name, 

age and type of stroke occurrence. It has been suggested that physiotherapists and 

occupational therapists who work in rehabilitation settings are the ideal professionals 

to identify potential participants in stroke related studies (Stanton, 2000). In this 

study three volunteers were chosen as contact persons from three rehabilitation sites 

in Eastbourne. These volunteers were occupational therapists from the Eastbourne 

community support group, one physiotherapist from the physiotherapy outpatient 

department at DGH and one nurse. Studies have also shown that nurses are also 

ideal for identifying potential participants in stroke research. The researcher met and 

provided each contact person with information related to inclusion criteria and the 

study design. Then the contact person at each site provided the researcher with a list 

of potential participants. 

Overcoming recruitment obstacles 

During the field visits to the rehabilitation sites in the UK it was obvious that there 

were no shortages of people who had suffered a stroke. Initially, the process of 

identifying potential participants was slower than anticipated. One possible 

explanation could have been that the main role of the contact person at each site was 

to provide therapeutic services for their patients and they were overloaded with their 

own work, consequently, the identification of the potential participants may not have 

been their priority. To accelerate the process of identifying potential participants by 

therapists, the researcher increased the number of site visits and made telephone 

follow-ups calls to the volunteer therapists. This arrangement was by agreement 

with the therapists. 
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Participants selection 

Purposive sampling was used (Lunsford and Lunsford, 1995), where the 

characteristics of stroke patients who fulfilled the inclusion criteria of the study were 

identified and they were then selected for the study. The researcher selected patients 

who were able to share their life experiences following discharge from hospital. 

Eighteen stroke patients and their family carers were identified, then letters were sent 

to invite them to participate in the study. Stamped addressed envelopes were 

enclosed. Out of 18 patients and their carers, 13 patients and 12 carers who were 

willing to participate in the study replied. 

However, out of 13 patients and 12 carers only nine patients and eight carers actually 

participated in the study. Two patients had no family carer, one patient was 

readmitted to hospital and one travelled abroad. In terms of carers' participation, it 

was not possible to arrange a suitable time for two carers and two carers declined to 

participate. Letters were also sent to the patients' general practitioners to inform 

them about their patients' participation to the study. This was a requirement of the 

local ethics committee. Telephone calls then were made to arrange a time and place 

for the interviews. The participants were all British citizens and were living in the 

Eastbourne County area. The interviews took place either in All Saint Hospital day 

centre or at the patients' homes. Participants were allowed to choose the interview 

location. 

Developing interview topic guide 

Two-interview topic guides were developed one for patients and for carers. 

Interview topic guides guarantee consistency across interviews (Drover, 1995). 

The interview topic guide aimed to explore stroke patients' and their family carers' 

experiences following discharge from hospital and to allow participants to describe 

their own life and how they coped after suffering a stroke. This was to enable the 

themes to be elicited that were related to experiences that are important to the 

participants concerning the support they received in their community. The literature 

review related to stroke patients and their family carers who live in the community, 

the professional experiences of the researcher and the information gained from the 
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field visits helped in the development of the interview topic guide. Great care was 

taken to ensure that the format and words chosen for the topic guide were relevant to 

patients and their carers' experiences in the community. 

Initially, the interview topic guides were developed as a requirement for the ethics 

committee approval. The interview topic guide was piloted with three participants, 

two patients and one carer and the data from these interviews were transcribed. Then 

the researcher checked the transcripts and found that participants talked about issues 

related to their life experiences in the community such as the relationship between 

patients and their family carers and coping strategies. Consequently, these categories 

were included in the interview guide and subsequently raised with all participants. 

Setting up the interview 

All the interview appointments were set up by the researcher. The participants 

decided on the time and the interview setting. The interviews took place either at 

participants' homes or at the day centre. The stroke patients and their family carers 

were interviewed separately so that one respondent would not be inhibited by the 

presence of the other, particularly as some responses might involve comments 

relating to the other party (Dowswell et al, 1995). The participants identified who 

would be interviewed first and at their homes they identified where each interview 

would be held. Demographic data was collected from each participant before the 

interview. This demographic data included information such as age, side of stroke, 

gender etc. 

All the interviews were carried out by the researcher (SO) and each interview lasted 

between 60-90 minutes. During the interviews, confidentiality was ensured by 

preventing other people from listening to the interviews. In the case of day centre, a 

notice was replaced on the door to prevent interruption to the interviews. At home 

the interviews took place behind closed doors. The interview sessions began with the 

researcher saying, "What I am interested in is how you have managed since being 

discharged from hospital". Probes were used to encourage participants to talk about 

their experiences or to cleared up misunderstood words or phrases for example the 
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researcher used probes such as " could you tell me more?" or "what you mean by so 

and so". 

Recording data in the interviews 

It has been proposed that tape recordings help to record participants' experience 

efficiently and precisely (Stuton, 2000). Additionally, the advantages of using audio 

recording is that full transcripts of the interviews are accessible to independent 

analysis (Polgar and Thomas, 1995). However, a number of researchers have 

suggested some disadvantages of tape recordings for example, they could be 

intrusive and the tape recorder can malfunction leading to a lost of data (Creswell, 

Polgar and Thomas, 1995; 1994). In order to minimise the disadvantages of using 

tape recorder the researcher checked the recorder prior to each interview. 

Additionally, a mini tape recorder was used for back up that would have completed 

the interviews in the event of tape recorder failure. 

Data analysis 

There are various approaches to qualitative data analysis and the choice of data 

analysis approach of a particular study, depends on the nature and purpose of that 

study (Harris, 1990). 

Since the ethnographic approach was the qualitative approach used in this study and 

the nature of the data collected was descriptive and included the words of the stroke 

patients' and their family carers' experiences and ideas relating to their experiences 

in the community. A thematic content analysis approach was used (Burnard, 1991). 

The thematic content analysis is often used in ethnographic data analysis in order to 

maintain the richness of qualitative data (Berg, 1995). The process of thematic 

content analysis data usually involves reading transcripts, identifying categories and 

themes and incorporating them into the next sage of data collection (Jongbloed, 

2000). 

In this study the following process of thematic content analysis was used: 

• Careful checking, reading and correction of the transcripts was carried out 
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• The initial analysis began with a review of a few transcripts, this helped to gain 

an overall sense of the data 

• The transcripts were reviewed multiple times and a systematic coding of the 

transcripts led to the development of a number of categories and concepts 

• The identified categories across transcripts were integrated and grouped under 

common themes which represented the meanings of these categories 

For verification and to ensure truthfulness and consistency and to guard against 

researcher bias (Burnard, 1991) the following steps were carried out: 

♦ Two randomly selected interviews and their cassette tapes were reviewed for 

language accuracy and content by an independent researcher (LD). Corrections 

were made accordingly. 

♦ Four randomly selected interview transcripts were sent to two independent 

researchers (LD and FJ) who had experience of qualitative research, for review. 

LD was experienced in qualitative research methodology and FJ had experience 

both in qualitative research methodology and in community stroke rehabilitation. 

They were invited to generate categories and themes independently without 

seeing the researcher's generalised categories and theme lists. 

♦ A meeting then was held with LD and FJ separately and the lists of categories 

and themes were discussed and adjustments were made as necessary. 

♦ Four respondents (two patients and two carers) were selected to check the 

appropriateness of themes and categories identified by the researcher, they were 

asked if the quotations fitted the categories which emerged from their interviews. 

This allowed for a check on the content validity of categories (Burnard, 1991 ). 

However, one patient did not agree that the themes reflected what he had said 

about his wife in the interview. Subsequently, when the patient listened to the 

tape recording he acknowledged that the categories were a true reflection of the 

comments he had made about his wife. 

Development of categories and themes from data 

The themes and categories in this study emerged from the interview transcripts of 

stroke patients and their family carers in relation to their experiences in the 
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community. Initially, the researcher identified concepts from each transcript and 

coded them. Then these concepts were developed into categories and then, similar 

categories were then integrated into themes. The researcher gave meaning and 

names to each concept, category and theme. The professional experience of the 

researcher and familiarity with the literature relating to stroke patients who live in the 

community helped to formulate the meanings of the themes and categories. In 

addition, the researcher consulted an expert in the field of community stroke 

rehabilitation ( F.J) regarding the themes and their meanings. Furthermore, at each 

stage of the development of categories and themes the researcher revisited the raw 

data in order to confirm that the themes matched what the participants had reported 

in their interviews (Strauss and Corbin, 1990). 
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Appendix 15: Patient information sheet (translated from the original 
Arabic) 

Stroke Patients in the Community in Jordan 
Invitation to participate in a research project 

Dear 

We invite you to participate in a research project, which we believe to be of potential 

importance. The findings may help in evaluating and improving the rehabilitation 
programmes for stroke patients in the future. In addition, this pilot study aims to lay 

a foundation for a larger study to be carried out with stroke patients in Jordan. 

In order to help you understand what the research is about, we are providing you 

with the following information: 

Be sure to ask any questions you may have about the information, which follows . 
We will do our best to explain and to provide any further information you may want. 

The study will be carried out in your home at a time to suit you. 

During the interview, you will be asked questions relating to your physical, 

psychological and emotional well being. 

The interview will take approximately one hour and if at any time you fell tired and 

do not want to answer any more questions, you may stop the interview. 

You are free not to participate and may withdraw from the study at any time. This 

will not affect the ordinary course of any treatment you may be receiving. 

If at any time you are concerned about your participation in the study and you wish 

further information, please contact: 

Saleh Oraibi 
Al-Hashmite University 
Zarka 13133, PO Box 330112 
Zarka 

Telephone 535 4623 
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Appendix 16: Patient consent form (translated from the original Arabic) 

Stroke Patients in the Community in Jordan 

Please tick the appropriate answer: 

Have you read the Patients Information Sheet? 
NO 

Have you received enough information about the study? 
NO 

Have you had an opportunity to ask questions and discuss 

YES 

YES 

this study? YES NO 

Do you understand that your personal involvement and 
the information you give will remain strictly confidential? YES 

NO 

Do you understand that only the investigator of this 
study will have access to this information? 

Do you understand that you are free to withdraw from the 

YES NO 

study at any time without giving a reason for withdrawing? YES NO 

Do you understand that your withdrawing form the study 
will not affect your treatment? YES 

NO 

Do you agree to take part in this study? YES 
NO 

Signed by patient: Date: 

Name in block letters: 

Signed by investigator: Date 

Name in block letters: 
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Appendix 17: Carers' information sheet (translated form the original 
Arabic) 

Stroke Patients in the Community in Jordan 

The purpose of the project is to try to find our more about carers' experiences of 
caring for stroke patients after they are discharged from hospital. It is hoped that this 

project will help to tell us what patients want from community services and what 

support may be necessary for them. This may help to improve services/facilities/care 

for stroke patients in the future. 

You will be asked a series of questions related to your experience of caring for a 

stroke patient in after discharge from hospital. 

The investigator involved in this study is a qualified physiotherapist with has many 
years' experience of working with stroke patients. 

All the information you provide will be treated confidentially. 

If at any time you feel tired and do not want to answer questions you may stop the 

interview. 

If you wish any further information please contact: 

Saleh Oraibi 
Al-Hashmite University 
Zarka 13133, PO box 330112 
Zarka 

Telephone 535 4623 
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Appendix 18: Carers' consent form (translated from original Arabic) 

Stroke Patients in the Community in Jordan 

I have read the carer' information sheet. I have had the opportunity to ask questions 

and discuss the study. The investigator has explained the nature and purpose of the 

study. In understand that the whole process will take approximately one hour. 

I understand that my personal involvement and the information I give during this 

study will remain strictly confidential and that only the investigator of this study will 

have access to this information. 

I understand that I am free to withdraw from this study at any time without having to 

give a reason for withdrawing. 

I hereby fully and freely consent to participate in this study, which has been fully 

explained to me. 

Signed by carer: Date 

Name in block letters: 

Signed by the investigator: Date 

Name in block letters: 
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Appendix 19 

Prompt: 
hospital 

interview schedule for stoke patients 

( translated from the original Arabic) 

Stroke Patients in the Community in Jordan 

questions to investigate patients' experience after discharge from 

Whether they use community resources such as 
rehabilitation services (PT, OT, SLT, nurses, etc) 
social clubs 
involvement with community support team 
day care centres 
social support 

Whether they are living alone or with a family member (spouse, children, others) 

Nature/amount of support and help needed 
nature/and amount of help (eg ADL, mobility, shopping) 
ease of contacting community support staff 
need for help with transport 
relationship with home carers 
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Appendix 20: Interview schedule for family carers 
(translated from the original Arabic) 

Prompt questions to investigate the carer's 
experience of coping for stroke patients after 
discharge from hospitals will include: 

• The carers involvement in discharge planning. 

• Do the carers have difficulties coping with 
stroke patients' needs. 

• Do the carers receiving training or counselling 
by therapists before discharging. 

• Does the carer think that the support available in 
the community is at an appropriate level. 

• How does the carer view the relationship with 
patients. 

• What does the carer think of the use of 
community resources. 

• Any further comments or suggestion on 
community support. 

Questions to be asked: 
I 
After you introduce yourself and thank the subjects for their participation the asked 
I am interested in your involvement and how you cope so far with stroke person 

around you? 
Do you have enough information about stroke and how to cope with the stroke 

person? Or do you overwhelmed by the volume of information and practical 

arrangements that you have to deal with? 
Did you mange to organise support to your self as well as for the person who has had 

stroke? 
If you use any of the support groups in the community, how do you find it? What 

you feel good about it? What they offer? 
How much did you involve in decisions concerning help and support for the person 

you care for? 
How did you know about the support group in the community? With whom you get 

most help and support in the community? 
Do you have difficulty coping with stroke patients personality for example it seems 

sometimes seem that the person who has stroke is not making any efforts or being 
deliberately awkward, these symptoms can make some one seem lazy or stubborn 

when they are not. 
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Appendix 20 (continued) 

Did you involve in meetings with therapists and did you involve in discussion etc etc. 

Did you have any training or instructions about how to handle and move the person 

you care for. 
How did you cope with house domestic things as cooking, shopping, and housework 

managing family finances? 
Did any one help you with your isolation? 
Did you have any support or help from other carers? 
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Appendix 21: Sample CT scan report 
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Appendix22: Characteristics of stroke survivors 

Patient's initials Age (years) gender Time Number of 
post stroke (weeks) other people 

living in the 
survivor's home 

AB 72 M 8 10 
SA 69 F 6 6 
MT 35 F 4 8 
AN 49 M 12 4 
FA 55 M 16 12 
MKH 63 M 14 8 
SB 74 M 23 5 
MD 47 F 21 6 
FA 68 M 19 4 
NM 70 F 12 3 
SH 65 M 8 7 
ND 67 M 6 8 
ST 73 F 12 9 
AK 48 M 14 3 
AM 53 F 15 1 
YA 71 M 13 3 
NM 61 F 12 5 
SK 58 M 7 6 
Mean 61 12.33 6 
SD 11.06 5.29 2.83 
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Appendix 23: Characteristics of carers 

Carer's Age Gender Relationship to Employment 
initials (years) survivor status 

NB 21 F Daughter Unemployed 
MA 18 F Daughter Student 
ST 35 F Sister Housewife 
LN 23 F Sister-in-law Housewife 
SA 27 F Daughter Unemployed 
KKH 28 F Daughter Unemployed 
AB 38 F Wife Housewife 
RD 45 F Wife Housewife 
SA 55 F Wife Housewife 
SM 36 F Wife Housewife 
KH 19 F Daughter Unemployed 
AD 22 F Daughter Unemployed 
NT 44 F Wife Housewife 
YK 32 F Daughter-in-law Housewife 
NM 57 F Wife Housewife 
kA 29 F Daughter Unemployed 
MM 37 F Wife Housewife 
Mean 33.06 
SD 11.84 
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Appendix 24: Sample of translation of themes into English, including a 
sample of the original Arabic 

"I feel useless, and I feel frustrated, I suppose my feeling restrains me :from pottering and going about my 

normal life" 

"When I discharged :from [ named hospital] afler 4 week they referred to physiotherapist, then I had 10 

sessions and that is it you know, so we have to find private physiotherapists". 

"He didn't touch me, or examine me, he was busy talking with others about other issues while I am there 

and he said ok we will give you ten PT sessions". 

"I still did not know what happened to me for two months I could not talk to people, I wish some body 

will explained what happened to me" 

"we did not receive any information regards stroke club in the area, what benefit me, what benefit me can 

claim or you go to claim them" 

The clinic in our area have nothing for my disease, no exercises, no medial exams they can only help you 

with medication or taking your blood pressure" 

I never got any help at all, no medial doctor or other health professionals come near us, the doctor gave 

us these pills and said "no need for help" and as you see I can't walk, I can't eat with my left arm". 

"No body told what to do at home, I have to find ways by myself, I could not use the Arabic Toilets so 

we made a hole in a plastic chair and it was ok". 

'I was unable to stand or walk to go th.e toilet or move inside my house, so I was crawling and using the 

furniture to help me standing" 

"I usually sleep on the floor, and I find it difficult to get up from the floor after my stroke so they have to 

bring me a bed but oh I couldn't sleep on the bed I did not use to it, so I returned back again to sleep on 

the floor''. 

2 
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Appendix 24 ( continued) 

"A physiotherapist helped me with walking, mobilising my arms and legs". 

"We got physiotherapist at home, he was good he tried to help me, he made me sit and stand he visits me 

3 times a week". 

"We have to ask him to stop the treatment sessions you know we could not afford to pay 10 ID a session 
we have other responsibilities; children, food and home rent'' 

"We could not continue the physiotherapy program because we could not afford to pay for a taxi you 

know we can't use public transport any more you have to take a taxi and taxi are expensive" 

"Between our home and the street there are 125 steps you know I can't walk, it is so difficult for me to 

reach a taxi and go for the treatment" 

"having physiotherapists at home so expensive we can't offered it; I will ask my daughter to help me 

with the exercises". 

Some participants reported that they received was not enough physiotherapy 

"The consultant decided that I need I O sessions of physiotherapy and they terminated my treatment after 

that if I could get more therapy I might improved I feel getting worse and worse since they terminated my 

therapy" . 

. "It was much easier for me to have my treatment at home, then I don't need to pay for transport, or for 

people to carry me, or some body to go with me. Its more convenient to receive my therapy sessions at 

home". 

Physiotherapists at [ named clinic] use equipment such as springs, pulleys, shoulder wheels. How can 

you provide these at home, it is very useful tools". 

"The lady (named on was very good she helped me moving my fingers and showed my daughter how to 
help me dressing and undressing because I have shoulde pain" 
"I have become less tolerant .of things since I have the stroke than before" 

"I must admit now I am getting a little bit bored and I am getting fed up" 

"One of the symptoms of the stroke is distress and of course I was getting a bit of that" 
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Appendix 24 (continued) 
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Appendix 25: Description of the process used to verify transcripts 

To whom it may concern: 

The work that I have performed for Mr Saleh Oraibi consisted of the identification of 

main themes from four interview transcripts (2 patients and 2 carers). I proceeded 

this way: first I was given the transcripts that I read very carefully, then I generated 

themes and categories separately. After completing the patients' transcripts I met 

with Mr Oraibi to check his list of themes and categories from the same transcripts 

and adjustments to the themes were made accordingly. The same procedure was 

carried out for the carers' transcripts and the following themes were emerged: 

• Formal help from professionals such as physiotherapists, occupational 

therapists, social workers, medical doctors, nurses. 

• The public medical facilities that they can benefit from in the area where they 

live: neighbourhoods, countryside ... etc. 

• Transportation problems so that the patient can get to the hospital and that can 

have an impact on the treatment. 

• Informal help received by family, friends, neighbours, etc. 

• Home adaptation or changes, if any, in the patients' homes so as to make them 

more independent. 
• Medical equipment in the home of the patient such as a wheelchair. .. etc. 

• The state of dependency of the patient. 

• Their satisfaction or dissatisfaction with the help that they receive from the 

professional help or informal help. 

• The impact of the stroke on the family: the spouse, the female child, the male 

child. 
• The changing roles of the wife and the husband, for example the loss of 

authority of the husband ... etc. 

• Financial issues: cost of the treatment, or financial problems within the 

household after the stroke. 

• The psychological state of the patient. 

• Recovery and strong faith are strongly interrelated. 

If any clarifications are needed please do not hesitate to contact me. 

Date: 12th December 2001 
Signed: Myriam Cherti 
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Appendix 26 Presentations of initial study results at conferences 

Home-based rehabilitation for stroke patients in Jordan 

Oralbi, S.1.i 1-toore, A. 1, Oaw,on, t ... ;,1 Ballooc.h, s ... 
Clinic.al RC$urch Unit for the Healthcare Professions 1/Uoiversily of Brighton 

8i<kgr,11nd to the study 

Over the last fow years lhert has been increasing evidence or 
the l>fflcfit cf h<>mc based man•scmoo1 for SIIOke pa1ir111> in 
sorn• developed countries (I~ Ancmpts have been m•d• 
recently to in~e5tigate homo-based stnnegiet to manage stroke 
patie.:its ot homet but findings are eq:Jivocal In the UK no 
difference was found in Outcome between home t,asc,J care and 
llospiul baS<d catt (2). Ho\\<Vcr, ho,pilal based care is 
cbe'apcr. Conversdy, the Bradford co.~ cffccth1et1css Study 
suggcstcJ tha< home basl!d physiolfler;1py was more :e: trective 
than ll0<;p.tal bU«i physiothe'"P)" (3). In Jordan, there arc no 
regional rehabilitation or stroke units. All patients with stroke 
!eave bo.sphaJ .lS soor, as rhdr c()nduion is stable.. 
Physiotl1erapi<ts. ond recClltly, OWtpational therapist., are the 
only profwionais to wc,ri( with stroke patfcnu and rhe-ir 
families at home~ Few srudie.s have loukcd at fa.mUics' 
m,ol\em.ent in dc"elopcd countries (4), The literature 
there:fo~, 1ndicattS that further work is required to systemically 
im1csdga1e home based rchtbililation for ittrokr patients. their 
cxpenence of therapy sessions at home and in ho,pilal (!). In 
addition. the psyc:ho"°"ial funGtion of both patients and their 
caregiver,; ,. also of intcn:st (3). 
Th• d""rlopmcm of community phy,ictmrar,y for stroke 
patients in Jordun is the focus of this proposed study. 

Community physiOthetllJ)y in Jordan 

Aim ofthe ,tudy 

To t-\-,alu.i.te cu:n·nt rchabihtauon scn,,ces al"!d dt:\.clop a 
homc-OSScd relt:ibilita.oon prcgramm~ (.ir srm;.:-, ra,,cnt:; in 
Jonlan 
To tn\:cstigim: 1f1e quality of lilt or stroke pa1u:.rits In 
rt'h11to1 ro home-based and/or ho~it.rd-~a.;..;ea rchlbJJi1a:ion 
prq~r3:nmt:~ 

To idcnh(v 1he impact of ~ulrure on hMre ha~ed 
rehab1lJ1a1tc•tt for p1.titnt.s with stroke 

Plan of the study 

The project will be divided in two phas~s. Phase one will be a 
sm.U pilot study <arritd out m the UK and phll$C t"° .,.,II t,e 
take place in Jordun. The study wiU involve data collection 
using the SF-36 Quality ofl.ife (QoL) que,tionna,ie by 
h,ic:rvjew Jechnique. The inttn'1tws "'-m be c.r:,rried oul m the 
p.uienl.1' O'-"n homes This Standardised musw-c:mcnt rooa has 
been tested for its reliability and ,·a1id1ty Jn 20 different culture..\ 
and languages (S). The Sf-36 UK ,cr,;on will be ustd for 11\e 
pilot study and the ~t...rabic version will be used for the main 
study which wiU be carried om io Jordan, 1.n addiuon. 
unstnK-t.ured interviews will be carried ouc wuh s:.:roke patients 
Md their famiJ1es in their O'-"n home Paner.rs pemc,pating in 
the study will be thoso who have been d,schar!)ed from hospiu,f 
for between I - 6 months 

Jn a wider contcx~ it is hoped that th1$ pilOI study 1tind the main 
study will inform Stroke rehabdi1ation communny pnt"l1ces: 
both in the UK and in Jordan 
Rtftrtncc; 

Koch. L V .Wnu:kt\ A W.; M(>ltnqv1s1. L W. (1993) 
RdtahilltWOn t/1 ate ho.-ne \ltnUS dtc fl<Xp1til Ute- llfl~'(' tj{ 
-comtxt Disability and reht1b1l1~ahon, 20 (IO), J.61•:372 

2. 01odm"1, J.R., Lincoln, N S, Borer, 0 M, (19'12) A 1"'40011>«! 
COfltr(;lled tnaJ of domic:1bary and ti~pltJ.l•tm:e<i rthabihDhon fot 
stroke p11t.1e11ts aft...~ d1scharsc from hosp11.al Joi.r,..at of 
New-ol{)f>'. nturonn,tt'ry<ntd PS)'C>uam--,Y, 9 960-966 
Youns, J.8,. foatcr, A., (1992), 'Oic: Brtdtord camm.uu1y SlJ(\kt. 
triat ruuJts at s1x months Brmsh M<-dJCOJ Jour-,i,aJ. )(14 10~5..gy 
H<llmqv1st. L, do pcdro-{;11<.Sla. I. Hol11, M, Koswlas. \' 
(l99S) lnt:cn-c:ntioo design for rehabiliw.ittn at home tfict Utkt 
Sawir"'1'1fan Jowmcl of f.t.iitamJuattM J.kdu:I~. ?1 41-SQ 

j_ LuM1:t. U •• (199:9). Famdy c.vcrs 4' dcs,,snmg: ten>iccs to suppcm 
famit}' Ul'Ctl tn Swtd.en. 8r,hJJ,.Jm.rn4[ of Nurnr.1. S. l'2 }J{;. 
190 

I pt;Q su,dc:ru.MSc BA (Hoo.i-) MCSP SRP2.. Profcuof .PhD, Gr~ 01;,.,Ph.)'t Head of~hnK'a.l Rt.it:a.rt;b U;1il ro, Hetthha.rc- ?rolt.Ss:ons, 
MCSP, Ctrt£d. MMACP 3. PhO MSc.,Gt'ldOip phyt.MSCP senior lee-airer ill school ofhealthCAtt4. Ruder in HC1Jtti Md Soci1t Cue 
Hkalth tnd Social Policy Rmir-;h Centre 

Presented at the University of Brighton Clinical Research centre Seminar, April 
2000 
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Appendix 26 (continued) 

Development Of Physiotherapy Profession In Jordan 

Rashid laber 
Saleh Oraibi 

It is important for other healthcare professions, managers} patients and their carers 
to understand the development and the role of physiotherapy. Jordanian 

Physiotherapists have an important role to play in the healthcare of people of all 
ages. They use physical means such as therapeutic exercise, electrotherapy, 
hydrotherapy and manipulative therapy to facilitate a return to functional 

independence and restoration of nonnal lifestyle for the individual patient or client. 

The purpose of this paper is to present the history, development of physiotherapy 

p.rofession and the role ofphysiotherapy in health care settings in Jordan such as 
hospitals1 private clinics, sport centers, rehabilitation cente.rs for mentally aud 
physically handicapped and community based rehabilitation. In this paper recent 

development of physiotherapy education in Jordan is also highlighted. 

All infonnation was collected from the World Confederation for Physical Therapy 
(WCPT) files in London, Jordanian Physiotherapy Society, Jordanian Ministry of 

Presented at the 3rd Arabic Confederation of physiotherapists Conference held in 
Amman, Jordan in April 2001 
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Appendix 26 ( continued) 

Exploration of Jordanian Therapists' Experiences Of 
Stroke Patie11ts' Family Carers. 

Saleh Qrabibi l. Professor Ann Moore z, Or. Lesety 
Dawson 3. sue Balloch 1# 

The quality and effectiveness of therapy is influenced by the nature of the rela

tionship between health professionals and their patients (fhomson, 2000). The aim 

of this study was ro investigate the Jordanian therapist's experiences of wording 

wi th stroke patients and their families and to explore the therapists understanding 

of carers' problems, in their participation in rehabilitation programmes and their co

operation with rherapists. 
111ree Occupational Therapists and Three physiotherapists who work with stroke 

patients were interviewed using focus group interview approach. The interview was 

taped on tape recorder so that the findings could be transcribed in full derail. The 

Jordanian physiorheapists and occupational therapists shared with the researcher 

their experiences of working wiLh stroke patients' family carers. 

Through the analysis of the data it became clear that therapists identified prob• 

!ems related to d1e carers' situation. The problems identified included: unrealistic 

expectations held by carers and stroke patients and dependency on carers. In addi· 

tion, tl1erapists' understanding of (,tlfer feeling, strategies to help involve carers in 

the rehabilitation process for stroke patients, gender of carers1 level of educatio11 
and economic situation of carers were other themes that emerged from the data. In 

terms of therapists' expe1iences of working with stroke patients and their carers, 

the Jordanian therapists were able to identify issues similar to the concerns and is• 

sues identified by therapists who work with stroke patients in developed countries 

such as UK. and Sweden. 

Presented at the 3rd Arabic Confederation of physiotherapists Conference held in 
Amman, Jordan in April 2001 
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Appendix 26 (continued) 

L Oraibi, AP Moore, L Dawson, S Balloch 

Clinical Research Centre for Healthcare Professions, University of Brighton 

Introduction: 
Physiotherapy and occupational therapy for stroke patients offers valuable 
opportunities for involving carers in management of the patient. The importance of 
therapists' understanding the carer's role in successful rehabilitation is becoming 
increasingly recognised. In Jordan, physiotherapists, and recently, occupational 
therapists, are the only professionals to work with stroke patients and their families 
at home. This study which is part of a larger study sought to explore 
physiotherapists' and occupational therapists' views and experiences of stroke 
patients' family carers with respect to their caring for a stroke patients at home. The 
aim was to investigate the Jordanian therapists' experiences of working with stroke 
patients and their families and to explore the therapists' understanding of carers' 
problems. 

Methods: 
A qualitative methodology was utilised. A focus group interview was held with 
three occupational therapists and three physiotherapists of different grades, 
working tn a variety of rehabilitation centres and ho.spitals in the Amman area of 
Jordan. Jordanian therapists were interviewed in Arabic and the tape-recorded 
information was transcribed and analysed in that language. A back translation 
method for the themes and categories. was used. The interview was tape-recorded 
and transcribed verbatim before thematic analysis. Care was taken to ensure 
accuracy of transcript and the reliability and validity of thematic analysis. 

Results: 
Therapists identified a number of problems relating to the carers' situation. 
These included unrealistic expectation of recovery held by carers and stroke patients 
and dependency of patients on carers. In addition, the sex, cultural background, 
level of education and economic situation of carers were other factors which 
impacted on home care. 

Discussion/Conclusion: 
The views and experiences of Jordanian occupational therapists and physiotherapists 
were explored in relation to stroke patient's family carers. Jordanian therapists 
demonstrated awareness of carers' concerns and burdens. However, further work is 
needed to gather data from larger and more representative samples of therapists' 
understandings of carers' roles. 

Presented at the Chartered Society of Physiotherapy Annual Congress, Birmingham, 
England in October 2001 
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Glossary and List of Abbreviations 

Adhesive capsulitis: Inflammation of the shoulder tendons, also known as 'frozen 
shoulder' 

ADL: Activities of daily living 

Anti-platelet therapy: Drugs (aspirin is the most widely-used) used to stop the 
platelets in the blood sticking to one another and forming clots 

Aphasia: An inability to use language. It can be a problem of understanding 
(receptive) or speaking (expressive), and individuals can be affected by both 
types 

Apraxia: The inability to perform purposive movement 

Atrial fibrillation: A heart condition in which the upper left side of the hear beats 
out of rhythm with the other three chambers. It increases the risk of a blood 
clot forming within the heart which then breaks off and travels to the brain 

Blood pressure: The pressure of the blood against the walls of the main arteries. 
Pressure is highest when the ventricles of the heart contract (systole) and 
lowest when they relax (diastole) 

Carers: see family carers 

Case fatality rate: The number of people dying from stroke within 28 days of onset 
as a proportion of all people affected by stroke. 

Case mortality rate: The number of deaths per year per 100,000 population. 

CBR: Community-Based Rehabilitation 

Cerebro-vascular accident: A term for stroke. 

Computed tomography scan: A diagnostic tool using a computer to direct X-rays 
through the body to produce clear cross-sectional images or 'slices' of tissue. 

Cognitive: Related to cognition, or the process whereby the brain orders stimuli 

CRW: Community Rehabilitation Workers 

CT scan: see computed tomography scan 

CV A: See cerebro-vascular accident 

Demographic: The study of the characteristics of a population or group of people 
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Developed countries: Industrialised countries 

Developing countries: Non-industrialised countries which, in the main, receive 
financial support from industrialised ( developed) countries 

DOMINO: Domiciliary In and Out care 

DoH: Department of Health 

DoS: Department of Statistics 

Embolic: Referring to a blockage of an artery by an embolus or clot. 

Family carers: In this study, care-givers living in the same household as the stroke 
survivor. 

Focus group: A form of group interview which capitalises on communication 
among research participants in order to generate data 

Hadith: A collection of the sayings of the Prophet Mohammed 

Haemorrhagic: Pertaining to the rupture of a blood vessel and bleeding within or 
over the surface of the brain 

Hemianopia: Blindness in one side of the visual field 

Hemiparesis: Paralysis on one side of the body 

Hemiplegia: Weakness or paralysis on one side of the body 

Hypercholesterolaemia: A blood condition characterised by high cholesterol levels 

Hyperlipidaemia: An inherited disorder of the blood, characterised by raised lipid 
levels, which carries an increased risk of cardiovascular disease 

Hypertension: High blood pressure 

ICFH: International Classification of Functioning and Disability, developed by the 
World Health Organisation 

ICIDH: International Classification of Impairment, Disability and Handicap, 
developed by the World Health Organisation 

lschaemic: Reduced blood flow to a part of the brain 

JPTS: Jordanian Physiotherapy Society 

Lacunae: 
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MoH: Ministry of Health 

MONICA: Multinational Monitoring of Trends and Determinants of Cardiovascular 
Disease, developed by the World Health Organisation 

NCWDP: National Council for the Welfare of Disabled Persons 

NGO: Non-governmental organisation 

OT: Occupational therapist 

Participants: In this study, a general term for the therapists, stroke survivors or 
family carers interviewed during the qualitative phases of the study. 

Patients: see stroke patients 

PWD: People with disabilities. 

QALY: Quality-Adjusted Life Year 

QoL: Quality of Life 

Qur'an: The principle religious book in Islam and the spoken word of Allah (God). 

Respite care: Care given to a disabled person for a short time, usually away from 
that person's own home, in order that his or her carer(s) can have a rest from 
the burdens of care. 

Risk factors: Underlying causes of a medical condition 

RMS: Jordanian Royal Medical Services 

Semi-structured interview: A closed structure of open-ended questions that allow 
for focused, conversational, two-way communication 

Shariah: Islamic law 

Shoulder subluxation: Partial dislocation of the shoulder 

Stroke patients: In this study, people affected by stroke who are receiving care as 
in.-patients in a hospital setting 

Stroke survivors: In this study, people affected by stroke who have been discharged 
from in-patient care and are living in their communities 

Stroke: Rapidly-developing clinical signs of a focal disturbance of cerebral function 
with no apparent cause other than vascular origin lasting more than 24 hours or 
leading to death 

306 





Sunnah: Sunnah is complementary to the Qur 'tin and refers to anything connected 
with the Prophet Muhammad, including his sayings and his actions and 
descriptions of his way of life 

Survivors: see stroke survivors 

Thrombotic: Referring to a blockage by a thrombosis (clot) on the wall of an artery 
to the brain 

UNWRA: United Nations World Relief Agency 

Vascular: Pertaining to the veins and arteries 

WHO: World Health Organisation 
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