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REHABILITATTON. 

by Joseph Tien Seng Low 

Stroke rehabilitation aims to improve survivors' functional status, but little empirical 
research has looked at the impact that these services have on informal stroke carers. 
This study sought to investigate the impact of a new domiciliary stroke team on carers' 
quality of life compared with the traditional day hospital. A combined methodological 
approach was used, in which quantitative methods were used to evaluate the 
effectiveness of the two services in improving quality of life and qualitative methods 
were used to explore carers' perceptions of these different services. 

The quantitative study was an exploratory study, which was nested in a larger 
randomised controlled trial. Carers were allocated to either an intervention or control 
group by paired randomisation with the stroke survivor. The outcome measures 
employed to evaluate quality of life were the SF-36, the General Health Questionnaire, 
the Caregiver Strain Index and the Frenchay Activities Index. Mean changes were 
calculated for 0-6 months and 6-12 months to show the impact of the two different 
service deliveries. The qualitative study used a semi-structured interview to explore 
carers' perceptions at baseline and 6 months. The data were analysed using both a 
content analysis involving a specifically designed coding frame and an in-depth 
thematic analysis using a purposive sample of 15 carers. 

Sixty informal stroke carers (mean age 67.9; S.D. 12.4) were identified from stroke 
survivors involved in an RCT on post-discharge rehabilitation. 31 carers were allocated 
to the domiciliary arm and 29 to the day hospital arm. Forty six out of the 60 carers 
fiirther took part in the qualitative study. Data from 40 of these carers were analysed. 

Quantitative study. Both domiciliary and day hospital carers had poorer psychological 
health than the general population at baseline. However, by the 0-6 month period, 
domiciliary carers showed better clinical outcomes in psychological health (mean 
difference in MCS 6; mean difference in GHQ 2.3) and physical health (mean difference 
in PCS 4). By 6-12 months, only improvements in physical health were seen in favour 
of day hospital carers (mean difference in PCS 4). None of these differences reached 
statistical significance. 

Qualitative study. Carers saw the advantages of domiciliary stroke teams in terms of 
comfort, convenience and greater opportunities for therapy education. The main 
advantages of day hospitals were the respite time for carers and the opportunity for 
stroke survivors to mix with other people with stroke. The in-depth thematic analysis 
also identified that disruption to carers' lives and a loss of shared life themes as a result 
of caring for a person with may have an impact on carers' quality of life. 

Policy implications: domiciliary stroke teams had no adverse impact on carers' quality 
of life when compared to the day hospital. They may also provide greater convenience 
and comfort for survivors and more opportunities for carers to be involved in survivors' 
rehabilitation. However, they should not be seen as away of improving carers' quality 
of life if the ethos of the service is centred specifically on survivor rehabilitation. 
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CllAJFTEIl 1: CryEI&yiEW OF STIK)K]E: lOEIlTMHONS, 

EPIIME&n()LCX;Y, IIEAI/TH C Ĵ&E IT&CnfIS]K)N j&Nl) TIIE 

ROLE OF REHABILITATION 

1.1. Chapter overview 

This chapter has three main objectives. The first is to give a brief clinical 

description of stroke and the main findings of epidemiological studies looking at 

incidence/prevalence rates and risk factors. The second is to give a summary of the 

different levels of health service provision in stroke care, looking at the main 

preventive strategies and acute management. The final is to review the literature on 

stroke rehabilitation, specifically focusing on the different management models in 

organising stroke rehabilitation and placing an emphasis on post-discharge 

rehabilitation models. 

1.2. Public health issues in stroke 

Stroke is a major health problem in the United Kingdom (Department of Health, 

1992) where it is the second largest cause of mortality (Office for National 

Statistics, 1998). It is the main cause of disability, leaving a large proportion of its 

survivors functionally dependent on others for support (Clark & Opit, 1994). The 

impact of a stroke places a large economic burden on the country's resources: 

4.5% of the British National Health Service's (NHS) total expenditure is spent on 

stroke care (Department of Health, 1992). Furthermore, the residual disability 

resulting from a stroke requires Social Service departments to provide survivors 

with social care either in the form of additional support or residential home 

placement. The burden of stroke affects not only stroke survivors, but also the 

close kin relations who elect to care for this group of individuals. As a result, 

many of these "new" carers are then obliged to withdraw from the workforce 



either on a temporary or permanent basis to provide care for these survivors, 

leading to a loss of employment and income (Anderson, 1992). 

1.3. Clinical description of stroke ^ 

Stroke has been clinically defined as "an acute neurological dysfunction of 

vascular origin with sudden or rapid occurrence of symptoms and signs 

corresponding to the involvement of focal areas in the brain, lasting more than 24 

hours or leading to death" (Bamford, 1992). Traditionally, strokes have been 

classified into three pathological types; Cerebral infarction, which accounts for 

85% of new strokes, is caused by a thrombus becoming displaced from an artery 

being carried to the brain (embolism) where it becomes lodged in one of the 

cerebral arteries. Primary intracerebral haemorrhage, which accounts for 10% 

of new strokes, is caused when a blood vessel ruptures within the brain leading to 

direct destruction of the brain cells. Subarachoid haemorrhage, accounting for 

5% of new strokes, is the rupture of blood vessels on the brain surface causing 

blood to leak between the membranes covering the brain. This condition is 

clinically distinct from both cerebral infarction and primary intracerebral 

haemorrhage, having a different age distribution, management and risk factors 

than the other two conditions. 

The significance of strokes is the loss of blood supply to brain cells, which require 

a constant supply of oxygen and enzymes for metabolism. Once this occurs, these 

tissues become irreversibly damaged, as brain cells are unable to regenerate 

themselves, so the size and location of the infarct or haemorrhage determines the 

extent of the neurological impairment. The destruction of these brain cells have a 

potentially devastating effect on an individual's ability to function independently 

and there are a wide range of clinical sequelae associated with a stroke, which are 

related to the areas affected in the brain. These include unilateral paralysis 

(hemiplegia), speech problems (dysphasia), swallowing problems (dysphagia), 

difficulty with performing complex tasks (apraxia), visual deficit, problems with 



control of muscle movement (ataxia) and other sensory and perceptual losses, 

leading to problems in motor co-ordination, mobility, and communication skills. 

Other medical complications include respiratory infections, incontinence, urinary 

tract infection, constipation, deep vein thrombosis, pressure sores, spasticity and 

depression, and these are partly due to immobility in the acute phase of the stroke 

(Pearce, 1983). 

Recovery from a stroke is fastest within the first three weeks with most of the 

recovery occurring within the first three months (Wade, 1994). Reliable prognostic 

indicators for a poor stroke outcome include urinary incontinence, major cognitive 

deficit, complete paralysis, initial reduced level of consciousness and loss of vision 

in half the visual field (heminopia) after one week (Wade, 1994). Generally, 30% 

of all people affected by the illness will die within the first three weeks, leaving 

35% with a moderate or severity disability requiring further rehabilitation and the 

remaining 35% making a rapid recovery after one month with minimal/no residual 

disability (Wade, 1994). 

1.4. Stroke epidemiology 

Stroke epidemiology is the study of the distribution and risk factors of health-

related states within a stroke population (Last, 1995). To help understand the risk 

factors responsible for stroke, incidence rates and prevalence have been used in 

epidemiological studies to investigate these, but despite their close 

interrelationship with each other, each provides different types of information. 

Incidence rates show the number of new cases of strokes that occur in a population 

at risk during a specified time interval and have been used in identifying 

determinants of disease occurrence (Hennekens & During, 1987). Prevalence 

shows the number of stroke cases in a population which occurs in a specified time 

scale (Last, 1995). Prevalence rates are used to assess the public health impact of a 

disease as they allow health service providers to estimate the number of people 



aJKected by that disease and so allow for the planning of services (Hennekens & 

Burring, 1987). 

1.4.1. Incidence rates in stroke 

The three sources of data used to study incidence of stroke are death certificates, 

hospital data and population-based registers (Wade, 1986). Death certificates are 

the easiest method, but there may be some under-recording of stroke if another 

cause of death other than stroke e.g. bronchopneumonia is noted down as the main 

underlying cause of death. Hospital stroke registers are another source of stroke 

incidence data and some have been set up in various, UK hospitals (Wolfe et al, 

1995), but rates obtained using these figures may underestimate the true incidence 

rate as many mild or very severe stroke cases may not be admitted to hospital. 

Therefore, community registers offer the most accurate ways of measuring the 

stroke incidence rate as all new stroke cases in a defined population are being 

continuously recorded over a given time period. Ideally, the collection of these 

data should employ the following criteria (Malmgren et al, 1987): 

a) the use of a standard diagnostic criteria in defining a stroke e.g. the World 

Health Organisation (WHO) terminology 

b) a prospective study design should be used, in which data on cases are collected 

throughout the whole year. 

c) cases to be ascertained from patients with a first-ever lifetime stroke. 

d) a pathological classification of stroke type is needed either using an early 

Computerised Tomography (CT) or necropsy data. 

e) data to be collected from a large and representative population, from which 

accurate sociodemographic data on each case can be obtained. 

Nevertheless, due to the high cost and difficulty in collecting data for a community 

survey, there have been relatively flew population-based studies carried out in the 

UK, the main one being the Oxfordshire Community Stroke Project (Bamfbrd et 



al, 1988). Using this study, incidence rates for new strokes were calculated at 

2.0/1000 per annum and for recurrent stroke at 0.4/1000, giving a total stroke 

incidence rate of 2.4/1000 in the UK. This means that in a population of 500,000 

(which corresponds to a population of a UK health authority), it is expected that 

1200 people will have a stroke each year of which ICfOO of these will be a new one. 

Nevertheless, the one main criticism of the Oxfordshire study is its use of a 

predominantly rural sample with a very small ethnic population and high social 

class area (Wade, 1997). Furthermore, this study is now a decade out of date and 

may need updating. 

1.4.2. Stroke Prevalence 

The few community surveys carried out mainly in Scandinavian countries have 

suggested that stroke prevalence for people in the community lies somewhere 

between 5-7 cases/1000 (Wade, 1994). Whilst there have been no comparable UK 

surveys, Clark & Opit (1994), using 1985 data from the Office of Population 

Census and Surveys (OPCS), estimated that in Great Britain (England, Wales and 

Scotland), 270,000 people with stroke are living in the community, with a further 

60,000 people in residential care. 

1.4.3. Future burden 

Studies looking at stroke mortality have all shown a steady decline in Western 

countries since the turn of the 20th Century (Khaw, 1996; Department of Health, 

1992). This decline in mortality is caused by either a fall in stroke incidence or a 

reduction in case fatalities, although little is still known about the mechanism of 

this decline (Ebrahim & Harwood, 1999). Some studies have highlighted the role 

of hypertension management in the reduction of stroke incidence as increased 

blood pressure is recognised as a m^or risk factor (Khaw, 1996; Whisnant, 1983). 

Other studies (Wolf et al, 1992) have attributed this to a reduction in stroke 



severity brought about by the following factors: a) reduced incidence of specific 

stroke subtypes with high case fatalities, b) increased recognition of transient 

ischaemic attacks (TIA) which enables high risk individuals to be placed on 

prophylactic aspirin therapy, c) improved diagnostic recognition of milder strokes 

and d) better acute management of strokes (though there have not been any 

specific effective treatments for acute stroke during this period). Nevertheless, 

stroke mortality rates provide little information on the impact of future stroke and 

trends in stroke incidence rates are a more appropriate tool for this (Wolfe & 

Burney, 1992). 

As population trends in Western societies suggest that the cases of stroke will 

increase with the ageing population, it is important for health services to predict 

the estimated number of future stroke cases in the population as it enables them to 

plan for future demand. There are relatively few studies of this nature, but one UK 

study (Malmgren et al, 1989) looked at projections of stroke incidence rates for the 

year 2023. This study, taking into account population projections, found that 

whilst the number of first ever strokes will increase by 30%, the overall burden of 

health care will be concentrated on caring for stroke patients in the acute stages, 

many of whom will die at this stage. Hence, the number of people disabled by 

stroke in the year 2023 will increase by 8% in those with severe disability and 4% 

in those with moderate disability. 

1.5. Risk factors associated with stroke 

A risk factor is an attribute or exposure which is known to cause an increase in the 

occurrence of a disease (Last, 1995). For stroke, these risk factors can be divided 

up into the following four categories; fixed, physiological, social and behavioural. 

These risk factors are presented in Table 1.1 together with their relative risks, 

which indicate the probability that a person will have a stroke given that they have 

the risk factor. This table indicates that the m^or risk factors for stroke are age, a 

history of hypertension, previous TIAs and a history of heart disease. 



Table 1.1. Risk factors for stroke (Ebrahim, 1990, p. 19; *Wolfe et al, 1996, 
p.70) 
Risk factor Relative risk 
Fixed Age (75+ vs. 55-64) 5 

Gender (male vs. female)* 1.3 
Ethnicity ("black" v's "white")* / 1.4 

Physiological Hypertension (160/95+ vs. <120/80) 7 
Ischaemic heart disease 3 
Heart failure 5 
Atrial fibrillation 3-7 
PastTIA 5.2 
Diabetes mellitus 2.2 

Behavioural Smoking 3 
Obesity* 1.8 

Social Social class (V vs. I) 1.6 

1.5.1. Filed factors 

Age and gender have been identified as the major risk factors in this category. 

Data from the Oxfordshire Community Stroke Project (Bamford et al, 1988) have 

shown that after the 55th year of life, the risk of stroke increases with age, in 

which men in the age group 75-84 years were at greater risk from having a stroke 

than their female counterparts. Ethnicity has also been identified as a significantly 

important risk factor with Afro-Caribbeans being at greater risk of stroke than their 

white Caucasian counterparts (Stewart et al, 1999). Whilst higher prevalence of 

hypertension in Afro-Caribbeans may account for some of this increased risk, 

further studies are needed to look into difference in genetic, physiological and 

behavioural risk factors between Afro-Caribbeans and their white Caucasian 

counterparts. 

1.5.2. Physiological factors 

This category can be further sub-divided into the following; 



i) hypertension. 

Hypertension (raised blood pressure) has been identified as the m^or risk factor 

for stroke, in which a 27 mmHg diSerence in diastolic blood pressure (102 vs 

75mmHg) has led to a five fold increase in stroke risk (Prospective Studies 

Collaboration, 1995). This is because hypertension increases the risk of cerebral 

infarction by accelerating the process of atherosclerosis (the build-up of fatty 

deposits on the arterial walls) and increases cerebral haeraorrhaging by placing 

greater strain on the blood vessel walls. 

ii) Evidence of vascular disease. 

Individuals with a history of cardiovascular disease are at increased risk of having 

a stroke. A history of atherosclerotic disease (such as angina or myocardial 

infarction) is indicative of a build-up of fatty deposits on the arterial wall. This 

build-up causes a narrowing of the blood vessels and increases the risk of emboli 

forming either in the blood vessels of the brain or in the arteries leading to it. Heart 

diseases such as atrial fibrillation (irregular heartbeat) increases the risk of an 

emboli forming from the heart which in turn cuts the blood supply to the brain. 

iii) History of Transient Ischemic Attack (TIA) or previous stroke. 

Current estimates indicated that 50% of people who have a TIA will have a stroke 

within 10-15 years after the onset of the TIA (Hankey, 1996). 

iv) History of diabetes mellitus. 

Epidemiological studies have shown people with diabetes are at higher risk of 

having a stroke (Burchfield et al, 1994). Diabetes mellitus increases the stroke risk 

due to accelerated major and minor arterial disease, and associated hypertension. 

1.5.3. Behavioural factors 

Smoking, chronic alcohol consumption and obesity are the three main factors in 

this category, which help contribute to the risk of stroke. Smoking is the m^or 



behavioural risk factor for stroke as it increases the process of atherosclerosis. 

Chronic alcohol consumption and obesity increase the risk of stroke through 

hypertension, whilst a diet high in fatty content increase the probability of stroke 

through atherosclerosis. 

1.5.4. Social factors 

Social class has been identified as a risk factor with people from the lower social 

classes at higher risk from stroke. The exact mechanism is unknown, but it may be 

that differences between the social classes such as social deprivation, dietary or 

environmental differences e.g. smoking (Wolfe et al, 1996) may contribute. For 

example, people from lower social classes may be more likely to smoke and be 

obese. They may also have less access to high quality medical care and may be less 

likely to take treatment for asymptomatic high blood pressure. 

1.6. Preventive strategies. 

As the burden of stroke on society is immense, it is important to reduce the stroke 

incidence rate, something which epidemiological studies have indicated is 

preventable in many cases (Khaw, 1996; Whisnant, 1983). Stroke prevention 

strategies aim to reduce the risk of stroke by controlling for the three major stroke 

risk factors; hypertension, evidence of cardiovascular disease or history of TIAs 

(Wade, 1994) and take the following two approaches to do this. 

The first strategy is the identification of individuals with a high risk associated 

with one of these factors. In cases identified with moderate to high hypertension, 

anti-hypertensive therapy is known to be clinically effective where a drop of 5-6 

mmHg in diastolic blood pressure can reduce stroke risk by 33-50% (Khaw, 1996). 

Individuals with a history of TIAs or a minor stroke benefit from prophylactic 

therapy using aspirin (an anti-platelet drug which reduces the stickiness of the 



platelets and hence their tendency to aggregate into clots) as the first line of 

treatment. Carotid endarterectomy (the removal of atherosclerotic lesions from the 

inner wall of the carotid artery) is effective in reducing stroke risk (European 

Carotoid Surgery Trialists Collaborative Group, 1991; North American 

Symptomatic Carotid Endarterectomy Trial Collaborators, 1991). This procedure, 

however, should only be considered in certain groups of individuals who present 

with 70-99% stenosis of the inner carotid artery (the main blood vessel to the 

brain), due to the potential complications of surgery. Individuals with a history of 

ischemic heart disease (angina and myocardial infarction) are considered for 

prophylactic therapy with aspirin whereas therapy with warfarin (an anti-

coagulant) and alternatively, aspirin is effective in patients with atrial fibrillation. 

Nevertheless, the main problem of the above approach is that it does not bring 

about risk reduction on the population level, which can only be done using 

population-based interventions such as the introduction of lifestyle changes. These 

involve tackling dietary factors in reducing sodium/potassium intake, obesity, 

alcohol consumption, the cessation of cigarette smoking and increasing physical 

activity. These measures are mainly aimed to reduce blood pressure though they 

also have an impact on other stroke risk factors like cardiovascular disease, and 

studies have illustrated that implementing these lifestyle changes can reduce the 

risk of stroke (Khaw, 1996). 

1.7. Acute treatment 

There are two main aims of acute treatment in stroke care; the first is to minimise 

the impact of predictable medical complications such as deep vein thrombosis, 

pneumonia, pressure sores, epilepsy, cardiac abnormalities and nutritional 

problems (Rudd, 1996). The second is to minimise stroke pathology (Wolfe et al, 

1996), though evidence is limited for their effectiveness in reducing mortality or 

limiting brain damage (Ebrahim & Harwood, 1999). Meta-analyses have identified 

certain interventions, which have brought some benefits and these have been listed 
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in the recommendations for the National Clinical Guidelines for Stroke (The 

Intercollegiate Working Party for Stroke, 2000). These are: a) aspirin to be given 

as soon as possible if diagnosis of haemorrhage has been discounted; b) 

anticoagulation for all patients with atrial fibrillation, once a diagnosis of 

intracerebral haemorrhage has been excluded, c) thrombolysis with tissue 

plasminogen activator to be administered three hours after onset of stroke, 

provided diagnosis of haemorrhage is excluded and treatment is carried out in a 

centre with appropriate experience of this type of therapy. A range of new 

treatments such as calcium antagonists, gangliosides and steroids still need further 

evaluation to evaluate their potential benefit (Ebrahim & Harwood, 1999). 

1.8. Stroke rehabilitation 

1.8.1. Definition of rehabilitation 

Rehabilitation is the process of active change by which a person who has become 

disabled acquires the knowledge and skills needed to optimise their physical, 

psychological and social functions. (Advisory Group on Rehabilitation, 1997). 

This disability may have resulted from a loss of body function, which prevents an 

individual from functioning at a level considered 'normal'. Traditionally, the 

rehabilitation process has focused on the restoration of functional independence, 

working on activities of daily living (ADL) such as feeding or items of personal 

care. There is now a growing realisation for the need not only to reduce 

individuals' level of handicap, but to also help them cope with the distress that 

their handicap might have on both themselves and their families (Wade, 1994). 

1.8.2. The process of stroke rehabilitation 

It is estimated that 35% of all stroke survivors have residual disability, often long-

term and severe which require some form of rehabilitation. If this disability was 
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not addressed, these survivors would have poorer functional and social outcomes 

and so utilise more health and social service resources. Rehabilitation services seek 

to redress this balance by retraining these group of people to the highest possible 

level of functional ability (Dombovy et al, 1986) to reduce their handicap and so 

improve quality of life and minimise both the social Consequences of disability and 

the service input from statutory bodies. 

Stroke rehabilitation is carried out in multi-disciplinary teams consisting of 

physiotherapists, occupational therapists (OT), speech therapists, dieticians, 

medical social workers and occasionally clinical psychologists with input from 

medical and nursing staff The process of rehabilitation involves the assessment of 

stroke survivors' needs from which goals can be planned and a suitable 

intervention put in place. This is continually reassessed to evaluate the impact of 

treatment. Each profession is responsible for different aspects of rehabilitation 

though in many cases, these roles may overlap. The emphasis of physiotherapy is 

to work on mobility and limb movement, whilst occupational therapists work on 

activities of daily living, cognitive and perceptual problems arising from the stroke 

and the provision of aids and equipment to improve survivors' Activities of Daily 

Living and accessing to domestic and community activities. Speech therapists play 

an important role in the assessment and intervention of swallowing difficulties and 

communication deficits. Medical and nursing input at this stage is mainly centred 

on stabilising survivors' medical condition and preventing complications arising 

from immobility. 

1.8.3. The effectiveness of rehabilitation techniques on stroke-related 

disability 

There are a few well-designed randomised control trials (RCT) that have evaluated 

the effectiveness of stroke rehabilitation, which show good evidence on the 

effectiveness of occupational therapy and physiotherapy after stroke (Effective 

Health Care Bulletin, 1992). This was further supported by a recent study, which 

12 



looked at patients not initially admitted into hospital for their stroke. It found Aat 

those allocated to receive additional occupational therapy had significantly reduced 

disability when compared to patients receiving only the standard care (Walker et 

al, 1999). There is also evidence to recommend the use of a speech and language 

therapist in the management of dysphasia (The Intercollegiate Working Party for 

Stroke, 2000). These studies have illustrated the effectiveness of these different 

professions in stroke rehabilitation. However, there is more debate about the 

components of therapy, which are effective in bringing this change. Ashbum et al 

(1993), in their review of physiotherapy in stroke rehabilitation, have found the 

following findings: one, active early intervention improve both functional 

independence and mobility of stroke patients; two, intensive rehabilitation is better 

than less intensive treatments for a sub-group of physically resilient patients. 

However, a review looking at RCTs of specific rehabilitation therapies, have 

generally been inconclusive into which approach was most effective in improving 

patients' physical outcome (de Pedro-Cuesta et al, 1992). 

There are indeed several problems in evaluating therapy (Ashbum et al, 1993; 

Ebrahim, 1990). One, the goals of therapy are set in agreement with each stroke 

survivor so therapy tends to be individualised, non-standardised and multi-faceted, 

with different therapists using different components of therapy to treat the same 

problem. Two, stroke patients are a heterogeneous group, differing in their level of 

disability with a selection bias to treat those patients perceived to have a better 

outcome. Three, many studies have used crude functional or physical outcomes 

which have not been specifically designed to evaluate the effectiveness of goal-

orientated therapy. Four, different therapists from the same professional body are 

likely to use different techniques to tackle the same problems. Therefore, future 

studies need to move away from perceiving stroke therapy as a homogenous 

activity and to concentrate on evaluating which components of therapy are 

effective in bringing about positive change (Ebrahim, 1990). 
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1.9. The organisation of difTerent methods of stroke care 

There has been a large emphasis on studies looking at the management of stroke 

care delivery during different stages of the rehabilitation process and the 
/ ' 

effectiveness of these different methods of stroke' care on patients' outcomes, 

usually functional or clinical outcomes. As stroke rehabilitation is a long process 

which commences from the stabilisation of patients' medical condition and 

continues after discharge from secondary health care, this section has been sub-

divided into two parts; acute and post-discharge rehabilitation. 

1.10. Acute rehabilitation 

The 1970's saw the introduction of the first specialised units designed to 

specifically undertake the rehabilitation of stroke patients, which had traditionally 

taken place in the general medical wards (Ebrahim, 1990). Stroke units were set up 

to be more cost-effective by concentrating existing health resources together and 

providing co-ordinated multi-disciplinary service for stroke rehabilitation. The 

evidence supporting the clinical benefits of stroke units are strong. A collaborative 

systematic review involving 19 trials and 3249 patients, showed that organised 

stroke unit care resulted in significantly fewer deaths, lower dependency and less 

need for institutional care, when compared with care provided by the general 

medical wards or a mixed assessment/rehabilitation unit (Stroke Unit Trialists' 

Collaboration, 1997). In addition, a Norwegian study has highlighted the long term 

impact of stroke unit management. This has showed that stroke unit patients still 

had significantly better functional outcome and survival rates, and were more 

likely to be living at home than their control counterparts both at 5 years post-

stroke (Indredavik et al, 1997) and 10 years post-stroke (Indredavik et al, 1999"). 

These findings have been broadly supported by a similar study conducted in 

Nottingham, UK (Lincoln et al, 2000). However, Kalra et al (1993) suggested that 

not all stroke patients benefited from a stroke unit. They identified a sub-group of 

patients with moderate to severe disability who showed the greatest benefit with 
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better functional outcomes, shorter length of hospital stay and a larger proportion 

discharged back home instead of institutional care. 

The advantages of a stroke unit lie in their ability to provide co-ordinated care to 

their patients with a standard package of diagnosis; treatment and rehabilitation. 

This ensured that stroke unit patients were more likely to be receiving treatment 

with a shorter delay period in starting it (Indredavik et al, 1999''). Furthermore, the 

emphasis of physiotherapy on a stroke unit was more directed to the needs of 

individuals (Kalra et al, 1993). These characteristics were supported by 

Ottenbacher & Jannell (1993) from their meta-analysis of 36 studies which showed 

the following findings: First, focused rehabilitation programmes produced more 

quantifiable results. Second, the largest effect sizes were associated with earlier 

interventions. Finally, no significant relationship existed between the length of 

treatment and the overall patient outcome. Therefore, there is strong evidence to 

suggest that a well organised and co-ordinated system of providing stroke care e.g. 

stroke unit does lead to a reduction in disability, mortality and the use of 

institutional care. 

1.11 Post-discharge stroke rehabilitation. 

1.11.1. The development of day hospitals 

People with strokes often need to continue with rehabilitation once they are 

discharged from hospital. Whilst the level and type of service provided is variable 

throughout the UK, geriatric day hospitals are one method by which further 

rehabilitation has been delivered. Geriatric day hospitals first appeared in Britain 

in the 1950's, but it was not until the 1960's that they were intensively developed 

as part of the health service (Brocklehurst, 1970) and they have now become 

firmly established in most health districts in the UK. Day hospitals were developed 

to provide four types of different service for people living at home; rehabilitation. 
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physical maintenance, social care and medical and nursing procedures 

(Brocklehurst, 1970). 

Bknveve^ they an; (Kqpiamsive to requhing q%al#ied the use of a 

specialised building with its associated overheads used on part time basis, and the 

use of ambulance transport to ferry patients to and from their homes (Royal 

College of Physicians, 1994). Furthermore, a survey conducted found that only 

36% of day hospital time was spent in therapy, with 28% of time spent doing no 

activities (Nolan, 1987). Nevertheless, a recent systematic review (Forster et al, 

.1999) has highlighted two findings about the effectiveness of day hospitals in the 

rehabilitation of older people. The first was that patients receiving day hospital 

care have lower odds of death and better functional outcomes than patients 

receiving no comprehensive care. However, this difference was not seen when 

patient outcomes from day hospital were compared with other methods of 

comprehensive care. 

1.11J2. Comparison of day hospitals with existing stroke management 

Stroke patients account for 37% of all day hospital patients (Barker & McCarthy, 

1989), but there has been little evidence to support their effectiveness in the 

rehabilitation of stroke patients (Vetter & Smith, 1989; Royal College of 

Physicians, 1994). A review looking at RCTs which involved day hospitals 

identified four studies comparing the effectiveness of day hospitals with existing 

methods of stroke rehabilitation (Dekker et al, 1998). These studies found mixed 

results; some showed that day hospital patients had better short term functional 

improvement than those receiving conventional rehabilitation, but this difference 

disappeared by six months (Hui et al, 1995; Tucker et al, 1984). Other studies 

found no significant differences in functional outcome between the two groups 

(Cummings et al, 1985, Eagle et al, 1991). Likewise, Tucker et al (1984) found a 

sustained improvement in mood status at six months, but this finding was not 

replicated in the other studies (Hui et al, 1995; Eagle et al, 1991). An economic 
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analysis also found that day hospitals were not more cost-eflective than the 

existing rehabilitation models (Hui et al, 1995; Tucker et al, 1984). However, the 

drSerent definitions used to describe both the day hospitals and existing 

rehabilitation packages in these studies make it difficult for the results to be 

compared with each other. This is further compounded by the use of non-

standardised measures in many of the studies (Dekker et al, 1998). 

1.11.3. Comparison of day hospital with domiciliary stroke teams 

There has been a shift in the emphasis of the delivery of health care away from 

centralised buildings to domiciliary settings, highlighted in recent policy trends 

towards the decentralisation of health care delivery (Department of Health, 1997). 

Within stroke rehabilitation, the high costs of delivering health care in day 

hospitals coupled with a lack of evidence about their effectiveness in bringing 

significant long term improvements in functional outcomes, has encouraged many 

health care providers to look at alternative methods of delivering this care. One 

such method is the introduction of domiciliary stroke teams to provide the therapy 

in the patient's own home. Studies in this area have tended to look at the 

effectiveness of domiciliary services with the current day hospital provision of 

stroke rehabilitation and have showed mixed results. Corr & Bayer (1995) found 

that domiciliary OT rehabilitation had no significant impact on functional outcome 

or activities compared to normal outpatient attendance, though re-admissions to 

hospital were significantly smaller for the former. 

Likewise, the Nottingham-based DOMINO study found no significant difference 

between the domiciliary (physiotherapy and occupational therapy) and hospital-

based rehabilitation (involving either day hospital or outpatient attendance) at six 

months (Gladman et al, 1992) and one year (Gladman & Lincoln, 1994) for the 

main functional and mobility outcomes. In the Nottingham study, recruited 

participants were sub-divided into three strata by ward status; Health care of the 

Elderly, General Medical and Stroke Unit. An analysis of the data found a small 
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but non-significant differences in death and institutionalisation rates in favour of 

elderly frail patients receiving day hospital rehabilitation (Gladman & Lincoln, 

1994). An explanation for this may be that these groups of patients benefit from 

the components not available from the domiciliary service such as the co-ordinated 
/ • 

medical and nursing care, social input and speech" therapy. On the other hand, 

younger stroke unit patients receiving domiciliary rehabilitation showed significant 

improvements in their level of household and leisure activities at six months 

(Gladman et al, 1992), though these improvements were not carried over at one 

year. It may be that domiciliary therapy accelerated the process of regaining 

instrumental ADL, but did not produce a higher level of ability (Gladman & 

Lincoln, 1994). 

A trial in Bradford (Young & Forster, 1991) comparing domiciliary physiotherapy 

with day hospital rehabilitation found that patients treated at home had better 

functional and mobility outcomes at six months. One explanation given by the 

authors (Gladman et al, 1995) for the discrepancy between the Bradford and 

Nottingham studies may be that the domiciliary patients in Bradford were 

receiving more therapy visits [median = 14.5] than those in Nottingham [median = 

5]. Another may be the different histories of the two services with Bradford having 

a well-established domiciliary physiotherapy service, whilst the Nottingham team 

was set up specifically for the study. Nevertheless, a combined analysis of both 

data sets found the only significant difference was an improvement in functional 

ability from discharge to six months in favour of the domiciliary stroke team 

(Gladman et al, 1995). An economic evaluation of both studies underlined the 

cost-effectiveness of a domiciliary stroke rehabilitation team with day hospital 

costs being about 60-70% more expensive than the domiciliary service due to 

ambulance transport for patients (Gladman et al, 1994; Young & Forster, 1992). 

Generally, these results highlighted three main findings: The first showed that 

domiciliary stroke services were as effective as day hospitals in improving 

functional and physical outcomes. These services may also be more cost-effective, 

although Social Services costs were not fully taken into account in the economic 
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analysis. The second illustrated that neither the domiciliary stroke teams or day 

hospital addressed the psycho-social issues of stroke patients (Young & Forster, 

1992). Finally, there was no evidence from either the Bradford or Nottingham 

study to suggest that medical and nursing needs were unmet in the domiciliary 

group. Nevertheless, a qualitative study has shown that patients found domiciliary 

therapy both convenient and more comfortable, though a lack of equipment and 

floor space were identified as disadvantages of home therapy (Stephenson & 

Wiles, 2000). Nevertheless, quantitative studies have not found that the level of 

distress, though high, was significantly different between both groups (Young and 

Forster, 1992). 

A domiciliary model was also used as part of an early discharge scheme in inner 

London (Rudd et al, 1997) and Newcastle upon Tyne (Rodgers et al, 1997) as a 

way reducing length of hospital stay. These schemes, which involved setting up a 

community discharge package with visits from domiciliary physiotherapy, OT and 

speech therapy, had significantly reduced length of hospital stay by a period of 6-9 

days when compared to previous stroke management (involving a mixture of day 

hospital, out-patient and generic services). There was, however, no significant 

difference in any of the main patient outcomes on functional status, perceived 

health and physical functioning either three months (Rodgers et al, 1997) or one 

year after discharge (Rudd et al, 1997). 

These findings indicated that domiciliary stroke teams were as effective as the day 

hospital in improving patients' functional outcome and were potentially more cost-

effective. However, as the majority of trials involving domiciliary teams have been 

set up in predominantly urban areas of the UK (Nottingham, Bradford, Newcastle 

upon Tyne, London), these findings may only be applicable to domiciliary stroke 

teams in an urban setting. It may be difficult to generalise these findings to 

domiciliary stroke teams based in rural or semi-rural areas with the logistical 

problems of longer journey times to visit stroke patients and smaller caseloads. 

Further studies are therefore needed to evaluate the effectiveness of these teams to 

more rural parts of the UK (Gladman et al, 1995). 
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1.11.4. Psycho-social models of rehabilitadom 

Stroke often has a detrimental impact not only on a persons' physical and 

functional ability, but also on their personal and social life (Anderson, 1992). 
/ 

Nevertheless, stroke rehabilitation is still directed mainly at tackling this functional 

deficit, but do little in dealing with the psycho-social problems that accompanies 

the onset of stroke (Young & Forster, 1993). 

There have been attempts to address this problem by developing service 

interventions to tackle these psycho-social issues aimed at helping stroke patients 

adapt to the change in their life circumstances, but the results from these studies 

have generally been disappointing. Dennis et al (1997) in a RCT looking at the 

effectiveness of stroke family care workers, found no significant difference in 

psychological outcomes or levels of social functioning between patients in the 

intervention or control group. Likewise, an RCT exploring the effectiveness of 

specialist outreach nurses in supporting stroke patients (Forster and Young, 1996), 

found no significant difference in any of the psycho-social outcomes between the 

intervention and control groups except for in a subgroup of mildly disabled stroke 

patients, who had improved social functioning at one year. A specific leisure 

intervention may be more effective than conventional occupational therapy in 

maintaining discharged patients' level of leisure activity (Drummond & Walker, 

1995), but it was not clear whether improvement in leisure scores led to an 

improvement in psycho-social outcomes. Nevertheless, whilst these findings 

suggested that the implementation of these services did not bring an improvement 

in psycho-social outcome, there was evidence to suggest that stroke patients felt 

better supported as a result of these services (Dennis et al, 1997; Dowswell et al, 

1997). 

The voluntary sector may play an increasingly important role as a low cost 

resource in helping to support health care professionals in the rehabilitation of 

discharged stroke patients. A study looking at the use of Volunteer Stroke 

Schemes, which provided stroke patients with a mixture of home support and 
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weekly club attendance, found that these groups led to significant increase in social 

activities (Geddes & Chamberlain, 1994). Nevertheless, some caution is needed in 

the interpretation of this result due to its small sample size and the use of a non-

RCT design and more studies are needed in this area to see if there may be some 

benefit of involving the voluntary sector in future sendee planning. 

1.12. Summary 

Strokes are a disease of the elderly, which are projected to increase in incidence 

with the ageing population. The burden of stroke affects not only the stroke 

survivor and their ability to function independently. Preventive strategies aimed at 

reducing stroke have sought to control hypertension and vascular disease by 

identifying high risk individuals and by introducing population based behavioural 

programmes to reduce smoking and obesity and increase the level of physical 

exercise. 

It is estimated that one third of all strokes will have residual disability requiring 

long term rehabilitation. The growing cost of health care has therefore focused 

attention on the need to provide treatments, which are both cost-effective and 

beneficial to stroke survivors' quality of life. Studies have illustrated the 

effectiveness of acute stroke units in providing better long-term outcomes for both 

functional disability and mortality rates. Studies have also showed that post-

discharge rehabilitation managed by domiciliary stroke teams were more cost-

effective than day hospital rehabilitation, but that both had little impact on 

survivors' psycho-social outcomes. The majority of studies in this area have 

mainly evaluated the effectiveness of these teams in urban environments, so more 

studies using teams working in rural or semi-rural environments are needed in 

order to generalise these findings. Finally, stroke affects both the physical and 

social aspects of a person's life, but most rehabilitation is geared towards the 

former, so further work is needed to evaluate interventions aimed at improving 

psycho-social outcomes. 
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2.1. Chapter overview 
/ 

This chapter aims to describe the main findings and criticisms of the literature, 

looking at the informal stroke carers in the following three areas; the impact of 

stroke on carers' 'quality of life', carers' ability to cope with the onset of stroke 

and the effectiveness of health services in improving carer outcomes. The final aim 

is to outline the development of the main hypotheses for this study. 

2.2. The informal stroke carer 

It is estimated that there are 270,000 people with stroke in Great Britain living in 

community households (Clark & Opit, 1994). A large proportion of these 

individuals will be physically independent six months post-onset of stroke (Wade, 

1994; Ebrahim, 1990) and require very little assistance in activities of daily living. 

There will also be a significant number who will be unable to function 

independently as a result of the disability caused by their stroke and will require 

additional support to remain in the community. In common with other groups of 

people with a chronic disease, close family members such as spouses or their adult 

offspring provide the physical and emotional support required by the majority of 

these stroke survivors (Anderson et al, 1995; Wade et al, 1986). Frequently these 

individuals take on this supporting role without being formally employed or 

trained by statutory bodies and are commonly referred to as "informal carers". 

These carers provide a valuable economic resource for the statutory bodies as they 

reduce the amount of primary health care and social services input required by the 

stroke survivor (Clark & Opit, 1994). Furthermore, they allow many of these 

survivors who would otherwise require either rest or nursing home placement, to 

remain in the community (Hancock & Jarvis, 1994). Hence, they play an important 
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role in supporting stroke survivors in the community and studies involving a 

sample of both survivors and carers have illustrated the importance of these 

informal carers in maintaining the health status of stroke survivors. Such studies 

have found that stroke carers played an influential role in determining the success 
/ 

of survivors' rehabilitation (Evans et al, 1994; Anderson et al, 1985) and were 

important in maintaining their psychological well being. Those survivors who felt 

poorly supported by close family members were more likely to have higher 

depression levels than those who were well-supported (Norris et al, 1990; Morris 

etal, 1991). 

2.3 Quality of life in stroke carers 

Stroke research has traditionally concentrated on survivors' physical disability and 

this is understandable due to the devastating impact that stroke has on the 

functional independence of the affected individuals. Research has therefore been 

geared towards minimising the impact of stroke in the following three areas; stroke 

prevention, medical therapies aimed at reducing stroke pathology resulting from 

medical complications and an evaluation of different models of rehabilitation 

management. All these areas are aimed at reducing patients' physical disabilities 

resulting from the stroke. Nevertheless, there has been a growing recognition of 

the importance of the concept of quality of life (QoL), which seeks to address the 

issues of living with stroke on a long term basis once the patient has been 

discharged from hospital (Anderson, 1988). 

Caring for a person with a chronic illness such as stroke can place a strain on a 

carers' physical and mental ability to cope (Anderson, 1988). There is now a 

growing recognition of the need to explore quMity of life (QoL) issues for stroke 

carers, seeking to address the issues of living with stroke on a long term basis once 

the survivor has been discharged from hospital. QoL seeks to understand the 

significance of living with a chronic illness and the consequences for both the 

social and psychological domains of life. To date, there has been some debate as to 
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what constitutes a quality of life measure, with clinicians focusing on physical 

outcomes and social scientists focusing on the interactions between the physical, 

psychological and social domain (Fallowfield, 1990). However, there is a growing 

consensus that in stroke outcome research, it is important to utilise a multi-

dimensional approach which seeks to evaluate indi^duals' psychological health, 

physical health, functional status and social health (de Haan et al, 1992). In this 

study, using the framework outlined by de Haan et al (1992) and FallowGeld 

(1990), I defined quality of life as the interaction of physical, psychological and 

social domains. 

2.4. Aims of literature review 

The projected rise of stroke incidence in Western countries will see an increase in 

the numbers of people who will have moderate or severe disability. These people 

will require additional support to remain in the community (Malmgren et al, 

1989), which in turn will see more close kin relatives becoming involved in the 

care of these survivors. Previous studies have already identified these informal 

stroke carers as being an important resource in the promotion of both successful 

health outcomes in stroke survivors and a more cost-effective use of health and 

social service resources as well as playing an important role in the care of many 

stroke survivors. However, caring for a person with a chronic illness such as stroke 

can adversely affect carers' quality of life by placing a strain on their physical and 

mental resources, though most studies have focused on stroke survivors' physical 

and functional outcomes. This literature review has therefore attempted to assess 

the type of studies that have been carried out with stroke carers and has focused on 

the following three objectives: 

The first objective was to identify and review studies that have looked at the 

impact of caring for a stroke survivor on the carers' quality of life. It was 

important to clarify this impact and to identify any variables, which were found to 

afkct quality of life. 
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The second objective was to identify and review studies, which looked at the ways 

stroke carers have coped and the type of support that have helped them to cope. It 

was important to identify areas of needs for these stroke carers so that support 

packages could be planned enabling these carers to dontinue with their supporting 

role. 

The third objective was to identify studies looking at stroke carers' involvement 

with health services, focusing particularly on studies involving domiciliary stroke 

services. This theme was important as health services are often the first point of 

contact for many stroke carers and have a potential role in maintaining the health 

status and quality of life of this carer group. Furthermore, as one of the aims of 

health services is to promote a positive health outcomes, it is important to see how 

delivery of care is geared to support stroke carers and how effective this is. 

2.5 Search strategies for reviewing literature 

A literature search for the relevant articles was conducted using three electronic 

databases (BIDS-EMBASE, MEDLINE AND PSYCHLIT) for the period 1980-

1997 in which the following keywords were employed; carers, caregivers, stroke, 

quality of life, stroke services, delivery of health care. These terms were exploded 

using the thesaurus option to obtain the initial source of references. This search 

was in particular interested in focusing specifically on stroke carers and the 

selection criteria (listed in section 2.5.1) were used to reduce the initial number of 

references. 
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2.5.1. Selection criteria 

The following criteria were used to select the articles for review: 

1. Articles must be written in English. Whilst there is an 

acknowledgement that some articles written in other languages 

may be missed, the problems and costs of obtaining a full 

translation for them outweighed the benefits as it was also felt that 

the majority of appropriate studies would still be identified. 

2. Articles must be scientific papers satisfying two conditions; One, they 

must have been published in peer reviewed journals. Two, they 

must either be research studies or review papers. If they are 

research studies, they must have an introduction, a methodology 

and results section with a conclusion. All letters, comments and 

editorials were excluded from the review. 

3. Articles must involve informal stroke carers. Whilst the ideal study 

was one in which the stroke carer was the main focus, any study 

which included the informal stroke carers as part of its sample was 

included. For this reason, this review was not interested in studies 

whose samples consisted of voluntary workers or those in the 

employment of statutory services. 

4. Articles looking at informal carers' involvement with stroke-related 

health services. Whilst the main interest of the study was focused 

on the impact of post-discharge stroke rehabilitation services, any 

study which looked at stroke carers involvement with health 

services was included. 

5. Articles must use a carer sample of elderly people with stroke over 

the age of 55 years. It is recognised that a minority of people with 
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stroke will be under the age of 55, but as stroke is predominantly a 

disease of the elderly (Wade, 1994), the focus of this review was 

on carers of older people with stroke who represent the m^ority of 

stroke carers. Studies compromising solely of carers of younger 

stroke studies were not included iA the review as there would have 

been difficulties in comparing the experiences of carers of both 

younger and older people with stroke as the latter face unique 

problems associated with the ageing process. 

2.5.2. Number of articles captured 

Using the selection criteria outlined in section 2.5.1, a total of 31 studies were 

identified, of which 29 dealt exclusively with stroke carers and two involved both 

stroke and dementia carers. These two studies were included as results from both 

the stroke and dementia carers could be analysed separately. However, studies 

exclusively using carers of people with dementia were excluded. The researcher 

acknowledged that some parallels existed between stroke and dementia carers such 

as carers' age, problems of coping with the survivors' cognitive impairment, 

behavioural problems, mood disorder and communication difficulties. However, 

the impact of a stroke can be more sudden and dramatic giving a carer initially 

little time to adapt to the new circumstances unlike a carer of a person with 

dementia who may have some time to adapt to the deterioration. Likewise, 

numerous studies have been carried out on a diverse range of informal carers in 

areas such as HIV/AIDS and cancer care. Nevertheless, for this review, it would 

not have been appropriate to use literature from these fields as each group has to 

cope with unique issues affecting it, but not relevant to informal stroke carers. 
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2.6 Main findings of the literature review 

2.6.1. Impact of a stroke on carers' quality of life 

The main characteristics of these studies, including the main findings are 

summarised in Table 2.1. Generally, these have found that most studies looking at 

stroke carers have focused their research question on the psychological impact of 

caring for the individual with stroke, using the concept of psychological morbidity 

and carer burden. These studies have found that stroke carers have higher levels of 

perceived strain (Greveson, et al, 1991; Draper et al, 1992), and psychological 

morbidity when compared with the general population (Ross & Morris, 1988; 

Anderson et al, 1995). Nevertheless, results were mixed to the extent of this 

psychological morbidity; some studies have found cases of depression in their 

carer sample (Williams, 1993), whilst in others, depression levels in stroke carers 

were comparable with those of the normal population (Ross & Morris, 1988). 

Furthermore, a study by Macnarama et al (1990) showed that carers' anxiety was 

the only variable, which had increased concomitantly with time since the stroke. 

Whilst there is still some debate about which variables are most important in 

predicting the degree of carers' psychological morbidity, studies have established 

the following points. One, cognitive and behavioural abnormalities caused by the 

patients' stroke were a predictor of carers' emotional dysfunction (Kinney et al, 

1995; Anderson et al, 1995; Williams, 1993). In her study, Williams (1993) 

identified that carers' main sources of distress were dealing with stroke survivors' 

incontinence, their language impairment and demanding behaviour. Two, stroke 

survivors' physical disability i.e. their degree of mobility was related to carers' 

morale scores (Purk & Richardson, 1994) though many studies have also found no 

significant relationship between these variables (Macnarama et al, 1990). Three, 

carers' physical health was an important factor in determining their own 

psychological health (Hodgson et al, 1996). Four, carers' psychological status 

prior to the stroke and their level of optimism may determine their post-stroke 

psychological state (Schulz & Tompkins, 1990). Finally, the quality of the carers' 
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relationship with the stroke survivor played an important role in maintaining 

carers' psychological well-being (Purk & Richardson, 1994). Thompson et al 

(1990) found that carers, who had a poor relationship with the survivor, often 

perceived their role to be more of a burden and had a more negative interpretation 

of their situation. Furthermore, longitudinal studies have shown how factors 

responsible for carers' psychological morbidity can vary with time (Schulz et al, 

1988; Wade et al, 1986). At the initial stages of caring for a stroke, carers' 

psychological morbidity was related to factors such as the stroke survivors' own 

depression (Wade et al, 1986), stroke severity and concerns about future medical 

care (Schulz et al, 1988). At a later stage, other factors such as carers' own health, 

their own income and their age were more significant predictors (Schulz et al, 

1988). 

In comparison to the literature available on the psychological health of stroke 

carers, there were relatively fewer studies that have looked at the other dimensions 

of quality of life, such as social and physical health aspects. None have looked at 

the functional status of stroke carers and only one has used a multi-dimensional 

approach in evaluating the quality of life of stroke carers. Those which have 

looked into these issues have established that caring for someone with a stroke has 

a detrimental effect on social health, in which stroke carers experienced at least 

one lifestyle change (Periard & Ames, 1993) and a general disruption to their 

social life (Anderson et al, 1995). Furthermore, the physical impact of caring left 

stroke carers feeling isolated and exhausted (Anderson et al, 1995). Nevertheless, 

the psychological focus of these studies has meant that non-psychological outcome 

measures have mainly been used as a way of establishing their relationship with 

psychological outcome and not as a way of exploring quality of life issues. 
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Table 2.1; Studies looking at the impact of a stroke on carers' quality of life (n= 13) 

Author Study population Study design Outcome Main results 
I) number of participants a) psychological health 
2) carer definition b) carer burden 
3) sociodemographic details c) physical health 
4) country of origin d) social health 

e) miscellaneous 

Anderson, Linto & Stewart-Wayne W84 longitudinal a)GIlQ,HAD Most carers report emotional ill-heallh and 
(1995) 2) Closest pereon responsible for quantitative b) SBAS disruption to social life and expressed feelings of 

maintaining stroke sui-vivoi-s in the c) nil isolation and exhaustion, with tiehavioural 
community. d) SBAS abnoniialities rather than physical disability. 

3) mean age = 58 yr.; 82% female; 59% e) nil being predictive of emotional illness among 
spouses. carers 

4) Australia 
Draper. Poulos, Cole, Poulos & 1) 48 (and 51 dementia oarers) cross-sectional a) OHQ Carers experienced high degree of burden and 
EhrUch(1992) 2) person who has been caring for a « quantitative b) Relative Stress Scale psychological morbidity, which was associated 

patient of > 60 yr. over the previous 6 c) Caregiver Health Scale with dissatisfaction with life activities. 
months and co-resident with patient d) n-s measure on quality of life; n-s 

3) mean age = 72 yr.; 48.5% female; 90% measure on life satisfaction; n-s 
spouses. measure on social support 

4) Australia e) nil 

Greveson, Gray, French & James 1)44 cross-sectional a) nil Carers had more problems with emotional 
(199!) 2) not defined quantitative b)CSI reactions, sleep and social isolation than 

3) not reported c) NHP expected from age/sex matched group, in which 
4) UK d)nil 30% of carers suffered substantial strain 

e) nil 

Kinney, Stephens, Franks & Nonis e cross-sectional a) SCL-90-R Carers experienced more uplifts tliaii hassles, in 

(1995) 2) person most responsible for assisting « quantitative b) Caregiving Hassles and Uplifts Scale which stroke survivors' physical and cognitive 
stroke sui-vivor on a daily basis. c) nil characteristics were the strongest predictors of 

3) mean age = 60 yr.; 76% female; 74% d) Caregiver Social Impact Scale hassles or uplifts. Carers hassles were negatively 
spouses. e) nil associated with psychological well-being. 

4 U S A 

Keynotes; 
OHQ - General Health Questionnaire 
NHP - Nottingham Health Profile 

HAD - Hospital Anxiety and Depression scale 
BDI - Beck Depression Inventoiy 

SBAS - Social Behavioral Assessment Schedule 
PCGMS - Philadephia Geriatric Morale Scale 

CSI - Caregiver Strain Index 
n-s measure - non-standardised measure 
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Authoi- Study population Study design Outcome Main results 
1) numher of participants 
2) carer definition 
3) sociodemographic details 
4) country of origin 

a) psychological health 
b) carer burden 
c) physical health 
d) social health 
e) miscellaneous 

Macnarama, Gummow, Goka & 
Gregg (1990) 

1)41 
2) person co-resident with patient. 
3) mean age = 59 yr.; 83% female; 83% 

spouses. 

cross-sectional 
quantitative and qualitative 

a) Profile of Mood States 
b) CSI 
c) nil 
d)nil 
e) Open ended questions of carers 

experiences 

Carers' anxiety, but not their depression, hostility 
or stress, was the variable which increased 
concomitantly with time since the stroke. 

Periard & Ames (1993) 020 
2) Person responsible for providing direct 

care to stroke survivor 
3) mean age = 67 yr.; 90% female; 65% 

spouses, 
^USA 

cross-sectional 
quantitative and qualitative 

a) nil 
b)nil 
c) nil 
d) structured and open-ended questions on 

lifestyle changes. 
e) nil 

Most carers experienced at least one lifestyle 
change, precipitated by physical confinement or 
lack of time to engage in other activities, with 
the younger carer cohort (40-69) showing higher 
levels of 'carer strain' than the older cohort 
cm+t 

Purk & Richardson (1994) 1)44 e cross-sectional a) PCGMS Patients' morale and functional score was 
2) not defined quantitative b) nil positively related to carers morale score, in 
3) all participants > 60 yr.; 67% female; c) nil which a positive view of the caring situation 

100% spouses d)nil associated with higher carer morale score. 
4) USA e) nil 

Ross & Morris (1988) ^ 2 0 cross-sectional a) BDI; GHQ Association found between negative changes in 
2) Person co-residing with stroke survivor quantitative b)nil spouse's situation and psychological adjustment 

and physically caring for them.. c) nil was strongest in relation to strain, increased 
3) mean age = 68 yr.; 60% female; 100% d) n-s measure on carer's situation dependency and decreased social interaction 

spouses e) nil. 

Schulz & Tompkins (1990) 1)150 longitudinal a) CES-Depression Carers at risk from depression were likely to 
2) not defined quantitative b) nil have higher initial depression scores, less 
3) see Schulz et al (1988) c) nil optimistic, more likely to be man ied, named 
4) USA d) n-s measure on quality of social fewer network members and perceived poorer 

contacts quality of social contacts. 
e) n-s measure on stractural social 

networks 

Keynotes: 
GHQ - General Health Questionnaire 
NHP - Nottingham Health Profile 

HAD - Hospital Anxiety and Depression scale 
BDI - Beck Depression Inventory 

SGAS - Social Behavioral Assessment Schedule 
PCGMS - Philadephia Geriatric Morale Scale 

CSI - Caregiver Strain Index 
n-s measure - non-standardised measure 
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Author Study population Study design Outcome Main results 
1) number of participants 
2) carer definition 
3) sociodemographic details 
4) country of origin 

a) psychological health 
b) carer burden 
c) physical health 
dj social health 
e) miscellaneous 

Schulz, Tompkinson & Rau (1988) 1) 162 
2) not defined 
3) mean age = 56 yr.; 78% female; 51% 

• longitudinal 
• quantitative 

a) CES-Depression; Index of 
Psychological well-being; Level of 
Optimism scale 

Psychological well-being at acute stages were 
related to stroke severity whilst at later stages 
concerns about residual difficulties such as 

spouses 
4) USA 

b) Caregiver Burden Scale 
c)nil 
d) n-s measure on quality of social 

contacts 
e) n-s measure on structural social 

networks 

health, income and age were significant 
predictor of depression. 

Tliompson, Biindek & Soboiew- 1)40 » cross-sectional a) GeriaUic Depression Scale Carer depression was associated with greater 
Shubin (1990) 2) not defined 

3) mean age = 56 yr.; 68% female; 80% 
8 quantitative b) Questionnaire on Resources and Stress 

o)nil 
patient physical disability, limited family 
opportunities, poorer family functioning, carers' 

spouses 
4) USA 

d) n-s measure 
e) n-s measure on control, meaning and 

hope 

negative perception of patient and carer loss of 
meaningfulness about life. 

Wade, Legh-Smith & Langton- 1)302 e longitudinal a) Wakefield Self-assessment depression Carer depression at 6 months was associated with 
Hewer (1986) ^ 2) Pereon living in same house and most • quantitative inventory both survivoi-s' depression 1- low level of 

' closely associated with the stroke b)nil activities, though strength of this association 
survivor. c)nil decreased with time and no significant 

3) age and gender not reported; 85% d) nil correlation was found by 2 years 
spouse e) nil 

4) UK 
William: (1993) ^ 2 8 » cross-sectional pilot study a) Symptom Questionnaire Most oarers showed psychological distress with 

2) Primary carer whose responsibilities • quantitative b) n-s measure on carer burden 45% showing signs of depression. The main 
assistance with subsistence needs and c) n-s measure on global healtli; Cohen- source of distress was identified as dealing with 
financial matters, included direct Hobennan Inventoiy of Physical cognitive + language impainnent, demanding 
physical care Symptoms behaviour and incontinence. 

3) mean age = 56 yrs, 72% female; 73% 
spouses. 

4) USA 
Keynotes; 
GHQ - General Health Questionnaire HAD - Hospital Anxiety and Depression scale SBAS - Social Behavioral Assessment Schedule CSI - Caregiver Strain Index 
NHP - Nottingham Health Profile BDl - Beck Depression Inventoiy PCGMS - Philadephia Geriatric Morale Scale n-s measure - non-standardised measure 
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2.6.2 The coping ability of stroke carers 

Caring for a stroke survivor is a stressful process challenging both the mental and 

physical resources of the individual carer (Anderson, 1992). This section was 

concerned with studies which look at the factors whidh enable stroke carers to cope 

with this stressful task (see Table 2.2). Many studies have concentrated on the 

psychological aspect of caring, so reflecting the general trend of research in this 

area. These have found that carers' own appraisal of their ability to cope with 

stress had an effect on their psychological well-being (Hodgson et al, 1996). 

Carers who used positive coping strategies such as self-control skills, reported 

fewer psychiatric symptoms with their spouses than those using passive avoidance 

strategies (Matson, 1994). Furthermore, carers taught the use of positive coping 

strategies had better outcomes on measures of family function and stroke 

knowledge than those allocated to either the control or education group (Evans et 

al, 1988). Nevertheless, whilst the use of positive coping strategies has some 

benefit to coping with stroke, other, more concrete measures such as post-

discharge support, counselling, further information about strokes and practical help 

have been identified by stroke carers as improving long-term health outcome 

(Greveson & James, 1991). However, the provision of information prior to 

hospital discharge was by itself insufficient to bring about improvement either in 

coping or family adjustment (Casas, 1989). 
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Table 2.2: Studies looking at coping in stroke carers (n= 5) 

Author Study population Study design Outcome Main results 
1) Number of parlicipaiits a) psychological health 
2) carer deflnition b) carer burden 
3) sociodemographic details c) physical health 
4) coimtiy of origin d) social health 

e) miscellaneous 

Casas (1989) U86 cross-sectional a) n-s measure on coping No significant relationship was found to indicate 
2) not defined • quantitative b)nil that information provided prior to discharge 
3) mean age not reported; 74% female; c) nil contributed to either better coping or family 

57% spouses d)nil adjustment. 
4) USA e) n-s measure on stroke knowledge 

Evans, Matlock, Bishop, Stranahan RCT (education v.'s a) nil Carers assigned to counselling group 
& Pederson (1988) 2) principal supportive pereon living with counselling v.'s control) b) nil outperfonned both control and educational 

stroke suivivor » quantitative c) nil groups on 4 out of 7 family function subscales. 
3) details reported as 3 separate groups d) ESCROW profile; Family Assessment caregiver stroke knowledge and patient 
4) USA Device adjustment at 1 year, whilst control families had 

e) Stroke Care Information Test deteriorated in scores on healthy family problem 
solving 

Greveson & James (1991) 1)44 « cross-sectional a) nil Carers outlined the following 3 themes in 
2) not defined quantitative b) CSI improving future outcome; better post-discharge 
3) mean age = 62 yrs; 69% female; 66% c) nil support, more infonnation about stroke and 

spouses d) nil available resources, more practical help. 
4) UK e) open ended questions on additional 

help 

Hodgson, Wood & Langton-Hewer 1)50 • longitudinal a) General Well-Being Index The following 3 variables, carer's physical 
2) person providing physical, social and « quantitative b) n-s measure on stress appraisal heahh; carers' appraisal of stress and carers' 

emotional support to patient following c) n-s measure on heahh satisfaction with sei-vice provision, accounted for 
Stroke d) Social Network Scale; Family 53% of variability in carers' well-being 12 

3) mean age = 63.4 yrs; 68% female; 66% functioning Chronic Illness Index months post-stroke. 
spouse e) n-s measure on satisfaction with health 

4) UK sei-vices 

Matson (1994) 1)36 (and 37 dementia carers) • longitudinal a) BDI Carer stress and depression were positively 
2) person living with patient since onset of « quantitative b) Hassles Questionnaire associated with a) non-confronting coping, and 

stroke c) Belloc Health Measure b) cun ent levels of behaviour disturbance. It was 
3) mean age = 68 yrs; gender not reported; d) nil negatively associated with tactical coping to 

89% spouses e) n-s measure on ways of coping specific hassles. 
4) UK 

Keynotes'. 
CSI - Caregiver Strain Index BDI - Beck Depression Inventory n-s measure - non-standardised measure 
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2.6.3. The impact of stroke services on carers' quality of life 

The role of health services is the maintenance of health status for all members of 
/ 

society (Department of Health, 1997). They have g potentially important role in 

maintaining stroke carers' quality of life as they are often the first point of contact 

for this group if a stroke survivor is admitted into hospital. The objective of this 

section was to identify studies looking at the impact of stroke services on carers 

(see Table 2.3). A total of 13 studies were identified, the majority being 

predominantly UK based but with some US and Australian studies. Their focus of 

research has mainly concentrated on carers' perceptions of in-patient stroke 

services in two areas. These were carers' perceived needs for services (Pound et al, 

1993; Rosenthal et al, 1993; McLean et al, 1991) and their satisfaction with them 

(Pound et al, 1993; Rosenthal et al, 1993; Wellwood et al, 1995). These studies 

have shown that carers were generally satisfied with most aspects of patient care 

(Pound et al, 1993; Wellwood et al, 1995). However, there was also dissatisfaction 

with at least one aspect of it (Wellwood et al, 1995), such as a lack of 

communication with nursing staff or discharge plans (Pound et al, 1993). A 

possible explanation to this variation in satisfaction level may be related to the 

different localities of stroke services, each operating with a separate care model 

and service philosophy and the diversity may be a reflection of the ability of some 

stroke services to satisfy carers' needs more than others. 

These studies highlighted the shortcomings of stroke services in meeting carers' 

needs, mainly in the provision of sufficient information on issues such as 

allowance entitlements, post-discharge service needs, carers' domiciliary support 

and the provision of aids and adaptations (Pound et al, 1993). In particular, carers 

wanted information about reducing the chances of another stroke, though they 

often received less than they wanted (Van Veenendaal et al, 1996). Carers also felt 

inadequately supported by stroke services in tackling their emotional and personal 

problems (McLean et al, 1991), especially in dealing with both the lifestyle and 

role changes caused by the onset of a severe stroke (Rosenthal et al, 1993). 
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However, whilst health professionals may feel that patients were not receptive to 

all the information provided by them (Van Veenendaal et al, 1996), carers' 

psychological state did not hinder the uptake of their knowledge concerning stroke 

(Braithwaite & McGown, 1993). 
P 

Stroke carers play an important supporting role in the rehabilitation process, a role 

which may increase with a growing trend of providing stroke rehabilitation in 

survivors' own home once they have been discharged from hospital. However, 

there were relatively few studies looking at domiciliary delivery of stroke 

rehabilitation, and those available have focused on survivors' outcome with only 

one carer outcome measure used, this being on psychological health. These studies 

have generally found mixed results; some have showed no significant difference 

between domiciliary and day hospital stroke rehabilitation in either carers' 

psychiatric morbidity (Young & Forster, 1992) or their life satisfaction scores 

(Gladman et al, 1992). Equally, domiciliary rehabilitation did not seem to be 

detrimental to carer outcomes and any deterioration found in carers' perceived 

health status was temporary (Widen Holmqvis et al, 1996). One study, looking that 

the provision of enhanced Social Services OT, found that carers in the enhanced 

group had better psychological health than those in the control group (Logan et al, 

1997). Nevertheless, this result did not indicate whether carers had shown any 

psychological improvement since baseline, so it was unknown whether the 

enhanced OT service had brought about this change or if carers in the enhanced 

group had better psychological health. 

Interventions set up to deal with the psycho-social problems caused by stroke have 

also showed mixed results. One study looking at a specialist nurse team set up to 

promote both survivor social integration and alleviate carer stress found no 

improvement in carers' psychological health (Foster & Young, 1996). Likewise, 

another scheme based in Leeds using volunteers to support survivors through home 

visits found that it did not improve carers' psychological health (Geddes & 

Chamberlain, 1994). Furthermore, an intervention using a family social worker to 

meet with carer needs was shown to be effective in improving carer satisfaction 
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with the services, but had minimal effect on their psychological health (Dennis et 

al, 1997). 
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Table 2.3: Studies looking at the impact of stroke services on carers' quality of life (n= 13) 

Author Study population Study design Outcome Main minlts 
1) number of participants 
2) carer dejinition 
3) sociodemographic details 
4) country of origin 

a) psychological health 
b) carer burden 
c) physical health 
d) social health 
e) miscellaneous 

Brailhwaite & McGown (1993) 1)37 
2) not defined 
3) mean age = 61 yrs; 81% female; 84% 

spouses 
4) Australia 

cross-sectional 
quantitative 

a) n-s measure 
b) n-s measure 
c) nil 
d) nil 
e) n-s measure on stroke knowledge 

n-s measure on psycho-social loss 

Carers' psychological stale is not hinder in Iheir 
quest for knowledge 

Dennis, O'Rourke, Slattery, 
Stanifoith & Warlow (1997) 

1)231 
2) not defined 
3) not reported 
4) UK 

RCT (family social worker V's 
no additional support) 
quantitative 

a)GHQ,HAD 
b) n-s measure 
c)nil 
d) FAI, n-s measure on social adjustment 
e) n-s measure on carer satisfaction 

Carers in treatment group had better outcomes 
than controls, but significant differences found 
only for mood symptoms. 

Forster & Young (1996) 1)139 
2) resident main carer 
3) not reported 
4) UK 

RCT (specialist outreach nurse 
v.'s no additional support) 
quantitative 

^GHQ 
b) nil 
^NHP 
d)FAI 
e) nil 

No significant difference found at psychological 
or physical health scores between both groups. 

Geddes & Chamberlain (1994) ' 1)27 
2) not defined 
3) not reported 
4) UK 

• 
# 

longitudinal 
quantitative 

a) HAD 
b) nil 
c)nil 
d) nil 
e) nil 

No significant difference in levels of anxiety or 
depression between carers in the Volunteer 
Stroke scheme or those receiving no additional 
support. 

Gladraan, Lincoln & Barer (1992) 1)180 
2) not defined 
3) not reported 
^ U K 

0 

RCT (day hospital v's 
domiciliaiy physio/ OT) 
quantitative 

a) Life Satisfaction Index 
b)nil 
c) nil 
d)Brief Assessment of Social Engagement 
e) nil 

No significant difference in carer social 
engagement and life satisfaction scores between 
domicilary and day hospital groups. 

Logan, Ahern, Gladman & Lincoln 1)55 
2) not defined 
3) not reported 
4) UK • 

RCT (enhanced v's usual OT 
sei-vices provided by Social 
Service) 
quantitative 

a)GHQ 
b) nil 
c) nil 
d) nil 
e) n-s measure to adjustment to stroke; n-s 

measure about sti oke infonnation. 

Carers in intervention group had significantly 
better psychological outcomes than control group 
(p<0.01). 

Keynotes: 
OIIQ - General Heahh Questionnaire HAD - Hospital Anxiety and Depression scale SIP - Sickness Impact Profile n-s measure - non-standardised measure 
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Autlioi- Study population Study design Outcome Main results 
1) number of participants 
2) carer definition 
3) sociodemographic details 
4) country of origin 

a) psychological health 
b) carer burden 
c) physical health 
d) social health 
e) miscellaneous 

McLean, Roper-Hall, Mayer & 
Main (1991) 

^ 2 0 
2) person providing most of regular 

assistance with personal activities. 
3) mean age = 55.5 yrs; 75% female; no 

data for relationship status. 
4) UK 

• cross-sectional pilot study 
• qualitative and quantitative 

a) HAD 
b) nil 
c)ml 
d) nil 
e) semi- structured interview on carers' 

perceived needs. 

Majority of carers unmet need identified in areas 
of personal-emotional advice. 

Pound, Gompertz & Ebrahim 
(1993) 

1)99 
2) person providing most of personal, 

practical or emotional help 
3) mean age = 60 yrs; 73% female; 50.5% 

spouses. 
4)UK 

* cross-sectional 
• quantitative 

a) nil 
b) nil 
c) nil 
d)nil 
e) n-s measure on satisfaction with in-

patient sei'viees. 

Most carers satisfied with both in-patient services 
and discharge plans, but main areas of 
dissatisfaction included lack of infonnation on 
allowances and service needs post-discharge, 
provision of aids + adaptations and carer 
domiciliaiy support. 

Rosenlhal. Pituch, Greiiinger & 
Metress (1993) 

1)14 
2) not defined 
3) mean age = 60 yis; 100% female; 100% 

spouses. 
4) USA 

cross-sectional 
quantitative 

a) nil 
b)nil 
c)nil 
d) nil 
e) n-s measure on post-discharge needs. 

Carers' perceived needs were not met by hospital 
staff with anger about insufficient inforaiation 
from health care providers on role change and 
financial issues. 

van Veenendaal, Grinspun & 
Adriannse (1996) 

1)39 
2) not defined 
3) mean age = 62 yrs; gender & 

relationship status not reported 
4) USA 

cross-sectional 
quantitative 

a) nil 
b)nil 
c)nil 
d) nil 
e) n-s measure on educational needs 

Family members were most concerned wilh 
infonnation about reducing incidence of another 
stroke occuning; then about infonnation relevant 
to their specific situation 

Wellwood, Dennis & Warlow 
(1993) 

1)114 
2) next of kin/ main care provider 
3) not reported 
^UK 

cross-sectional 
qualitative 

a) nil 
b) nil 
c) nil 
d) nil 
e) semi-stnictured intei-view on 

satisfaction with stroke services. 

Most oarers and bereaved carers satisfied wilh 
overall care, though 75% of carers expressed 
dissatisfaction with individual components of 
care 

Keynotes: 
GHQ - General Health Questionnaire HAD - Hospital Anxiety and Depression scale SIP - Sickness Impact Profile n-s measure - non-standardised measure 
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Author Study population Study design Outcome Main results 
1) mimber of participants 
2) carer definition 
3) sociodemographic details 
4) country of origin 

a) psychological health 
h) carer burden 
c) physical health 
d) social health 
e) miscellaneous 

Widen Holmqvist, de Pedro Cuesta, 
Moller, Holm & Siden (1996) 

1)8 
2) family members 
3) 100% spouses; age and gender not 

reported 
4) Sweden 

longitudinal pilot study 
quantitative 

a) SIP 
b) n-s measure on oarer burden 
c) SIP 
d)SIP 
e)nil 

Tlie impact on the home rehabilitation service 
showed a modest decrease in carers' subjective 
healtli which decreased over time. 

Young & Forster (1992) ^63 
2) not defined 
3) not reported 
4) UK 

RCT (day hospital v'i 
domiciliary physio) 
quantitative 

a)OHQ 
b)nil 
c) nil 
d)nil 
e) nil 

No significant difference between the two groups 
in oarer stress scores 

Keynotes: 
GHQ - General Health Questionnaire HAD - Hospital Anxiety and Depression scale SIP - Sickness Impact Profile n-s measure - non-standardised measure 
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2.7. Methodological critique 

2.7.1. Impact of stroke on carers' quality of life 

p 

A breakdown of the sample size for the 13 studi'% reviewed showed that the 

number of participating carers ranged from 20 to 302 with a median of 44. Most of 

these studies were able to identify the source of their carer sample, gave basic 

demographic information on the carer group such as gender, mean age and 

relationship status, and were able to give their definition of carer. However, the 

review also showed the diversity of this carer sample for whilst nearly all of these 

carers were recruited from stroke survivors who at some point had been admitted 

as in-patients, some studies mentioned that they recruited specifically from first 

time stroke survivors whilst others made no mention of the previous stroke history 

of their stroke survivors. This factor may be important as first time stroke carers 

will have different experiences to longer term carers, but only one study has 

mentioned the average time of caring. 

The socio-demographic information revealed that carers involved in these studies 

were predominantly female, in their sixties and were either the spouse or the adult 

child of the stroke patient. Likewise, most studies centred their definition of an 

informal carer around the concept of one individual undertaking most of the care 

responsibility of that stroke survivor, though there were variations on this theme. 

However, there was a sizeable number of studies (n = 3) that did not provide either 

all the basic demographic information or the carer definitions (n = 5). These 

studies may present problems as it would not be easy to compare studies without 

this frame of reference about the type of carer used or their basic demographic 

information and would so prevent a comparison of results. Furthermore, in studies 

where socio-demographic details of carers were given about ethnic background 

and social class, it was identified that the majority of participating carers were 

predominately white and middle class, reflecting a under-representation of carers 

from either ethnic minority and working class background. This made it difficult 

to generalise the results from these studies to the wider population. 
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The m^ority of studies employed a cross-sectional design (n=9) which was useful 

in identifying associations between variables, but not in establishing causal 

relationships between them. The validity of the results in some of these cross-

sectional studies were compounded by their small Sample size. A breakdown of 

sample size used in these cross-sectional studies ranged from 20 to 78 with a 

median of 41, in which a sizeable number of studies (n=3) had less than 30 carers. 

The psychological angle adopted by these studies has meant that whilst 

standardised measures such as the General Health Questionnaire, the Beck 

Depression Inventory and the CES-Depression scales were used to investigate the 

psychological health of carers, other dimensions of quality of life, such as the 

social, functional and physical aspects (if they were measured) were often 

evaluated using non-standardised subjective measures such as self-reported 

responses. This use of non-standardised measures therefore reduced the validity of 

the results, especially when used in cross-sectional studies with small sample size. 

Longitudinal studies tended to measure the short term impact of caring for a stroke 

survivor with most studies being of one year's duration and only one study looking 

at a longer term two year post-stroke period. 

2.7.2. Coping ability of carers 

The five studies reviewed for this section had a sample size ranging from 36 to 

188 with a median of 50 carers. The majority of these studies defined their carers 

as the principal person providing the majority of care for the stroke survivors. The 

carers in these samples were predominantly female, over the age of 60 and were 

married to the stroke survivor. However, many of these studies did not provide the 

basic demographic details, which made it more difficult to generalise these results 

to other stroke carers. Like the previous section, these carers were also recruited 

from stroke survivors who had contact with health services. A diversity of 

methodologies such as cross-sectional, longitudinal and randomised control trials 

(RCT), were used. Whilst there was an emphasis on measuring psychological 
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outcomes, there was more interest in looking at physical health and social 

relationship, but this was offset by a greater use of non-standardised measures on 

all dimensions. 

2.7.3. Carers and stroke services 

The 13 studies reviewed for this section were subdivided and analysed into three 

main groups; 

1) studies looking at carers' perceptions of inpatient stroke services and their own 

needs relating to service provision. The following studies were classified into this 

category; Braithwaite & McGowan (1993), McLean et al (1991), Pound et ai 

(1993), Rosenthal et al (1993), van Veenendal et al (1996), Wellwood et al (1995). 

2) studies looking at interventions dealing with patients' psycho-social issues. 

These were considered carer-orientated, for although their main aims were to 

improve patients' psycho-social outcomes, they were also partially orientated to 

help support carers. The following studies were classified into this category; 

Dennis et al (1997), Forster & Young (1996), Geddes & Chamberlain (1994). 

3) studies looking at interventions dealing with patients' functional recovery. 

There were patient-orientated as their aims were to specifically improve patient 

functional outcome. The following studies were classified into this category; 

Gladman et al (1992), Logan et al (1997), Widen Homqvis et al (1996), Young & 

Forster (1992). 

Studies looking at carers' perceptions (n=6) all utilised a cross-sectional design 

and employed smaller carer samples ranging between 14 to 114 with a median of 

38 carers. Most of these studies gave basic socio-demographic details (n=5), which 

showed that these stroke carers were mainly female, over the age of 60 years and 

were married to the stroke patients. However, only two of these studies defined 
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their carers as the main person providing the physical and emotional support and 

this lack of a proper definition made it difficult to compare the different results 

with each other. The main outcomes were mainly interested in carers' perceptions 

of health service delivery and very few studies measured quality of life. They 
/ 

generally used non-standardised measures which varied in their quality; some 

studies undertook to test the reliability and validity of their instruments whilst 

others were constructed without such consideration and the poor quality of some 

measures reduced the validity of their results. 

Three studies looked at carer orientated interventions, of which two utilised a 

randomised controlled trial (RCT) design with a sample of 231 and 139 carers. 

Both these studies (Dennis et al, 1997; Forster & Young, 1996) utilised a range of 

standardised measures such as the Hospital Anxiety and Depression Scale (HAD), 

General Health Questionnaire (GHQ), Nottingham Health Profile and the Frenchay 

Activities Index, which encompass the psychological, physical and social aspects 

of Quality of life. Unfortunately, these two studies did not provide any information 

about their demographic details of carers or give any carer definitions, which may 

present problems in generalising these results. The third study (Geddes & 

Chamberlain, 1994) used a longitudinal design, had a sample size of 27 and used 

the HAD scale to evaluate psychological health. However, it provided no other 

details about the carer sample, which again made it hard to generalise the results. 

Three of the studies looking at patient orientated interventions (Gladman et al, 

1992; Logan et al, 1997; Young & Forster, 1992) all employed a RCT design with 

sample sizes of 180, 55 and 63. Only carers' psychological health was evaluated, 

but standardised outcome measures were used to evaluate this. Unfortunately none 

of these studies provided any carer definitions or demographic information. The 

fourth study identified (Widen Homqvis et al, 1996) was a pilot study, which 

provided carer definitions and gave basic demographic information, but only had a 

sample size of 8. 
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2.8. Conclusions of the literature review 

Studies have shown that stroke carers have poorer psychological health than the 

general population, that factors such as the severity of the physical disability, the 

quality of the carer-survivor relationship and the "extent of the cognitive and 

behavioural abnormality resulting from the stroke, were associated with this 

psychological morbidity. They have also highlighted that the use of positive 

coping techniques such as self-control skills contributed to better psychological 

outcome. Nevertheless, many criticisms can be levelled at these studies. One, their 

predominant use of cross-sectional studies coupled with their small sample sizes 

have reduced the validity of their results. Furthermore, cross-sectional studies can 

only be used to find associations between variables and not to establish a causal 

relationship between them. Two, these studies have concentrated their research 

questions on psychological morbidity on the assumption that the main burden of 

caring for a stroke is psychological, a trend influenced by the nature of previous 

studies and the research interest of their authors (Tyman, 1994). 

Caring for a stroke survivor has a detrimental effect on psychological health, but 

there is a growing recognition of the importance of measuring quality of life in 

health care research. However, to date, there have been very few studies looking 

specifically at quality of life issues in stroke carers and those studies which have 

incorporated physical or social health, have often used non-standardised measures 

in their evaluation. More longitudinal studies are needed with each study 

employing a larger sample size. The research question needs to shift away from a 

purely psychological approach to the evaluation of a more global concept of 

quality of life, incorporating the physical, psychological and social domains that 

should be evaluated using standardised outcome measures for each dimension. 

The bulk of studies on stroke services and carers have tended to be service 

evaluations looking at carers' perception of in-patient stroke care using non-

standardised measures. These studies have found that carers were generally 

satisfied with most aspects of the service provided, though areas of dissatisfaction 
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included the lack of information and post-discharge support. These studies have 

relied on the use of carers' self-reported satisfaction as their main outcome 

measure. Whilst satisfaction outcomes can highlight both service limitations in 

meeting carers' needs and areas for improvement, satisfaction measures can also 
f' 

be unreliable. There may be several reasons why carers were satisfied with 

services such as feeling obliged to give the socially desirable answer to show their 

appreciation of the care being provided. Satisfaction scores provide little 

information on the impact of health services on improving carers' quality of life 

(Hall & Doman, 1990), although they may reflect real differences in the provision 

of care (Pound et al, 1999). 

In comparison, the few studies looking at the impact of health services on carers 

can be sub-divided into two areas; one, the impact on carers' psychological health 

of different deliveries of stroke rehabilitation and two, different types of carer-

directed interventions on their quality of life. In both these areas, there was little 

difference between the intervention and control groups on the carers' main 

outcomes. This could be interpreted in two ways; one, the new intervention 

treatment was ineffective in producing better outcomes than the control treatment. 

It may be that the interventions did not meet carers' needs as they were designed 

by health professionals without any consultation from stroke carers. Two, the new 

intervention was as effective as the control in preventing a deterioration of carer 

outcomes which may suggest that contact with health services was in itself 

sufficient in helping carers. However, within a health care setting, it would be 

difficult to evaluate this as it would be unethical to withhold health services input 

to stroke carers. 

Methodologically, these service-based studies employed either a RCT or 

longitudinal design, using a sample size that provided sufficient statistical power in 

many cases. All these studies used standardised measures to evaluate their main 

carer outcomes and a broad range of psychological, social and physical measures 

were used in evaluating the effectiveness of carer-directed interventions. However, 

one m^or failing of these studies was the lack of information given about the carer 
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sample. Very few gave any demographic details about their carers or how they 

defined them and in some cases, it was not clear what the sample sizes were. There 

may be several reasons for this. Traditionally, the focus of stroke research was still 

directed at stroke survivors, which may be reflected in some studies by the use of a 

solitary psychological measure on carer outcomes.'However, this lack of carer 

detail made it difficult to allow these studies to be compared with each other and to 

generalise their results to a wider context. 

A breakdown of the country of origin for each study showed that the bulk of 

studies originated from the USA, the UK and Australia with some contributions 

from other European countries. If these studies were sub-divided into the 

categories, impact-based and service-based studies, the majority of the impact-

based studies would originate from the USA, whilst the UK studies would 

dominate the service-based studies. This dominance may make it difficult to 

generalise the results of these studies outside their context. For example, the 

lifestyle and culture of US carers may be so different from their counterparts from 

other Western societies that it may not be possible to apply these findings to non-

US stroke carers. Likewise, as the British health service is different from many of 

its Western counterparts, being free at the point of delivery, problems may arise in 

the interpretation of the results from the service-based studies as the majority of 

these were from the UK and would been seen to be applicable only to similarly 

organised health care systems. 

2.9. Directions and guidelines for future research 

Future studies on stroke carers should move the research agenda away from 

looking solely at psychological health to exploring the wider quality of life issues, 

utilising a range of standardised outcome measures to evaluate the social and 

physical as well as the psychological aspects. Previous studies have used cross-

sectional designs with small carer samples and frequent use of non-standardised 

measures and future studies should utilise a longitudinal design and have larger 
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sample size, as this would make the results more statistically meaningful and allow 

causal relationships between variables to be established. One of the aims of health 

services is to enhance the quality of life for users and more studies are needed to 

evaluate the effectiveness of stroke services on improving carers' quality of life. 

It is important to tighten up the methodological limitations of previous studies 

looking at both carer-directed and patient-directed interventions. Future studies 

looking at these interventions should ideally employ a RCT design. There should 

be more accurate and complete collection of carers' basic demographic details 

(age, gender, relationship status to stroke survivor, ethnic background, socio-

economic status), sample size and a more precise definition of what was meant by 

a carer. Ideally, studies looking at stroke carers should recruit only the principal 

carer; that is, the individual identified as the main provider of the stroke survivor's 

emotional and physical support. Complete details of carer samples from each study 

enable comparisons to be made with other studies and allow results to be 

generalised. 

2.10. Development of the research questions 

Informal stroke carers are an important element in the care of stroke survivors, but 

the strain caused by caring for this group of individuals has a detrimental effect on 

their general quality of life. Whilst the majority of studies have been orientated to 

looking at stroke survivors, there is also a growing recognition of the need for 

health services to improve the quality of life in stroke carers. This study sought to 

address some of the limitations of previous studies by focusing the research 

question specifically to informal stroke carers. My focus of research was 

particularly interested in investigating the impact of post-discharge rehabilitation 

on stroke carers. This is because rehabilitation services play an important role as 

one of the major health service contacts for many carers once a survivor has been 

discharged from hospital. However, there have been relatively few studies looking 

at the effectiveness of rehabilitation services on improving carers' outcome, with 
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most studies involving stroke carers and health services focusing on carers' 

perceptions of in-patient stroke services. 

Furthermore, trends in health service policy have seen a decentralisation of health 

care delivery away from hospital to community settings. In post-discharge stroke 

care, this has led to the formation of domiciliary stroke teams in which 

multidisciplinary teams of therapists are employed to carry out rehabilitation in the 

survivors' own home instead of at a day hospital. This shift in health care delivery 

could see carers becoming more involved in the rehabilitation process, but little is 

known about what impact either the domiciliary team or the day hospital will have 

on carers' quality of life or on their ability to help carers cope with their role. It 

may be that greater contact between the stroke carer and the domiciliary 

rehabilitation staff will lead to more empowerment for stroke carers through 

greater involvement in the rehabilitation process of the stroke survivor and a better 

quality of life outcome. Conversely, day hospitals may provide an important 

respite role for the carer, which in turn leads to an improvement in the quality of 

life. However, the few studies evaluating the effectiveness of domiciliary services 

have generally found little difference in carer outcomes between the domiciliary 

and day hospital models, but these studies have only used psychological measures. 

There has been no previous study, which has attempted to evaluate the impact of 

different models of post-discharge rehabilitation on stroke carers. This study is the 

first of its kind to do a complete investigation of the impact of different models of 

post-discharge rehabilitation on carers' quality of life. It aims to look at their 

effectiveness in bringing about change in carers' quality of life and if either of the 

rehabilitation models help stroke carers to cope better with their role. 

My first research question was interested in evaluating the effectiveness of the 

different models of rehabilitation in improving carers' quality of life. I wanted to 

see if carers assigned to a domiciliary stroke team had any significant 

improvement in their quality of life when compared to those assigned to the day 

hospital group. I felt this was important as the results would have future 
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implications for domiciliary stroke teams; in particular, any deterioration in carers' 

qiialitf (yf life rgswiltLng; from ccwitact iRTtii ckimiciliary strolce teaum ivould ne%:d 

health services to rethink their policy of setting up such teams for the future. I was 

intanestecl ui er/aluiiting î iwUitif of life iisinjg a Tvicler rzuigf; odF iniezuaires 

incorporating social, physical as well as psychological domains unlike previous 

studies that have only used psychological health to measure carer outcome. 

My second research question was interested in stroke carers' perceptions of the 

domiciliary stroke team and day hospital service. As a relatively new concept in 

health care, there have been few studies looking specifically in this area, but it is 

important for health services to cater for carers' needs. This question sought to 

provide a more qualitative evaluation of the different rehabilitation packages and 

to give some insight into which aspects of the rehabilitation package carers 

perceived as most useful in helping them to cope with the stroke. Likewise, any 

shortcomings in the different rehabilitation packages could potentially be used as a 

framework for future interventions to support stroke carers in their caring role. 

My third research question was interested in investigating how stroke carers coped 

with their role as carers. This question arose from the lack of studies in this area, 

all of which have tended to focus on the use of specific psychological strategies in 

improving carers' ability to cope, but which provided little insight into how carers 

coped in their role. I felt it was important to identify the difficulties facing carers 

as this would provide a framework for supportive packages. For this purpose, I 

therefore wanted to gain an insight into the process which carers employed to cope 

with the onset of the stroke, their expectations of their role as carers and to identify 

the support structures available to them. Furthermore, I was also interested to 

explore the changes in their role occurring over a period of time. 

My final research question was interested in investigating which survivor variables 

have an influence on the different domains of quality of life. Whilst previous 

studies have identified several factors which predict psychological morbidity, these 

studies have not looked at other domains of quality of life. I was therefore 
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interested to see if there was any relationship between the main survivors' 

variables such as gender and level of disability with any of the carers' quality of 

life domains (i.e. physical health, social activities and psychological health). 
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(3BUUPTI%13: RESEARCH CONTEXT 

3.1. Relationship of the Dorset Stroke Study with main carer study 

There have been few studies in stroke research, which have looked at the impact of 

stroke services on informal carers. The Dorset Stroke Study (DSS) which was 

initially set up to evaluate the cost-effectiveness of different models of post-

discharge rehabilitation, provided a unique opportunity for a researcher (J. Low) to 

conduct a detailed investigation on the impact of these different stroke 

rehabilitation models on informal carers. The researcher was able to recruit his 

carer sample from survivors participating in this stroke project and felt it was 

important to give some background information about its evolvement. 

The key objectives of this chapter are to give an outline of the aims of the Dorset 

Stroke Study, to describe the structure of the health services involved in the DSS, 

and the methodology used to collect the data, and to present the results and their 

conclusions. The results described in this chapter focus specifically on outcomes 

relating to stroke survivors' physical, psychological and social functioning as it was 

felt this was important in trying to understand the impact of the different services 

on the carers involved in the study. 

There was some debate as to what words could be used to describe a person with 

stroke. In this chapter and subsequent chapters, the term 'stroke survivor' was used 

instead of 'stroke patient'. It was considered more appropriate to use 'stroke 

survivors' as the emphasis of this study was on the stroke carers, not the person 

with the stroke. Thence, the use of 'stroke survivor' reflected this change in focus 

on the 'person with stroke' from someone receiving health care to someone who 

has survived the stroke and may need additional help from informal carers as a 

result of it. It was also acknowledged that the use of the word 'patient' may also 

have negative connotations associated about the passive role that these users have 

in the health service. 
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3.2. Dorset Stroke Study: Background information 

The growing cost of health care has focused attention on the need to provide 

treatments, which are both cost-effective and beneficial to stroke survivors' quality 

of life. Strokes in particular are a growing health concern with the ageing 

population in the UK and the high costs of providing stroke care. The introduction 

of domiciliary stroke units in two studies have been shown to be a cost-effective 

method of delivering post-discharge rehabilitation in urban areas (Gladman et al, 

1995), but there have been few studies showing its efficacy in rural or semi-rural 

areas. It was this lack of research, which prompted the Dorset Health Authority to 

evaluate the feasibility of introducing such a team into Dorset. The Dorset Stroke 

Study was therefore set up as a three year randomised control trial (RCT) through a 

South & West NHS Research and Development (R&D) grant. The prime aim of 

this study was to evaluate the cost-effectiveness of a domicilary stroke team with 

the service provided by day hospitals for the elderly in the delivery of post-

discharge stroke rehabilitation. A multi-disciplinary steering group was set up to 

ensure the smooth running of the study and to investigate the following areas: 

1) evaluating the effectiveness of the domiciliary stroke team in 

improving survivors' physical, psychological and social functioning 

compared to the day hospitals for the elderly. 

2) an economic evaluation to determine if the cost of delivering 

domiciliary stroke rehabilitation was cheaper than providing this in the 

day hospital. 

3) a subsidiary study to investigate 'the black box of stroke 

rehabilitation', looking at how therapy staff in the domiciliary team and 

day hospital spend their therapy time with stroke rehabilitation. 
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3.3. Service provider 

3.3.1. Background to the main service provider 

Poole Hospital NHS Trust is one of the two major providers of acute secondary 

health care in East Dorset, serving a population of 267,440 residing in the borough 

of Poole and the District Councils of East Dorset and Purbeck (Simons et al, 2000). 

The Trust covers an area semi-rural in character, ranging from the East Dorset 

conurbation including Poole, the market towns of Wimbome Minister, Wareham 

and Swanage and remote rural areas such as the Purbecks (see Figure 3.1). This 

area also has a higher proportion of older people residing in it where 11% of the 

population are aged 75 years and older (Simons et al, 2000) compared with the 

national average of 7% aged 75 years and over (Office for National Statistics, 

1998). This finding may be attributed to the fact that East Dorset is a popular 

retirement area and has an influx of older people moving into the region from other 

parts of the United Kingdom. 

3.3.2. Organisation of stroke care for survivors in the catchment area of 

Poole Hospital NHS Trust. 

The organisation of stroke care in Poole Hospital is generally determined by the 

person's age on admission. At the start of this study in 1995, there was no stroke 

unit at Poole Hospital so any stroke care was carried out in a generic environment. 

Younger stroke survivors (under 60 years) were admitted to an acute medical ward, 

where they receive both their treatment and rehabilitation. Any of these survivors 

requiring further rehabilitation on discharge were followed up in the out-patient 

departments of their nearest hospital. Older stroke survivors (60 years and older) 

were admitted to one of the three acute 'Care for the Elderly' wards for assessment 

until their medical condition stabilised when they were then transferred to their 

nearest local community hospital for the first stage of their rehabilitation. In some 

individual cases, survivors between 50-60 years have been admitted to a 'Care for 
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the Elderly' unit as their clinical condition would benefit from the expertise 

provided by these units. 

The community hospitals Aldemey, Wimbome, Wareham, Swanage and 

St.Leonards are associated units with medical input from consultants based at 

Poole, but have separate management arrangements from Dorset Healthcare NHS 

Trust. Prior to the DSS commencing, many Poole residents were transferred to St. 

Leonards Hospital (12 miles from Poole) due to insufficient beds at Aldemey, but 

this situation changed with the opening of two new rehabilitation wards 

(Kimmeridge and Lulworth) at Poole Hospital in October 1995. 

Stroke survivors were discharged from secondary care either when they were able 

to function safely in the community with the appropriate level of social care input 

or when a suitable placement becomes available in a rest or nursing home. 

Discharged stroke survivors were only referred to their local day hospital if they 

had a residual disability, which would benefit from further rehabilitation. 

3.3.3. Day hospitals involved in the Dorset Stroke Study. 

The day hospital units participating in the Dorset Stroke Study were Studland, 

Woodlands (Aldemey), Wimbome and St. Leonards. All except Studland (Poole 

Hospital NHS Trust) were managed by the Dorset Healthcare Tmst. 

Two changes occurred during the course of the study: 1) Studland Day Hospital 

was closed in December 1995 due to service reorganisation in Poole Hospital NHS 

Trust. 2) Wareham Day hospital, which was not initially included due to perceived 

travel problems for the domiciliary stroke team (i.e. heavy summer tourist traffic) 

was subsequently included into the study in October 1996 as the numbers of stroke 

survivors being recruited needed to be increased. 

The underlying philosophy of these day hospitals was to provide co-ordinated 

health care in the rehabilitation of elderly survivors recently discharged from 
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secondary health care. As in other parts of the UK, day hospitals in the Dorset 

Healthcare Trust operate in multi-disciplinary teams consisting of physiotherapists, 

occupational therapists and nurses with weekly speech therapy and medical input. 

Most referrals to the day hospital come mainly via the in-patient rehabilitation 

wards, but stroke survivors identified via General Practitioners are first seen by the 

consultant geriatrician (based at Poole Hospital) who will make a referral if 

appropriate. 

Survivors were assessed on their first visit to evaluate the amount of therapy 

required. For each patient the number of day hospital visits varied irom one to three 

times a week and was determined by the survivors' level of disability and their 

potential for recovery. Stroke survivors were booked for regular attendance until 

their maximum potential, as assessed by the team, was reached (this could take 

between one to three months). 

Survivors were required to attend for the entire day (10.00AM to 3.00 PM) and 

were given individual sessions of physiotherapy and occupational therapy with 

some input from speech therapy if appropriate. Nursing and medical needs were 

also catered for during these visits. In most cases, ambulance transport was 

provided to and from the survivors' homes though some are brought in by private 

transport. Once survivors had reached their maximum potential for recovery and 

were considered for discharge, they were put on review for a month, re-assessed to 

monitor progress and if no further therapy was considered necessary by the multi-

disciplinary team, they were discharged from the day hospital. 
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3.3.4. The domiciliary stroke team 

The Dorset Health Authority set up a domiciliary stroke team in June 1995. Its aim 

was to provide home-based stroke rehabilitation to recently-discharged stroke 

survivors living in a designated catchment zone, which covered an area from Poole 

to Horton and Verwood in the north, Ringwood in the east and Wool in the west 

(see Figure 3.1). 

Figure 3.1: Map of Dorset (taken from Dorset Health Authority website) 
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This service consisted of one full time Senior I Physiotherapist and one half time 

Occupational Therapist who were responsible for stroke rehabilitation. Medical 

input was provided by monthly meetings with a consultant physician (from the 

Department of Medicine for the Elderly, Poole Hospital NHS Trust) to discuss 

individual cases. Survivors requiring any Speech therapy were referred directly to 

the Speech and Language Therapy Department at Poole Hospital. 

The service philosophy of the domiciliary stroke team was to assess survivors' 

needs, devise an intervention programme and to provide therapy until maximum 

potential for recovery was reached. Once this had been achieved, stroke survivors 

were then placed on review for a period of a month and if no further therapy input 

was needed, survivors were discharged. Survivors were also transferred to a more 

appropriate service if the therapists felt that the person's disability was not stroke-

related. Once discharged from the domiciliary stroke team, survivors could not be 

re-referred to this team; if further rehabilitation was needed, a new referral would 

be sent to either the day hospital or the domiciliary community teams for the 

elderly. 

This latter team was set up in February 1996, as a consequence of service re-

organisation, to provide a generic domiciliary rehabilitation service as a result of 

the closure of Studland Day Hospital. The philosophy of this team was to provide 

therapy to discharged survivors (except those with stroke) who would benefit from 

rehabilitation, but were unwilling or unable to attend the day hospital. Generally, 

there was little interface between the Dorset Stroke Study and the domiciliary 

community team, but there were brief weekly meeting between the researcher and 

the administrative staff from the latter to ensure that the community team was not 

treating potential stroke participants. 
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3.4. Dorset Stroke Study: Design 

A randomised controlled trial (RCT) design was used in evaluating the 

effectiveness of the domiciliary stroke service compared to the traditional day 

hospital model. The advantage of the randomisation process is that it reduces the 

potential of selection bias occurring in the allocation of participants to intervention 

groups. Therefore, randomisation enables all confounding factors (known and 

unknown) to be evenly distributed by chance between the treatment groups, 

provided the sample is large enough (Heimekens & Buring, 1987). Hence, results 

from this type of study have high validity and RCTs are often considered 'gold 

standards' in medical research. Nevertheless, randomisation by itself cannot ensure 

an even balance of confounders in both the intervention and control groups, 

especially in a study with a relatively small sample such as the Dorset Stroke Study. 

Therefore, it was necessary to stratify the randomisation process for the following 

confounders; gender, age, baseline disability level (Barthel score) and day hospital 

catchment. These confounders were selected as previous studies have shown that 

they have an influence on either stroke epidemiology or recovery. Day hospital 

catchment was also selected as a potential confounder to ensure an even 

distribution between the two intervention groups in the different trial centres being 

used. 

3.5 Participants 

3.5.1 Source of participants 

1) Acute stroke in-patients admitted into Poole Hospital or its associated 

community hospitals (Aldemey, St. Leonards and Wimbome). Survivors from 

Wareham Hospital were included into the study in October 1996 provided they 

lived in the town of Wareham and its immediate environs (a distance of five miles 

from the centre of Wareham town). This area was considered geographically 

accessible to the domiciliary stroke team. 
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2) New stroke survivors identified in the community by their general practitioner or 

the consultant geriatrician during their domiciliary visits or outpatient 

appointments. 

3.5.2 Eligibility criteria 

The following eligibility criteria were used to decide which stroke survivors were 

suitable for inclusion into the Dorset Stroke Study: 

a) person had a confirmed stroke diagnosis 

b) person was 55 years or over 

c) person was a resident of East Dorset at the time of discharge 

d) person needed further rehabilitation for the disability caused by stroke 

e) person was physically able to attend day hospital 

f) person's pre-admission level of disability was not too severe to prevent further 

rehabilitation 

g) person was not showing signs of advanced dementia, in that they had no loss of 

long and short term memory, and with clear comprehension of their environment 

and situation. 

3.6 Procedure 

Ethical approval was first obtained from the East Dorset Local Research Ethics 

committee. A stroke register was then set up between October 1995 to April 1997 

to record all stroke survivors admitted to either a Poole Hospital geriatric 

rehabilitation ward or the following Dorset Healthcare Trust community hospitals 

(Aldemey, St. Leonards and Wimbome). Wareham Hospital was included in the 

register in October 1996 (see section 3.3.3 for reason of Wareham's inclusion). 

Survivors were monitored on a weekly basis by the main researcher (J. Low - JL) 

and at the point of discharge from hospital, consultant geriatricans were asked to 

assess survivors' suitability for the study. 
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Eligible survivors were approached before discharge by JL with details of the study 

objectives (see Appendix I). Survivors agreeing to participate were asked to sign 

the Consent Form (see Appendix II) after which JL conducted the baseline 

assessments (see Appendix III) and survivors were then randomised. This was 

achieved by telephoning a central office where closed lists of randomisation 

schedules generated by computer were kept. Randomisation was stratified in blocks 

of four by gender, age, disability level (Barthel <10, 10-14, 14+) and the catchment 

area of the day hospital. 

A referral to the appropriate service was made once survivors had been allocated to 

a treatment group and the researcher wrote to the participant, their principal carers 

(defined as the individual providing the majority of the survivors' emotional and 

physical support) and their general practitioner (GP) about their allocation. 

Participants who did not want to participate in the study were asked to give their 

main reason for non-participation, referred directly to the relevant day hospital and 

were not approached any further by the researcher. The procedure for recruiting 

stroke participants identified in the community was exactly the same as with acute 

in-patients except that participants were contacted directly at their homes when 

details were provided to the researcher. 

Participants were followed up at three, six and 12 months using the Patient Follow-

up Assessment (see Appendix IV). The three month assessment was conducted by 

JL, but a nurse researcher was employed to carry out the six and 12 month 

assessments. The employment of a nurse researcher, who was blind to the 

allocation of the study participants reduced the potential for observer bias and so 

increases the validity of the results. However, the nurse researcher was not 

employed for the 3 month results as there were no funds available in the South & 

West R&D bid to cover this period. 
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3.7 Main outcome measures (survivors) 

3.7.1 Criteria for selecting outcome measures 

The following criteria were used in selecting outcome measures to evaluate 

survivors' physical, psychological and social functioning: 

i) standardised measures tested for validity and reliability. 

ii) measures which were easy for both researchers to administer and DSS 

participants to understand. 

iii) measures which had been used in previous stroke studies which allowed 

comparisons with other studies. 

3.7.2 Outcome measures used 

The following outcome measures were selected using the criteria listed in Section 

3.7.1: 

1. The Barthel Activities Index (BAI) was one of the measures used to evaluate 

physical functioning, looking specifically at personal Activity of Daily Living 

i.e. self-care ability such as bathing and toilet use (Wade, 1992). The BAI has 

the following scoring system; 20 indicates full independence, 15-19 minimal 

disability, 10-14 moderate disability and a score <10 indicates severe disability. 

2. Rivermead Mobility Index (RMI) was the other measure used to evaluate 

physical functional, looking specifically at a person's level of mobility (Collen et 

al, 1991). It is a 15 item questionnaire with a maximum score of 15 where a 

higher score indicates better mobility. 
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3. Philadephia Geriatric Center Morale Scale (PGCMS) was used as a measure of 

psychological functioning looking specifically at a person's morale level 

(Working Group of the Royal College of Physicians, 1992). It has a maximum 

score of 17 where a higher score indicates a better level of morale. 

4. The Short-Form 36 (SF-36), using the two dimensional scoring system (Ware et 

al, 1994) was employed in the DSS in which the Physical Component Score 

(PCS) was used to measure perceived physical health and the Mental 

Component Score (MCS) to measure perceived mental health status. Both these 

scales have a maximum score of 100 where a higher score is indicative of better 

health outcome and both have datasets for the general population. For the 75 

year and over age group, median PCS and MCS scores are 37.9 and 50.4 

respectively (Ware et al, 1994). 

5. Frenchay Activities Index (FAI) was used to measure the level of social 

functioning (Holbrook & Skilbeck, 1983). It has a maximum score of 45 where a 

higher score indicates better levels of social functioning and a score of 30 is 

indicative of active social functioning (Tumbull et al, 2000). This measure was 

originally developed in stroke populations. 

3.7.3. Timing of assessments 

Table 3.1 shows the timing of each measure over the 12 month period. The three 

main measures used at all assessments were the BAI, PGCMS and RMI. The timing 

of each measure differed, partly due to their content. The SF-36 was not be used at 

baseline as it would have been recording patient health status during the initial 

recovery phase from stroke and so may have skewed the results. The FAI was 

excluded from the baseline and three month assessments as survivors would have 

been in hospital during the time span assessed and so would not provide an accurate 

score of their activity level either before or after the stroke. 
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Table 3,1: Timing of patient outcomes at baseline, three, six and 12 months 

Outcomes 

Baseline 

Time period 

3 months 6 months 12 months 

BAI / / y / 

PGCMS / / y J 

RMI / / / / 

X / / / 

FAI X X / 

3.7.4 Other details recorded. 

The following details were collected on each patient during the baseline 

assessment: socio-demographic information (age, gender, previous occupation) and 

cognitive status which was measured using the Abbreviated Mental Test, a 10 item 

test recommended by the Working group of the Royal College of Physicians and 

the British Geriatrics Society (1992). Survivors' medical notes were used to obtain 

their pre-stroke medical history. 

3.8 Data analysis 

3.8.1 Data preparation 

All items on each questionnaire were coded before being punched in by a data entry 

agency. The punched data were examined to check for any irregularities, cleaned up 

and formatted for use on an SPSS package. 

3.8.2 Types of analyses used 

The following analyses were carried out on the data using SPSS: 
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1) Reasons of ineligibility for stroke survivors admitted to Poole Hospital and 

associated community hospitals, calculated in frequency and percentages. 

2) Reasons for eligible survivors not participating in Dorset Stroke Study, 

calculated in frequency and percentages. 

3) Comparison of both domiciliary and day hospital groups on the following 

characteristics: 

a) number and source of randomised survivors. 

b) major sociodemographic details; gender, marital status, social class, age 

(calculated using mean and range), living arrangements, home and car owner. 

c) clinical information; previous stroke, disability level (median, interquartile 

range, mean, standard deviation), cognitive status, length of hospital stay (median, 

interquartile range) 

4) Descriptive statistics showing the median and interquartile range of all survivors 

outcome measures (Barthel, RMI, PGCMS, MCS, PCS and FAI) at baseline, three, 

six and 12 months. 

5) Changes in score from baseline to 6 months and 6 to 12 months were calculated 

for the Barthel, the RMI and PGCMS. In addition, changes in score from 6 to 12 

months were calculated for the MCS, the PCS and the FAI. 

6) Independent t-tests were carried out to calculate t scores, p values and confidence 

intervals in comparing the mean score changes of the different outcome measures 

(BAI, RMI, PGCMS) between baseline and six months to see if there was any 

significant difference between the two groups on these measures. 

7) Independent t-tests were carried out to calculate t scores, p values and confidence 

intervals in comparing the mean score changes of the different outcome measures 

(BAI, RMI, PGCMS, PCS, MCS and FAI) between six and 12 months to see if 

there was any significant difference between the two groups on these measures. 
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8) Non-parametric tests (Mann-Whitney U) were used to test for significant 

differences between the two groups for PCS, MCS and FAI at 6 months. Non-

parametric tests were used as these frequency distributions were schewed. 

3.9 Results 

3.9.1 Patient recruitment 

During the recruitment period (October 1995 to June 1997), 397 survivors with 

stroke were admitted to the rehabilitation wards of Poole Hospital and the four 

participating community hospitals. Of this sample, only 165 (42%) of these 

survivors were eligible. 

A total of 232 out of 397 survivors were ineligible for the Dorset Stroke Study and 

the two main reasons for ineligibility were death or resolution of the stroke, which 

together accounted for 50% of the total. Of the 165 eligible survivors, 125 (76%) 

gave consent to participate in the study and were randomised together with 15 

survivors who were recruited from community referrals. The remaining 40 

survivors did not want to take part in the study and the main reasons for refusal 

were either a preference for one type of therapy (21/40) or an unwillingness to take 

part in the study (7/40). 

An analysis of the age and gender distribution of the 40 non-participants was 

carried out to see if there was a difference between participating and non-

participating survivors. This found that mean age of the non-participating survivors 

was 80.9 years and that 50% of this sample was male, characteristics similar to the 

participant group. 
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3.9.2 Baseline characteristics 

The randomisation process allocated 66 participants to the domicilary team and 74 

to day hospital care. Both groups were well matched for age, gender, marital status 

and social class. There was no difference between the groups in baseline Barthel 

score, the numbers with previous stroke, their length of time in hospital and the 

percentage with cognitive impairment. 

3.9.3 Follow-up details (baseline to six months) 

54 (84%) of domicilary participants and 58 (78%) of the day hospital participants 

had both baseline and six month outcome data. There were a few cross-overs: one 

patient was inappropriately assigned; five domicilary survivors switched to day 

care; two survivors switched over to the new domicilary scheme that was set up in 

part of the Poole area during the period of the study. Most withdrawals to follow-

up were due to death, a recurrent stroke or the participant moving to a different area 

(19/26). 

A further analysis showed no difference in the age or baseline Barthel between 

those remaining in the study and those lost to follow-up for non-clinical reasons. 

However, survivors who had died or had another stroke were older and had a 

poorer initial Barthel score (indicating a more severe stroke) that those who did not. 

3.9.4 Survivors' outcomes at six months 

The results referred to in this section are displayed in Appendix V. 
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3.9.4.1 Physical measures 

At baseline, both domiciliary and day hospital survivors showed moderate 

functional disability (BAI scores of 14.0 and 13.0 respectively out of 20) and poor 

mobility (RMI scores of 6.0 and 6.0 respectively out of 15). An analysis of the 

mean change of the BAI and RMI (0 to 6 months) showed that both groups of 

survivors improved in physical functioning and mobility (see Appendix V). 

However, the domiciliary group had better functional (mean difference BAI 1.1; 

95% C.I., -0.1, 2.3) and mobility improvements (mean difference RMI 0.9: C.I., 

0.2, 2.0). In particular, the domiciliary group improved by 2 points (BAI), which 

shows clinically significant improvement in functional status. Nevertheless, none of 

these results reached statistical significance. In addition, median PCS scores of less 

than 37.9 at six months showed that most of the domiciliary and day hospital 

survivors had poorer physical health than the general population (Ware et al, 1994). 

3.9.4.2 Psychological health 

Both domiciliary and day hospital survivors had moderate level of 'morale' at 

baseline (median PGMS of 13.0 and 12.0 out of 17 for respectively). An analysis of 

the mean change from baseline to six months showed deterioration in the 'morale' 

scale for both groups, with the day hospital group having a larger but non-

significant decrease (see Appendix V). Nevertheless, both the domiciliary and day 

hospital groups still had mental health status comparable to the general population 

at six months (median MCS of 57 in both groups) when compared to the general 

population median of 50.4 (Ware et al, 1994). 

3.9.4.3 Social functioning 

Survivors in both the domiciliary and day hospital group had poor social 

functioning (median of 12.0 and 7.5 respectively out of 45) and that they did not 

differ significantly from each other on this outcome at 6 months (see Appendix V). 
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3.9.5. Patient outcome at 12 months 

The results referred to in this section are displayed in Appendix VI. 

3.9.5.1 Physical measures 

Both groups showed moderate functional disability in at 6 months (BAI scores of 

14.0 and 13.0 respectively), reasonable mobility in the home environment (RMI 

scores of 9.5 and 8.0 respectively) and poorer physical health compared to the 

general population (PCS median scores of 36.1 and 31.6 respectively). An analysis 

of the mean change from six to 12 months of the BAI, RMI and PCS showed no 

further improvement in physical functioning, mobility or physical health in either 

group (see Appendix VI). 

3.9.5.2 Psychological outcomes 

Both domiciliary and day hospital survivors had moderate levels of morale at 

baseline (median PCGMS of 12.0 and 10.0 out of 17 for respectively). The mental 

health of both domiciliary and day hospital survivors at 6 months (median MCS 

score of 57.4 and 57.1 respectively) was comparable to the general population. An 

analysis of the mean change from six to 12 months of the PCGMS and the MCS 

showed little change in morale or mental health in either group of survivors (see 

Appendix VI). 

3.9.5.3 Social functioning 

Both the domiciliary and day hospital survivors had poor social functioning 

(median of 14.0 and 7.0 respectively out of 45). An analysis of the mean change 
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from six to 12 months found little change in social functioning in either group (see 

Appendix VI). A one point difference in favour of the day hospital is clinically a 

very minor improvement on the FAI. 

3.10. Summary of the main results from the Dorset Stroke Study (Baseline to 

12 months) 

Both domiciliary and day hospital groups made improvements in functional status 

and mobility from baseline to 6 months. At the same time, there was deterioration 

in survivors' morale. General trends from six to 12 months showed no change in 

any of the survivors' outcomes. None of the results reached statistical significance. 

These findings also showed that the domiciliary group had better improvements in 

physical outcomes and showed less deterioration in psychological outcomes than 

the day hospital group, but that these results did not reach statistical significance. 

No improvements were seen in social functioning in both groups, which was poor 

at 12 months. Clinically at 12 months, survivors in both groups had moderate to 

mild levels of disability and generally were mobile indoors. When compared with 

the general population, their physical health was slightly poorer, but their mental 

health was similar. 

3.11. Economic evaluation 

The Dorset Stroke Study was one of the few studies to carry out an economic 

evaluation of a domiciliary stroke service in a semi-rural area. Details of the 

methodology used to carry out the economic evaluation and a full description of the 

results can be found in Roderick et al (accepted). The main findings from this 

economic evaluation showed no significant difference in the cost per patient of the 

two rehabilitation services. A more detailed analysis showed that the direct costs of 

the domiciliary service were lower than the day hospital, but once the knock-on 

effects on social services were taken into account, it was more expensive although 

this result was not statistically significant. 
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However, this result did not take into account that the domiciliary service was not 

operating to full capacity (as number of survivors treated depended on study 

recruitment and patient allocation). A sensitivity analysis was therefore carried out 

to account for increased caseload in the domiciliary service and it showed that costs 

improved in favour of the domiciliary service. Whilst care must be taken to 

extrapolate these findings into policy recommendations, they did suggest that the 

introduction of a domiciliary stroke team would not lead to significantly greater 

costs in delivering stroke rehabilitation to older people after their discharge from 

hospital. 

3.12. Investigative study into the black box of stroke therapy 

The Dorset Stroke Study provided an opportunity for a sub-study to be carried out 

looking at the 'black box' of stroke therapy. The aims of this study was to 

understand what occupational therapists and physiotherapists do during their time 

in stroke therapy and to examine the variability between the domiciliary stroke 

team and the three day hospitals (Woodlands, St Leonards and Wimbome). It was 

led by Dr's Ann Ashbum and Claire Ballinger (University of Southampton), with 

support from the main researcher (JL) and Dr. Paul Roderick (University of 

Southampton). In this study, data on the activities of the therapists in both arms of 

the study were collected by asking therapists to record their activities in 15 minute 

periods for six 2 week periods during the study, using a classification scheme to 

describe the main activities undertaken. 

The methodology and the results of this study were fully described by Ballinger et 

al (1999), but this sub-study highlighted two main findings. First, it showed that 

occupational therapists mainly carried out interventions on physical functioning, 

social/leisure and other tasks, whereas physiotherapists carried out interventions on 

walking, standing balance and upper limb movement. Second, it demonstrated the 

variability between the two methods of service delivery. It found that domiciliary 

therapists generally worked alone, whilst day hospital therapists had greater 
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opportunity to deliver interventions in group settings. One question brought up by 

the main carer study was the potential impact of services on stroke carers. This sub-

study showed that 2-3% of therapist time was spent educating the carer about 

therapy. Further analysis found that the percentage of time that domiciliary 

therapists spent in educating carers was greater than time spent by day hospital 

therapists (personal communication, A.Ashbum). These results suggested that 

domiciliary therapists may have better opportunities to provide carer education in 

their therapy sessions. On the other hand, day hospitals were better placed at 

carrying out both social and leisure therapy through the use of group work. 

3.13. Conclusions 

The domiciliary stroke team showed better short-term benefits in improving 

survivors' mobility and functional status, and in reducing the negative 

psychological impact of stroke when compared with the day hospital. A longer-

term assessment found that neither the domiciliary or day hospital teams brought 

about any further improvements in physical or psychological outcomes. 

Furthermore, neither service delivery had any impact on social functioning at six or 

12 months. Clinically, these results highlighted short-term benefits of the 

domiciliary stroke team in improving survivors' physical outcome after stroke. 

Whilst none of these results reached statistical significance, survivors' withdrawal 

firom the study meant that only 112 survivors were available for analysis at 6 

months. As 120 participants were required to achieve 80% power, the results at 6 

months might have been slightly under-powered and so leading to a possibility of 

Type II errors. Furthermore, it can also be argued that the p value of 0.05 is only an 

arbitrary cut-off point for statistical significance. Hence, a p-value of 0.051 (as 

found in the 6 month analysis BAI) could also be considered statistical significant, 

bearing in mind the sample size and clinical significance of the result. 

These findings indicated that whilst the beneficial impact of domiciliary stroke 

teams may need further assessment, survivor outcomes were no worse as a result of 

receiving domiciliary therapy than those receiving therapy at the day hospital. In 
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addition, the economic evaluation showed that there was no cost advantage to 

either service in their delivery of post-discharge stroke rehabilitation. These 

findings indicated that the establishment of a domiciliary stroke team in a semi-

rural area would be feasible. It would not lead to an increase in costs in the delivery 

of stroke rehabilitation after hospital discharge and would not adverse effect on 

survivors' physical outcomes and quality of life. 

There is an increasing recognition to cater for the health needs of stroke carers. As 

Chapter 2 has established, informal carers are an important source of emotional and 

physical support for stroke survivors, but little is known on the impact that health 

services have on carers' quality of life. Hence, if a. new type of health service 

intervention, such as a domiciliary service, is being considered on a national basis, 

it is important to know if it will have a detrimental impact on the informal carer. It 

may be that the reduced opportunities for respite, an indirect function of the day 

hospital, will have an adverse effect. On the other hand, increased opportunities at 

receiving education from the therapists as shown in the 'black box' study, may 

make the carer feel more involved and so may improve it. Therefore, the main carer 

study was carried out to address these issues by evaluating the impact of a 

domiciliary stroke team on carers' quality of life compared with the delivery of 

service from a day hospital. The findings from this study would also give a more 

rounded picture of the effect of different methods of service delivery, not only 

looking at survivors' outcomes and the cost implications, but also at the 

implications of domiciliary stroke teams for informal carers. 
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4.1 Methodological background 

Health service research (HSR) is primarily concerned with "the relationship 

between the provision, effectiveness and efficient use of health services and the 

health needs of the population" (Bowling, 1997, p.6). It has developed from the 

need to shift the focus of research away from a purely clinical approach towards 

the evaluation of a more cost-effective and efficient use of health resources (Polgar 

& Thomas, 1995). Within this research agenda, quantitative methods have 

traditionally been used, as their methodological framework has been suitable to 

address whether an intervention is effective. This is because quantitative 

methodology, with its deductive approach, requires the researcher to formulate a 

hypothesis. To test out the hypothesis, numerical data are collected and analysed 

using rigorous statistical tests. These enable the relationship between the different 

variables to be established, from which the null hypothesis can either be accepted 

or rejected (Bowling, 1997). 

However, there is now an increasing recognition of the need to focus research 

more on the health care needs of both patients and carers and the impact that health 

care has on them (Department of Health, 1997). At the same time, there is a 

realisation of the limitations of quantitative methodology to answer this type of 

research question (Pope & Mays, 1995). These limitations have centred on the 

assumptions made about quantitative methods and included the following points 

outlined by Guba & Lincoln (1994); 

1. they encourage the researcher to adopt a neutral 'outsider' approach at the 

expense of the 'insider' perspective, which takes into account the social 

context. 

2. they often ignore the meaning and purpose attached to human activity. 
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3. the variables extracted from quantitative studies are taken away from the 

context which gives them meaning. 

4. the results obtained can often not be applied to individual cases. 

5. the deductive framework of quantitative methodology prevents the 
/ 

emergence of new ideas as the hypotheses need to be pre-determined before 

the beginning of the study, using findings from existing work. 

On the other hand, qualitative research provides a suitable framework in exploring 

service users' perceptions and beliefs about health service delivery. This is because 

it adopts an inductive approach in its analysis, in which data are used to determine 

the formation of theory or concepts (Henwood & Pigeon, 1992). Therefore, unlike 

quantitative methods, qualitative ones do not require hypotheses to be generated 

before data collection and this non-experimental approach encourages data 

collection in naturalistic settings with the researcher playing a central role in 

making sense of the data in the context of the relevant concepts (Creswell, 1994). 

In HSR, there is now a recognition that qualitative methodologies can provide a 

more valid means of exploring complex social phenomena within health research 

(Bowling, 1997) and Pope & Mays (1995) have suggested three ways in which 

qualitative methods can be used in HSR. The first is as an exploratory 

investigation of a phenomenon from which a quantitative study can be developed. 

The second is the supplementation of quantitative data by a method of 

triangulation, in which the results from both methods are used to enhance the 

validity of a study's results. The third is the exploration of complex phenomena 

that are inaccessible to quantitative methods. 

4.2. Methodology used to answer the research questions. 

There is a growing interest in HSR not only to evaluate if a health service 

intervention is effective, but also the processes of care that are responsible for this 

change. The research questions this study was interested in answering reflected this 

perspective. My first question sought to evaluate the impact of two different 
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models of post-discharge stroke rehabilitation (a domiciliary therapy service versus 

the traditional day hospital) on carers' quality of life. The second question sought 

to investigate carers' perceptions of the social, physical and emotional difficulties 

they faced in providing care to stroke survivors. It also aimed to explore carers' 

expectations towards the therapy services and their own understanding of the 

therapists' role in the rehabilitation process. 

The nature of the first question was interested in evaluating if carers of survivors 

allocated to the domiciliary arm had a better quality of life than those in the day 

hospital. Hence, quantitative methods were used to answer this question. To collect 

the numerical data, a questionnaire incorporating standardised outcome measures 

was used. The advantages of using questionnaires, is that it is a cheap and simple 

way of generating large amounts of quantitative data (Fife-Schaw, 1995). In 

addition, the availability of standardised outcome measures to evaluate QoL 

further enhances the reliability and validity of the data obtained in this study. 

These psychometric properties are important as they ensure that the measures 

replicate the same results under identical conditions i.e. reliability and that they 

measure what they purport to measure i.e. validity (Last, 1995), and so help to 

ensure the robustness of a study's results. 

Nevertheless, the use of questionnaires has also been criticised for its inflexibility 

and the data obtained from them have sometimes lacked depth and detail (Pound et 

al, 1993). This may be due to their fixed response choices, which may not be 

sufficiently comprehensive and which present responders with a number of 

problems (Bowling, 1997). There may be a difficulty in identifying a response that 

reflects their true perceptions, which may in turn lead responders to choose an 

inappropriate response. The language used in a questionnaire may lead to 

misinterpretation and an inconsistency in how responders answer the question 

(Bowling, 1997). Whilst this can be overcome by using questionnaires, which have 

been extensively tested for reliability and validity and used in populations with 

specific diseases, it does not distract from the fact that many people feel that 

questionnaires are inflexible in recording their perceptions. 
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My second research question sought to explore carers' expectations towards the 

therapy services and their own understanding of the therapists' role in the 

rehabilitation process. It also aimed to investigate carers' perceptions of the social, 

physical and emotional difficulties they faced in providing care to stroke survivors. 

To answer these research questions, I felt that qualitative research methods were 

appropriate. Qualitative methods have an advantage over quantitative methods in 

situations where there is little pre-existing knowledge about a topic. In this study, 

qualitative methods were primarily used as a means of exploring complex 

phenomena, providing data, which was both descriptively rich and high in content 

validity. They were also used in a triangulation process, in which the data from the 

qualitative study was used to enhance the validity of the quantitative data. Hence, 

qualitative methods were used in two ways outlined by Pope & Mays (1995) 

Quantitative methodology would not have been appropriate for this part of the 

study as there were no suitable standardised measures which would have directly 

addressed the questions I was interested in. There are generally very few measures 

which have been developed in this area of stroke carer research and those available 

have mainly looked at carers' perceptions of in-patient stroke services (Pound et 

al, 1993) which would have had low content validity in relation to my question. 

The use of an inappropriate measure would have in turn made the results invalid as 

I would not have addressed my area of interest. 

Contrary to popular belief, qualitative methods reflect a wide range of different 

research paradigms with underlying assumptions, which specify the nature of 

reality and determine the way in which the data are analysed (Murray & 

Chamberlain, 1998). In this study, I used two types of qualitative analyses. I 

adopted 'content analysis' as one method of analysis as I was interested in getting 

a general overview of carers' perceptions and I felt that this approach, in which the 

researcher reduces data into categories was an appropriate method of analysis 

(Millward, 1995). In addition, I carried out an in-depth thematic analysis on a sub-

set of my interview transcripts, as I was interested in exploring the above issues in 
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greater depth. In both these analyses, I viewed the qualitative data as reflecting the 

true perceptions of how carers felt about caring for a stroke survivor and their 

expectations of the therapy services. However, I rejected a 'grounded ±eory' 

approach, as the aim of the research was not the generation of theory through the 
/ 

data. Likewise, 'discourse analysis' focuses on the structure of language and 

examines how people use language to construct versions of their worlds (Coyle, 

1995). It was therefore considered inappropriate for this study as I viewed the use 

of language as a reflection of carers' thoughts and not as a way of constructing it. 

4.3. Use of combined methodology 

The diverse nature of the research questions could not be answered by using one 

methodology alone and the framework of this study was based on a combined 

approach using both quantitative and qualitative research methods. Combined 

methods are becoming increasingly popular within health care research to 

investigate the many different factors that influence health (Morgan, 1998). Their 

main advantage is the ability to yield data on different aspects of the research 

questions (Mason, 1994). Combined methodology was used in this study to utilise 

the different strengths of each method in obtaining data, which would help to 

complete a rounded picture of the impact that different stroke services have on 

carers' quality of life and their method of coping. This approach can fill the gaps 

of knowledge, which could not be completed by the reliance of one methodology 

alone. In this study, the quantitative data provided the tools to document the effects 

of system changes and so help policy makers to make decisions about health care 

whilst qualitative methods were used to understand the processes accompanying 

changes in health systems (Holm & Schmidt, 1997). In addition, qualitative data 

was also used in a triangulation process to further validate some of the quantitative 

findings. 

However, the combining of different methodologies is fraught with difficulty and 

these problems may either be technical, or conflicts between the different 
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paradigms due to the underlying differences of assumptions (Morgan, 1998). 

There is still a continuing debate about the use of combined methodologies and 

there are those who would argue that as both methodologies come from 

fundamentally diverse research paradigms, it would be inappropriate to use this 

combined approach. This group would say that the quantitative methodology 

involves a research process in which reality is seen as objective and value-free, 

where researchers act as impartial observers who maintain a distance from the 

carers and do not bring their own values into the study. This contrasts sharply from 

the qualitative paradigm where multiple realities constructed by the individual can 

exist in any one given situation. The researcher plays a central role in the study, 

both in interacting with the carers they are studying and making sense of the data 

in the context of the concept being explored (Creswell, 1994). Therefore, from a 

'purist' stance, a barrier to using combined methodologies would stem from the 

fundamentally incompatible epistemological positions which quantitative and 

qualitative methods occupy and which should be seen as separate and mutually 

exclusive of each other (Bryman, 1988). 

The 'pragmatic' schools of thought would disagree with this purist stance, 

claiming it to be inflexible and that the perceived dichotomy that exists between 

quantitative and qualitative methodologies is false. They would argue that an 

integration of both research traditions is needed to understand complex concepts 

(Creswell, 1994). Increasingly within health service research, there is a trend 

towards the use of combined methods as a way of investigating the complexity of 

the different factors influencing health, in which both methods are seen as a way of 

complementing each other (Pope & Mays, 1995). As a practical study that is trying 

to investigate the complex interaction surrounding health care, this study needed to 

utilise the best methodologies available to investigate them. However, I do not 

dispute the theoretical differences between quantitative and qualitative approaches, 

but recognise that it is possible to use a combination of methods (Morgan, 1998). 

Therefore this study viewed methodology as existing within a continuum 

framework with pure quantitative and qualitative methods occupying opposite 

dimensions. Using this frame of reference, it is possible to see that studies which 
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employed a combined approach are situated somewhere on this continuum 

between the qualitative and quantitative dimensions. The use of this type of 

framework can explain a variety of different types of combined methods, such as 

studies using a predominantly quantitative approach, a predominantly qualitative 
/ 

approach and those in which quantitative and qualitative methodologies have equal 

status. 

This study utilised a dominant-less dominant design in which one research 

paradigm dominates the main study, though a significant minor component of it is 

taken from the alternative paradigm. In this study, greater weighting was given to 

the quantitative study as I felt that my main question, which was geared towards 

evaluating if carers in the domiciliary group had significantly better quality of life 

than carers in the day hospital group, was best investigated using a quantitative 

approach. Therefore the structure of this study was designed to answer this 

question, but as I was also interested in exploring carers perceptions of health 

service delivery and their attitudes towards their caring role, qualitative methods 

were also included within the quantitative based structure of the study. The 

advantages of using a dominant-less dominant design is that a consistent paradigm 

picture is presented, in which additional data are drawn from the qualitative study 

to explain the findings from the quantitative study. Its disadvantage is that purists 

from either side of the quantitative-qualitative divide may feel that it is a misuse of 

their paradigm (Creswell, 1994). 

Other types of combined methodologies were considered, such as the use of either 

two phase or mixed methodology designs. In a two phase design, both the 

qualitative and quantitative studies are carried out separately so there is no 

problem with distinguishing between the different research paradigms and this also 

presents a consistent paradigm picture, though there may also be difficulties in 

seeing the link between both studies (Creswell, 1994). In the mixed methodology 

design, both the quantitative and qualitative paradigms are mixed at various levels 

of the methodological process, allowing better integration between the qualitative 

and quantitative methods. Nevertheless, its main drawback is that it requires the 
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researcher to be comfortable in working backwards and forwards between both 

research paradigms thus requiring intimate knowledge of both (Creswell, 1994). 

Both these designs were rejected for the following reasons; the mixed methodology 

design would have been considered if there was equal weighting between the 

different methodologies, but was inappropriate for this study as there was greater 

weighting towards the quantitative side. The two phase design could have been 

considered if I was planning to use the results from one study to guide the structure 

of the other. For example, if I was interested in designing a questionnaire in a new 

area of research, a preliminary qualitative study would have been useful in 

generating themes or hypotheses to develop content for such a questionnaire. 

However, in this study, the results from both the quantitative and qualitative parts 

were trying to produce a general picture of the impact of the different services on 

stroke carers. It was therefore easier to incorporate the qualitative study with the 

structure of the dominant quantitative one rather than to set up a separate 

qualitative study. 

4.4. Quantitative study 

4.4.1. Quantitative design 

Quantitative data can be collected using two types of studies; observational and 

experimental. As the quantitative element of this study was interested in evaluating 

the effectiveness of two systems of stroke rehabilitation in improving carers' 

quality of life, an experimental design was considered the most appropriate design 

to use. This is because an experimental design is concerned with the relationship 

between two variables, the independent and the dependent variable from which the 

researcher can manipulate the former and so measure its effects on the latter 

(Robson, 1994). In practical terms, the independent variable in this study was 

represented by the different experimental groups, the control group which 

represents either no or traditional treatment, and the experimental group which 
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represents the new treatment. The researcher then measures the impact of the 

different groups on the dependent variable by the use of standardised outcome 

measures. As the researcher is interested in the relationship between the dependent 

and independent variable, data collection takes place in a controlled environment 
/ 

and any confounding variables i.e. participant characteristics which can affect the 

outcome, are controlled for either by randomised allocation methods or matching 

carers on confounding characteristics. 

This study was an exploratory study, using a randomised controlled trial (RCT) 

design. As this study was nested in the framework of a larger RCT, the unit of 

randomisation was the paired association of the carer participant with the stroke 

survivors. An RCT enabled the impact of the intervention to be evaluated on 

several outcome measures using concepts such as carers' quality of life and 

psychological health. There are two main reasons for this; first, participants are 

randomly assigned to either the intervention (receiving the new treatment) or the 

control group (receiving the standard treatment), in which the latter acts as the 

comparison group. Second, data are collected at two or more different points in 

time, one being the baseline pre-intervention stage and the other at post-

intervention. Carers are then followed over a period of time and any change in 

outcome can be evaluated between the different groups over time, assuming that 

both groups start with roughly equal experiences. Therefore, any improvement or 

deterioration in carers' outcomes can be attributed to the new treatment. 

The randomisation process seeks to ensure that both the intervention and the 

control groups are equally balanced with respect to any known and unknown 

confounding variables. This reduces the potential for confounding as the 

confounders will be randomly allocated between both groups. It also seeks to 

prevent selection bias, which may occur if participation allocation was in the 

control of the researcher by a process of concealed allocation. However, there are 

also several drawbacks to the randomisation process; One, it is only effective in 

ensuring an equal balance between groups for larger sample sizes. Two, 

randomisation does not eliminate problems associated with the recruitment of a 
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small group of self-selecting carers, such as the inability to generalise the results to 

other groups of carers. 

Another potential problem localised to this study was that randomisation was 

achieved indirectly by the paired association of carers with stroke patients from the 

Dorset Stroke Study (see Chapter 3). It would have been preferable if carers could 

have been allocated randomly to the intervention or control group, but this would 

not have been possible as the initial intervention was centred on stroke patients. 

Hence, it was acceptable for carers to be randomised via this paired association as 

they were indirect recipients of this intervention. However, it was not possible to 

stratify the groups by potential confounders such as carers' age, gender, socio-

economic status or their kin relationship with stroke survivors, so there is a risk of 

an imbalance for these confounders between the two groups. 

A major problem of any follow-up study is sample attrition i.e. the loss of 

participants to follow-up which could occur in this study through a variety of 

different reasons. These include death of the carer or stroke survivor, a move out 

of the area, the occurrence of a new stroke in the survivor or the wish of carers to 

withdraw from the study on personal grounds. These losses have several knock-on 

effects such as potentially leaving the study with a more unrepresentative sample. 

This leads to a loss of statistical power in data analysis and an increase in the 

occurrence of false negatives (Type II error). In a RCT, this means that the null 

hypothesis can not be rejected as a true difference may exist between the 

experimental groups, which requires a larger sample size to identify it (Hennekens 

and During, 1987). 

To minimise the effects of these losses, the following steps were taken; one, all 

carers were followed up at the different assessment times (3, 6 and 12 months). 

Two, the main statistical analysis was carried out using an 'intention to treat' 

analysis, which involves analysing all carers in the groups they were assigned to, 

irrespective of crossovers of their associated stroke survivor to the other treatment 

or subsequent withdrawal from the study (Lewis & Machin, 1993). This approach 



also reflects the real world where participants withdraw from studies for various 

reasons. 'Intention to treat' analysis would seem illogical compared with the 

alternative 'on-treatment' approach where only those who received treatment were 

analysed. Nevertheless, an 'on-treatment' analysis may produce a biased result by 

excluding participants who died or withdrew. Furthermore, many statisticians 

argue against this latter approach, indicating that analysis by treatment will disrupt 

the equal balance created by randomisation, leading to a problem of reduced 

sample size and consequent loss of power, and a undermining of the validity of 

significance testing (Lee et al, 1991). 

Technical problems can also arise from a longitudinal study and one problem is 

"sampling conditioning" in which carers exposed to the same questionnaires over 

several occasions are aware of the nature of the study and may unintentionally 

provide answers which favour the researcher's hypotheses (Fife-Schaw, 1995). 

Likewise, carers may not be truthful with their responses, either because they do 

not personally like the researcher or they want to provide the socially acceptable 

answers e.g. they may want to give the impression of coping well. This would 

make the results appear to be more favourable than they actually are. Carers may 

also be influenced by their knowledge and beliefs of the different treatments, 

which can lead to information bias. An RCT tries to overcome this information 

bias by the blinding of both the carers (to avoid recall bias) and the researcher to 

the hypothesis (to avoid observer bias). In this study, it was not possible to keep 

both parties blind to the allocation of the stroke survivors for the following 

reasons; one, the investigator was the main co-ordinator to the Dorset Stroke Study 

and was responsible for the initial organisation of care for the stroke patients. Two, 

the closeness of the relationship between carers and stroke survivors would have 

made it impossible for the former not to be aware of the latter's group allocation. 
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4.4.2. Sample selection 

4.4.2.1. Definition of informal carer 

An informal carer was defined as the person identified by the stroke patient as 

providing the majority of that patient's emotional and physical support and who 

was not employed by a statutory organisation to provide that care. 

4.4.2.2. Source of carers 

The main carers as defined in section 4.3.2.1 were identified from the 140 stroke 

survivors participating in the Dorset Stroke Study (see Chapter 3). 

4.4.2.3. Recruitment of carers 

Recruitment of informal carers commenced in October 1995 and ended in June 

1997. Informal carers were identified by asking each participating stroke survivor 

who their main informal carer was using the definition given in Section 4.3.2.1. 

Stroke survivors were asked if it was possible to contact their informal carer about 

participating in the study. Once their informal consent was given, each identified 

carer was sent a letter informing them about patients' participation in the study and 

the possibility of their involvement in the carers' study (see Appendix VII). Each 

carer was contacted by phone at least four times during different times of the day. 

Once contact was made, a meeting was arranged with them to discuss the purpose 

of the study in which they were provided with the summary sheet explaining the 

main objectives of the study (see Appendix I). This meeting also allowed carers to 

ask any questions concerning the study. Carers who agreed to participate were 

asked to sign a consent form (see Appendix II) whilst those who refused were 

asked their main reason for not wanting to take part. Carers who could not be 

contacted after four attempts were classified as the non-contact group. 
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4.4.3. Outcome measures 

/ 

Outcome measures refer to instruments which enable changes in health status to be 

monitored as a result of either exposure to a disease or an intervention (Last, 

1995). Often, standardised tests are used to measure changes in health status and 

this study employed a battery of standardised tests, which were incorporated in a 

questionnaire to measure carers' quality of life as a result of the impact of the 

different service deliveries. Within the context of health services research, 

outcome measures provide a scale by which individuals' health can be measured 

and there is much emphasis within health care to use standardised outcome 

measures to evaluate the effectiveness of treatment on individuals' health status. 

Studies have indicated that quality of life in stroke is not a uni-dimensional 

concept which can be measured in a single item and incorporates a wide range of 

dimensions including physical, functional, psychological and social health (de 

Haan et al, 1992). Therefore, it was necessary to employ a wide range of measures 

to cover this range and the main criteria in selecting outcome measures for this 

study were: 

1) each measure should demonstrate adequate validity and reliability. 

2) easy for the carers to complete by themselves. This requires the measure to obey 

the following conditions; 

i) the written language used has to be easily understood by the carer and the 

instructions for each measure should be easy to follow; 

ii) the responses to each question should be straight-forward and require only one 

response to one question; 

iii) each measure should be able to be completed in a short period of time (no more 

than 20 minutes) as too long measures can lead to fatigue and non-completion. 
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3) each measure must have been previously employed in studies involving either 

stroke survivors or their carers. This increases the validity of the measure and also 

provides the researcher with an opportunity to compare his carer sample with other 

studies. 

4) each measure must be suitable for use with different age groups. This is because 

the carers, unlike the stroke survivors, have a diverse age range. 

5) each measure must be written in the English language or have a standardised 

English translation. Each measure must be validated for the UK population, 

especially important when considering measures designed in the USA. 

Using these criteria, the following measures were considered: 

4.4.3.1 Carers' psychological health 

The General Health Questionnaire (GHQ) is a 28 item questionnaire measuring 

psychiatric morbidity on a 4 point scale. A total possible score on this measure is 

28, of which a score of five and above has been clinically recognised as an 

indication of psychological morbidity (Wade, 1992) and a higher score is 

indicative of increasing psychological morbidity. The GHQ was used in this study 

because it has been well validated and used in a large number of studies involving 

stroke carers (Anderson et al, 1995). This enables the results obtained in this study 

to be compared with other studies. Its main disadvantage is that a large component 

deals with physical symptoms, which many carers in this study may experience as 

a result of their age and not of their psychiatric morbidity. 

The Hospital Anxiety and Depression Scale (HAD), a 13 item measure of 

depression and anxiety, was also considered for this study. Its main advantage is 

that it is simple to complete and it has no somatic items, which can be confused 

with the effects of old age. It has commonly been used as a psychological measure 
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in oncology and has found to be appropriate for older people (Bowling, 1995). It 

has been used in stroke studies (Wade, Collen et al, 1992) and the British Stroke 

Research Group recommends the use of HAD (Wade, 1992). However, this 

measure was not used in this study because it was felt that more work was needed 
/ 

on its validity and reliability when this study commenced in 1995 (Bowling, 

1991). 

The Philadephia Geriatric Center Morale Scale (PGCMS) was also considered for 

this study, which looks at life satisfaction and self-esteem. It is a 17 item 

questionnaire which is recommended by the Working Group of the Royal College 

of Physicians (1992) as a measure to assess everyday subjective well-being. It is 

easy to complete and was developed for use specifically with elderly people with 

an optimal scale length allowing reliability without respondent fatigue. However, 

this measure was not considered as it would not have been appropriate for this 

carer sample, many of whom would be under the age of 65 years. 

4.4.3.2 Carers' perceived health status 

The Short-Form 36 (SF-36) was selected to measure carers' perceived health status 

as studies have showed its validity and reliability in detecting meaningful changes 

in health status (Brazier et al, 1992; Lyons et al, 1994; Garratt et al, 1994). Some 

problems have been identified in administrating the SF-36 to older people of 65-74 

years. (Brazier et al, 1992; Hayes et al, 1995). Nevertheless, international studies 

seeking to validate the SF-36 may enable results to be compared across several 

countries and its measurement of several health domains may enable it to be a 

crude quality of life measure. The benefits of the SF-36 are its multi-dimensional 

evaluation of 9 facets of health; physical function, role limitation due to 

physical/emotional problems, social functioning, pain, general health perception, 

vitality, mental health and change in health. The SF-36 can also be combined to 

give a two dimensional physical and mental state score (PCS and MCS) using a 

weighted scoring system and for this study, the two health dimensional scoring 
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system was employed, giving both a combined physical health score and a 

combined mental health score. It was felt that the use of this two dimension 

scoring would be less cumbersome than the 9 dimension score in the interpretation 

of the results (Ware et al, 1995). Whilst several population-based studies have 

established normative data sets for the UK population for the 9 health facets 

(Brazier et al, 1992), there are fewer UK studies using the combined two 

dimensional aggregation of physical and mental health (Jenkinson, 1998). Using 

the Jenkinson study (1998), the normative data for median mental and physical 

health score were 55.4 and 49.4 out of 100 respectively for the age group 55-64, 

where a higher score is indicative of a better health outcome. 

4.4.3.3. Social functioning 

The Frenchay Activities Index (FAX) was selected in this study as a measure of 

carers' social functioning. It has been tested for validity, reliability and sensitivity 

(Wade et al, 1985), used extensively in stroke studies to evaluate carers' social 

functioning since the onset of stroke (Dennis et al, 1997; Forster & Young, 1996) 

and is easy to administer. This instrument was initially designed to measure 

Instrumental Activities of Daily Living (I-ADL) in stroke patients (Holbrook & 

Skilbeck, 1983), a concept looking at more complex issues of domestic disabilities 

e.g. cooking and 'out of house' activities e.g. using public transport. The FAI 

contains 15 items relating to domestic chores, leisure/work and outdoor activities 

scored on a scale of zero to three. The total possible score on this measure is 45, in 

which a higher score indicates greater level of social activity. A validation study of 

this measure (Tumbull et al, 2000) showed that these scores could be classified 

into four groups; very active (median score = 31), active (median score = 30), 

fairly active (median score - 26) and not active (median score =13). 

Nottingham Extended ADL Index (Nourri & Lincoln, 1987) was considered for 

this study, but was not selected for the following reasons: one, more studies are 

needed to show that this measure is both valid and reliable (Wade, 1992). Two, it 
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is felt that this measure is not sensitive to patients' previous lifestyle and it 

assumes that survivors were engaged in all these items prior to the stroke e.g. 

"travel on public transport". Other items on this measure may be considered 

ambiguous and on one item "do your own shopping", a question can be raised 

about how one classifies the term 'your own shopping'. 

4.4.3.4 Carer burden 

Carer burden is an area in which there has been little development of a 

standardised measure and the Caregiver Strain Index (CSI) represents one of the 

few instruments available. The CSI (Robinson, 1983) is a 13 item measure with a 

2 point scale, evaluating the level of carer burden as a result of caring for a person 

with a chronic illness. There is a possible total score of 13 where a higher score is 

indicative of greater carer burden. The CSI was selected as the main instrument to 

measure carer burden in this study as it has been used in some stroke-related 

studies (Macnarama et al, 1990; Greveson et al, 1991) and has been recommended 

by the British Stroke Research Group in the measurement of carer stress (Wade, 

1992). The CSI was generally the best available quantitative measure in this area, 

but there were some disadvantages with using this measure; one was the lack of 

normative data corresponding to the scores and the second was the lack of validity 

testing. The Relative Stress Scale (Eagles et al, 1987) was considered for this 

study, but had similar problems of validity as the CSI and has only been used in 

one stroke carers' study (Draper et al, 1992). 

4.4.4 Other measures 

In addition to the above outcomes, sociodemographic data on carers' gender, age, 

social class, place of residence and kin relationship to the stroke survivor were 

recorded at baseline. The collection of this sociodemographic data would allow; a) 
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comparison of both groups in terms of their characteristics, b) comparison of this 

carer sample with other studies. 

4.4.5 Timing of measures 

The following time points were selected in measuring carers' outcomes; baseline, 

three months, six months and twelve months. Whilst these points are standard and 

have been used in numerous studies (Gladman et al, 1992; Young & Forster, 

1991), there was also a rationale for using these times. Baseline measures were 

employed as they provided information on carers' health status before intervention 

was implemented to assess the balance between the two groups. The three month 

assessment provided information on the immediate impact of health service 

intervention on carers. The six month measures reflected the effectiveness of the 

services in improving carers' quality of life, as most carers would have very 

minimal contact with health services, since the majority of stroke patients would 

have been discharged from secondary care. The 12 month assessment was a 

measure of the long term impact of the different service delivery on carers' quality 

of life. Whilst it would be ideal to have a longer follow-up period, the constraints 

of funds only permitted a one year period. 

Table 4.1 shows the timing of each outcome measure used during the course of the 

year. Due to the content structure of some of these measures, it was only possible 

to use the SF-36 and the GHQ in all the assessments. It was not felt that the FAI 

was appropriate at 3 months, as some carers would have been visiting stroke 

survivors in hospital during the time span assessed, so making the score 

meaningless. However, unlike the survivor sample, carers were required to fill out 

the FAI at baseline to give their level of social functioning before the onset of the 

stroke, thereby providing a pre-stroke level as a useful comparison. It was felt that 

carers would not be suffering from confusion and so were able to give an accurate 

account. The CSI was not used at baseline because the burden of caring for a close 

person would not have been fully felt if the stroke patient was still in hospital. 
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Table 4.1: Timing of the different outcome measures over the one year period 

Outcome measure Baseline 3 months 6 months 12 months 

SF-36 / / y y 

GHQ y / y y 

FAX y X y y 

CSI X y y 

4.4.6. Procedure 

Once formal consent was obtained, carers were assessed at baseline using the 

Carers Baseline Assessment (see Appendix VIII). If possible, the researcher tried 

to do this baseline assessment within two weeks of the stroke patients' entry to the 

study. Carers were followed up at three, six and twelve months using the Carer 

Follow-up assessment (see Appendix IX) at approximately the same time as the 

stroke subjects. All these assessments comprised of a battery of outcome measures 

(see section 4.3.3) which was given to carers to complete. The researcher was on 

hand to help carers complete the assessment if they needed the support. In most 

cases, the assessments were conducted in the carers' own home, but in some cases, 

some preferred to go to the researcher base unit in Aldemey Hospital, Poole. If 

both carers and stroke patients had assessment conducted at the same time and 

place, the researcher tried to ensure that the carers' assessment was carried out in a 

separate room. 

Carers were free to withdraw from the study at any time and if they did, they were 

asked their main reason for withdrawing. Carers were also withdrawn if their 

associated stroke survivor had either died, had a new stroke or had decided to 

withdraw from the Dorset Stroke Study (see Chapter 3) for any other reason. The 

date and reasons for all withdrawals were recorded by the researcher. As this part 

of the UK has a very few people from ethnic backgrounds living in the region, it 
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was anticipated that there would be few language problems related to ethnic 

background. 

4.5. Data analysis (quantitative) 

4.5.1. Preparation of data. 

The data was prepared by sending the questionnaires to a data-punching agency for 

data entry, which was done due to the large volume of data collected during the 

three year period. The data was saved on a floppy disc and returned to the Medical 

Statistics Department (Southampton University) where it was then double-entered 

and checked for any missing data, nonsense data and errors in entry e.g. birth date. 

4.5.2. Data analysis 

A Statistical Package for the Social Sciences (SPSS) in Windows was used for the 

data analysis as it is the most comprehensible and robust software package for 

carrying out a whole range of statistical analysis, such as descriptive statistics, 

parametric and non-parametric tests, and regression analysis. 

The following analyses were carried out on the data in the following categories; 

1) Non-participation of eligible carers 

a) Reasons for non-participation calculated in frequencies and percentages. 

b) Breakdown of reasons for non-participation by carers' relationship in 

frequencies and percentages. 

c) Comparison of stroke patients with and without a carer in frequencies and 

percentages. 

d) Comparison of relationship status between carers and non-carers in frequencies 

and percentages. 

93 



a) Description of the certain sociodemographic details in frequencies and 
/ 

percentage (except age): gender, marital status, employment status, socio-

economic status (SES), home ownership, car ownership, relationship status with 

stroke patient, living arrangements, age (given in means and standard deviation). 

This analysis was carried out to give the general characteristics of the sample 

group and enable a comparison of this sample with previous studies. 

b) Comparison of the above sociodemographic details in frequencies and 

percentage (see 2 a) between the domiciliary and day hospital carers to ensure that 

both groups were well matched on these variables. 

c) Details of carers who withdrew by six and 12 months by age, gender and 

relationship status in frequencies and percentages. This analysis was carried out to 

ensure that there was no obvious change in the distribution of these variables from 

baseline as a result of sample attrition. 

3) Main outcome measures 

a) Descriptive statistics showing the mean, median, standard deviation, 

interquartile range of all the carer outcome measures (the General Health 

Questionnaire, SF-36 mental health score, SF-36 physical health score, Frenchay 

Activities Index, Caregiver Strain Index) at baseline, three, six and 12 months 

(where applicable). These statistics were displayed both in tabular form and 

graphically using boxplots. Descriptive statistics were carried out to provide a 

distribution of scores for the various outcome measures. 

b) The mean changes for each participant were calculated on each outcome 

measure using the following formula: 
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mean change = mean score at 6 months - mean score at baseline. 

Mean changes provide information about treatraent effects and enable the 

researcher to see how effective the intervention is. The period from baseline to six 

months was felt to represent the immediate impact of the intervention on the 

carers. 

c) An independent t-test was carried out to calculate t scores, p values and 

confidence levels in comparing the mean changes over the six month for the 

following outcome measures (GHQ, SF-36 mental health, SF-36 physical health, 

FAI). This test was used to see if there were any statistical differences between the 

different groups at 6 months. An independent t test was used in this data analysis 

as the mean change scores were normally distributed and both groups (i.e. the 

domiciliary and the day hospital) did not contain the same sample of carers. It is 

justifiable that mean change scores for each of the outcome measures will be 

normally distributed. However, a frequency distribution of the mean changes for 

each outcome was carried out in which the results were presented graphically to 

check this was so. 

d) Carers' mean change scores for each outcome measure were calculated for the 

period six month to 12 months using the following formula: 

mean change = mean score at 12 months - mean score at 6 months. 

The period six to 12 months was used as it was felt that it would be a good 

reflection of how well the effects of the intervention are sustained over a period of 

time once treatment has been stopped. 

Once these scores were computed, the score distribution was checked to see if they 

were normally distributed (procedure described above in 3c). An independent t-test 
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was then carried out to see if there were any statistical differences between the 

different groups at 6 months (procedure described above in 3d). 

e) No in-depth analysis was carried out to evaluate mean change between baseline 

to three months, three to six months and baseline to 12 months. For the first two 

categories, it was originally thought that most stroke survivors would have finished 

their treatment by three months, so these two categories would have initially 

reflected the immediate impact of treatment and the subsequent short-term follow-

up post-intervention. Unfortunately for many cases, treatment had not finished 

until six months, thereby making this analysis less relevant. Likewise, an analysis 

of the mean change between baseline and 12 months might have been interesting, 

but there would have been problems through larger losses to follow-up and the 

presentation of too much data. 

f) One of my original questions was interested in investigating which survivors' 

variables may have an effect on carers' quality of life. A multiple regression 

analysis was considered in this study as a way of developing such a model, in 

which predictive variables for the main carer outcomes could be identified. 

However, there were many fundamental reasons why multiple regression was not 

used; 

i) the study was designed to evaluate the impact on carers' quality of life of a 

domiciliary stroke service compared to a day hospital. To carry out regression 

analysis may require the collection of more information than was available in the 

study. 

ii) regression analysis requires large sample sizes for the observations made to be 

considered reliable. The problem with small sample sizes is that any explanatory 

variables may have been identified by chance. As a guideline, Altman (1990) 

recommends that the number of variables, which should be explored in a 

regression analysis, is equal to n/10, where n is the sample size. Therefore, this 

study with a sample size of 60 would have only been able to use six exploratory 

variables in the regression. 
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g) Whilst randomisation should ensure that both the intervention and control 

groups are equally balanced with respect to any known and unknown confounding 

variables, there may be some imbalances between the two groups. A stratified 

analysis was used as a technique to control for confounding or imbalances in the 

analysis (Hennekens & Buring, 1987). 

The first stage required a data inspection on the potential carer confounders (age, 

gender, socio-economic status, relationship status) and different survivor variables 

(level of functional ability, mobility, psychological morale, social functioning, 

mental health, physical health). A comparison was carried out between the two 

groups on the variables listed above at six and 12 months, A stratified analysis was 

then carried out if two conditions were met. The first was an imbalance of a 

particular variable between the domiciliary and day hospital group. The second 

was if there was a difference (clinical or statistical) between the two groups on a 

carer outcome. 

In order to calculate the impact that a particular confounder/variables may have, it 

was necessary to calculate specific estimates separately. For example, if there was 

a clinical difference between the two groups in MCS score and there was 

imbalance of the social classes between the two groups, it was necessary to 

separate the MCS scores of the experimental groups into four separate categories: 

manual domiciliary carer, manual day hospital carer, non-manual domiciliary 

carer, non-manual day hospital carer. The scores from each category were then 

pooled together and presented in a 2x2 contingency table. Each score represented 

the trend for each category i.e improvement or deterioration in mental health. 
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4.6. Qualitative study 

4.6.1 Qualitative design 

/-

The aim of qualitative research is to develop concepts that contribute to the 

understanding of social phenomena in natural settings. This is done by placing an 

emphasis on the values of the people being studied, using an inductive approach to 

data collection to generate them (Pope & Mays, 1995). Qualitative research 

represents a wide range of methods; each with their own assumptions and it is the 

nature of the research question that will influence what method is selected for a 

study. This qualitative study was concerned with exploring carers' perceptions of 

their social, physical and emotional difficulties in providing care to stroke 

survivors, their expectations towards the therapy services and their own 

understanding of the therapists role in the rehabilitation process. 

The research interview was therefore selected as the main method in collecting 

qualitative data for the following reasons; one, interviews were the appropriate 

method of collecting data on perceptions and feelings (Britten, 1995). Interviews 

would not have been appropriate if the aims of the study were to understand how 

carers' behaviour interacted within their environment (Kvale, 1996). Two, 

interviews are flexible in that they can be used at any stage of the research process 

and hence it was possible to incorporate the interview within the structure of a 

quantitative study (Breakwell, 1995). Three, interviews provide a framework 

which allows information to be exchanged between the carers and the researcher 

and allows it to be collected in a systematic way. This is important as it maximises 

the chances of maintaining objectivity and achieving valid and reliable results 

(Breakwell, 1995). 

Nevertheless, there are several drawbacks to the use of the research interview. One 

is the assumption that a person's response during interview is a true reflection of 

their perceptions (Smith, 1995), but it may be that the carers were not being 

truthful. Breakwell (1995) has identified this as the 'researcher effect', in which 
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the characteristics of the researcher may influence the carers' willingness to either 

participate in the study or answer the questions accurately. Furthermore, the ethnic 

background of the researcher may have been an issue; the researcher was a male in 

his early thirties from an ethnic Chinese background whereas the majority of carers 

in this study were mainly middle-aged to elderly from a pre-dominantly white UK 

background. Whilst it would have been difficult to totally remove this effect, I 

tried to minimise this and ensure interviewer consistency by using myself as the 

principal researcher who conducted all the carers' interviews. 

There was a choice of other qualitative methods, which were considered, but were 

not used in this study. One of these was observational methods, which involves the 

accurate watching and recording of behaviour as it occurs (Mays & Pope, 1995). 

Its main advantage is that much of the material produced occurs in 'real-life' 

situations with little interference from the researcher. However, observational 

methods were not considered for collection of qualitative data in this study for the 

following reasons; First, it would not address the question asked by the study. 

Second, the observational process would also be time consuming, labour-intensive 

with problems of external validity. Third, it would be both impractical and 

intrusive to carers as there would be little opportunity of observing carers and 

stroke survivors in their own home without infringing on their privacy. Fourth, 

observations would be extremely difficult to carry out for carers who did not live 

with the stroke survivor. 

The other qualitative method considered was the use of focus groups. The aims of 

focus groups are to explore and clarify the views of a group of people in a way that 

would be less accessible to interview. Its advantages lie in its ability to tap into 

everyday forms of communication to obtain data which are sensitive to the cultural 

values of the group (Kitzinger, 1995). Whilst this method may have been useful in 

exploring carers' perceptions in the areas of interest, there were two main reasons 

why focus groups were not employed in this study. One, this study was interested 

in showing any qualitative change in the carers' perceptions of their role and the 

differential impact of the health service intervention over a six month period from 
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the point they first entered the study. To assess this qualitative difference, it was 

felt that the qualitative interview was a more sensitive tool. Two, there would have 

been logistical problems in bringing all participating carers together such as co-

ordinating their dates of availability, transportation and place of venue. 

4.6.2. The research interview 

The research interview provides a coherent framework of organising material in 

relation to specific research questions, in which the researcher is able to present a 

series of questions to carers with the aim of gathering data on them (Breakwell, 

1995). This framework is known as the interview schedule and the type of 

schedule used determines the type of data collected. In research, there are three 

type of interview schedules available; structured, semi-structured and in-depth and 

this study selected the semi-structured interview as the most appropriate tool in 

exploring carers' perceptions. This type of interview consists of a series of loosely 

organised open-ended questions defining the area of interest (Britten, 1995). This 

provides carers with a focal point to the main interests of the researcher, but is also 

open enough to enable a detailed exploration of their views on the topic. 

Thus, interviews provide an ideal mechanism for obtaining carers' subjective 

perceptions of a particular phenomenon and to explore areas where gaps have been 

identified. The semi-structured interview enables the researcher to empower carers 

by validating and publicising their views (Kvale, 1996). There is also a recognition 

that the format of the semi-structured interview facilitates better empathy with the 

carer, allows greater flexibility of material coverage and enables the interview to 

enter novel areas (Smith, 1995). Furthermore, as the semi-structured interview 

employs a framework of open questions to explore a specific topic which is used in 

each interview, the researcher is ensuring that the same topics are covered in each 

interview, which in turn increases the validity and reliability of the interview data 

(Breakwell, 1995). 
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I considered the use of both the structured and the in-depth interview, but these 

were not selected for the qualitative study. A structured interview involves the use 

of a fixed set of questions in which carers would be required to choose from a 

fixed set of responses. This is useful in the collection of socio-demographic 

information or in the administration of structured questionnaires (Britten, 1995), 

but the nature of data collected is limited due to this fixed format structure which 

would be unable to collect rich descriptive data and many may feel constrained by 

the choice limitation. Therefore, the structured interview would be inappropriate in 

trying to explore carers' perceptions in this study. An in-depth interview involves 

the coverage of one or two main issues in greater detail, in which further questions 

would be used to either clarify or probe for more details (Britten, 1995). The main 

advantages of this approach would be a potentially greater understanding of the 

topic under exploration, but in-depth interviews were not used in the qualitative 

study as it was felt they would not provide enough focus to understand the specific 

questions I was interested in tackling. 

The research interview is an ideal tool to collect data on complex phenenoma, 

which can also have a beneficial effect on interviewees by providing them with an 

opportunity to discuss sensitive topics in a non-judgmental way. This may be 

because the techniques of the research interview, such as paraphrasing content and 

summarising, allows interviewees to clarify their thoughts (Coyle & Wright, 

1996). However, there are ethical issues surrounding its use in sensitive issues such 

as in bereavement or caring for people with chronic illnesses, as by its very nature, 

it may restimulate painful memories amongst interviewees who may then become 

distressed and anxious (Coyle & Wright, 1996). For stroke carers in particular, the 

research interview may bring back memories of a lifestyle before the stroke and 

the thoughts of lost opportunities for the future. It would therefore be unethical for 

a researcher to conduct a research interview without being equipped to deal with 

any distress, which may result from it. I tried to address these ethical issues in the 

following ways. Firstly, I complied a list of the names, addresses and telephone 

numbers of various support organisations such as the Stroke Association and 

Carers Support, which I could supply to the carer if they requested this 
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information. Secondly, I left a space of time at the end of the interview, 'a 

debriefing period' to provide carers with an opportunity to express any problems 

which were raised during the course of the interview. 

4.6.3. Construction of the interview schedule 

Smith (1995) has outlined the following issues that need to be considered before 

constructing an interview schedule. One, what are the main themes one is 

interested in? Two, what order will the themes be presented during the interview? 

Three, what questions will be used in relation to each theme? Four, what prompts 

or probes will the researcher use during the interview? In this study, I needed to 

construct an interview schedule for both the baseline and six month assessments. 

As I was interested in the qualitative changes that may occur from baseline to six 

months, it was important to set the themes around the baseline assessment. In 

devising these themes, my initial interest centred on exploring both carers' 

perceptions of caring for a stroke survivor and their attitudes towards the health 

services. I therefore identified five main themes for the baseline interview schedule 

using the following criteria: issues arising from both the stroke and general carers' 

literature, issues relating to the delivery of health care and areas that the researcher 

felt contributed to the greater understanding of carers' problems. These five 

themes are listed below, together with the rationale of why they were selected and 

presented in this order for the purpose of the schedule: 

perception of health -1 felt it was important to tap into the health status of 

each carer as their level of health will affect their ability to provide care. 

Few studies looking at stroke carers have explored the subjective 

perceptions of how carers viewed their own health. 

perception of the caring role - the literature has looked at carers' coping 

behaviour in dealing with chronic illnesses. The aims of this theme were 
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to explore how carers came to terms with the stroke and their awareness 

of their future role. 

q/" focW - many studies have indicated that the 

influence of social support from carers was an important determinant of 

the success of a stroke survivors' rehabilitation. Nevertheless, few studies 

have explored the support available for stroke carers. This theme was 

therefore geared to tap into who carers turned to for their emotional and 

physical support. 

perception of service provision - previous studies on carers' perception of 

health services have centred on carers' satisfaction with in-patient 

services. This theme wanted to explore carers understanding of therapy 

and the roles of the different professionals in the rehabilitation process. 

perception of the future - this theme focused on carers' perceptions of 

their future role as caregiver. There have been no studies in this area, 

though it was a theme that I thought was important. 

Questions were then constructed around the nature of these themes, in which 

certain rules were employed. These have been described in numerous sources 

(Smith, 1995; Breakwell, 1995; Britten, 1995), but a summary of these rules are as 

follows; the use of simple sentences, the avoidance of leading questions or double 

negatives in a sentence, the use of neutral questions which are not value-laden, the 

avoidance of complex or jargon words. In constructing each question, it was 

important to remember that a large proportion of carers participating in this study 

were elderly, some with physical or cognitive impairments, so these questions 

were written in a language and a style which it was hoped they would be 

comfortable with. The first draft of the baseline interview schedule is displayed in 

Appendix X. I constructed around eight questions for the entire schedule with the 

aim that each question would take approximately three minutes to answer and it 

was anticipated that each interview schedule would take between 15 to 30 minutes 
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to complete. This time period was initially felt to be adequate to obtain sufficient 

information on each theme and at the same time, not be too long so as to tire the 

older group of carers. The construction of the six month interview schedule used 

the same themes as the baseline schedule, but as I was interested in investigating 

any change in carers' perception during the corresponding six months, the 

questions were designed to illuminate this (see Appendix XI). 

4.6.4. Recording the interview 

Many workers have recommended the use of mechanical instruments to record 

each interview as it enables the contents of the interview to be fully recorded 

(Smith, 1995). Mechanical recording allows another person to check the accuracy 

of the any transcription, which in turn increases the data's reliability and 

robustness. There are two methods of mechanical recordings available; one is the 

use of video recording, which captures both the visual and verbal contents of an 

interview. This is useful if the nature of the research question entails looking at 

some aspect of non-verbal behaviour such as in a behavioural modification 

programme for people with learning disabilities. Unfortunately, the wealth of 

information produced using this medium is redundant if the researcher is only 

interested in the verbal content. 

Therefore, in this study, I elected to use a tape recorder to capture only the verbal 

contents of the interview. Tape recorders are easy to use and provided the 

equipment is both adequate and reliable, the verbal contents of the interview 

should be fully recorded. This can then be transcribed at a later date ensuring as 

much detail as possible. Therefore, a tape recorder was used to record each 

interview in this study. This was mainly because I wanted a reliable method of 

recording the verbal contents of an interview as this study was interested in only 

the carers' perceptions. A small tape-recorder with an in-built microphone was 

purchased for this study as it was felt that many interviewees might feel intimated 

if a large machine with a plug-in microphone was placed in front of them. 
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An alternative to mechanical recording is to note down the verbal contents of the 

interview directly which has the advantage of being both cheap as no equipment 

needs to be purchased, and economical with time as no transcription of the 
/ 

interview is needed. However, there are several disadvantages; one, it is probable 

that not everything will be written down, thereby leaving the contents of the 

interview incomplete and open to accusations of interview bias (Breakwell, 1995). 

Furthermore, writing notes during the course of an interview is potentially 

distracting for both the interviewees, who could think that the interviewer was not 

paying them any attention, and the interviewer who may be unable to co-ordinate 

the interview and managed note taking at the same time. It was therefore decided 

that note taking would not an appropriate way to collect data. 

4.6.5. Pilot study 

The objectives of this pilot study were two-fold; one, to assess the suitability of 

both the baseline and six month interview schedules for this carer sample, to see 

what changes may be needed to the structure of the interview and to modify its 

structure accordingly. Two, to evaluate the face validity of the two schedules by 

checking that the interview questions were relevant to answering the study's 

question about carers' perceptions of caring and health services. If any part of the 

schedule was found to be irrelevant to the study questions, it would be then 

necessary to change and test them again. The pilot study was carried out in August 

1996 with the recruitment of six carers; three of whom were used in the baseline 

pilot and the other three in the six month pilot. This baseline sample was selected 

from carers who had recently agreed to take part in the study and were awaiting 

their baseline assessments, whilst the six month sample was selected from 

participating carers who were currently approaching their six month assessments. 

With both sets of carers, their verbal consent was first obtained before proceeding 

further after which, the researcher provided each carer with some verbal 
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instruction about the aims of the pilot study with reassurances about confidentiality 

of information and asked if they objected to the interview being recorded. If the 

carers were happy to continue, the researcher placed a Dictaphone audio recorder 

between himself and the carer, and continued with the interview using the 

appropriate interview schedule constructed in section 4.3.3 with baseline and six 

month schedules being used for their appropriate groups. The 'Dictaphone' audio 

recorder was initially selected as the researcher felt it was small and so 

inconspicious to the carer, but at the same time would provide a clear recording of 

the whole interview. Unfortunately, a C-30 tape was the longest tape, which could 

be used on this machine. However, as each interview was expected to last for 

between 15 to 30 minutes, the use of this tape was considered adequate. 

To evaluate the face validity of the questions in the interview schedule, I listened 

to carers' responses to each question and summarised the main points brought out 

by each carer (see Appendix XII). I then briefly analysed the content of these 

responses to check that the issues raised reflected the nature of the question. The 

findings from the pilot study suggested that carers experienced no problems with 

the format of the interview schedule or in understanding the contents of each 

question. Nevertheless, a number of issues were raised: 

1) Carers understood the meaning of question 6 (baseline)/question 4 (6 

months) on social support, but often distinguished different people as either 

sources of emotional or physical help. 

2) Carers had difficulties with question 7 (baseline) as they considered going to 

the shops and going to the hospital as two separate situations requiring 

different strategies. 

3) I wanted the question 8 (baseline) on service provision to deal with a wide 

range of issues such as perceptions of the services received, their 

understanding of therapy and definitions of a good service. Carers 

concentrated their answers on perceptions of services received. 
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Taking into account these issues and observations made by further consuhation 

with academic colleagues that some alterations to the interview schedules were 

needed to improve clarity, the following changes were made: 

1) A question was added about the carers' general health in the first section of 

the baseline schedule on health, together with the question on illnesses and 

disabilities. 

2) Question 2, 3 and 9 (baseline) were rephrased as it was felt that the orginal 

questions were open to ambiguity. 

3) Question 6 (baseline) was separated to give two questions; one on the 

sources of emotional support and the other on physical support. 

4) Question 7 (baseline) was separated to give two questions; one on support 

for going to the shops and the other on support for going to the hospital. 

5) More prompts about the understanding of therapy and definitions of a good 

service were added to question 8 (baseline) as a reminder to the researcher to 

cover these issues if they were not brought up by carers. 

6) These changes highlighted above were made to the corresponding questions 

in the six month interview schedule. In addition, question 6 (6 month) on 

expectations was considered a bit ambiguous, so this question was rephrased 

to ask two questions, and the word 'therapy' was replaced by the term, 

physiotherapy and OT. 

A final draft of the baseline and six month interview schedule, incorporating the 

above changes, were displayed in Appendix XIII and Appendix XIV respectively. 
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The pilot study was also used to test the quality of the tape-recording system and 

initial findings suggested no problems with the quality of the recordings. 

Nevertheless, the pilot study did establish that interviews ranged from 20 minutes 

to 40 minutes. Therefore, as it was necessary to record interviews longer than 30 

minutes, the use of a C-90 tape was recommended for the main study and another 

advantage was that the whole of the interview could be recorded on one side 

without having to switch the tape over. To accommodate the use of a C-90 

standard size audio tape, a standard 'Walkman' size tape recorder was purchased 

(Sanyo TRC-950C) and used for the main study instead of the 'Dictaphone'. This 

machine is small and compact, which gave good quality recordings when tested at 

this stage. 

4.6.6. Procedure 

The qualitative study commenced in October 1996 with the recruitment of two 

groups of carers; those who were already participating in the quantitative study and 

were approaching their six month assessments and those who had recently been 

identified and were happy to take part in the study from baseline. For the former 

group approaching their six month assessments, I explained that there was a 

qualitative study in which I was interested in asking them about issues on caring 

for stroke survivors and their views about the therapy service provided. 

Participation to this study would be on a voluntary basis and all information 

obtained would be confidential. For carers happy to participate in the qualitative 

study, I switched on the tape recorder, which was placed between the researcher 

and the carer, and began the interview using the amended six month interview 

schedule (see Appendix XIV). 

The procedure for recruiting carers at baseline was similar to those recruited at six 

months except that the amended baseline schedule (see Appendix XIII) was used 

instead of the six month one. These carers were followed up at six months using 

the procedure described above except for those with associated stroke patient who 
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had withdrawn from the Dorset Stroke Study due to either clinical or non-clinical 

reasons. Furthermore, carers who did not want to carry on with the study were 

asked their main reason for withdrawing. In both the baseline and six month 

assessments, each interview was carried out before the quantitative evaluation as I 

wanted to prevent any biased responses in the qualitative interview which may 

arise as a result of carers being first exposed to the structured questionnaire. 

I played the role of an 'active listener' during the course of the interview. This 

involved reflecting on remarks made by the interviewees, probing and expanding 

on significant ideas relevant to the study question and finally giving a brief resume 

of interview content to allow carers to reflect on its accuracy. In addition, I had to 

use certain skills in order to keep the interview going smoothly. These have been 

listed by many qualitative workers (Britten, 1995) and included items such as 

making encouraging remarks and the use of eye contact when appropriate. When 

the final theme on the interview had been covered, I provided each participant with 

an opportunity to discuss any points they felt were not covered and to ask any 

questions after which the tape was switched off It was not my role to give any 

medical advice and carers were recommended to contact their general practitioner 

or consultant physician on any medical matters. Nevertheless, I was prepared to 

answer questions related to the study and the nature of strokes. I also had a list of 

contact numbers prepared, such as various carer associations and voluntary 

organisations such as the Stroke Association, in case carers requested this 

information. 

4.7. Data analysis (qualitative study) 

4.7.1. Preparation of data 

I decided to convert the verbal content of the interview into transcripts and 

sufficient funds were available for all the carer interviews (baseline and six 

months) to be transcribed. A transcript is defined as a piece of talk and as I was 
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only interested in the content of the interviews and not its structure, the following 

rules were used for the transcription of each text; a) all verbal text on the tape was 

to be transcribed; b) missing data was defined as any piece of verbal text which 

could not be deciphered and was indicated as a series of dots i.e ; c) the 

transcriber was initially allowed to punctuate the text; d) no attempt was made to 

give a time period to any gaps in the text. Each transcript was saved on a floppy 

disc by the secretarial support and sent back to me and each transcript was given 

an appropriate identifying number, saved on the computer's hardware and 

converted into hard copies (paper). I went through each transcript whilst listening 

to the appropriate interview to check for reliability and any errors were then 

corrected on both the paper copy and the computer copies. 

4.7.2. Analyses to be used 

Both a content analysis and an in-depth thematic analysis were used in the analysis 

of the interview material. I used a content analysis as I was interested in 

identifying the issues which carers considered important in both providing care to 

the stroke survivor and their attitude to the therapy services. The benefit of this 

approach is its ability to reduce data to a manageable proportion, emphasising the 

main themes from the study which can be supplemented with selected quotations 

from the interviews to illustrate conclusions. In using this type of analysis, I 

assumed that the transcriptions were a true reflection of carers' perceptions of 

these issues and that it was the interview content that I wanted to analyse, not the 

temporal and social organisation of the text. 

In addition to my content analysis, I decided to conduct an in-depth thematic 

analysis on a sub-set of my qualitative interview data. I used this approach as I was 

interested in exploring in greater depth the diversity of the range of issues related 

to quality of life and examining what impact the two different methods of stroke 

rehabilitation i.e. the domiciliary stroke team and the day hospital had on it. 
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4.7.3. Content analysis: Construction of the baseline and six month coding 

frame 

Before content analysis of the interview data could start, it was necessary to 

construct a coding frame for the baseline and six month data. In order to construct 

this, I used the following procedure to generate the relevant categories, which 

would be used in the coding frames. I first assumed that each question on both my 

baseline (see Appendix XIII) and six month interview schedules (see Appendix 

XIV) represented a theme. I then labelled each theme by trying to summarise the 

nature of that question into a few words. I also felt that on closer inspection, some 

questions could be combined together to form a single theme as they were looking 

at a similar area. In the baseline interview schedules, I combined the responses 

from question 1 and 2 together to form a theme on "health problems" and I put in 

questions 8, 9 and 10 as part of the theme on "physical support". In the six month 

interview, I put together responses from question 5 and 6 as part of the theme on 

"physical support" and combined question 7 and 8 to form a theme on 

"expectations of service". The themes identified from the interview schedules at 

this stage are displayed in Table 4.2. 

Table 4.2 shows that nine themes were identified from both the baseline and six 

months interviews schedules, from which there were seven shared themes in the 

following areas: role expectation, sources of physical support, sources of 

emotional support, service provision, difficulties in caring, impact on life. There 

were also themes, which were unique in both sets of interviews. Health problems 

and coping with the stroke only appears at baseline whereas at six months, the 

unique themes were 'expectation of therapy' and 'helpful support' in coping with 

the stroke. Once these themes had been identified, I then created files in a Word 

for Windows package for each theme listed in Table 4.2. 
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Table 4.2. Themes identified from the baseline and six month interview 
schedules 

Baseline Six months 
Health problems 

Role expectation 
Coming to terms with caring for stroke 
Impact of stroke 
Difficulties in caring 
Source of physical support 
Source of emotional support 
Service provision 

Future expectations of caring role 

Helpful support in coping with stroke 
Role expectation 

Impact of stroke 
Difficulties in caring 
Source of physical support 
Source of emotional support 
Service provision 
Expectation of therapy 
Future expectations of caring role 

Generation of the categories was obtained as follows: I read through the full 

interview transcripts of the first four baseline (study number 5073, 5075, 5080, 

5082) and six month interviews (study number 5033, 5036, 5042, 5045) to 

familiarise myself with the interview data. I used a total of eight interviews (four 

baseline and four six month interviews) as I felt that this amount of data would 

provide all the necessary categories needed for my coding frame to code all 

relevant material which may exist in the different interviews. Then, using the 

computer version of the transcript, I identified sections of each interview related to 

a particular theme and used the "cut" and "paste" functions to transfer the contents 

of each interview to the appropriate Windows file. Furthermore, there were some 

responses in the six month interview data which arose at the end of the interview 

sessions where carers were invited to add on any issues which they felt were 

important in caring for a stroke. These were initially categorised into a theme 

labelled "miscellaneous". 

Once all the interview data from the eight transcripts had been "cut and paste" to 

their relevant themes, these data needed to be cleaned up. This was done by 

deleting the following type of sentences from the database; those with a simple 

yes/no response or general conversations not relevant to caring for a stroke eg. the 

weather. Once this task of cleaning all the theme data files was complete, the 

process of creating categories could begin. This was done by taking each sentence 

from a theme and condensing this piece of text into a description of a few words 
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which outlined the inherent nature of the text (Weber, 1990). Whilst most of the 

text could be classified into categories, some of these categories needed to be sub-

divided into sub-categories, especially if a category was broad-based in nature and 

had a wide range of different responses. This process of condensation was 

systematically carried out on all the sentences from the baseline and six month 

themes. I then used a Microsoft Excel spreadsheet to construct my coding frame, 

using the first column to input the name of the theme, the second column to input 

the names of the corresponding categories and the third to input any associated 

sub-categories. Version I of these coding frames are displayed in Appendix XV 

and XVI (baseline and six months respectively). 

On inspecting the contents of both coding frames, I decided to combine the 

categories (and sub-categories) from the baseline and six month coding frame. I 

had two reasons for doing this; the first was that the themes in both the baseline 

and six months interviews covered similar areas (see Table 4.2). The second was 

that both baseline and six month coding frames shared many of the same 

categories. I therefore felt that combining the baseline and six month categories 

would give a more comprehensive list for the coding frame and so cover a wider 

range of situations. I also felt that the format of the coding frame (version I) was 

not user-friendly. To remedy this situation, I merged my original three columns 

into one column, with a group of categories being headed by a theme. To help aid 

the coding process for a future date, I numbered each of the categories in 

ascending order, except for those which had sub-categories associated with them, 

where I numbered these sub-categories instead. To distinguish these sub-categories 

from the main categories, I aligned them to the right of the column. These 

alterations were executed on the Excel spreadsheet to produce version II of the 

baseline (see Appendix XVII) and six month coding frames (see Appendix XVIII). 
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4.7.4. Testing the reliability of the coding frame 

Once the two coding frames were constructed, I wanted to ensure that these frames 

had some degree of reliability so different raters would code the same material 

with the same categories. It is difficult to define the degree of reliability required 

as this is dependent on how and who will be using the coding frames as well as the 

nature of the research methodology. I accept that a high degree of inter-rater 

agreement (% 70%) is essential if other people were going to use the frames to 

code the interview data. However, as I would be solely responsible for the 

subsequent coding of the remaining baseline and six month interview data, I felt 

that a moderate level of concordance between the different raters was sufficient in 

demonstrating reliability of the coding frames in this case. Furthermore, the nature 

of this study was interested in the qualitative dimensions of carers' experiences, so 

the issue of coding frame reliability was seen as ensuring some level of inter-rater 

concordance and not a way of obtaining high inter-rater agreements. 

Testing the reliability of the coding frame was necessary to allow the researcher to 

identify ambiguous categories that raters found difficult to use. To do this, the 

transcripts were distributed to myself (as the main researcher) and a group of two 

independent raters using coding frame (version II) as the instrument for coding. 

These responses were then analysed for inter-rater reliability and modifications to 

the coding frame were made resulting from the analyses of these responses. The 

modified coding frame was then given to two different raters and myself to code 

the same piece of text and these responses were analysed. It was anticipated that 

two sets of raters would be sufficient in testing and amending the coding frame to 

ensure sufficient reliability, but if it was felt that this was not achieved, the above 

procedure would be repeated until it was. 

My sample of independent raters were university researchers involved in health-

related research, but who were independent from the study. I felt it was important 

to use people who were familiar with research methods in health, but I did not feel 

that experience in content analysis and any forms of qualitative analysis was 
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essential for this task. Each rater was given the following materials; Version II of 

the baseline (see Appendix XVII) and six month coding frame (see Appendix 

XVm), four transcripts consisting of two baseline interviews (study number 5073, 

5075) and two six month interviews (study number 5036, 5042) and an instruction 

sheet outlining the background of the study and the methodology to be used in 

doing the reliability testing (see Appendix XIX). Raters were asked to read 

through both the coding frames and the transcripts, after which they were 

instructed to go through all the sentence of the different transcripts and to code 

each one using the categories on the coding frame. Whilst most of the interview 

data should be codable using the coding frames, there were two types of data 

which may not fit into these categories. The first were sentences involving simple 

yes/no responses or referring to general conversations not related to caring for a 

stroke and I asked these responses to be coded as "n/a" - not applicable. The 

second revolved around text which could not be coded using the coding frame and 

in these cases, I asked raters to put a question mark (?) next to the relevant text and 

to suggest a category if possible. 

The relevant material was given to two raters and myself who coded the interview 

transcripts using version II of the coding frame (see Appendix XX - Example of 

coded transcript) and this was known as phase 1. The codes given for each 

sentence were inputted into an Excel spreadsheet to show raters' responses (see 

Appendix XXI) and an analysis of these coding responses suggested seven possible 

combinations in which the three raters could code the same material; 

For sentences that were coded, the following four combinations were possible: 

1. FA: full agreement - main researcher agrees with both independent raters on the 

coding of the sentence. 

2. PA: partial agreement - main researcher agrees with one of the independent 

raters on the coding of the sentence. 
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3. IRA: independent rater agreement - both independent raters, but not the main 

researcher, agree with each other on the coding of the sentence. 

4. NA; no agreement among any of the raters on the coding of the sentence. 

For sentences that were not coded, the following three combinations were possible: 

1. U (FA): uncodable: full agreement - main researcher agrees with both 

independent raters that material is uncodable 

2. U (PA): uncodable: partial agreement - main researcher agrees with one of the 

independent raters that material is uncodable. 

3. U (IRA): uncodable: independent rater agreement - both independent raters, but 

not the main researcher, agree with each other that material is uncodable. 

Each sentence was analysed for inter-rater reliability (see Appendix XXII) using 

one of these combinations and the total number for each combination is displayed 

in Table 4.3. This shows that in all the transcripts, a high proportion of coded 

sentences had either full rater (FA) or partial rater agreement (PA), ranging from 

69% to 80%. Unfortunately, the proportion of material classified as uncodable was 

also high, ranging from 51% to 65% of the number of sentences in the transcript. 

This suggested that some further work was needed to clarify the instructions for 

using the coding frame. Furthermore, whilst the level of non-agreement (NA) and 

independent rater agreement (IRA) was low, it was still necessary to look at 

sentences which were classified in this way as these represented ambiguities within 

the coding frame itself Hence, some difficulty was found in distinguishing the 

different types of categories between the themes on "impact" and "difficulties" of 

caring. 

116 



Table 4.3. Inter-rater agreement for Phase 1 

5073 5075 5036 5042 
71 41 37 

fraMfCTvpf 

FA(%) 2(7) 6(30) 3(16) 7(47) 
PA(%) 18(62) 10 (50) 11(58) 5(33) 
IRA(%) 1(3) 1(5) 1(5) 1(7) 
NA(%) 8(2g) 3(15) 4(21) 2(13) 
Total no. coded 20 19 15 
% q/ fgarf coefgcf 

U(FA) 30 12 23 16 
U(PA) 4 7 9 4 
U(IRA) 8 2 4 2 
Total no. uncoded 43 21 36 22 
% of text uncoded 

Furthermore, the two raters commented that they would have found it easier if; 

a) the categories regarding emotional support and physical support were put in one 

theme 

b) if the number sequencing for both coding frame were the same. 

Taking into account the comments of the two raters and their coding responses 

(see Appendix XXI), I made the following changes to both sets of coding frames. 

Major organisational changes for both coding frames included: 

i) combining the sub-categories from the themes on "difficulties of caring" and 

"the impact of caring" into one major theme "difficulties/impact". This major 

theme was then sub-divided into three categories; "physical/behavioural issues", 

"psychological issues" and "social issues" from which the sub-categories were 

allocated to the most appropriate category. These categories were chosen to 

reflect my interest on the impact that stroke has on quality of life issues. 

ii) using the categories on support structures to code both sources of emotional and 

physical support and including instructions on what is meant by physical and 

emotional support. In addition, the category "person mentioned, but not 

identified" was included to this theme from the recommendations of the raters. 
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iii) renumbering both baseline and six month coding frames to ensure that 

categories in both frames corresponded with each other as much as possible. 

Therefore, categories/sub-categories had the same numbers from 9 to 61. 

Minor categorical changes for the baseline coding frame included; 

i) the introduction of an additional category in the theme "health problems" to 

account for those with no chronic illness. 

ii) the merging of the categories "acceptance" and "fatalism" to form a single 

category "acceptance". 

iii) the addition of the category "some improvement" to the theme "future 

expectations". 

Minor categorical changes for the six month coding frame included: 

i) providing examples and a brief explanation for the theme "support structure" and 

defining what is meant by physical and emotional support. 

ii) re-ordering the categories for the theme "service provision" to take into account 

the order they appear in the interview. 

The above changes were made to Version II of the coding frame to give Version 

III (see Appendix XXIII for the baseline frame and Appendix XXIV for the 6 

month one). Phase 2 was carried out in which the reliability of version III was 

tested using the procedure described earlier. As in phase 1, two different raters and 

myself were given the relevant material (including the same transcripts), but this 

time using version III to code the interview data. These codes were then inputted 

into an Excel spreadsheet to give raters' responses (see Appendix XXV) and each 

sentence was analysed for level of inter-rater reliability (see Appendix XXVI). The 

total number for each combination was calculated and displayed in Table 4.4. 
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Table 4.4. Inter-rater agreement for Phase 2 

5073 5075 5036 5042 
.TVb q/" 71 41 55 i7 

FA(%) 13(34) 6(23) 1.2 (46) 7(30) 
PA(%) 18(46) 14(54) 8 91) 14(58) 
IRA(%) 6(15) 2(8) 3(12) 2(8) 
NA(%) 2(5) 4(15) 3(12) 1(4) 
Total no. coded 26 
% fgrf coc/gcf ^7% 

U(FA) 23 7 16 10 
U(PA) 6 6 12 3 
U(IRA) 3 2 1 0 
Total no. uncoded J2 15 13 

A comparison of Table 4.4 with Table 4.3 illustrated the following points: 

1) Improvement in achieving full inter-rater agreement from phase 1 to phase 2 in 

two transcripts (5073 and 5036). 

2) Improvement in achieving partial inter-rater agreement from phase 1 to phase 2 

in three transcripts (5075 and 5042). 

3) A reduction in the level of non-agreement from phase 1 to phase 2 in three 

transcripts (5073, 5036, 5042) with no change in the level of non-agreement in 

one transcript (5075). 

4) An increase in the level of independent rater agreement from phase 1 to phase 

2 in all transcripts. 

5) The number of items which were uncoded fell in all transcripts from phase 1 to 

phase 2. 

The main points from this comparison showed that the combined figures for full 

agreement (FA) and partial agreement (PA) was greater at phase 2 than at phase 1, 

suggesting an improvement in the reliability of the coding frame (version III), A 
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decrease in the proportion of items not coded would indicate that the new set of 

instructions and codes revised for phase 2 made it easier for most raters to give 

codes to each sentence. However, the increased level in independent rater 

agreement (IRA) at phase 2 compared to phase 1 may indicate some ambiguity in 
/ 

some of the categories in the coding frame. To deal with this problem, I decided to 

look at the sentences, which were rated IRA and see the responses of the 

independent raters to those sentences. 

Overall, I felt these results demonstrated that version III of the coding frame had 

improved reliability when compared to version II. Some questions may be raised 

by the increase of independent rater agreement, which suggest some ambiguity 

with a few of the categories in the coding frame. I felt that version III of the 

coding frame was sufficiently reliable to enable myself (as the sole person 

responsible) to code the remaining baseline and six month interview data. I accept 

that more work would be needed if I was planning to use other researchers in the 

coding of the interview data. 

4.7.5. Frequency analysis 

The second stage of the analytic process involved doing a frequency count of the 

different categories and sub-categories from the baseline and six month coding 

frames. Before I could carry this out, I needed to code all my baseline and six 

month interview data using the appropriate coding frame. Once this task was 

complete, I could then do a frequency count of the different categories and sub-

categories. The frequency of a particular category represented its level of 

importance, in which a larger number of ticks indicated greater importance 

compared to categories with fewer ticks. 

To carry out this task, I created a tick chart in a Microsoft Excel programme, in 

which the study number of each interview was listed on the horizontal axis and the 

different themes (grouped by their relevant sections) were listed in the vertical axis 
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(see Appendix XXVE). Then, using the coding frame to code every sentence from 

each interview, I inputted the number ' 1' (representing a tick) in the relevant box 

on the theme that was mentioned by that carer. Any categories/sub-category 

repeated by the same carer, were not inputted again. Sections that could not be 
r-

coded were re-examined ^ d given a new category name using the condensation 

process described in section 4.6.3. These categories were then incorporated into 

the coding frame, which were not numbered, were used in subsequent analysis of 

the interview data. This process was continued until the whole interview was 

analysed for its content and was repeated for all interviews. The frequency data for 

the whole sample was sub-divided by the groups the carers were randomised to, as 

I was also interested in the impact of the two different methods of service delivery 

(see Appendix XXVIII). Both sets of frequency data were then used to carry out a 

series of exploratory analysis (see section 4.4.6). 

4.7.6. Analysis using frequency data. 

My basic research questions were how stroke carers coped in their role and the 

impact of the different service deliveries on this role. Therefore, by relating the 

categories/sub-categories to their original theme, I could use the frequency data 

(obtained in section 4.4.5) to explore the following themes at baseline and at six 

months: 

- identifying the advantages and disadvantages of the different methods of 

service delivery. 

- initial expectations of what therapy would achieve (baseline only). 

- understanding of the role of therapists in stroke rehabilitation. 

- future expectation of the caring role, 

identifying the main difficulties faced by stroke carers. 

- the role played as the main stroke carer. 

- the mechanisms that carers used in coming to terms with the stroke. 
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establishing the level of social support for each carer by examining who 

they could go to for their emotional and physical support. 

I then carried out the following types of the analyses on the frequency data of the 
/ ' 

above themes; 

1) Baseline and six month data for the above themes were compared to see if any 

qualitative differences existed between them. 

2) Themes from paired baseline and six month data (ie. carers who had data 

available for both time periods) were examined for any changes which might 

have taken place over the time period. 

3) Themes were compared with the quantitative variables (carer and patient), in 

which I was particularly interested in the following issues 

i) the relationship between the level of social support and carers' quality of 

life and carer burden. 

ii) the relationship between carers' socio-economic status and their degree of 

understanding of the role of therapist in stroke rehabilitation. 

4.8, Issues of Reliability and Validity 

4.8.1. Reliability 

The term "reliability" has its roots in quantitative methodology to describe the 

consistency in which the same experimental design will produce the same result on 

subsequent occasions, using different samples (Davis, 1995). Within qualitative 

research, there has been some debate about the appropriateness of this concept. 

Some would argue that reliability is a redundant concept in qualitative research as 
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knowledge is replicated through understanding different viewpoints of the same 

situation, not by reproducing consistent accounts (Banister et al, 1995). Others 

suggest that reliability is an important concept in collecting data in a consistent 

manner, assuming that the "social world" has stable properties which can be 

replicated (Silverman, 1993). In this study, I took the latter approach and defined 

reliability as the ability to ensure that data were collected in a consistent and 

systematic way. To increase the reliability of the qualitative data, I took the 

following steps; one, I conducted a pilot study in order to test the interview 

schedule to ensure that each item on the schedule was not producing a diverse 

range of answers. Two, the problems of interviewer reliability was reduced to the 

use of a single researcher co-ordinator as the only person conducting each of the 

interviews. Three, I ensure that inter-reliability checks on the coding of the 

answers to the open-ended questions were carried out, using three research-based 

colleagues from the Health Care Research Unit, Southampton University (see 

section 4.4.2). 

4.8.2. Validity 

There is now a general acceptance that validity is an important concept in ensuring 

rigour in qualitative research (Silverman, 1993; Mason, 1996) and within a 

qualitative framework, validity has a broader remit encompassing the degree to 

which the method used investigates what it is intended to investigate (Kvale, 

1996). To reduce the sources of bias which reduce the validity of the results, 

validity check needs to be built into the research process to ensure the credibility, 

plausibility and trustworthiness of the findings (Kvale, 1996). In this study, I 

sought to increase the validity of my findings by justifying the use of my 

methodology and by tightening some of my methodological procedures. I 

originally decided to use a qualitative approach as I felt that this would be the most 

appropriate design in exploring an area where there was very little previous work. 
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In using qualitative methodology, I elected to use the research interview as the 

most appropriate qualitative tool in collecting data on carers' attitudes and 

perceptions, I needed to make the assumption that all carers' accounts would be 

honest. To ensure that I had recorded all accounts accurately during the interview, 

I played the role of an active listener, regularly feeding back pieces of oral text to 

the interviewee to ensure that I had interpreted the verbal context correctly. I 

checked that the contents of the two interview schedules would produce the 

answers I was interested in by carrying out a pilot study to check for face validity 

and making any necessary alterations arising from it (see section 4.3.5). Finally, I 

carried out frequency counts on category occurrences (see section 4.4.2) which 

would enable me to identify which themes were more relevant to the study 

questions. 

4.9 In-depth thematic analysis 

4.9.1. Sample selection 

A sub-set of 15 transcripts was selected for the in-depth thematic analysis. As I 

was interested in how caring for a person with stroke may have affected quality of 

life, I decided to use only six month interviews as I felt this would provide the 

time necessary for carers to adapt to their role. The following criteria were used in 

determining which interviews were selected. 

My main research question was concerned with the impact that the two different 

methods of stroke rehabilitation may have had on carers' quality of life. Hence, I 

decided to select 7 carers from one group and 8 from the other. It was not 

important which group had the extra carer, the decision being determined by level 

of independence (see criterion on disability). Gender was my next important 

criteria. Here, I wanted to balance two main issues, namely that: one, caring has 

been traditionally seen as a predominantly female activity and two, the lack of 

studies looking at caring from a male perspective. Hence, from each intervention 
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group of seven, I decided to select four females and three males. I felt that this 

balance would reflect the fact that the majority of carers were female, but at the 

same time, provide enough material to look at caring and quality of life from a 

male perspective and address the paucity of research in this area. 

My third criterion in the carers' selection was the level of disability in their 

associated survivors (as measured by their six month BAI score). This factor was 

selected as previous studies have shown a relationship between carers' 

psychological health and the levels of survivors' disability. Patient disability was 

sub-divided into three categories; severe (BAI score < 10), moderate (BAI score 

10-14) and mild (BAI score 15-19). Ideally, I tried to ensure that there were at 

least two interviews per disability category except for people who were fully 

independent. In addition, I wanted to select one carer who was supporting a 

survivor who was fully independent (BAI score of 20), who could come from 

either the domiciliary or day hospital group. Within this framework, the following 

two factors were used in deciding which interviews to select; these were the carers' 

relationship with the survivors and social class. I wanted to ensure that I got a wide 

range of carers from different social classes. Likewise, I wanted to ensure that I 

got a wide range of different carer relationships, but also ensuring that 

numerically, the proportions were roughly in line with those of my main carer 

sample. 

Using this procedure, I identified the following 15 carers from a pool of 31 carers 

who had transcribed six month interviews (see Appendix XXIX). The details of 

these 15 carers are presented in Table 4.5. 
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Table 4.5: Carers used in thematic analysis: Details of survivors' disability 
level, social economic status (SES) and relationship status 

Domiciliary 
Gender Study no Survivor 6 

BAI 
mth S.E.S. Relationship 

Female 5036 20 nr'(non-manual) Wife 
5114 17 IV 
5116 15 I Daughter-in-law 
5084 8 II Wife 
5066 4 III (manual) Wife 

Male 5102 19 II Son 
5057 11 II Brother 
5053 4 II Husband 

Day Hospital 
Gender Study no Survivor 6 mth S.E.S. Relationship 

BAI 
Relationship 

Female 5100 19 II Daughter 
5123 16 IV Wife 
5033 12 II Wife 
5096 7 III (non-manual) Wife 

Male 5052 16 II Husband 
5126 12 I Husband 
5131 8 IV Husband 

4.9.2. Methodology 

An in-depth thematic analysis was carried out on a purposive sample of 15 

interviews. To carry out this analysis, I read through the 15 transcripts to identify 

any emerging themes in two of the following areas; one, issues related to how 

caring for a person with a stroke may have affected the carer's quality of life; two, 

the qualitative differences that the two methods of stroke service rehabilitation had 

on carers' quality of life. 
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CHAPTER 5: RESULTS (QUANTITATIVE STUDY) 

5.1 Chapter overview 

This section aims to present the main findings from the quantitative study, looking 

at the characteristics of the recruited carer sample and an analysis of carers' main 

quality of life outcomes from baseline to six months and from six months to one 

yean 

5,2 Carer recruitment 

A sample of 140 stroke survivors participated in the Dorset Stroke Study. 32 of 

these patients did not have a carer and two withdrew from the study before contact 

could be established. This left 106 eligible carers to contact. A total of 60 carers 

were eventually recruited into the study whilst a further 46 refused to participate, 

giving a participation rate of 57%. 

5.3 Comparison of participating and non-participating carers 

5.3.1 Comparison of stroke participants with and without a carer. 

Table 5.1 shows that the majority of survivors without a carer (26/32) were living 

alone before their stroke compared to survivors with a named carer (28/106) and 

that most survivors with carers (67/106) were living with their spouse before their 

admission into hospital. 

127 



Table 5.1: Comparison of pre-admission accommodation status of survivors 
with and without carers 

Accommodation status Patients with carer Patients without carer Total 

Lives with spouse 67 1 68 
Lives alone 28 26 54 
Lives with non-relative 7 I 8 
Lives with relatives 3 4 7 
Missing 1 0 1 

106 32 138 

5.3.2 Reasons for carer non-participation in study. 

Table 5.2. shows the two main reasons identified for carer non-participation were 

either their unwillingness to participate in the study (31%) or the inability of the 

researcher to make contact with them (54%). 

Table 5.2: Reasons for eligible carers not participating in study 

Reasons for non-participation Number (%) 
Number of non-participating eligible carers 46 

Unable to contact carer (after 3 telephone attempts) 25 (54) 
Unwilling to participate in study 14(31) 
Unable to give consent 1 GO 
Patient doesn't want carer to be contacted 6 ( n ) 

A further breakdown of the data, looking at the reason cited with relationship status 

are presented in Table 5.3. This shows that spouses made up the largest proportion 

of those unwilling to participate, whereas sons and daughters were the largest 

group whom the researcher was unable to contact. Stroke survivors were more 

likely to refuse consent for the researcher to approach the carer if that person was 

either a friend or a distant relative. Finally, there was one carer who was unable to 

give consent and so was not entered into the study. The survivor identified this 

person as his main carer, although the reality of the situation was that the survivor 

was supporting this person. 
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Table 5.3: Breakdown of figures illustrating carer relationship with reason for 
non-participation. 

Relationship Unwilling to unable to make unable to give Consent Total 
status participate carer contact consent refused by 

patient 

Wife 8 4 1 13 
Daughter 10 10 
Husband 4 2 1 7 
Son 5 1 6 
step-daughter 1 1 
daughter-in-law 1 1 
son-in-law 1 1 
Niece 1 1 
other relatives 2 2 
Friends 1 1 2 4 

14 25 1 6 46 

5.3.3 Comparison of relationship status between participating and non-

participating carers 

Table 5.4 shows that the majority of participating carers consisted of close kin such 

as wives (45%), husbands (26%), daughters (18%) and same sex life partner (2%). 

Spouses and daughters also made up the majority of non-participating carers (65%) 

though the proportion was smaller than in the participating group. There was little 

representation of other relatives in the participating group and the presence of other 

male relatives was small with only the presence of one brother (2%) and one son 

(2%). There was a higher proportion of sons (13%) and friends (9%) in the non-

participating group. 
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Table 5.4: The relationship of stroke patient between participating and non-
participating carers. 

Relationship status of 
carer 

Participating carer 
Number (%) 

Non-participating 
carer 

Number (%) 

Participation rate 
by relationship 

(%) 

Wife 27 BK) 13 (28) 27/40 (68) 
Husband 16 (26) 7 ^ 5 ) 16/23 (70) 
Daughter 11(18) 10(22) 11/21 (52) 
Son 1 (2) 6 ^ 3 ) 1/7 (14) 
Daughter-in-law 3(5) 1(2) 3/4 (75) 
Brother 1(2) 0 1/1 (100) 
life partner (same sex) 1(2) 0 1/1 (100) 
step-daughter 0 1(2) 
Niece 0 1(2) 
son-in-law 0 1 (2) 
other relatives (not 0 2 ^ 4 

specified) 
Friends 0 4 0 0 ) 

Total 60 46 

5.4 Description of participating carers 

5.4.1 Relationship status with stroke survivor 

Details of the relationship status with the stroke survivor (also displayed in Table 

5.4 above) shows that the majority of the study sample consisted of spouses or 

partners with 27 (45%) wives, 16 (26%) husbands and one (2%) same sex partner. 

Close female relatives made up the next largest group with 11 (18%) daughters and 

three (5%) daughter in laws. Other male relatives made up the smallest group with 

one (2%) brother and one (2%) son. 

An analysis of the living status of stroke survivors with their spouses is presented 

in Table 5.5. This shows that the presence or absence of a spouse determined who 

would take on the main role as carer. Spouses/partners took on the responsibility of 

being the main carer if they were living with the stroke survivor. Likewise, if a 

stroke survivor did not have a spouse living with them, close family members, such 

as their adult children, took on the responsibility of being their main carer. 
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Table 5.5: Relationship of stroke survivors' living status with their spouses 

Living status of stroke survivors 
Living with spouse* Not living with 

spouse* 

Spouse* as main carer 44 0 
Other family member as 0 16 
main carer 

Total 44 16 
* Spouse also includes partners of long term relationships 

A more detailed analysis of the different relations who took on the responsibility of 

caring is displayed in Table 5.6. This table shows that male stroke survivors 

(28/32) were more likely to be supported by their spouses or partners than female 

survivors (16/29). For female stroke survivors, husbands (16/29) were still the 

largest group of carers, but many adult children (12/29) such as daughters and 

daughters-in-law also took on the role as the main carer. 

Table 5.6. The relationship status of stroke carers by gender. 

Gender of stroke survivor 

Carers relationship to Male Female 

survivor 
Spouse 27 16 43 
same sex partner 1 0 1 
Daughter 2 9 11 
daughter in law 0 3 3 
Son 1 0 1 
Sibling 0 1 1 

31 29 60 

5.4.2. Description of carers' socio-demographic details 

Table 5.7 shows that the carer sample consisted of 41 (68%) females and 19 (32%) 

males and had a mean age of 67.9 years (s.d: 12.4 years). 50 (83%) participants 

were married, two (3%) were widowed, four (7%) were divorced and four (7%) 

were never married. The majority, 46 (76%) were retired, four (7%) were working 

full-time, four (7%) were working part-time, four (7%) were unemployed and two 

(3.3%) were keeping house. 
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Using social class coding from the Household Survey Classification, 39 (65%) 

carers fell into social classes I to III non-manual and were classified as non-manual. 

21 (35%) carers fell into social class III manual to V and were classified as the 

manual group. Further details on home ownership showed that 52 (87%) were 

homeowners compared to five (8%) who rented their property. One (2%) person 

had other arrangements, whilst two (3%) did not give any information on this topic. 

Finally, 38 (63%) carers had access to car compared to 21 (35%) who did not. 
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Table 5.7: Comparison of carers' baseline socio-demographic characteristics 

Domiciliary Day hospital Combined Total 

Number of participants 31 29 60 

Mean age (s.d.) 67.2 (14.8) 6&6(9.5) 67.9 (12.5) 
Median age (IQR) 74.9 (63.1 -78.7) 70.2(62.9-75.1) 72.6 (62.9-77.8) 

Gender 
Women (%) 22 (71) 19(66) 41 (68) 

Men (%) 9(29) 10(34) 19(32) 

Marital status 
Married (%) 24 (77) 26(90) 50 (83) 

Divorced (%) 3 (10) 1(3 3) 4(7) 
never married (%) 3 0 0 ) 1(3.3) 4 ( ^ 

Widowed (%) 1^0 1(3.3) 2 0 ) 

Employment status 
Retired (%) 22 (72) 24(83) 46 (76) 

Working full-time (%) 2(6) 2(7) 4 0 ^ 
Working part-time (%) 2(6) 2(7) 4 ( ^ 

Unemployed (%) 4 (13) 0 4 ( ^ 
keeping house (%) 1 # ) 1 0 ) 2 0 ) 

Social class 
!(%,) 1 0 ) 1 0 ) 2 0 ) 

110%) 11(36) 10(35) 21(35) 
III non-manual (%) 9(29) 7(24) 16(27) 

III manual (%) 6(19) 7(24) 13 (22) 
IV(%) 3 (10) 4(14) 7 (12) 
V(%) 1^0 0 1(1) 

Ownership 
Home owner 27#M^ 25(86) 52 (87) 

Car owner 21 (68) 17(59) 38 (63) 

Relationship to patient 
Wife (%) 14 (45) 13(45) 27 &K) 

Husband (%) 7C%) 9(31) 16 (26) 
Daughter (%) 6(20) 5 0 8 ) 1 1 0 8 ) 

Daughter-in-law (%) 2(6) 1 0 ) 3(5) 
Brother (%) 1 0 ) 0 1 (2) 

life partner (%) 0 1 0 ) 1(2) 
son (%) I P ) 0 1(2) 

Living arrangements 
Living with spouse (%) 26 (84) 27(93) 53 (88) 

lives with other relative (%) 4 ( 0 ) 1(3.5) 5(% 
living alone (%) 1 0 ) 0 1(2) 

lives with other non-relative (%) 0 1 (3.5) 1(2) 
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5.4.3 Comparison of the domiciliary and day hospital groups at baseline 

This section compares the baseline characteristics to ensure that the randomisation 

of carers via association with stroke survivor did produce an equal balance of the 

potential confounders between the two groups. Table 5.7 shows that both groups 

had a similar age and gender distribution and were well balanced with respect to 

social class, their relationship status with the survivor, employment status, home 

and car ownership. There was a slight imbalance in living arrangements of the 

groups, with a greater proportion of day hospital carers living with spouse (27/29) 

compared to domiciliary carers (26/31). Overall, the two groups were well 

balanced with respect to most of the important socio-demographic variables. 

5.4.4 Comparison of associated stroke survivors' variables between groups 

at baseline 

This section compares the baseline characteristics to ensure that the randomisation 

of carers via association with stroke survivor did produce an equal balance of the 

potential confounders between the two groups. Table 5.8 shows that both 

domiciliary and day hospital groups were evenly balanced on stroke survivor 

variables such as the levels of disability (measured by both the BAI and the RMI) 

and their psychological status (measured by the PCGMS). The mean ages of the 

associated stroke survivors were 78.1 years (s.d. 6.2 years) for the domiciliary 

group and 77.4 years (s.d. 6.5 years) for the day hospital group, indicating that the 

age distributions for both groups were also evenly balanced. 

Median scores of 13.0 - 14.0 for the BAI and of 6.5 - 7.0 for the RMI indicated 

that both groups were caring for survivors with a moderate level of disability and 

immobility. Median scores of 13.0 for both groups on the PGCMS indicated that 

patients at baseline had a reasonable level of morale. 
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Table 5.8: Comparison of stroke survivor variables between the two groups at 
baseline. 

Assessment Intervention 
group 

Median IQR range 

BAI Domiciliary 14.0 8.0- 17.0 6.0-19/) 
day hospital 13.0 10.0- 17.0 4.0- 19.0 

RMI Domiciliary 6.5 3 .0-8 .0 0 - 1 2 0 
day hospital 7.0 2.5 - 9.5 1.0 - 13.0 

PGCMS Domiciliary 13.0 10.0- 15.0 7.0- 17.0 

day hospital 13.0 l L O - 1 5 ^ 3.0-17.0 

5.4.5 Follow-up of participating carers. 

Figure 5.1 shows the numbers of carers followed up at three, six and 12 months 

and the details of withdrawals or cross-overs. These withdrawals included carers 

who died or did not want to continue participating in the study before the 12 month 

follow-up. Furthermore, a carer was also withdrawn if their associated survivor 

withdrew or died before the final assessment (12 months). Whilst withdrawals 

were not included in the follow-up analysis, the data from cross-over participants 

were analysed on 'an intention to treat' basis. 

28/31 and 26/29 carers from the domiciliary and day hospital group were followed 

up respectively at three months, 26/31 and 24/29 carers respectively at six months 

and 21/31 and 20/29 carers respectively at 12 months. The follow-up rate for both 

domiciliary and day hospital were the same for all the assessment points with a 68-

69% follow-up at 12 months. 

A breakdown of the main reasons for carer withdrawal during the one year 

assessment period was given as; 9 from survivors' death, three from survivors' 

withdrawal, one from survivor extended CVA, three from carers' withdrawal, one 

from carer's death. Furthermore, one survivor was wrongly diagnosed as stroke and 

was subsequently withdrawn and one carer was unavailable during six months 

assessment and was not included in the analysis. 
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During the course of the 12 month follow-up of an intervention study, some 

survivors switched treatments period either through personal choice or other 

logistical difficulties. A total of three stroke survivors were transferred from the 

domiciliary to day hospital group for the following reasons. The first was 

transferred to day hospital as no domiciliary physiotherapy cover was available 

during the stroke survivor's entry to the study. The second was transferred due to 

deterioration of the stroke survivor's medical condition, which prompted ward staff 

to refer to day hospital on discharge and so over-ride the initial randomisation 

choice. The third was transferred to day hospital due to both carer and survivor 

preference after an initial six months of domiciliary care. Nevertheless, for the 

purpose of the analysis, these carers were analysed on 'an intention to treat' basis. 
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Figure 5.1: Diagram to illustrate withdrawals and cross-overs of carers at 3, 6 
and 12 months 
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5,5 Carer outcomes: Baseline to six month analysis 

Analysis of the data was carried out from baseline to six months to investigate the 

impact of the different service deliveries on carers' quality of life. In this section, 

only carers with data at 0, 3 and 6 months were included in the statistical analyses. 

It was initially planned that the UK normative scores obtained from Jenkinson 

(1998) would be used in the analyses of the MCS and PCS results. However, this 

was not possible as the sample in this study had a median age of 72.6 years (IQR: 

62.9 - 77.8 years) and no normative data were available for people over 65 in the 

UK study. Hence, normative data for the 65-75 year age band of the US population 

were used instead (Ware et al, 1994). Some questions may be raised by the 

suitability of using US population data, but whilst health differences do exist 

between the US and the UK populations, there are also many similarities shared by 

both countries. To ensure suitability of the US normative data, a comparison of the 

PCS and MCS scores of both UK and US populations by age bands (18-65 years) 

was carried out. This found that both sets of data were very similar, so an 

assumption was made that the UK population would also have similar MCS and 

PCS scores in the 65-75 year age band. Therefore, the MCS and PCS scores used 

were 55.7 (25% & 75% IQ: 48.3, 59.1) and 46.2 (25% & 75% IQ: 35.0, 52.5) 

5.5.1 Psychological health 

Psychological health was measured using two standardised measures; the General 

Health Questionnaire (GHQ) and the Mental Component Summary (MCS) of the 

SF-36. Both measures look at different aspects of this domain. The GHQ is a 

measure of psychological morbidity, often used as a screening tool in which a score 

of 5 or above is an indication of psychological morbidity in the sample population 

(Wade, 1992). The MCS is a measure of mental health, which has population data 

that can be used to evaluate the outcome of health interventions. 

138 



5.5.1.1. General Health Questionnaire 

An analysis was carried out looking at the distribution of GHQ scores at baseline, 

three and six months by intervention groups and these results are presented in 

Figure 5.2. The cut-off point of 5 is also illustrated in this figure. These show 

median scores of 5.0 for the domiciliary group (IQR, 1.0 to 12.5; range, 0 to 25.0) 

and 5.5 for the day hospital group (IQR; 1.0 to 10.8; range 0 to 15.0), indicating 

that the majority of carers in both groups showed signs of psychological morbidity 

at baseline (see Figure 5.2). Fewer domiciliary carers showed psychological 

morbidity at 3 months (median 4.0; IQR 1.0 to 13.5; range 0 to 25) and 6 months 

(median 4.0; IQR 0 to 12.8; range 0 to 23.0). On the other hand, the proportions of 

day hospital carers with psychological morbidity had increased at both 3 months 

(median 8.0; IQR 1.0 to 11.0; range 0 to 18) and 6 months (median 9.0; IQR 1.3 to 

12.0; range 0 to 20). 

Figure 5.2. Boxplot to show distribution of GHQ scores by intervention group 
at baseline, three and six months. 
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Nevertheless, an analysis of the mean changes from baseline to six months (see 

Table 5.9 below) found no change in the GHQ scores of domiciliary carers, but an 

increase in the day hospital group. These results suggested that at six months, the 

domiciliary carers had a better outcome on psychological morbidity than the day 
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hospital one with a mean difference of 2.3 (95% C.I.; -5.6, 1.0), though this 

difference was not statistically significant (t = -1.39, p = 0.172). 

Table 5.9: GHQ mean and mean change scores from baseline to six months 

Dom: X (SD) DH: X (SD) Md (95%CI) t P 
GHQ (0-6 mths) 

0 nith (group scores) 
3 mth (group scores) 
6 mth (group scores) 

7.0 (7.4) 
7.4 (7.7) 
6.8 (8.0) 

5.9 (4.9) 
7.0 (5.1) 
7.9 (5.9) 

Mean change 0 ~>6 mth 
n = 

-0.3 (6.4) 
26 

2.0 (5.0) 
24 

-2.3 (-5.6,1.0) -1.39 0.172 

5.5.1.2 Mental Component Summary (MCS) score 

An analysis was carried out looking at the distribution of MCS scores at baseline, 

three and six months by intervention groups. These results are presented in Figure 

5.3, in which the median MCS score of 54 points is illustrated in this figure. These 

show both domiciliary (median 42.1; IQR 29.4 to 55.3; range 13.2 to 60.2) and day 

hospital (median 43.7; IQR 36.1 to 52.3; range 22.9 to 57.5) carers had poorer 

mental health at baseline than a comparable section of the normal population (see 

Figure 5.3). However at three months, more domiciliary carers had better mental 

health (median 49.1; IQR 32.5 to 57.8; range 19.6 to 61.0) than at baseline. By six 

months, the majority of domiciliary carers had mental health status comparable to 

the normative population (median 54.1; IQR 36.0 to 58.3; range 19.2 to 65.1). In 

contrast, the proportion of day hospital carers with poor mental health did not 

change either at three months (median 43.6; IQR 34.4 to 52.8; range 27.8 to 63.9) 

or at six months (median 42.4; IQR 32.9 to 51.9; range 20.0 to 65.2). 
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Figure 5.3. Boxplot to show distribution of MCS scores by intervention group 
at baseline, three and six months. 
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These findings were supported by the mean change scores (see Table 5.10) which 

showed an improvement in the MCS scores of carers in the domiciliary group, but 

with minimal change in carers from the day hospital group. This finding has 

clinical significance as it showed that the domiciliary group had a better outcome 

on mental health status than the day hospital group with a mean difference of 6.0 

points (95% C.I., -1.2 to 13.3) between the groups. A further analysis showed this 

difference was not statistically significant (t = 1.68, p = 0.101). 

Table 5.10: MCS mean and mean change scores from baseline to six months 

Dom: X (SD) DH: X (SD) md (95%CI) t P 
0 mth (group scores) 42.1 (14.4) 43.3 (1.6) 
3 mth (group scores) 45.3 (13.6) 44.0 (10.3) 
6 mth (group scores) 47.5 (13.0) 43.1 (11.7) 

Mean change 0 —> 6 mth 5.2(11.8) -0.8 (12.3) 6.0 (-1.2, 13.3) 1.68 0.101 
n = 23 22 
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5.5.2 Carer burden 

Carer burden was measured by the Caregiver Strain Index (CSI) in which a score of 

seven or more (out of 13) indicated greater carer burden (Robinson, 1983). An 

analysis was carried out, looking at the distribution of CSI scores at 3 and 6 months 

by intervention groups. These results are presented in Figure 5.4, in which the cut-

off score of 7 is also illustrated. 

The CSI was not used at baseline, but 3 month data indicated that both the 

domiciliary (median 7.0, IQR 2.0 to 10.0; range 0 to 12.0) and day hospital 

(median 6.5, IQR 4.3 to 9.8; range 0 to 12.0) carers showed high levels of carer 

burden (see Figure 5.4). At six months, domiciliary carers (median 6.5, IQR 3.8 to 

9.3; range 0 to 13.0) had lower levels of carer burden than their day hospital 

counterparts (median 8.5, IQR 4.3 to 11.0; range 1.0 to 12.0). Nevertheless, a large 

proportion of carers in both the domiciliary and day hospital arm showed signs of 

carer burden at six months (see Figure 5.4). 

Figure 5.4. Boxplot to show distribution of CSI scores by intervention group 
at three and six months. 
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An analysis of the mean change scores showed that there was no change in the 

burden level of domiciliary carers, whereas there was a slight deterioration with the 

day hospital group (see Table 5.11). Clinically, this suggested that the domiciliary 
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group was better at maintaining the level of carer burden than the day hospital, but 

no statistical significance was found (t=-1.60, p=0.115). 

Table 5.11: CSI mean and mean change scores from three to six months 

Dom: X (SD) DH: X (SD) m.d (95%CI) t P 
3 mth (group scores) 6.5 (4.1) 6.5 (3.2) 
6 mth (group scores) (y2(3.7) 7.5 (3.7) 

Mean change 3 ^ 6 m -0.1 (2.7) 1.0(2.2) -1.1 (-2.5, 0.3) -1.60 0115 
n = 25 24 

5.5.3 Physical health 

Carers' physical health was measured by the Physical Component Summary (PCS) 

of the SF-36, in which a score of 46 (out of 100) was indicative of the standard 

physical health of the general population (aged 65-74 years) and a score greater 

than 46 indicated better physical health (Ware et al, 1994). Figure 5.5 shows the 

distribution of MCS scores at baseline and six months by intervention groups, in 

which the median PCS score of 46 is also illustrated. 

The baseline median scores of 44.8 (IQR 35.1 to 54.4; range 21.8 to 68.4) and 44.3 

(IQR 29.8 to 50.3; range 23.3 to 59.7) for the domiciliary and day hospital groups 

respectively, showed that both groups of carers had comparable physical health 

with the general population. The physical health status of the domiciliary carers at 

3 months (median 42.1; IQR 36.6 to 51.3; range 18.0 to 58.7) and at 6 months 

(median 44.0; IQR 31.7 to 51.1; range 18.0 to 58.3) remained the same as at 

baseline. The physical health of day hospital carers showed a downward trend with 

more carers having poorer health status at 3 months (median 40.6; IQR 27.0 to 

47.6; range 16.0 to 62.7) and at 6 months (median 36.1; IQR 28.0 to 41.3; range 

21.3 to 49.3). Clinically, these results showed that domiciliary carers had similar 

physical health status as the general population, but day hospital carers had poorer 

physical health at three and six months. 
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Figure 5.5. Boxplot to show distribution of PCS scores by intervention group 
at baseline, three and six months. 
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Both the domiciliary and the day hospital groups showed deterioration in their 

physical health at six months, but with the deterioration in physical health being 

greater in the day hospital group (see Table 5.12). Clinically, this result suggested 

that the domiciliary stroke team may have been better than the day hospital at 

reducing the negative impact on carers' physical health (mean difference 3.9; 95% 

CI, -2.0, 9.8). Further analysis showed this difference was not statistically 

significant (t=1.32, p=0.193). 

Table 5.12: PCS mean and mean change scores from baseline to six months 

Dom: X (SD) DH: X (SD) md (95%CI) t P 
0 mth (group scores) 44.2 (12.9) 41.5(11.9) 
3 mth (group scores) 42.1 (11.9) 37.6 (12.6) 
6 mth (group scores) 41.6(12.2) 35.0 (8.6) 

Mean change 0 —> 6 mth -3.2 (8.9) -7.1 (10.7) 3.9 (-2.0, 9.8) 132 0.193 
N = 23 22 
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5.5.4 Social functioning 

Social functioning was measured using the Frenchay Activity Index (FAI), in 

which a higher score indicates higher social functioning. A recent validation study 

(Tumbull et al, 2000) has classified the scores into four distinct groups of social 

activity levels; very active = 31, active = 30, fairly active = 26; not active =13). 

Figure 5.6 shows that both domiciliary carers (median 31.0; IQR 27.5 to 35.0; 

range 16.0 to 42.0) and day hospital carers (30.0; IQR; 26.0 to 33.0; range; 16.0 to 

38.0) had active levels of social functioning at baseline. At six months, both sets of 

carers in the domiciliary (median 29.0; IQR 26.5 to 32.5; range 14.0 to 38) and day 

hospital (median 28.5; IQR 23.3 to 34.8; range; 14.0 to 39.0) groups had similar 

levels of social functioning as at baseline. 

Figure 5.6. Boxplot to show distribution of FAI scores by intervention group 
at baseline, three and six months. 
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An analysis of the mean change scores from baseline to six months reflected the 

minimal impact that the different service deliveries had on carers' social 

functioning (see Table 5.13). Both groups showed a marginal decrease in social 

functioning. Whilst carers in the day hospital group did have a marginally better 

outcome than the domiciliary one, a mean difference of 0.3 (95% CI, -3.7 to 3.0) 
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suggested that this result was neither clinically nor statistically significant (t 

0.20, p=0.841). 

Table 5.13: FAI mean and mean change scores from baseline to six months 

Dom: X (SD) DH: X (SD) md (95%CI) t P 

0 mth (group scores) 30.7 (5.7) 29.4 (5.0) 
3 mth (group scores) 
6 mth (group scores) 28.7 (5.6) 27.9 (7.7) 

Mean change 0 -> 6 mth -1.9(6.4) -1.6 (5.3) -0.3 (-3.7, 3.0) -0.20 0.841 
N = 25 24 

These results suggest that carers had active levels of social functioning, which were 

unaffected by the impact of stroke. A further analysis was carried out in which the 

baseline FAI scores for both the domiciliary and day hospital carers were 

subdivided into the following three sub-scales; domestic, leisure/work and 

outdoor/other. These showed differences in the distribution of these sub-scale 

scores at baseline (see Figure 5.7). Both domiciliary and day hospital carers had 

the highest scores for domestic activity, but also had high scores for leisure/work 

work activities. Both groups of carers had low scores for outdoor functioning when 

compared to their scores on domestic activity. 

Figure 5.7. Boxplot to show distribution of domestic, leisure and outdoor 
scores by intervention group at baseline. 
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The mean score changes from baseline to six months were analysed by intervention 

group with respect to the three sub-scales. These found no significant difference 

between domiciliary and day hospital carers' with respect to the change in their 

levels of domestic, leisure or outdoor functioning (see Table 5.7). Nevertheless, 

both groups of carers saw a 1 -2 point increase in their levels of domestic activity, 

with a 1-2 point decrease in their levels of leisure and outdoor functioning. 

Table 5.14: FAI subscales - mean and mean change scores from baseline to six 
months 

Subscale Time of assessment Dom: X (SD) DH: X (SD) md (95%CI) t P 

Domestic 0 mtii (group scores) 
3 mth (group scores) 
6 mth (group scores) 

12.0 (3.8) 

13.8 (2.3) 

12.5 (3.7) 

13.3 (2.4) 

Mean ciiange 0 -> 6 mtii 
N = 

1.8 (4.2) 
26 

0.8 (3.3) 
24 

-0.9 (-1.2,3.1) 0.8 0.385 

Leisure/work 0 mth (group scores) 
3 mth (group scores) 
6 mth (group scores) 

12.1 (2.9) 

10.0 (3.2) 

10.9 (2.6) 

Mean change 0 —>• 6 mth 
N = 

-1.9 (3.0) 
25 

-1.1(3.5) 
24 

-0.8 (-2.7, 1.0) -0.9 0.371 

Outdoor/leisure 0 mth (group scores) 
3 mth (group scores) 
6 mth (group scores) 

6.6 (2.7) 

4.9(2.1) 

6.0 (3.2) 

4.8 (3.5) 

Mean change 0 ^ 6 mth 
N = 

-L9(Z3) 
26 

-1.3 (2.4) 
24 

-0.6 (-1.9, 0.8) -0.8 0.406 

5.5.5 Comparison of the domiciliary and day hospital groups at six months 

An analysis was carried out comparing the differences between the participating 

carers (used in the analysis above) and those who withdrew at six months on the 

main carer variables. Table 5.15 shows that at six months, both the domiciliary and 

day hospital groups were evenly balanced on the major socio-demographic 

variables of age and gender (female; 18/26 vs. 17/24 respectively). Generally, the 

majority of participating carers were either spouses or the adult children of the 
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stroke survivors, but the domiciliary group had a larger proportion of carers in the 

other category (3/26) than the day hospital group (1/24). There was a slight 

imbalance on socio-economic status, with a higher proportion of carers from 

manual backgrounds in the day hospital group (10/24) than in the domiciliary 

group (8/26). There was also an age imbalance between participating carers (mean 

age 65.9 years) and withdrawers (mean age 73.8 years) in the domiciliary group, 

but further comparison of this imbalance was not possible due to the small 

numbers of withdrawers in both groups (n=5 for the domiciliary and n=5 for the 

day hospital). 

Table 5.15. Comparison of the participating and withdrawing carers by 
intervention group at six months. 

Domiciliary Day hospital 
Participating Withdrawals Participating Withdrawals 

Number of carers 26 5 24 5 

Mean age (s.d.) 65.9(15.2) 73.8(12.0) 68.5 (9.5) 69.2 (10.1) 

Gender 
Female (%) 

Male (%) 
18(69%) 
8(31"%) 

4 (80%) 
] (20%) 

17(7194) 
7 (29%) 

2^m%) 
3 (60%) 

SES 
Non-manual (%) 

Manual (%) 
18(6994) 
8(31"%) 

3 (60%) 
2 (40%) 

14(5894) 
10(42%) 

4 (80%) 
1GW%) 

Relationship status 

Spouse(%) 
adult children (%) 

Others (%) 

17(65%) 
6C%%) 
3 02%) 

4 (80%) 
1 (20%) 

0 

19 (79%) 
4017%) 
1 (4%) 

3 (60%) 
1 (20%) 
1 (20%) 

As highlighted in Table 5.15, there was a slight social class imbalance between the 

two groups of carers at six months. To evaluate if this social class imbalance had 

any impact on carers' outcome, a stratified analysis was carried out looking at 

stratification of non-manual to manual classes on carers' mental health scores (see 

Table 5.16). These results showed that 'non-manual' carers, irrespectively of 

intervention group, improved in their mental health whilst 'manual' carers showed 
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a deterioration. This result suggested that social class may be a predictor of change 

in carers' mental health. 

Table 5.16: Stratified analysis to evaluate the impact of socio-economic status 

Domiciliary (n=24 ) Day hospital (n=21) 

Non-manual (I - III n-m) 

Manual (III m - V) 

4.7(0.5,15.8) 3.3 (-8.6, 5.2) 

-3.8 (-7.6, 0.3) -11.5 (-13.2, 13.9) 

5.5,6 Comparison of associated stroke survivors' variables between the 

groups at six months 

The stroke literature has suggested that the certain survivor variables such as level 

of functional disability, mobility and social activities may have an impact on 

carers' quality of life. A comparison was therefore carried out between the 

domiciliary and day hospital group on the main psychological, physical and social 

outcomes of associated stroke survivors (see Table 5.17). This shows that both 

domiciliary and day hospital groups were evenly balanced on most of the different 

variables. These included physical health (median PCS score: 34.9 and 33.8 

respectively), mobility (median RMI score: 9.0 and 8.0 respectively) and 

psychological status (median MCS score: 53.8 and 56.9; median PGCMS: 11 and 

11 respectively). The mean ages of the associated stroke survivors were 77.3 years 

(sd. 6.2 years) for the domiciliary group and 77.4 years (sd. 6.5 years) for the day 

hospital group, indicating that the age distributions for both groups were also 

evenly balanced. 

In summary, both groups were caring for stroke survivors with moderate levels of 

disability and immobility, poor physical health, inactive levels of social functioning 

and moderate psychological health. When the 6 month survivor sample was 

compared with the original baseline sample (see Table 5.6), the remaining sample 

i.e. those who had not withdrawn from the study, were less physically disabled on 
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Activities on Daily Living (ADL), more mobile and had poorer psychological 

health. 

The domiciliary survivors had slightly better levels of social functioning than the 

day hospital ones (median FAI score of 12.5 compared with 8 respectively), but 

clinically both groups still had poor levels of social activity. There was also a 1.5 

point difference in BAI score between both groups, with domiciliary stroke patients 

showing less disability. This difference could been important so a stratified 

analysis was carried out to investigate to evaluate the impact of this variable. 

Table 5.17: Comparison of stroke survivor variables between groups at six 
months 
Assessment Intervention 

group 
Median IQR Range 

Barthel Domiciliary 1%0 9.8-19.0 0-2&0 
day hospital 15^ 1L8-1&0 7.0-20.0 

RMI Domiciliary 9.0 4.5-13.0 0 - 1 5 ^ 
day hospital 8.0 5.5-10.5 3.0- 15.0 

PGCMS Domiciliary ILO 7.0-14.0 3.0 -17.0 
day hospital ILO 7.3 - 12.8 1.0 -16.0 

FAI Domiciliary 125 3.0-24.3 0-39.0 
day hospital 8.0 3.8 - 15.5 0 -36.0 

MCS Domiciliary 53^ 44.0-61.7 30.2 - 66.8 
day hospital 5&9 50.0 - 62.9 22.9 - 75.5 

PCS Domiciliary 34.9 25.5-45.9 9.4 - 56.0 
day hospital 33 j 26.6 - 39.6 14.8 - 56.2 

As highlighted in the Table 5.17, a 1.5 point difference in BAI score was found 

between survivors in the domiciliary and day hospital groups. To evaluate if this 

difference in functional ability had any impact on carers' outcome, a stratified 

analysis was carried out looking at stratification of BAI scores <15 and 15-20 (see 

Table 5.18). These results showed that survivors' functional ability (as measured 

by the BAI) might have confounded the effect, as improvement in MCS scores was 

seen in the BAI (15-20) group, but not the BAI (<15) one. 
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Table 5.18: Stratified analysis to evaluate the impact of stroke survivors' 
functional disability on the mean change in carers' MCS score. 

Domiciliary Day hospital 
median (95% C.I) median (95% C.I) 

BAI score (< 14) 
BAI score (15-20) 

1.2 (-1.4, 5.2) -0.2 (-] 1.2, 4.9) 
2.6 (-3.5, 17.5) 4.3 (-12.5, 8.5) 

5.5.7. Summary of the quantitative results (0-6 months). 

Table 5.19 shows that carers in the domiciliary arm had better clinical outcomes on 

mental health (MCS: m.d. = 6.0), psychological morbidity (GHQ: m.d. = 2.3) and 

carer burden (CSI: m.d. = 1.0). Both groups of carers showed deterioration in 

physical health from baseline to 6 months, but with carers in the domiciliary arm 

showing less deterioration (PCS: m.d. = 3.9). Both groups showed no change in 

their level of social functioning (FAI: m.d. = -0.3). 

Table 5.19 shows that none of these results reached statistical significance. Whilst 

this may suggest that the domiciliary stroke teams were not effective in bringing 

about improvement in carers' psychological outcomes, the small sample size in this 

study increases the possibility of Type II errors occurring. The implication of this is 

that the null hypothesis can not be rejected. That is to say that a statistical 

difference between carers in both arms of the study may exist for both 

psychological and physical outcome, but would require a larger sample size to 

detect it. 

Table 5.19 : Summary of mean change scores, mean differences and p values 

Outcomes 0-6 months Outcomes 

Domiciliary Day hospital m.d. (95% CI) P 
GHQ (max = 28) -OJ 2.0 -2.3 (-5.6, 1.0) 0U7 
MCS (max = 100) 5.2 -&8 6.0 (-1.2, 13.3) QUO 
CSI* (max =13) -0.1 1.0 -1.1 (-2.5, 0/3) 0J2 
PCS (max = 100) -12 -7.1 3.9 (-2.0, 9.8) 0T9 
FAI (max = 45) -1.9 -1.6 -0.3 (-3.7, 3.0) 0.84 
• mean change score 3 to 6 mth 
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5.6 Carer outcomes: Six month to one year analysis 

Data analysis from six to 12 months was carried out to evaluate the longer-term 

impact of either the domiciliary stroke team or the day hospital on carers' quality of 

life. In this set of statistical analysis, only carers participating at 12 months were 

included. 

5.6.1. Psychological health 

5.6.1.1. General Health Questionnaire (GHQ) 

An analysis was carried out, looking at the distribution of GHQ scores at six and 

12 months by intervention groups (see Figure 5.8). At 6 months, median scores of 

5.0 for the domiciliary (IQR, 0 to 15.5; range, 0 to 23) and 10.0 for the day hospital 

(IQR, 1.3 to 12.0; range, 0 to 20) indicated that the majority of carers from both 

groups had signs of psychological morbidity (see Figure 5.7). By 12 months, the 

proportion of carers with psychological problems decreased in the domiciliary 

group (median 3.0; IQR 1.0 to 12.0; range 0 to 25), but increased in the day 

hospital group (median 8.0; IQR 0.3 to 13.5; range 0 to 19). 

Figure 5.8. Boxplot to show distribution of GHQ scores by intervention group 
at six and 12 months. 
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To evaluate the impact of the two different services on psychological morbidity, 

the mean change of the GHQ scores from 6 to 12 months were calculated. Table 

5.20 shows a decrease in GHQ scores for both the day hospital and the domiciliary 

groups with the former having a larger decrease than the latter. Nevertheless, whilst 

the day hospital carers showed a slight improvement in psychological morbidity, a 

mean difference of 0.6 (95%CI: -2.4, 3.7) between the two groups was neither 

clinically nor statistically significant (t = 0.41, p = 0.687). Furthermore, Figure 5.7 

shows that the proportion of carers having psychological problems at 12 months 

was greater in the day hospital group than in the domiciliary one. 

Table 5.20: GHQ mean and mean change scores from sis to 12 months 

Dom: X (SD) DH: X (SD) md (95%CI) t P 

GHQ (6-12 mths) 
6 mth (group scores) 

12 mth (group scores) 
7.6 (8.6) 
7.6 (8.6) 

7.6 (6.8) 
7.6 (6.8) 

Mean change 6-^12 mth 
n = 

-0.3(3.8) 
21 

-0.9(5.8) 
20 

0.6 (-2.4, 3.7) 0.41 0.687 

5.6.1.2. Mental Component Score (MCS) 

At six months, the majority of domiciliary carers (median 45.7; IQR 33.7 to 56.2; 

range 19.3 to 65.1) and day hospital carers (median 40.5; IQR 32.4 to 50.1; range 

20.0 to 65.9) had poorer mental health than the general population (see Figure 5.9). 

There was no change in the mental health status of the two groups at 12 months 

with most domiciliary (median 48.1; IQR 29.1 to 60.0; range 20.5 to 68.4) and day 

hospital (median 38.1; IQR 34.4 to 56.0; range 20.5 to 69.4) carers still having 

poorer mental health than the general population (see Figure 5.9). 
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Figure 5.9: Boxplot to show distribution of MCS scores by intervention group 
at six and 12 months. 
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To evaluate the longer-term impact of the different services on carers' mental 

health, the mean change scores of carers MCS were calculated between 6 to 12 

months. Table 5.21 shows no change in MCS scores of the domiciliary group by 12 

months and only a very minimal improvement in the day hospital group. Whilst 

mental health in day hospital carers improved slightly compared to domiciliary 

carers (mean difference of 1.0; 95% CI, -8.7 to 6.6), this result was neither 

clinically nor statistically significant (t = -0.28, p=0.783). Furthermore, as Figure 

5.9 illustrates, most carers from both groups still had poorer mental health than the 

general population. 

Table 5.21: MCS mean and mean change scores from six to 12 months 

Dom: X (SD) DH: X (SD) md (95%CI) t P 
6 mth (group scores) 44.7(13.4) 41.6(12.0) 
12 mth (group scores) 44.0 (14.7) 422(131) 

Mean change 6 -> 12 m -0.1 (9.8) 0.9 (12.4) -1.0 (-8.7, 6.6) -0.28 0.783 
n = 17 19 
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5.6.2. Carer burden 

An analysis was carried out, looking at the distribution of CSI scores at six and 12 

months by intervention groups. Figure 5.10 shows that most domiciliary (median 

7.0, IQR 4.5 to 10.0; range 0 to 13.0) and day hospital (median 9.0, IQR 5.0 to 

11.0; range 1.0 to 12.0) carers had high levels of carer burden at six months. There 

was no change in the proportion of domiciliary carers (median 7.0, IQR 4.0 to 9.8; 

range 1.0 to 12.0) with high levels of carer burden at 12 months, but there was a 

decrease in the numbers of day hospital carers (median 6.5, IQR 4.0 to 9.8; range 0 

to 12.0). Nevertheless, these results showed that both carer groups still had 

clinically higher levels of carer burden when compared to the normal population. 

Figure 5.10: Boxplot to show distribution of CSI scores by intervention group 
at six and 12 months. 
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To evaluate the longer-term impact of the different services on carers' burden, the 

mean change scores of carers' CSI were calculated. Table 5.22 shows that by 12 

months, CSI scores in both groups show a decrease with the day hospital group 

having a greater improvement. However, a mean difference of 0.8 points (95% CI: 

-0.7, 2.4) in favour of the day hospital group was neither clinically nor statistically 

significant (t =1.10, p=0.279). Furthermore, Figure 5.10 shows that the level of 

carer burden in both the domiciliary and day hospital groups is still high. 

155 



Table 5.22: CSI mean and mean change scores from six to 12 months 

Dom: X (SD) DH: X (SD) md (95%CI) T P 
6 mth (group scores) 6.9(3.7) 8.0 (3.6) 
12 mth [group scores] 6.7 (3.3) 6.7 (3.4) 

Mean change 6 12 m -0.5 (2.4) -1.3(2.5) 0.8 (-0.7,2.4) 1.10 0.279 
n = 20 20 

5.6.3. Physical health 

An analysis was carried out, looking at the distribution of PCS scores at six and 12 

months by intervention groups. Figure 5.11 shows that domiciliary carers had 

comparable physical health with the general population, both at six months 

(median 43.1; IQR 33.6 to 50.1; range 18.0 to 58.3) and at 12 months (median 

45.3; IQR 28.0 to 50.2; range 17.8 to 60.0). On the other hand, the physical health 

of carers in the day hospital arm was poorer than the general population, both at six 

months (median 34.6; IQR 28.0 to 39.9; range 21.3 to 49.3) and 12 months 

(median 41.1; IQR 27.8 to 45.7; range 21.2 to 54.8). 

Figure 5.11. Boxplot to show distribution of PCS scores by intervention group 
at six and 12 months 
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Table 5.23 shows an improvement in the physical health of day hospital carers, but 

a minimal deterioration in the physical health of domiciliary ones. A mean 
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difference of 4.3 MCS points (95% CI: -10.0, 1.4) in favour of the day hospital 

carers may be clinically significant, but as Figure 5.11 indicates, the physical health 

of day hospital carers was still worse than domiciliary carers at 12 months. No 

statistical difference was observed between the groups on physical health (t = -

1.53, p = 0.136). 

Table 5.23: PCS mean and mean change scores from six to 12 months 

Dom: X (SD) DH: X (SD) md (95%CI) T P 
6 mth (group scores) 40.9(11.9) 34.2 (7.9) 
12 mth (group scores) 40.0 (12.2) 3IL0 (11.0) 

Mean change 6 12 m -0.9 (7.7) 3.4 (8.9) -4.3 (-10.0, 1.4) -L53 0J36 
n = 17 19 
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5.6.4. Social functioning 

An analysis was carried out, looking at the distribution of FAI scores at six and 12 

months by intervention groups. Figure 5.12 shows that both the domiciliary 

(median 28.0; IQR 26.3 to 32.0; 14.0 to 38.0) and day hospital (median 28.0; IQR 

23.3 to 36.3; range 14.0 to 39.0) carers were engaged in active levels of social 

functioning at six months. There was little change to this level of social functioning 

at 12 months in both the domiciliary (median 29.0; IQR 26.0 to 33.0; 15.0 to 38.0) 

and day hospital carers (median 27.5; IQR 19.8 to 34.3; 12.0 to 40.0). 

Figure 5.12. Boxplot to show distribution of FAI scores by intervention group 
at six and 12 months. 
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To evaluate the longer-term impact of the different services on carers' social 

functioning, the mean change scores of carers' FAI were calculated. Table 5.24 

shows no change in social activity for the domiciliary group at 12 months whilst 

there was a slight deterioration in the day hospital group. The result may suggest 

that the domiciliary group was slightly better than the day hospital at maintaining 

its level of social activity. A mean difference of 0.9 FAI points (95% CI; -2.5 to 

4.3) was not clinically significant and no statistical difference was observed 

between the groups (t = 0.53, p = 0.597). 
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Table 5.24: FAI mean and mean change scores from six to 12 months 

Dom; X (SD) DH: X (SD) Md (95%CI) T P 
6 mth (group scores) 28.3 (5.6) 27.9 (7.7) 

12 mth (group scores) 28.3 (6.1) 27.0 (8.2) 

Mean change 6 12 m -0.1 (5.6) -1.0 (5.1) 0.9 (-2.5,4.3) &53 0.597 
n = 20 20 

Initial analysis of the global FAI scores suggested little change in carers' level of 

social functioning. A further analysis was carried out in which the six month FAI 

scores of both domiciliary and day hospital carers were divided into sub-scales of 

domestic, leisure/work and outdoor/other. Figure 5.13 shows that at six months, 

both domiciliary and day hospital carers had high scores in the domestic sub-scales 

and lower scores in the leisure and outdoor sub-scales. 

Figure 5.13: Boxplot to show distribution of domestic, leisure and outdoor 
scores by intervention group at 6 months. 
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The mean change score from six to 12 months were analysed with respect to the 

three sub-scales. As with Table 5.14 looking at changes in the different FAI sub-

scales from baseline to six months, Table 5.25 highlights similar findings. One, 

there was no significant difference between domiciliary and day hospital carers' 

with respect to their levels of domestic, leisure or outdoor functioning. Two, both 

sets of carers continued to show an increase in their domestic activity, but a 

decrease in their leisure and outdoor activities. 
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Table 5.25: FAI sub-scales - mean and mean change scores from baseline to 
six months 

Subscale Time of assessment Dom: X (SD) DH: X (SD) Md f95%CI) t P 

Domestic 6 mth (group scores) 
12 mth (group scores) 

13.8(3.8) 
13.3 (3.0) 

13.8 (1.8) 
13.7(2.1) 

Mean change 6 -> 12 mth 
n = 

1.5(4.4) 
21 

0.5 (3.3) 
20 

1.1 (-1.4,3.5) 0.9 0.384 

Leisure/work 6 mth (group scores) 
12 mth (group scores) 

9.5 (3.1) 
10.4 (3.4) 

9.8 (4.1) 
9.1 (5.2) 

Mean change 6 -> 12 mth 
n = 

-2.3 (3.2) 
20 

-0.8 (3.3) 
20 

-1.5 (-3.6, 0.6) -1.5 0.154 

Outdoor/leisure 6 mth (group scores) 
12 mth (group scores) 

5.0 (2.2) 
4.6 (2.3) 

4.3 (3.5) 
4.2 (3.2) 

Mean change 6 12 mth 
n = 

-1.9(2.3) 
21 

-1.1 (2.4) 
20 

-0.8 (-2.3, 0.7) -1.1 0.280 

5.6.5 Comparison of the domiciliary and day hospital groups at one year 

An analysis was carried out comparing the differences between the participating 

carers and those who withdrew at six months on the main carer variables. Table 

5.26 shows that both groups of carers participating at 6-12 months were evenly 

balanced with respect to the major socio-demographic variables of mean age (65.5 

years vs. 68.0 years respectively), gender distribution (female; 15/21 vs. 16/20 

respectively), socio-economic status (non-manual; 14/21 vs. 12/20 respectively) 

and relationship status (spouse; 15/21 vs. 15/20 respectively). 

The increased number of withdrawals at 12 months (n=10 for the domiciliary and 

n=9 for the day hospital) enabled a comparison of both participating carers and 

withdrawals to be made on the basic socio-demographic variables. These found 

that participating carers and withdrawals were evenly balanced in socio-economic 

status. Participating carers in both the domiciliary and day hospital groups were 

younger than withdrawals. In the domiciliary group, both participants and 
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withdrawals were evenly balanced with respect to gender distribution (female: 

15/21 vs. 7/10 respectively), socio-economic (non-manual; 14/21 vs. 7/10 

respectively) and relationship status (spouse; 15/21 vs. 6/10 respectively). More 

imbalances were seen in both gender distribution and relationship status within the 

day hospital group. Those who were more likely to withdraw were male (6/9 in 

withdrawal group compared to 4/20 in the participating one) and not the 

spouse/adult child of the survivor (3/4 in the withdrawal group compared to 1/3 in 

the participating group. 

Table 5.26: Comparison of the participating and withdrawing carers by 
intervention group at 12 months. 

Domiciliary Day hospital 
participating Withdrawals Participating Withdrawals 

Number of carers 21 10 20 9 

Mean age (s.d.) 65.5 (15.0) 70.7 (14.7) 68.0 (9.5) 70.0 (9.7) 

Gender 
Female (%) 

male (%) 

15(71%) 
6 (29%) 

7 (70%) 
3 (30%) 

16(8094) 
4(20%) 

3 (33%) 
6 (67%) 

SES 
non-manual (%) 

Manual (%) 
14 (67%) 
7 (33%) 

7 (70%) 
3 (30%) 

12 (6094) 
8 (40%) 

6 (67%) 
3 (33%) 

Relationship status 
Spouse(%) 

adult children (%) 

others (%) 

15(71%) 
5 (24%) 
1 (4%) 

6 (60%) 
2 (20%) 
2 (20%) 

15(75%0 
4CW%) 
1 (594) 

7(64%) 
1 (9%) 

3 (27%) 
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5.6.6 Comparison of associated stroke survivors' variables between the 

groups at 12 months 

A comparison was carried out between the domiciliary and day hospital group on 

the main psychological, physical and social outcomes of the associated survivors. 

Table 5.27 shows that both domiciliary and day hospital groups were evenly 

balanced on most of the stroke survivor variables. These included mobility (median 

RMI score: 9.5 and 7.0 respectively), physical health (median PCS score: 36.1 and 

30.8 respectively), and psychological status (median MCS score: 55.5 and 58.5; 

median PGCMS: 12.0 and 10.0 respectively). The mean ages of the associated 

stroke survivors were 77.3 years (s.d. 6.2 years) for the domiciliary group and 77.4 

years (s.d. 6.5 years) for the day hospital group, indicating that the age distributions 

for both groups were evenly balanced. However, associated survivors receiving 

domiciliary rehabilitation had higher levels of social activities (median FAI score: 

15.0) than the day hospital (median FAI score: 8.0). They were also less physically 

disabled than survivors receiving day hospital care (median BAI score: 17.0 and 

15), with a clinically significance difference of 2 points (BAI) between the two 

groups. 

In simimary, both groups were caring for stroke survivors with moderate levels of 

disability and immobility, poor physical health, low level of social functioning and 

moderate psychological health. When compared with the baseline sample (see 

Table 5.6), the remaining survivor sample at 12 months were less physically 

disabled on Activities on Daily Living (ADL), more mobile and had poorer 

psychological health. When this 12 month sample was compared to the six month 

one (Table 5.13), both time sample had similar levels of disability and 

psychological health. 
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Table 5.27: Comparison of stroke survivor variables between groups at 12 
months. 
Assessment Intervention 

group 
Median IQR range 

Barthel domiciliary 17^ 8 .5 -20 .0 0-2&0 
day hospital 15^ 1 2 0 - 1 7 ^ 6.0 - 20.0 

RMI domiciliary 9.5 6 . 3 - 9 . 5 0 - 1 5 ^ 
day hospital 7.0 7.0 - 11.0 0 - 1 5 ^ 

PGCMS domiciliary 12.0 7.0 - 13.8 1.0-17.0 
day hospital 10.0 8.3 - 13.0 3.0-17.0 

FAI domiciliary LIO 6 .5 -21 .0 0 -3&0 
day hospital 8.0 4 . 0 - 19.0 0 -3&0 

MCS domiciliary 55^ 4&4-6&8 32.3 -72.1 

day hospital 5&5 5 ^ 4 - 6 3 ^ 30.2 - 69.7 

PCS domiciliary 36J 2 & 1 - 4 5 2 12.7-54.5 

day hospital 3&8 25.0-39 .0 1 5 J - 5 0 J 

As highlighted in Table 5.27, there was a 2 point difference in BAI score between 

carers in the domiciliary and day hospital groups. However, as both methods of 

service delivery had minimal impact on carers' psychological, social or physical 

health during the 6-12 month period, it was not necessary to carry out a stratified 

analysis on survivors' BAI. 

5.6.7 Summary of quantitative results (6-12 months). 

Whilst the 0-6 months showed clinical improvements in carers' psychological 

health in favour of the domiciliary team. Table 5.28 shows that little change was 

seen in either the domiciliary or day hospital group on carers' psychological or 

social outcomes between 6 to 12 months. An improvement in day hospital carers' 

physical health was seen at 12 months. This result may be clinically significant, but 

this has to be taken into context with the overall picture which shows that 

domiciliary carers still have better physical health than day hospital carers at 12 

months (see Figure 5.10). No statistical difference was observed for any of the 
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outcomes, though a small sample size raised the possibility of Type H errors 

occurring. 

Table 5.28: Summary of mean change scores, mean differences and p values of 
all carer outcomes (6-12 months) 

Outcomes 6-12 months Outcomes 
Domiciliary Day hospital m.d. (95% CI) P 

GHQ (max = 28) -OJ -09 0.6 (-2.4, 3.7) O j # 
MCS (max = 100) -0.1 0.9 -1.0 (-8.7, 6.6) &78 
CSI (max = 13) -&5 -1.3 0.8 (-0.7, 2.4) O j * 
PCS (max =100) -&9 3.4 -4.3 (-10.0, 1.4) 014 
FAI (max = 45) -0.1 -1.0 0.9 (-2.5, 4.3) O j # 
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CHAPTER 6: 5a%niLIS(CHIAIJTATlllESTin)Y) 

6.1 Chapter overview 

The aims of this chapter are to present the results of the qualitative study in the 

following three areas; Firstly, to give the numbers of carers recruited in this arm of 

the study and a description of this sample. Secondly, to look at the differences in 

carers' perceptions of the domiciliary stroke teams and the day hospital and finally, 

to identify factors which were influential in determining carers' quality of life. In 

investigating these questions, both a content analysis approach and a thematic 

analysis were used. These are reported separately. 

The first person singular was used in the sections dealing with the analysis and 

interpretations of the qualitative results. Whilst this study adopted a predominantly 

positivist framework, the researcher played an integral part in the design, execution 

and analysis of the interview data, so it was appropriate for the researcher to use 

the first person singular. 

6.2 Carer recruitment to qualitative study 

Of the 60 carers who initially took part in the quantitative study, 28 were recruited 

to the qualitative study at baseline, whilst another 18 were recruited at the six 

month stage. This gave a total of 46 carers involved in the qualitative study, 

leaving 14 non-participating carers. 23/28 carers seen at baseline were interviewed 

at six months. The five who withdrew did so for the following reasons; death of 

stroke survivor (3/5), occurrence of new stroke in survivor (1/5) and carer's wish 

to withdraw from study (1/5). 

Table 6.1 shows that the main reasons for carer non-participation was that these 

carers, who were recruited before April 1996, would have already completed their 
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six month assessments and so would have been too late to participate in the 

qualitative study. 

Table 6.1: Reasons for non-recruitment to qualitative study 

Reasons for non-recruitment Number (%) 
Number of non-recruited carers 14 

Recruited to quantitative study before April 1996 10 
Involved in qualitative pilot study 2 
Withdrawal from carer quantitative study at 6 mth 2 

6.3 Number of carers with audible interviews and the number of 

interviews available for transcription 

Table 6.2 shows that 69 interviews were carried out with the 46 carers during the 

course of the qualitative study. 

Table 6.2: Total number of interviews carried out in qualitative study 

Number of 
interviews 

23 carers completed both baselline and 6 month interviews 
5 carers completed baseline interviews only 
18 carers completed followed up at six months 

46 
5 
18 

Total number of interviews = 69 

Unfortunately, poor quality in the recording of some interviews meant that 14 were 

inaudible and could not be transcribed. Table 6.3 shows that 40/46 carers had 

audible interviews at baseline/6 months, which meant that six carers were removed 

from further descriptive analysis. In addition. Table 6.3 shows that these 40 carers 

had a total of 55 interviews available for transcription and analysis. 
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Table 6.3: Number of carers with audible interviews and number of 
interviews transcribed for analysis 

No. of carers of 
with audible interviews 
interviews transcribed 

Carers recruited at baseline with; 
audible interviews both at baseline & 6 15 30 

months 
audible interviews at baseline only 9 9 
audible interviews at 6 months only 3 3 

Total number at baseline 27 42 

Carers recruited at six months with; 
audible interviews at 6 months 13 13 

Total = 40 55 

6.4 Description of participating carers 

6.4.1 Description of carers' sociodemographic details 

Table 6.4 shows that the carer sample in the qualitative study consisted of 29 

(73%) females and 11 (27%) males and had a mean age of 68.7 years (s.d. 13.1 

years). Using the social class coding from the Household Survey Classification, 

this sample was predominantly non-manual (27/40: 68%) with only 13 (32%) 

carers falling into manual category. The majority were retired (31/40: 78%), but of 

the carers of working age, three (8%) were full-time, two (4%) were part-time, 

three (7%) were unemployed and one (3%) was keeping house. 

A comparison of the sociodemographic details in both sets of carers (see Table 6.4) 

found that both groups were evenly matched in terms of their gender distribution 

and employment status. The domiciliary group had proportionally more carers 

from a non-manual social background (18/24) than the day hospital group (11/22). 
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Table 6.4: Comparison of carer sociodemographic details by intervention 
group and combined total. 

Domiciliary Day hospital Combined Total 

Number of participants 20 20 40 

Mean age (s.d.) 67.7 (15.0) 69.7 (11.2) 68.7 (13.1) 

Gender 
women (%) 14(70) 15(75) 29(73) 
men (%) 6(30) 5 0%) 11 (27) 

Social class 
Non-manual (%) 15(75) 12(60) 27(68) 
Manual (%) 5C%) SOW) 13(32) 

Employment status 
retired (%) 15 C%) 16(80) 31(78) 
in employment (%) 2(10 3(15) 5(12) 
Unemployed (%) 3(15) 0 3(7) 
keeping house (%) 0 1(5) 1(3) 

6.4.2 Description of the relationship status, living arrangements and stroke 

survivors' disability levels 

Details of the relationship status with the stroke survivor (see Table 6.5) shows that 

most of the carers in the qualitative study consisted of spouses/partners with 19 

(48%) wives, nine (22%) husbands and one same sex partner. Close female 

relatives made the next largest group with 6/40 daughters and 3/40 daughter in 

laws. Male relatives included one son and one brother. 

Table 6.5 also highlights the following findings. The first was that most carers 

(34/40) were living in the same household as the stroke survivor. The second was 

that the majority of carers (28/40) were supporting survivors with mild to moderate 

levels of residual disability at baseline, with a large minority of carers (12/40) 

supporting survivors with severe levels of disability. A comparison of the two sets 

of carers found that both groups were similar to each other in terms of their 
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relationship status, their living status with survivors and in the distribution of 

survivors (with respect to their degree of disability) that carers had to support. 

Table 6.5: Comparison of carers' relationship status by intervention groups 
and combined total. ^ 

Domiciliary Day hospital Combined Total 

Number of participants 20 20 40 

Relationship to patient 
wife (%) 9 0%) 10(50) 19 &W) 
Husband (%) 5C%) 4(20) 9(22) 
same sex partner 0 1(10) 1(2) 
Daughter (%) 2(10) 4(20) 6(15) 
Daughter-in-law (%) 2(10) 1(10) 3(8) 
other male relative (%) 2(10) 0 2(5) 

Living arrangements 
living with survivor (%) 18(90) 16(80) 34(85) 
not living with survivor (%) 2(10) 4CW) 6(15) 

Patient BAI score (0 mth) 
severe: score <9 6 6 12 
Moderate: score 10-14 7 8 15 
mild: score 15-19 7 6 13 

6.4.3 Comparison of the physical and mental health status of domiciliary 

and day hospital carers. 

The carer sample in this qualitative study was comparable in physical health to an 

age-related sample in the general population, but had poorer mental health (median 

MCS and PCS for 65-74 year age group is 56 and 46 respectively; Ware et al, 

1994). A comparison of the two groups showed that the domiciliary group had 

better physical and mental health than the carers in the day hospital (see Table 6.6). 
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Table 6.6: Comparison of the mental and physical health status between 
carers in the domiciliary and day hospital groups at baseline. 

Domiciliary 
median (IQR) 

Day hospital 
Median (IQR) 

All carers 
Median (IQR) 

Number of participants 20 20 40 

MCS score (0 mth) 
PCS score (0 mth) 

51 (30-55) 
50 (36-56) 

46(34^1) 
44 (35-49) 

47 (30-55) 
47 (34-54) 

GHQ score (0 mth) 5 (1-10) 5 (1-10) 5 (1-10) 

6.4.4. Summary description of the carers in the qualitative study 

These results showed that this sample of stroke carers were mainly elderly and 

consisted predominantly of spouses and partners. They came from a mainly non-

manual background, but were now retired. They were mainly female, with wives 

making up the majority, but with daughters and daughter-in-laws acting as the 

main carer in cases where no spouses were available. Most of the carers were 

living with the stroke survivors, who generally had mild to moderate residual 

disability, but with a large minority being severely disabled. 

6.5. Qualitative data analysis (content analysis) 

I carried out a content analysis on all the baseline and six month interview data 

available, using the coding frame described in Chapter 4. The results of these 

analyses were presented in Appendix XXVIII. I then immersed myself with these 

data and together with my experiences as the sole interviewer of each participant 

involved in the qualitative study, I was able to use this experience to make 

interpretations from the data. Using this method of analysis, I carried out a 

qualitative analysis on the following three areas; carers' perceptions of the two 

different services, the impact of the stroke on carers' quality of life, their roles as 

carers and the levels of social support available to them. 
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6.6. Carers' perceptions of the two methods of service delivery in stroke 

rehabilitation. 

My main research question was concerned with identifying the qualitative 

differences between carers in the domiciliary group and the day hospital group in 

the way they perceived the different models of stroke rehabilitation. I was 

particularly interested in identifying the main themes, which emerged from carers 

about their perceptions of the advantages of the different therapies that their stroke 

survivor received. One of my research questions was to see if the domiciliary 

stroke team provided greater opportunities for carer education, so I carried out a 

sub-analysis to see if there was a difference between the domiciliary and day 

hospital carers on their understanding of what therapists do in stroke rehabilitation. 

Finally, I was interested in exploring carers' perceptions of what they felt 

constituted a good therapy service, their expectations of what the service should 

achieve and their fulfilment of their expectations. I felt it was important to 

understand carers' perceptions in these areas as a guide to potentially developing 

health services. In the analysis of the data, I looked at the perception of both 

domiciliary and day hospital carers separately, in which I used data from the 

content analysis (see Appendix XXVIII). 

Figure 6.1 illustrates the major themes emerging from both the baseline and six 

month interview data about carers' perceptions of the advantages of receiving 

stroke rehabilitation either from a domiciliary team or at a day hospital. Both 

groups of carers saw the advantages of their respective therapies in terms of the 

social impact that it would have on their lives and not in terms of the contents of 

the therapy packages themselves. The perceptions of carers towards the different 

services were similar at both baseline and six months. However, at baseline, both 

groups of carers had pre-conceived ideas about what advantages each service 

would provide. By six months, these perceptions of the services were cemented by 

concrete experiences of being in receipt of them. 
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Figure 6.1: Stroke carers' perceptions of the main advantages of domiciliary 
and day hospital models of stroke rehabilitation 

Themes 
Domiciliary 

Day hospital 

Comfort & convenience / 
Carer education 

Therapy geared for home environment 

Respite 

Opportunities for stroke survivors to mix with others 
Equipment & space 

6.6.1. Advantages of the domiciliary stroke team 

For carers in the domiciliary group, the following three themes emerged from the 

data; 1) the comfort and convenience of having therapy carried out at home, 2) 

greater opportunities for receiving advice and education from the therapist, and 3) 

the relevance of domiciliary therapy to the stroke survivor. 

The majority of domiciliary carers identified the main advantages of the 

domiciliary stroke team as the convenience and comfort that they offered to both 

the stroke survivors and the carers themselves. For many carers, domiciliary 

therapy was convenient for them, as there was not the need to prepare the stroke 

survivor for the arrival of the ambulance to take them to day hospital. 

it would be wonderful if it could be done at home. To me that's a lot simpler for 

him than in a chair, out, into an ambulance (5090, wife, baseline) 

Carers also talked about the advantages of domiciliary care in terms of survivor 

convenience. Many carers perceived that stroke survivors would often prefer to 

have their therapy carried out in the safe confines of their home. 
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TTzg v g / y A g AoaMV wo/Ty a6o«^ TMowMg owf q/" z'Ag Ao/»gJ/cw Awow ^ 

gyga^, j/OM A»o}y Ag j'ggm^ 6g /-gjgPOMcSMg vg/y wg// f/zaf Agcm/j'g 7 ̂ m^gcf //" Ag 

way / g j : j : q / " aAoz/̂  rgcg/wMg W7Mg6o(:̂  m ycwr Oiw? Ao/Mg 

/Awz ^Agrg M a6cwf goz/?g Aô /Z âZ owaf fggmg ĵ o/MgAoĉ , j/cw A^ow z/j /Morg 

coMggwW/'gaZ/)/. (5102, son, baseline) / 

This concept of survivor convenience could also be expressed in terms of the 

psychological distress that attending a day hospital would bring to some survivors, 

where carers would be aware that the survivor did not enjoy being in the social 

company of others. 

he is not an outgoing man, some people absolutely love being picked up and taken 

to these places, but not him, it woidd be awful for him. (5042, daughter, 6 months). 

Survivor empowerment was an issue raised by one carer who felt that having the 

therapy done at home had given his father more control in his treatment than if he 

had gone to the day hospital. 

he felt that he could ask questions, say and do things, he had more control over 

events if even if they were in his own house. You know it wasn't just somebody else 

coming in, but you know he was the person inviting people to come in. (5102, son, 

6 months). 

CARER EDUCATION 

Carer education was the second major theme to emerge from the data of 

domiciliary carers. The data suggested that home therapy brought the therapist in 

direct contact with carers, especially if the carer lived in the same residence as the 

stroke survivor. This in turn provided carers with more opportunities to become 

involved in the rehabilitation process and to learn directly from the therapist. 

^ g / z (?Ag M /fgrg fo/ng^/Mg oW wzZ'/z AzM m 

fAg AgaSroo/M, / co;Mg m Agrg, o^Agr / Z 7 » g j 7 w / z a f { ; ĝ oz/zg o/z... 

O/z j/gj /payfzcz/Zar/y wz/̂A /zgw zMovgmgMZly 6gcazfjg .̂ Ag j'Ao#'g<i zzzg Aow / coz/M Ag;̂  
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Z%%c( /oikf ig/A^KfyTS j/aet? fd%(§/#/m? rAcrf jTidcL *%? i4v//.R%)4 ,ccB? y(%w twcHkab fcwib)/ (or 

j/CMfj&Mow/ or fzre ycMw crwz;/aZ'&^ <%r 7 acg/ fo /%ar d&) yoiw twoGMf M?g fcw&zy jVze'/fjcry or 

MO. yy'j: ve/y/^/gayoMf, a r g & z f z o w A ^ . (5084, wife, 6 mths). 

Many carers in turn felt that this opportunity to be on-hand to receive advice from 

the therapist gave them greater confidence to encourage the stroke survivors with 

their exercises and help in their rehabilitation. 

I have been able to see what they do and what they expect her to do as an ongoing 

exercise pattern. I f l hadn 't have been there to see it, I wouldn 't have been able to 

help her with that (5091, daughter, baseline). 

This is not to say that carers in the day hospital were not open to the opportunities 

on receiving education from the therapist about the survivors' treatment. One carer 

specifically felt that he had been well supported by the day hospital. 

I've been up the hospital and the physiotherapists have shown me the correct way 

you know that [name of wife] should get off the bed, onto the chair and that. They 

worked in conjugation with me and showed me what [name of wife] and what I can 

Jo (5131, husband, 6 months). 

Nevertheless, this particular carer was keen to be involved in all aspects of his 

wife's rehabilitation and made a special effort to get to the day hospital by public 

transport on the days his wife was there. This was a sign of determination as 

ambulance transport was only provided for day hospital patients and this carer did 

not have access to his own private car. Generally, the opportunities for receiving 

advice and education from the therapist were greater in the domiciliary team. 

This point was further illustrated by an analysis of data looking at carers' level of 

understanding of therapist roles in stroke rehabilitation by group allocation, which 

was displayed in Table 6.7. 
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Table 6.7: The roles of therapists: the level of carers' understanding by group 
allocation. 

Domiciliary 
0 mth 6 mth 

Day hospital 
0 mth 6 mths 

No/little understanding 
Some understanding 
Good understanding 

3 3 , 
2 5 
2 4 

9 8 
2 6 
3 2 

Total (n) 7 12 14 16 

These data showed that the proportion of carers at baseline who had little 

understanding of the therapist role was higher in the day hospital group (9/14) 

compared to the domiciliary group (3/7). 

No 1 don H understand the therapy 1 don V understand what therapy she is getting. 

(5080, husband, baseline) 

Nevertheless, at six months, the proportion of carers who had at least some 

understanding of the therapist role in stroke rehabilitation was higher in the 

domiciliary group (9/12) compared to the day hospital group (8/16). 

Fes, physiotherapists are moving your joints and muscles to get people back to as 

near normal as possible or to keep them supple ... I take it that now they're 

(referring to the Occupational therapist) involved with the movement as well, plus 

they're responsible for all the equipment, they come out of the house and see how 

you 're managing... manage up to the bed and his chair and how he's getting from 

the chair to the toilet and what sort of commode you would need so to me they're 

responsible for practical things to keep him, you know as comfortable as possible 

(5112, wife, baseline) 

One explanation may be the greater opportunities afforded to domiciliary carers in 

observing what therapists did during the rehabilitation sessions. Hence, many 

carers, whilst unable to give a technical definition of the therapist role, were able to 

give descriptive accounts of what they did. 

A/w m q/" f/zg cor, 7 /MgoM /'/m 

order now because she's been coming for a long time and that's only quite recently, 
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/zzm /zow fo A/mag(;̂  wasA /zimse^ oW /zzm^e^ wW 

/# a 6 # # #ema%&wa^ 

wonderfully. (5084, wife, 6 months, domiciliary) 

Likewise, many day hospital carers did not have ^ many opportunities to meet 

directly with the therapist and so were unaware of their role. 

M), //zavg Mgver M), /db/z V f/zey &». (5061, wife, 6 months) 

T() SUTRTVTVICKRJS' 

The third emergent theme showed that carers were aware that the domiciliary team 

could gear the rehabilitation process to deal specifically with problems relating to 

their home environment. They understood that whilst the day hospital had an array 

of equipment such as steps to practice stairs, space to practice walking or an 

assessment kitchen, these could not replicate the unique problems found within a 

home environment such as narrow stairwells or minimal space to manoeuvre a 

wheelchair. 

And of course they can show a person their own environment to cope in their own 

home when people come to the house, they can show the patient how to cope 

(5132, wife, 6 months). 

6.6.2. Advantages of day hospital 

RESPITE 

For the carers in the day hospital group, the most important theme to emerge was 

the issue of respite from the caring role. For many carers, the attendance of the 

stroke survivor at the day hospital provided the time opportunities for these carers 

had to have some space for themselves, a chance to go out and meet friends or 

even just to do the shopping. 
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f gh/gj; a c/zcMcg )/o« fgg /o &» f } ' o z f cw? V db }(//zg» yew 

Aavg JOTMgo/zg g/yg yzfjfAzMg a6(w/ Agrg or ŷ/AzMg aZioz/r //% /Ag ZcwMĝg a// //zg /̂Mg, 

}'cw COM V &) g/yg (5096, wife, baseline). 

Whilst there might be been some feelings of guilt about the stroke survivor going 

to the day hospital, these carers justified this respite by the fact that stroke 

survivors were going to the day hospital to receive professional assistance in 

helping them to recover some of their functional ability. 

Oh yes because of the break it gave me and the fact that she was being looked after 

professionally and was getting assistance and help (5052, husband, 6 months) 

OPPORTUNITIES TO MIX WITH OTHERS 

Many carers also saw attendance at the day hospital as an opportunity for the 

stroke survivor to meet with other people with stroke. Some in particular felt that it 

was important for the stroke survivor not to be stuck inside the house and to have a 

change of scene. 

that was the most important thing, that he got out of these four walls, a ride in the 

ambulance, meeting other people and having a laugh, silly as it might of been, and 

if you see your husband is happy, you are happy (5060, wife, 6 months) 

Others stressed that the day hospital provided the opportunity for the stroke 

survivor to compare themselves with others who may be in a better or worse 

condition than themselves. 

Well to go to the Day Hospital because it gets him away and he can see other 

people that are perhaps worse or better off (5110, wife, 6 months) 
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Eqnjip&QiNnr^j^DSPYucE 

Most carers identified social reasons as the main advantages of day hospital 

therapy. Nevertheless, a few carers felt that the day hospital provided better 

accessibility to a wider range of equipment and more space for therapy than was 

available with the domiciliary teams. One carer in particularly felt that medical 

care in the day hospital would be better co-ordinated as all the doctors, nurses and 

therapists were based in the same building and so would have better 

communication with each other. 

my preference is for her to go to (name of day hospital) and have treatment there 

because she's got all the qualified staff there, she's got the OT's and the 

physiotherapists, she's got the complete bunch of staff around her there, everybody 

she needs. (5131, husband, 6 mths) 

6.6.3. Carers' criticisms of the different methods of stroke rehabilitation 

The interview data suggested a positive attitude was shown by carers about their 

experience of therapy, which was seen in terms of the advantages it brought to both 

themselves and the survivors. Nevertheless, there was also a recognition of the 

shortcomings of the different type of therapy. For the domiciliary team, this was 

the lack of access to equipment. One carer, who had recently asked to have her 

husband's therapy switched from the domiciliary therapy to day hospital, believed 

that the specialised equipment such as a tilting tray was needed to improve his 

functional recovery and felt that access to this equipment was better in the day 

hospital. 

/ mean the girls were absolutely excellent that came home but they could only do 

what one pair of hands coidd do. They've got no aids or help or anything, but 

.so /MKare Abe ty/awab is A) 

(5066, wife, 6 mths) 
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Likewise, there were two criticisms levelled at the day hospital. The first was the 

inconvenience of preparing stroke survivors for the early morning pickup by the 

ambulance to the day hospital. Even carers who were generally enthusiastic about 

the day hospital found the necessity for preparing the survivor for the ambulance in 

the early hours of the morning a tiring process. 

/ used to be at her flat by 8 o'clock at the latest so that I could get her dressed and 

ready for when the ambulance came to pick her up at 9 o'clock or whatever time 

after that. But they stipulate you have to be ready for 9 o'clock because she never 

knew if she was going to be the first one to be picked, a lot of time she wasn't 

picked up until 9.30 am (5100, daughter, 6 mths). 

The second was the lack of communication with health professionals at the day 

hospital, especially if the carer did not live in the same residence as the stroke 

survivor. Whilst one carer found it welcoming not to have the responsibility of her 

mother for a day, she would liked more feedback about her mother's progress from 

the day hospital. 

it would have been helpful to hear something from the hospital about their 

expectations. What they expected her to manage and what they would like us to 

have encouraged her to do. (5062, daughter, 6 months). 

In conclusion, the data suggested that there are elements of both the domiciliary 

and day hospital therapy that carers find beneficial. Carers appreciated the 

following elements from the domiciliary team; the convenience of having therapy 

carried out in the comfort of one's own home, the close contact with the therapists 

which in turn provided better communication and opportunities for the training and 

education of carers. Likewise, day hospitals provided carers with respite 

opportunities to have some time and space away from the routine of the caring. 

More importantly for carers, stroke survivors were receiving therapy to help them 

to recover, in the environment which enabled them to mix and compare themselves 

with others and with the availability of specialised equipment to help in this 

process. 
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6.6.4. Carers' perceptions of a good therapy service (Baseline) 

The following three themes, physical improvement, practitioner skills and efficient 

delivery of health care, emerged from the content analysis (see Appendix XXVIII) 

and these are presented in Table 6.8. 

Table 6.8: Themes identified from content analysis on perceptions of a good 
service by intervention group 

Domicilaiy Day hospital Total in theme 
(n-10) (n=14) (n=24) 

Physical improvement 2 5 7 
Practitioner skills 3 2 5 

Efficient delivery of health care 4 3 7 

First and most important, a good service was one which brought an improvement 

in physical functioning of stroke survivors. Many carers felt that having therapy 

was pointless if it could not achieve this goal. 

Improvement, otherwise the therapy's a waste of time, isn't it? (5123, wife, 

baseline) 

The practitioner skills of the therapists were recognised as paramount in the 

delivery of a good service. Carers expected therapists to have all the skills of 

competent practitioners; knowledgeable, punctual, empathetic to the needs of the 

stroke survivor and able to strike a good working relationship with them. 

Well I think the first thing is the therapist and the patient have got to get on well 

together, that I think is vital... And the other thing is you have got to feel that the 

physiotherapist knows what she is doing, and their competence that they know what 

they are doing. (5191, husband, baseline). 

Finally, carers saw a good service as one in which health care was delivered 

efficiently and effectively. Nevertheless, carers' definition of what was important 

differed from each individual, depending on their experience. Some carers felt that 

frequent visits by the therapists and carer involvement with the rehabilitation 
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process were important once the stroke survivor had been discharged from 

hospital. One carer felt that therapy should prepare survivors for a change in 

lifestyle and so provide interesting activities for them to engage in. Other carers 

highlighted elements of health care which they felt were missing from their 

survivor's own rehabilitation such as speech therapy and information on 

complementary therapy. 

6.6.5. Carers' fulfilment about therapy at six months. 

All carers had initial optimism that therapy would bring about both physical and 

functional improvements in stroke survivors. Therefore, the degree of carer 

fulfilment with therapy was determined by the level of perceived physical 

improvement in stroke survivor at six months. Hence, the most fulfilled carers 

were those who perceived that their stroke survivors had made some physical 

improvement. 

Oh yes she has improved enormously even since she came home, it goes up and 

down you know, but basically I don't have to work anything like so hard moving 

her as I did so that is good (5057, brother, 6 months) 

On the other hand, carers who felt that therapy made little impact on the physical 

condition of the stroke survivor had unfulfilled expectations of the therapy. This 

group of 'unfulfilled' carers could be further split into two sub-groups; a) those 

who externalised failure of survivor physical improvement to their level of 

disability, and b) those externalising failure to a lack of service provision. 

Carers in the first sub-group accepted that progress with rehabilitation was slower 

either because of the severe level of survivors' disability or due to the survivors' 

intransigent personality. 

W TMore m A'Ae V. Tif may /Ae/r wary z/ 

q/"wy wz/TM (5120, daughter, 6 months) 
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Carers in the second sub-group attributed the lack of rehabilitation progress to a 

failure of the health services to meet the needs of their stroke survivors. This carer 

sub-group outlined some of the problems they personally had with the health 

service, such as the non-availability of the domiciliary physiotherapist (due to her 

resignation at that time), a bad therapeutic relationship with the physiotherapist and 

the lack of therapy. 

A day at the hospital, she gets a very limited amount of physio, got OT help in the 

kitchen, she had some, hut it rather tailed off {5116, husband, 6 months, day 

hospital) 

6.7. The impact and difficulties experienced by caring for a stroke survivor 

The quantitative results showed no differences between the two carers' groups on 

the main psychological, social and physical outcomes, but indicated that carers, 

irrespective of treatment allocation, had high levels of psychological morbidity and 

had low levels of leisure activities than the general population. The content 

analysis (see Appendix XXVIII) showed that most carers experienced changes in 

lifestyle, impairments in their social life and felt that they had little time for 

themselves. Only 3/31 carers reported experiencing no difficulty as a result of 

caring after 6 months post-stroke. 

6.7.1. Physical functioning 

Quantitative results suggested that neither domiciliary nor day hospital methods of 

delivery had any impact on the physical health of carers. Nevertheless, my content 

analysis (see Appendix XXVIII) identified two main factors, carers' physical 

health status and interrupted sleep, which may determine carers' ability to carry out 

physical tasks associated with the caring role. The relationship of these two factors 

with their impact on physical functioning is displayed in Figure 6.2. 
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Figure 6.2: Relationship of the different factors on carers' physical 
functioning 

Physical health of carer 

Lack of sleep 

Tiredness 

Difficulty performing caring 

role 

The lack of sleep often left carers feeling tired the following day and so reduced 

their ability to function adequately. 

You see because I get up three or four times in the night to attend the mrs, 

understand, that's what it is and when you get tired, all I want to do is keep 

sleeping in the daytime. (5073, husband) 

Physical health status was an important factor as carers in poor physical health 

were more likely to have greater difficulties in carrying out their physical role and 

so often felt limited in what care they could provide to their stroke survivors. 

Well I would find the main difficulty, getting him up, you see I would find it 

impossible, I was trying to do it before he went in and it was not very safe trying 

because you know of my own problems. (5132, wife, domiciliary). 

To test this out, I identified 12 carers who had felt that their health problems had 

made it difficult to carry out the physical tasks required in their role and used their 

baseline PCS scores to compare their median and interquartile scores with those of 

the whole qualitative sample. This analysis showed that carers who identified some 

problems with the caring process as a result of their perceived health problems did 

have poorer physical health status than the whole carer sample (see Table 6.9). 
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Table 6.9: Comparison of baseline PCS scores (median and IQR) for carers 
with health problems and the whole qualitative care sample. 

Median scores (PCS) IQR (PCS) 

Carers with health 34 25-44 

difficulties 

Whole qualitative carer 46 34^3 

sample 

6.7.2. Social functioning 

Content analysis showed that the main impact of caring for a person with a stroke 

was the restriction on social life, the difficulty of maintaining friendships and a 

restriction in marital relations (for spouse carers). In addition, it showed that the 

majority of carers (13/20) did not feel comfortable about leaving the stroke 

survivor unsupervised for more than one hour. Further inspection of these data 

showed no numerical difference between carers in the domiciliary or day hospital 

groups at either baseline or six months on these themes. 

Using the data obtained from the content analysis, my knowledge of the interviews 

and my interpretative skills as a researcher, I identified two factors which 

influenced carers' level of social functioning. These were; a) carers' perceptions of 

the risk to survivors at home and b) carers physical health and Figure 6.3 outline 

the relationship that these factors had on carers' social functioning. 
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Figure 6.3: The relationship of the different factors on carers' social 

functioning. 
Initial impact: Longer term impact 

Slow down in carers 
physical health 

Perceived risk of danger to 
stroke survivors 

Amount of 
supervision needed 

i) Constant need to make 
arrangements 
ii)Loss of spontaneity in 

going out 

vp in social functioning 
1)\|/ in day to day activities 
2) in social life 
3) less opportunities for 
employment 

Carers' perceived risk of danger to stroke survivors was important as it determined 

the level of supervision which carers felt was necessary to ensure the safety of the 

stroke survivor. 

It's the moving when he moves about, I should think and of course I would not be 

able to go out and leave him, not at present anyway - he must not be left alone. 

(5096, wife, baseline). 

Carers, who perceived that their stroke survivors were at greater risk, had to make 

arrangements to ensure the appropriate level of supervision was available during 

their absence. This may involve outsiders such as neighbours, relatives being asked 

to sit with the survivor, or to ensure that carers were aware of what to do. 

It's reasonable, ain't it, you can't go out unless someone is here. When I do go out 

they stop in here for an hour or so, I go and get the rations, a bit of bread and stuff 

like that. (5075, husband). 

This need for constant planning to ensure survivors' safety in turn has a limiting 

effect on what carers can do outside this 'caring role'. As these carers have to plan 

every movement in advance, this impairs social functioning as the opportunities for 

social life are reduced, leading to further restrictions in what carers can do outside 

their caring role, together with more routine task such as shopping. Furthermore, 
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this loss of freedom also reduced the opportunities of finding employment for 

younger carers. 

The level of supervision required may be related to the survivors' disability levels. 

To check this out, I carried out an analysis looking at survivors' level of disability 

at six months and cross-checked it with the amount of time that carers felt 

comfortable in leaving the stroke survivors at home by themselves. I used six 

month data as carers would settle into a routine by this period of time. This 

analysis showed that stroke survivors who were left by themselves for more than 

an hour had mild residual disability and were physically less disabled than those 

who were left alone for less than an hour (see Table 6.10). These results supported 

the finding that the amount of supervision given by carers was related to survivors' 

level of disability. 

Table 6.10. Survivors' median BAI score by amount of time left alone. 

Amount of time left alone Number in group Median BAI 

no time (0 hr) 

little of time (< 1 hr) 

some of time (1-6 hr) 

most of time (> 6 hr) 

7 9 

6 10 

5 18 

2 18j 

Total sample 20 

Nevertheless, other factors unrelated to the stroke may also lead to a reduction in 

social functioning. This includes a slow down in the lives of many carers, 

especially those in their seventies. 

Yes we have adapted a quiet life because of his failing health really, we've enjoyed 

life in our own way and accepted the inevitable. (5130, female, domiciliary) 

6.7.3. Psychological functioning 

Content analysis showed that caring was a continual commitment, which left carers 

little time to spend on themselves. At the same time, some carers felt unwilling to 
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involve other people in the caring process. An analysis of the patterns in these data 

suggested that proportionally more carers reported these subjective feelings at six 

months (19/31) than they did at baseline (5/24). A closer inspection of these data 

showed that at baseline, the proportions of domiciliary (2/10) and day hospital 

carers (3/14), who reported psychological problems were similar. By six months, 

the proportion of day hospital carers reporting psychological problems was higher 

than in the domiciliary carers (8/17 and 11/14 respectively). This may indicate that 

the carers in the day hospital group had poorer psychological health than 

domiciliary carers. 

I wanted to see if carers who reported these feelings were in poorer psychological 

health than the rest of the carer sample. I carried out an analysis using the six 

month scores of the PCS, GHQ and CSI for carers who reported the following; 1) 

caring was a continual commitment, and 2) little time for themselves. This analysis 

found that carers, who either felt that caring was a continual process or felt that 

they had no time for themselves, had a lower MCS score and a higher GHQ and 

CSI score when compared with the scores of the whole carer sample (see Table 

6.11). More importantly, a larger proportion of these carers scored more than 5 on 

the GHQ and 8 on the CSI, indicating that these carers showed higher levels of 

carer stress and psychological morbidity. Therefore, these data suggested that 

carers who felt that caring was a continual process had poorer psychological health. 

Table 6.11. Psychological health of carers reporting a lack of time and space 
as a result of caring at 6 months. 

Psychological outcomes Continual 
(n=13) 

no time 
(n=13) 

Whole carer 
sample (n=48) 

MCS median score (IQR) 39 (34-50) 37 (35-47) 41 (34-50) 

GHQ median score (IQR) 10 (1-12) 11 (7-1!)) 9.5 (2-12) 

CSI median score (IQR) 9(7-11) 10(8-11) 9.5(5-11) 

no of carers scoring GHQ > 5 9(69%0 12 (92%) 14(29%0 
no of carers scoring CSI > 7 10(77%0 8 (62%) 12 (25%) 
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Content analysis had identified several themes, which had an influence on carers' 

psychological health. The relationship of these different themes in influencing 

carers' psychological health is displayed in Figure 6.4. This illustrates that three 

themes were related to this ability to cope, these being; a) the degree of 
/ 

psychological change in survivors resulting from the sequaelae of stroke, b) the 

inability to communicate as a result of the stroke and c) the quality of the 

relationship with the stroke survivor. 

Figure 6.4: The relationship of the different factors on carers' psychological 
health 

Impact 
psychological health 

on carers' Change in personality 

Inability to communicate as 
a result of the stroke 

Quality of relationship with . 
stroke survivor 

Refusal to acknowledge 
level of disability 

Cognitive dysfunction eg 
loss of short-term memory 

Psychological change in 
survivors resulting from the 
sequaelae of stroke 

The first two themes arose as a result of stroke-related deficits affecting the 

survivors and of these themes, carers were in particular affected by psychological 

changes resulting from the stroke, such as changes in personality, loss of short-

term memory and a refusal to acknowledge their level of disability. These changes 

may hit carers the hardest as they also contribute to a loss in survivors' 

independence and so increase dependency on carers. 

he does need those little memory jolts, otherwise he cannot think forward, he 

the freezer you must defrost it before you cook it, he wotdd ignore that unless you 
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f c k k f 8 7 % w : % o ? f aoj/o&ragyz^f/vao/fy 

e^qy^yoz/rje^z/j/OM we awary (5042, daughter, 6 mths). 

Furthermore, the changes in personality, for example may be diSicult for carers to 

accept as the survivor may bear no resemblance to #hat they were like before the 

stroke. In particular, carers of people with dysphasia were frustrated by the 

survivors' inability to communicate with them. 

.Ad)/dBvaaf dUfjGzr as jTam; }%/%%» avbe jfrca&e. A? 

not the same person. The stroke has completely changed her and there are odd 

little bits sometimes that I recognise. So that is the hardest part (5082, daughter, 6 

mths) 

6.7.4. Coming to terms with stroke (baseline) 

Folkman & Lazarus (1991) proposed that coping consists of a series of cognitive 

and behavioural strategies that a person employs to manage stressful situations. In 

this study, fatalistic acceptance was expressed by most carers as the way they 

coped with the onset of the survivors' stroke. There was a feeling amongst carers 

of the fact that once the stroke had occurred, there was little one could do, but 

accept the situation and to get on with the caring process. 

Cope the best that you can there is nothing else you can do (5082, husband, 

baseline) 

Nevertheless, fatalism by itself did not account solely for the mechanism which 

carers employed to come to terms with the stroke. Further data analysis identified 

that three main factors were beneficial to carers in helping them to come to terms 

with the stroke; these were a) the knowledge of how a stroke can affect carers' 

lives, b) survivor-related characteristics and c) social networks. These factors are 

displayed in Table 6.12, which further sub-divided each theme to specific 

categories. 
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Table 6.12: Dlustradon of the themes and their associated categories of 
coming to terms with the stroke. 

Main themes Specific categories 
Knowledge of the impact of stroke on life 

Stroke survivors characteristics 

social networks 

not coming to terms with stroke 

Experience of previous stroke 
Experience through professional training 
Experience of other chronic illnesses 

Personality 

level of physical improvement 

friends & neighbours 

Knowledge of how a stroke affects carers' lives was useful for carers in that it 

prepared them for what to expect when supporting someone with a stroke as well 

as some of the uncertainties. Hence, this knowledge may be important in giving 

carers some control of events in their lives. In the majority of cases, this 

knowledge was acquired by experience of caring for a person with a stroke 

previously. Nevertheless, many carers who had spent a large period of their lives 

supporting a person with other chronic conditions felt they were also well equipped 

to deal with being a stroke carer. 

As my husband has been ill really ojf and on for the past 50 years I got used to 

being his sole carer, 1 have had to learn to be nurse and doctor, but you do that 

because it's your husband or your family (5075, wife, baseline) 

Knowledge obtained by nursing or other health professional training was another 

way in which some carers became knowledgeable about strokes. Often this 

structured training would provide both knowledge about the stroke prognosis and 

nursing skills to handle any practical problems arising from the stroke. 

/ find because of my nursing experience that I can accept it, what's happening 

(5112, wife, baseline) 
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The second factor identified in influencing carers' coming to terms with the stroke 

was survivor-related characteristics. This comprised of two elements; the first was 

the level of survivor recovery from stroke, in which good physical recovery in 

stroke survivors helped carers to cope with the stroke better. 

/KM gMCOwagzMg f/za/ recove/y Aag w reAzfivg/y 

gMccwrogz/zg - /̂zô  o/ze goz/zg oW of q/'o/zg 'f zzzzMd̂  o/zg 

the feeling that this isn't something that is going to go on for ever (5094, husband, 

baseline) 

The second was related to the personality of the stroke survivor, in which carers 

were often able to cope better if their survivors had either a positive attitude to 

recovery or had a cheerful outlook to their life situation 

She's very determined to get better ... she has got a good sense of humour, that 

helps tremendously, she was not sorry for herself which is another burden for a 

carer (5099, daughter-in-law). 

Social networks such as friends and neighbours were identified by some carers as 

essential in helping them to come to terms with the stroke by providing both 

physical and emotional support. 

Well with the help of wonderful neighbours, quite well I should think ...well they 

would come in everyday. They took me to hospital every day, my neighbours would 

come in the evening - that sort of thing, so I never felt I was on my own. (5096, 

wife) 

Whilst the above factors (displayed in Table 6.7) were identified as some of the 

mechanisms helped carers cope with the stroke, there were a small proportion of 

carers who felt that they had not come to terms with their survivors' stroke. 

/ db/z Y j%pyoĵ g ygaZ/y 7 /zovg cozzzg fo ĝnzzf )yẑ /z ẑ  6gcaz/j:g / Ayzow, ĵ ozMgfzzMgf / 

7 Jb/zV wwẑ  fo db fo do af a/Z, / g g f 

&»x?z zzz /̂zg G6fz7zp& (5105, husband) 
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6.7.5. The main role of carers 

Content analysis identified the different roles that stroke carers played in the care 

of their stroke survivor, which is displayed in Table 6.13. This table highlights the 

diverse role played by carers in caring for a stroke survivor. This involves a wide 

range of activities, such as looking after their personal care and medical/nursing 

needs, doing their domestic chores and their shopping, encouraging them with their 

social activities and activities of daily living and sorting out their financial affairs. 

Carers predominantly saw their roles in terms of the physical aspects of care, 

ensuring that the survivors' needs in personal care and domestic tasks were met. 

This emphasis on the provision of physical care also reflected traditional ideas of a 

carer's role. Nevertheless, at six months, carers also played an increasingly 

important role in encouraging survivors with their daily activities and organising 

their social activities. 

Table 6.13: Frequency of the different roles played by carers at baseline and 6 
months 

Baseline Six months 

Total sample in group = 23 31 

Personal care 14 25 

Domestic tasks 19 22 

Shopping 12 13 

Medical and nursing care 7 9 

Financial affairs 7 9 

Encouragement 

- activities of daily living 6 16 

- social activities 2 10 
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6.7.6. Social support 

Content analysis (see Appendix XXVm) showed that family members were often 

the source of emotional and physical support for these stroke carers. Close family 
/' 

members, such as adult children of the older carers or spouses for the younger 

ones, were associated with providing both emotional and physical support for 

stroke carers. Other family members were more likely to provide physical support 

for the stroke carer. 

Non-family members were generally associated with providing physical support 

for stroke carers, in which neighbours and paid workers were identified as the 

largest source of physical support. Nevertheless, whilst non-familial support tended 

to be physical, friends and neighbours were two sources which some carers felt 

they could go to for emotional support. 

There were other sources of support, which carers had accessed and those in close 

contact with Health Services and Social Services personnel often identified these 

individuals as a source they could turn to for emotional support. Furthermore, 

some carers still identified the stroke survivor as the source of their emotional 

support. Nevertheless, there were a sizeable number of stroke carers who were 

unable to identify a person for either emotional or physical support. 

These results may be related to the degree of social support available to carers. It 

may be that stroke carers who have lived in East Dorset for most of their working 

lives and have family and friends within the local area have greater sources of 

support than carers who initially came down to East Dorset with their partner. This 

is an important issue as many in my sample came down to the area to retire and 

may be lacking their network of family and friends. Therefore, I carried out an 

analysis on sub-groups of carers (at baseline and six months); those who identified 

family members as sources of both physical and emotional support and those who 

could not identify an individual and looked at their 'residential status' and 

availability of children in East Dorset (ED). 
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This analysis (see Table 6.14) shows that stroke carers who had lived in East 

Dorset with close family living nearly (9/13) were more likely to have an 

individual, usually a close family member, who could provide them with both 

physical and emotional support. Likewise, carers who had retired (4/11) or had 

recently moved into East Dorset (2/11) without close family were less likely to 

identify an individual who could provide them with emotional or physical support. 

This supported the theory that those who have lived in East Dorset for most of 

their working lives and had family and friends within the local area had greater 

sources of support than carers who initially came down to retire with their partner. 

Table 6.14: Comparison of the residential status of stroke carers by perceived 
level of social support and availability of close family. 

Person identified for both 
physical and emotional 

support 

No person identified for 
emotional or physical support 

Total 

Local, 
Family in ED 

9 4 13 

Retired, 
No family in ED 

3 4 7 

New, 
No family in ED 

0 2 2 

Local, 
No family in ED 

0 1 1 

12 11 23 

Key; 
Local - person who has lived in East Dorset during the working life 
Retired - person coming to East Dorset specifically to retire 
New - person of employable age coming to East Dorset. 
Family - close family member living in East Dorset. 
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6.7.7. Helpful support for the future 

An analysis was carried out to check on the types of support identified by carers as 

being useful in the future, which shows that additional support would not have 

helped many carers (9/26) to cope with the stroke (see Table 6.15). For those 

carers who felt that future help would be beneficial, five categories of help were 

identified. These were; physical help, social support, information, respite and input 

from the primary health care teams. 

Table 6.15: Types of support identified as useful by carers at six months. 

Type of support identified Frequency (n) 
Total in sample 26 

No help needed 9 

Physical help 
- housework 7 
- support with survivors 'personal care 3 
- gardener 1 

Social opportunities 4 

Information 
- stroke 3 
- complementary therapy 1 

Respite 3 

Input from primary health care team 1 

Physical help was identified by the largest numbers of carers (11/26). This 

consisted mainly of additional help for housework, though some carers felt they 

would have liked assistance in carrying out personal care tasks for the survivor 

such as bathing or toiletting. The chance to provide stroke survivors with 

opportunities for some social contact or outings was identified by carers (4/26). 
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The information needs of some carers were still not being met (4/26). In most of 

these cases, this was related to the need for more information about the effect of a 

stroke although one carer would have liked some information on complementary 

medicine to weigh up their advantages and disadvantages. 

My other sohition is that something be given out of time about alternative 

medicines, options being acupuncture for stroke victims and things like that where 

it's not necessarily stroke victims to make a choice, but that those are around to be 

aware there are other options of care available (5116, daughter-in-law, 6 months). 

The opportunities for some respite would have been appreciate by carers (3/26). 

Well a break, I will have to get away from her and that sounds terrible, it's not the 

way I mean it... But it has gone on just day after day after day and it is getting 

very wearying. That's the only way I can express myself by saying that, I am not 

getting fed up with it but I am beginning to feel the cost, you know physically of 

continually looking after her. (5052, husband, 6 months) 

Finally, a few carers felt unsupported by their local general practitioner and would 

have liked the surgery to initiate some contact with them. 

Well I think it would be nice if the medical people kept in touch with us a bit more, 

yes. I mean its usually me initiates it and I think they now and again pop in and see 

if everything is all right. I mean they might get me on a good day, they might get 

me on a bad day, at least Ifeel they're aware of us (5036, wife, 6 months) 

6.7.8. Future expectation of caring role 

At six months, most carers (19/28) were not optimistic that their caring role would 

improve with time. A further analysis suggested that the carers' level of optimism 

about the future was related to the degree of recovery seen in stroke survivors at 

six months. Optimistic carers perceived that the stroke survivor had made 

significant improvement by six months and in a few cases, had even reached their 

pre-stroke morbidity levels. 
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Likewise, non-optimistic carers felt that the deterioration in survivors' physical 

health would in turn lead to an increase in the workload of the caring role and 

hence, a worsening of their role. 

Well I'm afraid its going to be worse because he's got this had heel and it's spread 

right round... because he's diabetic that it will be gangrene set in there you see, 

because it's black right round the back of the heel, of course the doctor when he 

came on Wednesday, I said to him about it, he said it's all caused by pressure. 

(5096, wife, survivor 6 mth Barthel score - 7) 

It may be that optimistic carers were supporting stroke survivors who were less 

disabled than non-optimistic carers. To investigate this theme, I carried out an 

analysis of the six month Barthel scores with the four different categories of 

optimism/non-optimism identified by content analysis. This analysis (see Table 

6.16) shows that the optimistic carers were more likely to care for survivors who 

were less disabled (median BAI; 17; IQR; 15-19) than the other non-optimistic 

group of carers. This further supported the finding that carer optimism for the 

future was affected by the disability level of stroke survivors. 

Table 6.16: Comparison of the median scores and inter quartile ranges of 
survivors' 6 months Barthel score (BAI) between optimistic carers, no 
improvement carer, pessimistic carers and uncertain carers (n=28) 

Group Number in group Median IQR 
Optimistic 9 17 15-19 
no improvement 6 9.5 5-11.75 
Pessimistic 7 15 10.5-17 
Uncertain future 6 16 14.5-18.25 

Total sample 28 
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6.8. The relationship between the qualitative (content analysis) and 

quantitative data 

The use of combined methods enabled me to explore two different aspects of the 
/ 

same area. The quantitative results showed that the different methods of service 

delivery had little impact on carers' quality of life. M y qualitative results, by 

exploring the process of health care, helped me to understand why these services 

had minimal impact on carers' quality of life. My results highlighted carers' 

appreciation of the services and identified many advantages of both the domiciliary 

stroke teams and the day hospitals for themselves. Nevertheless, carers ultimately 

viewed the main goals of therapy services as improving survivors' functional 

outcomes and not in meeting their own needs. This may in turn explain why 

neither method of service delivery had much impact on carers' quality of life. 

Combined methods also enabled me to use the quantitative data to support my 

qualitative results in a process of triangulation in a number of areas. I showed that 

carers reporting difficulty with physical tasks were in poorer physical health (using 

PCS scores). I established that survivors' level of disability (using the Barthel 

Activities Index) influenced both carers' expectations for the future and the amount 

of time the survivors could be left unsupervised. Finally, I found that carers who 

reported that caring was a continual commitment with little time for themselves 

had poorer mental health (using the MCS of the SF-36), greater psychological 

morbidity (GHQ) and greater carer strain (Carer Strain Index). 

6.9. In-depth thematic analysis. 

I carried out an in-depth thematic analysis on a sub-set of the qualitative data. This 

process is described in Chapter 4. Three main themes emerged from the data, 

which may have a potentially important influence on how the impact of caring for 

a person with stroke affects carers' quality of life. The first theme was the degree 

of disruption to carers' life, whilst the second was the loss of shared activities with 
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the stroke survivor, a theme more relevant to carers who were married to the stroke 

survivor. The third theme is social support, in which family, friends and 

neighbours may also play an important role in helping carers both physically and 

emotionally, though the degree of this support may be affected by geographical 

and psychological factors. In addition, my analysis identified the main themes 

which carers from both domiciliary and day hospital arms found useful in helpng 

them cope with caring for a person with stroke. Finally, my analysis identified 

types of future help which may support carers in their caring role. 

6.9.1. Disruption to carers' life 

The degree of disruption to the carer's life was a theme, which affected all groups 

of carers. This degree of disruption may in turn be influenced by survivors' 

functional status. It may be that survivors who were physically more disabled 

required more support from their carers in areas of personal care such as toiletting 

and bathing. These tasks are both physically demanding and time consuming and 

may challenge the coping mechanism of carers. Hence, the time carers' spend in 

their caring role was partially related to the functional disability caused by the 

stroke. Carers of survivors with severe levels of disability were therefore more 

likely to be involved in the physical aspects of care such as toiletting and bathing 

when compared with other types of carers. This in turn reduces the amount of time 

that carers have for themselves and leads to an adverse effect on their quality of 

life. At one extreme, carers found it stressful if they had spent their whole day 

geared towards organising the care organisation of the survivor with little or no 

time for themselves or their own interests. 

life isn't my own now it belongs to him. I've got to, everything I do has got to be 

fadb&s %%%%%& jFcwr zf Az/a&y imze af 

way/zmg o/W aw/ evg/yfAzMg ZTZ a/ 
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On the other hand, many carers supporting survivors with little residual disability 

found that their caring role had little impact on their lives. These role changes were 

mainly administrative such as dealing with the finances, picking up the pensions 

from the post office and other paperwork matters and these carers found that their 

life had not significantly altered to what it was like before the stroke. 

it's just been not a lot of difference except that there's diff^erent little things that I 

have to do that he doesn't do now because he's not able to, like writing the 

cheques, paying the bills (5036, domiciliary, wife, survivor BAl - 20) 

Nevertheless, whilst the level of functional disability in the survivor may be 

important in determining the nature of the caring role, functional disability per se 

may not be the over-riding factor in influencing the impact on carers' quality of 

life. More important factors may be carers' perception of the survivors care needs 

and the level of support that carers thought they needed to provide for survivors. 

Further analysis suggested that there were no general trends determining this and 

that these perceptions were dependent on the individuals concerned. One daughter 

had provided her mother with much of her personal and domestic care needs, 

although this person had a mild disability as a result of her stroke. She also felt 

anxious about leaving her mother alone due to the recent falls she has had. 

Yes I do, not because I'm saying she expects it from me, I just feel that I should be 

there because, well because I worry about her. I do worry about her because she's 

so unsafe now... she's had a good many falls you know, so I feel if I'm with her, at 

least she's not falling over. Yes it has affected my private life. (5100, day hospital, 

daughter, survivor BAI - 19) 

Likewise, differences in individual carers may exist in the way they feel about their 

caring role. Whilst many carers had talked about caring in negative ways, such as 
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the restrictions that caring imposed on their life, one carer talked about his caring 

role in positive terms. He was happy to be providing his wife with good quality 

care, which in turn increased his confidence with his new role. 

/ 

(pw/fg pMno&wZ cdf/K? j&bg ^riwzry/asgppryof f&g T{%ry /'%% 

care of her (5131, day hospital, husband, survivor BAl - 8) 

6.9.2 Shared life themes 

The ability to share life together was particularly relevant for carers married to the 

stroke survivor. This may stem from the belief that marriage was a partnership 

where couples strive to work together, expressed by sharing in activities or both 

being involved in the decision making process. 

We go together, well we 're married aren 't we and if it can be, I think you should 

do things together... Maybe it's an old fashioned way of thinking, I don't know but 

that's how we work it. (5123, wife, day hospital, survivor BAI @ 6 mths - 12). 

Quality of life for these carers may be related to the degree that they were able to 

share life together with their partners following the stroke. Data analysis identified 

two aspects of the relationship, which may be important in determining the effect 

on carers' quality of life. These were the loss of shared decision-making and the 

ability to share activities together. 

6.9.2.1. Loss of shared decision-making: 

Decision sharing forms an integral part of any marriage relationship. Any event 

which reduces the capacity of one partner to be involved in the decision-making 

process potentially puts more pressure on the remaining person, who has to 
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shoulder that responsibility. An event, such as a stroke, can lead to cognitive 

dysfunction of the survivor. This cognitive dysfunction can take many forms, 

either a loss of short-term memory or an inability to communicate with others 

(either expressive or receptive dysphasia), all of which affects survivors' ability to 

take part in the decision-making process. Carers of survivors with dysphasia in 

particular expressed their difficulties in coming to terms with their inability to 

communicate with their partners. 

I'm finding it more and more difficult the days when I'm completely on my own 

because his speech, you know if he wants me to do something you can't 

survivor BAI- 8) 

It may be that the added responsibility of making all the decisions by themselves, 

may further compound the problems facing carers. One wife described how she 

and her husband used to share all the decision-making, but since the stroke, all the 

decisions had been left entirely on her shoulders. 

Another thing I find very difficult if you've got no-one really to have a conversation 

with, discuss things with, sort of choosing birthday, Christmas, things like that it's 

all down to you ... Well when you've have 45 years, 46 years of doing it together, it 

comes a bit hard I mean I've always helped It's always been discussed and 

everything and after all that time it comes a bit difficult. (5066, wife, domiciliary, 

survivor's BAI - 4). 

6.9.2.2. Ability to share activities together 

It may be important for carers to be able to share some of the activities that they 

used to do together before the stroke occurred. There may be a combination of 

several reasons why the joint participation of social activity by both carers and 

survivors may have a positive effect on the former. It may indicate progress being 
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made by the survivor, a potential reduction in the caring role for carers or a gradual 

return to pre-stroke lifestyle. Hence, the opportunities for married couples to take 

part in some form of shared activity after the stroke may reduce the negative 

impact of caring for a stroke. One carer, a husband caring for a wife with a severe 

disability, was pleased about the fact that they were both able to go out for a social 

evening and compared it to the type of life he shared with his wife before the 

stroke. 

She used to do a lot of dancing, she can't do that now but 1 take her to watch and 

I'm taking her out tonight to the Caledonian Society where she can watch all the 

people dancing ... I'm taking her out tonight and we're going to the Stroke Club 

tomorrow afternoon, so we 're leading a social life again and there's a friend of 

ours picks us up every Sunday morning and takes us to Church so we 're leading 

very much the same sort of life now (5131, husband, day hospital, survivor BAI - 8) 

Likewise, sharing social activities may be a way for carers to enjoy some of the 

things they used to do with the survivor. The inability to do these things and to 

restrict their life together in terms of providing care for the survivor may cause 

some bitterness in carers. One husband described his disappointment at not being 

able to go on holiday with his wife, an activity that he had always done with his 

wife. 

I have been trying to get her to go on holiday, I mean I do like to go away to the 

sun and so does she. We used to go on holiday regularly every year, sometimes 

twice a year if we can afford it and I have been looking forward to getting away 

this winter, because we usually go in October and I asked her about a holiday. She 

says I am not able to go on holiday now, "I wouldn 't want to go so, I mean, this 

is going to be a bit of a blow if I can't even get a holiday with her (5052, husband, 

day hospital, survivor BAI -16). 
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6.9.3. Social support 

The term 'social support' was used in this study to signify any additional person or 

group of people (not paid directly by the carer) who provided support for the carer 

in caring for the survivor. For many carers, this additional network of family 

and/or friends supported the carer in two ways. The first was in a physical 

capacity, such as helping with the shopping, other domestic chores or providing a 

sit-in service if the carer needed to pop out for an hour or so. The second was in an 

emotional capacity, providing carers with the knowledge that someone was around 

to talk with if needed. Many carers found this source of support useful in helping 

them to cope with the stroke. 

I'm more confident now than I was a few weeks ago when I just thought I'm 

fighting a battle here alone and then my children came round and they said, "Dad 

we 're right here behind you, if you need any help or want us, we 'II be here", and 

my daughter comes over several times a week, from (name of village) and she helps 

me a lot (5131, day hospital, husband, survivor BAI - 8). 

The composition of this network varied. Adult children tended to provide the bulk 

of this support for older carers (mainly spouses of the stroke survivor), but other 

sources of support from neighbours and friends were available if required. Carers 

without any close relatives living in the area could sometimes rely on their 

neighbours to do tasks like shopping and sitting in with the survivor. Younger 

carers (mainly the adult children of the survivor) tended to rely on their partners 

for this support (if they were married) and generally did not have any physical 

problems with their health. 

Social support was not restricted solely to blood kin and friends. Many carers 

identified health professionals or Social Service personnel as great sources of 

support. This may be for several reasons; many carers were appreciative of the care 

that they were getting on behalf of the survivors, especially if they (the survivors) 

were making physical improvement. One carer mentioned that speaking with a 
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health professional, helped her get her problems off her chest instead of being 

bottled up. Another carer found it useful to have a helpful contact at the Housing 

Office, who would go through the forms and help them to relocate to more 

appropriate housing in the near future. 

For some carers, the main factor limiting the availability of social support was the 

location of where the carer lived in relation to other people who could provide this 

support. In particular, physical support of a temporary nature may be difficult to 

provide if the carer did not live nearby to the children and they did not have close 

links with the neighbours. This may be a particular issue for areas such as East 

Dorset and the whole South West of England where many carers moved down to 

retire, but leave their social networks behind. 

There's family, they don't live locally. They come as much as they can. Two 

daughters and son. My daughter live in Sussex and my son lives in Plymouth 

(5126, day hospital, husband, BAI-12). 

Even if this support was nearby, there may be psychological barriers why carers 

were reluctant to involve others with this care. One carer knew that she could rely 

on the support of her children who lived locally to her, if there was an emergency. 

However, she was reluctant to involve them further because she felt that they had 

their own families to worry about. Furthermore, she was also unwilling to discuss 

any problems concerning caring for her husband, because she felt it would have 

been awkward discussing problems about their father. 

they just say, well I once if anything like that goes wrong again, just phone and let 

us know and we'll come round, you know. But it's a bit difficult to sort of say 

things about their father, do you know what I mean (5033, day hospital, wife, 

survivor BAI -12). 

Whilst most carers could identify some social support, there were a few who did 

not have any social support available to them. A daughter caring for her mother, 
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did not feel if she was able to share any problems with her husband, whom was a 

busy man running a business. 

/ think my husband's got enough worries and responsibilities with running his 

hear me you know, either having a grizzle or a mutter about it, so I don't really 

hospital, daughter, survivor BAI - 19). 

On a different angle, there were couples who both shared in the care of the stroke 

survivor. In my study, an example of this comes from a daughter-in-law and her 

husband, who was the survivors' son. Both share in the care of their mother, but 

both play different roles. The daughter-in-law was responsible for organising the 

day to day general supervision, including social activities and meals, whilst the son 

was responsible for the legal and financial matters concerning her mother. 

6.9.4. The impact of the different methods of service delivery on carers' 

quality of life. 

The quantitative results suggested that there was little difference in any of the 

quality of life outcomes between the domiciliary and the day hospital groups. The 

in-depth analysis found that carers benefited from both methods of the different 

service deliveries they received. 

6.9.4.1. Domiciliary stroke teams 

Carers receiving indirect contact from the domiciliary stroke team, saw the main 

benefits mainly in terms of education and in greater convenience. Carers, 

especially those living with the survivor, stressed the importance of being involved 
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in the therapy, gaining knowledge from the therapist and having the opportunity to 

ask questions. 

fFevY ZKHYeT" (Zf /Kanze / jT imwacn? f (%%% jRze d&OfK? <%MKf 

Afzoty T*/K%f% a&3»g iwvberea? Ae iw%z? af y4/d&%n?e)/ or (znpfwVzgrg, / iw4?wZo&?Y 

know much about it (5114, domiciliary, wife, survivor BAI —17) 

In addition, carers in the domiciliary group found it more convenient and 

comfortable for both themselves and their survivors to have the therapy done at 

home. Carers perceived that survivors would not like the disruption of preparing to 

go to the day hospital. 

it's easier for us because we didn't have to turn out and it was more relaxed for 

him, you know he did, he felt that he could ask questions, say and do things, he had 

more control over events if even if they were in his own house. (5102, domiciliary, 

son, survivor BAI - 19) 

6.9.4.2. Day hospital 

Carers receiving indirect contact from the day hospital saw the benefits mainly in 

terms of social benefits of the day hospital. Carers in particular appreciated the 

respite elements of the day hospital. They saw the day hospital as a legitimate form 

of respite, which provided an opportunity for many carers to have some time for 

themselves and to catch up with things like the shopping or the household. 

it was nice for me because I knew she, when they picked her up until they dropped 

her o f f , she was in safe hands, so it was a relief for me because I haven't, that day 

is what I call my day until she came home because I didn't have to worry about her 
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Respite was particularly appreciated by carers who felt restricted because of the 

large amount of time spent caring for the survivor. One carer, whose survivor was 

initially receiving domiciliary care, but decided to switch to day hospital after 5 

months because of the perception of better equipment, was pleased to have the 

opportunity to have half a day to herself. This person could therefore see the 

advantages that both the domiciliary and day hospital services could provide her, 

but ultimately decided that she appreciated the respite time more. 

Freedom for a few hours and that is precious. That is the advantage (5066, day 

hospital, wife, survivor BAl - 4) 

Another element of day hospital care that carers appreciated was the opportunity 

for stroke survivors to mix with others in a similar situation, the chance for them to 

share experiences with each other and to encourage each other to improve their 

rehabilitation outcomes. Many had felt that the day hospital had given some 

purpose in life back to the survivor. 

Going there, she meets other people in a similar situation which helps when you 're 

on your own, the only person with this disability so she enjoys meeting people at 

the day hospital, talks a lot with particular friends from the village (5126, day 

hospital, husband, survivors' BAI - 12). 

Nevertheless, many carers expressed the main drawback of day hospital was 

getting the survivor ready for the early morning pick-up. 

if she's having to do something for a certain time, she gets herself in a state and 

then her hands start shaking and she can't do her buttons up or whatever, so I used 

to be at her flat by 8 o'clock at the latest so that I could get her dressed and ready 

for when the ambulance came to pick her up at 9 o'clock or whatever time after 
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6.9.5. Future help 

There were two main categories of future help identified by carers. These were 

respite care and physical support. In addition, individual carers identified issues 

such as the need to be better informed about the nature of strokes and the 

importance of being followed up by primary care teams. 

6.9.5.1. Respite care 

This theme was identified by a group of carers, who were experiencing high levels 

of stress as a result of caring for their stroke survivor. These carers, supporting 

stroke survivors with severe functional or cognitive dysfunction, often felt that 

they had little time for themselves. Hence, carers whose lives were severely 

disrupted by the stroke tended to feel that they needed respite more than carers who 

were relatively unaffected. Carers in this situation often looked forward to the next 

period of respite for the survivor. For them, respite was an opportunity for them to 

have some time for themselves, whilst other people took on the main physical 

caring tasks. 

Yes, I was able to go to bed when I wanted to in the evening. In the old days I used 

to always go to bed first. Now I can't. It was such a joy, sometimes I'd he asleep 

when they put him to bed, sometimes I wouldn't but it was such a joy to just be able 

to go, I'd just be on my own for a bit and then to bed (5084, domiciliary, wife, 

survivor BAI- 8). 

6.9.5.2. Physical support 

In an ideal world, carers would like to have additional physical support to help 

with odd jobs around the house as it would leave them to spend more time with the 

survivor. 
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Most commonly, it was domestic jobs like gardening which people required 

additional help for. The garden had been the responsibility of one person until the 

stroke had prevented them from continuing with it. Nevertheless, there was a pride 

amongst many carers to carry out maintenance work to keep the garden looking 

neat. Carers did not have a problem paying money for tasks like gardening, but had 

misgivings about the high costs and finding a reliable person. 

there's one coming tomorrow, it's going to cost me £60 odd to get my garden in 

order, you know so I don't want anything for nothing but I think that's a lot of 

money (5123, day hospital, wife, survivor BAl - 16). 

Another emergent theme was the importance of how this physical help should be 

delivered to carers and survivors. Many carers entitled to home help felt unsatisfied 

with the way that this care was delivered by Social Services. This dissatisfaction 

centred on the inconvenient times that the home help were sent to the carers, which 

were geared to fit in more with service needs as opposed to providing convenience 

for the carer. Hence, carers often found these packages of greater inconvenience, 

especially those organised in the morning, than help and often discontinued them 

as soon as they felt comfortable to do so. 

when he first came out of hospital, the very first time I was having a carer to get 

him up and put him to bed but it wasn't successful. I couldn't get them to come at 

times that suited me or him, so once the physio said that I could manage to transfer 

him and get him in and out of bed, then I'd dismissed them and I've managed on my 

gver jzMcg dby /zojpfZkz/, wf/g, A 4 / - 4^. 
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6.9.5.3. Other forms of help 

Most carers in this sample were relatively new to the caring role as this was the 

survivors' first stroke. Hence, not much can be said about the long-term needs of 
r-

these carers. However, some insight can be gathered by the experiences of one 

carer, whose husband had had his first stroke four years previously. Her main 

complaint was the lack of contact she had with the local General Practitioner, 

which made her feel isolated. Whilst she accepted that they were busy people, she 

felt that some contact initiated by them would have been very supportive to her. 

/ think it would be nice if the medical people kept in touch with us a bit more, yes. I 

mean it's usually me initiates it ... I know they're busy, I think you know, every so 

often, somebody should phone up and say about once in every three months or so, 

but they make the initiative and come see me (5033, day hospital, wife, survivor 

6.10. Summary of the qualitative data 

My results showed that carers saw three main advantages of domiciliary stroke 

teams: a) the comfort and convenience they provided for both survivor and carer, 

b) the opportunity for carers to be better informed and educated about the therapy 

process and c) designing a therapy programme specifically for the home 

environment. In particular, domiciliary stroke teams may have improved carers' 

understanding of therapy and carers in particular, felt it was important for them to 

be involved in the therapy process. On the other hand, the strengths of day 

hospitals were seen in terms of respite time, the opportunity for stroke survivors to 

meet other people with stroke and the centralised provision of health care. In 

particular, carers stressed the importance of having some time to themselves for 

their quality of life, an opportunity for them not to think about their caring role. 

However, carers saw the ultimate aim of these services as improving survivors' 
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functional outcomes and hence, carers' satisfaction with services was ultimately 

dependent on survivors' level of recovery. 

My analysis did not show any qualitative differences between the two groups of 

carers in regards to the impact that caring had on their quality of life, but identified 

several themes, which were common to both the domiciliary and day hospital 

carers. Firstly, the level of survivor's disability may determine the amount of time 

that carers could leave them. This, in turn may influence the impact on carers' 

level of social functioning. Survivors' disability may also have an impact on 

carers' expectations for the future, in which carers had poor expectations of the 

future if the survivors had moderate levels of disability at six months. Secondly, 

the way carers initially came to terms with the stroke may depend on the amount of 

knowledge they had concerning the effects of a stroke, the manner in which the 

survivor dealt with the stroke and the degree of social support available. Carers' 

longer term ability to cope with the caring role may be affected by three factors; 

one, psychological changes in the survivor as a result of the stroke, two, the quality 

of the relationship with the survivor and three, the inability to communicate with 

the survivor. 

Furthermore, in-depth analysis has shown that the impact of caring for a stroke on 

carers' quality of life may be dependent on; a) the level of disruption to carer's 

own life and, b) the ability of both carer and survivor to share together some 

aspects of their life (the second theme may only be applicable to carers married to 

the stroke survivor). Survivor variables in turn may play an important role in 

influencing these factors. Survivors' functional disability may influence the 

amount of support that carers need to provide, whilst survivors' cognitive 

dysfunction may influence the degree to which they can participate in joint 

decision-making with the carers. Nevertheless, other individual carer 

characteristics, such as the quality and nature of the relationship between survivor 

and carer, and carers' own perception of what survivors' needs are, also have an 

influential effect. 
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Carers played a diverse role in supporting survivors with a wide range of needs. 

They predominantly saw their role as providing for the physical aspects of care, 

but were also playing an important role in encouraging them with their daily 

activities and social life by six months. Many carers had a social network of close 

family, friends and neighbours who provided a mixture of social and emotional 

support. A breakdown of this support showed that close family members tended to 

provide social and/or physical support, whilst non-familial support tended to be 

physical help. The availability of close family was dependent on carers' personal 

circumstances of whether they had come to retire in East Dorset or if they had 

lived there during their working life. In-depth analysis also illustrated that this 

source of support was greatly appreciated in helping many with their role as carers. 

Finally, many carers did not feel that any future help was needed to help them 

cope, but those who did mainly identified physical help. Respite care was also 

identified by a small group of carers supporting survivors with severe cognitive 

and functional disabilities. This group of carers felt it was important to have this 

care available to provide them with a break to recoup both the physical and mental 

strength to enable them to continue with their caring role. Regular contact with a 

member of the primary health care team may also be an important source of 

support in considering the long term needs of stroke carers. 
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7.1. Outline of chapter 

The aim of this chapter is to deal with the following five areas: firstly, to 

summarise the main findings from this study, to compare the results with previous 

studies and to highlight the contributions this study has made to the overall 

literature on stroke carers. Secondly, to highlight the strengths and limitations of 

the methodologies used in this study and the problems of using a combination of 

quantitative and qualitative methodologies. Thirdly, the ways in which future 

research on stroke carers could be carried out. Fourthly, the implications that this 

study has for future health policy and possible developments for the delivery of 

care to stroke carers and finally, a summary is given of the main points raised. 

7.2 Highlights of the main findings 

7.2.1. The impact of the two methods of care provision on carers' quality of 

life 

This exploratory study was one of the few to date that has specifically looked at 

the impact of health service interventions on carers' quality of life. It had, unlike 

the previous ones looking at domiciliary and day hospital stroke rehabilitation 

(Gladman et al, 1992; Young & Forster, 1991), evaluated not only carers' 

psychological health, but other dimensions of their quality of life (QoL). Hence, 

the first research question was concerned with whether the domiciliary stroke team 

brought about any significant improvement in carers' quality of life compared to 

the day hospital. Quantitative results have suggested that neither method of service 

delivery brought about any long-term clinical improvement in carers' quality of 

life. A detailed analysis of carers' different QoL domains showed that the 

domiciliary team brought about some short-term clinical improvements in 
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psychological health and may have a buffering effect in reducing the deterioration 

in physical health at six months. The 12 month results showed no subsequent 

improvement in the psychological health of these two groups of carers, with a 

slight improvement in physical health in favour of the day hospital. Both services 
/ 

had only a minimal impact on carers' social functioning. Furthermore, none of the 

differences between the two groups reached statistical significance. 

These results may support the null hypothesis which suggested that both methods 

of service delivery had limited impact in bringing about clinical improvements in 

carers' QoL, and so supported other studies (Gladman et al, 1992; Young & 

Forster, 1991), which found no long-term impact on carers' psychological health. 

Furthermore, these results would suggest that caring for a person with a stroke has 

its main impact on the psychological health of carers, with less impact on their 

physical health and social functioning. One explanation to the lack of improvement 

in QoL may be attributed to the aims of these service interventions, which was 

directed at the rehabilitation of stroke survivors, not the improvement of carers' 

QoL. This is not to say that the occupational therapists and physiotherapists 

responsible for delivery of this health care did not have the therapeutic skills to 

bring about improvement in carers' QoL, but the philosophy of these services 

centred on stroke rehabilitation for the survivors. 

This study has suggested that neither the domiciliary stroke team nor the day 

hospital brought any change in carers' QoL. One question this raises is the 

possibility that indirect therapist contact may be beneficial in preventing a 

deterioration of carers' QoL. It was not the aim of this study to evaluate this 

research question, but a recent trial (Walker et al, 1999) has looked at the 

provision of occupational therapy (OT) for stroke patients not admitted to hospital. 

These findings showed that whilst having OT was beneficial for improving 

patients' activities of daily living, there was no significant difference in the 

psychological health of their associated carers' between those receiving or not 

receiving therapy. These results would suggest that carers' contact with health 

services do not act as a buffer against the deterioration of psychological health. 
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Alternatively, the small sample size increases the likelihood that this study was 

under-powered. This in turn increased the possibility of a Type n error occurring, 

which means that the null hypothesis cannot be rejected, as a statistical difference 
/ 

between the two groups may exist if the study had greater power. This is an 

important issue for the 0-6 month findings, as clinical differences in psychological 

health were found between the domiciliary and day hospital groups. It may be that 

a statistical difference also exists between the two groups in psychological health, 

but would require the study to have greater power to detect it. 

7.2.2. Carers' perceptions of the different methods of service delivery 

The qualitative study highlighted the elements of care from the two different 

services which carers found beneficial. Domiciliary care was convenient to both 

carers and survivors, as both parties did not have to prepare to go out to the day 

hospital. This result supported parallel findings by Stephenson & Wiles (2000), 

who reported that patients receiving domiciliary therapy found it convenient and 

comforting. In addition, this study found that domiciliary care also provided carers 

with greater educational opportunities to meet regularly with therapists. In turn, 

this transference of skills increased carers' confidence in supporting and 

encouraging stroke survivors with their rehabilitation. Hence, this study indicated 

that domiciliary stroke teams might have provided carers with the confidence and 

skills to support stroke survivors in their rehabilitation and could have provided 

carers with some degree of empowerment. These results ran parallel to findings by 

Ballinger et al (1999), which showed that domiciliary therapists saw it as one of 

their functions to educate carers in the rehabilitation process. Nevertheless, this 

increased confidence and knowledge did not extend to improving carers' ability to 

cope with their caring role. 

Day hospitals, on the other hand, played an important social function, providing 

many carers with much-needed opportunities for respite away from the caring 
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process and the chance to have some time to themselves. Whilst this was valued by 

all carers, the respite element was particularly appreciated by carers supporting 

survivors with severe cognitive and functional disability and who were finding 

their caring role stressful. Furthermore, carers viewed day hospitals as venues for 
/ 

stroke survivors to mix with other people with stroke. Many felt this would 

encourage survivors to compare with each other and improve their rehabilitation 

outcome. Nevertheless, whilst this respite was appreciated by carers by providing 

time to themselves, these findings showed that day hospitals did not bring about 

any improvements in terms of carers' QoL or the way they coped. 

The qualitative study enabled carers to identify elements of care, which they found 

useful from both methods of service delivery. Day hospitals provided carers with 

respite opportunities i.e. to have a regular period of time to themselves. 

Domiciliary stroke teams provided carers with greater educational and training 

opportunities and this in turn facilitated better understanding of the rehabilitation 

process and may increase survivor adherence with the rehabilitation exercises. 

Hence, this qualitative study was able to give a more detailed description of the 

important components of service delivery, one of the few studies to date which 

have attempted to describe the diverse nature of health service interventions. 

Carers were also appreciative of the services their stroke survivors were getting, a 

finding similar to a study by Dowswell et al (1997) looking at specialist nurse 

intervention. Nevertheless, carers ultimately saw the main aims of stroke therapy 

as improving the physical and functional status of stroke survivors and not their 

own needs. Hence, carers' satisfaction with the service provided was related to the 

degree of physical improvement made by their stroke survivor and not the benefit 

that it might have brought to them, further evidence that neither method of service 

delivery was geared to the needs of carers. 

These results also indicated that health care needs to be directly delivered to carers 

if it is going to tackle some of the psychosocial issues facing them. Nevertheless, 

the few studies which have specifically looked at various carer interventions such 

as a designated family social worker (Dennis et al, 1997) or a community support 
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worker (Forster & Young, 1996), have found these have generally not been 

effective in improving carers' QoL, 

7.2.3. Factors influencing carers' quality of life 

The qualitative data was analysed in two ways. The first was the use of a 

triangulation process to understand the processes and factors affecting QoL. This 

involved using the qualitative data from the content analysis as a way of 

explaining the findings from the quantitative results and the results were analysed 

by three domains of QoL. The second was the use of an in-depth thematic analysis 

to gain a deeper insight on how the factors may interact with each other in 

influencing QoL. 

7.2.3.1. Social functioning 

Initial data from the quantitative study suggested that carers had active levels of 

social functioning at one year. A closer analysis of the different sub-scales (of the 

Frenchay Activities Index) showed a slightly different picture, with carers 

becoming increasingly involved in domestic tasks and shopping, but with a 

reduction in the amount of leisure activities they engaged in. These findings were 

consistent with Anderson et al (1995) which showed that caring for a stroke 

survivor has a detrimental effect on social life. This study, like Periad & Ames 

(1993), indicated that carers, especially those who lived with the survivor, were 

more likely to take the leading role on domestic chores as a result of the survivors' 

disability. 

In addition, qualitative data suggested that carers' social functioning may be 

related to the amount of supervision that carers felt stroke survivors needed to 

remain safely at home. Hence, carers felt more restricted if survivors required 

more supervision than those who needed less. The results also suggested that the 
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degree of supervision required may be related to survivors' degree of disability. 

Hence, this study supported findings by Purk & Richardson (1994), who found a 

relationship between carers' morale and survivors' physical disability. 

Nevertheless, supervision was not the only factor influencing carers' levels of 

social functioning. Many older carers attributed a reduction in their social life as a 

sign of a general slow-down in their life due to old age. 

7.2.3.2. Physical health 

Quantitative data showed that carers' physical health were similar to an age-related 

sample of the general population at one year post-stroke. This finding, together 

with Forster & Young (1996) study on a specialist out-reach nurse intervention, 

suggested that these interventions had no impact on carers' physical health. 

However, whilst caring may have little impact on carers' physical health, the 

physical health status of carers was important in determining how able carers were 

in carrying out roles that carers were expected to do. A recent study by Bugge et al 

(1999) has shown that carers' health was significantly associated with carers' 

stress. This study has shown that carers in poor physical health often found it 

difficult to carry out the more physical aspects of caring such as bathing and 

transfers, an important fact if their survivors had severe residual disability. Hence, 

as the physical health status of carers was often related to the carers' age and as 

many carers in this study were spouses aged 70 and over, so many experienced 

difficulties with caring. It may be that inability to carry out these physical tasks has 

an adverse psychological impact on these carers. Furthermore, this study, like 

Greveson et al (1991), found large proportions of carers reporting inadequate 

sleep, a factor identified as contributing to the physical difficulty of the caring 

process. 
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7.2.3.3. Psychological health 

The quantitative study may have shown a slight improvement in carers' 

psychological health at six months in favour of the domiciliary stroke teams. These 

findings still showed that carers (irrespective of the type of rehabilitation received) 

had greater psychological morbidity, higher levels of carer stress and poorer 

mental health status when compared to the general population. This finding 

supported previous studies (Ross & Morris, 1988; Anderson et al, 1995) and 

further illustrated the psychological impact that caring had on stroke carers. 

Qualitative data suggested that carers' psychological ability to cope may be related 

to three main factors: 

1) survivors' degree of cognitive impairment following the stroke, in particular 

factors, such as short-term memory loss, personality changes and dysphasia. 

2) the quality of the relationship between carers and survivors before the stroke 

3) survivors' refusal to acknowledge their level of disability. 

Data triangulation showed that carers who reported subjective feelings of continual 

commitment and little space as a result of the caring process may have poorer 

mental health, greater levels of stress and higher levels of psychological morbidity 

than carers who did not report these experiences. 

7.2.3.4. Other factors identified in thematic analysis 

There have been few studies, which have specifically looked at the qualitative 

impact that caring for a stroke has on carers' QoL. This was one of the few studies 

to tackle this issue. Hence, my in-depth thematic analysis was aimed to 

complement the content analysis in providing a different perspective on how 

caring for a person with stroke may affect carers' QoL. This analysis suggested 

that carers' QoL may have been affected by two factors: a) the disruption caused 

to carers' own life as a result of the stroke and, b) the inability of carers and 
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survivors to share aspects of their lives together, a theme more relevant to carers 

married to the stroke survivor. Within this framework, survivors' variables, such 

as the level of their physical and cognitive dysfunction, may be influential on these 

factors, although other individual issues, such as the quality of carers' relationship 
/ 

with the survivors, may also play an important role. 

7.2.4. Factors identified in how stroke carers cope 

Previous studies have tended to look at the use of psychological interventions to 

identify if these improved carers' ability to cope (Low et al, 1999). This study took 

one step back by identifying the factors that helped carers to cope in their role as 

carer. It identified four main themes: fatalism about the stroke, knowledge about 

the impact of stroke, social networks and the degree of survivors' recovery from 

stroke. In addition, many carers did not identify any additional resources that they 

felt would have helped them. Of the carers who did, the most common themes 

were the need for physical help, greater opportunities to go out socially and more 

information. The findings on information supported previous studies (Greveson & 

James, 1991), but interventions aimed at improving carers' knowledge about 

stroke have had little impact in improving health outcomes (Rodgers et al, 1999; 

Casas, 1989). This result may suggest that it is only by having previous practical 

experience of caring for a person with stroke, that carers have the confidence to 

know what to do in certain situations and so feel more in control. However, other 

factors, such as social networks and the degree of survivors' disability, also 

contributed to how well carers coped. This study found that carers who were less 

optimistic for the future were those caring for survivors with severe to moderate 

levels of functional disability. 
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7.2.5. The impact of survivor variables on carers' quality of life. 

One of my research questions was interested in investigating which survivor 

variables have an influence on the different domains of carers' quality of life. I 

initially considered using a regression analysis as a way of developing a predictive 

model to look at this question. It was not possible to use this method of analysis in 

this study due to the small sample size (for full explanation, see Section 4.5.2, 

p.102). Nevertheless, the qualitative study (see Section 7.2.3.1, p.208 and Section 

7.2.3.3, p. 209) highlighted several interesting findings. One, the level of 

survivors' disability may influence the degree of supervision which carers gave to 

them. This in turn affected carers' social life and their ability to go out. Two, 

carers' psychological ability to cope may be affected by the degree of survivors' 

cognitive impairment, the quality of their relationship and survivors' acceptance of 

their disability as a result of the stroke, findings which were supported by 

Anderson (1992). 

7.2.6. Carer sample 

The carer sample recruited in this study was identified from stroke survivors 

participating in the Dorset Stroke Study (see Chapter 3). Hence, this sample was 

not representative of all stroke carers, and meant that the findings were only 

applicable to carers of survivors with moderate to severe levels of disability 

requiring post-hospital stroke rehabilitation. In other respects, the sample from this 

study was similar to those found in other studies who identified carers as the main 

provider of emotional and physical support (Low et al, 1999). This study, like 

Anderson (1992) found that carers saw their role mainly in supporting survivors' 

needs in personal care and domestic tasks. This study found that the majority of 

carers consisted of spouses and partners (73%) and was predominantly female in 

its gender distribution (68%). Furthermore, as these carers were recruited from a 

community sample, the problems of bias associated with volunteer groups were 

not a major issue. The problem with volunteer groups are that they are 
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unrepresentative of the general carer population as they tend to be highly 

motivated and determined individuals. 

When compared to other studies looking at carers and stroke services, this study 

was one of the few to give a full demographic description of the carer sample used 

and a definition of what was meant by an 'informal' carer. A sample size of 60 in 

this study was also higher than most studies looking at the impact of stroke 

(number of studies n=13; median sample size = 44), studies looking at coping 

(n=5, median = 50) and studies looking at carers' perceptions of stroke services 

(n=6, median = 38). The sample size was similar to the number of carers recruited 

to both the Bradford (Young & Forster, 1991) and the DOMINO (Gladman et al, 

1992) studies and only the two psychosocial interventions (Dennis et al, 1997; 

Young & Forster, 1996) recruited more than 100 carers. 

The findings of this study showed a hierarchy of which relatives became the main 

carer, with spouses and partners seeing themselves as firstly responsible for the 

main care of a survivor. The gender imbalance between husbands and wives may 

reflect the demographic trends of women living longer than men. When no spouse 

or partner was available, the female adult children of the stroke survivor, such as 

daughters and daughters-in-law took on this caring role. There were very few male 

carers (other than husbands and partners) in this sample, a trend reflected in other 

carer studies (Low et al, 1999). It may be that males of working age do not 

traditionally see themselves as carers. This may partly be due to the lack of their 

free time outside work. The two males who were in this study were not employed. 

The social class bias in the sample (65% of all carer participants came from social 

class I to III non-manual) may highlight the fact that people from non-manual 

background were more likely to take part in a research study than those from lower 

social classes. Unfortunately, very few studies on stroke carers have given details 

of their participants' social class. However, this social class bias may have 

implications for the generalisation of the quantitative results, as there are unique 

differences in the way the different social classes utilise health service resources. 
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This study showed that carers who had lived in East Dorset during their working 

life and had close family living in the area were more likely to have additional 

social support for themselves than carers who had retired to East Dorset. These 

non-local carers were less likely to identify an individual who they could turn to 

for support. The issue of support structures is an important one as the UK 

population is becoming older and with social trends showing the move of older 

people away from the major cities towards retirement areas such as the South 

Coast of England. Hence, many of these people face social isolation with this 

move away from close family and friends if they become future carers. This has 

potential social policy implications as additional resources may be needed to 

support these carers, especially in areas such as East Dorset, which has a higher 

proportion of people over 65 years compared to the national average. 

Selection bias in this study may have arisen from the low response rate of 60 

participating carers out of the potential sample of 106. These results showed that 

the majority of the 46 non-responders were not contactable, which suggested that 

this group of carers were at work when the telephone calls were made to try and 

establish contact. These findings suggested two possible explanations: the first was 

that this study was not identifying carers who were in employment and would not 

be at home during the researcher's working hours of 9:00AM to 6:00PM. It may 

be that this study, like previous studies were neglecting an important sub-group of 

carers who were in employment. A second explanation could be related to the fact 

that many of the non-participating carers were not technically 'informal carers', 

but were named in this role because they were the adult children of these 

survivors, who were recognised as the next of kin. The researcher set about 

minimising this potential problem, by providing each participant from the Dorset 

Stroke Study a definition of what he meant by an informal carer. There is also the 

issue that we assume there is a 'main carer', but in some circumstances, 

responsibility for caring is more diffuse and complex, with both family and friends 

involved in the provision of care. 
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7.3. Critique of the methodology 

7.3.1. Quantitative study 

This study contained several features that enhanced validity and reliability and so 

made it compare favourably to previous studies looking at stroke carers. The first 

feature was the use of a randomised control trial design, which enabled potential 

confounding variables to be evenly distributed amongst the intervention groups 

and so reduces the risk of bias in the results. This in turn, makes randomised 

control trials one of the most robust methods to evaluate the effectiveness of 

treatment (Altman, 1991). An analysis of the domiciliary and day hospital groups 

showed good internal validity, with both being well balanced in the major 

demographic variables and having similar drop-out rates. 

The rigour of quantitative results are further enhanced by the use of standardised 

outcome measures, which have been tested for validity and reliability on stroke-

related populations. Whilst many workers in rehabilitation may argue that these 

measures are insensitive to the changes experienced by both stroke survivors and 

carers, the use of standardised measures can be used to monitor global changes 

over a period of time. In particular, they can also be used to compare the results of 

this study with those of other related studies. Hence, all the outcome measures 

used in this study were standardised, with psychometric properties of validity and 

reliability. All have been used in previous stroke-related studies and some have 

been recommended by the British Stroke Research Group (Wade, 1992). The use 

of such outcome measures further increased the reliability and validity of the 

results obtained in this study. 

The main difficulty of using a randomised controlled trial for this study was its 

small sample size. With a recruitment of 60 participants, there was a high 

probability that the results were statistically under-powered. So, whilst this study 

showed that neither methods of service delivery brought any overall change in 

carers' quality of life, the null hypothesis cannot be rejected, as a larger sample 
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may have found a statistical difference in carers' quality of life in favour of the 

domiciliary group. Therefore, it would have been better to calculate the sample 

size needed to obtain 80-90% statistical power (Altman, 1991). In this study, it 

would have been difficult to achieve this for two main reasons: first, it was not the 
/ 

main intention of these different services to address issues on carers' quality of 

life. Secondly, the maximum numbers of carers that could have been recruited for 

this study was 102 carers as the sample was restricted to the stroke survivors (with 

an identified informal carer) participating in the Dorset Stroke Study. Furthermore, 

a 41% non-participation rate meant that there could have been some selection bias 

in carer recruitment, which could restrict the generalisation of these results. 

The researcher experienced some limitations in using the Short Form-36 (SF-36) 

and the Frenchay Activities Index (FAI). The first problem involved the use of the 

mental health (MCS) and physical health (PCS) summary scores in the SF-36, 

which arose from the fact that normative scores for the UK population covered the 

age bands of 18-65 (Jenkinson, 1998). However, as this carer sample had a mean 

age of 68 years (s.d. 12.5 years), normative scores for the age band 66-75 years 

would have been more appropriate. To overcome this problem, normative scores 

from the U.S. population were used (Ware, 1994) as the U.S. population showed 

similar trends to the UK population between the ages of 18-65 years. However, 

some caution was needed in the interpretation of these results as the U.S. and the 

UK have different health problems and issues. Secondly, the main problem in 

using the FAI with stroke carers was the inappropriateness of some questions. For 

example, questions on domestic tasks/chores may be inappropriate, as many stroke 

carers would have to take on these tasks even if they did not do them before the 

onset of the survivors' stroke. Nevertheless, the breakdown of the FAI into the 

three sub-categories of domestic, community and leisure activities has enabled 

these unique categories to be monitored separately as well as giving a global score 

(Turnbull et al, 2000). 

The nature of this carer sample meant that these results could only be generalised 

to the carers of stroke survivors with moderate to severe levels of disability, who 
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were also receiving rehabilitation for the stroke. Nevertheless, as this sample was a 

community-based one and not one identified from voluntary groups, these results 

could be generalised to a relevant sample of stroke carers. 

7.3.2. Qualitative study 

Methodological rigour refers to the ability of the study's methods to supply the 

data necessary for a comprehensive analysis of the research question and is an 

issue which is as important in qualitative studies as it is in quantitative ones. 

However, the huge diversity in methods used in qualitative research has meant that 

the evaluation of rigour is influenced by the methodology employed (Yardley, 

2000). Qualitative research was used in this study, as it was the most appropriate 

method to explore carers' subjective experiences of the services provided for 

stroke survivors. The collection of qualitative data was used to understand 

processes in health care and to explain some of the quantitative results, so this 

qualitative study was very much integrated within the framework of the 

quantitative study. So, whilst qualitative methods provided the ideal tools to 

explore carers' subjective experiences, the aims of the qualitative data in this study 

were to identify important themes and this was done in two ways. Firstly, the 

frequencies with which carers identified these themes were counted, the 

assumption being that the most frequently identified themes were the important 

ones. Secondly, an in-depth thematic analysis was carried out to get a deeper 

understanding of how these themes may influence quality of life. As this study 

took a predominantly 'positivist' approach in the collection, analysis and 

interpretation of the data, this meant that the methodological rigour of this study 

needed to be assessed in these terms. 

I took the following steps to ensure rigour in the collection of the qualitative data. 

I used interview schedules to provide a framework with which to conduct the 

interview with carers. In my procedure, I carried out the semi-structured interview 

first before going through the questionnaire with carers. I also conducted all 
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interviews in carers' own home, in surroundings which I hoped they felt more 

comfortable in. Nevertheless, I accepted that there were many aspects of the 

interview which I had little control over. The quality of my first interviews may 

not have been as good as my subsequent ones. This might partly be due to 

improved technique as a result of continual practice of doing more interviews. 

Hence, I was more confident in carrying out the later interviews and in using 

prompts more effectively, but this may have meant that the quality of these later 

interviews were better. 

Furthermore, I found some interviews easier to do than others. I enjoyed 

interviewing carers who were both informative and direct to the point. On the 

other hand, I found it difficult to do the interviews with carers who were often 

diverted from the focus of the question and talked about a different topic. Whilst I 

felt that it was important for carers to feel comfortable during the interview and to 

be open with what they said, I sometimes did find it difficult to concentrate on 

what was being said if the interviewee was long-winded. The most difficult 

interviews were with carers who were very guarded and did not say more than a 

couple of sentences to each question. At the end of each interview, most 

interviewees would ask a question about the study and sometimes, carers would 

talk about their previous life experiences. I found these anecdotal accounts 

interesting to listen to, especially those relating to the Second World War, life in 

inter-war Britain or urban developments in the local area. 

I had decided to adopt a professional look, wearing a jacket, tie and non-casual 

trousers. I felt that according to the social mores, my carer sample would have 

expected me to be smart and look professional. However, this 'professional' look 

may have contributed to a 'power divide' between myself and the carers, in which 

they may have viewed me as a person 'in authority'. Many carers had indeed asked 

if I was a trainee doctor, especially as they had previously seen me in the hospital. 

This perception of myself as a 'medic' may have influenced some carers into 

giving 'socially-desirable' responses during the interview, which were not too 

critical of the health services. They may have perceived that by being critical, they 
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would then be labelled as unappreciative. This, they felt, may have a negative 

effect on their future medical care. There may also be another explanation on why 

carers provided 'socially-desirable' responses. For many older carers, this may be 

related to the life experiences of their generation, growing up without a National 
F 

Health Service and living through the deprivation of the Second World War. These 

carers may have been brought up with a culture of paying for medical care, so 

have little to compare with and hence, have low expectations of what health care 

provides. Therefore, they may be appreciative of any medical care provided free 

by the National Health Service. 

There were a number of limitations with using content analysis. The main 

assumption is that carers would only bring up important themes salient to 

themselves during the interview, but this ignores the many reasons why certain 

themes were not raised during the research interview. One, carers tend to 

concentrate only on themes which are salient to them at the time of the interview. 

Two, carers may not recognise a particular theme as being important, until 

someone brings it to their attention. Three, during the course of a research 

interview lasting 45 minutes, it is easy for interviewees to get carried away with 

their initial thoughts and forget to mention other themes. Four, content analysis is 

not sensitive to the subtlety of non-verbal language like the tone of voice and body 

language, cues which people often use with spoken language to express how they 

feel. Therefore, as content analysis is only interested in the verbal content of what 

people say, it may be possible that some of the analysed text could have been 

misinterpreted and taken out of the context it was said in. There is also some 

debate about the concept of inter-reliability as there are questions as to whether 

two people interpret the same code in the same way. 

Many qualitative studies use a process of selective sampling by which a sample of 

participants are purposefully selected to represent the diverse nature of the group. 

This method was not used in the content analysis, as its primary interest was to 

identify themes using frequency data. Instead, all eligible carers were invited to 

take part in this study, but left the possibility that the data may have come from a 
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biased carer sample. To check this, an analysis of demographic details showed that 

this sample consisted of a wide range of carers, all with varying degrees of 

physical and psychological health and supporting stroke survivors with mild to 

severe disability. Furthermore, it was necessary to ensure that the subjective 

experiences of both majority and minority of carers were highlighted. This was 

done by selecting quotes, which represented both the subjective experiences of the 

majority perceptions of carers as well as highlighting the perceptions of the 

minority. 

However, one criticism of content analysis may be the lack of depth in explaining 

why certain themes may influence carers' quality of life. An in-depth thematic 

analysis was therefore carried out to address these limitations by providing a more 

in-depth description of these important themes and how they may affect carers' 

quality of life. To ensure that a wide range of carers' perceptions were accounted 

for, a purposive sample of 15 carers were selected using the criteria of type of 

services received, gender, relationship status with the survivor, the degree of 

survivors' functional disability and social class. As with the content analysis, 

quotes were selected, which represented both the majority and minority of carers' 

subjective experiences. 

7.3.3. Use of a combined methods approach 

This study has attempted to investigate two questions, which have not been 

addressed by previous studies looking at stroke carers: the first was the 

effectiveness of the different services on improving carers' quality of life. The 

second was to uncover 'the black box' of service delivery and identify which 

components of service delivery were considered important for carers. Both 

questions have equal importance, as there is a growing awareness in health service 

research not only to know if a new method of service delivery is effective, but also 

what aspects of the services were considered beneficial. Therefore, this study 

employed both quantitative and qualitative methodologies, in which the 
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quantitative was used to document the effects of system changes while the 

qualitative was used to understand the process accompanying the health change. 

Hence, both arms of the study seek to investigate the impact of the two services by 

looking at it from different angles. 

The problem with combined methods was the difficulty in linking both the 

qualitative and quantitative datasets with each other. This problem of data 

compatibility arises from the fact that both qualitative and quantitative methods 

come from different research paradigms; quantitative data requires statistical 

analysis to be carried out on it whilst qualitative data requires the researcher to 

become involved in the analytic process. Hence, this difference between the two 

sets of data may suggest that each method was exploring a different concept. This 

study did not disagree with this, but ultimately viewed combined methods as a way 

of using different approaches to explore the same theme. This meant that the 

unique nature of the different datasets were recognised as answering their specific 

questions, but at the same time, it may be that one dataset can be used to support 

the other. For example, in this study, qualitative data (which looked at process of 

health care) was used to explain differences between the two services in carers' 

quality of life. In addition, there were certain occasions when qualitative data were 

directly used in a triangulation process to further provide support for the 

quantitative data. Whilst this combined approach may be at odds with the purists 

stance, health service research often requires pragmatic frameworks to investigate 

issues in the real world. 

7.3.4. General critique of the study 

Previous studies looking at stroke carers have had many methodological 

limitations such as the use of small sample sizes, cross-sectional designs and the 

use of non-standardised outcome measures (Low et al, 1999). Generally, most 

studies have concentrated on the impact of caring for a stroke survivor, with very 

few looking at the impact of different methods of service delivery on carers' 
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quality of life. In comparison, this study has attempted to address some of these 

methodological problems by employing a randomised control study design, a 

statistically robust method for comparing outcomes in two intervention groups 

(Altman, 1991). It has used well-validated outcome measures and has recognised 

the use of qualitative methods, in addition to the quantitative ones, as a means of 

investigating the processes influencing health care. 

This study was also an opportunistic study, which was initially developed from the 

Dorset Stroke Study (see Chapter 3) through this researcher's interest in stroke 

carers. As a result, it was not possible to develop the methodology of this study 

earlier than the start of the Dorset Stroke Study. Hence, there were several 

methodological constraints, the main one being the 11 month gap between the 

commencement of the quantitative study and the qualitative study. This gap 

existed because it was easier to incorporate the quantitative arm of this study into 

the Dorset Stroke Study protocol once the outcome measures had been selected for 

use in the study. The qualitative arm required more time in which to develop the 

protocol and interview schedules and to conduct a pilot study to test for face 

validity. This time gap meant that more carers were recruited into the quantitative 

arm, leaving it open to the criticism that the carer sample in the qualitative arm 

was less representative of the general carer sample and so reducing the 

generalisation of the findings. However, the results showed little variation between 

the carers participating in the quantitative and qualitative study in terms of main 

demographic characteristics and survivors' level of disability. 

Ideally, it would have been better if both the quantitative and qualitative arms of 

the study had started at the same time. In the real world where funding is limited, 

funding bodies have to allocate resources where they consider it appropriate. As 

the emphasis in health care is predominantly patient-centred, most funding in 

stroke research has been focused on studies aimed at bringing about improvements 

in patient outcomes. Hence, the difficulties of obtaining funding for carer-related 

studies is one of the reasons why the Dorset Stroke Study was used as the vehicle 

to investigate the impact of different methods of service delivery on carers quality 
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of life. Whilst this was not the perfect solution from a research perspective, it 

reflects the practical problems of conducting research in the real world and 

devising pragmatic solutions to make the best of the situation. 

7.3.5. Impact of the research interview on carers 

Anecdotal comments by carers showed that many found it either reassuring or a 

relief to talk through their problems, whilst others found they thought more deeply 

about the topic in question and a few felt it had changed their attitudes. This 

finding highlighted previous studies (Oakley, 1981), which have shown that 

involvement with a research study does have an influence on the majority of 

participants involved. It was not the initial intention of this study to record the 

impact of the research interview on the participants and the tape recorder was 

switched off when all issues were covered. In all interviews, the researcher 

maintained his social distance and only prompted participants on relevant topics. 

At the end of the recorded interview, many carers expressed a sense of relief at 

having been able to talk through their problems and to reflect on them. Many also 

said they were glad to have taken part in the study. In addition, many participants 

asked questions relating to the study, the stroke or the organisation of the health 

service. The latter two comments may reflect the following explanations: one, 

carers were still unsure about what a stroke was; two, carers were unsure which 

health professional to discuss problems concerning the different aspects of the 

stroke. Unfortunately, none of this information was recorded on tape as the formal 

interview had ended, so it was not possible to carry out a content analysis of these 

data. With hindsight, the inclusion of this information would have provided an 

even richer source of data. This point further illustrates that the quality of the 

content analysis is dependent on the material that is recorded. Instead of switching 

the tape off after the last question, it should have been left running until the point 

where the "informal" interview had reached its natural conclusion. 
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7.3.6. Equipment limitations 

The main problem centred around the tape recorder, which had difficulty in 

picking up the voices of softly spoken individuals or distinguishing the verbal 

content of the interview from loud external noises such as the sound of a washing 

machine or outside traffic. A plug-in microphone was not used as it was felt that: 

1) it would be intrusive to participants; 2) the in-built microphone would 

adequately record the interviews. Early sound checks suggested that the interviews 

were audible, but when the tapes were sent to an independent secretarial service 

for transcribing, it was discovered that several were inaudible. Measures were then 

taken to improve the sound quality by; a) ensuring the tape recorder was placed 

between the researcher and the interviewee, b) requesting potential source of noise 

to be switched off during the interview. 

Nevertheless, this resulted in several interviews not being transcribed due to their 

poor sound quality, which in turn meant that less data were available for content 

analysis. The researcher's responsibility was to ensure that participants' time was 

used to the best advantage. Hence, the loss of data through faulty equipment could 

be considered unethical, as participants were required to be open about their role; a 

process which some carers found an emotional experience. The lessons learnt were 

as follows; a) studies requiring the collection of interview data should use a tape 

recorder in which a microphone can be plugged into it. This would increase the 

sound quality of the interview and so make transcribing the interviews easier as 

voices would be clearer, b) it is important to check each recording soon after the 

interview has been completed to ensure that the recordings are still clear. 
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7.4. Ways forward for future research 

7.4.1. Carer-based interventions 

The few interventions aimed at improving carers' psychosocial outcomes have met 

with limited success. Likewise, interventions aimed at increasing carers' 

knowledge about stroke had little impact in improving health outcomes (Rodgers 

et al, 1999). These findings posed two interesting questions. The first was, do these 

interventions meet the real needs of carers? It may be that the nature of these 

interventions, with health service planners taking a top-down approach in deciding 

what type of health care was needed, may not address the psychosocial needs of 

stroke carers. It may be that health services need to adopt a bottom-up approach 

and involve stroke carers in the planning of future services. One possible way in 

which such a bottom-up approach could be developed and evaluated is through the 

use of action research. This type of methodology has been used by both health and 

Social Services professionals to define the needs and problems of a particular 

group and to devise methods in dealing with these problems and so improve 

services. The aim of action research is the development of organisation structures 

which will empower survivors to be active participants in decision-making process 

(Bowling, 1997). In action research, the needs of the study population would be 

assessed and goals would be set. These goals would then be implemented and 

evaluated for effectiveness. The cycle of research, action and assessment would be 

constantly carried out and any action changed to take into account the perceptions 

of the study population. 

7.4.2. Studies using qualitative methods 

The second question raised by the lack of success attributed to the carer-directed 

intervention may be a lack of sensitivity that standardised measures have in 

evaluating meaningful goals for stroke carers. Indeed, previous studies have 

predominantly used quantitative outcome measures to evaluate the impact of 
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stroke on carers. Whilst it is important for health services to evaluate the impact of 

their services on health outcomes and standardised quantitative measures play an 

important role in determining effectiveness, these measures on their own may not 

be sensitive in detecting subtle changes which may occur within individuals. 

Furthermore, the delivery of health care is not a unitary concept, but consist of 

several different elements which need to be considered such as the experience and 

training levels of health care personnel, the philosophy of the unit and aims of the 

treatment. For example, studies (Stroke Unit Trialists' Colaboration, 1997) have 

illustrated the effectiveness of stroke units in reducing the degree of mortality and 

morbidity caused by a stroke without increasing the length of hospital stay. 

However, little is known about why stroke units are effective. Is it because of the 

high level of co-ordinated care (between the different health professionals) that 

survivors receive? Is it due to specialised training that stroke physicians and nurses 

may receive or is it due to the enthusiasm of the stroke physician or is it a 

combination of all three? There is little knowledge of why some methods of health 

care work and there is a growing recognition within health service research of the 

importance of unwrapping this 'black box', to try and identify the elements of 

service provision which help users to benefit. 

Previous qualitative studies (Dowswell et al, 1997) have shown that carers 

appreciated the input that they received from health services and this qualitative 

study showed that carers played an important role in encouraging survivors to 

carry out their rehabilitation exercises. This input from carers may be important as 

quantitative results from the Dorset Stroke Study did show that survivors' 

receiving domiciliary therapy had better physical improvement than those going to 

day hospital, but that this difference was both clinically and statistically 

insignificant. This study showed that qualitative research methods were able to 

explore the underlying processes behind the provision of health service delivery. 

Future studies evaluating the effectiveness of these models could incorporate 

qualitative methods as part of their methodology to identify the aspects of health 

care which carers find helpful. At present, there are few studies which have looked 
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into this, so the findings from these studies could then contribute to the literature 

on stroke carers and be used as guidelines for the organisation of services. 

7.4.3. Summary of suggestions for future research 

The primary objective of any health care intervention is to promote or maintain the 

health status and quality of life of health service users. The use of standardised 

quantitative outcomes can enable health researchers to evaluate the effectiveness of 

a new method of health care compared with established health care practices. 

Nevertheless, quantitative data on their own can only evaluate one aspect of care, 

namely, was the new intervention effective or not? There may however, be other 

questions that health service researchers need to ask such as what aspects of the 

intervention were identified as helpful or useful to health service users. It may be 

important to know these perceptions as a guideline to future service developments, 

although they may not contribute to an improvement in outcome. This is in 

particular important in research involving stroke carers, as this group of people are 

often the indirect recipients of any health care intervention, but little is known 

what impact these interventions have. Even when interventions are directed at 

stroke carers, I still feel it is important to understand what aspects of care were 

identified as important. 

Future studies evaluating the effectiveness of different methods of stroke 

rehabilitation should incorporate some qualitative methods within the framework 

of the study methodology as there are still very few studies involving stroke carers. 

Such studies have already highlighted interesting concepts about the helpfulness of 

different methods of service delivery, which can also serve as guidelines to how 

services could develop. Previous carer-directed interventions have adopted top-

down approach with little consideration to whether these address carers needs and 

have had limited success at helping carers. Future studies therefore could aim to 

assess the needs of stroke carers and involve stroke carers in designing the 

intervention, which would require constant evaluation. Action research, which 

237 



originates Aom social work, is one method that could be used to evaluate such 

questions. 

7.5. Future policy implications 

7.5.1. The development of domiciliary stroke teams 

The limited resources available in health care, coupled with an ageing population 

utilising more health care, has led to a growing need for health services to develop 

methods of care delivery which has to be both cost effective and evidence-based. 

Stroke rehabilitation is no exception and this strive for greater cost-effectiveness 

has seen the move away from day hospital delivery towards domiciliary care. 

Previous studies have shown that the introduction of domiciliary stroke teams are a 

feasible option in providing post-discharge stroke rehabilitation when compared 

with current delivery methods such as day hospitals, in terms of both rehabilitation 

outcome and cost-effectiveness. The Dorset Stroke Study, carried out in a mixed 

urban/semi-rural setting, supported these findings and highlighted the feasibility of 

using domiciliary stroke teams in the delivery of post-hospital stroke 

rehabilitation, with patient functional recovery shown to be as effective as the day 

hospital (Roderick et al, submitted). 

This study, which was one of the few to carry out a more detailed analysis on the 

impact of two different methods of delivering stroke rehabilitation on carers' 

quality of life, showed that domiciliary stroke teams had little impact, a finding 

which could be interpreted in two ways. One, domiciliary stroke teams were 

primarily designed to bring about functional improvements in stroke survivors. 

Hence, this finding showed that these methods of rehabilitation could not be seen 

as bringing about an improvement in carers' quality of life. At the same time, the 

fact that carers quality of life did not show a deterioration also emphasised that the 

introduction of a domiciliary stroke team did not have an adverse effect on carers' 

quality of life when compared with other methods of stroke rehabilitation. 
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These findings showed that policy makers could not expect the domiciliary stroke 

team or the day hospital to bring about an improvement in carers' quality of life, 

but at the same time, neither method of service delivery brought a deterioration in 

carers quality of life. Hence, the implications of these findings suggested that the 

introduction of a domiciliary stroke team in replacement of the day hospital would 

have no adverse effect on carers' quality of life. Indeed, domiciliary service would 

meet some of the National Clinical Guidelines for Stroke in improving patient 

rehabilitation management by providing carers with more opportunities to receive 

training in transferring and supporting survivors with their activities of daily living 

(The Intercollegiate Working Party for Stroke, 2000). Nevertheless, this study 

would suggest domiciliary stroke teams would have little impact on improving 

carers' QoL. 

7.5.2. Feasibility of a mixed method of health service delivery 

The Dorset Stroke Study suggested that a mixed method of service delivery 

incorporating both domiciliary and day hospital elements could be an appropriate 

way forward in the delivery of stroke rehabilitation for survivors (Roderick et al, 

submitted). The findings of this study suggested that both domiciliary and day 

hospital delivery of stroke rehabilitation brought indirect advantages to carers. 

Domiciliary care provided carers with both greater convenience and better 

educational opportunities to be involved in the rehabilitation process, which in 

turn, may bring about greater survivor adherence. On the other hand, day hospitals 

provided advantages for carers such as respite opportunities to have time to 

themselves and to provide social contact for stroke survivors to meet each other. 

Hence, the possibility of developing a shared model incorporating a mixture of 

both domiciliary and day hospital rehabilitation, would enable the best aspects of 

care identified in both the domiciliary and day hospital model to be combined into 

one care package. This package would provide carers with greater educational 
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input from therapists whilst providing them with respite opportunities away from 

the caring role. In turn, this mixed care package will enable stroke carers to be 

additional vehicles in supporting survivors, so leading to better adherence of the 

latter with the rehabilitation regimes and providing stroke carers with time to 

themselves. 

This mixed package of care may be a feasible mode of delivering stroke 

rehabilitation to survivors. The introduction of such a service is also unlikely to 

lead to deterioration in carers' quality of life. Nevertheless, whilst this package 

does combine elements of care which carers have identified as useful, such as the 

ability to be both involved in the rehabilitation process and to have some respite 

time to themselves, the findings from this study do not suggest that it will help in 

improving their quality of life. Therefore, the implication for policy makers is that 

a shared care package will not bring an improvement in carers' quality of life. 

7.5.3. The development of carer-directed interventions 

The informal stroke carer is an important source of emotional and physical support 

for stroke survivors. They are also an important economic asset for statutory 

bodies as these carers often take on the responsibility of supporting these survivors 

in the community, many of whom have had a severe residual disability and would 

otherwise require nursing or rest home care. At the same time, stroke carers suffer 

from poorer psychological health and a disruption to their social life as a result of 

the caring process. Nevertheless, there had been little official recognition of the 

needs of this group until a recent White Paper (Department of Health, 1999) 

stipulated that health policy makers were responsible for catering for the unique 

needs that informal carers (including stroke carers) may have. 

This study has highlighted some important findings that need to be taken into 

consideration when planning future interventions for stroke carers. Whilst most 

carers expressed little need for additional help to cope with their caring role, the 

availability of respite care was important for a sub-group of carers who found their 
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caring role stressful. Often these carers would have severe disruption to their lives 

as a result of caring for a person with stroke. The provision of physical help may 

also be helpful in providing more time for carers to spend socially with the 

survivor instead of on other caring tasks. Nevertheless, this support would need to 
/ 

be directed to suit carers' needs as opposed to service led ones. 

Nevertheless, there has generally been little in the way of carer-directed 

interventions aimed at improving stroke carers' QoL. This trend is slowly 

changing with the recommendation by the National Clinical Guidelines for Stroke 

(2000) that a liaison health professional should be available for advice, especially 

after survivors' discharge from hospital. Such interventions, using health 

professionals such as social workers or specialist nurses, have aimed to help stroke 

carers access a wide range of items which include information, community 

facilities or health facilities. Studies have shown that these health professionals 

were more empathetic to the needs of both carers and survivors, who in turn 

valued these services (Dowswell et al, 1997). Carers were also more satisfied that 

their information needs were being met by these services (Dennis et al, 1997). 

Increased satisfaction could reflect a real difference of care provision in favour of 

these interventions (Pound et al, 1999). However, these interventions, whilst 

appreciated by carers, had limited success on improving their health outcomes 

(Forster & Young, 1996; Dennis et al, 1997). 

There may be several reasons for their lack of success in improving QoL. One, the 

quantitative measures used to measure QoL may be insensitive to evaluating the 

aims of these interventions. Two, it may be that these interventions did not reduce 

the demands of the caring process, which would then overwhelm the coping ability 

of carers. Hence, these interventions, whilst achieving their objective in meeting 

the immediate needs of carers post-stroke, were not sufficient in themselves to 

improve carers' QoL. Health service planners need to consider the long-term 

interventions aimed at improving QoL, using a bottom-up approach in the 

development, execution and evaluation of such a service to incorporate the views 

of carers. This is not to say that carers' views were not considered in the planning 
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of the interventions, but as Dowswell et al (1997) admit, their intervention was 

aimed at the short-term needs of carers. One possibility is the use of action 

research (as described in section 7.4.1.) which would adopt this bottom-up 

approach. 

Three, these results could be a reflection that whilst the majority of carers showed 

little or no improvement following intervention, there was a small sub-group of 

carers who saw some improvement in their health outcomes. It may be that health 

service planners need to identify these groups of stroke carers and to target 

resources at them. Such an approach would enable health services to utilise funds 

more efficiently by aiming interventions at groups who would benefit from it the 

most. Dennis et al (2000) suggested that it was possible to identify stroke survivors 

who were more likely to suffer from depression. On a similar vein, it may be that 

health services need to identify specific vulnerable carers who were not coping 

with their role as the main informal carer, though such a move may appear more 

controversial as it could set the prerogative for the rationing of health care. 

In summary, these studies showed that the use of liaison health professionals soon 

after discharge were useful sources of practical and emotional support, which met 

the immediate needs of stroke carers, but studies did not show these interventions 

were effective in improving QoL. Whilst these results may be partially due to the 

insensitivity of the measures used, it may be that health service planners need to 

develop strategies to identify a sub-group of vulnerable carers who would benefit 

from psycho-social intervention. Health service planners also need to develop 

services to deal with the long-term needs of these carers. 

7.5.4. Development of Primary Care Groups in delivery of health services to 

stroke carers 

The health needs of stroke carers are often neglected as the focus of treatment has 

centred on the functional recovery of survivors. Nevertheless, the recent White 
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Paper on Carers acknowledges that this group of individuals have specific health 

issues that need to be met. Within the health service framework, primary care 

teams, in the form of General Practice could play a potentially important role in 

the delivery of health care to these carers. This is because these teams have several 

advantages; One, they are ideally situated in the community they serve, thereby 

increasing patient convenience. Two, as gatekeepers to acute services, they are 

often the first point of contact for most people seeking health care and advice; 

thence they have the potential to identify individual carers with psychological 

problems who may need further input. Three, they provide a continuity of care for 

survivors by keeping up-to-date health records and so are often aware of their 

long-term health status. 

Nevertheless, despite the unique position of general practices within the 

community, stroke carers often find that primary care seemed ill-equipped to 

support them in their long term needs. This finding was further highlighted by this 

study, which found that several carers felt isolated from their local General 

Practice. This problem may be further accentuated with problems in General 

Practitioner (GP) recruitment which is likely to see an increase in the workload of 

the remaining GPs, a lack of suitable training to deal with the psycho-social issues 

associated with carers as well as a lack of experience in recognising a person with 

psychological problems. 

The development of primary care groups (PCG) and the introduction of primary 

care trusts (PCT) with the first wave implemented in April 2000, could give 

General Practices the opportunity to develop partnerships with secondary care and 

social services within a multi-disciplinary setting and so provide a wide range of 

specialist health care. Kendrick & Hilton (1997) described the development of two 

such services, one looking at a practice in Chertsey wanting to develop a service 

for people with learning disabilities, and the other based in practices in 

Wandsworth (inner south west London), which has seen the set-up of extended 

primary care services. Within the framework of PCG, general practices could 

develop primary health care groups to form partnerships with clinical 

243 



psychologists, occupational therapists, physiotherapists, social workers and 

community nurses. These teams could then work to deliver health care to both 

stroke survivors and carers and in addition, these teams could cater for the longer-

term needs of stroke carers and their survivors. These teams may be a more cost-

effective way of delivering health care as they have fewer overheads and capital 

costs than hospital-based care. Hence, primary care has the potential to screen and 

monitor the health status of carers, to deliver health care when necessary and to 

maintain their quality of life. 

7.5.5. Service provision for carers of people with long term severe disability 

Whilst improvements in the management of acute care and rehabilitation have led 

to better outcomes for people with stroke, it is still estimated that 35% of all 

people with new strokes will be severely disabled and require additional support to 

remain in the community. Furthermore, as the stroke incidence in the UK is set to 

increase with the ageing population, more informal carers will be needed to 

provide long term support for these stroke survivors. There have been no studies 

which have evaluated the long-term impact, though longitudinal studies of one 

year duration (including this one) showed that stroke carers had poorer 

psychological health and more disruptions to their social life than their 

counterparts in the general population. In addition, increased geographical 

mobility e.g. the migration of retired people to the South West and the South Coast 

of England, has meant that many carers live away from close family members and 

have reduced access to additional social support. 

Health services need to cater for the long-term health needs of these groups of 

stroke carers. Nevertheless, post-rehabilitation follow-up of health care is 

infrequent not only for stroke carers, but also their survivors with any subsequent 

health care, such as health check-up with the local practice or the annual review 

with the consultant physician being directed at stroke survivors. Nevertheless, 

anecdotal data from a study recently commissioned by the Stroke Association, 
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(looking at the unmet needs of young people with stroke) found that some people 

still had unmet health needs 3-5 years after their stroke. Primary care, with its 

continuity of care with survivors and its proximity to them, may offer the most 

feasible approach in monitoring carers' health status and delivering care to this 

group (see section 7.5.4. - Development of Primary Care Groups in delivery of 

health services to stroke carers) 

7.6. Conclusion 

1) The introduction of a domiciliary stroke team to deliver post-discharge stroke 

rehabilitation will not have any adverse impact on carers' quality of life when 

compared to day hospital delivery. Domiciliary teams provide carers with 

greater opportunities for education to increase their knowledge of stroke 

rehabilitation. This in turn may promote survivors' adherence with therapy and 

so improve their rehabilitation outcome. At the same time, day hospitals serve 

a useful respite function for many carers, who see them as providing survivors 

with opportunities to mix with each other. 

2) Neither the domiciliary nor the day hospital methods of health care delivery 

can be considered appropriate on its own if a secondary objective of the health 

intervention is to improve the quality of life in stroke carers. Mixed methods 

incorporating elements of both domiciliary care and day hospital may confer 

the benefits of education and respite. Nevertheless, if health services are 

interested in dealing with the psycho-social issues resulting from caring, they 

need to tackle these issues directly. 

3) The emphasis of stroke rehabilitation has mainly focused on survivors' 

functional recovery. Few interventions have directly tackled the psycho-social 

issues affecting carers and those which have, were not shown to be effective in 

improving carers' outcomes. This may be due to several reasons; quantitative 

measures used to measure health status change may not be sensitive enough in 
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detecting change which carers perceive as being meaningful; these 

interventions were initiated by health service perceptions of what they thought 

carers' needs were (a top-down approach). 

4) This study reaffirmed the findings of previous studies, which highlighted the 

adverse effect that caring for a person with stroke has on a carer's 

psychological health and social functioning. Nevertheless, the impact of caring 

varies with individual carers and is dependent on the amount of supervision 

that the stroke survivor needs to be safe at home and survivors' degree of 

cognitive impairment as a result of the stroke. Whilst physical health was not 

affected by caring, carers' physical health status was important in determining 

the ability of carers to carry out the physical aspects of their caring role, such 

as bathing and transfers. 

5) Little is still known about what impact different methods of health care 

delivery have on carers' quality of life. Nevertheless, carers play an important 

role in stroke rehabilitation, often acting as a valuable source of emotional and 

physical support for survivors and aiding them in their rehabilitation. Future 

research needs to assess the impact of interventions on stroke carers. Therefore, 

all interventions involving carers either directly or indirectly, should 

incorporate some measures to evaluate quality of life. Moreover, the 

incorporation of qualitative methods into a study would enable an 

understanding of the elements of health service delivery considered useful. An 

approach using a combined quantitative and qualitative methodology would 

enable researchers to both evaluate the effectiveness of different interventions 

in improving quality of life and also to understand the processes of health care, 

which might have contributed to an improvement. 

6) Future policy implications suggest the following points: 

i) domiciliary stroke teams improve carers knowledge about the rehabilitation 

process, which may improve stroke survivors' rehabilitation outcome. 
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Domiciliary teams would also have no adverse impact on carers' quality of life 

if they replaced day hospitals, but would not bring an improvement in it. 

ii) a mixed method of health care delivery incorporating both day hospital and 

domiciliary care would provide carers with both greater educational 

opportunities from therapists and the chance for respite for the caring process. 

Nevertheless, whilst conferring these benefits to carers, the focus of this care 

package was patient-centred. 

iii) Carer-directed interventions are needed to tackle both the psychosocial 

issues affecting carers and to improve their quality of life. This may require a 

multi-level approach. On the lowest level, a named health professional with 

experience with stroke care could act as a liaison support worker, initially 

helping carers (and survivors) with their information needs or accessing health 

or community facilities. Respite care should be made available for all stroke 

carers who identify a need for it. On a higher level, a bottom-up approach may 

be needed in the planning, delivery and evaluation of services to cater for 

individual carers who were not coping with their role. The latter could be 

delivered through the framework of primary care groups, who would be ideally 

situated to identify individual carers and also to provide for their long-term 

health needs. 

7. The rise in stroke incidence with the ageing population will see more informal 

carers become involved in the long term care of stroke survivors with severe 

physical disability. Health services have to prepare to meet the needs of this 

group of long term carers. 
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Appendix I - Summary sheet given to patients/carers 

DORSET STROKE STUDY 
DS2 

Dorset Health Commission have set up a new service for stroke patients in Poole. 
It provides physiotherapy and occupational therapy in the patient's own home. We 
do not know whether this is an improvement on current practice which involves 
attendance at one of the local day hospitals. This study is a randomised trial which 
aims to compare the new home service with the day hospital care. 

The study will involve patients who are referred to the day hospital after having a 
stroke. They could be referred by their GP or at discharge from hospital. They 
will be assessed by a doctor from the day hospital. Those who are suitable and 
agree to take part in the study will be allocated randomly to attend the day hospital 
or to receive home care. Their GP will be informed which care has been allocated. 
Patients who do not want to take part in the study will receive care in their local 
day hospital as is current practice. 

At the start of the study there will be an interview with a trained researcher to find 
out how the stroke has affected the patient's ability to perform everyday tasks and 
their quality of life. The patient will then receive day hospital or home care as 
allocated. There will be similar interviews at 3, 6 and 12 months after entry. 
Details of the patient's contact with health and social services will be collected 
during this period. If there is a carer at home they will also be interviewed at the 
same times to find out the effects of looking after a stroke patient. There will be 
no invasive tests such as blood tests as part of the study and there is no risk to 
either the patient or carer from taking part in the study. 

Patients and their carers are free not to enter the study without giving a reason or to 
withdraw at any time. This will not effect their current or future medical care in 
any way. 

If you require further information about the study, please contact: 

Dr Richard Day Dr Paul Roderick 
Consultant Geriatrician, Senior Lecturer in Public Health 
Poole General Hospital Medicine 

Institute of Public Health Medicine 
Southampton General Hospital 

Tel: 01202 442916 Tel: 01703 796532 
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Appendi% II - Consent Form for patients/carers 

DORSET STROKE STHDY 
DS4 

Study number 

CONSENT FORM 

Please cross out 
as necessary 

Have you read the Patient Information and Summary sheet ? YES/NO 

Have you had an opportunity to ask questions and discuss this 
study? YES/NO 

Have you received satisfactory answers to all of your questions? YES/NO 

Have you received enough information about the study? YES/NO 

Who have you spoken to? Dr/Mr/Mrs... 

Do you understand that you are free to withdraw from the study: 

at any time, 

without having to give a reason for withdrawing 

and without affecting your future medical care? YES/NO 

Do you agree to take part in this study? YES/NO 

Signed Date, 

(NAME IN BLOCK LETTERS):. 
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Appendix HI: Patient baseline assessment 
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D c v f C o T W M z & M c w Am;g f m a Mgw fervzcg ̂ /br ^o^gyzz^ z» foo/g, 
wAzcA ̂ rov^m? ̂ /r|wzofAgr<3g:y owf occzg%z/76M(zZ /»Z!Ag j%z^g» '̂j? ow;» Aô Mg. 
^ do Mof Aww wAĝ Ag/" i? OM j/TgTrovg/MgM/ 07Z (WTgw^ ̂ rocAcg wAzc/z zm/o/ygg 
ô gMdbTzcg o»g q/'/Ag dkry ̂ a^f6z6. Z;^/g ^ a6o Ayzowz o» Aow Azy W/Z a^&cf 
jCKzAKMsZ?' jnAwzjPWTyPCKfg c%ff%u3 afawdy is A? ;M7%akv?n&iM%fi#kĝ imzpv3cf cgfZAwziiî M&rg/af 

cyẑ7CQÂv%f%?<dc%N̂//fi%%% JOiWbaf iMw;(3a7Z%%Mpvioi%!/zg6&b2%jN&rT4%%%?j%%r 6a#z 
jdria&gjDKzawamZ? d7%GfcKcrgf%& 

ZTTgxyAzM/ ̂ %zrf q/" fAfg^/ mvo/ygg ZooAz/zg of 5ofA f/ze ̂ o^gTzty' g%a/z(y q/" 
and to monitor any functional or mobility improvements. In today's assessment, I will 
6g joMzg dizAnZ? a6o«^j/owyg^ Aow wg//};oK ca» movg ar(wy%f wkf Aow 
the stroke has affected your life. 

v4// fAg zT^mzoAon (Aof );oM gfwg f&rmg fAg ^grvigw wz/Z 5g aMcfZy cay^dg/zfiaZ owf 
in order to protect your privacy, a confidential study number rather than your name 
will be used on all forms. 

Your participation in this study is important to us. Thank you for your help. 

0 

Section 1 
Bl . Gender: 

Pemographic 

Female. 
Male.... 

. 1 

.2 

B2. Date of birth (da^Vmontb^ear) / / 9-14 

B3. Are yon cnrrentiy: 
Mauled 1 

2 " Widowed (how long? ) 2 
Divorced 3 
Separated 4 
Never married 5 
Other 6 

B4. Dnrimg the last 30 days, were yon: 

Working Adl-thne 1 
Working part-time 2 
Uhenq)loyed, laid off or looking for work 3 
Retired 4 
Disabled 5 
Keeping house 6 
None of the above 7 

15 

16 



IB5L past 12 momths. huovr jnazLog iEUDaydba dUwi ;y?Mi v̂yoork fbrpwagriatjkaast 
ISlionrs a ive*dkjf 

0 months 1 
1-3 months 2 
4-6 months 3 17 
7-9 months 5. 4 
10-12 months 5 

IBdu j&jne ;y(H: iw)vp alMkeih) nroiit: 
Yes No 

a. Part-time 1 2 i§ 
b. Full-time 1 2 19 

B7a. (Dwhig yonr working life), what is (was) yonr main occupation? 

• NA; Does not work outside the home OR 

FuH job title 
In which industry/business was this? 

Were you manager 
foreman 
en^loyee 

BTTb. (QDhmriitg hia vrowdkinyglKfe), Mrhartis (was) vom^ hnsband/partner main 
occupation? 

• NA; Does not work outside the home OR 

Fun job title • 

la which industry/business was this? 

21 

Were you manager 
foreman 
eag)loyee 

B8. Type of accommodation occupied by this household: (Code Brom 
observation if in donbt ask informant) 22-23 

(l=Whole house, bungalow, detached; 2 = whole house, bungalow, semi-detached; 3= whole house, 
bungalow, terraced/ end of terrace; 4= Purpose-built flat or maisonette in block with lift; 5 = Purpose-
built flat or maisonette in block without lift; 6 = part of house/converted flat or maisonette in block 
without lift; 7 = part of house/converted flat or maisonette/rcoms in house without lift; 8 = dwelling 
with business premise; 9= caravan/houseboat; 10= other (specify ) 



B9. Is yonr residence owned or rented? 

Owned 1 
Rented 2 
Other (speci^r ) / 3 

BIO. Is yonr accomodation sheltered housing or a specialised flat for elderly 
people? 

Yes, sheltered housing 1 
Yes, ^ecialised flat for elderly people 2 
ISIb 3 

Bl la . Before yonr stroke, were yon a car drivH^? 

Yes 1 
No : 2 

Bl lb . How many cars did yon own before yonr stroke? 

None 1 
One 2 
Two or more 3 

B12. Which of the following people live in the same household with you? 

Lives alone 1 
Lives with hushand/wife or significant 
other person 2 
Lives with other relatives 3 
Lives with other non-relatives 4 

B13. Who would you idend^ as your main caro"? 

spouse 1 
dau^ter 2 
son 3 
other relative 4 
other non-relative 5 
n one 6 

24 

25 

26 

27 

28 

29 



B148.now mamy children do yon have? 

Nome 1 
One 2 
Two and above 3 

30 

B14b. Eovy many of these live in the local area (Le. East Dorset)? 

None 1 
One 2 
Two and above 3 

Now I would like to ask yon a few general questions before starting the interview. 

1. 

2. 
3. 

4. 
5. 
6. 

7. 
8. 

9. 
10. 

Incorrect Correct 
Age 0 1 
Time (to nearest hour) 0 1 
Address for recall at end of test - this should be repeated by the patient to ensure 
it has been heard correctly: 10 North Road 0 
Year 0 
Name of institution/ho^ital/road youBve on 0 
Recognition of two persons (doctor, nurse etc) 0 
Date of birth (day and month sufficient) 0 
Year of First World War 0 
Name of present monarch 0 
Count backwards 20 to 1 0 

B15. Total AMT Score. [ ] [ ] 

SECTION 2 

31 

I wonld like to ask yon a few questions abont how yon feel at this moment. 

PI. Do AingN keep getting worse as yon get olda"? 

Yes. 
No.. 

,0 

, 1 

P2. Do yon have as mnch energy as yon did last year? 

Yes. 
No.. 

1 
, 0 

32-33 

• E E 
5 6 7 



P3. Do yom feel lonely much? 

Yes 0 
No 1 

> 
/ 

P4. Do yon see enough of yonr friends and relatives? 

Yes 1 
No 0 

f 5 . Do Htde things botho^ yon more this year? 

Yes 0 
No 1 

P6. As yon get older do yon fed less useful? 

Yes 0 
No 1 

P7. Do you sometimes worry so much you can't sleep? 

Yes 0 
No 1 

fS. As you get older are things better than expected? 

Yes 1 
No 0 

P9. Do you sometimes feel that life isn't worth living? 

Yes 0 
No 1 

PIO. Are yon as happy now as you were when yon were yonnger? 

Yes 1 
No 0 

10 

11 

12 

13 

14 

15 

16 

17 



P l l . Do yo;i have a lot to be sad about? 

Yes. 
No.. 

P12. Are yon afraid of a lot of things? 

Yes. 
No.. 

P13. Do yon get aiigry more than yon nsed to? 

Yes. 
No.. 

PI 4. Is life hard for yon most of the time? 

Yes. 
No.. 

PIS. Are yon satisfied with yonr life today? 

Yes. 
No.. 

P16. Do yon take things hard? 

Yes. 
No.. 

P17. Do yon get npset easily? 

Yes. 
No.. 

0 
1 

0 
1 

,0 
1 

0 
1 

1 
,0 

0 
1 

0 
1 

P18 Total score 

The next set of qnestiona is concerned with different aspects of yonr mobility. 
Please answer the following questions with a 'yes' or a 'no'. 

R1. Do you turn over from your back to your side without help ? 

Yes. 
No.. 

1 
0 

18 

19 

20 

21 

22 

23 

24 

25-26 

• E B 
6 7 



]5roialyin2;iiit)ed, d()]foti;gGtiwptosit oatb.eed§p: oinbexi cHij/tniriywD.? 

Yes 1 
No 0 

Do you sit on the edge of the bed without holding on for 10 seconds? [sitdng 
balance] ^ 

'/ 

Yes 1 
No 0 

E.4. Do you stand up (from any chair) in less than 15 seconds (using hands, and 
with an aid if necessary)? [sitting to standing] 

Yes 1 

No 0 

R5. Observe standing for 10 seconds without any aid. [standing unsupported] 

Yes 1 
No 0 

R6. Do you manage to move from bed to chair and back without any help? 
[transfer] 

Yes 1 
No 0 

R7. Do you walk 10 metres, with an aid if necessary, but with no standby help? 
[Walking inside, with an aid if needed] 

Yes 1 

No ; 0 

R8. Do you manage a flight of stairs without help? [stairs] 

Yes 1 
No 0 

R9. Do you walk around outside, on pavements without help. [Walking outside 
(even ground)] 

Yes 1 
No 0 

10 

11 

12 

13 

14 

15 

16 



ll(X. I)c)TfoiiT%faIk l()]3ietres iisidksTRnthiiwo ca]gpa\ spdiot, ()r aic^ aaid luo staiulkgf 
lud^)? [VV^dldiygjaisule, Rckhiu) aid] 

Yes. 
No.. 

1 
0 17 

IBLll. ILFyiou ditqp sometliTng (HitlwsjQoar, (lo ;yoii]i%oiagpe1&)TR?iIk 5 metrex̂ ^ pick: it tq) 
and then walk back? picking off floor] 

Yes. 
No.. 

. 1 

,0 
18 

R12. Do you walk over uneven ground (grass, gravel, dirt, snow, ice, etc.) without 
help? [Walking outside (uneven ground)] 

Yes. 
No.. 

. 1 

,0 
19 

R13. Do you get in/out ofbath or shower unsupervised and wash self? [Bathing] 

Yes. 
No.. 

,1 

,0 

20 

R14. Do you manage to go up and down four stq)s with no rail, but using an 
raid if necessary? [Up and down four steps] 

Yes. 
No.. 

1 
0 

21 

RIS. Do you run 10 metres without limping in four seconds (fast walk is 
acceptable)? [Running] 

Yes. 
No.. 

R16. Total Rivermead score 

:1 
, 0 

22 

#-24 

The neit set of qnestiona are concerned with various activities of daily living, for 
(K&aanplê ^ self-ciire auad feeaiinyg. • E E 

5 6 7 

BjLl. 
Incontinent, or catheterised and unable to manage 0 
Occasional accident (max. once per 24 hours) 1 
Continent (for more than seven days) 2 



BA2. BOWELS 
lacontment 0 
Occasional accident (once a week) 1 
Continent 2 

IkL3. (a&CXOMEMCr 
Needs he^ with personal care: 6ce,^hair, teeth shaving.... 0 
Independent (implements provided) 1 

10 

BA4. TOILET USE 
Dependent 0 
Needs some help but can do something alone 1 
Independent (on and oj% wiping, dressing) 2 

11 

BA5. FEEDING 

IkL6. lllAlfSFEIl 

BA7. MOBILITY 

BA8. DRESSING 

IL19. STj&niS 

ILA10.&ATTIDfCr 

Unable 0 
Needs help in cutting, spreading butter etc 1 
Independent (food provided within reach.) 2 

Unable - no sitting balance 0 
Major help (physical, one or two people), can sit 1 
Minor help (verbal or physical) 2 
Independent 3 

Immobile 0 
Wheelchair independent, including comers etc 1 
Walks with he%) of one person (verbal or physical) 2 
Independent 3 

Dq)ettdent 0 
Needs help but can do about half unaided 1 
Independent (including buttons, zips, laces etc) 2 

Unable 0 
Needs help (verbal, physical, carrying aid) 1 
Independent up and down 2 

Dependent 0 
Independent (Bath: must get in and out imsupervised and wash 
self. Shower: unsupervised/unaided) 1 

12 

13 

14 

15 

16 

17 

BAll. Total Barthel score 18-19 



Appendix IV: Patient fbllow-np assessment 
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DS14 

Patient FoHow-np Assessment 

Ybdby ̂  mgg&STMg/z/ mZ/ 6g j?Mzz/zar q/" fAg ̂ fgi/zozts osggayrngMf WZ 
5g ogAzMg-jyoM fo/TK ckAzzZy a^cwf ôvy ̂ /ze ̂ grfo/z 'j' fAroAs Aoa q;^c(g(f};cw Zz/e. 

y4ZZ fAg zM/b/VMafroM /!Aĉ _y(W gfvg (Â rfyzĝ  ^ z/zfgrWgw }wZZ 6g cwi/zdig/zAaZ. 
Owg <%az7̂  ZlAwẑ jyoM _/br^(W ^ 

I would like to ask you a few questions about how you feeL 

PI. Do things keq) getting worse as you get older? 

Yes..... 0 

No : 1 

P2. Do you have as much energy as you did last year? 

Yes 1 
No 0 

P3. Do you feel lonely much? 

Yes 0 
No 1 

P4. Do you see enough of your Mends and relatives? 

Yes 1 
No 0 

P5. Do little things bother you more this year? 

Yes 0 
No 1 

P6. As you get older do you feel less useful? 

Yes 0 
No 1 

A 3 
5 6 7 

10 

11 

12 

13 



P7. Do yoTi sometiines worry so nmcli yon can't sleq;? 

Yes 0 
No 1 

P8. As you get older are things better than ejected? 

Yes 1 
No 0 

P9. Do you sometmies &el that Hfe isn't worth hving? 

Yes 0 
No 1 

PIO. Are you as happy now as you were when you were younger? 

Yes 1 

No 0 

P l l . Do you have a lot to be sad about? 

Yes 0 

No 1 

P12. Are you afraid of a lot of things? 

Yes 0 
No 1 

PI3. Do you get angry more than you used to? 

Yes 0 
No 1 

P14. Is hfe hard for you most of the time? 

Yes 0 
No 1 

P15. Are you satis&ed with your Hfe today? 

2 

14 

15 

16 

17 

18 

19 

20 

21 



Yes 
No 

, 1 

0 
22 

Yes. 
IMo.. 

0 
1 23 

]P11L ][>o ycm get tqpset easity? 

Yes. 
No.. 

0 
1 24 

P18. l'()tal2SccHM)== # - 2 6 

TTIie niBxt set lof qpmestioms is (KMnuxgnuBd imitli diffenait iwqpe(3bs odF]roTmr inwobility. 
Mease answer the following qnestions with a *yes* or a *no'. 

Ml. Do you turn over fiom your back to your side without help? 

n 

• [US 
5 6 =7 

Yes. 
No.. 

1 
0 

R2. From lying in bed, do you get up to sit on the edge of bed on your own? 

Yes. 
No.. 

1 
0 

R3. Do you sit on the edge of the bed without holding on for 10 seconds? [sitting 
balance] 

Yes. 
No.. 

1 
,0 

10 

R4. Do you stand up (ftom any chair) in less than 15 seconds (using hands, and 
with an aid if necessary)? [sitting to standing] 

Yes. 
No.. 

1 
0 

11 

]GLS. ()tw&erves*2HicHiyg:6)r lOswsccMidsiwithfmt aigriBKL [staiuiDi2;TinjKip])oit(xl] 

Yes 
No 

1 
0 

12 



R6. Do yon manage to move &om bed to chair and back without aiiy he^? 
[transfer] 

Yes 1 
m 0 

BjT. I)o )noui%%iD[ l()]]ietre{i, with aiiiiui ibTiuecesKMiry, lbii(>Mith iio staoidlry 
[TR^alkioyriiiswie, whliim ai(iif^ie(xie<I] ^ 

Yes 1 
No 0 

R8. Doyouiimiiageaj8ig)itofstairswithoathe^?[stairs] 

Yes 1 
No 0 

R9. Do you walk around outside, on pavements without help. [WaUdng outside 
(even ground)] 

Yes 1 
No 0 

RIO. Do you walk 10 metres inside with no caliper, qslint, or aid, and no standby 
help? [Walking inside, with no aid] 

Yes 1 
No 0 

R l l . If you drop something on the floor, do you manage to walk 5 metres, pick it up 
and then walk back? [Picking off floor] 

Yes 1 
No 0 

R12. Do you walk over uneven ground (grass, gravel, dirt, SQOW, ice, etc.) without 
help? [Walking outside (uneven ground)] 

Yes 1 

No 0 

R13. Do you get in/out of bath or shower unsupervised and wash self? [Bathing] 

Yes 1 
No 0 

El4. Do you manage to go iq) and down four steps with no rail, but using an 
raid if necessary? [Up and down 6)ur stq)s] 

4 

13 

14 

15 

16 

17 

18 

19 

20 



R15. 

Yes. 
No.. 

Do you nm 10 metres without Hnignng in four seconds (6st walk is 
acceptable)? [Rmming] 

. 1 

,0 

Yes. 
No.. 

1 
0 

R16. Total Rivermead score = 

The next set of questions are concerned with various activities of daily living, for 
example, self-care and feeding. 

BAl. BLADDER 

BA2. BOWELS 

BA3. (mCMDMING 

BA4. TOILET USE 

BA5. FEEDING 

BA6. TRANSFER 

Incontinent, or catheterised and unable to manage 0 
Occasional accident (max. once per 24 hours) 1 
Continent (for more than seven days) 2 

Incontinent 0 
Occasional accident (once a week) 1 
Continent 2 

Needs help with personal care: face, hair, teeth shaving.... 0 
Independent (in^lements provided) 1 

Dependent 0 
Needs some help but can do something alone 1 
Independent (on and o ^ wiping, dressing) 2 

Unable 0 
Needs he%) in cutting, spreading butter etc 1 
Independent (food provided within reach) 2 

Unable - no sitting balance 0 
M^or hd^ (physica], one or two people), can sit 1 
Minor he^ (verbal or physical) 2 
Independent 3 

21 

22 

23-24 

1 
n j 

• m 

5 6 

10 

11 

12 

13 



BA7. MOBILITY 
Immobile 0 
Wbeelchair mdependent, iacWmg comers etc 1 
Walks with hei^ of one person (verbal or phyacal) 2 
Ihdepettdeat :} 3 

BA8. DRESSING 
Dependent 0 
Needs help but can do about half unaided 1 
hidepeadent (mcludiig buttons, zips, laces etc) 2 

BAP. STAIRS 
Unable 0 
Needs help (verbal, physical, carrying aid) 1 
Independent up and down 2 

BAIO. BATHING 
Dependent 0 
Independent (Bath; must get in and out unsupervised and wash 
self Shower; unsupervised/unaided) 1 

BAll . Total score = I I I 

f irst of an, I wonld like to ask yon some questions ahont yonr general health. 

SFl. In genwal, wonld yon say yonr health is: 

(Circle one) 

Excellent 1 

Very Good .-2 

Good 3 

Fair 4 

Poor 5 

SF2. Compared to one year aso, how wonld yon rate yonr health in general 
now? 

(Circle one) 

Much better now tliam one year ago 1 

Somevsdiat better now than one year ago 2 

About the same as one year ago 3 

14 

15 

16 

17 

18-19 

• 0 1 



Somewliat worse nowthan one year ago 4 

Much, worse now than one year ago 5 

SF3. The foHowing qnesdoms are about activities yon might do during a 
typical day. Does vonr health now Hmit vnn m tAwe arfivifiM? ]fso, 
how mnch? 

Activities 
Yes, 
limited 
a lot 

Yes, 
limited 
a litde 

No, not 
limited 
at aH 

a. Vigorous activities, such, as running, lifting 
heavy objects, partidpating in strenuous sports 

1 2 3 

b. Moderate activities, such as moving a table, 
puAmg a vacuum cleaner, bowling, or playing 
golf 

1 2 3 

c. Lifting or carrying groceries 1 2 3 

d. Climbing several flights of stairs 1 2 3 

e. Climbing one flight of stairs 1 2 3 

f Bending, kneeling, or stooping 1 2 3 

g. Walking more than a mile 1 2 3 

h. Walking half a mile 1 2 3 

i Walking one hundred yards 1 2 3 

j. Bathing or dressing yourself 1 2 3 

SF4. 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 vonr 
physical health? 

(Circle one number on eac l ine ) 
YES NO 

a. Cut down on the amount of time you spent on 
work or other activities 

1 2 

b. Accomplished less tiian you would like 1 2 

c. Were limited in the kind of work or other activities 1 2 

d. Had difBcnltyperfbimiiig the work or other 
activilies (for example, it took extra efkrt) 

1 2 

10 

11 

12 

13 

14 

15 

16 

17 

18 

19 

20 

21 

22 

23 



SF5. Dmimg the past 4 weeks, have yon had amy of the foDowing problems with 
yonr work or other r^nlar daily activities as a resnlt of eimntinnal 
problems (snch as feeling depressed or aniions)? 

(Circle one number on eac iline) 
YES NO 

a. Cut down on the amount of time you spent on 
work or other activities 

1 2 

b. Accomplished less than yon would Eke 1 2 

c. Didn't do work or other activities as carefully as 
usual 

1 2 

24 

25 

26 

SF6. During the past 4 weeks, to what eitent has yonr physical health or 
emotional problems interfered with yonr normal social activities with 
family, Mends, neighbours, or gronps? 

(Circle one) 

Not at all 1 

Slightly 2 

Moderately 3 

Quite a bit 4 

Extremely 5 

27 

SF7. Eow much bodilv pain have yon had during the past 4 wedts? 

(Cirde one) 

None 1 

Very mild 2 

IVGM. 3 

Moderate 4 

Severe 5 

Very Severe 6 

28 



SF8. the past 4 weeks, how much did naim interfere with your normal 
(inclnding both work ontside the home and homework)? 

(Circle one) 

Not at all :i 1 

A little bit 2 

Moderately 3 

Quite a bit 4 

Extremely 5 

29 

IS3P9L TTIkese (̂ DUNMdumnaaure ai)otit]h(rMr]roi:f%aclamd IbwPRrtliingrsjbuivetHeeii ipnbOi 
you during the past 4 weeks. For each question, please give the one 
answer that comes closest to the way you have been feeling. How much 
of the time during the past 4 weeks -

(Circle one number on each line) 
AD 
of 

the 
time 

Most 
of the 
time 

A 
good 
bit of 
the 

time 

Some 
of the 
dme 

A 
Htde 

of the 
time 

None 
of the 
time 

a. Did you feel fiill of life? 1 2 3 4 5 6 

b Have you been a very 
nervous person? 

1 2 3 4 5 6 

c. Have you felt so down 
in t te dun^s that 
nothing could cheer you 
up? 

1 2 3 4 5 6 

d. Have you felt calm and 
peaceM? 

1 2 3 4 5 6 

e. Did you have a lot of 
energy? 

1 2 3 4 5 6 

f Have you felt 
downhearted and low? 

1 2 3 4 5 6 

g. Did you feel worn out? 1 2 3 4 5 6 

h. Have you been a happy 
person? 

1 2 3 4 5 6 

i Did you feel tired? 1 2 3 4 5 6 

30 

31 

32 

33 

34 

35 

36 

37 

38 



S&BTIO. [hDunuigriWhe past 4 weeks, liow miicli of the time has yonr physical health 
or emotional problems interfered with yonr social activities (like visiting 
with Mends, relatives, etc)? 

(Circle one) 

AH of the time 1 

Most of the time 2 

Some of the time 3 

A Ettle of the time 4 

None of the time 5 

SFll . How TRUE or FALSE is each of the following statements for yon? 

In this section, I will ask yon how yonr stroke has aGiected yon in yonr daily life. 

In the last 3 months, have yon done any of the following activities: 

Fl . Prepared main meals (iavolviiig organisation, preparation and cooking) 

never 0 

tmder one week 1 
1-2 times a week 2 
most days 3 

39 

DeGnitel 
y t m e 

Mosdy 
tme 

Don't 
know 

Mostly 
false 

DeGnitdy 
false 

a. I seem to get ill more easily 
than other people 

1 2 3 4 5 

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 

10 

40 

41 

42 

43 

1 4 

• m 
5 6 1 



never 0 
under one week 1 
1-2 times a week 2 
most days 3 

/ 

]F3L (% *̂altui§(dkyth(ML This iaduules CH3razwain̂ r(xF\%nwdhiô raDafl4ir}in#;(dkydie5L 

never 0 
1-2 times in 3 months 1 
3-12 times in 3 months 2 
at least weekly 3 

10 

F4. Light housework, such as dnsting, polishing or tidying small objects. 

never 0 
1-2 times in 3 months 1 
3-12 times in 3 months 2 
at least weekly 3 

F5. Heavy housework including bed making, cleaning floors or moving fumituie. 

never 0 
1-2 times in 3 months 1 
3-12 times in 3 months 2 
at least weekly 3 

11 

12 

F6. Local shopping Le. playing substantial role in organising and buying shopping. 

never 0 
1-2 times in 3 months 1 
3-12 times in 3 months 2 
at least weekly ••••3 

13 

F7. Social occasions such as going out to clubs, church activities, cinema, theatre, 
drinking, dinner with Mends, in which you take an active part. 

never 0 
1-2 times in 3 months 1 
3-12 times in 3 months 2 
at least weekly 3 

14 

11 



IpyaJgciBug (Dntswie:* ISindbis 

never 0 
1-2 times in 3 months 1 
3-12 times in. 3 months ''.n 2 
at least weekly { 3 

F9. Actively pm-smng hobby, reipiiimg some 'active' particgatioiii and Aonght. 

FIO. Driving a car or travelling by bus 

never 0 
1-2 times in 3 months 1 
3-12 times in 3 months 2 
at least weekly 3 

5i last 6 months, have yon done any of the foHowii^ 

n i . Travel ontings/car rides to some place for pleasure (not routine journeys. 
This most involve some organisation and decision making by patient) 

never 0 
1-2 times in 6 months 1 
3-12 times in 6 months 2 
at least weekly - 3 

never 0 
light (repairiiig small items) 1 
moderate (some painting/decorating/routiiie car maint).... 2 

15 

never 0 
1-2 times in 3 months 1 i6 
3-12 times in 3 months 2 
at least weekly 3 

17 

18 

F12. Gardening outside 

never 0 
light (occasional weeding) 1 
moderate (regular weeding, pruning) 2 
heavy (all necessary work) 3 

F13. Eonaehold/car maintenance 

20 

12 



heavy (most necessary household/car maint) 

F14. Readmg books (not magazmes, pedodiak, p^ers) 

none 0 

1 in 6 months 1 
Less than 1 a foxnight 2 
over 1 a fo rmat 3 

21 

MS. Gainful work (p aid work, not vohmtaiy) 

none 0 
up to 10 hours/week 1 
10-30 hours/week 2 
over 30 hours/week 3 

22 

F16 Total score = 23-24 

13 



Appendix V: Outcome changes between domiciliary and day hospital 
groups at 6 month follow-up for physical, psychological and social 
outcomes. 

Domiciliary Day Hospital md (95%CI) t value p value 
Physical 
BAI 

Median (IQR) 
0 mth 
3 mth 
6 mth 

14.0 (9.3,16.0) 
16.5 (10.0,18.8) 
17.0 (10.8,19.0) 

/ 

13.0 (9.0,17.0) 
14.5 (10.0,18.0) 
15.5 (9.0,18.0) 

Mean change 0-^ 6 mth 
n " 

1.8 (3.0) 
54 

0.7 (3.1) 
58 

1.1 (-0.1, Z3) 1.97 0.051 

RMI 
Median (IQR) 

0 mth 
3 mth 
6 mth 

6.0 (3.0, 8.0) 
8.0 (5.0,12.0) 
9.00 (6.0,13.0) 

6.0 (2.0, 9.0) 
7.0 (3.0,10.0) 
8.0 (3.3,11.0) 

Mean change 0-)- 6 mth 
n = 

(2.8) 
52 

1 (3.0) 
56 

0.9(4).2,Z0) 1.57 0.119 

PCS 
Median (IQR) 

3 mth 
6 mth 

n = 

29.7 (23.1, 35.7) 
35.2 (26.5,43.7) 

49 

27.7(22.3, 34.1) 
32.7 (26.8, 39.2) 

50 
-1.22* 0.223* 

Psychological 
PGCMS 

Median (IQR) 
0 mth 
3 mth 
6 mth 

13.0 (9.0, 15.0) 
12.0 (8.3,14.0) 
11.0 (7.0,14.0) 

12.0 (9.0,15.0) 
10.0 (7.0,13.0) 
10.0 (6.0,12.0) 

Mean change 0-> 6 mth 
n = 

-1.1 (3.7) 
49 

-2.2 (3.9) 
51 

1.1 (0.4,2.6) 1.41 0.161 

MCS 
Median (IQR) 

3 mth 
6 mth 

n = 

51.6 (44.7, 58.7) 
57.4(49.9,62.9) 

49 

49.9 (42.5, 58.1) 
57.1 (50.6,63.0) 

50 
-0.01* 0.989* 

Social 
FAI 

Median (IQR) 
6 mth 12.0 (3.0,25.3) 7.5 (3.0,16.5) -1.67* 0.094* 

'non-parametric test (Mann-Whitney U) 
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Appendi% VI: Outcome changes between domiciliary and day hospital groups at 
12 month follow-up for physical, psychological and social ontcomes. 

Domiciliary Day Hospital 
/ 

mean difference 
(95%CI) 

t 
value 

P 
value 

Physical 
BAI 

Median (IQR) 
6 mth 
12 mth 

17.0 (11.0,19.0) 
17.0 (10.0, 20.0) 

16.0 (9.0,18.0) 
14.0 (10.5,17.0) 

Mean change 6-> 12 mth 
n = 

-0^(1.7) 
47 

-0.4 (2.2) 
50 

0.2 (-0.6, LO) 0.46 0.646 

RMI 
Median (IQR) 

6 mth 
12 mth 

9.5 (6.0,13.0) 
10.0 (6.0,13.0) 

8.0 (4.0,11.0) 
8.0 (4.0,10.5) 

Mean change 6-> 12 mth 
n = 

-O^(l^) 
46 

-0.8 (12) 
48 

0.6 (-0.2, L5) 1.54 0.127 

PCS 
Median (IQR) 

6 mth 
12 mth 

36.1 (23.8,43.8) 
36.7 (29.1,43.6) 

31.6(26.9,39.1) 
30.1(29.3,39.1) 

Mean change 6-> 12 mth 
n = 

0.5 (8.8) 
41 

0.1 (9.2) 
40 

0.4.(-3.6,4.4) 0.20 0.840 

Psychological 
PCCMS 

median (IQR) 
6 mth 
12 mth 

12.0 (8.0,14.0) 
11.0 (7.0,14.3) 

10.0 (7.0,11.5) 
9.5 (7.0,12.8) 

Mean change 6-> 12 mth 
n = 

-0.2(2.9) 
37 

0.7 (2.9) 
35 

-0.9 (-2.2,0.5) -1.27 0.208 

MCS 
median (IQR) 
6 mth 
12 mth 

57.4 (50.3, 62.3) 
56.8 (48.3,63.5) 

57.1 (50.6,62.9) 
56.9(49.1,63.5) 

Mean change 6-> 12 mth 
n = 

-0.5 (&9) 
41 

0.9 (11.9) 
40 

-1.5 (-6.1,3.1) -0.64 0.526 

Social 
FAI 

median (IQR) 
6 mth 
12 mth 

14.0 (3.0, 26.0) 
15.5 (6.3, 23.0) 

7.0 (3.0,16.8) 
9.0 (3.5,17.5) 

Mean change 6-> 12 mth 
n = 

-0.4 (5J%) 
44 

0.8 (4 j ) 
48 

-1.2 (-3.2,0.8) -1.17 0.246 
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Appendix VII - Letter sent to carers about patient randomisation 
and participation in study. 

DORSET STROKE STUDY 

Woodlands / 
Aldemey Community Hospital 

Ringwood Road 
Parkstone 

Poole 
BH12 4NB. 

Tel: (01202) 735537 Ext279 Fax (01202)718763 

Joanne Minett Joe Low Amanda Moore 
Senior Physiotherapist Researcher Senior Occupational 
Therapist 

Date: 

Dear 

Re: Notification of patient's entry into the Dorset Stroke Study 

As you may know, has agreed to participate in 
the Dorset Stroke Study. 

I am writing to inform you that he/she has been allocated into the 
DOMICILIARY TEAM / DAY HOSPTTAL ( ) 

The domiciliary team/day hospital has been informed of this and will contact 
him/her about plans for OT & physiotherapy treatment when he/she has been 
discharged from hospital. 

Furthermore, we are doing a carers' study looking at the impact of caring of a 
person with a stroke in which your help would be most appreciated. I will be 
phoning you about this at a later date. 

If there are any problems, please do not hestitate to contact me, Joseph Low, either 
on 01703-798926 or 01202-735537 Ext 279. 

Yours sincerely 

Joseph Low 
(Researcher) 
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CARER BAS^IUME 

0 % 

ZPorygf Co/wM f̂Z(3» Am;g fg^ zg; m a ngw; â grvzcg ̂ br f/!roAe paAgM6 f/z J^oo/g, 
wAicA proWdgj /^AyjzofAgrcpy oW occzgxzfzonoZ (kgrcpy m fAg mm /%a/Mg. 

iMKafA/aomy iwVkgZAgyffwa is on %MgDytrw2ARg7%fcM%iCLP7%M%fj%na%%%%%;T4̂w%dbi7rwcwh%&? 
o^g/MkMcg of o»g q / " ^ aky Aô zAzZy. 2/A/g iy a6o AMOvm^ Acw WZ/ q^gcf 
(%ingr?',6y&: 77igjc%c%c%%9g q/̂ 6b&?.5AA5&/;j A) :M/%de72MkB%%?Z%w;fA%;%zcj qyfzAg aB̂ ĝfevzf 
services on carer's daily lives, so that we can improve health services for both stroke 
pa^g7z6 owf cwgrj. 

4̂/1 zmpwAzMf (y )Aiy j/zvoA/g; /ooAz/zg of (Ag gwzA ŷ q/" A/g q/" carg/y a7%f fAg 
impact that caring for a relative -with a stroke has. Today's assessment will be divided 
into two parts; in the first part, I will be asking you some details about yourself and 
how the person's stroke has affected your life. In the second part of today's 
assessment, I will give you the questionnaire to complete. 

All the information that you. give during the interview will be strictly confidential and 
in order to protect your privacy, a confidential study number rather than your name 
will be used on all forms. 

Your participation in this study is important to us. Thank you for your help. 

From lataiiewee 

Bl. Gender: 
Female. 
Male.... 

, 1 

.2 

B2. Date of birth (day/month/year) 

B3. Are yon cwremtly: 
Married 1 
Widowed (how long? ) --••2 
Divorced 3 
Separated 4 
Never married 5 
Other 6 

the last 30 days, were you: 
(Circle one number) 

Working fall-time 1 
Workiag part-time 2 
Unemployed, laid ofTor looking 6 r work 3 

9-14 

15 

16 



Retired 4 
Disabled. 5 
Keeping house 6 
None of the above 7 

B5. Ont of the past 12 months, how many months did ̂ on work for pay at least 
15 hours a week? 

0 months 1 
1-3 months 2 
4-6 months 3 
7-9 months 4 
10-12 months 5 

B6. Are yon now able to work: 
Yes No 

a. Part-time? 1 2 
b. Fill-time 1 2 

17 

18 

19 

B7a. (During your wodm^ life), what is (was) your main occupation? 

• NA; Does not work outside the home OR 

FuD. job title 
la which industry/business was this? 

Were you manager 
foreman 
engloyee 

B7b. (During his working life), what is (was) your husband/partner main 
occupation? 

21 

• NA; Does not work outside the home OR 

Full job title 

In which industry/business was this? 

Were you manager 
foreman 
enoployee 

BS. Type of accommodation occupied by this household: (Code 
observation if in doubt ask i 
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(l=Whole house, bnngalow, detached; 2 = Wkole house, bungalow, semi-detached; 3= 
whole house, bungalow, terraced/ end of terrace; 4= Purpose-built Eat or maisonette in 
block with hS; 5 = Pmpose-built fat or maisonette in block without HA; 6 = part of 
house/converted JQat or maisonette in block without hA; 7 = part of house/converted 
fat or maisonette/rooms in house without BA; 8 = dwelHng with business premise; 9= 
caravan/houseboat; 10= other (sped^ ) / 

Ibyonrram&HKeowmwdorromkd? 

Owned 1 
Rented 2 
Other (q)ecify ) 3 

BIO. b your accomodation sheltered housi:^ or a specialised flat for elderly 
people? 

Yes, sheltered housing 1 
Yes, specialised flat for elderly people 2 
m 3 

Bl la . Are you a car driver? 

Yes 1 
No 2 

Bl lb . How many cars do yon own? 

None 1 
One 2 
Two or more 3 

B12. Which of the following people live in the same household with yon? 

Lives alone 1 
Lives with husband/wife or signhScant 
other person 2 
Lives with other relatives 3 
Lives with other non-relatives 4 

children do you have? 

24 

25 

26 

27 

28 



None 1 
One 2 
Two and above 3 

B14b. Mow many of these live in the local area (Le. Eas^Dorset)? 

None 1 
One 2 
Two and above 3 

30 

31 

In this section, I win ask you how (the person's name) stroke has affected yon 
in your daily Kfe. 

In the last 3 months, have yon done any of the fbllowii% activities: 

Fl . Preparing main meals (involving organisation, preparation and cooking) 

never 0 

Tinder one week. 1 
1-2 times a week 2 
most days 3 

F2. Washing up, such as washing, wiping and putting away. 

never 0 
nnder one week I 
1-2 times a week 2 
most days 3 

F3. Washing clothes. This includes organising of washing and drying cloth.es. 

never 0 
1-2 times in 3 months 1 
3-12 times in 3 months 2 
at least weekly 3 

F4. MgM housework, such as dusting, poiidmg or tidying small objects. 

never 0 
1-2 times in. 3 months 1 
3-12 times ia 3 months 2 
at least weeWy 3 

0 7 

10 

11 



F5. Meavy homework indndiag bed making, Gleaniag 6oors or moving fmiituie. 

never 0 
1-2 times in 3 months 1 
3-12 times in 3 months L 2 
at least weekly 3 

12 

F6. Local shopping i e. playing sobstandal role in organising and bnying shopping. 

never 0 
1-2 times in 3 months 1 
3-12 times in 3 months 2 
at least weekly 3 

13 

F7. Social occasions such as going out to chibs, church activities, cinema, theatre, 
drinlnTig, dinner with fiiends, in which you take an active part. 

never 0 
1-2 times in 3 months 1 
3-12 times in 3 months 2 
at least weekly 3 

14 

108. WaDdi^ outside > 15 mins 

never 0 
1-2 times in 3 months 1 
3-12 times in 3 months 2 
at least weekly . ; . . . . . 3 

15 

F9. Actively pursuing hobby, requiring some 'active' partic^ation and thought. 

never 0 
1-2 times in 3 months 1 
3-12 times in 3 months 2 
at least weekly 3 

16 

ITICL ICbniviiy; a car (wr traryellingrlbnrjbiis 

never 0 
1-2 times in 3 months 1 
3-12 times in 3 months 2 
at least weeMy 3 

17 



In last 6 months, have yon dome amy of the foEowing 

Fl l . Travel oati)%s/car rides to some place Ai pleasme (not rontnie joimieys. 
This nmst involve some organisation and decision making by patient) 

never :) 0 
1-2 times in 6 months 1 
3-12 times in 6 months 2 
at least weekly 3 

18 

F12. Gardening outside 

never 0 
light (occasional weeding) 1 
moderate (regular weeding, pruning) 2 
heavy (all necessary work) 3 

F13. Honsehold/car maintenance 

never 0 
Hght (repairing small items) 1 
moderate (some painting/decorating/routine car maint).... 2 
heavy (most necessary household/car maint) 3 

19 

20 

F14. Reading books (not magazines, periodials, papers) 

none 0 
1 in 6 months 1 
Less than 1 a fomight 2 
over 1 a fomight 3 

F15, Gainful work (paid work, not voluntary) 

none 0 
up to 10 hours/week 1 
10-30 hours/week 2 
over 30 honrs/week 3 

21 

22 

F16. Total Score = 

Now, I would like to ask yon for yonr views abont yonr health. This 
information will help keep track of how yon fed and how weB yon are 
do yonr nsnal activities. 
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At this point, hamd qnestiomnaire over to the carer. 

Please answer every qnestion by marking the answer as indicated. If yon are 
nnsnre abont how to answer a qnestion, please give the best answer yon can. I 
win be at hand to help if there is any yon do not understand. 

S f l . In general, wonld yon say yonr health is: 

(Circle one) 
Excellent 1 

Very Good 2 

Good 3 

Fair 4 

Poor 5 

Compared to one year aso. how wonld yon rate yonr health in general 
now? 

(Circle one) 

Much better now than one year ago 1 

Somewhat better now than one year ago 2 

About the same as one year ago 3 

Somewhat worse now than one year ago 4 

Much worse now than one year ago 5 

Sf3. The following questions are abont activities yon m j ^ t do dnriog a 
typical day. Does yonr health now limit yon in these activities? ...If so, 
how much? 

I 
1 

m 
5 

0 6 

Activities 
Yes, 
limited 
a lot 

Yes, 
limited 
a litde 

No, not 
limited 
at an 

a. Vigorous activities, such as nmnrng, lifting 
heavy objects, participating in strenuons sports 

1 2 3 

b. Moderate activities, sucb as moving a table, 
pushing a vacuum cleaner, bowling, or playing 
goE 

1 2 3 

c. Lifting or carrying groceries 1 2 3 

d. Clinibing several fights of stairs 1 2 3 

e. Climbing one jBi^t of stairs 1 2 3 

10 

11 

12 

13 

14 



Activities 
Yes, 
limited 
a lot 

Yes, 
limited 
a little 

No, not 
limited 
at all 

f Bending, kneeling, or stooping 1 2 3 
15 

g. Walking more than a mile 2 3 16 

h. Walking half a mUe 1 2 3 17 

1 Walking one hundred yards 1 2 3 18 

j. Bathing or dressing yourself 1 2 3 19 

IS1P4L Ifnonaig the oast 4 weeks, have von had anv of the foHowm^ pHrotdkBois 
with your wodc or other regular daily activities as a result of vour 
physical health? 

(Circle onemmiber on each line) 
YES NO 

a. Cut down on the amount of time you spent on 
work or other activities 

1 2 

b. Accomplished less than you would like 1 2 

c. Were Hmited in the kind of work or other activities 1 2 

d. Had difficulty perfonniag the work or other 
activities (for example, it took extra effort) 

1 2 

SF5. 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 ead iline) 
YES NO 

a. Cut down on the amount of time you spent on 
work or other activities 

1 2 

b. Accong)lished less than you would like 1 2 

c. Didn't do work or otker activities as carefully as 
usual 

1 2 

20 

21 

22 

23 

24 

25 
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83̂ 6. Dmtog the past 4 wed^a. to wMt e t̂emt has yonr physical health or 
emotional problems iatarfa^ed with your normal social activities with 
family, Meads, meighbonrs, or groups? 

(Circle one) 

Not at all 1 

Slightly 2 

Moderately 3 

Quite a bit 4 

Extremely 5 

SF7. Mow much bodily pain have yon had dnrii^ the past 4 wedcs? 

(Circle one) 

None 1 

Very mUd 2 

]vmd. 3 

Moderate 4 

Severe 5 

Very Severe 6 

27 

28 

SF8. Dnring the past 4 weeks, how mnch did pain interfere with your normal 
work (including both work outside the home and housework)? 

(Circle one) 

Not at all 1 

A little bit 2 

Moderately 3 

Quite a bit 4 

Extremely ^ 

29 



SF9. These questions are about how you feel amd how things have been with 
you Hrnrin)' the Past 4 weeks. For each question, please give the one 
answer that comes closest to the way you have been feeling. How much 
of the time during the past 4 weeks -

(Circle one mimber on each line) 
AH 
of 

the 
time 

Most 
of the 
time 

A 
good 
bit of 
the 

time 

Sonie 
of the 
time 

A 
little 

of the 
time 

Nome 
of the 
time 

a. Did you feel fhU of life? 1 2 3 4 5 6 

b Have you been a very 
nervous person? 

1 2 3 4 5 6 

c. Have you felt so down 
in the dumps that 
nothing could cheer you 
up? 

1 2 3 4 5 6 

d. Have you felt calm and 
peaceM? 

1 2 3 4 5 6 

e. Did you have a lot of 
energy? 

1 2 3 4 5 6 

f Have you felt 
downhearted and low? 

1 2 3 4 5 6 

g. Did you feel worn out? 1 2 3 4 5 6 

h. Have you been a happy 
person? 

1 2 3 4 5 6 

L Did you feel tired? 1 2 3 4 5 6 

30 

31 

32 

33 

34 

35 

36 

37 

38 

SFIO. During the past 4 weeks, how much of the time has your physical health 
or emotional problems interfered with your social activities (Bke visiting 
with Mends, relatives, etc)? 

(Circle one) 

All of the time 1 

Most of the time 2 

Some of the time 3 

A little of the time 4 

None of the time ^ 

39 
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3311. How TRUE or FALSE is each of the foEowimg stateanenta for you? 

DeGnitely 
t rue 

Mosdy 
true 

Dou^t 
know 

Mostiy 
false 

DeGnitdy 
fake 

a. I seemto get iH more easily 1 2 3 4 5 
40 

than other people 
/ 
/ ' 

40 

b. I am as healthy as anybody I 
know 

1 2 3 4 5 
41 

c. I e3q)ect my heakh to get 1 2 3 4 5 42 
worse 

42 

d. My health is excellent 1 2 3 4 5 43 

In dns neit secdom, we would Hke to know if yon have had any medical complaintg and 
how yonr heaHh has been over Ae past few weeks. Mease answer a/y the following 
questions by marking the answer which you think most nearly applies to yon. Remember 
that we want to know about present and recent complaints, not about those yon have had 
in the past 

IlamtyiMiinDcently: 

GHQ Been feeling perfectly Better 
1. well and in good than mtial 

health? 0 

GHQ Been feeling in need Not at all 
2. of a good tonic? 0 

GHQ Been feeling mn Not at all 
3. down and out of 0 

sorts? 

GHQ Felt that you are ill? Not at all 
4. 0 

GHQ Been getting any Not at all 
5. pains in your head? 0 

GHQ Been getting a feelimg Not at all 
6. of tightness or 0 

pressure in your 
head? 

GHQ Been having hot or Not at all 
'A coldspHdUs? (0 

Same as 
usual 

0 

No more 
than usual 

0 

No more 
than usual 

0 

No more 
than usual 

0 

No more 
than usual 

0 

No more 
than usual 

0 

0 

Worse than 
usual 

1 

Rather more 
than usual 

1 

Rather more 
than usual 

1 

Rather more 
than usual 

1 

Rather more 
than usual 

1 

Rather more 
than usual 

1 

than usual 
1 

Much worse 
than usual 

1 

Much more 
than usual 

1 

Much more 
than usual 

1 

Much more 
than usual 

1 

Much more 
than usual 

1 

Much more 
than usual 

1 

A&cA more 
than usual 

1 

11 

0 S 

5 6 7 

10 

11 

12 

13 

14 



Save yon recemGy: 

GBEQ Lost mach sleep over JVbf oZZ 
8. worry 0 

jVb TMore 
AcMMfWO/ 

0 

AzzAeA-morg 
than usual 

1 

A&cA more 
than usual 

1 

15 

G-SQ Sad diiScnlty staying jVbf of oZZ jVb more JZ^er more A&cA more 
9. asleep once yon were 0 zAon MnazZ ugzfoZ wwo/ 

og? 0 7 7 
16 

GEEQ f d t constaid^ under of oZZ 
10. strain? 0 

No more 
than usual 

0 

j&z^r more 
than usual 

1 

Much more 
than usual 

1 
17 

GHQ Been edgy JVbfafoZZ 
11. and bad tanq^ered? 0 

No more 
than usual 

0 

Rather more 
than usual 

1 

Much mors 
than usual 

1 

18 

GHQ Been geAing scared 
12. or panicky for no 

good reason? 

GHQ Found everydnmg 
13. getting on top of 

you? 

Not at all 
0 

Not at all 
0 

No more 
than usual 

0 

No more 
than usual 

0 

Rather more 
than usual 

I 

Rather more 
than usual 

1 

Much more 
than usual 

1 

Much more 
than usual 

1 

19 

20 

GHQ Been feding nervous Not at all No more Rather more Much more 
14. and stnmg-np aH the 0 them, usual than usual than usual 

time? 0 1 1 
21 

Have yon recendy: 

GHQ Been managing to 
15. keep yourself busy 

and occupied? 

GHQ Been taking longer 
16- over tinngs you do? 

More so 
than usual 

0 

Quicker 
than usual 

0 

Same as 
usual 

0 

Same as 
usual 

0 

Rather less 
than usual 

1 

Longer than 
usual 

1 

Much less 
than usual 

1 

Much longer 
than usual 

1 

22 

23 

GHQ Felt on the whole yon Better About the Less well 
17. were doing dungs than usual same than usual 

wdl? 0 0 7 

Much less well 
1 24 

GHQ Been satisfied •wiA More About same Less satisfied Much less 
18. the way you've satisfied as usual than usual satisfied 

carried ont your 0 0 1 1 
task? 

25 

12 



19. 
Fdt yoiffl; 
mefol part im thmga? 

Jkfbrg go 
than usual 

0 

Azmg ae 
uymzZ 

0 
ug«aZ 
1 

A&cA Zejg 

1 
26 

(3IIQ Î dbtcaqpaJWheof /Sozme as JCas?,Fo Abon jk&ocA &%%? 
;&0. making dedsiom dboMZ&Mta/ uanwzZ / lanway dkaMawnwzf 

idbmmti&Daqgs? 0 0 'c 7 7 27 

(3SQ ]&MmabktOBq^y L&mwag 
21. your normal day-to- than usual usual 

day adiwties? 0 0 

IlaveyxMureecntly: 

GMQ Been #mkmg of Not at all No more 
22. yourself as a 0 than usual 

worthless person? 0 

(3BCQ F A thatH&is jVbf of oZZ JVb more 
23. entirely hopeless? 0 than usual 

0 

Less so than 
usual 

1 

Rather more 
than usual 

1 

Rather more 
than usual 

1 

Much less 
than usual 

1 

Much more 
than usual 

1 

Much more 
than usual 

1 

28 

29 

30 

GHQ Felt that life isn't Not at all 
24. worth living? 0 

No more 
than usual 

0 

Rather more 
than idsual 

I 

Much more 
than usual 

1 
31 

GEQ Though of the Definitely I don't think Has crossed Definitely 
25. possibility that you not so my mind have 

might make away 0 0 1 1 
with yourself 

GHQ Found at times you Not at all No more Rather more Much more 
26. couldn't do anything 0 than usual than usual than usual 

because your nerves 0 1 1 
were too bad? 

32 

33 

C3IQ FmmmdyonrMK 
27. wishing you were 

(Lead and away from 
it an? 

Not at all 
0 

No more 
than usual 

0 

Rather more 
than usual 

1 

Much more 
than usual 

1 
34 

GHQ Found that the idea 
28. of taking your own 

life kept coming into 
your mind? 

GnQ29. 

Definitely 
not 
0 

I don't think 
so 
0 

Has crossed 
my mind 

1 

Total score = 

Definitely 
have 

1 
35 

36-37 

13 
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CAEER FOULOW-nP QUESTIOlNNAmE 

TWay ̂  w/// 6g fimzZiar fo ^ _/bn7zaf f/zg jPfgvzoz/:; asgg&siTMgMf OTKf wz/Z 
6g dirwdkf/y»/o Ayo ̂ <zrA,' / » f A a p o n ^ ZW/Z 6g oaAiMgj/OM ĉwzg dlsAzzZy oAcw^ Acw 
Z%g pgrgoM ̂  mĝ oAg Am a^c^g^_ycw Zz/g. j/z ^ '̂gccmrZpayf q/" fodby aargâ gmg/ẑ  7 
wzZZ gh/g ĵ/OM ^ gwgf ̂ owzmrg fo co/?g?Zĝ . 

p 
ẐZ fAg fT̂ brTMÔ zoM (kof _yoM gh/g (&nMg ^ m&rvzgw wzZZ 5g â Vĉ Zy coy f̂&M^oZ 

Owg ^KZ»&_y(W,/brjyow Ag^. 

Im this section, I will ask yoa how (the paeon's name) stroke has aGiected yon in 
yonr daily life. 

Ih this section, I win ask yon how yonr stroke has a9ected yoa in yonr daily life. 

]h the last 3 months, have yoa done any of the following activities: 

Fl . Preparing main meals (involving organisation, preparation and cooking) 

never 0 

under one week 1 
1-2 times a week 2 
most days 3 

F2. Washing np, such as washing, wiping and putting away. 

never 0 
under one week. 1 
1-2 times a week 2 
most days 3 

• E 
5 6 

F3. Washing clothes. This includes organising of washing and drying clothes. 

never 0 
1-2 times in 3 months 1 
3-12 times in 3 months 2 
at least weekly 3 

F4. Light housework, such as dusting, polishing or tidying small objects. 

never 0 
1-2 times in 3 months 1 
3-12 times in 3 months 2 
at least weekly 3 

10 

11 



jFSL JEEesryy hnnaewnrk mnlnHTng Tied malnng (deaainigfloKirs or IDKr/i&gfiDaiblire. 

never 0 
1-2 times in 3 months 1 
3-12 times in 3 months 2 
at least weeMy f. 3 

12 

IBYx IjocjdslwpqpinygiLe. ]pla}ingrsnibstaidial]nDl3incMqraididn2;:&Qdtniyiags&u3p]% 

never 0 
1-2 times in 3 months 1 
3-12 times ia 3 months 2 
at least weekly .•• 3 

13 

F7. 

F8. 

F9. 

n o . 

Social occasions such as going out to clubs, church activities, cinema, theatre, 
drinking, dinner with Mends, in which you take an active part. 

never 0 
1-2 times in 3 months 1 
3-12 times in 3 months 2 
at least weekly 3 

WaDdng outside > 15 mins 

never 0 
1-2 times in 3 months 1 
3-12 times in 3 months 2 
at least weekly 3 

Actively piirsiiiisg hobby, requiring some 'active' participation and thought. 

never ® 
1-2 times in 3 months 1 
3-12 times in 3 months 2 
at least weekly 3 

Drtviiig a cauror traiMelKiig bgrlbiui 

never ^ 
1-2 times in 3 months 1 
3-12 times in 3 months 2 
at least weekly 3 

14 

15 

16 

17 



M l 

have yon dome any of the foBowing 

Travel ontings/car rides to some place for pleasure (not routine joumeys. 
This must involve some organisation and decision maldng by patient) 

never 0 
1-2 times in 6 months L 1 
3-12 times in 6 months 2 
at least weekly 3 

18 

F12. Gardening outside 

never 0 
light (occasional weeding) 1 
moderate (regular weeding, pruning) 2 
heavy (all necessary work) 3 

19 

F13. Sonsehold/car maintenance 

never 0 
light (repairing small items) 1 
moderate (some painting/decorating/routine car maint).... 2 
heavy (most necessary household/car maint) 3 

r i 4 . Reading books (not magazines, periodials, papers) 

none 0 
1 in 6 months 1 
Less than 1 a fomight...... 2 
over 1 a fomight 3 

F15. Gainful work (paid work, not voluntary) 

none 0 
up to 10 hours/week 1 
10-30 hours/week 2 
over 30 hours/week 3 

F16. Total score =1̂  

In the neit section am going to read a list of things î tiiich other people have 
found to be diSicult when helping someone who has an illness. I wonld like yon 
to give me a *yes' or 'no' answer to these questions. 

20 

21 

22 

23-24 

• E E 
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CSl. Sleep is disturbed (e.g. because.......... Jis im & out of bed or waaders 
around at night) 

Yes 1 
m 0 

/ • 

/ 

CS2. It is inconvenient (e.g. because helpui^ takes so much time or 
it's a lo][^ drive over) 

Yes 1 
T4b 0 

CSS. It is a physical strain (e.g. because of lifting in & out of a chair, 
effort or concentration is required 

Yes 1 
No 0 

CS4. It is rnntmning (e.g. helping restricts &ee time or cannot go visiti:^ ) 

Yes 1 
No 0 

CS5. There have been family ai^ustments (e.g. because helping has 
disrupted routine, there has been no privacy). 

Yes 1 
No 0 

CS6. There have been changes in personal plans (e.g. had to turn down a job, 
could not go on holiday) 

Yes 1 
No 0 

CS7. There have been other demands on my time (e^. A'om other family 
members). 

Yes 1 
No 0 

10 

11 

12 

13 

14 



CS8. 1 emotiomal (e.g. c e c a l s of severe 

Yes 1 
No 0 

/ • 

/ 

CS9. Some behaviour is npaettmg (e.g. because of imcontmence:.........-....^..^.-. 
has trouble rememberh^ things. accuses people of 
takmg thi^s. 

Yes 1 
No 0 

C810. It is npsettn^ to Gnd........................ has changed so mnch from 
his/her former sdf (e.g. he/she is a diffa^ent pa^on than he/she nsed to be) 

Yes 1 
No 0 

CSll. There have been work adjustments (e^. becanse of havh% to take time off) 

Yes 1 
No 0 

CS12. D is a Gnancial strain 

Yes.. 1 
No 0 

CS13. Feding completely overwhelmed (e^. becanse of worry abont............ 
concerns about how you win manage). 

Yes 1 
No 0 

CS14. Total Score = I I I 

Now, I would like to ask you for your views about your health. This 
Information win hd^ keep track of how you feel and how weE you are able to 
do your usual activities. 

I win now give you the questionnaire to 
assMsments to f31 out. 

15 

16 

17 

18 

19 

20 

2 1 - 2 2 
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For the Grst assessment, please aaswa- every qmestiom by marMng answer 
as mdicated. If yom are xmswe about bow to answer a questiom, please give the 
best answer yon can 

SFl. In general, would you say your health is: 

(Circle one) 

Excellent f 1 

Very Good 2 

Good 3 

Fair 4 

Poor 5 

SF2. Compared to one year ago, how would you rate your health in general 
now? 

(Circle one) 

Much better now than one year ago 1 

Somewkat better now than one year ago 2 

About the same as one year ago 3 

Somewhat worse now than one year ago 4 

Much worse now than one year ago 5 

SF3. The following questions are about activities you might do during a 
typical day. Does your health nmw limit you in these activities? If so, 
how much? 

Activities 
Yes, 
limited 
a lot 

Yes, 
limited 
a little 

No, not 
limited 
at an 

a. Vigorous activities, such as running, lifting 
heavy objects, participating in strenuous sports 

1 2 3 

b. Moderate activities, such as moving a table, 
pushing a vacuum cleaner, bowling, or playing 
golf 

1 2 3 

c. Lifting or carrying groceries 1 2 3 

d. Climbing several flights of stairs 1 2 3 

e. Climbing one fH^t of stairs 1 2 3 

f Bending, kneeling, or stooping 1 2 3 

10 

11 

12 

13 

14 

15 



Activities 
Yes, 
limited 
a l # 

Yes, 
limited 
a litde 

No, not 
limited 
at an 

^VaDdaginorethamamib 1 2 3 

]L \VaDdaglHdfanMle 1 % 2 3 

1 \Vdkmgomehmmh%dyank 1 2 3 

j. Bathing or dressing yourself 1 2 3 

S f 4. Dming the past 4 weeks, have yon had amy of the follovni^ problems 
with your work or other regular daily activities as a result of your 
physical health? 

(Circle one number on eac l i n e ) 
YES NO 

a. Cut down on the amount of time you spent on 
work or other activities 

1 2 

b. Accomplished less than you would like 1 2 

c. Were limited in the kind of work or other activities 1 2 

d. Had difficulty performing the work or other 
activities (for example, it took extra effort) 

1 2 

SF5. 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 anv emotional 
problems (such as feeling depressed or anxious)? 

(Circle one number on eac ilins) 

YES NO 
a. Cut down on the amount of time you spent on 

work or other activities 
1 2 

b. Accomplished less than you would like 1 2 

c. Didn't do work or other activities as carefully as 
usual 

1 2 

16 

17 

18 

19 

20 

21 

22 

23 

24 

25 

26 



83^6. Dmrimg the past 4 weeks, to what ezteat has your physical health or 
emotiomal problema interfered with yonr normal social activities with 
family, &iends, neighbonrs, or groups? 

(Circle one) 

Not at all 1 

Slightly V 2 

Moderately 3 

Quite a bit 4 

Extremely 5 

Sf7. How much hndilv pain have yon had during the past 4 weeks? 

(Circle one) 

None 1 

Very imld 2 

IVEId 3 

Moderate 4 

Severe 5 

Very Severe 6 

27 

28 

SF8. Dnrii^ the past 4 weeks, how much did pain interfere vyith yonr normal 
work (including both work outside the home and housework)? 

(Circle one) 

Not at all 1 

A little bit 2 

Moderately 3 

Quite a bit 4 

Extremely 5 

29 



3F9. These qnestiom are about how yon feel and how things have been with 
yon dmins the past 4 weeks. For each qneation, please give the one 
answer that comes closest to the way yon have been feeling. Eow mnch 
of the time dnrii]^ the cast 4 weeks -

(Circle one mimber on each line) 
AH 
of 

the 
time 

Most 
of the 
time 

A 
good 
bit of 
the 

time 

Som% 
of the 
time 

A 
litde 
of the 
time 

None 
of the 
time 

a. Did yoix feel fidl of life? 1 2 3 4 5 6 

b Have you been a very 
nervous person? 

1 2 3 4 5 6 

c. Have you felt so down 
in the dumps that 
nothing could cheer you 
up? 

1 2 3 4 5 6 

d. Have you felt calm and 
peaceful? 

1 2 3 4 5 6 

e. Did you have a lot of 
energy? 

1 2 3 4 5 6 

f Have you felt 
downhearted and low? 

1 2 3 4 5 6 

g. Did you feel worn out? 1 2 3 4 5 6 

h. Have you been a happy 
person? 

1 2 3 4 5 6 

i Did you feel tired? 1 2 3 4 5 6 

30 

31 

32 

33 

34 

35 

36 

37 

38 

SFIO. Dnring the past 4 weeks, how mnch of the time has yonr physical health 
or emotional nroblems interfered with yonr social activities (like visiting 
with Mends, relatives, etc)? 

(Circle one) 

All of the time 1 

Most of the time 2 

Some of the time 3 

A little of the time 4 

None of the time 5 

39 



S&EjLl. ]3iyRr TUBIDQE or FA3JSE is each of the foHowmg stat«mw%nd3f(Mr]f03r? 

Definitely 
t rue 

Mostly 
t rue 

Don' t 
know 

Mostly 
false 

DeSnitely 
false 

a. I seem to get ill more 
easily than other people 

1 2 $ 
/ 

4 5 

b. I am as healthy as anybody 
I kaow 

1 2 3 4 5 

c. I expect my health, to get 
worse 

1 2 3 4 5 

d. My health is exceflent 1 2 3 4 5 

For the nest assessment, we wonid like to kaow if you have had amy medical complaints 
and how your health has been over the past few weeks. Please answer all the following 
questions by marking the answer which yon Ammk most nearly applies to yon. Remember 
Aat we want to know about present and recent conqdaints, not about those you have had 
in the past. 

Have von recently; 

GHQ Been feeling perfectly Better than 
1. wen and in good 

health? 

GHQ Been feeling in need 
2. of a good tome? 

GHQ Been feeling run 
3. down and out of 

sorts? 

C3D) FdtAuayouanein? 
4, 

GHQ Been gettii^ any 
5. pains in your head? 

trMQ Bbaig#dngafM#mg 
& ofd^MnewoT 

pressure in your 
head? 

usual 
0 

Not at all 
0 

0 

Not at all 
0 

Not at all 
0 

Not at all 
0 

Same as 
tisual 

0 

No more 
than usual 

0 

No more 
than usual 

0 

No more 
than usual 

0 

No more 
than usual 

0 

No more 
than usual 

0 

Worse than 
usual 

1 

Rather more 
than usual 

1 

Rather more 
than usual 

1 

Rather 
more than 

usual 
1 

Rather more 
than usual 

1 

j&zAgy/wre 
than usual 

1 

Much worse 
than usual 

1 

Much more 
than usual 

1 

Much more 
than usual 

1 

Much more 
than usual 

1 

Much more 
than usual 

1 

A&cA more 

1 

10 
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cold spdls? 0 
^ more 

llAan MM&zZ 
0 

more 
;%a» MMfoZ 

1 

j&fwcAaiore 
zAoM im/oZ 

1 
14 

Wave vnn recemtly; 

UMQ Ijost much sleep oTnar AAofcofo/Z 
& worry 0 

No more 
:%aM uyMoZ 

0 

/Twrg 
tkoM MgZfoZ 

1 

JWwĉ  more 
wnazZ 
1 

15 

GHQ Had difficulty staying Not at all No more Rather more Much more 
9. asleep once yon were 0 than usual than usual than usual 

og? 0 7 7 

16 

GHQ Felt cofflstamtly under Not at all 
10. straia? 0 

No more 
than usual 

0 

Rather more 
than usual 

1 

AAfcA more 
than usual 

1 

17 

GHQ Beea getting edgy Not at all No more Rather more 
11. and bad tempered? 0 than usual than usual 

Much more 
than usual 

1 
18 

GHQ Been getting scared Not at all No more Rather more Much more 
12. or panicky for no 0 than usual than usual than usual 

good reason? 0 1 1 

GHQ Found everything Not at all No more Rather more Much more 
13. getting on top of 0 than usual than usual than usual 

you? 0 1 1 

GHQ Been feeling nervous Not at all No more Rather more Much more 
14. and stnmg-up a l the 0 than usual than usual than usual 

time? O i l 

19 

20 

21 

Have vou recently; -

GHQ Been managing to More so Same as Rather less Much less 
15. keep yourself busy than usual usual than usual than usual 

and occupied? 0 0 1 1 

GHQ Been taking longer Quicker Same as Longer than Much longer 
16. over things you do? than usual usual usual than usual 

0 0 1 1 

GHQ Felt on the whole you Better than About the Less well Much less 
17. were doing things usual same than usual yvell 

Twa? 0 0 7 J 

GHQ Been satisfied with More About same Less Much less 
IS. the way you've satisfied as usual satisfied satisfied 

carried out your 0 0 than usual 1 
task? 7 

22 

23 

24 

25 

11 



lA. 
More so 

than usual 
0 

Azme ay 
usual 

0 

Zgff z(ge/W 
Aon wifoZ 

1 

A&cA Zgff 

1 

26 

(3IQ Fdtoqmbkof &mmew A&cAk^ 
2& makmg Hwisinng ^ 

about tlmgs? 0 0 1 1 
27 

C3DQ ]BMmabktoaqoy 
21. your normal day-to- than usual 

day acthides? 0 

Have vou recently; 

GHQ Seen thinking of Not at all 
12. yourself as a 0 

worthless person? 

GHQ Fdt that life is Not at all 
23, entirely hopeless? 0 

Same as 
usual 

0 

No more 
than usual 

0 

No more 
than usual 

0 

Less so than 
usual 

1 

Rather more 
than tisual 

1 

Rather more 
than usual 

1 

AAfcA Zggf 
than usual 

1 

Much more 
than usual 

1 

Much more 
than usual 

1 

28 

29 

30 

GHQ Felt that life isn't Not at all 
24. worth living? 0 

No more 
than usual 

0 

Rather more 
than usual 

1 

Much more 
than usual 

1 
31 

GHQ Though of the 
25. possibility that you 

might make away 
with yourself 

GHQ Found at times you 
26. couldn't do anything 

because your nerves 
were too bad? 

Definitely 
not 
0 

Not at all 
0 

I don't think 
so 
0 

No more 
than usual 

0 

Has crossed 
my mind 

1 

Rather more 
than tisual 

1 

Definitely 
have 

I 

Much more 
than usual 

1 

32 

33 

C3B) PMmdywmmdf 
27. wishing yon were 

dead and away from 
it an? 

Not at all 
0 

No more 
than usual 

0 

Rather more 
than tisual 

1 

Much more 
than usual 

1 
34 

GHQ Found that the idea 
28. of taking your own 

life kept coming into 
your mind? 

GEQZP. 

Definitely 
not 
0 

1 don't think 
so 
0 

Has crossed 
my mind 

1 

Total score = 

Definitely 
have 

1 
35 

36-37 

12 



Appendix X: - Baseline interview schedule (6rst draft) 

Interview Schedule for carers' study (baseline) 

1. Do you had any illnesses or disabilities at present? 

Carers' perception of their role 
2. In what way have you coped with (patient's name) stroke? 

3. What role do you think you will play as (patient's name) main carer? 

4. What do you think will be the main difficulties in caring for your (patient's 
name)? 

5. How do you think caring for your (patient's name) will affect your own life? 

{social 
prompts (physical 

{emotional 

Carers' perception of social support 

6. Who gives you most of your emotional and physical support? 

7. If you wanted to go to the shops or the hospital, who would you ask? 
- how often could you ask them 

Carer's perception of service provision 

8. What expectations do you have about the therapy that (patient's name) will 
receive at home/day hospital? — 

- preferential treatment - reasons why? 
- issues of respite 

- education and involvement of carers in rehab process 

Carers' perception of the future 

12. How do you think your role as a carer might change in another 6 months from 
now? 

jtsl/dss/oarer 
23.09^6 
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Appendii XI: Six month foHow-np interview schedule (Grst draft) 

Interview Schedule for carers' study (follow-up) 

1. What role have you played as (patient's name)'s main carer over the last 6 

months? 

2. How has caring for (patient's name) affected your own life? 

3. What have been the main difficulties in caring for (patient's name)? 

Carers' perception of social support 

4. Where have you got most of your emotional and physical support from? 

5. Over the last 6 months, if you had wanted to go out e.g. the shops, who have 
you asked? 

Carers' perception of service provision 

6. How have the expectations that you had about the therapy been fulfilled? 

7. How has having (the patient's name) therapy done at home/the day hospital 
affected your life? 

- what were the good things about it for you? 
- what were the bad things about it for you ? 

8. What other kind of help would you have found useful in coping with (the 
patient's name) stroke? 

Carers' perception of the future 

9. What are your expectations of your caring role over the next year? 
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Appendix XH: Summary of pilot interviews 

DSS 5023. Date of interview: 06.08.96. 6 month. 

Caring role 
To feed him a proper diet and arranging doctor if he had problems as husband got confused. 
Important role was to keep husband cahn and not agitated. Alsd/helped husband in exercising, going 
for short walks. Freq depended in time of year, in summer, approx 4x/week, in winter, husband 
occupied himself in shed. 

Life affected by caring 
husband restricted in his activities. Subject gives husband extra attention not to strain himself. 
Generally, caring hasn't affected social life. 

Main difGculties 

just keeping him calm. Only time when subject is distressed is when husband doesn't look too good. 

Emotional support 
Most of emotional support provided through faith (Jehovah Witness) and prayer. Some support may 
come through her daughter, husband and friends. 

Physical support 
Subject has a number of friends from her faith who take both her and her husband out Subjects 
feels that these fiiends will offer help all the time. If going shopping, can ask fiiends, who will offer 
help at any time. 

Expectations about OT/PT 
wasn't aware of what it would involve. 

Feelings post PT/OT 
Helped her alot as it gave the feeling that he can get better, imparticularly finding out what was 
wrong. They helped her with his writing. She didn't know that he had a problem with writing. 

Therapy at home 
Not so upsetting as he couldn't drive . Got on friendly terms with staff and looked forward to 
therapist coming. 

Additional help — 
No additional hrlp needed. 

Expectations of caring 
Hope he will improve. If husband got worse, it would pull her down and would not find it easy to 
cope 
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DSS 5025 Date of interview: 15.08.96. 6 months. 

Main role as carer 
Visitiiig, bnngiag down and doing clothes washing shopping No personal care, but mainly time 
consuming tasks. 

Affect on own life / 
Interruption to normal routine and visiting places that she didn't have to go before mother's stroke. 
Also having to go in her mother's home eveiy day, so had to curtail certain things that she would 
have usually have done. Changes to life have been minor and manmage to juggle her time. 

Main difficulties 
Juggling time. No major physical problems to do things. Generally able to cope. 

Emotional support 
Uses her own resources. Sister lives away. Her 2 sons (late teens and early 20's) not much use. 

Physical support 
Prama care provide this. 

Expectations of phvsio/OT 
mininal amount - what she expected to happen, happened. 

Effects of therapv at home 
No effect on herself. Had mother not been able to get out, she would have preferred mother to go to 
DH, but as she was, no difference and it would have probably been better to have had therapy at 
home. One less hassle of going out 

What other help useful 
None except a 24hr carer. 

Expectation of future caring role 
Mother's leg is getting worse. She feels her role will be more involved. More contact as she would 
feel duty bound to do more than what she does now. Over the year, her input will increase. Her 
mother may go into an active rest home. 
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DSS 5026 Date of interview: 16.08.96. 6 months. 

Role in last 6 months 
Housework, cooking, shopping and looking after her eg. washing her ie. helping her to get in and 
out of the bath, dressing. Mother had previously shared these tasks before her stroke. At this point, 
mother is able to do more and can dress herself. 

Affected life '' 
No time for herself and got veiy tired Things are getting better - mother keen to do more for herself 
and able to go out more. For the first 2-3 months, she had no life. Now able to have more of life. 
She didn't feel that the health professionals didn't tell her what to expect She can leave her mother 
for longer periods of tune, but stUl needs to prepare vegetable and to plan ahead. Before the stroke, 
she had her own life and job, but this was turned upside down. 

Main difficulties 

Helping with personal care and cooking (having never cooked). Also clearing up after two brothers. 

Emotional support 
Boyfriend and an older lady friend (who took her under her arm). Needed time to be on her own and 
to go out for a couple of hours. Sometimes used to get angry. Boyfriend has been there all the time. 
Had to go out, otherwise she would have cracked up. 
Physical support 
No other support. None from mother's family. Dad helpful in getting on with his own life and doing 
his own things. 
When going to shops, initallyasked dad to keep a eye on mother. After a while, she usually told her 
motherthat she was going out for a couple of hours. 

Expectations of therapy 
Thought they (the therapists) would do a lot at home. Overall, she felt that her mother would have 
had a lot more physio (once a fomight was not adequate), she had the impression that her mother 
was left to get on with it, though physio was supportive. She wasn't happy and would have 
preferred her mother to have gone to DH - she was on her own, no-one to compete with (more 
motivated in a group) and she (the daughter) would have had a day free. At DH, both would have 
had a break. 

Other help 
someone to talk to; she felt isolated, it was an effort to make contact with the stroke club .Mother 
didn't make the progressshe thought she would and it would have been nice to have had a person eg. 
counsellor who had initated the first contact, was in the background. 

Future expectations. 
Expects mother to make gradual progress, so that she (the daughter) can slowly get back to her own 
life. If mother takes a turn for the worse, she couldn't take it again and she wouldn't stay at home. 
Would have liked more information about mother's other medical conditions ie. diabetes as she felt 
unprepared. 
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DSS 5060 Date of interview: 0208.96. Baseline. 

Physical 
Not good. Suffer from arthritis, angina and has suffered from heart attack in 1991. Overthe last 
month, it has been worse and she is also suffering from stress. Slightly worse, but coping. 

Coming to terms with husband's strokes 
had to accept it. Very sorry for him. Nobody's fault Had to accept it as a fact of life. Nothing I 
could have done about it 

Expectations 
Wants to help him in every way possible. She wants to do the personal and practical help. 

Main difficulties 
Her husband's weight would present one problem. She would not be able to help him struggling out 
of bed, but maybe able to steady him. She wouldn't have the strength to push him in the wheelchair 
up the hill. 

Coning with difficulties 
Will push herself as far as she can. She has been given help to dress him in the morning and to put 
hi in bed at night as both activities require a lot of bending which she is not good at. If he can walk, 
she will do all practical jobs, except these heavy ones. 

If his mind wanders and he forgets that he has had a stroke, it is difficult to remain calm as she 
doesn't want him to see him cry. 

How will caring for your husband affect vour life 
Don't know. Doesn't see a great problem inside the house and hopes that he wiU get a bit better. He 
is losing his eyesight, frustrating for both of them as they have led busy lives and now, he can't 
read. Her social life has already been affected due to her poor health. Don't go out, but quite 
content 

Emotional support 
Can speak to Minister openly about anything - get alot of guidance. Also has a lady friend that she 
got to know through the church, but she wouldn't go to many people for help. For physical health, 
she would go to the doctor. 

Physical support 
Nobody as neighbours are both elderly and family is lOO's miles away. If she wanted to go to the 
shops, husband could be left on his own for a short time (about 1.5 hr). If it was for a few hours, she 
would ask friends, maybe lady next door, but would mainly not bother people except if she was 
away for more than 2 hours. There would be enough friends in the church and Rotary to draw from. 

Expectation about therapy 
She would prefer DH cos:-l) husband is stuck in house. By going to DH, he is uplifted by seeing 
and meeting different people and can share worries and can share problems, instead of only seeing 
just her. Husband has always been a social person. DH will also give her a little break in the 
knowledge that he is in good hands and can do what she wants to do, even if it is only sleeping. It is 
bound to be good for him to get out rather than be surrounded by these four walls. 

How much would you like to be involved in rehab process 
Not at all. Taking care of him is as much as she can cope with She doesn't think she can give more 
physical help due to the state of physical health. However, would like to know how to handle him 
properly and also so that she doesn't hurt herself. OT and physios coming from hospital - she wants 
to know what moods he has to do - getting out of bed. 

Role change 
Hopes that he wiU get better. If it gets worst, wiU first speak to doctor. 
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DSS 5062. Date of interview: 02.08.96. Basdine. 

Health 
Good. No illnesses or disabilities at present. 

Coping with mother's stroke / 
Has been preparing as there has been a gradual deterioration in her mother's abilities to do day to 
day things. She has organised her life to suit the circumstances. 

Role 
Care for her mother is divided into 3 people; herself, her nephew & partner and her sister. Her role 
is to cover everyday needs such as washing, to help prepare meals and to see if she is eating OK. 
Mother is also having meals on wheels. She is going in 3 times/ week. Nephew is providing 
overnight cover and sister is providing remaining cover. 

Main difficulties 
1) Making mother understand her own limitation as she still wants to do things her own way, but 
can't perform these tasks. 
2) Fitting it into existing family committment and trying to balance the time between her own 
family and fitting this with caring for her mother. 

Affecting life 
Mother's stroke was the immediate cause of her giving iq) her full-time job, but will need to return 
to part-time work to help support her son in college. 

Physical problems 
None 

Emotional problems 

Painful to see an independent person, the one who cared for you, have the situation reversed. 

Emotional support 
mainly husband as sons are too busy leading their lives and she is not close to her sister. 
Physical support 
neighbours of mother say they are willing to help her with her mother when necessary. 

Expectations 
She hopes that thenqjy will improve mother's mobility and give a chance for practicing speech. 
Also feels that day hospital will give mother a chance for 'social therapy' as her mother enjoys 
talking to others and there wiU be a chance to talk with others. 
She would prefer her mother to go to DH as it would give her a spare day and time to think of her 
own family instead of the caring role. 
Helping her to do the things that she can do. However, she would not like to be involved in the 
rehab process, rather leaving that to the professionals and generally feels that enough information 
has already been given. 

Role change 
It could go either way. If mother got worse, it wouldn't be possible to give her more care than she is 
already providing. If further care was necessary, it would have to be provided by home care or rest 
home. 
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DSS 5064 Date of interview: 16.08.96. Baseline. 

Health 
gets tired more often, but generally all right No illness to date. 

Coping 
Married to husband for 43 years and never parted. Generally doesn't panic and copes well 

4 
Role as carer 
Often dresses husband and washes his back, gets breakfast and meals. Once dressed, just sits there. 
Generally doing what's she's been doing for 43 y, except washing and dressing him. 
Shock of stroke knocked her over. 

Main difficulties 
Now improving, though his peg is his main difficulty - when he was getting a blockage in his water 
though he is improving on that, but can call district nurse on that. 

Affect on own liFe 
Had to give up work earlier than anticipated though at 76 y, she couldn't have gone working 
forever. Never usually goes out often, only to the local pub. Used to visit sister, but since stroke, 
they visit her at her home. Apart from that, life is the same. 

Problems for physical tasks 
None, but getting more tired. Husband is more mobile than others. 
No need for additional help, but has got a neighbour who would help and can also call a district 
nurse. 

Physical support 
No-one. 
Only goes shopping if husband goes up to the DH - she uses husband's visits as respite, but if 
husband stops going to DH, wouldn't know who to ask (perhaps neighbours or son in an 
emergency). 

Expectations about therapy 
Doesn't know what he's having done.and on going on what she is told. Wouldn't like further 
involvement as she wants hitn to mix with others so little involvement. Rather he went on his own. 

Role change 
Don't know though he is improving. Doesn't know what to think if he gets worse. 
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Appendix XIII: Baseline interview schedule (Snal draft) 

Ozrer$ ̂  AgaAA 
1. How has your health been over the last month?): 

2. Do you have any illnesses or disabilities at present? 

3. How have you come to terms with (patient's name) stroke? 

4. As (patient's name) main carer, what do you expect to do? 

5. What do you think will be the main difficulties in caring for your (patient's 
name)? 
6. How do you think caring for your (patient's name) will affect your own life? 

{social 
prompts {physical 

{emotional 

Carers' perception of social support 

7. Who gives you most of your emotional support? 

8. Who gives you most of your physical support? 

9. If you wanted to go to the shops, who would you ask? 

- how often could you ask them 

10. If you wanted to go to the hospital, who would you ask? 

Carer's perception of service provision 

11. What expectations do you have about the therapy that (patient's name) will 
receive at home/day hospital? 

(what is their understanding of the therapy provided? 
( what do they define as a good service? 
ie in your opinion,what would you call a good service? 

Prompts (which treatment would you prefer the patient to have - why? 
- issues of respite 

12. How do you see your role changing in the next 6 months? 

jtsl/dss/carer 2 6 5 
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Appendix XIV: Six month foUow-np interview schedule (Gnal 
draft) 

(/b/Zow-z/^ 

C a r e r g ' f A w ro/g ; 

1. What role have you played as (patient's name)'s main carer over the last 6 

months? 

2. How has caring for (patient's name) affected your own life? 

3. What have been the main difficulties in caring for (patient's name)? 

Carers' perception of social support 

4. Where have you got most of your emotional support from? 

5. Where have you got most of your physical support from? 

6. Over the last 6 months, if you had wanted to go out e.g. the shops, who have 
you asked? 

Carers' perception of service provision 

1. What expectations did you have about the physiotherapy /OT. 
- what is their understanding of the therapy provided? 

8. Have these expectations been fulfilled? 
-If yes, ask how? 
-If no, ask why? 

9. How has having (the patient's name) therapy done at home/the day hospital 
affected your life? 

- what were the good things about it for you? 
- what were the bad things about it for you ? 

10. What other kind of help would you have found useful in coping with (the 
patient's name) stroke? 

Carery' (kg 

11. What are your expectations of your caring role over the next year? 
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Appendi% XV - Baseline coding frame (Version I) 

Baseline 
Main theme 

Health problems 

Role expectation 

Categories 

presence of chronic illnesses 

care organisation 

Support structure family 
(physical & emotional) 

friends 
neighbour 
Social Service worker 
external paid worker 

coming to terms with acceptance 
the stroke 

difficulties/impact of 
stroke 

sub-categories 

social activities 
personal self-care 
domestic tasks 

daughter 
son 
sibling 

future expectations 

service provision 

fatalism 
experience: previous stroke 
experience: other illnesses 
physical support 

lack of time for oneself 

organisation of care post-work 
constant need to be supportive 
problems associated increasing age 
interrupted nights 
loss of previous life together 
role reversal 
no social life 

no improvement 
uncertain of future 
dependent on recovery from stroke 

understanding of therapy 
expectation of therapy 
advantage/disadvantages of day hospital 
advantages/disadvantages of domiciliary 
understanding of good service 
professional status 
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Appendix XVI - 6 month coding frame (Version I) 

6 months 
Main themes Categories sub-categories 

Role of main carer care organisation / social activities 
personal self-care 
domestic tasks 
medical care 
encouragement and 
support 
financial/paperwork 

Support structure family daughter 
(physical & emotional) son 

sibling 

neighbour 
Social Service worker 
external paid worker 
carers groups 
no person identified 

more respite 
greater contact with primary care 
more physical help 
(general or specific) 

difficulties/impact of lack of time for oneself 
stroke 

physically tiring process 
loss of previous life together 
inability to talk to close kin 
'not to be a burden' 

bureaucratic difficulties 
with payments 
complex medications 
physical difficulties 
inability to invite friends 
need to organise care 
if leaving survivor by themselves 

loss of routine 
difficulty of maintaining friendships 
limited transport facilities 
if survivors was main driver 
problems associated increasing age 
loss of job 
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role reversal 

no improvement 
uncertain of future 
dependent on recurrance of another 
stroke 
optimistic about future 
not easy with increasing age 

service provision understanding of therapy 
expectation of therapy 

advantage/disadvantages 
of day hospital 

advantages/disadvantages 
of domiciliary 

hoping for improving 
no expectations 
help to consolidate skill 
base 
acceptance of 
professional dominant 
role 

good for survivor to mix 
with others 
space and rooms to carry 
out therapy 
respite from daily routine 
of care tasks 

convenient and more 
comfortable 
carer support during 
therapy 
carer education during 
therapy — 

understanding of good service 

acceptance of dominant status of 
therapists 

miscellaneous uneasiness of leaving husband 
at home 

unfair system of spending savings 
on care 
unwilling to involve family further. 
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Appendiz XVII: Baselme coding (Version II) 

Cat No. 

Health problems 
1 presence of chronic illness ^ 

p 
coming to terms with the stroke 

2 acceptance 
3 fatalism 
4 experience: previous stroke 
5 experience: other illnesses 
6 physical support 
7 support network (friends, relatives, others) 
8 involvement in other activities (ie. watching TV) 

Role expectation 
9 organise care from outside services 
10 social activities 
11 personal self-care 
12 domestic tasks 
13 medical care 
14 encouragement (and support) 
15 shopping 
16 financial/paperwork 

difficulties of caring for stroke 
17 no real difficulties 

general issues 
18 lack of time for oneself 
19 organising care when tired 
20 physicailY tiring process 
21 difficulty of maintaining friendships 
22 age-related health problems 
23 constant need to Pe supportive 
24 loss of routine 

specific issues 
25 interrupted nights 
26 bureaucratic difficulties (payments) 
27 complex medications 
28 physical difficulties 
29 limited transport if survivors was main driver 

Impact of stroke 
30 loss of job 
31 inital impact but no real change 
32 role reversal 
33 loss of previous life together 
34 no social life 
35 loss of energy 
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amount of time left unsupervised (if going out) 
36 none of the time 
37 a little of the time (up to 1 hour) 
38 some of the time (1-6 hours) 
39 most of the time (> 6 hours) 
40 never free from 24 hr caring comittment /-

Support structure (emotional) 
family 

41 daughter 
42 son 
43 sibling 
44 other relatives 
45 stroke survivor 
46 neighbour 
47 friends 
48 Social Service worker 
49 external paid worker 
50 carers groups 
51 no person identified 

Support structure (physical) 
family 

52 daughter 
53 son 
54 sibling 
55 other relatives 
56 stroke survivor 
57 neighbour 
58 friends 
59 Social Service worker 
60 external paid worker 
61 carers groups 
62 no person identified 

service provision 
understanding of therapy 

63 no/little understanding 
6 4 some understanding (OT/PT involved in rehab) 
6 5 good understanding (OT/PT definitions) 

expectation of therapy 
66 no expectations 
67 specific physical improvement (eg. limb movement) 
68 general physical improvement 
69 help to consolidate skill base 

advantages/disadvantages of day hospital 
70 good for survivor to mix with others 
71 space and rooms to carry out therapy 
72 respite from daily routine of care tasks 
73 equipment Is more accesible 

271 



advantages/disadvantages of domiciliary 
74 convenient and more comfortable 
75 carer support during therapy 
76 carer education during therapy 
77 acceptance of professionals dominant role 

understanding of good service 
78 no hassles with transport 

involvement with therapy 
79 some involvement 
80 no involvement 

future expectations of caring role 
81 no improvement 
82 uncertain of future 
83 dependent on recovery from stroke 

others 
84 unwilling to involve close kin for more help 
85 inital confusion when stroke occurred 
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Appendix XVIH: 6 month coding frame (Version II) 

Cat No. Categories 

Role of main carer 
1 organise care from outside services 
2 social activities 
3 personal self-care 
4 domestic tasks 
5 medical care 
6 encouragement (and support) 
7 shopping 
8 financial/paperwork 

difficulties of caring for stroke 
9 no real difficulties 

general issues 
10 lack of time for oneself 
11 organising care when tired 
12 physically tiring process 
13 difficulty of maintaining friendships 
14 age-related health problems 
15 constant need to be supportive 
16 loss of routine 

specific issues 
17 interrupted nights 
18 bureaucratic difficulties (payments) 
19 complex medications 
20 physical difficulties 
21 limited transport if survivors was main driver 

Impact of stroke 
22 loss of job 
23 inital impact but no real change 
24 role reversal 
25 loss of previous life together 
26 no social life 
27 loss of energy 

amount of time left unsupervised (if going out) 
28 none of the time 
29 a little of the time (up to 1 hour) 
30 some of the time (1-6 hours) 
31 most of the time (> 6 hours) 
32 never free from 24 hr caring comittment 
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Support structure (emotional) 
family 

33 daughter 
34 son 
35 Sibling 
36 other relatives 
37 stroke survivor ' 
38 neighbour 
39 friends 
40 Social Service worker 
41 external paid worker 
42 carers groups 
43 no person identified 

Support structure (physical) 
family 

44 daughter 
45 son 
46 sibling 
47 other relatives 
48 stroke survivor 
49 neighbour 
50 friends 
51 Social Service worker 
52 external paid worker 
53 carers groups 
54 no person identified 

Service provision 
understanding of therapy 

55 no/little understanding 
56 some understanding (OT/PT involved in rehab) 
57 good understanding (OT/PT definitions) 

expectation of therapy 
58 no expectations 
59 specific physical improvement (eg. limb movement) 
60 general physical improvement 
61 help to consolidate skill base 

fulfilment of expectation 
62 fulfilled 
63 not fulfilled 
64 unable to comment 

274 



advantages/disadvantages of day hospital 
65 good for survivor to mix with others 
66 space and rooms to carry out therapy 
67 respite from daily routine of care tasks 
68 equipment is more acceslble 
69 convenient and more comfortable / 
70 carer support during therapy ' 
71 carer education during therapy 

72 acceptance of professionals dominant role 

Helpful support 
73 more respite 
74 greater contact with primary care 
75 more physical help (general or specific) 
76 more information from health professionals 

Future expectation of caring role 
77 no change 
78 less role 
79 worsening role 
80 uncertain future 

other 
81 unfair system of spending savings on care 
82 unwilling to involve family further. 

number of strokes 
83 first 
84 > 2 stroices 
85 not mentioned 
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Appendix XIX: Instructiozi sheet to raters 

Title: Testing the Validity and Reliability of two sets of coding frames to be 
used in the content analysis of baseline and six month interviews 

Background: A study looking at the impact of two different models of stroke 
rehabilitation on carers' quality of life was carried out between May 1995 - March 
1998. As part of this study, qualitative methods were used to explore carers 
perceptions on different themes involving coping and caring for a person with 
stroke and stroke services. 

To analyse these qualitative interview data, it was decided to use content analysis. 
The first stage of analysis involves the construction of two coding frameworks, one 
for the baseline and the other for the six month interviews. Categories for each 
schedule was obtained by going through the transcripts of the first four people 
interviewed both at baseline and at six months, selecting categories from different 
part of the text and describing these in a few words. These categories were then 
grouped together in underlying themes. The initial list of categories forming the 
framework for baseline and six months were compared to enable categories from 
some themes to be amalgamated together to produce a comprehensive list of 
categories. 

These schedules will initially be given to two researchers and the author to assess 
their inter-rater reliability and using these results, the schedules will be modified 
and given to another two researchers. This process will continue until concordance 
between the three raters is 60%, but it is anticipated that two sets of analysis should 
be sufficient to achieve 60% concordance. These coding schedules, once they have 
been checked for validity and reliability, will be then used in the coding of the 
remaining interviews. 

Aims: To test the reliability and validity of the two coding frameworks designed by 
a health services researcher to analyse interview data from baseline and six month 
interview data. 

Sample: A minimum of four researchers working in the field of health services 
research, but independent of this carer study were asked to take part in the testing. 

Materials: 

Two transcripts of interviews conducted at baseline (participants 5073, 5075). 

Two transcripts of interviews conducted at six months (participants 5036, 5042). 

One coding schedule to analyse the baseline interviews. 

One coding schedule to analyse the six month interviews. 
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f7'OCĝ &/7'g.' 

1) Go through both coding schedules to familiarise yourself with the different 
themes and categories. Each theme is listed numerically and I have tried to 
arrange them in sequential order to correspond to the order that it should appear 
in the interview, though it may not happen in many cases. 

In both schedules, I have tried to keep the same numbers for the same themes, 
but please note the following three points 

i) Six month coding schedule starts at category no. 9 
ii) the theme numbers of both baseline and 6 months coding schedules differ at 
category number 61. 
iii) Please note the instructions for coding the section "Social Structures"; 
category no 46 - 55. 

I have also combined the sections on "difficulties on caring" and "impact of 
caring" together into one section, following responses from the first set of 
analysis. I have sub-divided this section into physical, social, psychological and 
amount of time left unsupervised. I would appreciate any comments you have 
about these new codes i.e. appropriateness of sub-categories. 

2) Starting from the beginning, read through each interview and code every 
sentence in bold text (representing carer's perceptions), using the categories 
from the appropriate coding schedule i.e. use the 6 month schedule to code the 
6 month interview data. 

Coding is done by selecting a category for a particular text and writing down 
the number and name of the category in the left hand column of the transcript 
(see example sheet). Please note that some sentences may have more than one 
category. 

3) Hopefully, most of the transcript text can be coded using the schedule. 
However, there will be sentences which are either irrelevant or non-codable 
using the any of the categories. In these situations, the following instruction 
apply. 

For text which is not relevant e.g. general conversation, the weather etc, please 
code as N/A 
on the left hand column. 

For text which cannot be coded using the schedule, please code as ? and 
suggest a theme for it if possible. 

4) Each interview should take about 30 minutes to code. I would appreciate it if 
you could return this as soon as possible, preferable by Friday, 16 July 1999. 
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I appreciate your help in taking part in the validation and reliability exercise. 
Thank you very much. 

Meanwhile, if there are any comments you may have about the coding frame or 
analysis in the way it may be improved, please do not hesitate to contact me. 

Joe Low 
Research Fellow 
Health Care Research Unit 
Southampton University. 

11/07/99 
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5073 24.10.96. Baseline 

Q. How has your health been over the past month? 

A. Well not too bad considering not too bad but I get very tired. You see 
because I get up three or four times in the night to attend the misses 

understand, that's what it is and when you get tired all I want to do is keep 
sleeping in the daytime. I sleep in the afternoon. Now this morning I got up 
at 5.30 and she wanted to come and sit in the chair so I put her in the chair 
but I went to sleep in the end for an hour until about 7. Then I made myself 
a cup of tea but even then, even now I still feel tired - it does affect you don't 
it? understand? if you don't get a proper rest or sleep it will affect you 
because I am getting a bit old now. 

Q. Do you have any illnesses or disabilities at the present? 

A. No, well I had the flu last week and I fielt rough but since then it seems to 
have worn off now. It 's not too bad. 

Q. Well do you think you have any disabilities, other disabilities? 

A. Well I don't think I have. 

Q. Your wife has had a stroke recently, how have you come to terms with it? 

A. Well I don't know how do you mean? worry about it or what? 

Q. No, come to terms with your wife's stroke; no, how have you dealt with your 
wife's stroke? 

A. Well I have had to deal with it because I am the only one here understand I 
am the only one here to help her. I give her some porridge this morning, and 
dinner time the lady next door she comes in and makes her a bit of a 
sandwich or something like that but she doesn't eat a lot doesn't eat much. 

Q. But in terms of cope - 1 mean like obviously 

A. I can't go out and do my gardening because I can't leave her - see what I 
mean 

Q. How have you dealt with the fact that your wife has had a stroke within yourself 
- how have you coped? 



A. Well I have had to cope haven't I? 

Q. How long have you done that? 

A. Well by just looking after her see what I medh. I mean I don't go out at all 
unless there is somebody here see what I mean? 

All right, yes 

Q. As your wife's main carer what do you expect to do? 

A. Well do everything really, to look after her, to feed her and look after her, 
you can't just leave a person like that, now you see you can't go out can I, 
you can't go out because she is in here, the only time I can go out is when 
the woman comes in nest door and she sits with her a looks after her, 
other than that I am in here like a prisoner - a prisoner of war. 

Q. So that you are saying in terms of what you do you do everything. 

A. Well I don't do everything - 1 mean I sometimes do a bit of washing up now 
and again. But I have another woman that comes in who tidies up, hoovers 
around that's what she does. 

Q. How often does this woman come in? 

A. Well she comes in - now she might be in today about 4 o'clock when she 
finishes work see. She comes in for an hour or so and then goes home again 
because they have there own life to live haven't they? You don't expect the 
woman to keep coming in here. Well she comes in she is very good - I pay 
her - I have to give her a few bob. Well, these people don't come in for 
nothing, you know, so I have to give her some money. It 's a bit of a problem, 
( ) you see, I can't go out and leave her on her own so I am stuck in here. 

Q. So in terms, that you said you did everything. 

A. Mostly, a bit of grub through my stomach. 

Q. You do a bit of cooking 

A. I do a bit of cooking. 

Q. Do you do any other things for your wife? 



A. Well I keep taking her to the toilet when she wants to go there's nobody else 
I have to take her to the toilet and bring her back. Well she goes to the 
toilet half a dozen times a day - she has those water tablets - she's been 
taking them of course what it amounts to she wants to go to the toilet, so I'm 
here to take her to the toilet and bring her back again - it's a full time job, 
see what I mean. 

Q. See if I have got this right. So basically you help with a bit of cooking, you help 
with a bit of washing and take your wife to the toilet. Do you help to bath your 
wife or not? 

A. No I don't like to, the woman that comes in does that - Tve got a shower and 
theygo in and give her a shower. They came in yesterday afternoon and gave 
her a shower. So she wasn't too bad like that, she's reasonably clean. 

Q I have mentioned the four things earlier on, is there any thing else that you do? 

A. Well all I do more or less is look after her stop indoors that's all I can do 
isn't it? 

Q. What are the main difficulties in caring for your wife? 

A. The main difficulties? 

Q. What do you think is difficult in looking after her?. 

A. Well I am getting a bit old to look after anybody understand? But other 
than that I don't know how to work that one out. Things are difficult when 
you have got somebody just sitting down all day long, understand, and they 
can't help themselves - see what I mean. I have got to be here every day. 
The woman next door came in this morning and had a little chat - now shes 
gone again, they don't come in for long, see how things are then they are 
gone. It 's a bit of a problem really. 

Q. This next question I am going to ask you how do you think caring for your wife 
will affect your own life? you mentioned somethings like you can't go out 

A. Well you can't go out, can I. It's reasonable, ain't it, you can't go out unless 
someone is here. When I do go out they stop in here for an hour or so, I go 
and get the rations, a bit of bread and stuff like that 

Q. You talk about getting the rations, what do you mean by getting the rations? 



A. Well I have to get bread and the milk things like that for the day, the next 
day - 1 have to go and get it nobody else does. I have to go to Tesco and get 
the rations. 

Q. You said that you have to take your wife to the toilet? 

A. I do take her to the toilet all day, mostly all day. She goes to the toilet about 
sii times a day understand - so I am here all the time when she wants to go 
to the toilet. Now she*s been to the toilet this morning, the nurse washed her 
- washed her face. Now about every half hour/hours time she wants to go to 
the toilet again, so Fm lumbered I have to keep taking her to the toilet so 
that's it. 

Q. Is there any other physical tasks? 

A. No No. 

P. In the night 

A. Well in the night she wants to go in the night, we don't have anyone in the 
night, but she's calling out for a neighbour about 2 o'clock in the morning 
"come and help me", I can hear her in the next bedroom so I had to go in 
and she wants to sit up out of bed. 

P. I was in great pain last night 

A. She has been in pain in her foot and her ankle, had the cramp, so I give her 
that deep spray 

Q. Can I ask who gives you most of your emotional support? Does anybody? What 
do I mean by emotional support? ^ ^ 

A. How do you mean emotional support? 

Q. Basically if you feel you want to cry or you feel lonely 

A. Oh no Tm not like one of them am I? 

Q. Or if you feel that you need 

A. I can put up with, put up with it actually speaking, I can put up with these 
things 

Q. Or if you feel down in the dumps let's say who would you go to. 



A. I can't go to nobody, you carry on don't you 

f c o / M g 

A. What do you mean ) 

f . 

A. Well, my brother, he phones up from Canada about 3 or 4 days ( ) just to 
find out how she is, but that's all. 

Q. Is there anyone else you can go to for emotional support. 

A. No No, it isn't a case.... I can't understand what you mean 

Q. OK is there anyone else if you felt down in the dumps. 

A. Oh Tm always down in the dumps, aren't I? (laughs) 

Q. You talked about helping your wife go to the toilet, let's say if you had to lift her ? 

A. well I don't, she fell on the floor twice and I sent for the ambulance, she was 
sitting here one day and she slipped on the bed, she thought she was in bed 
on the floor - so I called the ambulance - they have been a couple of times. 
She was in the seat one day and she fell over the floor so I called the 
ambulance. The nurse came a fortnight ago I don't see any of those people, 
know what I mean, you don't see them. The nurse, if they came once a week 
it would be all right, but they have not been in this week and today's 
Thursday. If they come in to see how she was it would be a different thing 
wouldn't it. Now the Social Services they came in to see me and they said 
they would get me a girl to come in the morning - now the girl she comes in 
for half an hour you understand, she's only here for half an hour looks at 
her she took her to the toilet give her a little wash and she's finished - she's 
away and gone. You can't do much in half an hour. 

Q. So basically, for help like that, it's Social Services, Social Services sent someone 
in. 

A. Yes, they did 

Q. Is there anyone apart from Social Services, is there anyone local who may help, 
anyone who lives nearby you? 

A. This is what I say, well the woman who comes in here, she goes to work, and 
she comes in about 11^0-12.00 to see how things are and then she goes 



home, because she has her own family to look after see, they are not in here 
all day - they come in for an hour or so and then they are gone. 

Q. If you needed any physical help would you ask? 

A. I don't know about physical help. 

P. Chris ( ) 

A. Oh physical help, guys that are physical help and working. 

Q. Yes, if you needed some physical help to do the gardening 

A. Oh yes I have an old fnend of mine he is an old pensioner, he is 74 and if I 
wanted anything to be done he would come and do it for me, but I manage 
to do most things myself. 

Q. If you wanted to go to the shops would you have to ask anyone, you talk about 
going to get the rations, do you have to ask anyone to stay here with your wife? 

A. Oh yes, I can't go rations unless there is someone here 

Q. Who would you ask? 

A. Well this woman, my neighbour nest door - Betty next door - she comes in if 
I say I want to get the rations and they stay here with her and they say they 
will be here half an hour or so and I go and get the rations. 

Q. How often would you ask? 

A. Well you don't ask them too much do you. 

Q. Well how often would you ask them 

A. What in the week? 

P. Well she comes in and she says she is going shopping ( ). 

A. Sometimes she might bring in some stuff! 

P. Sometimes she stays here while he ( ) 

A. There always has to be someone here to look after her. You can't just leave 
her on her own. The telephone rings or someone comes to the door. I have 
got to be here. 



Q. So basically if you want to go out to the shops you have to rely on someone 
being here and ask someone next door to stay here and someone do the shopping 
for you. And how often could you ask them, about once a week or more than 
that. 

/ • 

/ 

A. Yes more than once a week ( ),and this woman's, the next door's, the 
husband's been ill and in hospital, understand, he was a prisoner of war, he 
has got to have an operation on his stomach or something or other, so she 
can't leave him too long, understand, ( ) what's why she can't leave him too 
long because he's a bit of an invalid and he's 78 so she's more or less 
indoors all the time, just pops in now and again to see how things are and 
then she's back home. 

A. Just say you had to go to the hospital who would come in.? 

A. Well I would have to ask someone here to look after her 

Q. Would it be the same person? 

A. Sometimes or the other one who comes in an does a bit of hoovering and 
cleaning she would stay for an hour. 

P. Your sister? 

A. My sister-in-law who lives in Wareham, but the last time we saw her was 3 
weeks ago. She doesn't come down, it's too far to travel Well, she's over 80 
so it stands to reason she is not a young woman she comes up to see you, 
perhaps tomorrow she comes to see her. 

Q. So basically if you had to go to hospital? 

A. I would have to ask someone to look after her while I am out. 

Q. And that someone else would be your next door neighbour or the other one that 
does a bit of cleaning for me. 

A. Yes, that's right. 

Q. Do you remember the girls in the blue trousers and the green trousers? 

A The nurses you mean? 



Q. Not nurses they are health workers, but they wear green trousers and blue 
trousers and white tunics. 

A. No this woman came in here Sodal Services and she came in here about 
fortnight ago or 3 weeks ago and they got a ^ght nurse to come here for 3 
nights. 

Q. I am more talking about, do you remember Amanda and Therese. Girls, woman, 
early 30's 

A. What is she physiotherapist, was she a young girl? 

Q. Yes 

A. Yes she came in here last week 

Q. What expectations do you have about the physiotherapy and occupational 
therapy that your wife receives at home? 

A. Well she hasn't had nothing yet 

Q. Well what expectations did you have beforehand? 

P. well I expected it would he massages. 

A. well if she could have given her massage or something like that but these 
girls they just come in and say well how are you getting on - oh yes try the 
thing and then they are just gone again. 

Q. What do you understand they would be doing? 

A. You can't give her a massage, can you 

Q. What do you think they should be doing? 

A. Well I don't know myself don't know much about this physiotherapy 

P. Massage the knees, exercise on the shoulder I am having trouble with. 

A. you see these people, they just come in, spent half an hour and have a little 
chat to you, very nice, tries this out see if she can be walk about and then go 
home - that's all they do. 

Q. I mean what would you call a good service? 



A. There is no service at all is it - yes I know what you mean. 

A. They send me a bill now the Social Services, the woman that come in here 
about 3 weeks ago for 3 nights - a nurse. 

f v g T y gocxf 

A. Social Services said that yon only have enough for 3 nights but I am going to 
send you a bill for f 18 - I said to mum, what because I have to pay for that 
girl coming here? - understand? It's unusual - 1 don't mind the f 18 but that 
finishes at there, at the end of the month. 

Q. That's one issue but what would you call a good service? 

A. Well I can't see any good service here to tell you the truth, none at alL 

Q. Well what would you call a good service from the physiotherapy and 
occupational therapy - what would you expect? 

A. I don ' t expect anything really, because what it amounts to is not for me to 
say - these girls that come in they have a chat to you, see how you are, they 
take her to the toilet, that 's it, finished. I suppose they are here about half 
an hour and then they are gone but they don' t do nothing at all, they just 
have a little chat - but the service there is no service at all really. The nurse, 
she came here about 3 weeks ago, the nurse with the blue what the name 
and she had a chat - how are your keeping and tha t ' s about as far as it went, 
so I wouldn ' t say you have any service, would you. 

Q. Well I think I am only just talking about the physiotherapy and occupational 
therapy, just interested in that service. 

Q. If you had a choice would you prefer having the treatment done at home? 

A. If I had a choice, and I won the lottery I would pu t her in a home - a care 
home or something like that - it 's the only way. If I had the money I could 
afford to put her in a home. But this care centre, they are supposed be 
taking her to a care centre but when, I don' t know. If they put her in a care 
centre just for the morning that would give me a break. If they could pick 
her up and put her in the care centre for the morning or the afternoon as 
the case may be, I could go out then? 

Q. So you would prefer if you wife had treatment in the day hospital? 



A. If she had treatment in the day centre, it would be all right. 

Q. Because you could go out? 

A. Yes, I could go out couldn't I? 

Q. Do you in anyway want to be involved in your wife's exercises or not - being 
shown how to do the exercises. 

A. I don't know about eierdse - 1 don't know what exercise she can do because 
she can only just about walk - so what eierdse can she do? 

Q. How do you see your role changing in the next six months? 

A. In si% months well I don't know, I shall be in the box in 6 months. I used to 
belong to the Woolwich but I don't know. I drew the money out of the 
Woolwich to buy the shower so I am not skint, but I have only got a few 
shillings to get by. I think I can stand this - yes. I was in the army for 6 
years and that didn't kill me so I can manage this. 

Q. Do you think it will get worse - the caring role that you do? 

A. I can't see it getting any better - she is no better now than when she came 
out of hospital - see what I mean. She's swearing more, carries on at me -
get me down - but you have got to be a bit thick skinned you know - 1 take it 
as it comes. 

Q. I mean have you got anything else you want to add? 

A. No not much - so you have got that all sorted out have you? 

Q. Ending interview now. 
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Raters' response (Phase 1) 

5073 - Baseline 
P.1 sent P.1 sent 2 P.1 sent 3 p.1 sent 4 P.1 sent 5 P.1 sent 6 P. 1 sent 7 

JL ? n/a ? n/a 2 13 2 
Rater 1 {DW) 20,25 2 18 2 

. Rater 2 (LB) 25 3, 12, 57 3 
JRA U <FA> U ( F A ) U(FA) 

P.2 sent 1 P.2 sent 2 P.2 sent 3 P.2 sent 4 p.2 sent 5 P.2 sent 6 P.2 sent 7 
JL 36 11,18 12 60 n/a 12, 11 
Rater 1 (Dl/I/) 23 23 60 12 20 
Rater 2 (LB) 18, 35 12, 46/57 12 60 12 11 

PA NA PA FA U(FA5 FA PA 

P.3sent 1 P.3 sent 2 P.3 sent 3 P.3 sent 4 P.3 sent 5 P.3 sent 6 P.3 sent 7 

JL 50 ? n/a 18 ? 15 ? 
Rater 1 (DW) 51 22 15. 18 28 
Rater 2 (LB) 50 34 33,46 3 4 15 11 Rater 2 (LB) 

NA U (FA) U (FA) N A NA PA NA 
Rater 2 (LB) 

PA sent 1 P.4sent2 P.4sent3 P.4sent4 P.4 sent 5 P.4 sent 6 P.4 sent 7 P.4 sent 8 P.4 sent 9 P.4 sent 1i 

JL n/a 25 13 n/a 51 51 51 n/a n/a n/a 

Rater 1 (DW) 44 
Rater 2 (LB) 

U{FA) 
14 
NA 

13 
PA UCFA) UEIRA) U(IRA) 

43 
U(FA) 

P.5 sent 1 P.5sent2 P.5sent3 P.5sent4 P.3 sent 5 P.5sent6 P. 5 sent 7 P.3 sent 8 

JL n/a ?,59 59 60 n/a n/a 5 8 36 
Rater 1 (D'W) 28,43,59 59 
Rater 2 (LB) 59 

FA # # # PA U(FA) 
58 
PA 

36 
PA 

Rater 2 (LB) 59 
FA # # # PA U(FA) 

58 
PA 

36 
PA 

Rater 2 (LB) 59 
FA # # # PA U(FA) 

58 
PA 

36 
PA 

P.6 sent 1 P.6 sent 2 P.6 sent 3 P.6 sent 4 P.6 sent 5 p.6 sent 6 P.6 sent 7 P.6 sent 3 P.6 sent 9 

JL 57 n/a n/a n/a 36 57 n/a 60 n/a 

Rater 1 (Dl/I^ 46 57, 58 

Rater 2 (LB) 46/57 
PA U(FA> 

36 60 Rater 2 (LB) 46/57 
PA U(FA> U (FA] t j (FA) PA U (IRA) U (FA) PA U (FA) 

Rater 2 (LB) 46/57 
PA U(FA> 

P.7 sent 1 P.7sent2 P.7sent3 P.7 sent 4 P.7 sent 5 P.7 sent 6 P.7 sent 7 P.7 sent 8 P.7 sent 9 

JL n/a 57, 60 n/a n/a n/a n/a ? ? n/a 

Rater 1(DW) 
Rater 2 (LB) 

U{FA) U(fRA) U(FA) U f A ) 

67 Rater 2 (LB) 
U{FA) U(fRA) U(FA) U f A ) U (FA) U (FA) U (PA) 

Rater 2 (LB) 
U{FA) U(fRA) U(FA) U f A ) 

P.SsentI P.8 sent 2 P.8 sent 3 P.8 sent 4 P.8 sent 5 P.3 sent 6 P.8 sent 7 

JL 63 63 ? n/a n/a n/a ? 
Rater 1(DW) 63 
Rater 2 (LB) 

PA 
63 
PA U(FA} 

Rater 2 (LB) 
PA 

63 
PA U(FA} U (FA) U (FA) U (FA) 

Rater 2 (LB) 
PA 

63 
PA U(FA} 

P.9 sent 1 P.9 sent 2 P.9 sent 3 P.9 sent 4 P.9 sent 5 P.9 sent 6 P.9 sent 7 

JL 72 72 72 80 n/a ? n/a 

Rater 1(DW) 82 
Rater 2 (LB) 

U (IRA) • U(IRA) 
72 
PA NA 

16 
O FA; 

81 
U(PA) 

Rater 2 (LB) 
U (IRA) • U(IRA) 

72 
PA NA 

16 
O FA; 

81 
U(PA) 

Rater 2 (LB) 
U (IRA) • U(IRA) 

72 
PA NA 

16 
O FA; 

81 
U(PA) 

5075 - Baseline 
P.1 sent 1 P.1 sent 2 P.1 sent 3 P.1 sent 4 p.1 sent 5 P.1 sent 6 

JL 1 1 5 5 

Rater 1 (DW) 1.2 2,5 5 

Rater 2 (LB) 1,12 
PA U<FA> U IIRA) 

1 
U(PA) 

31,5 
.=,> 

Rater 2 (LB) 1,12 
PA U<FA> U IIRA) 

1 
U(PA) 

31,5 
.=,> FA 

Rater 2 (LB) 1,12 
PA U<FA> U IIRA) 

1 
U(PA) 

31,5 
.=,> 

P.2 sent 1 P.2 sent 2 P.2 sent 3 P.2 sent 4 

JL 43 
Rater 1 (DW) 62 
Rater 2 (LB) 6, 47, 49 

NA U (FA) U(FA) 
Rater 2 (LB) 6, 47, 49 

NA U (FA) U(FA) 
Rater 2 (LB) 6, 47, 49 

NA U (FA) U(FA) 

P.3 sent 1 P.3 sent 2 P.3 sent 3 P.3 sent 4 P.3 sent 5 P.3 sent 6 

JL 11 ? 53 

Rater 1 (DW) 11 53 22, 23 

RAKFGFLS; 11 

FA 

53, 58, 60 

P.\ 
RAKFGFLS; 11 

FA 

53, 58, 60 

P.\ U(Pa) 
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Raters' response {Phase 1) 

PA sent PA sent i P.4sent: P.4 sent ^ P. 4 sent i 
JL 34 60 36 36 51 
Rater 1 (Df/V) 21 15 36 21 
Rater 2 (LB) 3 4 49 3 8 3 4 

P. 5 sent P.5 sent 1 P.5sentj P.SsentA P. 5 sent i 
JL 2^ 35 67 63 n/a 
Rater 1 (DW) 47 ? 67 63 
Rater 2 (LB) 47 35 67 63 

IRA PA FA PA U (PA) 

P.6 sent P.6 sent 2 P.6 sent 3 P.6 sent 4 P.6 sent 5 P.6 sent 6 P.6 senf 7 
JL n/a ? n/a 70 72 73 79 
Rater 1 (DUV) 13/18 8 70 78 73 79 
Rater 2 (LB) 70 72 73 79 

P.7 sent 1 P.7 sent 2 P.7 sent 3 P.7 sent 4 P.7 sent 5 P.7 sent 6 P.7 sent 7 
JL 79 n/a ? 81 n/a n/a n/a 
Rater 1 (DW) 79 83 2 42,53 
Rater 2 (LB) 

PA 
81 
PA 

Rater 2 (LB) 
PA 

81 
PA 

P.8 sent 1 
JL n/a 
Rater 1 (DW) 
Rater 2 (LB) 

5036 - G months 

P.1 sent1 P.1 sent 2 P.f senf 3 P.7 senf 4 P.1 sent 5 P.f senf6 P. t senf 7 P.) senf8 p.-/ senf 9 
JL 8 52 23 ? 23 23 23 n/a n/a 
Rater 1 (DW) 8 ? 8 ? 
Rater 2 (LB) 8,4 52 23 

####! 
Rater 2 (LB) 

FA PA NA UfFA) U(iRA> UflRA) PA ####! 
Rater 2 (LB) 

####! 
P.2 sent 1 P.2 sent 2 P.2 sent 3 P.2 sent 4 P.2 sent 5 P.2 senf 6 P.2 senf 7 p.2 sent 3 

JL n/a n/a 21 n/a n/a 9 23 n/a 
Rater 1 (DW) ? ? 21 ? ? 9 9 ? 
Rater 2 (LB) 23 

P.3 sent 1 P.3 sent 2 P.3 senf 3 P.3 sent 4 P.3 senf 5 P.3 sent 6 P.3 senf 7 
JL n/a 33 33 n/a 44 n/a n/a 
Rater 1 (DW) ? 33 33 44 ? 
Rater 2 (LB) 33, 36 44,47 Rater 2 (LB) 

U (FA) FA PA U (FA) FA U (FA) 
Rater 2 (LB) 

PA sent 1 P.4sent2 P.4sent3 P.4sent4 P.4sent5 P.4sent6 P.4 senf 7 
JL n/a n/a ? 58 n/a 64 
Rater 1 (DW) 58 ? 60 
Rater 2 (LB) 33,34,44,47 56,59 56 

U(FA) U(FA) U{PA} PA U{FA) U (FA} NA 

P. 5 sent 1 P.5sent2 P.5sent3 P. 5 sent 4 P.SsentS P. 5 sent 6 P. 5 senf 7 
JL n/a ? 62 62,6 n/a 69 ? 
Rater 1 (DW) ? ? 62 
Rater 2 (LB) 62 62 69 Rater 2 (LB) 

U (FA) U <FA} PA PA • U (PA) U (IRA) 
Rater 2 (LB) 

U (IRA) 

P.6 sent 1 P.6 sent 2 P.6 sent 3 P.6 sent 4 P.6 sent 5 P.6 senf 6 p.6 senf 7 p.6 sent S 
JL 69 n/a ? 69 n/a 70 n/a n/a 
Rater 1 (DW) ? 69 69 69 
Rater 2 (LB) 69, 70 72 69 70,71 

PA U (FA) U {PA} PA U (PA) IRA U (PA) 

°.7 sent 1 ^.7 sent 2 °.7 sent 3 °.7 sent 4 °.7 sent 5 P7 sent 6 
JL n/a 75 n/a 78 ? ? 
Rater 1 (DW) 77 
Rater 2 (LB) 75 8 78 6 8 Rater 2 (LB) 

1 
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Raters' response (Phase 1) 

P. 8 sent 1 P.8 sent 2 P.8 sent 3 
JL n/a 47 n/a 
Rater 1 {DWj 
Rater 2 (LB) 78 

U ( F / V U(TRA) U ( P A } 

5042 - 5 months 
r-

P. 1 sent 1 P.1 sent 2 P.1 sent 3 P.1 sent 4 P.? senf5 P.1 sentS P. Y senf 7 
JL 2 ,4 ,5 ,6 31 8 n/a ? 22 
Rater 1 (DW) 4,7 a 22 
Rater 2 (LB) 4,7 8 22 Rater 2 (LB) 

PA U ( F ^ U(jRA) 
Rater 2 (LB) 

P.2 sent 1 P.2 sent 2 P.2 sent 3 p.2 sent 4 P.2 sent 5 P.2 se/7f 6 
JL ? n/a n/a n/a ? ?, 26 
Rater 1 (DW) 84 ? ? 
Rater 2 (LB) 8 4 21 41 26 

IRA Lf (PA) U (FA] U (FA) U (PA) PA 

P.3 sent 1 P.3 sent 2 P.3 sent 3 P.3 sent 4 P.3 senf 5 P.3 sent 6 
JL ? ? n/a 43 52 2 
Rater 1 (DW) ? ? 43 53 ? 
Rater 2 (LB) 30 43 52 26 Rater 2 (LB) 

U (FA) U If A) U (PA) FA PA NA 
Rater 2 (LB) 

PA sent 1 P.4sent2 P.4sent3 P.4sent4 P.4sent5 P.4 senf S P.4 senf 7 P.4 senf S 
JL n/a 30 n/a n/a ? ? 58 n/a 
Rater 1 (DW) 30 58 
Rater 2 (LB) 30 58 

FA m m 

Rater 2 (LB) 
U(FA) FA U(FA} U (FA) 

58 
FA m m 

Rater 2 (LB) 58 
FA m m 

P.5 sent 1 P.5 sent 2 P.5 sent 3 P.5 sent 4 p.5 sent 5 
JL 57 69.? 69 69 69 
Rater 1 (DW) 57 69 69 ? 
Rater 2 (LB) 57 69 53 Rater 2 (LB) 

FA PA U (JRA) -A : # : # # # 
Rater 2 (LB) 

P.6 sent 1 P.Ssent2 P.6 sent 3 P.6 sent 4 p.6 sent 5 
JL ? ? n/a 77 n/a 
Rater 1 (DW) 77 
Rater 2 (LB) 77 80 

U (FA) U (FA) U (PA) PA U(FA) 
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Appendix XXII - Inter-rater reliability (Phase 1) 

5073 - baseline 

Page 
1 2 3 4 5 

/ 
6 / 7 8 9 Total 

FA 2 2 
PA 3 3 1 1 4 3 2 1 18 
IRA 1 1 
NA 1 4 2 1 8 

U(FA) 1 1 4 3 5 7 1 
U(PA) 1 1 2 4 
U(IRA) 3 1 1 1 2 8 

7 7 7 10 8 9 9 7 7 71 

5073 - baseline 

Page 
1 2 3 4 5 6 7 8 Total 

FA 1 1 1 3 6 
PA 3 1 1 2 1 2 10 
IRA 1 1 
NA 1 2 3 

U(FA) 1 3 3 1 3 1 12 
U(PA) 1 1 1 2 2 7 
U(IRA) 1 1 2 

6 4 6 5 5 7 7 1 41 

5 0 3 6 - 6 months 

Page 
1 2 3 4 5 6 7 8 Total 

FA 1 2 3 
PA 2 2 1 1 2 2 1 11 
IRA 1 1 
NA 1 1 1 1 4 

U(FA) 3 5 4 4 2 2 "2 1 23 
U(PA) 1 2 3 2 1 9 
U(IRA) 2 1 1 4 

9 8 7 7 7 8 6 3 55 
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5042 - 6 months 

Page 
1 2 3 4 5 6 TOta 

FA 2 1 2 2 7 
PA 1 1 1 1 1 . 5 
IRA 1 / 1 
NA 1 1 2 

U(FA) 3 2 2 6 3 16 
U(PA) 2 1 1 4 
U(IRA) 1 1 2 

7 6 6 8 5 5 37 
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Appendix XXIII Baseline coding frame (Version III) 

Cat No. 

Health problems 
1 presence of chronic illness eg. cardiovascular disease, arthiritis 
2 absence of chronic illness ' 

coming to terms with the stroke 
3 acceptance 
4 experience: previous stroke 
5 experience: other illnesses 
6 physical support 
7 support network (friends, relatives, others) 
8 involvement in other activities, keeping busy 

Main role as stroke carer 
9 personal self-care i.e. feeding, toiletting, bathing 
10 domestic tasks i.e. cooking, hoovering, other household jobs 
11 shopping 
12 financial/paperwork 
13 medical/nursing care eg. handling drug prescriptions, minor first aid 
14 transporting survivors at various places/activities/events 
15 encouragement (and support) 
16 organise care from outside services 
17 social activities 

difficulties/impact of caring for stroke 
18 no real difficulties/change 

physical/behavioural issues 
19 organising care when tired 
20 physically tiring process 
21 difficulties with physical tasks 
22 loss of energy 
23 age-related health problems 
24 Interrupted nights 
25 dealing with complex medications 

psychological issues 
26 lack of time for oneself 
27 caring is a continual committment {requiring constant planning and support 

relating to caring) 
28 feelings of guilt 
29 loss of routine 
30 unwillingness to Involve others 
31 role reversal 
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social issues 
32 restriction In social life or other activities 
33 difficulty of maintaining friendships 
34 unable to share tasks/life together 
35 poor transport facilities 
36 loss of employment 
37 bureaucratic difficulties (i.e. payments) 

amount of time left unsupervised (if going out) 
38 none of the time 
39 a little of the time (up to 1 hour) 
40 some of the time (1-6 hours) 
41 most of the time {> 6 hours) 

Support structure 
When using these sets of codes, please add P for physical support and E for emotional suppo^ 
after category code. For example, if daughter provides emotional support, please code as 41E. 
Likewise, in text where neighbour provided physical support, please code as 46P 

Physical support can range from tasks such as sitting with stroke sun/ivor to DIYrasks. 
Emotional support refers to any activity which helps carers cope emotionally. This can include 
telephone contact. 

family 
42 daughter 
43 son 
44 sibling 
45 other relatives 
46 stroke survivor 

47 neighbour 
48 friends 
49 carers groups 
50 Social Service worker 
51 Health service worker 
52 external worker (paid) 
53 person mentioned, but not identified 
54 no person identified for physical/emotional support 

service provision 

expectation of therapy 
55 no expectations 
56 specific physical improvement (eg. limb movement) 
57 general physical improvement 
58 help to maintain current levels of daily living skills eg. mobility, transferring 

understanding of the role of OT or physiotherapy in stroke rehabilitation 
59 no/little understanding eg. don't know, OT - basket weaning. 
60 some understanding - recognition that physio and OT play an important role In 

rehab. 
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61 good understanding - able to define physio and OT role in stroke rehab 

advantages of day hospital 
62 good for stroke survivor to mix with others 
63 space and rooms to carry out therapy 
64 respite from daily routine of care tasks 
65 equipment is more accesible ^ 

advantages/disadvantages of domiciliary 
66 convenient and more comfortable 
67 carer support during therapy 
68 carer education during therapy 

involvement with therapy 
69 some involvement 
70 no involvement - no specified reason 
71 no involvement - professionals know what they are doing 

future expectations of caring role 
72 no improvement/same as rt is now 
73 some improvement 
74 role worsening 
75 uncertain of future 
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Appendix XXIV: 6 month coding frame (Version III) 

Cat No. 

Main role as stroke carer / 
9 personal self-care i.e. feeding, toiletting, bathing • 
10 domestic tasks i.e. cooking, hoovering, other household jobs 
11 shopping 
12 financial/paperwork 
13 medical/nursing care eg. handling drug prescriptions, minor first aid 
14 transporting survivors at various places/activities/events 
15 encouragement (and support) 
16 organise care from outside services 
17 social activities 

difficulties/impact of caring for stroke 
18 no real difficulties/change 

physical/behavioural issues 
19 organising care when tired 
20 physically tiring process 
21 difficulties with physical tasks 
22 loss of energy 
23 age-related health problems 
24 interrupted nights 
25 dealing with complex medications 

psychological issues 
26 lack of time for oneself 
27 caring is a continual committment (requiring constant planning and support 

relating to caring) 
28 feelings of guilt 
29 loss of routine 
30 unwillingness to involve others 
31 role reversal 

social issues 
32 restriction in social life or other activities 
33 difficulty of maintaining friendships 
34 unable to share tasks/life together 
35 poor transport facilities 
36 loss of em ployment 
37 bureaucratic difficulties (i.e. payments) 

amount of time left unsupervised (if going out) 
38 none of the time 
39 a little of the time (up to 1 hour) 
40 some of the time (1-6 hours) 
41 most of the time (> 6 hours) 
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Support structure 
When using these sets of codes, please add P for physical support and E for emotional suppoi 
alter category code. For example, if daughter provides emotional support, please code as 41E. 
Likewise, in text where neighbour provided physical support, please code as 4SP 

Physical support can range from tasks such as sitting with stroke sun/ivor to DlYrasks. 
Emotional support refers to any activity which helps carers cope emotionally. This can include 
telephone contact. 

family 
42 daughter 
43 son 
44 sibling 
45 other relatives 
46 stroke survivor 

47 neiglibour 
48 friends 
49 carers groups 
50 Social Service worker 
51 HeaKh service worker 
52 external worker (paid) 
53 person mentioned, but not identified 
54 no person identified for pliysicaI/emotional support 

service provision 

expectation of therapy 
55 no expectations 
56 specific physical improvement (eg. limb movement) 
57 general physical improvement 
58 help to maintain current levels of daily living skills eg. mobility, transferring 

understanding of the role of OT or physiotherapy in stroke rehabilitation 
59 no/little understanding eg. don't know, OT • basket weaning. 
60 some understanding - recognition that physio and OT play an Important role in 

rehab. 
61 good understanding - able to define physio and OT role In stroke rehab 

fulfilment of expectation 
62 fulfilled 
63 not fulfilled 
64 carer unable to comment 

advantages of day hospital 
65 good for stroke survivor to mix with others 
66 space and rooms to carry out therapy 
67 respite from dally routine of care tasks 
68 equipment Is more acceslble 

advantages/disadvantages of domiciliary 
69 convenient and more comfortable 
70 carer support during therapy 
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71 carer education during therapy 

involvement witii therapy 
72 some involvement 
73 no involvement - no specified reason 
74 no involvement - professionals know wMpt they are doing 

Helpful support 
75 more respite 
76 greater contact with primary care 
77 more physical help (general or specific) 
78 more information from health professionals 
79 no further help beneficial 

future expectations of caring role 
80 no improvement/same as it is now 
81 some improvement 
82 role worsening 
83 uncertain of future 
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Appendix XXV: Ratei^' response (Phase 2) 
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Raters' response (Phase 2) 

5073 - Baseline 
P. 1 sent P. 1 sent p. 1 sent P. ? senf 4 P.) sent p. f sent 6 P. 7 senf 7 

JL 24.20 2 2 n/a 3, 12, 47F 32 3 
Rater 3 (DC) 9,19,24,25 n/a n/a n/a 9 %,27 
Rater 4 (PK) 24,20,9 n/a 2 n/a 9, 47P 26 3 

P. 2 sent 7 P.2sent3 P.2 sen? 4 P.2 senf 5 P.2 sent 6 P.2 senf 7 
JL 38 a, 32 10, 53P 52P, 32 n/a 10 ,, 9 
Rater 3 (DC) 26 9,10,27,26 16, 52P 27 7 10 , 9 
Rater 4 (PK) 67,38 9,38,47,32 10,52P 52P, 38 10 

U f A ) 
10 %27 

= - - - z 
10 

U f A ) 
10 

U f A ) 

P. 3 sent 7 P.3sent2 P. 3 senf 4 P. 3 sent 5 p. 3 sent P. 3 senf 7 
JL 53 32 n/a 23,27 30 11 30,37 
Rater 3 (DC) 52P ? ? 47E 3Z26M1 11 9, 51P 
Rater 4 (PK) 52P n/a n/a 27,32,47E 27,30,53 11 9,51 

IRA U(tRA} U{FA) PA 
27,30,53 11 

iiSsjRSss;; 
27,30,53 11 

P. 4 sent 1 P. 4 sent 2 P.4sent3 P.4sent4 P. 4 senf 5 P. 4 senf S p. 4 senf 7 P. 4 senf8 P. 4 senf 9 P,4 senf 7, 
JL n/a 24 13 n/a 7 ? 54E n/a 45E n/a 
Rater 3 (DC) 24 13 n/a 7 ? 7 7 45E ? 

Rater 4 (PK) 2 4 9 
- -

13 
-

n/a n/a n/a 54 n/a 
# # # # 

4% =-
n/a 

P. 5 sent 1 P.Ssenf 2 P.5 sent 3 p.5 sent 4 P. 5 senf 5 p.5 senf 6 P.5 senf 7 P.5 sent 8 
JL n/a 51 P. SOP n/a 52P n/a n/a 48P 38 
Rater 3 (DC) ? 50P ? 52P 7 7 48P 38 
Rater 4 (PK) n/a 51, 50 50 53 n/a n/a 48P 38 Rater 4 (PK) Rater 4 (PK) 

p.6 sent 1 P.6sent2 P.6sent3 P. S sent 4 P. 6 senf 5 p. 6 sent 6 P. S sent 7 P.6sent8 P. 6 senf 9 
JL 47P ? n/a 7 38 n/a 38 52P n/a 
Raters (DC) 47P/E ? ? 7 38 47E 7 7 45P/E 
Rater 4 (PK) 47P/E 

FA 
n/a 

U(FA) 
n/a 47P 38,27 47, 30 n/a 52P Rater 4 (PK) 47P/E 

FA 
n/a 

U(FA) U(FA) U(PAJ 
38,27 Rater 4 (PK) 47P/E 

FA 
n/a 

U(FA) 
38,27 

P. 7 sent 1 P. 7 sent 2 P. 7 sent 3 P. 7 senf 4 p. 7 senf 5 p. 7senf6 P. 7 sent 7 P.7sent8 P. 7 senf 9 
JL 38 n/a n/a n/a n/a n/a 7 56 n/a 
Rater 3 (DC) 38 ? ? 50?. 517 7 51P 7 7 ? 

Rater 4 (PK) n/a 
PA 

n/a 
U(FA) 

n/a 
U(FA) 

50 n/a n/a 
U(PA} 

n/a 59 n/a Rater 4 (PK) n/a 
PA 

n/a 
U(FA) 

n/a 
U(FA) 

50 n/a n/a 
U(PA} 

n/a Rater 4 (PK) n/a 
PA 

n/a 
U(FA) 

n/a 
U(FA) 

50 n/a n/a 
U(PA} 

n/a 

P. 8 sent 1 P.8sent2 P.8sent3 p.8 senf 4 p. 8 senf 5 P.8sent6 p. 8 sent 7 
JL 59 59 ? n/a n/a n/a n/a 
Rater 3 (DC) 59 ? ? 7 7 7 55 
Rater 4 (PK) 59 

- -
59 
= 7 50 

U(PA) 
7 

#### 
7 

UCfA) 
55,59 Rater 4 (PK) 59 

- -
59 
= 7 50 

U(PA) 
7 

#### 
7 

UCfA) = 
Rater 4 (PK) 59 

- -
59 
= 7 50 

U(PA) 
7 

#### 
7 

UCfA) 

P.9 sent 1 P.9sent2 P.9sent3 P.9sent4 P.9sent5 P. 9 sent 6 P. 9 sent 7 
JL 64 n/a 64 70 n/a 72 n/a 
Rater 3 (DC) ? ? 64 ? . 74? 74 7 
Rater 4 (PK) 64 n/a 64 59, 70 72 

NA 
72 
FA 

n/a 
V(FA) 

64 59, 70 72 
NA 

72 
FA 

n/a 
V(FA) 

5075 - Baseline 
P. 1 sent 1 P. 1 sent 2 P. 1 sent 3 P. ? senf 4 P. ? senf 5 P. 7 senf 6 

JL 1 n/a 1 n/a 5, 13 26 
Rater 3 (DC) 5 5 5 ? ? 26, 27 
Rater 4 (PK) 1,20 1 1 5,6,13 

PA 
7 Rater 4 (PK) 1,20 1 1 5,6,13 

PA 
7 Rater 4 (PK) 1,20 1 1 5,6,13 

PA 
7 

P. 2 sent 1 P.2 sent 2 P.2 sent 3 P.2 senf 4 
JL 6.54 n/a n/a n/a 
Rater 3 (DC) 53P n/a n/a n/a 
Rater 4 (PK) 27,26 

NA 
53P, 53P 

UpA) 
Rater 4 (PK) 27,26 

NA 
53P, 53P 

UpA) 
Rater 4 (PK) 27,26 

NA 
53P, 53P 

UpA) 

P. 3 sent 1 P. 3 sent 2 p. 3 sent 3 p. 3 sent 4 P. 3 senf 5 p. 3 senf S 
JL n/a 9 n/a 34 43P 32 
Rater 3 (DC) 3, 18 ? n/a 53 43P, 53P 29 

n/a 

# ! # # # 

9, 21 
# # # ' # 

n/a 53 
- PA 

7 n/a 

# ! # # # 

9, 21 
# # # ' # 

n/a 53 
- PA 

n/a 

# ! # # # 

9, 21 
# # # ' # 

n/a 53 
- PA 

PA sent 1 P.4sent2 P.4sent3 P. 4 senf 4 P. 4 senf 5 
JL S ^ 6 53P 53P, 39 38 35,33 
Rater 3 (DC) 32 53 ? 267 32,33,35 
Rater 4 (PK) 2,43E,26,6 53P 53P, 39 

PA 
38 33,32 Rater 4 (PK) 2,43E,26,6 53P 53P, 39 

PA 
38 33,32 
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Raters' response (Phase 2) 

P. 5 sent P. 5 sent^ p. 5 sent.. P. 5 sent P. 5 sent 5 
JL 33 22 56 59 59 

54E 22 ? 59 7 
Rater 4 (PK) 32 54,22.10 56 59 n/a 

P.6 sent P. 6 sent P.6sentC P.6 sent P.6 senf P.6 sent t p.6 senf 
JL 13 n/a n/a 62 64 65 69 
Rater 3 (DC) ? ? ? 62 64 7 69? 
Rater 4 (PK) 13 n/a n/a 62 64 65 ^ 69 

P.7 sent 1 P.7 sent 2 P.7 sent P. 7 se/7( 4 P.7 sent i P. 7 senf 6 P. 7 senf 7 
JL 69 ? 72 72 ? 7 30,2 
Rater 3 (DC) 69? ? ? ? ? n/a 22 
Rater 4 (PK) 69 75 75 n/a n/a 43E 22, 10 

P. 8 sent 
JL 
Rater 3 (DC) 
Rater 4 (PK) 

5036 - 6 months 

P. 1 sent 1 P. 1 sent 2 P. ? sent 3 P.; senf 4 P.) senf 5 P.) senfS P.; senf 7 P. 1 sent 8 p.) sen!9 
JL 10 53 12 ? 7 7 18 n/a 18 
Rater 3 (DC) 12, 10 10, 53P 18 n/a 18 18 n/a n/a 18 
Rater 4 (PK) 1%10 53P 12 n/a n/a 

Ui^A) 
n/a 10 12,107 18 

PA FA PA U (FA) 
n/a 

Ui^A) U(PA) NA U{PA) 
n/a 

Ui^A) 

P.2 sent 1 P.2sent2 P. 2 sent 3 P.2 sen( 4 P.2 senf 5 P.2 sent 6 P.2 senf 7 P.2 sent 8 
JL n/a 7 ? ? n/a 18 9 18 
Raters (DC) 18? n/a 35,32 n/a n/a 18 9, 53P 32 
Rater 4 (PK) n/a n/a 18 9, 21 n/a 

U p % P& m NA 

P. 3 sent 1 P.3sent2 P.3sent3 P.3sent4 P.3 sent 5 P.3 senf S P.3 senf 7 
JL n/a 42E 42E n/a 42P n/a 7 
Rater 3 (DC) n/a 42E,45E n/a 42P, 45P 7 7 
Rater 4 (PK) n/a 2P,42E.451 n/a n/a 42P,45P n/a n/a 

U (FA) PA U (IRA) U (FA) pA U(FA) 

P. 4 sent 1 P.4sent2 P. 4 sef7( 3 P. 4 senf 4 P. 4 senf 5 P. 4 senf 6 p.4 senf 7 
JL ? 45P 30 55 n/a n/a 59 
Raters (DC) ? ? 45E 55 7 60 62 
Rater 4 (PK) 42, 45 45 42E,45E 57 63 60 60 

U(PA) PA IRA PA U(PA) IRA 

P. 5 sent 1 P.5sent2 P.5sent3 P.5sent4 P. 5 senf5 P.Ssent 6 p. 5 senf 7 
JL n/a n/a n/a 62 62 69 69 
Rater 3 (DC) n/a ? 62 ? 62 69 69 
Rater 4 (PK) n/a n/a n/a 62, 15 62 69 89 

U(FA) U(FA; a PA) FA 

P.6 sent 1 P.Bsent2 P.6 sent 3 p.6 sent 4 P.6 senf 5 P.6 sent 6 p.6 senf 7 P.6 sent 8 
JL 69 ? ? 69 n/a 70 7 n/a 
Rater 3 (DC) 69 n/a n/a 69 n/a 69, 70 n/a 7 
Rater 4 (PK) n/a n/a 69 

FA 
n/a 

U{FA) 
70 72 n/a 69 

FA 
n/a 

U{FA) 
70 72 69 

FA 
n/a 

U{FA) 
70 72 

P.7 sent 1 P.7 sent 2 P.7 sent 3 P. 7 senf 4 P.7 sent 5 P.7 sent 6 
JL n/a 77 n/a 81 81 7 
Rater 3 (DC) ? 77? 77 81 81 7 
Rater 4 (PK) n/a 77 n/a 81 81 65 

U{PA) FA 

°.S sent 1 P8sent2 °.8sent3 
JL n/a 45P n/a 
Rater 3 (DC) ? 81 n/a 
Rater 4 (PK) n/a # P , 8 1 81 Rater 4 (PK) n/a # P , 8 1 

i 
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Raters' response {Phase 2) 

5042 - 5 months 

P. 1 sent P. 1 sent P. 1 sent 3 P. ? senf 4 P. 1 sent P. / senf S P.) senf 7 
JL 10, 11, 14 n/a ? 12 n/a n/a 36 
Rater 3 (DC) 14,10,11 ? ? 37 n/a ? 26,29,36 
Rater 4 (PK) 10,11.14 n/a 739/40/41 12, 15 n/a n/a 36 

P. 2 sent 1 P.2sent2 P.2sent3 P. 2 senf 4 P2 sent 5 P. 2 senf 6 
JL n/a n/a n/a ? 32 i2,52,27,32 
Rater 3 (DC) ? ? ? ? 2S29 27,32 1 
Rater 4 (PK) n/a n/a n/a 15 32 15,10,32,33 

u p q U ( ^ U ( ^ % PA 

P. 3 sent 1 P.3sent2 P.3 senf 3 P. 3 sent 4 P. 3 sent 5 P. 3 sent 6 
JL 32 27 n/a 54E 52 17 
Rater 3 (DC) 32, 30 28 28 54E TSZP 7 
Rater 4 (PK) ? n/a 54 52 17 

^ MM ^ PA 

P. 4 sent 1 P.4sent2 P. 4 senf 3 P.4sent4 P. 4 sent 5 P. 4 senf 6 P. 4 senf 7 P. 4 senf 8 
JL n/a 40 27 ? 28 28 55 n/a 
Rater 3 (DC) ? 41 ? ? 28 28 55 ? 
Rater 4 (PK) n/a 40 10 n/a 28 7 55 n/a 

P. 5 sent 1 P.5sent2 P.5sent3 P. 5 sen! 4 P.SsentS 
JL 61 69 69 69 69 
Rater 3 (DC) 61 69 ? 69 ? 
Rater 4 (PK) 60 ? 69 69,14 69 

- -T- r 
69 
- -
69 
- -

P. 6 sent 1 P.6sent2 P.6sent3 P. 6 sent 4 P.6sent5 
JL 69 79 n/a 82, 28 n/a 
Raters (DC) ? 79 80 28 ? 
Rater 4 (PK) 69 79 SO 83 

PA FA IRA PA U<FA) 
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Appendix XXVI: Inter-rater reliability (Phase II) 

5073 - baseline 

Page 
1 2 3 4 5 6 / 7 8 9 Total 

FA 2 1 3 3 2 1 1 13 
PA 4 4 2 1 1 1 1 1 3 18 
IRA 1 2 1 1 1 6 
NA 1 1 2 

U(FA) 1 1 6 3 2 5 3 2 
U(PA) 1 1 2 1 1 6 
U(IRA) 1 1 1 3 

7 7 7 10 8 9 9 7 7 71 

5075 - baseline 

Page 
1 2 3 4 5 6 7 8 Total 

FA 1 1 3 1 6 
PA 4 2 4 2 2 14 
IRA 1 1 2 
NA 1 1 1 1 4 

2 1 2 1 1 
U(PA) 2 1 1 2 6 
U(IRA) 1 1 2 

6 4 6 5 5 7 7 1 41 

5036 - 6 months 

Page 
1 2 3 4 5 6 7 8 Total 

FA 2 1 3 3 3 12 
PA 2 1 2 2 1 8 
IRA 2 1 3 
NA 1 1 1 3 

U(FA) 1 3 4 2 4 1 16 
U(PA) 3 2 2 1 1 2 1 12 
U(IRA) 1 1 

9 8 7 7 7 8 6 3 55 
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5042 — 6 months 

Page 
1 2 3 4 5 6 Total ; 

FA 1 2 2 1 1 7 
PA 2 2 2 2 4 2 14 
IRA 1 1 > 2 
NA 0 1 

1 > 
1 

mrnmm 

U(FA) 3 
liiiiisig 

3 
m g e 

3 10 
U(PA) 1 1 1 3 
UORA) 0 

7 6 6 8 5 5 37 
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;adi% XXVIIzTick chart Hsed for content analysis (sample) 

5073 5075 5080 

Cat No. 

Health problems 
1 presence of chronic illness f 1 1 
2 absence of chronic illness " 1 

coming to terms with the stroke 
3 acceptance 1 1 
4 experience: previous stroke 
5 experience: other illnesses 1 
6 physical support 1 
7 support networit (friends, relatives, others) 
8 involvement in other activities, keeping busy 

Main role as stroke carer 
9 personal self-care 1 1 
10 domestic tasks 1 1 
11 shopping 1 1 
12 financial/paperwork 1 
13 medical/nursing care 1 1 
14 transporting survivors at various places/activities/events 
15 encouragement (and support) 
16 organise care from outside services 
17 social activities 

difficulties/impact of caring for stroke 
18 no real difficulties/change 

physical/behavioural issues 
19 organising care when tired 
20 physically tiring process 1 
21 difficulties with physical tasks _ 
22 loss of energy 1 
23 age-related hedth problems 1 1 
24 interrupted nights 1 
25 dealing with complex medications 

psychological issues 
26 lack of time for oneself 1 
27 caring is a continual committment 1 
28 feelings of guilt 
29 loss of routine 
30 unwillingness to involve others 1 "I 
31 role reversal "I 

social issues 
32 restriction in social life or other activities 1 1 
33 difficulty of maintaining fnendships "I 
34 unable to share tasks/life together 
35 poor transport facilities 1 
36 loss of employment 
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Appendix XXVHI: Content analysis (whole data set by 
intervention group). 

Cat V Dom DH Total 
No. (n=10) (n=14) (n=24) 

Health problems 
1 presence of chronic illness 4 9 13 
2 absence of chronic illness 6 5 11 

coming to terms with the stroke 
3 Acceptance 5 9 14 
4 experience: previous stroke 0 2 2 
5 experience: other illnesses 3 1 4 
6 physical support 1 1 2 
7 support network (friends, relatives, others) 0 3 3 
8 involvement in other activities, keeping busy 0 1 1 

not as bad as expected 4 0 4 
Survivors positive personality 2 2 4 
Improvement in stroke survivors 0 3 3 
hasn't come to terms with stroke 1 1 2 
Previous good times together 0 1 1 
length of acquitance with stroke survivor 1 0 1 
Respite 1 0 1 
carer previous work experience 0 1 1 
survivor returning home 0 1 1 
life experiences 1 0 1 

Main role as stroke carer 
9 Personal self-care 5 9 14 
10 Domestic tasks 10 9 19 
11 Shopping 6 .6 12 
12 financial/papenwork 5 2 7 

13 medical/nursing care 4 3 7 

14 Transporting survivors at various places/activities/events 1 1 2 

15 Encouragement (and support) 4 5 9 

16 Organise care from outside services 0 2 2 
17 social activities 1 1 2 

Maintain independence and dignity of survivor 1 0 1 
catering for survivor needs 0 1 1 

Identified as needing help 0 1 1 

difficulties/impact of caring for stroke 
18 no real difficulties/change 2 1 3 
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Cat Dom DH Tot 
No. (n=10) (n=14) (n=2 

stroke patient related 
patient's acceptance of physical limitation/home environment 0 2 2 
loss of memory 0 1 1 
survivor personality (negative aspects) „ 0 1 1 
patient's psychological problems /' 1 0 1 
limited functional ability 1 0 1 
demanding behaviour 1 0 1 
non-encroachment of patients' independence 1 0 1 
personality change 0 0 0 

physical/behavioural issues 
19 Organising care when tired 0 2 2 
20 Physically tiring process 4 0 4 
21 difficulties with physical tasks 3 5 8 
22 loss of energy 0 1 1 
23 age-related health problems 2 3 5 
24 interrupted nights 2 1 3 
25 dealing with complex medications 0 0 0 

time management 1 0 1 
coping with caring If ill 0 2 2 

psychological issues 
26 lack of time for oneself 0 2 2 
27 caring Is a continual committment 2 2 4 
28 feelings of guilt 0 0 0 
29 loss of routine 0 1 1 
30 unwillingness to involve others 1 4 5 
31 role reversal 0 2 2 

social issues 
32 restriction in social life or other activities 7 8 15 
33 difficulty of maintaining friendships 1 2 3 
34 unable to share tasks/life together 2 4 6 
35 poor transport facilities 0 3 3 
36 loss of employment 1 0 1 
37 bureaucratic difficulties (i.e. payments) 1 0 1 

limited social support 1 0 1 

amount of time left unsupervised (if going out) 
9 38 none of the time 3 6 9 

39 a little of the time (up to 1 hour) 4 4 8 
40 some of the time (1-6 hours) 0 3 3 

41 most of the time (> 6 hours) 1 1 2 
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Cat Dom DH Total 
No. (n=10) (n=14) (n=24) 

Support structure* E,P, E.P, E.P. 
E&P E&P E&P 

Family 
42 Daughter 2.2.3 1,2,2 3.4.5 
43 Son 0.1.1 1.1.3 1.2.4 
44 Sibling 0.1.0 0,1,1 0.2.1 
45 Other relatives 1.2.0 1.2.0 %4^l 
46 Stroke survivor 1,0.0 2,0,1 3.0.1 

Spouse 0.0,2 0.0,0 0.0.2 

47 Neighbour 0.4,0 0.3.3 0.7.3 
48 Friends 0.2.1 3.2,3 3.4.4 
49 carers groups 0.0.0 0,0.0 0.0.0 
50 Social Service worker 0.3.0 0.3,0 0,6.0 
51 Health service worker 0.1,0 0.0.0 OJ.O 
52 External worker (paid) 0.3.0 0.3,0 0,6.0 
53 person mentioned,not identified ou&o 0.4,0 0.6.0 
54 no person identified 2.0.0 2.0.0 4.0.0 

' E - emotional siqsport only, P - physical support only, E&P - joint emotional and physical support 

Service provision 

Expectation of therapy 
55 No expectations 1 1 2 
56 Specific physical improvement 3 7 10 
57 General physical improvement 2 4 6 
58 Help to maintain current levels of daily living skills 1 1 2 

Understanding of good therapy service 

Physical improvement 
improvement in patient physical condn 1 4 5 
to restore patient to pre-stroke status quo 1 0 1 
getting maximum level of recovery 1 0 1 

Practitioner skill 
encouragement and attitude 2 0 2 
Empathy 1 1 2 
competent as practitioner 2 0 2 
Reliability 1 0 1 
increase confidence 0 1 1 
good working relationship 1 0 1 
Providing interesting activities for patients. 0 1 1 
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Cat 
No. 

Dom DH Total 
(n=10) (n=14) (n=24) 

Efficient delivery of health care 
more time spent in therapy 0 1 1 
regular visits determined by patients capabilities 1 0 1 
good follow-up 1 0 1 
involvement of carers 0 1 
infonnation provision 1 0 1 
involvement of speech therapist 1 0 1 
Frequent visits 0 1 1 
more time spent in therapy 0 1 1 

Psychological improvement 1 0 1 

Understanding of the role of OT/PT in stroke rehabilitation 
59 no/little understanding 3 9 12 
60 some understanding 2 0 2 
61 good understanding 2 3 5 

advantages of day hospital 
62 good for stroke survivor to mix with others 4 9 13 
63 space and rooms to carry out therapy 0 1 1 
64 Respite from daily routine of care tasks 3 11 14 
65 Equipment is more accesibie 0 2 2 

advantages/disadvantages of domiciliary 
66 Convenient and more comfortable 7 3 10 
67 carer support during therapy 2 0 2 
68 carer education during therapy 3 0 3 

involvement with therapy 
69 some Involvement 0 2 2 
70 no Involvement - no specified reason 1 0 1 
71 no involvement - professionals know what they are doing 0 1 1 

Social Service provision 
lack of punctuality 0 1 1 
inconvenient timings 1 1 2 

future expectations of caring role 
72 no improvement/same as it is now 4 6 10 
73 some improvement 3 3 6 
74 role worsening 0 0 0 
75 uncertain of future 2 4 6 
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Six months codins schedule 
Cat Dom DH Total 
No, (n=14) (n=17) (n=31) 

Main role as stroke carer 
9 personal self-care /- 11 14 25 
10 domestic tasks 8 14 22 
11 Shopping 6 7 13 
12 financial/papenwork 5 4 9 
13 medical/nursing care 3 6 9 
14 transporting survivors at various places/activities/events 2 1 3 
15 Encouragement (and support) 8 8 16 
16 organise care from outside services 2 2 4 
17 social activities 6 4 10 

Companionship 1 0 1 
supervisory role 0 1 1 

difficulties/impact of caring for stroke 
18 no real difficulties/change 3 0 3 

Patient related 

personality change 1 3 4 
unmotivated (to do exercises) 1 3 4 
loss of memory 2 1 3 
personality (negative aspects) 1 1 2 
inability to communicate/poor communication skills 1 1 2 
demanding behaviour 2 0 2 
Incontinence 0 2 2 
psychological problems 1 0 1 
survivor despondency 1 0 1 
survivor's attitude to carer 0 1 1 
survivor's lack of appreciation 0 1 1 
slower reactions 0 1 1 

physical/behavioural issues 
19 organising care when tired 1 1 2 
20 physically tiring process 3 4 7 
21 difficulties with physical tasks 4 2 6 
22 loss of energy 2 5 7 

23 age-related health problems 3 4 7 
24 interrupted nights 3 5 8 

25 dealing with complex medications 0 1 1 
time management 1 2 3 
constant need for carer to be nearby 1 2 3 

unpleasantness of tolletting 1 0 1 

Increased workload 0 1 1 
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Cat Dom DH Total 
No. (n=14) (n=17) (n=31) 

psychological issues 
26 lack of time for oneself 4 10 14 
27 caring is a continual commitment ^ 4 9 13 
28 feelings of guilt 1 4 5 
29 loss of routine 0 1 1 
30 unwillingness to involve others 1 4 5 
31 role reversal 1 1 2 

emotionally tiring process 0 1 1 
need to be patient 0 1 1 
change in role within relationship 1 0 1 

social issues 
32 restriction in social life or other activities 7 7 14 
33 difficulty of maintaining friendships 1 1 2 
34 unable to share tasks/life together 2 3 5 
35 poor transport facilities 0 3 3 
36 loss Of employment 2 2 4 
37 bureaucratic difficulties (I.e. payments) 0 1 1 

less time with other family members 0 1 1 

amount of time left unsupervised (if going out) 
38 none of the time 2 5 7 
39 a little of the time (up to 1 hour) 5 1 6 
40 some of the time (1-6 hours) 3 2 5 
41 most of the time (> 6 hours) 1 1 2 

Support structure E,P, E,P, E,P. Support structure 
E&P E&P E&P 

family 
42 Daughter 2,0,5 5,2,6 
43 Son 3,1,2 2,2,0 5,3.2 
44 Sibling 1,1.0 1.0,0 2,1,0 
45 other relatives 2,6,1 0,1,0 2,7,1 
46 stroke survivor 2,0,0 0,0,0 2,0,0 

Spouse 0,0,3 0,0,1 0,0,4 

47 Neighbour 0,2,1 0,4,1 0,6,2 
48 Friends 2,1,0 1,3,1 3,4,1 
49 carers groups 0,0,0 0,1,0 0,1,0 
50 Social Service worker 0,2,0 3,3,0 3,5.0 
51 Health service worker 2,0,0 0,1,0 2,1,0 
52 external worker (paid) 1.6,0 0,4,0 1,10.0 
53 person mentioned, but not identified 0,2,0 0,2,0 0,4,0 
54 no person identified for physical/emotional support 2,1,0 2,2,0 4,3,0 

church members 0,0,0 1,0,0 1,0,0 

* E - emotional support only, P - physical support only, E&P - joint emotional and physical 
support 
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Cat 
No. 

other carer issues 

Dom DH Total 
(n=14) (n=17) (n=31) 

sense of duty 1 4 5 
unfair to spend savings on care 

/ 

0 2 2 

service provision 

expectation of therapy 
55 no expectations 2 2 4 
56 specific physical improvement 3 7 10 
57 general physical improvement 4 4 8 
58 help to maintain current levels of daily living skills 0 3 3 

type of expectations from therapy 
exercise provision 2 0 2 
aids provision 0 1 
mental stimulation 0 1 
receiving therapy Is important 1 0 1 
skiiifui/knowledgeaPle therapist 1 0 1 
good interdisciplinary contact 1 0 1 

understanding of the role of OT/PT in stroke rehabilitation 
59 no/little understanding 3 8 11 
60 some understanding 4 4 8 
61 good understanding 3 2 5 

fulfilment of expectation 
62 Fulfilled 4 7 11 
63 not fulfilled 4 5 9 
64 carer unable to comment 1 1 2 

advantages of day hospital 
65 good for stroke survivor to mix with others 3 12 15 
66 space and rooms to carry out therapy 0 1 1 
67 respite from daily routine of care tasks 2 15 17 
68 equipment is more accessible 3 3 6 

In safe hands 0 3 3 
comparison of patients with others 1 1 2 
lack Of information 1 1 2 
Inconvenience of preparing survivor for day hospital 0 1 1 
lack of understanding about older person's needs 0 1 1 
getting out of house 0 1 1 
carer education 0 1 1 
interdiscpilnary team on one site 0 1 1 
limited amount of therapy available 0 1 1 

Advantages/disadvantages of domiciliary 
69 convenient and more comfortable 12 2 14 
70 carer support during therapy 4 0 4 
71 carer education during therapy 6 0 6 

therapy designed for home environment 2 1 3 
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Cat Dom DH Tot; 
No. (n=14) (n=17) (n=3 

General issues involving interventions 
lack of continuing therapy 0 2 2 
Increasing confidence r. 

f 
0 1 1 

Social Services provision 
inconvenient times 1 2 3 
hassles with organising Day Centre care 0 1 1 

involvement with therapy 
72 some involvement 1 0 1 
73 no involvement - no specified reason 0 0 0 
74 no Involvement - professionals 0 0 0 

Helpful support 
75 More respite 1 2 3 
76 Greater contact with primary care 0 1 1 
77 More physical help (general or specific) 3 8 11 
78 more information from health professionals 2 1 3 
79 no further help beneficial 5 4 9 

social contact for survivor 1 2 3 
social outing 0 2 2 
arranging holiday together 0 1 1 
info on alternative therapies 1 0 1 

future expectations of caring role 
80 no improvement/same as it is now 5 2 7 
81 some improvement 6 3 9 
82 role worsening 1 6 7 
83 uncertain of future 2 4 6 
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Appendix XXIX Demographic details of the 31 carers 
from the 6 month qualitative interviews. 

Study no Group Gender pat Relationship S.E.S. 
(6 mth) 

5036 Domiciliary Female 20 wife in-nm 
5049 Domiciliary Female 20 wife II 
5042 Domiciliary Female 19 daughter ni-nm 
5114 Domiciliary Female 17 wife IV 
5116 Domiciliary Female 15 daughter-in-law I 
5132 Domiciliary Female 9 wife n 
5084 Domiciliary Female 8 wif: II 
5066 Domiciliary Female 4 wife m-rn 
5085 Domiciliary Female 4 daughter-in-law n 

5059 Domiciliary Male 19 husband m-nrn 
5102 Domiciliary Male 19 son n 
5094 Domicilary Male 18 husband n 
5057 Domiciliary Male 11 brother n 
5053 Domiciliary Male 4 husband n 

5110 Day hospital Female 20 wife m-nm 
5100 Day hospital Female 19 daughter n 
5075 Day hospital Female 18 wife ni-nm 
5062 Day hospital Female 17 daughter ITE-m 
5045 Day hospital Female 16 wife n 
5123 Day hospital Female 16 wife IV 

5082 Day hospital Female - - - —1 ̂ 5 —— daughter ni-nm 
5099 Day hospital Female 15 daughter-in-law in-m 
5061 Day hospital Female 14 wife IV 

5033 Day hospital Female 12 wife n 
5120 Day hospital Female 11 daughter ni-nm 
5122 Day hospital Female 10 wife m -nm 
5060 Day hospital Female 7 wife n 
5096 Day hospital Female 7 wife ni-nm 

5052 Day hospital Male 16 husband n 
5126 Day hospital Male 12 husband I 

5131 Day hospital Male 8 husband IV 
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