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ABSTRACT

The association between carers' satisfaction with services delivered by district nurses

(DNs), general practitioners (GPs), hospital doctors (HDs), and the health and social

services in general (HSS), and various service and non-service variables was

examined to assess whether satisfaction is more a reflection of the service

characteristics, the non-service related factors, or attributable equally to both.

Analysis was undertaken on a sub-sample of the "Regional Study of Care for the

Dying", a retrospective survey assessing the perceptions of 3696 carers of services

delivered to deceased in their last year of life. The sub-sample consisted of 1858

carers of deceased who were relatives or close friends/neighbours, whose deceased

died from cancer, and whose death was not sudden.

Satisfaction variables were derived from questions recorded in the survey. In

bivariate and multivariate analysis, larger odds ratio were found in association with

service than non-service variables.

For example, high satisfaction with DNs was strongly associated with visiting the

patient very frequently (OR= 10.8, 95% CI= 4.5-25.9); and the GP visiting 20 times

or more (OR= 5.5, 95% CI= 3.6-8.5), and informing the carer of the diagnosis (0R

3.3, 95% CI= 2.3-4.7) were associated with high satisfaction with GPs.

2



Examples of non-service factor associations included, for example, good post-

bereavement psychological state positively associated with high satisfaction with

DNs (OR 2.3, 95% CI= 1.6-3.4) and GPs (OR= 2.0, 95% CI 1.4-2.8); while

perceiving caring as rewarding as opposed to a burden was positively associated

with high satisfaction with DNs (OR= 3.7, 95% CI= 1.8-7.5) and negatively

associated with high satisfaction with hospital doctors (OR= 0.46, 95% CI= 0.24-

0.86).

The fmdings reflect, in part, the literature on satisfaction in other areas of health

care, but there are some differences, for example sociodemographic variables such

as age, sex, religious denomination, and housing tenure were found to have no role

in predicting satisfaction with DNs, GPs, and H1)s.

In post-bereavement surveys evaluating palliative care, carers' satisfaction reflects

service characteristics but it is also partly determined by important patient and carer

characteristics.
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"A major methodological concern about perception of care studies is
the extent to which patient opinions accurately reflect care given.
Here the issue is external validity. It is unfortunateiy quite difficult
to assess whether patient opinion does reflect the quality of care.."

Lebow (1974)

"In Britain in particular, too little attention has been devoted to
developing an understanding of the meaning of patient satisfaction,
its potential uses, and its limitations."

Wilkin et al (1992)
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CHAPTER 1

INTRODUCTION AND LITERATURE

REVIEW

1.1. Introduction

Palliative medicine, a specialty within general medicine (Hillier, 1988), is concerned

with the relief of physical symptoms and the provision of psychological care

(Saunders, 1967). It is mainly directed towards people with cancer who when

reaching the end-stage of illness require adequate medical and psychological care;

patients with AIDS and others with long-term chronic diseases receiving only

symptomatic treatment also benefit from palliative care (Abiven, 1991).

The change of focus to palliative rather than curative care for terminally ill patients

is largely due to the influence of Dame Cecily Saunders, the leader of the modem

hospice movement. This movement started in 1967 with the foundation of Saint

Christopher's Hospice, and provided the model for modem hospice care in both the

U.K. and North America.
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In the past twenty five years, there has been a rapid increase in the number of

specialist services for terminally ill cancer patients (Higginson and McCarthy, 1989).

For instance, from 1988 to 1992, the number of independent hospices and NHS units

has increased from 120 with over 2300 beds to 178 with almost 2900 beds; the

number of support teams or support nurses working in the community or from

hospitals has also increased from 250 to 520 (Directory of Hospice Services, 1988;

1992). Hospice care has developed from independent, charitable hospices towards

greater reliance on NHS funding, and some hospices are now within the NHS

hospitals (Hill and Oliver, 1988). Specialist palliative nurses provide counselling and

support for families and advise community nurses and GPs on the management of

dying patients. Multi-disciplinary support tlieams, including a doctor and nurses and

sometimes a social worker, and administrator or volunteers, fulfil similar function

(Bates et al, 1981). Specialist nurse teams are also developing in hospitals (Hocidey

et al, 1988). Some hospices have operated outpatient clinics to allow earlier referral,

and day centres to relieve carers.

This expansion of palliative care has brought new challenges for accountability,

research and evaluation (Dush and Cassileth, 1985). Hillier (1988) mentioned that

those working in palliative care must be willing to submit themselves to audit and

peer review. Higginson and McCarthy (1989) pointed out that in a climate of

increased cost-effectiveness within the health services, hospice growth will not be

supported by health authorities unless the care is evaluated.
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Hence, there have been several important evaluative studies of palliative care in both

Britain and North America (Higginson and McCarthy, 1989). As part of evaluating

services delivered to dying patients, researchers have been interested in assessing the

consumers' views of the services delivered. This led to an increase in the number

of studies using patient and/or carer satisfaction as an outcome measure evaluating

palliative care services.

Patient satisfaction with medical care services has been identified by the World

Health Organization (1989) as an integral part of any quality assurance programme.

In health services research, patient satisfaction is frequently used with the aim to

formulate policies that would improve the organization of health services

(Berkanovic and Marcus, 1976). Satisfaction with medical care can be viewed as an

"ultimate validator of the quality of care" (Donabedian, 1966) which predicts patient

behaviours related to the utilization of health services (Hays, 1985), continuity with

provider (Baker, 1990), compliance with treatment and advice (Kincey et al, 1975;

Ley, 1982), and retention and recall of medical information (Ley, 1982).

In the medical care field in general, a large body of research, both exploratory and

explanatory, has been conducted in order to understand the correlates of patient's

satisfaction (Lochman, 1983). In palliative care, most studies that used "satisfaction"

as a measure have focused on evaluating the different providers involved in the

delivery of this type of care (Hannon and O'Donnell, 1984; Kane et al, 1984;

McCusker et a!, 1984; Parkes and Parkes, 1984; Blanchard et al, 1986; Greer Ct a!,

1986; Kristjanson, 1986; Wilkinson, 1986; Dunlop et al, 1989; Blanchard et al,
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1990; Blyth, 1990; Cartwright and Scale, 1990; Herd, 1990; Higginson et al, 1990;

Addington-Hall et al, 1991; Dawson, 1991; Addington-Hall et al, 1992; Field et al,

1992; Sykes et al, 1992; Butters et al, 1993). However, little attention has been paid

to investigating the service and non-service predictors of satisfaction with the quality

of care delivered, and the very few studies that looked at this area of research lacked

comprehensiveness and were faced by major limitations (Blanchard et a!, 1986;

Kristjanson, 1986; Wilkinson, 1986; Blanchard et al, 1990).

It may be inappropriate to adapt what has been reported in the literature on the

correlates of patient satisfaction with medical care in general to carers' satisfaction

with palliative care, mainly because palliative care, as a specific type of care

delivered to dying patients, is different from medical care in general in terms of its

components.

The development of the modern hospice movement put emphasis on relieving

patients' symptoms, and providing psychological support for both patient and family;

it viewed both family members and dying patients as the unit of care (Saunders,

1978). This definition provided the foundation upon which the whole philosophy of

palliative care is now based. In palliative care, psychosocial and emotional support

are not delivered at the discretion of the medical staff; but rather constitute an

indispensable component of care.

There are further differences. The outcome of palliative care is "death of patient"

and not cure. The professional team is multidisciplinary, and includes doctors,
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nurses, social workers, health visitors and counsellors, chaplains, psychologists,

physiotherapists, dieticians, pharmacists and volunteers (Portlock, 1984). Also,

because of the nature of palliative care, more contacts are expected between the

palliative care team members and family members and patients.

In the present analysis, predictors of informal carers' satisfaction with palliative care

services will be assessed. The question is not whether carers were satisfied but

rather what predisposed them to be so. If health planners and managers are going

to act upon the results of studies evaluating palliative care services, they should be

aware of the different service and non-service related factors predisposing carers'

satisfaction.

1.2. An overview of the thesis

The first chapter in the thesis is divided into three parts. In the first part, the concept

and dimensions of patient satisfaction are discussed. In the second part, a review of

the correlates of patient's satisfaction with medical care in general is presented. The

third part focuses on the main evaluation studies conducted in the palliative care

field and in which satisfaction was used as an outcome measure. In frs third part,

studies that looked at the predictors of patient and/or carer satisfaction with

palliative care will be reviewed.
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Chapter 2 provides the aim, objectives and the research question of the thesis.

Chapter 3 discusses the methodology and the analysis strategy adapted to answer the

research question. In chapter 4, the results are presented, and will be discussed in

chapter 5. Finally, the main fmdings of the study, as well as the general

recommendations for future research will be presented in chapter 6.

1.3. Patient satisfaction : concept and dimensions

1.3.1. Conceptualization of patient satisfaction

Research into patient satisfaction has often been conducted without a proper

theoretical framework, and with a lack of agreement on what satisfaction means,

how it is determined, and what dimensions it encompasses (Wilkinson, 1986).

Ware et al (1983) suggest that "satisfaction" is a term that is defined differently by

different individuals as a consequence of varying backgrounds and experiences.

Pascoe (1983) considers satisfaction as a health care recipient's reaction to salient

aspects of his/her experience of a service. To Linder-Pelz (1982), patient satisfaction

is "the positive evaluations of distinct dimensions of the health care"; the care under

evaluation could be a single clinic visit, treatment throughout an illness episode, a

particular health care setting or plan, or the health care system in general. Linder-

Pelz based the definition of satisfaction on the work done by Fishbein and Ajzen

(1975) and Ware et al (1975).
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Fishbein and Ajzen (1975) developed the "Expectancy-Value" theory, which states

that "a person's attitude toward an object is related to his beliefs that the object

possesses certain attributes and to his evaluations of those attributes". Satisfaction,

in this theory, is viewed as an attitude which is affected by expectations (beliefs)

and the value or importance of the outcomes related to these beliefs (Linder-Pelz,

1982).

The theory provided by Fishbein and Ajzen was later tested by Ware et at (1975)

who constructed scales to measure beliefs and values. Ware et a! (1975) developed

an attitude measure, which consisted of the sum of the product of the measure of

belief strength about attributes and the measure of evaluations of these attributes;

they found a significant correlation between the attitude measure and direct measures

of satisfaction.

However, when Linder-Pelz (1982) tested hypotheses regarding determinants of

patient satisfaction among patients attending the primary care clinics of a university

medical centre in Manhattan in the United States, no clear relationship was found

between expectations and values on one hand and satisfaction on the other. Instead,

Linder-PeIz argued that expectations are the most important antecedents to

satisfaction.

The role of expectations in the judgment people make about quality of care has been

extensively investigated by a number of researchers. Stimson and Webb (1975)

indicated that satisfaction is related to how patients perceive the outcome of care and
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to the extent this outcome meets their expectations. Oberst (1984) proposed a

framework of expectations explaining patient satisfaction with the quality of care;

the theory is founded on the assertion that patients enter the health system with a

variety of characteristics, attitudes and prior experiences which will be coupled with

knowledge and information they got from the hospital and health professionals. This

set of factors will allow them to delineate their situation and to define their

perceived care needs. Hence, a set of expectations about care outcomes, caregiver

behaviours, and system performance is formed. These expectations will be the

standard against which the quality of care received will be judged.

Oberst (1984) indicated that people with low expectations tend to express little

dissatisfaction compared to those with high expectations of care. However, the

author stated that the relationship between expectations and satisfaction is not

necessarily a direct one as was indicated by McKay et al (1973) who conducted a

study on consumer satisfaction with a social work department. McKay et a! showed

that 80% of those whose expectations of a service were met were satisfied, but 50%

of those whose expectations were not fulfilled were also satisfied.

Locker and Dunt (1978) explained McKay et al findings by drawing on Fnedson's

theory (1975) of differentiation between practical expectations and ideal

expectations. Practical expectations are anticipated outcomes acquired from one's

own experiences, reported experiences of others, and knowledge from other sources

while ideal expectations are preferred outcomes stemming from one's own

evaluation of his/her medical problem, and his/her aims of seeking medical care.
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Thus, patients tend to be satisfied because their practical expectations are met, even

though the care received does not meet both practical and ideal expectations. This

was also suggested by Tagliacozzo et al (1972) who argued that patients form two

sets of expectations : ideal expectations whidh can rarely be met in real-life and

more realistic anticipations which take into account the more obvious limitations.

In addition, Locker and Dunt (1978) suggested that patient satisfaction is influenced

by patient's knowledge and prior experiences, and that expectations are not static but

likely to change with accumulating experience. Gutek (1978) also pointed out that

expectations are likely to change with time and exposure. Hence, consumers'

assessments of the services provided are expected to change over time with every

contact they make because they will be acquiring more experience, information and

knowledge about care, affecting future levels of satisfaction. The importance of prior

experience and knowledge in affecting judgment of quality is also emphasized by

Oberst (1984). Hence, Locker and Dunt (1978) concluded that the expressions of

satisfaction are the end product of a comprehensive process of evaluation in which

expectations play a very important but not the only role in the perception of the

outcome of care.

However, Carr-Hill (1992) noted that expectations are always to be considered

within the context of the patient-doctor relationship. Patients who acquire a

dominant position in the medical encounter ate more likely to pursue their goals

(expectations), while those who feel powerless over the encounter are more likely

to re-shape their goals to meet the new probab1e outcome. Thus, any measurement
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of goals (expectations) is to be done in the realm of the relationship between

patients and health care agents.

Another model of individuals' satisfaction with health care was developed by Fox

& Storm (1981). This model was based on three assumptions. First, orientations

toward care differ from one person to another depending on what an individual

wants from the provider and what he/her expects from the health care encounter.

Second, providers of care differ in their conditions of care; the authors included

under conditions of care the theoretical approaches to care, the situation of care, and

outcomes of care. Third, if orientations and conditions are congruent, people are

satisfied, if not, they are dissatisfied.

Calnan (1988) suggested another conceptual framework of lay evaluation of health

care which is based on the following four elements : the goals of individuals seeking

health care in each specific instance; the level and nature of individuals' experiences

with health care; the socio-political values or ideologies upon which the particular

health care system is based; and the images of health held by the lay population.

Calnan proposes that all these elements will interact in the process of evaluation of

health care.

Calnan (1988) noted that people's sociodemographic characteristics are excluded

from this conceptual framework. He argued that these characteristics could be

considered as mediatory elements, having effects on all the four elements. The

relationship between age and satisfaction, for example, could be due to different
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health problems and experiences of health care associated with ageing, or may be

related to different norms about health associated with different age groups, or

connected to different ideological differences in the approach to care (Calnan, 1988).

This conceptual framework has been criticised by Carr-Hill (1992) who raised the

issue of the difficulty of measuring the goals of patients seeking health care in each

instance, especially since defming goals depends on people's prior experience and

knowledge. Carr-Hill argued that satisfaction is a relative judgment resulting from

comparing perceived health status and aspirations. Assessing the level of satisfaction

alone is not enough to draw conclusions about the quality of care; both the levels

of aspiration and self-perceived status need to be measured. According to Carr-Hill,

patients might have unrealistic aspirations which cannot be met given available

resources, and may also have a perceived health status which is different from their

actual status.

The importance of aspiration and self-perceived health status was also reported by

other researchers. Michalos (1985) developed the "Multiple Discrepancy Theory"

and argued that the gap between aspiration and self-perceived health status is the

principle contributory factor to satisfaction. This was contradicted by Wright (1985)

who reported that calculated gaps between levels of aspiration and perceived health

status were not correlated to satisfaction and that perceived current health status

alone is the most important antecedent to satisfaction.
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1.3.2 Dimensions of patient satisfaction

Ware and Snyder (1975) identified four common dimensions underlying patient

attitudinal measures regarding doctors and medical care services : (1) physician

conduct (humaneness and quality), (2) availability of services, (3)

continuity/convenience of care, and (4) access mechanisms (cost, payment

mechanism, and ease of emergency care). However, the authors mentioned that the

effects of factors such as perceived health status, values, psychological well-being,

and general sentiment about life were not taken into account and that other reliable

dimensions of patient satisfaction might have been under-represented by the

measures studied.

Ware et al (1978) conducted a comprehensive review of 111 articles that tackled

consumer satisfaction with care. They looked at the different aspects of care studied

in the literature, and suggested eight distinguishable items which were grouped

according to the construct they were implicitly intended to measure. These items

are : (1) art of care, (2) technical quality of care, (3) accessibility/convenience, (4)

efficacy/outcomes of care, (5) fmances, (6) physical environment, (7) availability,

(8) continuity of care. Later on, Ware (1981) refmed the eight-dimension model and

suggested a five-dimension one. In the latter model, satisfaction was viewed in terms

of (1) accessibility convenience, (2) finances, (3) physical environment, (4)

availability, and (5) quality of care.
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The multidimensional model of satisfaction dewloped by Ware et a! has been

criticised on a number of grounds. For instance, Oberst (1984) wondered whether

all possible dimensions of care had been identified and criticized this model on the

grounds that it lacks information on whether a hierarchy of satisfaction exists and

if so, whether it can be identified. This hierarchy is expected to delineate the aspects

of care that are more inherently satisfying and to determine which dimensions are

most important Oberst (1984) noted that even though evidence for such a hierarchy

exits (Larsen and Rootman, 1976; Locker and Dunt, 1978; Tagliacozzo et al, 1978),

it is unlikely to be stable over time. Cancer patients, for instance, experience a

continuous shift of physical and psychological changes. These changes affect both

the need for care and concomitant expectations of caregiver response (Oberst, 1984).

In addition, Wilkinson (1986) argued that Ware's concept of multi-dimensionality

does not defme satisfaction, but rather outlines the different aspects of care that were

mostly investigated by researchers. She noted digreement about this model of

satisfaction, especially since researchers (Lebow, 1983; Pascoe, 1983; Oberst, 1984)

reported the use of satisfaction as a uni-dimensional construct in some empirical

studies. Wilkinson suggested the importance of assessing the dimensions that are

more relevant to a particular facility or service, for not all dimensions are of equal

importance in all types of services. For example, terminally ill patients treated in a

hospital are expected to have more concerns for aspects of care related to physical

surroundings, accessibility, availability, and so on than those treated at home

(Wilkinson, 1986). Hence, the importance and relevance of dimensions is expected

to differ across the different facilities and services. This was also suggested by
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Williams and Calnan (1991) who argued that there are aspects of satisfaction which

are specific to each area of health care.

1.3.3. Conclusion

No defmite conceptual framework for patient satisfaction is provided in the

literature. Patient satisfaction was explained by drawing on the "Expectancy-Value"

theory formulated by Fishbein and Ajzen (1975). Even though this theory was

quantitatively proven by Ware et a! (1975), Linder-Pelz (1982) failed to detect a

significant relationship between expectations and values on one band and satisfaction

on the other, arguing that expectations are the most important antecedents to

satisfaction.

Research has also focused on the dimensionality of satisfaction. A multi-

dimensionality concept of satisfaction has been proposed (Ware et al, 1978; Ware,

1981). However, this concept did not defme satisfaction in any way, but rather

outlined the different aspects of care that were most frequently investigated in the

field (Wilkinson, 1986). Despite the fact that researchers have accepted the factorial

composition of satisfaction, little agreement is found on its dimensions (Pascoe,

1983; Willdnson, 1986; Williams and Calnan, 1991).
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1.4. Patient satisfaction : overview of the field

Patient satisfaction, a reflection of the impact of the service on individuals and

communities (Donabedian, 1966), is frequently used in the field of public health as

an important outcome of the quality of care (Donabedian, 1966; Zastowny Ct al,

1983; Leger et a!, 1992).

Patient satisfaction is believed to be determined, at least in part, by the structural

and the process components of the quality of medical care (Donabedian, 1966;

Tarlov et al, 1989). As defmed by Donabedian (1966), the structure of a service

describes "the setting in which the intervention takes place and the instrumentalities

of which it is the product", while the process is "those activities triggered by any

patient who enters the health care system".

To have a better understanding of what is actually happening in the patient

satisfaction field, Hall et a! (1988a; 1988b) conducted two meta-analysis on research

assessing patient satisfaction. In the first meta-analysis, Hall et a! (1988a) focused

on 221 studies that assessed satisfaction. Studies were included in the meta-analysis

if(1) they were stated by their authors to measure patients' satisfaction with medical

care or used measures that were indistinguishable from satisfaction measures used

in other studies, (2) satisfaction was measured quantitatively, (3) at least one

correlate of satisfaction was reported, (4) sample size exceeded 10, and (5) they

appeared in an English language book or journaL
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Findings indicated that (1) only in 14% of the studies, satisfaction was related to

experimentally manipulated variables, the others were observational, (2) in 43% of

studies patients were directly asked about their satisfaction with a particular aspect

of care, (3) 52% of all the studies focused on particular events or episodes of care

(such as hospital stay or visit), (4) 42% investigated satisfaction with ambulatory

care compared to other types of care, (5) 65% of the studies were interested in

assessing satisfaction with humaneness, 50% with informativeness, and 45% with

the overall quality of care, (6) 45% of all studies covered two to four aspects of care

compared to 6% that covered eight to eleven aspects, and (7) 71% of all studies

used "self-designed" instruments compared to 26% that used instruments provided

in the literature. Patients were more dissatisfied with services provided by interns

or residents compared to physicians with post-graduate training; greater satisfaction

was linearly associated with the specificity of the event being judged (satisfaction

with a specific type of medical care), which explains the lowest satisfaction scores

when assessing satisfaction with medical care in general. Patients were more

satisfied if they were sampled from a health care system rather than the community

at large; the number of items in the satisfaction measure was negatively related to

satisfaction, indicating that the more the aspects covered by the instrument, the less

the level of satislaction and finally, highest satisfaction was detected by "self-

designed" instruments than by instruments adapted from the literature.

The major recommendations of this meta-analysis, as stated by Hall et al, were the

need to have : (1) more complete reporting of sample characteristics and of

satisfaction results (both satisfaction mean data and correlations with other
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variables), (2) more studies of infrequently studied groups (e.g. elderly patients, non-

medical providers, etc), (3) more studies that measure infrequently measured aspects

of satisfaction (e.g. satisfaction with handling psychological problems, outcomes of

care), and (4) more frequent incorporation of satisfaction measures into randomized

studies, so that causal determinants of satisfaction can be uncovered rather than

simple correlations of satisfaction with other variables.

In the second meta-analysis, Hall et al (1988b) assessed what patients like about

medical care and how often they are asked about it. The research team analyzed the

various aspects that were investigated in 221 studies on patient satisfaction. Ranking

the items according to the number of times they were investigated in the literature

indicated that humaneness, technical and overall quality of care were ranked at the

top whereas aspects of non-physical needs occupied lower ranks. Hall et al gave a

two-fold explanation for the ranking results : (1) because satisfaction is considered

as a powerful predictor of system performance, more attention is being paid to the

technical part for evaluation purposes to the relative neglect of patients' needs, and

that (2) people tend to value highly technical care either out of total ignorance of the

content of technical care or out of total conviction that they have chosen the best

service in terms of quality. As far as the frequencies of the studies in which the

different aspects of satisfaction were mentioned, it was indicated that the most

frequently studied aspects tend to be at the process level, followed by the structural

aspects and that only 3% of all studies assessed satisfaction with psychological

support, emphasizing the need for more studies in this area if we are to have a better

understanding of overall satisfaction with medical services.
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1.5. Factors affecting patient satisfaction with medical care

As indicated earlier (section 1.4.), satisfaction is affected by both the structural and

process elements of the quality of care. However, studies have also focused on

patient characteristics, both sociodemographic and psychosocial, as important

variables affecting satisfaction. In the next section, the effect of the structural and

process elements of the quality of care on patient satisfaction will be reviewed,

followed by that of the patient characteristics.

1.5.1. Structural elements

Some studies on satisfaction with medical care have addressed the issue of the

effects of the structural components of care on patient satisfaction. Variation in both

the process and outcomes of care can be highly affected by these variables (Tarlov

et a!, 1989). However, these components have been perceived by researchers to be

of less importance when compared to the process elements of care, which are

expected to reflect the aspects of care that are related directly to the patient-provider

interaction (Segall and Burnett, 1980; Hall et al, 1988b).

Factors such as the organization of the setting in terms of specialty mix, financial

incentives, efficiency of service, workload, and so on (Greenly & Shoenherr, 1981;

Linn et al, 1985 ), access and convenience (Kaim-Caudle, 1975; Gray, 1980; Fox

& Storm, 1981; Patrick et a!, 1983; McCarthy et al, 1988), and mode of payment
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(Gray, 1980; Ross et al, 1981; Dutton et al, 1990) bave been found to be associated

with patient satisfaction. The effects of the structural characteristics on patient

satisfaction have been reviewed by Lochman (1 9g3).

1.5.2. Process elements

Tarlov et a! (1989), in the Medical Outcomes Study, identified two main

components of the process of care : (1) technical and (2) interpersonal style. The

technical style refers to doctor competence, and includes characteristics such as

medications prescribed, referrals made, test ordering, hospitalization rates, and

coordination of care. The interpersonal style refers to the doctor-patient relationship,

and includes characteristics such as interpersonal manner, patient participation,

counselling and communication.

Even though there is a general agreement that the process elements consist of

technical competence and interpersonal relationship as two distinct categories, Ware

and Snyder (1975) indicated the presence of an overlap between the "humaneness"

aspect and the "quality/competence" aspect reflecting a general attitude toward the

way doctors conduct themselves with patients.

The literature showed that patient satisfaction is related to both physician

competence and the doctor-patient relationship (Gray, 1980; Wartman et a!, 1983;

McCarthy et al, 1988; Brody et al, 1989; Rashid Ct a!, 1989; Baker, 1990; Wiggers
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et al, 1990). As an important aspect of the doctor-patient relationship,

communication has been shown to be closely related to satisfaction (Ley Ct a!, 1973;

Kincey et al, 1975; Ley et al, 1976). The literature on patient-doctor verbal

interaction indicated the importance of two aspects in affecting patient satisfaction:

(1) physician's understanding of the patient's concern (Liptack et al, 1977; Stewart

et al, 1979), and (2) doctor giving the patient all information the latter wanted on

illness and treatment (Stiles et al, 1979). The importance of the clarity of patients'

communication to physicians is still a controversial issue, especially since some

studies did show a significant correlation between physician's awareness of patients'

concerns and patient satisfaction (Romm Ct al, 1976; Liptack et a!, 1977), while

others failed to demonstrate this correlation (Romm et a!, 1979; Stewart et a!, 1979).

DiMatteo et al (1980) showed that the ability of doctors to decipher various affective

states through non-verbal cues was significantly related to patients' satisfaction with

the socio-emotional aspects of the physician role. Carter et al (1982) stressed the

importance of behaviours revealing tension on patient satisfaction, and indicated that

tense behaviours of both patients and doctors were negatively associated with

satisfaction, and that the timing of certain behaviours was also found to be

associated with satisfaction. For example, if patient requests for medication occur

early in the encounter, this behaviour is positively related to subsequent patient

satisfaction; however, if they occur in the concluding segment, a negative

relationship results.

Stiles et a! (1979) indicated that affective satisfaction, measured by items assessing

physician's warmth and the patients' feelings of trust, confidence and freedom to
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express themselves, was associated with the transmission of information from patient

to physician in "exposition" exchanges during the medical history, in which the

patients told their story in their own words. Cognitive satisfaction, measured by

items assessing the physician's function of giving information and the patient's

understanding of diagnosis, etiology, prognosis, and treatment, was associated with

transmission of information from physician to patient in "feedback" exchanges

during the conclusion segment of the interview, in which physicians gave patients

information about illness and treatment. Stiles et al (1979) noted that their fmdings

is in agreement with Szasz and Hollender's (1956) model of "mutual cooperation"

where the success of the medical interaction depends on both patient and provider,

as well as in agreement with Lazare et al (1975) model of the "customer approach"

of patient care where the physician has the role of eliciting and understanding

patient needs if the patient is to be satisfied.

The results of these studies demonstrating the importance of the process elements

in determining satisfaction have been supported by the results of the meta-analysis

conducted by Hall et a! (1988c) on the correlates of patient-provider interaction in

medical encounters. The authors studied the results of forty-one studies containing

correlates of objectively measured provider behaviours in medical encounters. The

research team identified six process categories which are : (1) information giving,

(2) questions, (3) competence, (4) partnership building (both technical and

interpersonal), (5) socio-emotional behaviour, and (6) aixiount of communication. For

each process category, several variables were identified. The relation between

providers' behaviours in medical encounters and six variables external to the

41



encounters were studied. These variables were (I) patient satisfaction, (2)

compliance, (3) recall, (4) patient attributes of social class, (5) gender and (6) age.

The research team calculated average correlations and combined significance levels

for each combination of process category and external variable. Even though there

were significant relations ranging from small to moderate average magnitude

between these external variables and almost all of the provider behaviour categories,

the study showed that satisfaction had the most consistent relation to provider

behaviour. Satisfaction was related to the amount of information given by providers,

to greater technical and interpersonal competence, more partnership building, more

immediate and positive non-verbal behaviour, more social conversation, more

positive talk, less negative talk, and more communication overall, emphasizing that

satisfaction with care is a reflection of both task and socio-emotional behaviours of

providers.

1.5.3. Patient characteristics

In this section, patient characteristics will be grouped into two categories: (1) patient

sociodemographic characteristics and (2) patient predispositional characteristics.

1.5.3.1. Patient sociodemographic characteristics

Research into the effects of patients' sociodemographic characteristics on their

satisfaction with medical care has been inconclusive (table A.1.). While many
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studies performed in the last decade have found no relationship between patient

satisfaction and age (Romm & Hulka, 1979; Like & Zyzanski, 1987; Weiss, 1988;

Hall et a!, 1990), sex (Gray, 1980; Treadway, 1983; Weiss, 1988; Hall et a!, 1990;

Hall et al, 1990a, Williams & Calnan, 1991; Stein et al, 1993), race (Breslau et al,

1981; Fox & Storm, 1981; Like & Zyzanski, 1987; Weiss, 1988, Hall et a!, 1990a

Stein et al, 1993), education (Breslau Ct al, 1981; Treadway, 1983; Like & Zyzanski,

1987; Weiss, 1988; I-Ia!! et a!, 1990; Williams & Calnan, 1991), and social class

(Rom.m et al, 1979; Breslau et al, 1981; Treadway, 1983; Like & Zyzanski, 1987;

Weiss, 1988; Williams & Calnan, 1991), other studies have.

Studies have reported that older patients (Fox & Storm, 1981; Linn and Greenfield,

1982; Linn et a!, 1982a; Greenly et al, 1983; Hall Ct al, 1990a), women (Fox &

Storm, 1981; Patrick et al, 1983; Zastowny et a!, 1983; Like & Zyzanski, 1987),

those whose race is "white" (Hulka et al, 1975; Gray, 1980), and sometimes those

of "black" race (Linn Ct a!, 1982; Zastowny et al, 1983) have expressed more

satisfaction with received medical care. There is no consensus to the effect of

education, with some studies fmding that high levels of education are related to high

satisfaction (Hulka et a!, 1970; Zastowny et al, 1983) while others showing similar

relationships with lower levels of education (Fox & Storm, 1981; Linn et al, 1982;

Greenly et al, 1983; Wartman et a!, 1983; Stein et a!, 1993). Similarly, both low

social class (Hulka et al, 1975; Fox & Storm, 1981), and middle to upper social

class (Wartman et a!, 1983; Hall et al, 1990a) have been shown in different studies

to be associated with high satisfaction.
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For a wider perspective of the effects of the sociodemographic variables on

satisfaction, Hall et a! (1990a) conducted a meta-analysis study of correlations

between patients' satisfaction with medical care and selected patient

sociodemographic variables. The sample used in the meta-analysis consisted of 110

studies, and only sociodemographic variables that were mentioned in ten or more

studies were investigated in the mets-analysis. The criteria for inclusion of studies

in the meta-analysis was discussed earlier (section 1.4.). The sociodemographic

variables investigated in this meta-analysis were patient's age, ethnicity, sex, social

status (measured by occupation), income, education, marital status, and family size.

Community type, religion and unemployment were measured infrequently and hence

were excluded from the meta-analysis. Furthermore, correlations with medical care

were extracted from each study and only a single correlation was assessed for a

given study for a sociodemographic variable.

Results indicated that patient's age and education were significantly related to

satisfaction with patient's social and marital status having nearly significant

relations. Greater satisfaction was found to be correlated with being older, having

less education, having higher social status, and being married.

Hall et a! (1990) did comment on the fact that two indices of social class (education

and occupational status) go in opposite directions; the explanations provided were

that: (1) apparent differences might not be real and would disappear if more studies

were to be located or conducted and included in the meta-analysis, (2) there is no

statistical necessity for having congruent signs for correlations between
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sociodemographic indices and satisfaction, for different indices of sociodemographic

status are not perfectly correlated with each other and (3) it might be that the group

that reported the lowest satisfaction is the one experiencing status inconsistencies,

e.g. highest education and lowest occupational prestige, and that the feeling of being

deprived and resentful towards other privileged groups (inchiding physicians) is

being translated into a dissatisfaction with medical care (attitude towards physicians)

as well as with other facets of life (attitude to other privileged members in the

society). The authors acknowledged that none of these interpretations can be

considered confident explanations for this unexpected trend. The research team

suggested that more research is needed on how variation in medical care is

responsible for the correlation between sociodemographic variables and satisfaction.

1.5.3.2. Patient predispositional characteristics

The review of the literature (table A.2.) indicates that characteristics of patients,

other than their sociodemographic characteristics, also have effects on patients'

satisfaction. For instance, having confidence in the medical care system in one's

own community (Weiss, 1988), having a regular source of care (DiMatteo & Hays,

1980; Fox & Storm, 1981; Weiss, 1988), and being satisfied with life in general

(Linn, 1975; Roberts et al, 1983; Carmel, 1985; Weiss, 1988) were found to be

associated with high patient satisfaction.

Although it might be expected that improved health would be associated with

increased satisfaction, the association between patient's health status and his/her
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satisfaction with medical care was not consistent across the literature. Fox & Storm

(1981), in their survey on patient satisfaction with medical care, indicated that while

respondents having a chronic condition tended to be more satisfied with care, no

significant association was found between satisfaction and disability days. This was

contradicted by Linn et al (1982) who reported that chronically ill patients who

spent more days in beds in the month preceding the interview were significantly less

satisfied with efficacy, technical quality and art of care. Linn et al also reported that

patients with more physical limitation were more likely to be dissatisfied with the

technical quality and efficacy of care, but not with the art of care. Patrick et a!

(1983) assessed disabled patients' satisfaction with medical care and found no

statistically significant association between patients' satisfaction with doctors in

general and their need for practical assistance in routine daily living tasks, their

physical and psychosocial disability. However, patients' need for practical assistance

was positively and patient's psychosocial disability negatively associated with their

satisfaction with the medical care delivered by their own doctors. Romm et al (1976)

indicated that patients with congestive heart failure who had greater functional

activity at the end of the treatment period were more likely than others to report

high satisfaction with medical care. Hall et al (1990), in their study on older

patients' satisfaction with an Health Maintenance Organization, indicated that the

relation between satisfaction and health status differed across the dimensions of

health so that satisfaction was strongly related to better physical function and more

social activity. However, Greenly et a! (1982) reported that social health (social

interaction, involvement in social activities) had no significant association with

chronically ill patient's satisfaction with medical care.
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Seriousness of illness had a moderate negative correlation with cancer patients'

perceptions of the quality of medical care in general, the quality of nursing care,

their satisfaction with diagnostic information, and their satisfaction with self-care

information (Oberst, 1984). Persons having greater numbers and/or frequency of

HIV-related symptoms were also found to have lower satisfaction scores with

medical care (Stein et a!, 1993). Additionally, the less the symptoms at the end of

treatment, the higher the reported satisfaction with medical care of patients with

congestive heart failure (Romm et al, 1976).

Patients' anxiety and emotional distress were also found to be related to patient

satisfaction. Oberst (1984) indicated that anxiety was found to have a weak negative

correlation with the extent to which cancer patients' expectations were met, their

satisfaction with diagnostic information, and their satisfaction with self-care

information. Greenly et a! (1982) reported that psychologically distressed patients

who admit and discuss problems were more likely to be satisfied with medical care

than those who do not admit having problems. Greenly et al also reported that

higher dissatisfaction was associated with an increase in the number of reported

psychological symptoms by these patients. The literature also indicated the presence

of a negative association between emotional distress and older patient satisfaction

(Hall et al, 1990), and between self-rated depression and satisfaction of chronically

ill patients with medical care (Linn et al, 1982).

Finally, self-rated current overall health was found to be statistically significantly

associated with patient satisfaction, with those perceiving their health as fair or poor
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being dissatisfied with care provided than those who have more positive perceptions

of their current health status (Linn et a!, 1982; Patrick et al, 1983; Hall et a!, 1990).

1.5.3.3. Conclusion

Although there is quite a lot of agreement on the effects of the patient health status

on his/her satisfaction with medical care, little agreement has been found on the

effects of other patient characteristics. The discrepancy in the literature may be

attributed to that sampling methodology, sample size, study subjects, study design,

statistical measures and tests, and so on, differ from one study to another and may

influence the possibility of having a significant correlation or association between

a sociodemo graphic or a predispositional characteristic and patient satisfaction.

Given this discrepancy, the main conclusion to be drawn from the literature is that

the role and effects of patients characteristics on a particular outcome in any study

should be checked carefully and not taken a priori.

1.6. Satisfaction with paffiative care

Very little research has been conducted on the determinants of satisfaction with

palliative care services. Instead, satisfaction is used an important outcome variable

(Mor and Masterton-Allen, 1987) in studies evaluating services providing care to

terminally ill patients. The focus was on assessing the views about a service rather

48



than on understanding the determinants of satisfaction wijth that service. Table 1.1.

presents the main studies that have empirically addressed the issue of patient and/or

carer satisfaction with palliative care. These studies assessed either overall

satisfaction with care and/or satisfaction with services delivered by a specific

provider.

Overall, high satisfaction with services was reported by carers of dying patients

(Cartwright et al, 1973; Hinton, 1979; Parkes, 1980; Barelai, 1981; Creek, 1982;

Wilkinson, 1986; Blyth, 1990; Cartwright, 1990; Herd, 1990; Field et al, 1992;

Butters et a!, 1993). Carers were also reported to be significantly more satisfied with

hospice care than conventional care (Kane et al, 1984; Seale, 1991). However, the

National Hospice Study (Greer et a!, 1986) found no statistically significant

difference in terms of carers' satisfaction with services delivered to hospice or

hospital patients. As far as home care is concerned, McCusker (1984) reported that

carers were satisfied with a Hospice Home Care Team's care delivered at the

patients' home, while Greer et a! (1986) indicated that although home care patient

family members were satisfied, they were not significantly more satisfied than were

non-hospice patients' families.
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1.6.1. Overview of the field of satisfaction with palliative care

Even though some prospective studies assessing patients' perceptions of the quality

of palliative care has been conducted (Hinton, 1979; Kane et al, 1984; (Jreer et al,

1986; Higginson et al, 1991; Butters et a!, 1993), most of the investigations done in

the field are retrospective (Barzelai, 1981; Hannan and O'Donnell, 1984; Wilkes,

1984; Cartwright and Seale, l9O; Blyth, 1990; Dawson, 1990; Addington-Hall et

a!, 1991; Field et al, 1992; Sykes et a!, 1992), and subjects are carers of deceased

rather than dying patients, in contrast to medical care field in general where patients

are the subjects of the studies. This is mainly because of the difficulties in

identifying patients with terminal illness (Higginson et al, 1994), and allso because

terminally ill patients are expected to be too ill or confused to be interviewed (Seale,

1991).

Evidence suggests that proxies report less satisfaction with medical care in general

than original subjects (Epstein et al, 1989), and that family members rate patients'

health more negatively than patients do (Rubenstein Ct al, 1984). In contrast, when

both patients and carers views were prospectively assessed about the quality of

palliative care, family members were significantly more satisfied with the hospital

and community services than were patients (Higginson et a!, 1990). Several studies

have also found that patients and informal carers have different perceptions

(Ahmedzai et a!, 1988; Cartwright and Seale, 1990). Furthermore, bereaved people

are susceptible to various psychological and emotional disturbances (Parkes, 1964;

Parkes, 1965; Madison and Viola, 1968; Seale, 1991a). Therefore, their satisfaction
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with the palliative care services may have been determined, at least in part, by their

mental state and their opinions about care that were formulated during the

bereavement period rather than by the care itself. Therefore, it is dangerous to

presume that the predictors of carers' satisfaction with care will be the same as those

reviewed in section 1.5. The literature on predictors otf satisfaction with palliative

care will be reviewed in the next section.

1.6.2. Predictors of satisfaction with paffiative care

Few studies have looked at the service and non-service predictors of satisfaction

with palliative care. These studies will be reviewed in this section.

The satisfaction with care provided to hospitalized cancer patients was the main

focus of two major prospective studies conducted by Bifanchard et al in the state of

New York, in the U.S.A. The first study assessed the impact of oncologists'

behaviours on patient satisfaction with morning rounds. The second study examined

the potential predictors of cancer patient satisfaction 'with physicians behaviours.

In the first study, Blanchard et al (1986) selected an Haematology-Oncology unit in

an inpatient setting in N.Y. where patients are admitted for diagnostic evaluation,

treatment or terminal care. The aim of the study was tto assess patient's perception

of physician behaviours during the daily morning rounds . The morning round

period was chosen as the only time where there was real medical interaction
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between the patient and his attending oncologist. The authors focused on 401

patient-oncologist interactions. Data was collected on 157 different patients. Patient

demographic data were obtained from the patient's chart, and the disease status data

were obtained from doctors making the round that day. To collect the data on

physician behaviours and patient satisfaction, one or two observer joined the daily

rounds. Their role was to assess the different physician behaviours during the

interaction with the patient. The observer used the Physician Behaviour Check List

(PBCL) as an instrument to assess these behaviours. This check list was used by the

authors in previous studies, and was tested for reliability. The PBCL assessed thirty-

four behaviours in terms of their occurrence and non-occurrence. The behaviours

assessed were those related to the technical competence and the affective

performance (or bedside manner) of physicians. After the medical rounds, the

observer returned to the patient and asked him/her to complete three visual analogue

scales. The first scale assessed the patient's perception of the extent of which the

physician addressed his/her needs; the second the extent of patient's involvement in

the medical interaction; and the third the patient's overall satisfaction with the

oncologist visit.

The authors divided the sample into two groups for an analysis of the predictors of

satisfaction : (1) high satisfaction group (mean satisfaction score of 9.82) and (2)

low satisfaction group (mean satisfaction score of 7.36). The authors conducted for

both groups regression analyses of patient satisfaction by physician behaviours, time

spent by physician in patient's room, and patient's characteristics. The results

showed that older age, poorer prognosis, and positive quality of the day's news from
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doctor were potential predictors of higher satisfaction with the oncologist morning

round for the high satisfaction group. Four physician behaviours proved to be

important predictors for satisfaction in the high satisfaction group; discussing the

role of the family and examining non-truncal areas were negatively associated with

satisfaction, whereas the use of patient's first name by the oncologist during the

medical interaction and attempts to establish privacy during a medical examination

had a very positive impact.

For the low satisfaction group, the social skills behaviours of physicians played

important roles as predictors of satisfaction. Items such as sitting down while talldng

to the patients, not interrupting patients, and engaging in small talk were each

related to increased satisfaction. In addition, identifring future tests or treatments,

and discussing the possibility of leaving the hospital were also associated with an

increase in satisfaction in the low satisfaction group.

In the second study, Blanchard et al (1990) were interested in detecting the

predictors of hospitalized cancer patients satisfaction with oncologists morning

rounds. The authors focused on 1423 interactions between 366 cancer patients and

their attending oncologists admitted to the same Haematology-Oncology unit where

the first study was conducted. The study design was the same as that used in the

first study but with few changes in both design am] measurements. First, and in

order to compare observer's perceptions and patient's perceptions, the observer rated

on visual analogue scales their perceptions of the extent the physician addressed the

patient's needs that day, and of the degree of patient's involvement in the medical
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interactions. Second, in assessing patient satisfaction, the authors used two different

instruments (1) The Patient Satisfaction Questionnaire (PSQ), and (2) three visual

analogue scales. The PSQ was designed in the first study and consisted of 17

physician behaviours that were selected from the PBCL, and were assessed in terms

of their occurrence/non-occurrence that day. The patient was asked to complete the

same two visual analogue scales that were completed by the observer earlier. In

addition, patients were asked to rate on a visual scale their overall satisfaction with

the day's visit.

Results showed that cancer patient satisfaction was high. The mean patient

satisfaction score on the 100-mm scale was 87.8. Patients also g,rovided higher

ratings than the observer for both "extent of needs addressed" and "degree of

involvement". Path analysis also showed that four variables explained 62% of total

variance in patient satisfaction. The strongest predictor was patient's perception of

needs addressed that day; the other predictors were patient's perception of emotional

support, patient's age (older), and physician discussing treatment. In addition, several

physician behaviours were found to predict satisfaction through one or two patient

perception items that were related to satisfaction. These behaviours were discusses

discharges, establishes privacy for physical examination, inquires about signs and

symptoms of illness, and identifies future tests and treatments. Furthermore,

behaviours involving information such as diagnosis and future teats and treatment

were found to predict patient perceptions of such behaviours. Finally, being male

was found to be related to the perception that "signs and symptoms were discussed",

while poor prognosis related to "inquires about signs and symptoms" and better
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diagnosis related to "identifying future tests and treatment" . Blanchard et al

concluded that patient perceptions of physician behaviours were powerful predictors

of satisfaction than the actual occurrence or non-occurrence of those behaviours.

Blanchard et al ignored the fact that the samples used in both studies consisted of

patients who were admitted to the Haematology-Oncology unit for a variety of

reasons. Hence, one would expect patients admitted for diagnostic evaluation to have

different needs and expectations than patients admitted for treatment, who in turn

are expected to have different perceptions than those admitted for terminal care. The

authors did not acknowledge the effect of patient's perceived severity of the disease

on patient satisfaction, especially since the higher the perception of the disease as

life-threatening, the greater the satisfaction with care (McCusker, 1984).

Wilkinson (1986) conducted a retrospective study to evaluate the services provided

by a small, community-based, home-care program that started to provide services

to patients in 1981. The sample consisted of 266 hospice patients who were

discharged due to death, between 1981 and 1985. Surviving family members were

sent a mailed-questionnaire approximately three months after the death of their loved

ones. Of the 266 questionnaires mailed out, 118 were returned. Of the 118 returned

questionnaires, 114 were usable and provided almost complete information.

The instrument used by the author consisted of eight items, four of which were

related to patient's concerns, and four others related to family concerns. A likert

scale from 1 to 5 was used, with 1 pertaining to the most negative answer, and 5
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referring to the most positive one. The instrument was tested for reliability, and a

coefficient alpha of 0.79 was reported, indicating that the scale used in the study has

a fairly strong internal consistency for basic research and for comparisons of groups.

Results indicated a high level of satisfaction with the hospice services. Highest

scores were reported for the family satisfaction item, patient satisfaction item, and

expectations of hospice care item compared to other items in the instrument. No

significant relationships were detected between age, sex, length of stay of patients

and any of the eight questions in the questionnaire. In addition, no significant

relationships were found between age and sex on one hand and average satisfaction

on the other. Factor analysis indicated that family satisfaction was correlated with

whether family members' expectations of care delivered by the hospice were met.

Furthermore, family members satisfaction was also correlated to their perception of

patient satisfaction, as well as to the degree of pain control. Family members tended

to be satisfied if they perceived that patient was satisfied, that pain was controllable,

and that their expectations of hospice care were met.

The author concluded that pain control is an important determinant of carers

satisfaction, and acknowledged the fact that her survey did not inquire about other

discomfort such as vomiting and nausea which have serious effects on the quality

of life of patients, and may be essential factors in the judgments people make about

the care received. Wilkinson's study, even though important because it demonstrates

that expectations of carers are important determinants of satisfaction, suffered from

a low response rate (44%).
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Kristjanson (1986), in a study on the identification of health care provider

behaviours that affect families of cancer patients with advanced disease, selected 210

family members from 120 families of terminally ill cancer patients from three

different tertiary care settings in Canada. The selected family members were defmed

by the patients as the individuals the most savolved in, or affected by their illness.

The aim of the research was to identify salient indicators of the quality of terminal

care and to test a tool to measure family satisfaction with terminal care. Kristjanson

used Q-sort methodology, a norm-referenced technique designed to measure the

degree of similarity between different subjedts or different groups of subjects (Waltz

et al,1984), for the identification of the salient indicators by the family members.

Findings indicated that carers ranked as most important the items related to the need

for prompt, attentive, thorough medical care, and expressed the need for information

that could help them in caring for their dying patients. It is worthy to note that the

ranking of patient care items was highly influenced by two demographic variables:

(1) Religion and (2) Age. Carers with religious affiliation were more interested with

spiritual care than in medical care per se out of confidence in the physician, in

contrast to families with no religious affiliation who valued the item referring to the

physician paying attention to the patient's description of his/her symptom.

Nevertheless, older family members revealed greater needs for home care, access to

health services and caregivers, and assistance with care decisions where as family

of younger patients wanted information regarding treatment choices.
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Even though Kristjanson's study is one of the very few studies that considered the

effects of the sociodemographic variables in the terminal care field, the author noted

that the results of this study cannot be generalized because they are based on a non-

random selected sample of patients. Nevertheless, This study is of prime importance

because it indicates that different groups of carers valued different aspects of care.

This difference could be due to differences in needs and expectations of carers about

the care that should be delivered to the patient which, given the relationship between

expectations and satisfaction (reviewed in sections 1.3., 1.3.1., and 1.3.3.) , could

affect satisfaction rates.

1.6.3. Conclusion

Researchers in the field of palliative care have looked at satisfaction as an indicator

of service performance describing the patient's and/or carer's perceptions of the

quality of care. The delivered service might be at the community, hospital, or

hospice care level. However, and unlike the field of medical care in general, little

attention has been paid to assessing the determinants of satisfaction. A

comprehensive understanding of the possible role of different service and non-

service related factors in predicting carers' satisfaction with services delivered to

their dying patients is needed. It is this need that will be addressed in this thesis.
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CHAPTER 2

PURPOSE OF THE STUDY AND

OBJECTIVES

2.1. Aim and objectives

The aim of the analysis reported in this thesis is to determine the predictors of

bereaved carers' satisfaction with palliative care services delivered by district nurses,

general practitioners, hospital doctors, and health and social services in general.

The objectives of the research are

1. to review in the field of health services research in general, and palliative

care specifically, evidence on the different factors predisposing carers to have

positive or negative perceptions of the quality of care delivered.

2. to compare the importance of service and non-service related factors in

predicting the satisfaction of bereaved informal carers, and thus, assess the

appropriateness of using "carers' satisfaction "as an outcome measure in

post-bereavement studies on palliative care.
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3. to detect which of these factors best predict bereaved informal carers'

satisfaction.

2.2. Research question

The main research question is

1. Is bereaved informal carers' satisfaction more a reflection of the service

characteristics, the non-service related factors or attributable equally to

both?

2.3. Importance of the research

This research will

1. help health planners improve the delivery of services to terminally ill

cancer patients by understanding the factors predisposing high or low

satisfaction with medical and nursing care.

2. outline the possible limitation of using post-bereavement carers'

satisfaction as an outcome measure assessing perceptions of service

characteristics.

3. open the field of palliative care to moire research into informal carers'

satisfaction.
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CHAPTER 3

METHOD S

3.1. Introduction

The analysis conducted for the thesis was based on data collected for the "Regional

Study of Care for the Dying (RSCD)". The RSCD is the largest British study to

collect information retrospectively on the care and services delivered to dying

patients in their last year of life, as well as on the bereavement experience of carers.

The RSCD was initiated in April 1990, and the research team is based at UCL.

This chapter is divided into two major sections. In the first section, the methodology

of the RSCD is briefly described, while in the second section, the emphasis is on the

methodology used in the analysis conducted for the thesis.
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3.2. RSCD aim and methodology

Background

The RSCD was initiated as a response to the need to evaluate the broad range of

services received by dying people and their families, especially since evidence from

population based surveys suggested that there is still room for improvement in care

for the dying, not just for cancer patients but also for those with other chronic

diseases, unexpected acute deaths, and deaths in the elderly (Wilkes, 1984; Hockley

et al, 1988; Houts et al, 1988; Addington-Hall Ct al, 1991).

In addition, there was a need to detect whether the growth of the hc?spice movement

over the past twenty years as well as the increase in the nurber of specialist

nursing services for terminally ill cancer patients have had a positive impact on the

care delivered to dying patients in general, not only the minority who receive

hospice care (Addington-Hall & McCarthy, 1992).

Aims of RSCD

The aims of the study were

-to describe patients' experiences and use of services in the last year of life,

the satisfaction of informal carers with these services, and carers' views about

bereavement care;
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-to provide health districts that participated and funded the study with data

that enable them to compare their provision for the dying with that provided

in other districts;

-and to identify outcome measures for dying and bereavement care that could

be used for quality assurance and targets.

Methods

The methodology used in the RSCD study was kept, for comparison purposes, as

similar as possible to two other nationally representative retrospective surveys of the

last year of life of dying people conducted by the Institute of Social Studies in

Medical Care in 1969 (Cartwright et al, 1973), and 1987 (Cartwright and Seale,

1990). These two studies aimed at showing the ways in which a multiplicity of

services delivered to terminally ill patients functioned, or failed to function.

Ethical committees

The RSCD was approved by the Ethics Committee of the Faculty of Clinical

Sciences, UCL. It was also given approval by the Ethical Committees in each of the

20 participating districts. In total, the U.C.L. research team had 112 contacts by

telephone or letter with the Ethical Committees, or with a local contact responsible

for getting ethical permission for the study. Delays of up to 8 months were

experienced before permission was granted by the 20 Committees.
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Sample

All districts health authorities in England were invited to participate in the study

subject to payment of a participation fee. Twenty districts took part. They were:

- Bloomsbury and Islington
- Bexley
- Bristol and Weston
- Bromley
- Canterbury
- City and Hackney
- Cornwall
- Dartford
- Dudley
- West Berkshire

- Great Yarmouth
- Hillingdon
- Mid Essex
- Newcastle
- Newbam
- North Manchester
- Redbridge
- Norwich
- Tunbridge Wells
- Frenchay

Sample size

Within each district, 270 deaths of district residents from all causes occurring in the

last quarter of 1990 were randomly sampled from death certificates. This district

sample size was sufficient to allow comparisons between participating districts with

regional and national results, taken into account the fact that the national study of

life before death conducted in 1987 achieved a response rate of 80%.

A sampling fraction of three people certified as dying from cancer to one other

death was used. This is because cancer patients are the focus of most specialist

palliative care services . In total, 5375 deaths were sampled, 2913 of whom died

from cancer.
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Response rate

3696 interviews were successfully completed. This resulted in a response rate of

68.8%. Interviews were obtained for 2074 cancer and 1622 non-cancer deaths. The

response rate for cancer deaths was significaiuly higher than that for non-cancer

deaths (71.2% versus 65.9%, X 16.8, df1, P< 0.001).

Representativeness of sample

The 1989/1990 Department of Health Performance Indicator package was used in

the analysis on the representativeness of the districts. A series of barcharts is

presented in Appendix B. The barcharts show data for the country as a whole, with

the position of the 20 districts considered in the analysis in black, with numbers to

indicate which of them belongs where.

Figure 1. to Figure 9. (Appendix B) show that the districts have a good spread on

measures of social deprivation (Department of Health Social Index), population

density, standardized death rates, deaths in MIS hospitals, and service provision

(total number of district nurses, available bed days, total number of senior medical

and dental staff, and the total number of gerialricians (consultants in geriatric

medicine) per 100,000 district catchment population).

Table 3.1. compares the interviewed cancer sample in the RSCD with national

mortality statistics of England and Wales (1990) for sex, age and type and site of
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neoplasm for deceased who were not less than 15 years of age. No significant

difference was found between the RSCD and the national statistics in terms of death

from cancer and sex of the deceased.

Even though significant difference (P< 0.01) was found between age of deceased

and death from cancer between the RSCD and the national statistics, analyses have

indicated no statistical difference in terms of specific age category, with the

exception of the 65-74 age group (P= 0.02). The national statistics show that 23.5%

of people who died from cancer in England and Wales in 1990 belonged to the 65-

74 age group, while 21.6% of deceased, who were included in the RSCD, belonged

to that age group. In other words, compared to the national statistics, the RSCD has

less cancer deaths of people who were 65-74 years of age.

As far as the site and type of neoplasm is concerned, a marginally significant

difference (P= 0.05) was found between the number of people sampled in the RSCD

and who died from a malignant neoplasm of the respiratory and intrathoracic organs

(18.4%, n= 468) and the national statistics on deaths from that type of cancer

(19.9%, n= 35919). Significant differences were found between the number of

people who died from a malignant neoplasm of unspecified parts (11.5%, n= 269),

and those who died from neoplasms of uncertain behaviour (0.6%, n= 12) and the

national statistics (9.4%, n= 15015 for the former, and 1.2%, n= 1728 for the latter).
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70
463
573
688
280

Sex

male
female

15-44
45-64
65-74
75-84
85 or more

X2= 2.47, df-1, P- 0.12

)(2=: 15.80, dfr 4, P< 0.01

X2:= 0.003, df-1, P= 0.95
X 0.17, df-1, P= 0.68
X2= 5.04, df-1, P= 0.02
X2= 1.05, df-1, P= 030
X= 6.84, df-1, P- 0.09

75364 (52.3)
68829 (47.1)

4835 (3.2)
32877 (18.6)
44317 (23.5)
45703 (24.1)
16461 (10.2)

1048	 (50.5)
1026	 (49.5)

(3.3)
(18.2)
(21.6)
(24.9)
(11.9)

Table 3.1. Comparison of Interviewed cancer sample with national mortality statistics of
England & Wales (1990) for sex, age and neoplasm for deceased who were not less than 15
years of age

RSCD	 England and	 Significance
Wales 1990

n	 (%)	 n	 (%)

Neoplasm	 X2= 27.83, df7P<I).O01

MN of lip, oral cavity, 22	 (1.0)	 1655	 (1.1)	 X2=0.13,df=1,P= 0.71
and pharynx

MN of digestive organs 568	 (21.5)	 40952 (22.1)	 X2= 0.58, d19, P= 0.44
and peritoneum

MN of respiratory and 468 	 (18.4)	 35919 (19.9)	 X2=3.69,df=1,P=0.05
intrathoracic organs

MN of bone, breast, 	 252	 (10.8)	 16105 (10.0)	 X' 1.57, dFl, P 0.21
and connective tissue

MN of genito-urinary 	 335	 (13.9)	 23444 (14.0)	 X2- 0.01, df=l, P- 0.91
organs

MN of lymphatic and	 148	 (6.7)	 9375	 (6.1)	 X2= 1.18, df-1, P- 0.28
haematopoietic tissue

MN of other and	 269	 (11.5)	 15015 (9.4)	 X1133,df-1,P<0.0l
unspecified parts

Benign neoplasms and 12	 (0.6)	 1728 (1.2)	 X 6.56, df-1, P0.01
neoplasms of uncertain
behaviour

number of deaths	 2074	 144,193
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Local contact

A local contact was appointed in each health district. The local contact was

responsible for communicating between the district health authority and the research

team at UCL, solving problems at the local level, ensuring access for the research

team to the death certificates from which the sample was taken.

Interviewers

75 interviewers participated in collecting the information by conducting either face-

to-face interviews or telephone-interviews. They were selected on basis of sensitivity

and maturity, along with accuracy and some experience in interviewing. All

interviewers were invited for training sessions for a period of three days at UCL.

Interviews

A letter was sent to the address of the deceased as appeared on the death certificate

(Appendix C). The letter was addressed to " Relative/Friends "of deceased. It wa

sent out by UCL on behalf of the health districts and printed on the district

notepaper. The letter was signed by the local organizer. Telephone numbers of the

local contact as well as the research team at UCL were given in the letter. The

content of the letter gave the respondent the choice of participating in the study, and

informed them that any information given will be treated with utmost confidentiality.

The letter also indicated that the interviewer will be contacting them to ask whether

75



they are willing to take part in the study, and to arrange for interviewing. Some of

the respondents who did not wish to take part in the study phoned either the local

contact in their health district or the research team at UCL. Others just informed the

interviewers of their decision when the latiter contacted them.

Interviewers were given" Contact Sheets "on which they recorded their success or

failure, as well as the number of attempts to contact a particular respondent

(Appendix C). Reasons for aborting a particular search or for failing to conduct an

interview were also recorded. This was of prime importance to monitor the work of

the interviewers on whom data collection depended.

Interviews with respondents who agreed to participate in the study started about ten

months after the death event. The time between death and interview had a median

of 43.85 weeks (almost 11 months), with a 25th centile of 39.57 and a 75th centile

of 49.71. In the 1969 study, Cartwright Ct al (1973) indicated that nine months after

the death event it was more difficult to find a suitable respondent; however, in the

RSCD, in 87.7% (n=3240, N=3696) of the interviews conducted, the interviewers

felt that the informant was the most appropriate person to tell them about the last

year of life of the deceased, while in 7.4% (n=275) they were uncertain and only in

4.1% (n=l 52) they perceived that another person would have been a better source

of information.

The timing of the interviews varied and this might have depended on factors related

to both interviewers and interviewees. For example, while 39.7% (n=1467, N=3696)
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of the interviews were completed within two hours, it took some of the interviewers

more than three hours to complete the questionnaire (6.2%, n230).

Questionnaire

The questionnaire used in the RSCD was an adapted version of the interview

schedule developed by Cartwright and Seale (199). It is a complex questionnaire

with many skips purposely made to cover the different range of circumstances

associated with death. It has 32 pages with 238 questions, many of which have sub-

questions in them, and additional sheets to record information on admissions to more

than one hospital or hospice, and to services received at home from the different

types of nurses. The RSCD questionnaire is structured (Appendix C), with most of

the questions being pre-coded. A few questions were open-ended, with the aim to

use the answers for qualitative analysis.

The questionnaire itself covers the last year of life of deceased, and contains

questions about sources of formal and informal care, and respondents' experience

of caring for the person who died; symptoms and symptom control; restrictions

experienced by the patients and the help received with these; experience of, and

respondents' satisfaction with, community nursing services, inpatient care in hospital

and hospice, other services such as social services; information and communication

with health professionals about illness (largely diagnosis and prognosis); and carers'

experience of bereavement and bereavement care.

77



Data processing

Coding of data was done by the RSCD research team at UCL, including myself.

Weeldy meetings were conducted to ensure consitency and accuracy in the coding

work undertaken by the different coders. A coding manual was designed and

updated as the coding work was progressing. Aft being coded, data were double-

entered by a professional data entry organization. Programs to clean the data were

written to check for all possible inconsistencies in following the different skips in

the questionnaire and to detect invalid codes. (Outputs of these programs were

checked, and corrections were made on the corresponding computer file.

3.3. Methodology used in the thesis

3.3.1. Sample A

The analyses for the thesis were conducted on a sub-sample, Sample A, of the

original RSCD interviewed sample. Sample A consisted of 1858 informal carers who

were relatives or close friends/neighbours of deceased, whose deceased died from

a malignant neoplasm, and whose deceased's death was classified as not-sudden.

Table 3.2. presents the demographic characteristics of cases in Sample A.

Cases included in sample A received a wide range of services. In the thesis, the

focus is on services delivered by district nurses, general practitioners, and hospital

doctors. Table 3.3. shows the percentage of peqple in sample A who, in their last

year of life, received services from district nurses, GPs, and hospital doctors.
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Table 3.2. Demographic charactenstics of cases In sample A (N-1858)

Variable	 N	 Per Cent

Age of deceased
under 55
	

198
	

10.7
55-64
	

307
	

16.5
65-74
	

523
	

28.1
75-84
	

609
	

32.8
85 or more
	

221
	

11.9

Sex of deceased
Male	 961

	
51.7

Female
	

897
	

48.3

Ethnic origin of deceased
White
	

1835
	

98.8
Non-white
	

22
	

1.2
Missing
	

1
	

0.1

Site of Malignant Neoplasm
Digestive organs/Peritoneum

	
508
	

27.3
Respiratoryflntrathoracic
	

420
	

22.6
Bone/Breast/Skin/Connective tissue

	
228
	

12.3
Genito-urinaiy organs
	

297
	

16.0
Lymphatic/haematopoietic tissue

	
138
	

7.4
Neoplasms of other/unspecified site

	
258
	

13.9
Neoplasms of unidentified nature

	
9
	

0.5

Place of death
Home
	

571
	

30.7
Hospital
	

937
	

50.4
Hospice
	

257
	

13.8
Old people/Nursing home 	 88

	
4.7

other
	

5
	

0.3

Relationship of respondent to deceased
Spouse/Paztner
	

868
	

46.7
Child/Grandchild/Child-in-law

	
590
	

31.8
Relative
	

292
	

15.7
Close friends/Neighbours
	

108
	

5.8

Age of carer
Under 55
	

752
	

40.5
55-64
	

447
	

24.1
65-74
	

402
	

21.6
75 or more
	

233
	

12.5
Missing
	

24
	

1.3

Sex of carer
Male	 626	 33.7
Female	 1232	 66.3
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Table 3.3. Percentage of deceased who, in their last year of life, received services from district
nurses, GPs, and hospital doctors (N-1858)

Variable
	

N
	

Per Cent

Deceased had services delivered from:

-district nurses
yes
	

1100
	

59.2
no
	

758
	

40.8

-general practitioners
yes
	

1854
	

99.8
no
	

4
	

0.2

-hospital doctors (longest length of stay)
yes
	

1648
	

88.7
no
	

210
	

11.3

3.3.1.1. Selection of hospitals

Information on hospital care was recorded on the interview schedule firstly for the

hospital the deceased died in or was in the longest, and secondly, for the one they

were in next longest. This led to similar multiple observations for the same case,

which could not be treated as independent (Altman, 1991). Therefore, there were

two alternatives for the analysis. The first was to use dataset about services delivered

in the hospital where the deceased died. The second was to restrict the analysis to

the hospital where the deceased had the longest stay, regardless of the deceased's

place of death.
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The first alternative decreases markedly the number of cases to be considered in the

analysis, and has a selection bias towards those who died in hospitals. However, and

by restricting the analysis to the hospital where the deceased had the longest stay,

information on the services delivered by the hospital where the deceased had died

will be lost if he/her had died in a different hospital. However, the second

alternative has less effect on the number of cases, and allows analysis to be

conducted on hospital care for both those who died in a hospital and those who did

not.

Additionally, the choice of having the hospital where the deceased bad the longest

stay as the unit of analysis is based on the effect prior experience with care has on

patients' expectations (Gutek, 1978; Oberst, 1984; Carr-Hill, 1992). Because time

and exposure are important factors affecting patients' expectations of care (Gutek,

1978), it is most likely that patients' and carers' expectations of care and

consequently their perceptions of the quality of care delivered by hospital doctors

are shaped by the experience of care they had in the hospital where they had most

contact with.

3.3.2. Model specification

The analysis is mainly directed towards exploring the predictors of satisfaction of

bereaved carers with services delivered to deceased in the last year of life. Factors

such as bereavement experience, caring characteristics, deceased's clinical

conditions, which are of prime importance in the palliative care field, have never

81



been looked at as possible predictors of carers' satisfaction. The inclusion of such

variables in the model aims at providing an insight on the complex fonnulation of

carers' satisfaction. Similarly to satisfaction with medical care in general, the usual

background variables, i.e. sociodemographic characteristics, were considered for

model building for both statistical control and theoretical contribution. Because the

aim is to assess whether carers' satisfaction is a reflection of service characteristics,

a set of service-related variables was also used in modelling.

3.3.3. Variables

3.3.3.1. Dependent variables

There are four dependent variables. Informal carers were asked to provide a rating

of excellent, good, fair or poor to services delivered by (1) the health and social

services in general, (2) district nurses, (3) general practitioners and (4) hospital

doctors in specific. For example, the question assessing carers' perceptions of the

quality of care delivered by the district nurse was:

"Do you feel the help and care deceased got from the district

nurse was excellent, good, fair or poor ?

Table 3.4. shows the frequency distribution of carers' rating of the health and social

services in general, as well as of services delivered by district nurses, general

practitioners, and hospital doctors.
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Table 3.4. Frequency distribution of Informal carers' rating of the health and social services
In general, as well as services delivered by distriti nurses, general practitioners and hospital
doctors to dying cancer patients In their last year of life

Rating of services 	 N	 Per Cent

Rating of services delivered by district nurses
	

1100

excellent
	

558
	

50.7
good
	

381
	

34.6
fair
	

95
	

8.6
poor
	

37
	

3.4
other
	

5
	

0.4
don't know
	

16
	

1.5
missing information
	

8
	

0.7

Rating of services delivered by GPs
	

1854

excellent
	

691
	

37.3
good
	

579
	

31.2
fair
	

280
	

15.1
poor
	

220
	

11.9
quality of care vaned / other

	
12
	

0.6
no care delivered
	

24
	

1.3
don't know
	

40
	

2.2
missing information
	

8
	

0.4

Rating of services delivered by hospital doctors
	

1648

excellent
	

535
	

32.5
good
	

651
	

39.5
fair
	

235
	

14.2
poor
	

113
	

6.9
quality of care varied / other

	
5
	

0.3
no care delivered
	

3
	

0.2
don't know
	

93
	

5.6
missing information
	

13
	

0.8

Rating of health and social services In general
	

1858

excellent
	

504
	

27.1
good
	

741
	

39.9
fair
	

296
	

15.9
poor
	

145
	

7.8
quality of services varied other

	
150
	

8.0
don't know
	

4
	

02
missing information
	

18
	

1.0
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For the purpose of the analysis, the dependent variables were dichotomized into high

and low satisfaction. In order to use multiple logistic regression, the choice was

either to recode the variables into satisfied (excellent, good) and dissatisfied (fair,

poor, quality of care varied/other), or highly satisfied (excellent) and less satisfied

(good, fair, poor, quality of care varied/other). The second alternative was chosen

because it led to a better distribution of cases, for the proportion of carers who were

highly satisfied (rating of excellent) being larger than that of dissatisfied carers

(rating of fair, poor, quality of care varied/other). Table 3.5. presents the frequency

distribution of the dichotomized satisfaction variables, excluding don't knows and

missing data.

Table 3.5. Frequency distribution of informal carers' satisfaction with health and social
services in general, as well as services delivered by district nurses, general practitioners and
hospital doctors to dying cancer patients in their last year of life

Satisfaction with services	 N	 Per Cent

Services delivered by district nurses
	

1076
high
	

558	 51.9
low
	

518	 48.1

Services delivered by GPs
	

1782
high
	

691	 38.8
low
	

1091	 612

Services delivered by hospital doctors
	

1539
high
	

535	 34.8
low
	

1004	 65.2

Health and social services in general
	

1836
high
	

504	 27.4
low
	

1332	 72.6
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3.3.3.2. Independent variables

The independent variables are broadly divided into (1) non-service and (2) the

service related factors.

3.3.3.2.1. Non-service related factors

They are themselves divided into two main categories (1) the patient and (2) the

informal carer's characteristics.

Patient characteristics

The patient characteristics encompass nine sociodemographic and four clinical

variables. The sociodemographic variables are age, sex, marital status, housing

tenure, occupation, having living children, having living siblings, religious

denomination and place of death. Table D. 1. shows the frequency distribution of

these variables.

The clinical variables are : site of malignant neoplasm, intensity of functional

limitation, duration of functional limitation, and duration of symptoms.

The intensity and duration of functional limitation, as well as the duration of

symptoms are composite measures obtained by factor analysis. Factor analysis is

an appropriate method for scale development for interval-level, non-dichotomous
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variables. It is a mathematically complex method of reducing a large set of variables

to a smaller set of underlying variables referred to as factors (De Vaus, 1991).

The intensity of functional limitation measure was obtained by subjecting all the

seven activities related to daily living in terms of their presence to a factor analysis

(Table 3.6.). The result was a one-factor solution that explained 68% of the variance

in the factor (Table 3.7.), and which had a reliability alpha scale of 0.92.

Table 3.6. Variables used in factor analysis of the intensity of functional limitation

Variable name

Bath
Dress
Toilet
Wash
Toe
Drink
Night

Variable formulation

Did deceased need help in getting in/out of bath or shower
Did deceased need help in dressing/undressing
Did deceased need help in going to toilet /coping on his own there
Did deceased need help in washing/shaving
Did deceased need help in cutting own toe nails
Did deceased need help in making a hot drink
Did deceased need help at night

Table 3.7. Factor matrix, communalities, eigenvalues, and per cent of explained variance in
the factor solution of the intensity of functional limitation

Variable	 Factor	 Caoimunalities 	 Eigenvalue	 % variance
matrix

Bath	 0.80	 0.65	 4.77	 68.1
Dress	 0.87	 0.76
Toilet	 0.85	 0.72
Wash	 0.84	 010
Toe	 0.77	 060
Drink	 0.85	 073
Night	 0.77	 0.61

a. Unrotated one-factor solution
b. LiStWiSC deletion of cases
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The eigenvalue is a measure that attaches to factors and indicates the amount of

variance in the pool of original variables that the factors explain. The higher this

value, the more variance it explains. To be retained, factors must have an eigenvalue

greater than 1 (Dc Vans, 1991).

To transform the scale into a dichotomous variable, the median was used as a cut-off

point. This led to having two categories low functional limitation corresponding

to a value equal to the median or less, and high functional limitation referring to

a value greater than the median (table D.15.). The same procedure was used in the

development of the dichotomous duration of functional limitation measure (table

D.2a., table D.2b., table D.2c., and table D.15.).

As far as symptoms experience is concerned, factor analysis was done on the

duration for which a symptom was experienced. Pain was considered separately. The

other 15 symptoms (Table D.3a.) were grouped into the following four factors (table

D.3b., table D.3c., and table D.3d.):

Symi gastro-intestinal symptoms : dry mouth, loss of
appetite, difficulty swallowing, vomiting, constipation

Sym2 : incontinence related symptoms : loss of bladder
control, loss of bowel control, bedsores, unpleasant smell

Sym3 : psychological and cognitive functioning
sleeplessness, mental confusion, feeling low or miserable,
an,dety

Sym4 respiratory symptoms : breathing problems, cough
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For each factor a score was obtained. The median was also chosen as the cut-off

point in transforming each of the factor into dichotomous variables (table D.15.).

This led to having two categories, long-term and short-term experience, for each

group of symptoms. Table D.4. shows the frequency distribution of the deceased's

clinical characteristics.

Informal carers' characteristics

The informal carers' characteristics refer to the sociodemographic characteristics, the

characteristics of caring for the patient at home and those related to bereavement

experience.

Nine sociodemographic characteristics are included : age, sex, relationship to

deceased, living alone/with others, carer lived with the deceased, marital status,

housing tenure, strength of religious faith, and religious denomination. Table D.5.

shows the frequency distribution of the informal carers' sociodemographic

characteristics.

The experience of caring at home was assessed by four variables : the perception

of caring as rewarding, the restriction of the carer's activities as a result of caring,

the perception of the patient's residence as a suitable place for caring, and the

perception of unmet needs for more help in caring for the deceased at home. The

latter is a composite variable and refers to a perception of need for more help with

domestic services and/or self-care activities, and/or the perception that
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relatives/friends should have visited and helped (table D.6a., table D.6b., and table

D.6c.). Table D.7. presents the frequency distribution of the informal carers' caring

characteristics.

Bereavement experience was assessed by five variables. These are : adjustment to

bereavement, psychological functioning, having at least one practical worry/anxiety

caused or made worse by the death event, having at least one bereavement-related

psychological problem caused or made worse by the death event, and self-

assessment of current health.

Psychological functioning was measured by the General Health Questionnaire

(GHQ) (Goldberg and Hillier, 1979); scores on the GHQ were calculated, and the

variable was dichotomized into high and low GHQ scores by splitting at the median

(table D. 15). Adjustment to bereavement, having at least one bereavement-related

psychological problem, and having at least one practical worry/anxiety are composite

measures obtained by factor analysis (table D.8a., table D.8b., table D.8c., table

D.9a., table D.9b., table D.9c., table D.lOa., table D.lOb., and table D.lOc.).

Adjustment to bereavement was dichotomized by splitting at the median (table

D. 15.). Table D. 11. shows the frequency distribution of the informal carers'

bereavement experience variables.
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Other non-service related variables

Two other non-service related variables are considered. These are (1) whether the

patient had fmancial problems resulting from illness and (2) whether the carer had

the same OP as the one the deceased bad. The first variable is used in the analysis

on the predictors of carers' satisfaction with health and social services in general for

it may reflect the patienticarer ability to purchase services if not satisfied with what

has been delivered from the NHS and the social services. The second variable

assesses the carer's objectivity in evaluating the GPs' services delivered to deceased

for if they do have the same GP as the one the deceased had, they might be less

willing to formulate any criticism since they might depend on him/her for the

delivery of care (Table D.l. and table D.5. present the frequency distribution of

these variables).

3.3.3.2.2. Service-related factors

These are the characteristics of services delivered by district nurses, general

practitioners, and hospital doctors.

Seven characteristics were used to reflect the services delivered by the district nurse.

These are : (1) the number of visits made by the nurse to the deceased home in the

last year of life, (2) the frequency of these visits, (3) the type of services provided,

whether the district nurse (4) coordinated with other professionals, (5) provided

advice, (6) visited at night, and (7) made a post-bereavement visit to carer.
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Table D. 12. presents the frequency distribution of the district nurses' service

characteristics.

Eight service-related characteristics were considered when GPs' care was assessed.

These are : (1) the number of home visits made by GP the deceased h4mme in the last

year of life, (2) the number of night visits made, and whether the Gil' (3) made a

post-bereavement visit to carer, (4) pfovided information regarding diagnosis to

carer, and whether he/her provided treatment for (5) pain, (6) breath1essness, (7)

vomiting, and (8) constipation. Table D. 13. presents the frequency distiiibution of the

GPs' service characteristics.

Finally, the service characteristics related to hospital care encompass twelve

variables. These are (1) whether the deceased had enough privacy wheja in hospital,

(2) had a room on his/her own, (3) had an operation, (4) had chemotherapy, (5) had

radiotherapy, (6) had choice about treatment, whether the hospital doctor (7) told

carer about the diagnosis, (8) provided treatment for pain, (9) breathlessness, (10)

vomiting, (11) constipation, and fmally, (12) whether the carer perceived the journey

to visit the deceased in hospital as tiring. Table D.14. presents the frequency

distribution of the hospital doctors' services characteristics.

All variables except (3), (4), and (5) are specific to the care delivered by the hospital

doctors at the hospital in question. Questions on whether the deceased had

operation(s), hormonal/chemical or radiotherapy in the last year of life were asked

without a reference to a particular hospital. The decision to include tlaem in the
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analysis was made because of the likelihood of such experiences affecting the way

carers perceived the quality of care delivered, bearing in mind the timing effect. It

is possible that deceased had any of the operation(s) and/or treatment(s) in the

hospital not selected for the analysis. However, this possibility is quite remote for

it is expected to experience the wide range of services in the hospital where the

patient had the longest length of stay.

3.3.4. Data analysis

The analysis of data is divided into two main phases (1) Bivariate phase and (2)

Multivariate phase. The statistical package used is SPSSIPC+ (Norusis, 1990).

3.3.4.1. Bivariate phase

In this phase, we look at whether each independent variable in each set is associated

with the dependent one. Since all the variables are categorical, the statistical test

used is the Pearson's Chi-Square. The significance level used at this stage was P<

0.1, which is enough to indicate departure from the null hypothesis (Altman, 1991).

This bivariate stage is a first selection stage for variables that will be subjected to

further multivariate analysis. Selection was based on a lax criteria, in this case P<

0.1, because variables may contribute to a multiple logistic model in unforseen ways

due to complex interrelationships among the variables (Altman, 1991).
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3.3.4.2. Multivariate phase

3.3.4.2.1. Statistical procedure

The statistical procedure used in this phase the multiple linear logistic regression

(Norusis, 1990). Logistic Regression has as the dependent variable the logarithm

of the odds that a particular binary response occurs. Regression-like coefficients

derived from maximum likelihood estimatian are explained as the change in the

logarithm of the odds of the dependent variable associated with a unit change in the

predictor variable, controlling for all other piedictors in the equation. For a clearer

explanation of the results, the regression-like coefficients were transformed into odds

ratios by exponentiation.

The chi-square goodness-of-fit statistic was used to assess how well the regression

model fitted the data. This test is analogous to the F-test in ordinary least squares

(McHorney and Mor, 1988). Like ordinary least squares regression, logistic

regression considers that there is no near or exact linear dependence among the

predictors variables. Therefore, inspection of bivariate interrelationships, which is

referred to as a multicollinearity check, was do before model building. Zero-order

correlations between each of the independent variables were calculated. Because the

sample is large, a correlation coefficient of 0.70 or more was considered an indicator

of multicollinearity (De Vaus, 1991). Decision must then be made to choose which

of any highly inter-correlated variables will enter model building.
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3.3.4.2.2. Analytic approach

The multivariate phase is itself divided into two sub-phases : (1) Multivariate Phase-

I (MV-I), and (2) Multivariate Phase-Il (MV-I!).

MV-I

A first selection of the variables is done. Non-service related variables are forcibly

entered as a first block in the model. Afterwards, the service-related factors are

forcibly entered as a second block in the model already containing the non-service

related ones. This will detect which of the service and non-service factors

independently predict infonnal carers' satisfaction.

MV-H

Factors that were found to predict satisfaction at MV-I with a significance level of

P< 0.1 were subjected to forward stepwise logistic regression. This procedure

determines which of the service and non-service related factors best predict

satisfaction. In MV-Il, selection procedure was stopped if the residual chi-square

of variables not in the equation has a P value greater than 0.05, otherwise there is

a risk of building models which can not be generalized to other samples taken from

the same population (Norusis, 1990).
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Outliers

In MV-I and MV-il, outliers were detected. Outliers can affect many types of

statistical analysis, often by inflating the variance of a set of observations and so

obscuring the effect of interest (Altman, 1990). In logistic regression, outliers are

the misclassified cases with the highest predicted probability of being in the other

category and which had the highest effect in reducing the fit of a model. The

literature on outliers indicated that it is not easy to decide what to do with them

(Cox & Snell, 1989).

In the current analysis, a case was considered an outlier if its studentized residual

(SRESID) was greater than 2.00 (Norusis, 1990). Models with and without outliers

are compared, and reported in the results section. However, if omitting these

observations changes the numerical values of the estimated regression coefficients

in the fitted multiple logistic regression model but does not affect their qualitative

interpretation, and has no drastic effect on the main components of the designed

model, the models without outliers will be retained as fmal results.

95



3.3.4.2.3. Steps in analysis

The following are the different steps followed in model building when outliers are

removed:

- Step 1: Variables significant at P< 0.1 at the bivariate level were subjected
to logistic regression, forced entry (MV-I)

- Step 2 : Detect outliers, SRESID 2.00

- Step 3 : Repeat Step 1 without outliers

- Step 4 : Variables in the model obtained after Step 3 that are significant at
P< 0.1 were subjected to forward stepwise logistic regression

- Step 5 : Detect outliers, SRESID 2.00

- Step 6 : Repeat Step 4 without outliers
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CHAPTER 4

RESULTS

4.1. Introduction

This chapter is divided into three main sections following the plan of analysis

discussed in section 3.3.4. The first section presents results at the bivariate level of

the data analysis, while the second section focuses on the presentation of the results

obtained at the multivariate phase. The third section summarizes results at both the

bivariate and multivariate level.

4.2. Bivariate phase

In this section, associations between each set of independent variables and the four

dependent ones (satisfaction with DNs, GPs, HDs, and health and social services in

general) will be presented. Missing information, don't know, and other not valid

answers for each variable were excluded from the analysis.

4.2.1. Non-service characteristics

4.2.1.1. Deceased sociodemographic characteristics

Table 4.1., 4.2., 4.3., and 4.4. show the associations between the deceased

sociodemographic characteristics and satisfaction with district nurses, general

practitioners, hospital doctors, and health and social services in general.
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Table 4.1. Informal carers' satisfaction with disfrlct nurses' services by deceased's
sociodemographic characteristics

Sociodemographic	 Satisfaction with service
characteristics	 high	 low	 Total

n (%)	 n (%)	 N

Sex
male	 294 (53.9)	 251 (46.1)	 545
female	 264 (49.7)	 267 (50.3)	 531
X2= 1.92, Df1, P= 0.165

Age
under 65
65 or more
X2= 1.77, Df-1, P= 0.184

Ethnic origin
white
non-white
X2= 0.62, Df=1, P= 0.432

Marital status
married
not married
X2= 3.99, Df=1, P= 0.046

Housing tenure
owner-occupier
not an owner-occupier
X2= 7.92, Df=1, P= 0.005

Had living children
yes
no
X2= 6.65, Df=1, P=0.0l0

had living siblings
yes
no
X2= 4.86, Df-1, P= 0.027

Religious denomination
Roman Catholic
Church of England
other Protestant
non-christian
X2= 3.14, Df-1, P = 0.588

Place of death
home
institution
X2= 50.23, Df=I, P< 0.001

	

159 (55.2)	 129 (44.8)

	

399 (50.6)	 389 (49.4)

	

551 (51.7)	 514 (48.3)
7	 (63.6)	 4	 (36.4)

	

348 (54.7)	 288 (45.3)
	209 (48.5)	 222 (51.5)

	

375 (55.1)	 305 (44.9)

	

167 (46.0)	 196 (54.0)

	

481 (53.8)	 413 (46.2)

	

76 (43.2)	 100 (56.8)

	

420 (54.1)	 356 (45.9)

	

134 (46.5)	 154 (53.5)

	

52 (54.2)	 44 (45.8)
	319 (51.8)	 297 (48.2)

	

75 (60.0)	 50 (40.0)

	

16 (48.5)	 17 (51.5)

	

301 (64.2)	 168 (35.8)

	

256 (42.4)	 348 (57.6)

288
788

1065
11

636
431

680
363

894
176

776
288

96
616
125
33

469
604
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Table 4.2. Informal carers' satisfaction with general practitioniss' services by deceased's
sociodemographic characteristics

Sociodemographic	 Satisfaction with service
characteristics	 high	 low	 Total

n (%)	 n (%)	 N

Sex
male	 360 (39.0)	 563 (61.0)	 923
female	 331 (38.5)	 528 (61.5)	 859
X2- 0.04, Df-1, P= 0.838

Age
under 65	 201 (41.0)	 289 (59.0)	 490
65 or more	 489 (37.9)	 802 (62.1)	 1291
X 1.48, Df=1, P= 0.224

Ethnic origin
white	 689 (39.1)	 1072 (60.9)	 1761
non-white	 2	 (9.5)	 19 (90.5)	 21
X 7.66, Df=1, P= 0.006

Marital status
married
not married
X2=' 12.08, Df=1, P< 0.001

Housing tenure
owner-occupier
not an owner-occupier
X- 7.05, Df=1, P 0.008

Had living children
yes
no
X2= 3.37, Df=I, P=0.066

Had living siblings
yes
no
X2= 3.29, Df=1, P= 0.069

Religious denomination
Roman Catholic
Church of England
other Protestant
non-christian
X- 4.86, Df=3, P= 0.182

Place of death
home
institution
X2= 35.73, Df=1, P< 0.001

	

423 (42.3)	 577 (57.7)
	

1000

	

261 (34.2)	 503 (65.8)
	

764

	451 (41.0)	 648 (59.0)
	

1099

	

216 (34.6)	 409 (65.4)
	

625

	

581 (39.9)	 874 (60.1)
	

1455

	

109 (34.4)	 208 (65.6)
	

317

	

521 (40.3)	 771 (59.7)
	

1292

	

166 (35.5)	 301 (64.5)
	

467

	

60 (34.3)	 115 (65.71)	 175

	

402 (39.6)	 613 (60.4)	 1015

	

78 (45.9)	 92 (54J)	 170

	

27 (39.7)	 41 (60.3)	 68

	

272 (49.1)	 282 (50.9)	 554

	

418 (34.2)	 805 (65i)	 1223
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	530 (34.9)	 989 (65.1)
	

1519
5	 (25.0)	 15 (75.0)

	
20

	

312 (36.5)	 543 (63.5)
	

855

	

219 (32.7)	 451 (67.3)
	

670

	54 (36.0)
	

96 (64.0)	 150

	

309 (35.5)
	

561 (64.5)	 870

	

45 (32.4)
	

94 (676)	 139

	

24 (37.5)
	

40 (62.5)	 64

	

396 (35.2)	 728 (64.8)
	

1124
	137 (33.3)	 275 (66.7)

	
412

Table 4.3. informal carers' satisfaction with hospital doctor? services by deceased's
sociodemographic characteristics

Sociodemographic	 Satisfaction with service
characteristics	 high	 low	 Total

n	 (%)	 n (0.)	 N

Sex
male	 280 (35.1)	 517 (64.9)	 797
female	 255 (34.4)	 487 (65.6)	 742
X2= 0.10, Df=1, P= 0.753

Age
under 65
65 or more
X2 1.18, Df1, P 0.277

Ethnic origin
white
non-white
X2 0.85, Df-1, P= 0.356

Marital status
married
not married
X2= 2.39, Df=1, P= 0.122

Housing tenure
owner-occupier
not an owner-occupier
X2= 1.04, Df=1, P= 0.307

Had living children
yes
no
X2= 0.07, Df=1, P=O.790

Had Living siblings
yes
no
X2= 3.46, Df=1, P= 0.063

Religious denomination
Roman Catholic
Church of England
other Protestant
non-christian
X2= 0.706, Df=3, P= 0.872

Place of death
hospital
home/other institution
X2= 0.521, Df=1, P= 0.470

	160 (36.9)	 274 (63.1)
	

434

	

375 (33.9)	 730 (66.1)
	

1105

	

330 (35.6)	 596 (64.4)	 926

	

186 (33.0)	 377 (67.0)	 563

	

441 (35.0)	 818 (65.0)	 1259

	

94 (34.2)	 181 (65.8)	 275

	

379 (33.5)	 752 (66.5)	 1131

	

151 (38.7)	 239 (61.3)	 390
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Table 4.4. Informal carers' satisfaction with health nad social services in general by
deceased's sociodemographic characteristics

Sociodemographic 	 Satisfaction wlth service
characteristics	 high	 low	 Total

n (%)	 n (%)	 N

Sex
male	 265 (28.0)	 6&2 (72.0)	 947
female	 239 (26.9)	 650 (73.1)	 889
X2= 0.28, Df-1, P- 0.598

Age
under 65	 142 (28.5)	 356 (71.5)	 498
65 or more	 361 (27.0)	 97(6 (73.0)	 1337
X2- 0.42, Df=l, P= 0.518

Ethnic origin
white	 499 (27.5)	 13115 (72.5)	 1814
non-white	 5	 (22.7)	 17 (77.3)	 22
X2= 0.25, Df=1, P= 0.617

Marital status
married	 308 (30.5)	 703 (69.5)	 1011
not married	 191 (24.5)	 590) (75.5)	 781
X 10.85, Df=1, P< 0.001

Housing tenure
owner-occupier	 335 (29.9)	 786 (70.1)	 1121
not an owner-occupier	 149 (22.7)	 506 (77.3)	 655
X2= 10.62, Df=1, P= 0.001

Had living children
yes	 426 (28.5)	 1069 (71.5)	 1495
no	 78 (23.0)	 261 (77.0)	 339
X2= 4.17, Dt=1, P=0.041

Had living siblings
yes	 366 (27.4)	 972 (72.6)	 1338
no	 135 (28.0)	 347 (72.0)	 482
X2- 0.08, Df-1, P= 0.783

Religious denomination
Roman Catholic	 51 (28.5)	 128 (71.5)	 179
Church of England	 300 (28.8)	 740 (71.2)	 1040
other Protestant	 52 (29.5)	 124 (70.5)	 176
non-christian	 16 (22.9)	 54 (77.1)	 70
X2= 1.24, Df=3, P= 0.743

Place of death
home	 194 (34.2)	 373 (65 8)	 567
mstitution	 308 (24.4)	 956 (75.6)	 1264
X= 19.08, Df=1, P< 0.001

Had financial problems as
a result of illness
yes	 37 (19.4)	 154 (80.6)	 191
no	 446 (28.3)	 113.2(717)	 1578
X2= 6.79, Df-1, P=0.009
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4.2.1.1.1. Summary

Sex, age, and religious denomination of the deceased were not significantly

associated with carers' satisfaction across the four dependent variables. The

associations of the other variables with carers' satisfaction varied across providers;

for instance, housing tenure of deceased was significantly associated with carers'

satisfaction with DNs, GPs, and health and social services in general, but failed to

reach statistical significance with satisfaction with HDs' services.

Attention should be also drawn to two other important variables : ethnicity and place

of death. Carers of "white" deceased were more likely than others to report high

satisfaction with GPs' services. Even though the number of non-white cases

considered in the analysis is small (21 cases), the chi-square test was found to be

valid following Cochran's criterion that 80% of the cells in the table should have

an expected frequency greater than 1 (Altman, 1991).

In addition, dying at home compared to dying in other places was found to be

positively statistically significantly associated with carers' satisfaction with DNs,

GPs, and health and social services in general. In order to test whether place of

death is a possible determinant of carers' satisfaction with providers in that place,

the variable was recoded to reflect deaths in hospitals versus deaths in other places;

it was not found to be significantly associated with carers' satisfaction with hospital

doctors' services.
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172 (53.6)
114 (50.7)
71 (49.3)

95 (50.3)
33 (53.2)
71	 (53.8)

149 (46.4)
111 (49.3)
73 (50.7)
94 (49.7)
29 (46.8)
61	 (46.2)

321
225
144
189
62
132

	171 (45.1)	 208 (54.9)
	

379

	

341 (56.6)	 262 (43.4)
	

603

	

190 (50.4)	 187 (49.6)
	

377

	

296 (53.7)	 255 (46.3)
	

551

	

352 (53.2)	 310 (46.8)
	

662

	

182 (46.8)	 190 (51.1)
	

372

	

254 (55.5)	 204 (44.5)
	

458

	

226 (50.7)	 220 (49.3)
	

446

	279 (59.1)	 193 (40.9)
	

472

	

222 (46.7)	 253 (53.3)
	

475

4.2.1.2. Deceased clinical characteristics

Tables 4.5., 4.6., 4.7., and 4.8. present the associations between the deceased clinical

cbaracteristics and carers' satisfaction with DNs, GPs, HDs, and HSS.

Table 4.5. Informal carers' satisfaction with district nurses' services by deceased's clinical
characteristics

Clinical	 Satisfaction with service
characteristics	 high	 low	 Total

n (%)	 n (%)	 N

Site of malignant neoplasm
digestive organs and peritoneuin
respiratory and intrathoracic organs
bone, breast and connective tissue
genito-urinary organs
lymphatic and haematopoietic tissue
other and unspecified parts
X= 1.32, Df=5, P= 0.933

Intensity of functional limitation
low
high
X 12.19, Df=1, P< 0.001

Duration of functional limitation
short
long
X2= 0.99, Df=1, P- 0.3 19

Duration of pain
short
long
x2= 1.72, Df1, P= 0.189

Duration of gastro-intestinal symptoms
short
long
X2= 2.08, Df=1, P= 0.149

Duration of incontinence
short
long
X2= 0.104, Df-1, P= 0.747

Duration of psychological and cognitive
functioning symptoms
short
long
X2- 14.55, Df=1, P< 0.00 1

	

241 (53.7)	 208 (46.3)	 449

	

288 (52.7)	 259 (47.3)	 547

Duration of respiratory symptoms	
316 (56.0)	 248 (44.0)	 564short	
230 (47.1)	 258 (52.9)	 488long

X2 830, Df=1, P= 0.004
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191 (39.3)
153 (38.2)
101 (46.5)
106 (36.7)
53 (40.5)
84 (33.7)

295 (60.7)
248 (61.8)
116 (53.5)
183 (63.3)
78 (59.5)
165 (66.3)

486
401
217
289
131
249

	295 (34.9)	 550 (65.1)
	

845

	

338 (43.6)	 438 (56.4)
	

776

	

280 (33.6)	 554 (66.4)
	

834

	

318 (45.4)	 383 (54.6)
	

701

	

437 (39.0)	 683 (61.0)
	

1120

	

222 (38.0)	 362 (62.0)
	

584

	

330 (40.6)	 482 (59.4)
	

812

	

265 (40.5)	 390 (59.5)
	

872

	

356 (41.8)	 496 (58.2)
	

852

	

294 (37.1)	 498 (62.9)
	

792

	

347 (42.8)	 464 (57.2)
	

811

	

275 (35.8)	 494 (64.2)
	

769

Table 4.6. Informal carers' satisfaction with general practitioners' services by deceased's
clinical ebaracteristics

Clinical	 Satisfaction with service
charactenstics 	 high	 low	 Total

n (%)	 n (%)	 N

Site of malignant neoplasm
digestive organs and peritoneuin
respiratory and intrathoracic organs
bone, breast and connective tissue
genito-urinary organs
lymphatic and haenaatopoietic tissue
other and unspecified parts
X = 8.99, Df=5, P= 0.110

Intensity of functional limitation
low
high
X = 12.70, Df=1, P< 0.001

Duration of functional limitation
short
long
X2= 22.26, 1)2-1, P< 0.001

Duration of pain
short
long
x2= 0.16, Df=1, P= 0.686

Duration of gastro-intestinal symptoms
short
long
X2= 0.005, Df=1, P= 0.944

Duration of incontinence
short
long
X2= 3.73, 1)2=1, P= 0.053

Duration of psychological and cognitive
functioning symptoms
short
long
X2= 8.16, Df=1, P- 0.004

Duration of respiratory symptoms	
373 (41.2)	 533 (58.8)	 906short	
307 (36.6)	 531 (63.4)	 838long

X2= 3.76, Df=1, P= 0.052
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	286 (38.0)	 467 (62.0)
	

753
	178 (312)	 393 (68.8)

	
571

	

342 (35.1)	 632 (64.9)
	

974
	166 (33.3)	 332 (66.7)

	
498

	

255 (36.4)	 445 (63.6)
	

700

	

181 (31.9)	 386 (68.1)
	

567

	

275 (372)	 457 (62.4)
	

732

	

216 (31.6)	 468 (68.4)
	

684

	

259 (36.9)	 443 (63.1)
	

702

	

211 (31.6)	 457 (68.4)
	

668

Table 4.7. Informal carers' satisfaction with hospital doctors' services by deceased's clinical
characteristics

Clinical	 Satisfaction with service
characteristics 	 high	 low	 Total

n (%)	 n (%)	 N

Site of malignant neoplasm
digestive organs and peritoneum	 149 (35.0)	 277 (65.0)	 426
respiratory and intrathoracic organs	 98 (29.9)	 230 (70.1)	 328
bone, breast and connective tissue	 69 (40.8)	 100 (59.2)	 169
genito-urinary organs	 76 (29.8)	 179 (70.2)	 255
lymphatic and haematopoietic tissue 	 58 (46.8)	 66 (53.2)	 124
other and unspecified parts	 83 (36.2)	 146 (63.8)	 229
X2= 10.06, Df=5, P 0.004

Intensity of functional limitation
low
high
X 10.48, Df=1, P= 0.001

Duration of functional limitation
short
long
X= 6.61, Df1, P= 0.010

Duration of pain
short
long
X2 = 0.46, Df1, P= 0.497

Duration of gastro-intestinal symptoms
short
long
X2= 2.82, DM, P= 0.093

Duration of incontinence
short
long
X2= 5.60, Df=1, P= 0.018

Duration of psychological and cognitive
functioning symptoms
short
long
X2 = 4.28, Df-1, P= 0.038

	

299 (38.8)	 471 (61.2)
	

770

	

193 (30.5)	 439 (69.5)
	

632

Duration of respiratory symptoms	
285 (36.4)	 498 (63.6)	 783short	
237 (32.9)	 483 (67.1)	 720long

X = 2.00, Df-1, P= 0.157
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	210 (23.9)	 667 (76.1)
	

877

	

247 (31.4)	 539 (68.6)
	

786

	

202 (23.5)	 657 (76.5)
	

859

	

227 (31.8)	 487 (68.2)
	

714

	323 (28.9)	 793 (71.1)
	

1116

	

155 (27.0)	 420 (73.0)
	

575

	

244 (30.5)	 555 (69.5)
	

799

	

172 (26.7)	 471 (733)
	

643

	

251 (28.7)	 623 (71.3)
	

874

	

224 (27.7)	 585 (72.3)
	

809

	

261 (32.5)	 543 (67.5)
	

804

	

184 (24.1)	 578 (75.9)
	

762

Table 4.8. Informal carers' satisfaction with health and social services in general by
deceased's clinical characteristics

Clinical	 Satisfaction with service
characteristics	 high	 low	 Total

n (%)	 a (%)	 N

Site of malignant neoplasm
digestive organs and peritoneum
respiratory and intrathoracic organs
bone, breast and connective tissue
genito-urinary organs
lymphatic and haematopoietic tissue
other and unspecified parts
Xz 5.15, Df5, P= 0.397

Intensity of functional limitation
low
high
X = 11.64, Df=1, P< 0.00 1

Duration of functional limitation
short
long
X2= 13.47, Df-1, P< 0.001

Duration of pain
short
long
X2= 0.74, Df=1, P= 0.390

Duration of gastro-intestinal symptoms
short
long
X2= 2.49, Df=1, P= 0.114

Duration of incontinence
short
long
X2= 0.220, Df=1, P= 0.639

Duration of psychological and cognitive
functioning symptoms
short
long
X 13.30, Df=1, P< 0.001

	

146 (29.0)	 358 (71.0)
	

504

	

102 (24.6)	 312 (75.4)
	

414

	

69 (30.8)	 155 (69.2)
	

224

	

85 (29.1)	 207 (70.9)
	

292

	

38 (27.5)	 100 (72.5)
	

138

	

62 (24.3)	 193 (75.7)
	

255

Duration of respiratory syp	
276 (30.6)	 625 (69.4)	 901short	
217 (26.1)	 613 (73.9)	 830long

X2= 427, Df=1, P= 0.039
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4.2.1.2.1. Summary

Duration of pain was not statistically significantly associated with carers' satisfaction

across the four dependent variables, in contrast to the duration of psychological and

cognitive functioning symptoms which had a negative association. Site of malignant

neoplasm was only significantly associated with carers' satisfaction with liDs, with

high satisfaction being more reported by carers whose deceased died from lymphatic

and/or haematopoietic tissue cancers than those whose deceased died from any other

type of cancer.

While intensity and duration of functional limitation were found to be significantly

associated with carers' satisfaction with GPs, HDs, and health and social services

in general, the duration, but not the intensity of such limitation, failed to be

associated at P< 0.1 with carers' satisfaction with DNs' services. It is also worthy

to note that the largest number of significant associations was found between the

deceased clinical characteristics and carers' satisfaction with HDs (six of eight

associations), followed by carers' satisfaction with GPs (5 associations). Only three

significant associations were found with carers' satisfaction with DNs' services.

4.2.1.3. Carers' sociodemographic characteristics

Table 4.9., 4.10., 4.11., and 4.12. present the associations between carers'

sociodemographic characteristics and their satisfaction with services delivered by

DNs, GPs, liDs, and health and social services in general.
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	412 (57.2)
	

308 (42.8)	 720

	

144 (41.3)
	

205 (58.7)	 349

297 (58.3)
256 (460)

159 (44.9)
394 (55i6)

396 (52.9)
155 (49.8)

	

212 (41.7)	 509

	

300 (54.0)	 556

	195 (55.1)	 354

	

315 (44.4)	 709

	

352 (47.1)	 748

	

156 (50.2)	 311

	

55 (573)
	

41 (42.7)
	

96

	

329 (51.7)
	

307 (48.3)
	

636

	

52 (52.0)
	

48 (48.0)
	

100

	

25 (55.6)
	

20 (44.4)
	

45

Table 4.9. Informal carers' satisfaction with distrkt nurses' services by carers'
soclodemographic characteristics

Sociodemographic	 Satisfaction with service
characteristics	 high	 low	 Total

n (%)	 n (%)	 N

Sex
male	 183 (52.4)	 166 (47.6)	 349
female	 375 (51.6)	 352 (48.4)	 727
X2= 0.06, Df=l, P= 0.793

Age
under 65
65 years or more
X2=' 0.32, Df=l, Pr. 0.571

Relationship to deceased
spouse
not spouse
X2= 8.82, Df=1, P= 0.003

Lived with deceased
yes
no
X2= 23.99, Df=1, P< 0.001

Living alone after deceased's death
yes
no
X2= 16.12, Df=1, P< 0.001

Marital status at time of interview
married
not married
X2= 10.74, DF=1, P= 0.001

Housing tenure
owner-occupier
not an owner-occupier
X2= 0.85, Df-1, P= 0.357

Religious denomination
Roman Catholic
Church of England
other Protestant
non-christian
X2- 1.21, Df=3, P= 0.750

	

349 (51.6)
	

328 (48.4)	 677

	

207 (53.4)
	

181 (46.6)	 388

	

308 (56.3)
	

239 (43.7)	 547

	

250 (47.3)
	

279 (52.7)	 529

Strength of religious faith	
164 (5i.2)	 133 (44.8)	 297

	

387 (50.7)	 376 (49.3)	 763not strong
X2= 1.73, D!1, P= 0.19
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498 (44.7)
188 (28.7)

355 (44.4)
330 (34.2)

195 (30.8)
490 (43.4)

	

617 (55.3)	 1115

	

466 (71.3)	 654

	

445 (55.6)	 800

	

634 (65.8)	 964

	

438 (69.2)	 633

	

639 (56.6)	 1129

493 (39.6)
192 (37.2)

58 (34.9)
402 (39.5)
71 (43.0)
32 (44.0)

204 (43.4)
480 (37.4)

	

751 (60.4)	 1244

	

319 (62.4)	 511

	

108 (65.1)	 166

	

617 (60.5)	 1019

	

94 (57.0)	 165

	

48 (60.0)	 80

	

266 (56.6)	 470

	

805 (62.6)	 1285

Table 4.10. Informal carers' satisfaction with general practitioners' services by carers'
sociodemographlc characteristics

Sociodemographic	 Satisfaction with service
characteristics	 high	 low	 Total

n (°o)	 n	 (%)	 N

Sex
male	 247 (41.0)	 356 (59.0)	 603
female	 444 (37.7)	 735 (62.3)	 1179
X2= 1.83, Dfl, P= 0.176

Age
under 65
65 years or more
X2= 12.93, Df=1, P< 0.001

Relationship to deceased
spouse
not spouse
X2= 29.49, Df-1, P< 0.00 1

Lived with deceased
yes
no
X2= 43.99, Df-1, P< 0.001

Living alone after deceased's death
yes
no
x2= 18.93, Dfl, P< 0.001

Marital status
married
not marrIed
X2= 27.08, Df=1, P< 0.001

Housing tenure
owner-occupier
not an owner-occupier
X2= 0.64, Df=4, P= 0.422

Religious denomination
Roman Catholic
Church of England
other Protestant
non-christian
X2= 231, Df-3, P= 0.511

Strength of religious faith
strong
not strong
X- 5.29, 1)1=1, P= 0.021

	

415 (35.9)	 741 (64.1)	 1156

	

270 (44.7)	 334 (553)	 604

	

385 (45.3)	 464 (54.7)	 849

	

306 (32.8)	 627 (67.2)	 933

Have the same GP as deceased	
458 (48.6)	 485 (51.4)	 943yes	
228 (27.7)	 594 (723)	 812no

X 80.21, Df-1, P< 0.001
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528
1011

1026
498

948
583

673
856

550
977

1059
461

Table 4.11. Informal carers' satisfaction with hospital doctors' services by carers'
soclodeniographic characteristics

Sociodemographic	 Satisfaction with service
characteristics 	 high	 low	 Total

n (%)	 n (%)	 N

Sex
male
female
X2= 0.25, Df=1, P= 0.616

Age
under 65
65 years or more
X2= 5.16, Df=1, P= 0.023

Relationship to deceased
spouse
not spouse
X2= 15.26, Df=1, P< 0.001

Lived with deceased
yes
no
X2= 10.24, Df=I, P= 0.001

Living alone after deceased's death
yes
no
x2= 11.92, Df=1, P< 0.001

Marital status
married
not married
X2= 10.98, Df=1, P< 0.001

Housing tenure
owner-occupier
not an owner-occupier
X2= 0.48, Df=1, P= 0.486

	

188 (35.6)	 340 (644)

	

347 (343)	 664 (657)

	339 (33.0)	 687 (67.0)

	

194 (39.0)	 304 (61.0)

	

286 (59.8)	 432 (602)	 718

	

249 (30.3)	 572 (69.7)	 821

	

359 (37.9)	 589 (62.1)

	

174 (29.8)	 409 (70.2)

	

267 (39.7)	 406 (60.3)

	

267 (31.2)	 589 (68.8)

	

162 (29.5)	 388 (70.5)

	

370 (37.5)	 607 (62.1)

	

364 (34.4)	 695 (65.6)

	

167 (36.2)	 294 (63.8)

Religious denomination
Roman Catholic	 48 (34.5)	 91 (65.5)	 139
Church of England	 319 (36.8)	 548 (632)	 867
other Protestant 	 45 (31.9)	 96 (68 1)	 141
non-christian	 26 (34.2)	 50 (65.8)	 76
X 1.48, Df=3, P= 0.687

Strength of religious faith
strong	 148 (37.4)	 248 (62.6)	 396
not strong	 380 (33.8)	 745 (66.2)	 1125
X = 1.67, Df=I, P= 0.196
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	372 (32.7)
	

765 (67.3)	 1137

	

131 (19.0)
	

560 (81.0)	 691

	

276 (33.5)
	

548 (66.5)	 824

	

225 (22.5)
	

776 (77.5)	 1001

	

143 (21.7)
	

515 (783)	 658

	

359 (31.9)
	

768 (68.0)	 1127

	

360 (28.1)
	

919 (71.9)	 1279

	

140 (26.1)
	

397 (73.9)	 537

	48 (28.2)
	

122 (71.8)
	

170

	

312 (29.7)
	

738 (70.3)
	

1050

	

43 (24.6)
	

132 (75.4)
	

175
	23 (27.7)

	
60 (723)
	

83

Table 4.12. Informal carers' satisfaction with health and social services in general by carers'
sociodemographic characteristics

Sociodemographic	 Satisfaction with service
characteristics	 high	 low	 Total

n (°o)	 n	 (%)	 N

Sex
male	 168 (27.3)	 448 (72.7)	 616
female	 336 (27.5)	 884 (72.5)	 1220
X2= 0.01, Df-1, P= 0.903

Age
under 65
65 years or more
X2= 10.03, Df=1, P= 0.001

Relationship to deceased
spouse
not spouse
X2= 30.89, Df=1, P< 0.001

Lived with deceased
yes
no
X2= 40.80, Df=1, P< 0.001

Living alone after deceased's death
yes
no
X2= 27.55, Df=1, P< 0.001

Marital status
married
not married
X2= 17.22, Df-1, P< 0.001

Housing tenure
owner-occupier
not an owner-occupier
X2= 0.82, Df=1, P= 0.366

Religious denomination
Roman Catholic
Church of England
other Protestant
non-christian
X2=' 2.03, Df=3, P= 0.567

	301 (25.2)
	

892 (74.8)	 1193

	

202 (32.2)
	

425 (67.8)	 627

	

288 (33.6)
	

568 (66.4)	 856
	216 (22.0)

	
764 (78.0)	 980

Strength of religious faith 	
157 (32.7)	 323 (67.3)	 480strong	
341 (25.5)	 997 (74.5)	 1338not strong

X2= 9.26, 1)1=1, P- 0.002
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4.2.13.1. Summary

Sex, housing tenure and religious denomination of carer were not statistically

significantly associated with satisfaction across all four dependent variables. When

asked about the strength of their religious faith, carers with strong rdligious faith

were more likely to report high satisfaction with the community staff and the health

and social services in general than those with some or no religious faith. Carers who

were 65 years of age or older were more likely to report high satisfaction with GPs',

HDs' and the health and social services in general than carers who were less than

65 years of age.

Some of the associations were significant across all four dependent variables

Spouses were more likely to report high satisfaction with delivered services than

non-spouses. Carers who were not married were also more likely to report high

satisfaction than married ones. Additionally, those who lived with the deceased and

those who are living alone after deceased's death were more likely tko be highly

satisfied with services delivered than those who did not live with the deceased and

those who, after deceased's death, are living with other people. FinnlIy carers who

have the same GP as the one deceased had were found to report higher satisfaction

with the OP services than those having a different GP.
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4.2.1.4. Carers' bereavement experience

In this section, the focus is on assessing associations between carers' bereavement

experience/characteristics and how they perceived the care delivered to their loved

ones in the last year of life (Table 4.13., 4.14., 4.15., and 4.16.).

Table 4.13. Informal carers' satisfaction with district nurses' services by carers' bereavement
characteristics

Bereavement	 Satisfaction with service
variables	 high	 low	 Total

n (%)	 n (%)	 N

Self-assessment of post-bereavement health
excellent
good
fair/poor
X2= 8.19, Df=2, P= 0.0 17

Psychological functioning
low GHQ score
high GHQ score
X = 8.04, Df=1, P= 0.004

Adjustment to bereavement
good
poor
X2= 0.53, Df=1, P= 0.464

Had bereavement-related psychological problems
at least one problem
no problems
X2= 6.04, Df-1, P= 0.014

Had practical worries resulting from
deceased's death
at least problem
no problems

2=	 Df=1, P= 0.037

	

143 (60.3)	 94 (39.7)	 237

	

271 (49.6)	 275 (50.4)	 546

	

141 (50.2)	 140 (49.8)	 281

	

282 (57.2)	 211 (42.8)	 493

	

231 (48.1)	 249 (51.9)	 480

	

273 (50.5)	 268 (49.5)	 541

	

260 (52.7)	 233 (47.3)	 501

	

368 (49.6)	 374 (50.4)	 742

	

185 (57.8)	 135 (422)	 320

	

176 (47.7)	 193 (52.3)	 369

	

369 (54.4)	 309 (45.6)	 678
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353 (42.3)
272 (35.2)

344 (36.6)
319 (412)

446 (37.4)
237 (41.9)

232 (38.2)
442 (39.0)

	

481 (57.7)	 834

	

501 (64.8)	 773

	

596 (63.4)	 940

	

455 (58.8)	 774

	

748 (62.6)	 1194

	

328 (58.1)	 565

	

375 (61.8)	 607

	

691 (61.0)	 1133

	269 (38.2)
	

435 (61.8)	 704

	

215 (31.4)
	

470 (68.6)	 685

	

291 (36.3)
	

511 (63.7)	 802

	

229 (33.3)
	

458 (66.7)	 687

	

351 (34.0)
	

681 (66.0)	 1032

	

179 (36.5)
	

312 (63.5)	 491

Table 4.14. Informal carers' satisfaction with general practitioners' services by carers'
bereavement characteristics

Bereavement	 Satisfaction with service
variables	 high	 low	 Total

n (%)	 a (%)	 N

Self-assessment of post-bereavement health
excellent	 196 (46.9)	 222 (53.1)	 418
good	 334 (37.4)	 558 (62.6)	 892
fair/poor	 155 (34.4)	 295 (65.6)	 450
X2= 15.78, Df-2, P< 0.001

Psychological functioning
low GHQ score
high GHQ score
X = 8.60, Df=1, P= 0.003

Adjustment to bereavement
good
poor
X2= 3.82, Df=1, P= 0.05 1

Had bereavement-related psychological problems
at least one problem
no problems
X2= 3.41, Df=1, P= 0.065

Had practical worries resulting from
deceased's death
at least one problem
no problems
X2= 0.1041, Df=1, P= 0.747

Table 4.15. Informal carers' satisfaction with hospital doctors' services by carers'
bereavement characteristics

Bereavement	 Satisfaction with service
variables	 high	 low	 Total

n (%)	 n (%)	 N

SeLf-assessment of post-bereavement health
excellent	 152 (43.3)	 199 (56.7)	 351
good	 265 (34.6)	 502 (65.4)	 767
fair/poor	 115 (28.3)	 291 (71.7)	 406
X2= 18.68, Df-2, P< 0.001

Psychological functioning
low GHQ score
high GHQ score
X= 7.12, D1=1, P= 0.008

Adjustment to bereavement
good
poor
X 1.42, Df=1, P= 0.234

Had bereavement-related psychological problems
at least one problem
no problems
x= 0.87, Df=l, P 0.349

Had practical worries resulting from
deceased's death
at least one problem	 182 (34.3)	 349 (65.7)	 531
no problems	 345 (35.4)	 630 (64.6) 975
X2= 0.19, Df-1, P= 0.667
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277 (31.9)
180 (22.7)

273 (27.8)
213 (26.9)

317 (25.9)
182 (30.5)

151 (24.3)
344 (29.1)

	

590 (68.1)	 867
	614 (77.3)	 794

	

708 (72.2)	 981

	

579 (73.1)	 792

	

907 (74.1)	 1224

	

415 (69.5)	 597

	

470 (75.7)	 621

	

837 (70.9)	 1181

Table 4.16. Informal carers' satLdction with health and social services in general by carers'
bereavement characteristics

Bereavement	 Satisfaction with service
variables	 high	 low	 Total

n (%)	 n (%)	 N

Self-assessment of post-bereavement health
excellent	 165 (38.6)	 262 (61.4)	 427
good	 246 (26.5)	 683 (73.5)	 929
fair/poor	 92 (19.7)	 375 (80.3)	 467
X2- 41.23, Df=2, P< 0.001

Psychological functioning
low GHQ score
hih GHQ score
X 17.89, Df-1, P< 0.001

Adjustment to bereavement
good
poor
X2= 0.19, DI1, P= 0.661

Had bereavement-related psychological problems
at least one problem
no problems
X2= 424, Df=1, P= 0.039

Had practical worries resulting from
deceased's death
at least one problem
no problems
X2= 4.73, Df=1, P= 0.029

4.2.1.4.1. Summary

Carers' self-assessment of post-bereavement health and carers' psychological

functioning as measured by the GHQ were significantly associated with their

satisfaction with DNs GPs, HDs, and the health and social services in general, with

high satisfaction being associated with perceiving post-bereavement health as

excellent, and having a low GHQ score.
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Carers who reported having at least one bereavement-related psychological problem

were more likely to report low satisfaction with the community staff and the health

and social services in general. The relationship was not significant with satisfaction

with hospital doctors. Carers who had adjusted well to bereavement were more

likely than others to report low satisfaction with GPs' services, while those who

indicated having no practical worries which were caused or made worse by

deceased's death were more likely to be highly satisfied with DNs and the health

and social services in general.

4.2.1.5. Carers' experience of caring

In this section, those respondents who did not provide practical help to deceased

were considered as a separate category in some of the variables in order to prevent

a decrease in the number of cases subjected to multivariate analysis.

Table 4.17., 4.18., 4.19., and 4.20. indicate the associations between carers' caring

characteristics and their satisfaction with services delivered by DNs, GPs, HDs, and

health and social services in general.
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329 (52.4)
156 (53.1)
66 (45.8)

247 (44.8)
280 (59.8)

	

299 (47.6)	 628

	

138 (46.9)	 294

	

78 (54.2)	 144

	

304 (55.2)	 551

	

188 (40.2)	 468

	

391 (53.7)
	

337 (46.3)	 728

	

154 (47.8)
	

168 (52.2)	 322

368 (43.3)
171 (39.7)
144 (298)

297 (34.3)
348 (43.4)

	

482 (56.7)	 850
260 (603) 431

	

339 (70.2)	 483

	

570 (65.7)	 867

	

454 (56.6)	 802

	

498 (40.4)
	

736 (59.6)	 1234

	

174 (35.7)
	

313 (64.3)	 487

Table 4.17. Informal carers' satisfaction with district nurses' services by carers' experience
or caring

Experience of	 Satisfaction with service
caring	 high	 low	 Total

n (%)	 n (%)	 N

Perception of caring
rewarding	 311 (61.0)	 199 (39.0)	 510
burden	 20 (32.3)	 42 (67.7)	 62
other but not burden	 155 (44.2)	 196 (55.8) 351
cares did not provide practical help 	 65 (45.5)	 78 (54.5)	 143
X= 37.20, Df-3, P< 0.00 1

Level of restriction In carer's activities
as a result of caring
severely fairly restricted
little/not at all restricted
cares did not provide practical help
X2= 2.32, Df=2, P= 0313

Carer perceived the need for more
help In caring for deceased at home
yes
no
X2= 22.81, Df=1, P< 0.001

Carer perceived deceased's home
as an easy place for care
yes
no
X2= 3.09, Df=1, P= 0.078

Table 4.18. Informal carers' satisfaction with general practitioners' services by carets'
experience of caring

Experience of	 Satisfaction with service
caring	 high	 low	 Total

n (%)	 n (%)	 N

Perception of caring
rewarding	 334 (48.8)	 350 (51.2)	 684
burden	 25 (28.4)	 63 (71.6)	 88
other perceptions but not burden	 181 (35.4)	 330 (64.6) 511
caret did not provide practical help	 144 (29.9)	 338 (70.1) 482
X2= 51.63, Df-3, P< 0.001

Level of restriction in carer's activities
as a result of caring
severely fairly restricted
little/not at all restricted
carer did not provide practical help
X 23.81, Df-2, P< 0.001

Carer perceived the need for more
help In caring for deceased at home
yes
no
X2= 14.66, Df=1, P< 0.001

Carer perceived deceased's home
as an easy place for care
yes
no
X2= 3.14, Df-1, P= 0.076
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Table 4.19. Informal carers' satisfaction with hospital doctors' services by carers' experience
of caring

Experience of	 Satisfaction with service
caring	 high	 low	 Total

n (%)	 n (°o)	 N

Perception of caring
rewarding	 211 (36.8)	 362 (63.2)	 573
burden	 29 (38.2)	 47 (61.8)	 76
other perceptions but not burden	 119 (27.7)	 311 (72.3) 430
carer did not provide practical help	 168 (37.7)	 278 (62.3)	 446
X2= 12.65, Df-3, P 0.005

Level of restriction In carer's activities
as a result of caring
severely fairly restricted
little/not at all restricted
carer did not provide practical help
X2= 2.31, Dt=2, P= 0.314

Carer perceived the need for more
help In caring for deceased at home
yes
no
X2= 13.21, Df=1, P< 0.00 1

Carer perceived deceased's home
as an easy place for care
yes
no
X2= 0.05, Df=1, P= 0.817

	

239 (33.6)	 472 (66.4)	 711

	

123 (33.3)	 246 (66.7)	 369
	168 (37.6)	 279 (62.4)	 447

	

229 (30.3)	 526 (69.7)	 755

	

274 (39.4)	 421 (60.6)	 695

	

377 (35.2)	 695 (64.8)	 1072

	

144 (34.5)	 273 (65.5)	 417

Table 4.20. Informal carers' satisfaction with health and social services in general by carers'
experience of caring

Experience	 Satisfaction with service
of caring	 high	 low	 Total

n (%)	 n (%)	 N

Perception of caring
rewarding	 249 (35.8)	 447 (64.2) 696
burden	 18 (19.8)	 73 (80.2)	 91
other perceptions but not burden 	 118 (22.8)	 400 (77.2) 518
carer did not provide practical help	 114 (22.2)	 400 (77.8)	 514
X2= 39.77, Df=3, P< 0.01

Level of restriction in earer's activities
as a result of caring
severely fairly restricted
little/not at all restricted
carer did not provide practical help
X2= 10.37, Df=2, P< 0.006

Carer perceived the need for more
help in caring for deceased at home
yes
no
X2= 45.69, Df=1, P< 0.001

Carer perceived deceased's home
as an easy place for care
yes
no
X2=' 3.90, Df=1, P= 0.048

	

256 (29.9)	 599 (70.1)	 824

	

129 (28.8)	 319 (71.2)	 436

	

114 (22.1)	 401 (77.9)	 498

	

182 (20.2)	 718 (79.8)	 900

	

287 (34.7)	 540 (65.3)	 827

	

367 (28.8)	 909 (71.2)	 1276

	

119 (24.1)	 375 (75.9)	 494
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4.2.1.5.1. Summary

Carers' perception of caring at home was significantly associated with carers'

satisfaction with DNs, GPs, ilDs, and health and social services in general. Carers

who perceived caring as rewarding were more likely than others to express high

satisfaction with district nurses, general practitioners and the health and social

services in general, while high satisfaction with hospital doctors was reported by

carers who perceived caring as a burden.

Additionally, the need for more help at home in caring for the deceased was also

found to be significantly associated with carers' satisfaction; carers who had no

perceptions of such need were more highly satisfied than others with care delivered.

Finally, the perception of home as an easy place for caring for deceased was

significantly related to carers' satisfaction with community staff, and the HSS.

4.2.2. Service-related characteristics

4.2.2.1. District nurses' services

In this section, the associations between the characteristics of services provided at

the deceased home by the district nurses and carers' satisfaction with these services

will be presented (Table 4.21.).
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Table 4.21. Informal carers' satisfaction with district Rurses' services by service
characteristics

Service	 Satisfactioa with service
characteristics	 higi	 low	 Total

n (%)	 n (%)	 N

Number of times DN visited
deceased at home in last 12 months
less than 20 times	 178 (36.5)	 310 (63.5)	 488
20-49 times	 176 (62.2)	 107 (37.8)	 283
50 times or more	 199 (67.7)	 95 (32.3)	 294
X2= 87.87, Df-2, P< 0.001

Frequency of visits
DN visited very frequently
DN visited fairly frequently
DN visited infrequently
X' 100.78, Df-2, P< 0.00 1

Type of care
practical
talking
both equally
X2= 25.06, Df-2, P< 0.00 1

Nurse contacted other services
yes
no
X2= 38.29, Df=1, P< 0.001

Nurse gave advice
yes
no
x2= 30.27, Df=1, P< 0.001

Nurse visited at night
yes
no
X2= 30.74, Df-1, P< 0.001

	

356 (65.9)	 184 (34.1)	 540

	

179 (42.6)	 241 (57.4)	 420

	

21 (19.8)	 85 (80.2)	 106

	

433 (53.9)	 371 (46.1)	 804

	

75 (39.3)	 116 (60.7)	 191

	

45 (73.8)	 16 (26.2)	 61

	

294 (62.8)	 174 (37.2)	 468

	

241 (43.4)	 314 (56.6)	 555

	

362 (60.2)	 239 (39.8)	 601

	

161 (42.3)	 220 (57.7)	 381

	

154 (68.1)	 72 (31.9)	 226
	398 (47.4)	 442 (52.6)	 840

Nurse visited carer after
deceased's death
yes	 209 (71.3)	 84 (28.7)	 293
no	 345 (44.6)	 428 (55.4)	 773
X2= 60.68, Df=1, P< 0.001

4.2.2.1.1. Summary

Results indicated significant associations with all the service characteristics under

investigation and carers' satisfaction with the DNs services. High satisfaction was

reported by carers who indicated that DN visited the deceased at home very
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frequently, made 50 visits or more, provided both practical and psycho-social care

(talking), gave advice, contacted other services, made night visits and visited carer

at home after deceased's death.

4.2.2.2. General practitioners' services

The service characteristics under investigation are divided into three major

categories. First, characteristics of the home visit in tenns of number, frequency, and

whether GP visited carer after the deceased's death. Second, provision of treatment

for major symptoms experienced by dying patients. Finally, provision of information

regarding diagnosis to carer.

In order not to loose many cases when assessing provision of treatment by the GPs,

and because the number of deceased who had experienced a particular symptom and

had not been given treatment for it is small compared to those who either had not

had the symptom or had the symptom but were not given a treatment for it, and

given that the number of cases considered at MV-I and MV-Il is going to be

reduced, wbich will eventually leave very few cases who were not provided with a

treatment for that symptom, those who did not experience that symptom were

included in the same category as those who experienced it but were not given a

treatment for it.

Table 4.22. shows associations between the characteristics of the services delivered

by GPs, and carers' satisfaction with these services.
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516 (41.2)	 735 (588)
	

1251

	

151 (33.0)	 306 (67.0)
	

457

	

182 (41.7)	 254 (58.3)
	

436

	

483 (37.4)	 808 (62.6)
	

1291

	

268 (46.0)	 315 (54.0)
	

583

	

390 (35.2)	 719 (64.8)
	

1109

	

335 (45.0)	 409 (55.0)
	

744

	

323 (35.1)	 596 (64.9)
	

919

	

19 (59.4)	 13	 (40.6)
	

32

	

667 (38.5)	 1065 (61.5)
	

1732

Table 4.22. Informal carers' satisfaction with general practitioners' services by service
characteristics

Service	 Satisfaction with service
characteristics	 high	 low	 Total

n (%)	 n (%)	 N

Number of times GP visited
deceased at home in last 12 months
less than 20 times	 482 (33.4)	 960 (666)	 1442
20 times or more	 188 (68.6)	 86 (31.4)	 274
X2- 119.78, Df-1, P< 0.00 1

GP visited at night
yes	 19 (59.4)	 13	 (40.6)	 32
no	 667 (38.5)	 1065 (61.5)	 1732
X2= 5.75, Df=1, P= 0.016

Carer knew the diagnosis from GP
yes
no
X2= 52.47, Df=l, P< 0.001

GP provided treatment for pain
yes
no/ deceased had no pain
X = 9.47, Df'=I, P= 0.002

GP provided treatment for breathlessness
yes
no /deceased had no breathing problems
X2= 2.58, Dt =1, P= 0.108

GP provided treatment for vomiting
yes
no /deceased had no vomiting
X2= 18.76, Df-1, P= 0.001

GP provided treatment for constipation
yes
no /deceased had no constipation
X2= 16.78, Df=1, P< 0.00 1

CI' visited carer after deceased's death
yes
no
X2= 5.76, Df-1, P= 0.0 16

	

187 (56.0)	 147 (44.0)
	

334

	

489 (34.5)	 927 (65.5)
	

1416
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4.2.2.2.1. Summary

With the exception of provision of treatment for breathlessness, all the

characteristics of services delivered by GPs reached a significance level of P< 0.1.

Highly satisfied carers were those who indicated that GP visited deceased at home

20 times or more, made night visits, visited them after deceased's death, provided

them with information regarding diagnosis, and had provided the deceased with

treatment for pain, vomiting and constipation when he/her experienced these

symptoms.

4.2.2.3. Hospital doctors' services

Table 4.23. presents the associations between the different variables assessing the

characteristics of services delivered by hospital doctors and the carers' satisfaction

with these services.
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Table 4.23. Informal carers' satisfaction with hospital doctors' services by service
characteristics

Service	 Satisfaction with service
characteristics	 high	 low	 Total

a	 (°o)	 a	 (%)	 N

Deceased had enough privacy while in hospital
yes, all the time	 381 (46.4)	 441 (53.6)	 822
sometimes/never	 139 (21.0)	 523 (79.0)	 662
X2= 103.55, Df=I, P< 0.001
Deceased had a room on his/her own
yes, all the time	 93 (46.5)	 107 (53.50) 200
sometimes/never	 439 (33.1)	 886 (66.9)	 1325
X2= 13.67, Df1, P< 0.001
Carer's perception of the journey
to visit deceased in hospital
tiring	 129 (31.5)	 280 (68.5)	 409
not tiring	 377 (36.6)	 652 (63.4)	 1029
X2= 3.33, Dl=1, P= 0.068
Doctor provided treatment for pain
yes	 364 (34.9)	 679 (65.1)	 1043
no/deceased had no pain 	 106 (35.9)	 189 (64.1)	 295
X2= 0.108, Df=1, P= 0.743
Doctor provided treatment for breathlessness
yes	 172 (38.4)	 276 (61.6)	 448
no/deceased had no breathlessness	 322 (33.7)	 634 (66.3)	 956
X2= 2.97, Df1, P= 0.085
Doctor provided treatment for vomiting
yes	 132 (33.9)	 257 (66.1)	 389
no/deceased had no vomiting	 310 (35.7)	 559 (64.3)	 869
X2= 0.36, Df=1, P= 0.550
Doctor provided treatment for constipation
yes	 140 (36.7)	 241 (63.3)	 381
no/deceased had no constipation 	 237 (33.9)	 463 (66.1)	 700
X1= 0.906, Df=1, P= 0.341
Deceased had a choice about treatment
yes	 356 (44.5)	 444 (55.5)	 800
no/ other non-affirmative answers 	 90 (21.7)	 325 (78.3)	 415
X2= 61.21, Df=1, P< 0.001
Deceased had an operation(s) In a hospital
in the last year of life
yes	 241 (37.7)	 398 (62.3)	 639
no	 290 (32.6)	 600 (67.4)	 890
X2= 4.32, Df-1, P= 0.038
Deceased had chemotherapy/hormone treatment
in a hospital in the last year of life
yes	 151 (42.3)	 206 (57.7)	 357
no	 368 (32.7)	 759 (67.3)	 1127
X2- 11.09, Df-1, P< 0.001
Deceased had radiotherapy freatment In
a hospital in the last year of life
yes	 151 (34.6)	 286 (65.4)	 437
no	 3fl (34.9)	 695 (65.1)	 1067
X2= 0.01, Df-I, P= 0.909
Carer knew the diagnosis from a
hospital doctor
yes	 267 (39.1)	 415 (60.9)	 682
no	 262 (31.4)	 573 (68.6)	 835
X2= 103.55, D =1, P= 0.002
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4.2.2.3.1. Summary

Results show that carers who reported that deceased had enough privacy while in

hospital all the time, who indicated that deceased had a room on his/her own all the

time, and who did not perceive the journey to visit the deceased in the hospital as

tiring were more likely than others to report high satisfaction with the hospital

doctors services.

As far as treatment provision is concerned, no significant associations were found

between provision of treatment for pain, vomiting and constipation, and carers'

satisfaction with the hospital doctors' services. However, those who indicated that

doctors provided treatment for breathlessness were more likely than others tto be

highly satisfied with the service delivered. Additionally, high satisfaction with

hospital doctors services was expressed by carers whose deceased had

hormone/chemotherapy treatment, and those whose deceased had an operation (s)

sometime in their last year of life. Whether the deceased had had a choice about the

treatment was also significantly associated with high carers' satisfaction.

Finally, carers who received information from hospital doctors about the diagnosis

were more likely to express high satisfaction with their services.
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4.3. Multivariate phase

Analysis at this phase follows the plan outlined in sections 3.3.4.2. Four models of

independent variables are designed for each dependent variable. These models will

be obtained following the steps outlined in section 3.3.4.2.3.

This section will be broadly divided into 5 sub-sections. The first sub-section will

deal with the problem of multicollinearity of the independent variables, while each

of the four others will focus on presenting models predicting carers' satisfaction.

4.3.1. Multicoffinearity

The main problem of two highly correlated variables is that they provide very

similar information and it is very difficult to separate out the effects of the

individual variables (Norusis, 1990). Therefore, a check for multicollinearity is

necessary before building any model.

For this purpose, categories of the same variable were transformed into variables by

themselves. For instance, religious dejaomination of carer was divided into 3

variables

Variable 1: Roman Catholics, code 1 if yes, 0 if no.

Variable 2 Church of Ezigland, code 1 if yes, 0 if no

Variable 3 other Protestant, code 1 if yes, 0 ii no

In this case, "non-christian" cases were accounted for by the 0 code.
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As explained earlier (section 3.3.4.3.), a zero-order correlation coefficient of 0.70

or more was used to indicate multicollinearity of independent variables. This

criterion is usually used in large samples (DC Vaus, 1991). The multicollinearity

check was conducted on all the variables subjected to multiple logistic regression.

Table 4.24. shows the correlation coefficients of the variables that were found to be

highly inter-correlated.

Table 4.24. Correlation coefficients of the variabks which were highly inter-correlated in the
sample as a whole

Variable I
	

Variable H
	

Correlation
coefficient

Relationship of carer to deceased
	

Marital status of deceased
	

+0.68
(being a spouse)
	

(being married)

Relationship of carer to deceased
	

Marital status of carer	 40.90
(being a spouse)
	

(not married)

Relationship of carer to deceased
	

Carer lived with deceased
	

+0.86
(being a spouse)
	

(yes)

Marital status of deceased	 Carer lived with deceased	 +0.81
(married)	 (yes)
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It is important to note that the variables presented in table 424. pertain to the

deceased and carers' sociodemographic characteristics. These high correlations were

in fact expected since 46.7% (n=868, N=1858) of carers included in sanp1e A are

spouses of deceased who are most likely to have lived with the deceased and who

have been widowed by the deceased's death.

Because in one of the planned steps of the multivariate analysis variables will

forcibly be entered into the model, including highly inter-corrdlated variables will

lead to a masking of the effects of these variables, rendering lihem not significant

contributors in predicting satisfaction. All four variables presented in table 4.24. are

highly inter-correlated and consequently only one of them was included in

multivariate analysis. The decision was made to keep "relationship of carer to

deceased (spouse/non-spouse)".

This decision was based on evidence which showed that spouses are more likely to

have bereavement problems (Parkes, 1964; Madison & Viola, 1968; Seale, 1990;

Seale, 1991), and since carers' bereavement characteristics 'is one of the sets of

independent variables, it was viewed that including this variable in the model could

control for possible associations between carers' bereavemeilt characteristics and

their satisfaction with the palliative care services.
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Regression	 P value
coefficient
-4.92	 0.001

+0.79	 0.007

-0.54	 0.03 6

	

+0.62	 0.011

	

+0.54	 0.040
0.003

	

+1.42	 0.002

	

+0.86	 0.062

	

+1.53	 0.007

Odds (95% C.!.)
ratio

2.21 (1.25 to 3.93)

0.58 (0.35 to 0.96)

1.85 (1.15 to 3.00)

1.72 (1.02 to 2.89)

4.13 (1.68 to 10.12)
2.36 (0.96 to 5.84)
4.60 (1.51 to 14.03)

	

+0.48	 0.02 1

0.001

	

+0.79	 0.003

	

+0.76	 0.00 1
0.001

	

+1.56	 0.001

	

+1.14	 0.007

	

-1-0.69	 0.001

	

+0.59	 0.023

	

+0.54	 0.023

1.55 (1.07 to 2.46)

2.20 (1.29 to 3.74)
2.14 (1.34 to 3.41)

4.78 (2.01 to 1136)
3.14 (137 to 7.19)

2.00 (133 to 2.99)

1.81 (1.08 to 3.01)

1.72 (1.08 to 2.74)

43.2. Satisfaction with district nurses

Table 4.25. shows the multivariate associations of the service and non-service related

factors with careTs' satisfaction with DNs services at the MV-I stage, with no

outliers removed.

Table 4.25. Multivarlate associations at MV-I of the service and non-service related factors
in predicting informal carers' satisfaction with DNs' services, with no outliers removed

Selection criteria Enter
Number of cases 683
Variable

Constant
Non-service characteristics:

Deceased had living children
yes vs no
Relationship to deceased
spouse vs not spouse
Carer lives alone
yes vs no
Carer had bereavement-related
psychological problems
no vs yes
Carer's perception of caring
rewarding vs burden
other but not burden vs burden
no practical help vs caring is a burden
Carer had perceptions of need for more
help in caring for the deceased at home
no vs yes

Service characteristics

Number of visits
50 or more vs less than 20 visits
20-49 vs less than 20 visits
Frequency of visits
veiy frequently vs infrequently
firly frequently vs infrequently
Nurses contacted other services
yes vs no
Nurses provided help at night
yes vs no
Nurse visited bereaved carer
yes vs no

a.Cases correctly classified : 72.80°.
b.Model chi-square= 96.52, Df-10, P< 0.001
c.Goodness-of-fit chi-squarec=5 83.46, Df=573, P='0.372
d.Number of outliers with SRESID of 2.00 or more : 9
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Ten variables were entered in the model but had a significance level greater than

0.1. These are: deceased had siblings; deceased's housing tenure; intensity of

functional limitation; duration of psychological/cognitive functional symptoms;

duration of respiratory symptoms; carer's practical worries which were caused/made

worse by the death event; carer's self-assessment of post-bereavement health status;

carer's perception of deceased home as an easy place for care; nurse gave advice;

type of care provided by nurse.

Table 4.26. presents the multivariate associations of the service and non-service

related factors with carers' satisfaction with DNs' services at the MV-Il stage. At

this stage, variables presented in table 4.25. were subjected to forward stepwise

logistic regression. Even though they were detected, outliers were kept in this

analysis.
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Regression	 P value
coefficient
-3.43	 0.001

+0.50	 0.016

	

+0.46	 0.004

	

+0.59	 0.00 1
0.001

	

+1.05	 0.002

	

+0.49	 0.152

	

+0.93	 0.019

Odds (95% c.ui
ratio

1.66 (1.10 to 2.49)

1.58 (1.16 to 2.15)

1.81 (1.29 to 2.54)

2.86 (1.47 to 5.56)
1.64 (0.83 to 3.21)
2.53 (1.17 to 5.50)

	

+0.40	 0.009
	

1.50 (1.10 to 2.02)

0.001

	

+0.79	 0.00 1
	

2.44 (1.66 to 3.59)

	

+0.89	 0.001
	

2.20 (1.53 to 3.16)
0.001

	

+1.63	 0.001
	

5.12 (2.75 to 9.54)

	

+0.90	 0.004
	

2.45 (1.32 to 4.54)

	

+0.62	 0.001
	

1.85 (1.37 to 2.50)

	

+0.73	 0.001
	

2.07 (1.46 to 2.93)

Table 4.26. Multivariate associations at MV-Il of the service and non-service related factors
Independently predicting satisfaction at MV-I with Informal carers' satisfaction with district
nurses' services, with no outliers removed

Selection criteria : Forward stepwise
Number of cases : 933

Variable

Constant

Non-service characteristics

Deceased had living children
yes vs no
Carer lives alone
yes vs no
Carer had bereavement-related
psychological problems
no vs yes
Carer's perception of caring
rewarding vs burden
other but no burden vs burden
no practical help vs caring is a burden
Carer perceived the need for more
help in caring for deceased at home
no vs yes

Service-related characteristics

Number of visits
50 or more vs less than 20
20-49 vs less than 20
Frequency of visits
very frequently vs infrequently
fairly frequently vs infrequently
Nurses contacted other services
yes vs no
Nurse visited bereaved carer
yes vs no

a.Cases correctly classified : 71.49%
b.Model chi-square=' 238.55, Df-13, P< 0.001
c.Goodness-of-fit chi-square=93 9.50, Df'919, P0.3 12
d.Residual chi-square for variables not in the equation" 5.55, Df-2, P0.06
e.Number of outliers with SRES1D of 2.00 or more: 14

Two variables were not selected in the equation. These are : relationship of

respondent to deceased; nurse provided help at night.
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Table 4.27. shows the multivariate associations of the service and non-service related

factors with carers' satisfaction with DNs' services when the outliers detected in the

model presented in table 4.25. were removed.

Table 4.27. Multivariate associations at MV-I of the service and non-service related factors
in predicting informal carers' satisfaction with district nurses' services, with outliers removed

Selection criteria Enter
Number of cases : 594
Variable	 Regression	 P value	 Odds (95% C.!.)

Constant
Non-service characteristics

Place of death
home vs institution
Deceased had living children
yes vs no
Deceased had living siblings
yes vs no
Relationship to deceased
spouse vs not spouse
Carer lives alone
yes vs no
Carer had bereavement-related
psychological problems
no vs yes
Carer's perception of caring
rewarding vs burden
other but not burden vs burden
no practical help vs caring is a burden
Carer had perceptions of need for more
help in caring for the deceased at home
no vs yes

Service-related characteristics

Number of visits
50 or more vs less than 20 visits
20-49 vs less than 20 visits
Frequency of visits
very frequently vs infrequently
fairly frequently vs infrequently
Nurses contacted other services
yes vs no
Nurses provided help at night
yes vs no
Nurse visited bereaved carer
yes vs no

coefficient

	

-6.18	 0.001

	

+0.37	 0.099

	

+0.92	 0.003

	

+0.39	 0.088

	

-0.56	 0.037

	

+0.62	 0.015

	

+0.74	 0.008
0.001

	

+1.77	 0.001

	

+1.04	 0.031

	

+1.87	 0.001

	

+0.51	 0.019

0.001

	

1-0.83	 0.003

	

+0.86	 0.001
0.001

	

+2.28	 0.00!

	

+1.88	 0.001

	

+0.82	 0.001

	

-'0.68	 0.011

	

+0.71	 0.005

ratio

1.45 (0.93 to 2.25)

2.51 (1.37 to 4.59)

1.48 (0.94 to 2.34)

0.57 (0.34 to 0.97)

1.86 (1.13 to 3.06)

2.10 (1.21 to 3.64)

5.87 (2.28 to 15.08)
2.84 (1.10 to 7.33)
6.46 (1.99 to 20.98)

1.67 (1.09 to 2.58)

2.30 (1.32 to 3.98)
2.36 (1.45 to 3.84)

9.76 (3.36 to 28.37)
6.55 (232 to 18.47)

2.27 (1.49 to 3.46)

1.98 (1.16 to 3.37)

2.03 (1.24 to 3.31)

a.Cases colTectly classified : 73.40°o
b.Model chi-square= 119.78, Df=10, P< 0.001
c.Goodness-of-fit chi-square=53 1.96, Df564, P=0.830
d.Number of outliers with SRESID of 2.00 removed to obtain this model : 9
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The following variables were in the model but had a P value greater than 0.1

deceased's housing tenure; duration of psychological/cognitive functional symptoms;

intensity of functional limitation; duration of respiratory symptoms; carer's

perception of deceased home as an easy place for care; carer's psychological

functioning; carer's self-assessment of post-bereavement health status; and carer's

practical worries; nurse gave advice; and type of care provided by nurse.

Then, the variables presented in table 4.27. were subjected to forward stepwise

logistic regression. Outliers were detected and removed from the analysis, and

forward stepwise regression analysis run again. The results are presented in table

4.28.
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Table 4.28. Multivariate associations at MV-I! of the service and non-service related factors
Independently predicting satisfaction at MV-I with Informal carers' satisfaction with DNs'
services, with outliers removed

Selection criteria : Forward stepwise
Number of cases : 904

Variable

Constant

Non-service characteristics

Place of death
home vs institution
Deceased had living children
yes vs no
Carer lives alone
yes vs no
Carer had bereavement-related
psychological problems
no vs yes
Carer's perception of caring
rewarding vs burden
other but no burden vs burden
no practical help vs caring is a burden
Carer had perceptions of need for more
help in caring for the deceased at home
no vs yes

Service-related characteristics

Number of visits
50 or more vs less than 20
20-49 vs less than 20
Frequency of visits
vely frequently vs infrequently
fairly frequently vs infrequently
Nurses contacted other services
yes vs no
Nurse gave help at night
yes vs no
Nurse visited bereaved carer
yes vs no

Regression
coefficient

-5.09

+0.46

+0.65

+0.53

-+0.86

+1.30
+0.46
+1.05

-+0.45

+1.03
+0.95

+2.38
+1.82

+0.80

+0.51

+084

P value	 Odds (95%C.I.)
ratio

0.001

0.008	 1.59 (1.13 to 2.23)

	

0.004
	

1.91 (1.23 to 2.98)

	

0.002
	

1.69 (1.21 to 2.37)

	

0.001
	

2.36 (1.62 to 3.43)
0.001

	

0.001
	

3.66 (1.78 to 7.50)

	

0.214
	

1.55 (0.77 to 3.62)

	

0.014
	

2.85 (1.24 to 6.54)

	

0.007
	

1.56 (1.13 to 2.17)

0.001

	

0.001
	

2.79 (1.85 to 4.23)

	

0.001
	

2.58 (1.75 to 3.80)
0.001

	

0.001
	

10.86 (4.55 to 25.92)

	

0.004
	

6.16 (2.62 to 14.48)

	

0.001
	

2.37 (1.61 to 3.09)

	

0.015
	

1.67 (1.10 to 2.54)

	0.001
	

2.32 (1.59 to 3.39)

aCases cozrectly classified : 73.56°o
b.Model chi-square= 325.04, Df-15, P< 0.001
c.Goodness-of-fit chi-square=826.50, Df-888, P=0.930
d.Residual chi-square for variables not in the equation= 2.67, Df-2, P=0.263
e.Number of cumulative outliers (MV Phase I and II) removed to obtain this model : 23
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Two variables were not selected in the equation. These are : relationship of carer to

deceased; and deceased had siblings.

Further analysis

Table 4.28. has indicated that carers whose deceased had been very frequently

visited by the district nurse were eleven times (odds ratio= 10.86) more likely to be

highly satisfied with the district nurse's services than those who had been

infrequently visited by the DN. It might be that the patients who had very frequent

visits from the DN had had help from such a nurse over a long period of time

compared to those who were infrequently visited by the DN and who might have

bad contacts with the DN for a shorter period of time.

To test whether the period for which the deceased had had help from a DN acted

as a confounder to the association between carers' satisfaction and the frequency of

the DNs' visits, this variable was forcibly entered to the fmal logistic model

presented in table 4.28. Results are presented in table 4.29.
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Table 4.29. Multivariate associations at MV-Il of the service and non-service related factors
independently predicting satisfaction at MV-I with Informal carers' satisfaction with DNs'
services, controlling for the period for which deceased had help from a DN

Selection cnteria : Enter
Number of cases : 903

Variable
	

Regression	 P value
	

Odds (95% C.!.)
coefficient	 ratio

Constant	 -5.15	 0.001

Non-service characteristics :

Place of death
home vs institution	 +0.45
Deceased had living children
yes vs no	 +0.64
Carer lives alone
yes vs no	 -'-0.52
Carer had bereavement-related
psychological problems
no vs yes	 +0.88
Carey's perception of caring
rewarding vs burden	 +130
other but no burden vs burden	 +0.44
no practical help vs caring is a burden	 +1.06
Carer had perceptions of need for more
help in caring for the deceased at home
no vs yes	 +0.44

Service-related characteristics :

Number of visits
50 or more vs less than 20

	
+0.96

20-49 vs less than 20
	

+0.86
Frequency of visits
very frequently vs infrequently	 +2.41
fairly frequently vs infrequently	 +1.79
Period for which deceased had
help from a district nurse
1-3 months vs less than a month

	
+0.26

3-6 months vs less than a month
	

+0.20
6-12 months vs less than a month

	
+0.06

Nurses contacted other services
yes vs no	 +0.79
Nurse gave help at nig.ht
yes vs no	 +0.52
Nurse visited bereaved carer
yes vs no	 +085

a.Cases correctly classified : 7320°.
b.Model chi-square= 326.70, D1=18, P< 0.001
c.Goodness-of-fit chi-square=828.57, l)f=884, P=O.908

	0.010
	

1.57 (1.11 to 2.22)

	

0.005
	

1.90 (1.22 to 2.97)

	

0.002
	

1.68 (1.20 to 2.35)

	

0.001
	

2.39 (1.64 to 3.50)
0.001

	

0.001
	

3.65 (1.78 to 7.51)

	

0.233
	

1.56 (0.75 to 3.22)

	

0.013
	

2.89 (125 to 4.01)

	

0.008
	

1.56 (1.12 to 2.17)

0.001

	

0.001
	

2.61 (1.49 to 4.53)

	

0.001
	

2.37 (1.53 to 3.67)
0.001

	

0.001
	

11.07 (4.46 to 27.45)

	

0.000
	

6.00 (2.53 to 14.20)

0.643

	

0.255
	

1.30 (0.83 to 2.04)

	

0.504
	

1.22 (0.68 to 2.20)

	

0.833
	

1.07 (0.59 to 1.94)

	

0.001
	

2.20 (1.59 to 3.06)

	

0.015
	

1.67 (1.10 to 2.54)

	

0.001
	

234 (1.60 to 3.42)
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4.3.2.1. Summary

Comparing results presented in table 4.26. and table 4.28. indicates that all the

variables that were selected by the forward stepwise logistic regression with no

outliers removed (table 4.26.) were also selected, together with other variables, when

a total of 23 outliers were excluded from the analysis (table 4.28.). Therefore, the

model presented in table 4.28. is more comprehensive than the one presented in

table 4.26. and is retained as the main result on the predictors of carers' satisfaction

with district nurses services. This model correctly classifies 73.56% of the cases and

has a chi-square goodness-of-fit statistic of 826.50 with a P value of 0.93,

suggesting that the model fits the data well.

The model indicates that carers who are highly satisfied with district nursing

services are those who are living alone after the deceased's death, who have no

bereavement-related psychological problems, who perceived caring as rewarding or

who did not provide practical help to deceased, who perceived no need for more

help while caring for the deceased at home, whose deceased died at home and

whose deceased had living children. These predictors were independent from one

another and also independent from the characteristics of the services delivered by

the district nurse.

Further analysis (table 4.29.) has shown that the association between the frequency

and number of visits and carers' satisfaction is independent from the length of time

for which the district nurse had provided services for the deceased which had no
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significant contribution in predicting satisfaction. Almost no change in the odds ratio

of the service-related characteristics of variables already in the model (table 4.28.)

occurred when the period for which services had been provided by district nurses

was forcibly entered into the model already containing the main predictors (table

4.29.).

4.33. Satisfaction with general practitioners

Results at MV-I and MV-lI when no outliers were removed are presented in

Appendix E. Table E. 1. presents the multivariate associations at MV-I of the service

and non-service related factors in predicting carers' satisfaction with the general

practitioners. Table E.2. shows the multivariate associations at MV-il of the service

and non-service related factors which significantly and independently predicted

satisfaction at MV-I with carers' satisfaction with the GP services.

Table 4.30. presents the results at MV-I level when the outliers were removed, while

table 4.31. shows results obtained at MV-Il level when outliers were excluded.

In these analyses, the ethnicity of the deceased was not included because of the very

small number of cases of "non-white" deceased left, when cases with complete and

valid data for all variables considered at the multivariate level were selected.
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-1-0.51	 0.005

	

+0.50	 0.039

	

-0.95	 0.001

	

+0.29	 0.001

	

+0.39	 0.021

	

+0.43	 0.038

	

-4-0.42	 0.021

0.015

	

-4-0.54	 0.031

	

-0.03	 0.888

	

+0.70	 0.00 1

	

+0.61	 0.003

	

+0.32	 0.099

	

+0.96	 0.00 1

	

+0.43	 0.016
0.029

	

+0.68	 0.111

	

+0.12	 0.778

	

+0.33	 0.504

1.66 (1.16 to 2.38)

1.64 (1.02 to 2.63)

0.38 (0.24 to 0.63)

1.34 (1.12 to 1.59)

1.39 (1.06 to 2.06)

1.53 (1.02 to 2.29)

1.52 (1.06 to 2.16)

1.71 (1.05 to 2.78)
0.97 (0.64 to 1.48)

2.01 (132 to 3.06)

1.84 (1.23 to 2.73)

1.38 (0.94 to 2.03)

2.62 (1.85 to 3.72)

1.53 (1.08 to 2.16)

1.98 (0.85 to 4.58)
1.13 (0.48 to 2.65)
1.38 (0.53 to 3.61)

	

+1.78	 0.001
	

5.95 (3.59 to 9.85)

	+1.25	 0.001
	

3.48 (2.29 to 5.28)

Table 4.30. Multivariate associations at MV-I of the service and non-service related factors
In predicting carers' satisfaction with the general practitioners' services, with outliers removed

Selection criteria : Enter
Number of cases :888
Variable	 Regression	 P value	 Odds(95% C.!.)

coefficient	 ifl
Constant	 -3.93	 0.001

Non-service characteristics :
Place of death
home vs institution
Intensity of functional limitation
low vs high
Duration of functional limitation
short vs long
Duration of incontinence
short vs long
Duration of respiratory symptoms
short vs long
Carer's age
65 years or more vs less than 65
Carer's strength of religious faith
strong vs some or no faith
Carer's self-assessment of
post-bereavement health
excellent vs fair poor
good vs fair/poor
Carer had bereavement-related
psychological problems
no vs yes
Carer's adjustment to bereavement
high vs low
Carer's psychological functioning
low vs high GHQ score
Carer has the same GP as deceased
yes vs no
Carer had perceptions of unmet
needs for more help in caring at home
no vs yes
Carer's perception of caring
rewarding vs a burden
other but not burden vs a burden
no practical help vs caring is a burden

Service-related characteristics
Number of home visits made by OP
20 or more vs less than 20 visits
UP told carer about diagnosis
yes vs no

LCases correctly classified 72.30o
b.Model chi-square 103.99, Df-7, P< 0.001
c.Goodness-of-fit chi-square=8 18.67, Df855, P=0.809
d.Number of outliers removed to obtain this model : 21.
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The following variables were in the model but had a significance level of P greater

than 0.1 : deceased housing tenure; deceased had ving children; deceased had

living siblings; duration of psychological and cognitive functioning symptoms;

deceased's functional limitation; relationship of carer to deceased carer lives alone;

the level of restriction in the carer's activities as a result of caring; GP visited carer

after deceased's death; OP visited deceased at night; and GP provided treatment for

pain; GP provided treatment for constipation; OP provided treatment for vomiting;

OP provided treatment for breathing problems; carer's perception of deceased home

as an easy place for care.
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Regression	 P value
coefficient
-3.68	 0.001

+0.42	 0.008

-0.71
	

0.001

+0.73
	

0.001

+0.44
	

0.003

+0.45
	

0.005

0.001
+0.80
	

0.001
-0.03
	

0.867

-4-0.68
	

0.001

-0.43
	

0.009

+0.99
	

0.001

+0.57
	

0.001
0.026

+0.62
	

0.088
+0.13
	

0.730
+031
	

0.425

+1.72
	

0.001

+1.19
	

0.001

Odds(95% Cl.)
ratio

1.52 (1.11 to 2.07)

0.49 (0.34 to 0.70)

2.08 (1.52 to 2.84)

1.56 (1.16 to 2.09)

1.56 (1.14 to 2.14)

2.22 (1.46 to 3.38)
0.97 (0.67 to 1.40)

1.97 (1.38 to 2.80)

0.64 (0.47 to 0.90)

2.70 (1.99 to 3.67)

1.78 (131 to 2.40)

1.87 (0.91 to 3.83)
1.14 (0.55 to 2.36)
1.37 (0.63 to 3.98)

5.57 (3.62 to 8.57)

3.29 (2.30 to 4.70)

Table 4.31. Multivariate associations at MV-il of the service and non-service related factors
independently predicting satisfaction at MV-I with informal carers' satisfaction with the general
practitioners' services, with outliers removed

Selection criteria : Forward Stepwise
Number of cases : 1096

Variable

Con
Non-service characteristics

Place of death
home vs institution
Duration of functional limitation
short vs long
Duration of incontinence
short vs long
Duration of respiratory symptoms
short vs long
Carer's strength of religious faith
strong vs some or no faith
Carer' s self-assessment of
post-bereavement health
excellent vs fair/poor
good vs fair poor
Carer had bereavement related
psychological problems
no vs yes
Carer's adjustment to bereavement
high vs low
Carer has the same GP as deceased
yes vs no
Carer had perceptions of unmet
needs for more help in caring at home
no vs yes
Carer's perception of caring
rewarding vs a burden
other but not burden vs a burden
no practical help vs caring is a burden

Service-related characteristics

Number of home visits made b y GP
20 or more vs less than 20 visits
GP told carer about diagnosis
yes vs no

a.Cases correctly classified : 73.08°.
b.Model thi-square= 327.20, Df16, P< 0.001
c.Goodness-of-fit cbi-square=1008.38, Df=1079, P=0.938
d.Residual chi-square for variables not in the equation 1931, Df-5, P 0.002
e.Number of cumulative outliers (MV Phase I & II) removed to obtain this model : 35.

Three variables were not selected in the equation. These are : intensity of functional

limitation; carer's age; and carer's psychological functioning.
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4.3.3.1. Summary

Similarly to the results obtained with carers' satisfaction with district nurses

services, and when the forward stepwise models with and without outliers were

compared, all variables, with exception of careTs' adjustment to bereavement which

had a minor role in predicting satisfaction (odds ratio= 0.64), selected in the

equation with no outliers removed were also selected when a total of 35 outliers

were excluded from the analysis. The forward stepwise model without outliers also

included additional variables. The model without outliers has a more comprehensive

variable profile in predicting satisfaction, and therefore was retained as the final

result on predictors of carers' satisfaction with GPs. This model correctly classifies

73.08% of cases, and has a goodness-of-fit chi-square statistic of 1008.38 with P

value of 0.94, indicating that the data fits the model well.

The model shows that carers who are highly satisfied with GPs' services are those

who have strong religious faith, who perceive their post-bereavement health as

excellent, who have no bereavement-related psychological problems, who have low

adjustment to bereavement, who have the same GP as the one deceased had, who

perceive caring at home as rewarding, who perceive no need for more help in caring

for the deceased at home, and who were reporting for deceased who died at home

and those who experienced long duration of functional limitation, short duration of

incontinence, and short duration of respiratory symptoms. These predictors were

independent from one another and from the number of home visits made by the GP

as well as from the provision of information about diagnosis to carers.
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4.3.4. Satisfaction with hospital doctors

Table E.3. shows the multivariate associations of the service and non-service related

factors with carers' satisfaction with hospital doctors' services at the MV-I stage,

while in table E.4., the multivariate associations of service and non-service related

factors with carers' satisfaction at the MV-lI stage with no outliers removed will be

presented.

Table 4.32. presents the associations of service and non-service characteristics with

carers' satisfaction with hospital doctors' services at MV-I stage, with outliers

removed. Table 4.33. presents the associations of service and non-service

characteristics with carers' satisfaction with hospital doctors' services at MV-H

stage, with outliers removed.
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Regression	 P value
coefficient
-2.66	 0.001

+0.47	 0.04

0.003
+0.87	 0.003
+0.18	 0.464

+0.60	 0.015
0.031

-0.90	 0.036
-128	 0.004
-0.95	 0.042

Odds (95% C.!.)
ratio

1.60 (1.03 to 2.48)

218 (1.35 to 4.19)
110 (0.73 to 1.96)

L64 (1.10 to 2.44)

0.41 (0.18 to 0.94)
018 (0.12 to 0.66)
0.9 (0.24 to 0.97)

+0.36	 0.073
	

1.44 (0.97 to 2.13)

	

+1.09	 0.001
	

2.98 (1.97 to 4.50)

	+1.49	 0.001
	

4.46(2.89 to 6.86)

+0.72	 0.001
	

2.06 (1.35 to 3.13)

Table 4.32. Multivanate associations at MV-I of the service and non-service related factors
In predicting Informal carers' satisfaction with the hospital doctors' services, with outliers
removed

Selection criteria : Enter
Number of cases : 659

Variable

Constant

Non-service characteristics

Deceased had living siblings
yes vs no
Carer's self-assessment of
post-bereavement health
excellent vs fair/poor
good vs fair/poor
Carer's psychological functioning
low vs high GHQ score
Carer's perception of caring
rewarding vs a burden
other but not burden vs a burden
no practical help vs caring is a burden
Carer had perceptions of unmet needs
for more help in caring for deceased
no vs yes

Service-related characteristics

Carer perceived that deceased had
a choice about the treatment given
yes vs no
Carer perceived that deceased had
enough privacy in hospital
all the tune vs sometimes/never
Carer perceived that doctor provided
treatment for respiratory symptoms
treatment was provided vs treatment not
provided/did not have such symptoms

a.Cases correctly classified : 71.78%
b.Model chi-square= 91.28, Df=7, P< 0.001
c.Goodness-of-fit chi-square= 598.74, Df= 629, P+0.802
d.Number of outliers with SRESID of 2.00 or more removed to obtain this model: 10.
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The variables that were in the model but had a significance level greater than 0.1

are : site of malignant neoplasm; relationship of respondent to deceased; intensity

of functional limitation; duration of functional limitation; duration of bodily

functioning symptoms; duration of psychological and cognitive functioning

symptoms; duration of gastro-intestinal symptoms; carer's age; carer lives alone;

carer knew the diagnosis from a hospital doctor; deceased had a room on his/her

own; deceased had chemotherapy; deceased had operation(s); and carer's perception

of the journey to the hospital to visit the deceased as tiring.
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	+1.13	 0.001
	

3.10 (2.30 to 4.19)

	

+1.51	 0.001
	

4.52 (3.32 to 6.15)

+0.39	 0.012
	

1.47 (1.09 to 1.99)

Table 4.33. Multivanate associations at MV-il of the service and non-service related factors
independently predicting satisfaction at MV-I with informal carers' satisfaction with the
hospital doctors' services, with outliers removed

Selection criteria : Forward Stepwise
Number of cases 1043

Variable
	

Regression
	

P value
	

Odds (95% C.!.)
coefficient	 ratio

Constant	 -1.99
	

0.001

Non-service characteristics

Carer's self-assessment of
post-bereavement health
excellent vs fair/poor
good vs fair/poor
Carer's perception of caring
rewarding vs a burden
other but not burden vs a burden
no practical help vs caring is a burden

0.001

	

+0.93
	

0.001
	

2.54 (1.69 to 3.82)

	

+0.32
	

0.082
	

1.37 (0.96 to 1.97)
0.021

	

-0.78
	

0.016
	

0.46 (0.24 to 0.86)

	

-1.03
	

0.002
	

0.36 (0.18 to 0.69)

	

-0.79
	

0.012
	

0.45 (0.24 to 0.87)

Service-related characteristics

Cater perceived that deceased had
a choice about the treatment given
yes vs no
Caret perceived that deceased had
enouah privacy in hospital
all the time vs sometimes/never
Caret perceived that doctor provided
treatment for respiratory symptoms
treatment was provided vs treatment not
provided or did not have such symptoms

a.Cascs correctly classified : 70.18%
b.Model chi-square= 206.71, Df-8, P< 0.001
c.Goodness-.of-fit chi-square' 974.72, Df=1034, P=0.906
d.Residual chi-square for variables not in the equation — 7.23, Df= 3, P 0.065
e.Number of cumulative outliers (MV Phase I & 11) removed to obtain this model : 21

The variables that were not selected in the equation are : deceased bad living

siblings; careT's age; and carer had perceptions of unmet needs for more help in

caring for deceased.
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4.3.4.1. Summary

With the exception of perception of caring, similar predictors were selected by both

models, with (table D.4.) and without outliers (table 4.33.). The moddls without

outliers correctly classified 70.18% of cases and has a goodness-of-fit chi-square of

974.72 with P= 0.91, indicating that the designed model fits the data well.

The model shows that carers who are highly satisfied with hospital doctors' services

are those who perceived caring for the deceased at home as a burden, who perceived

their post-bereavement health as excellent or good, who reported that deceased had

a choice about the treatment, who perceived that deceased had enough privacy all

the time while in hospital, and who indicated that doctors provided lreatirnent when

the deceased had breathlessness problems.

4.3.5. Satisfaction with health and social services in general

In this part of the analysis, no specific service characteristics were considered. The

aim of this analysis was to assess the non-service characteristics which are predictors

of overall carers' satisfaction with care delivered. In addition, investigalions into the

role of the service characteristics in predicting satisfaction were done at the level of

specific providers.

Table E.5. shows the multivariate associations at MV-I between the non-service

related factors and carets' satisfaction with health and social services with no
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outliers removed, while table E.6. presents the multivariate associations at MV-I!

between the non-service related factors and carers' satisfaction with no outliers

excluded.

Table 4.34. presents the results at MV-I level when the outliers were removed, while

table 4.35. shows results obtained at MV-I! level when outliers were excluded.
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Table 4.34. Multivarlate associations at MV-I of the non-service related factors in predicting
informal carers' satisfaction with the health and social services, with outliers removed

Selection criteria : Enter
Number of cases : 1055
Variable	 Regression	 P value	 Odds (95% CI.')

coefficient	 ratio

0.001

0010
	

1.87 (1.32 to 2.67)

0009
	

2.47 (1.25 to 4.89)

OJOOl
	

2.80 (0.28 to 0.56)

0.106
	

130 (0.94 to 1.80)

0O47
	

1.40 (1.00 to 1.94)

0.001
0.001
	

3.14 (1.96 to 5.02)
0.048
	

1.52 (100 to 2.32)

0.001
	

2.64 (L89 to 3.67)

0.047
0.077
	

2.19 (0.92 to 5.25)
0.491
	

1.36 (0.56 to 3.29)
0.252
	

1.76 (067 to 4.62)

Constant	 -5.59

Non-service characteristics

Deceased's housing tenure
(owner-occupier)
yes vs no	 -+0.63
Deceased had financial problems
which resulted from illness
no vs yes	 +0.90
Duration of functional limitation
experienced by deceased
short vs long	 -1.03
Duration of psychological & cognitive
functioning symptoms experienced by dec.
short vs long	 +0.26
Strength of the carer's religious
faith
strong vs some or no faith	 +0.33
Carer's self-assessment of
post-bereavement health
excellent vs fair/poor	 +1.14
good vs fair/poor	 +0.42
Carer had perceptions of need
for more help in caring for the
deceased at home
no vs yes	 +0.97
Carer's perception of caring
for deceased
rewarding vs burden	 +0.79
other but not burden vs burden	 +0.31
no practical help vs caring is a burden	 +0.56

a.Cases correctly classified : 74.4 1%
b.Model chi-square- 186.85, Df=23, P< 0.001
c.Goodness-of-flt chi-square=953.77, Df= 1031, P=0.958
d.Number of outliers with SRESID of 2.00 or more removed to obtain this model : 18
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The variables that were in the model but had a significance level greater than 0.1

are : deceased's place of death; deceased had children intensity of functional

limitation; duration of respiratory symptoms; relationship of respondent to deceased;

carer's age; carer lives alone; carer's psychological functioning; carer had

bereavement-related psychological problems; carer had practical worries/anxieties

which resulted from deceased's death carer's perception of deceased home as an

easy place for care; and the level of restriction in the carer's activities as a result of

caring.
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P value

0.001

0.003

0.045

0.001

0.022

0.0 11

0.001
0.001
0.054

0.001

0.003
0.039
0.445
0.389

Odds (95% CI.)
ratio

2.52 (1.37 to 4.61)

1.56 (1.15 to 2.11)

0.41 (0.29 to 0.56)

1.40 (1.05 to 1.86)

1.47 (1.09 to 1.97)

2.61 (1.70 to 3.90)
1.43 (0.99 to 2.06)

2.50 (1.87 to 3.34)

2.31 (1.04 to 5.11)
137 (061 to3.08)
1.45 (0.62 to 3.38)

Table 4.35. Multivanate associations at MV-il of the non-service related factors
Independently predicting satisfaction at MV-I with informal carer's satisfaction with the health
and social services, with outliers removed

Selection criteria : Forward stepwise
Number of cases : 1213

Variable
	

Regression
coefficient

Constant	 -4.38

Non-service characteristics

Deceased's housing tenure
(owner-occupier)
yes vs no	 +0.92
Deceased had financial problems
which resulted from illness
no vs yes	 +0.44
Duration of functional limitation
experienced by deceased
short vs long	 -0.90
Duration of psychological & cognitive
functioning symptoms experienced by dec.
short vs long	 +0.33
Strength of the carer's religious
faith
strong vs some or no faith	 +0.38
Cater's self-assessment of
post-bereavement health
excellent vs fair/poor	 +0.96
good vs fair/poor	 +0.36
Carer had perceptions of need
for more help in caring for the
deceased at home
no vs yes	 +0.92
Cater's perception of caring
for deceased
rewarding vs burden	 +0.84
other but not burden vs burden 	 +0.32
no practical help vs caring is a burden	 +037

a.Cases correctly classified : 74.44%
b.Model chi-square= 164.03, Df=1 1, P< 0.001
c.Goodness-of-fit chi-square=1216.90, Df=1201, P=0.368
d.Number of cumulative outliers (MV Phase I & II) removed to obtain this model : 32

AU the variables that significantly predicted informal carer's satisfaction with the

health and social services at P< 0.1 at MV Phase-I were selected in the equation
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Further analysis

One of the important association presented in table 4.35. was that between deceased's social

status as measured by housing tenure and carers' satisfaction with health and social services

in generaL Results have indicated that carers reporting for people who had been owner-

occupiers were 2.52 times more likely to be highly satisfied with the district nurses'

services than those whose deceased were not owner-occupiers. However, it might be that

this association is the result of owner-occupiers receiving higher level of services.

To control for this, three variables were forcibly entered in the model presented in table

4.35. These variables are : (1) the period of time for which deceased had help, if any, from

a district nurse, (2) the number of times deceased saw the GP at home or in the surgery in

the last year of life, and (3) whether deceased had home help from social services. Results

are presented in table 4.36.
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Table 4.36. Multivariate associations at MV-fl of the non-service related factors
Independently predicting satisfaction at MV-I with informal carer's satisfaction with the health
and social services, controlling for a set of service characteristics

Selection criteria : Enter
Number of cases 1102
Variable	 Regression	 P value	 Odds (95% C.!.)

coefficient	 ratio
Constant	 -5.72

	
0.001

Non-service characteristics
Deceased's housing tenure
(owner-occupier)
yes vs no	 +0.55

	
0.002
	

1.74 (1.23 to 2.46)
Deceased had financial problems
which resulted from illness
no vs yes	 +1.39

	
0.002
	

4.03 (1.95 to 8.35)
Duration of functional limitation
experienced by deceased
short vs long	 -0.80

	
0.001
	

0.45 (0.45 to 0.65)
Duration of psychological & cognitive
functioning symptoms experienced by dec.
short vs long	 +0.37

	
0.021
	

1.45 (1.06 to 2.00)
Strength of the carer's religious
faith
strong vs some or no faith	 +0.47

	
0.005
	

1.59 (1.15 to 2.20)
Carer's self-assessment of
post-bereavement health
	

0.001
excellent vs fair/poor	 +1.14

	
0.001
	

3.14 (2.02 to 4.88)
good vs fair/poor	 +0.41

	
0.043
	

1.51 (1.01 to 2.26)
Carer had perceptions of need
for more help in caring for the
deceased at home
no vs yes	 +1.12

	
0.001
	

3.05 (2.21 to 4.23)
Carer's perception of caring
for deceased
	

0.065
rewarding vs burden 	 +0.69

	
0.106
	

2.00 (0.86 to 4.62)
other but not burden vs burden	 +0.24

	
0.587
	

1.27 (0.54 to 2.97)
no practical help vs caring is a burden	 +0.51

	
0.266
	

1.67 (0.67 to 4.14)
Service-related characteristics
Deceased had home help from social services
yesvsno	 +0.19

	
0.401
	

1.21 (0.77 to 1.89)
Period for which deceased had help, if any.
from aDN
1 month or less vs no help from DN	 +0.09

	
0.697	 1.09 (0.70 to 1.42)

1-3 months vs no help from DN 	 +0.42
	

0.089	 1.52 (0.94 to 2.48)
3-6 months vs no help from DN	 +0.49

	
0.100	 1.63 (0.91 to 2.91)

6-12 months or more vs no help	 +0.94
	

0.001	 2.56 (1.54 to 425)
Period for which deceased saw a GP
at home or in surgery
	 0.001

less than 20 times vs never 	 -0.01
	

0.952	 0.98 (0.67 to 1.45)
20 times or more vs never	 -40.62

	
0.001	 1.85 (1.27 to 2.29)

a.Cases correctly classified : 77.00°.
b.Model chi-square= 219.17, Df18, P< 0.001
c.Goodness-of-fit chi-square=999.43, Df-1083, P=O.9663
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4.3.5.1. Summary

When compared, the model presented in table 4.35. was found to better predict

carers' satisfaction with health and social services in general than the one presented

in table D.6., for it includes, in addition to the duration of cognitive and functioning

symptoms experienced by the deceased, all the predictors obtained without removing

the outliers. Furthermore, this model has a higher percentage of correctly classified

cases (74.44%), and a higher P value (P= 0.37) for the goodness-of-fit chi-square

statistic (X= 1216.90).

The model presented in table 4.35. indicates that carers who are highly satisfied with

the health and social services tend to be those who have strong religious faith, who

perceived their post-bereavement health as excellent or good, who perceived caring

at home for the deceased as rewarding, who perceived no need for more help in

caring for the deceased at home, who were reporting for deceased who were owner-

occupiers, who perceived that the deceased had no financial problems as a result of

illness, who perceived that the deceased had experienced, and for a short period of

time, functional limitation, and psychological and cognitive functioning symptoms.

When the three service-related characteristics were controlled for in the analysis

(table 4.36.), none of the associations between the individual categories of the

"perception of caring" variable remained significant, though the variable as a whole

was. Additionally, and even though that of the deceased's housing tenure decreased,

the odds ratio of carers being highly satisfied with the health and social services in
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general when the deceased had no fmancial problems that resulted or made worse

by the illness increased markedly. This variable had a more predictive effect on

carers' satisfaction when the service provision characteristics were controlled for.

4.3.6. Comment on the results

The results at the bivariate level have indicated the presence of significant

associations between carers' satisfaction and both serwce and non-service related

factors. These significant associations by no means indicate a causal relationship

between the two variables, independent and dependent, bearing in mind that other

factors might have influenced such a relationship. Addirtiionally, no judgment can be

made regarding the strength of these associations for IFie size of chi-square and P

only indicate the evidence against the null hypothesis of no association (Altman,

1991). However, this does not undermine the importance of this stage of analysis

for it has firstly reduced the number of variables subjected to multivariate analysis,

and secondly outlined the possible predictors of carerff satisfaction.

The aim of the analysis was to explore the importance of different sets of non-

service related characteristics in predicting careTs' satisfaction with services,

independently of the characteristics of these services. The designed final models

have indicated that both the service and non-service diaracteristics affect the way

carers perceive the quality of care delivered by the different providers. The non-

service characteristics were also proved to be of importance in predicting carers'

satisfaction with health and social services in general.
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4.4. Summary of results

4.4.1. Summary tables

Table 4.37., 4.38., 4.39., and 4.40. summarizes the number of variables that were

significant at each stage of the analysis. PVS-I and PVS-il are two indicators that

were designed to show the importance of the different sets of variables in predicting

satisfaction. PVS is an abbreviation of "Proportion of Variables Selected".

PVS-I is the ratio of the number of variables that were selected in the final logistic

model at MV-Il and which were significant at P< 0.1 to the number of variables that

were significantly associated with satisfaction at P< 0.1 at the bivariate level. For

example, the number of non-service related variables that were selected at MV-il in

the model assessing carers' satisfaction with	 was 2, while the number

of non-service related variables that were significant at the bivariate level was 16.

Thus, PVS-I is equal to 0.13 which is 2 divided by 16 (table 4.3.)

PVS-lI is the ratio of the number of variables that were selected in the fmal logistic

model at MV-lI and which were significant at P< 0.1 to the number of variables that

were initially considered for analysis. For example, the number of service-related

variables that were selected at MV-I! in the model assessing carers' satisfaction with

was 3, while the number of service-related variables that were initially

considered for analysis was 12. Thus, PVS-II is equal to 0.25 which is 3 divided by

12 (table 4.39.)
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4.4.1.2. Comparison of PVS-I and PVS-II across providers

The above tables indicate that for the non-service related characteristics, we have the

following relationships

1. PVS-I (GP) > PVS-I (HSS> PVS-I (DN) > PVS-I (HD) *

2. PVS-II (I-ISa> PVS-II (GP) > PVS-II (DN) > PVS-II (HD)

Additionally, for the service-related characteristics, the following relationships were

found:

1. PVS-I (DN) > PVS-I (HD) > 1PVS-I (GP)

2. PVS-II (DN) > PVS-II (GP) = PVS-II (ND)

Other important relationships

1. In the model predicting carers' satisfaction with district nurses, the highest

PVS-I and PVS-II were for carers' experience of caring.

2. In the model predicting carers' satisfaction with GPs, the highest PVS-I

and PVS-II were for carers' bereavement experience.

3. In the model predicting carers' satisfaction with hospital doctors , the

highest PVS-I and PVS-II were for carers' experience of caring.

. The sign> is used to denote the value NgreaterJ

161



4. In the model predicting carers' satisfaction with hospital doctors , the

highest PVS-I and PVS-II were for carers' experience of caring, followed by

the second highest (highest PVS-I and second highest PVS-I!) deceased's

clinical characteristics.

4.4.1.3. Remark on the summary tables

It is to be noted that using the PVS-I and PVS-II for comparison purposes among

providers is faced by one major limitation, which is that the number and type of

service characteristics investigated in the analysis differ from one provider to the

other, and that the PVS-I and PVS-II value for a particular set of independent

variables, the sociodemographic characteristics for instance, is directly proportional

to the number of variables selected in the model, which is by itself a function of all

the variables subjected to multivariate analysis, including the service characteristics.

4.4.2. Common predictors

Some characteristics were found to be predictors of carers' satisfaction with more

than one provider. This emphasizes the importance of these characteristics, and

strengthen their role in predicting satisfaction. In this section, common predictors

with significant odds ratio are discussed.
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4.4.2.1. Across all providers

Carers' perception of caring for deceased at home was found to be a common

predictor of carers' satisfaction across all providers considered in our investigation.

Carers who perceived caring for the deceased at home as rewarding compared to a

burden were more likely to be highly satisfied with district nurses, general

practitioners, and health and social services in general. Carers wbo perceived caring

at home as a burden were more likely than others to report high satisfaction with

hospital doctors.

4.4.2.2. District nurses and GPs

Carers who had no bereavement-related psychological problems, and those who

reported that the deceased had had 20 or more home visits from their DN and their

GP were more likely than others to report high satisfaction with the services

delivered by DNs and GPs.

4.4.2.3. Hospital doctors, GPs, and health and social services in general

Carers who perceived their post-bereavement health as excellent compared to fair

or poor were more likely than others to report high satisfaction with the hospital

doctors, GPs, and health and social services in generaL
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4.4.2.4. DNs, GPs, and health and social services in general

Carers who perceived no unmet need for more help while caring for the deceased

at home were more likely than those who perceived that need to report high

satisfaction with the services delivered by the DNs, (3Ps, and the health and social

services in general.

4.4.3. Important predictors specific to providers

In this section, the predictors which were specific to each provider and which had

high odds ratio in the fmal model compared to other variables in the model will be

presented.

4.4.3.1. District nurses

The frequency and the number of home visits made by the district nurses had, and

compared to the other variables in the model, high odds ratio predicting carers'

satisfaction. The two groups of carers who were highly satisfied with disirict nurses'

services were those : (1) whose deceased had had very frequent home visit from the

district nurse, and (2) whose deceased had had 20 or more home visit from the DN.
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4.4.3.2. General practitioners

Two non-service and two service-related variables were found to have high odds

ratio predicting carer's satisfaction. Four groups of carers were found lo be highly

satisfied. These are : (1) carers who have the same GP as the one deceased had, (2)

carers who are reporting for deceased who experienced incontinence for a short

period of time, (3) carers whose deceased bad had 20 or more home visits from their

GP, and (4) carers who knew the diagnosis from the GP.

4.4.3.3. Hospital doctors

Two service-related predictors had high odds ratio compared to the other variables

in the model. The two groups of carers who were highly satisfied are those (1) who

reported that deceased had enough choice about the treatment he/her bad in the

hospital, and (2) those who indicated that deceased bad enough privacy all the time

while he/her was in hospital.

4.4.3.4. Health and social services in general

Two non-service related variables were found to have high odds ratio compared to

other variables in the model. Thus, the two groups of carers who were highly

satisfied were those (1) who perceived no need for more help while caring for the

deceased at home and those (2) whose deceased was an owner-occupier. When the

level of service was controlled for, housing tenure was of less importance compared
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to whether deceased had fmancial problems which resulted from the illness; the

latter bad a remarkably higher odds compared to the former. Thus, the third highly

satisfied group consists in this case of carers who perceived that deceased bad no

financial problems that resulted from the illness.

4.5. Conclusion

The results have indicated the presence of both service and non-service related

predictors of carers' satisfaction with palliative care services. They have also shown

the importance of the carers' experience of bereavement and of caring vis a vis other

non-service factors in predicting carers' satisfaction. Finally, some of the non-service

predictors were common to two or more providers while others were provider

specific.
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CHAPTER 5

DISCUSSION

5.1. Introduction

In this chapter, results presented at both the bivariate and multivariate level of the

analysis will be discussed. Discussion of the main fmdings and the comparison of

these findings with those reported in the literature on satisfaction with medical and

palliative care will be made. The importance of the service and non-service related

factors in predicting carers' satisfaction will be assessed. But first, the main

limitations of the analysis will be stated.

5.2. Limitations of the analysis

The main limitations of the analysis are as follow:

1. The RSCD is a retrospective survey whereby interviews with bereaved

carers were conducted from ten to thirteen months after deceased's death. A

major shortcoming of retrospective design is the selective memory of the

subjects; retrospective panel design is also open to the possibility that people

will re-interpret the past in the light of the present and that their answers can

be perceived and not real (Dc Vaus, 1991). In palliative care, comparisons
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of rating made by the family members before the death and seven months

after bereavement suggest that family members alter their assessments during

bereavement, and that compared to concurrent assessments, bereaved family

members' memories of symptoms and pain were polarised, the patient was

remembered as being less anxious and memories of their own anxiety were

of higher anxiety (Higginson Ct al, 1994).

2. Face-to-face interviews were conducted with carers. As indicated by De

Vaus (1991), such interviews have limitations. Firstly, respondents might give

socially desirable answers to sensitive questions, Secondly, interviewers

might place their own interpretation on questions and reveal their opinions.

Thirdly, interviewers might fabricate results. To account for these limitations,

and before any data collection, RSCD interviewers were carefully trained to

limit the effects of interviewer bias.

3. Interviews were conducted by different interviewers and the degree of

which the style of the interviewer in conducting the interview predisposed

carers in their answers is not known. However, analyses conducted on sample

A showed no significant associations at the 95% probability level between

carers' satisfaction with DNs, GPs, HDs, and the health and social services

in general on one hand, and the interviewer's sex, interviewing experience,

and the length of interview on the other (Tables F.1., F.2., F.3. and F.4.).
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4. Since the RSCD study was not originally designed to explore the

determinants of satisfaction, the analysis conducted in this thesis was

restricted to those aspects of services covered by the questionnaire. We might

have missed important service characteristics, the presence of which might

have affected the variable profile of that model. However, the analyses

conducted in this thesis focused on a comprehensive set of service and non-

service characteristics, and covered all the non-service characteristics that

were depicted in the literature as possible predictors of patient satisfaction

with medical care as well as a considerable number of service and non-

service variables that are specific to the palliative care field.

5. The data do not allow us to draw causal inferences from the observed

associations between the various independent variables and satisfaction. Like

all cross-sectional surveys, the RSCD suffers from "time ordering of data".

Some inferences could have been made if the data could be modelled with

path analytic techniques (Berkanovic and Marcus, 1976). Path analysis is a

procedure used for testing causal models; it makes use of R2 in linear

regression, and enables researchers to specify how much effect each variable

has and to work out the mechanisms by which variables affect one another

(De Vans, 1991). Path analysis is based on linear regression whereby the

dependent variable is continuous, and since both the dependent and

independent variables used in the analysis were categorical, path analysis

could not be used.
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6. The questionnaire used by the RSCD is a structured one and allows

quantitative analysis and lacks any qualitative material which could have

helped us understand the meaning of the associations revealed.

7. Sample bias might have resulted when the number of cases was reduced

at the multivariate level of analysis (Table 5.1.). This decrease in number is

due to that cases with valid answers on all variables subjected to logistic

regression are selected for the analysis. It was virtually impossible to check

for this bias since the number of variables considered at this level of the

analysis was too high.

Table 5.1. The reduction in the number of cases at the multivariate level of the analysis

Analysis
	

Original
	

Number of cases
	

Per Cent
# of cases
	

in final model
	

reduction

District
	

1076
	

904
	

16.0
Nurses

General
	

1782
	

1096
	

38.5
Practitioners

Hospital
	

1539
	

1043
	

32.2
doctors

Health and	 1836	 1213	 33.9
social services
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7. Some developed scales obtained from factor analysis and used in the

analysis have a reliability coefficient alpha less than 0.70, the level

recommended as indicating a reliable scale (Dc Vaus, 1991). A reliable scale

is defmed as the one on which individuals would obtain much the same scale

score on two different occasions; one way of assessing the reliability of a

scale is to look at reliability alpha which measures the consistency of a

person's response on an item compared to each other scale item (item-item

correlation) (De Vaus, 1991).

Table 5.2. Standardized reliability alpha coefficients of scales developed from factor analysis
and used In the analysis

Scales	 Standardized Alpha
Reliability Coefficient

Intensity of functional limitation	 0.92
Duration of functional limitation 	 0.92
Duration of gastro-intestinal symptoms	 0.55

Duration of incontinence	 0.55

Duration of cognitive and psychological functioning symptoms 	 0.56
Duration of respiratory symptoms	 0.55
Caters' perception of need for more help while cating at home 	 0.45
Caters' bereavement-related psychological problems 	 0.60
Caters' practical worries/anxieties resulting from deceased's death 	 0.47
Caters' adjustment to bereavement 	 0.68
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5.3. Discussion of the main findings

5.3.1. Satisfaction level

The results indicate that in general the level of satisfaction was high. The percentage

of carers who gave a rating of excellent or good for services delivered by the district

nurses, general practitioners, hospital doctors, and health and social services in

general, was respectively 85.3%, 68.5%, 72.0%, and 67.0% (table 3.4.).

This high level of satisfaction is in agreement with previous findings in the patient

satisfaction literature. Several studies have reported relatively high levels of patient

satisfaction with medical care (Hulka Ct al, 1975; Fox and Storm, 1981; Williams

and Calnan, 1991; Hjortdahl & Laerum, 1992; Stein et al, 1993). Additionally,

researchers into palliative care have reported high levels of carers' satisfaction with

services delivered to their dying patients (Cartwright et a!, 1973; Jones, 1984;

CartWright, 1990; Blyth, 1990; Herd, 1990; Higginson et al, 1990; Sykes et a!, 1992;

Butters et a!, 1993).

Several explanations have been given by researchers for the observed high level of

satisfaction. Tessler and Mechanic (1975) suggests that most people are satisfied

most of the time, and that those who are not may opt out of the system by changing

the provider. Hulka et al (1971) indicated that the high level of satisfaction could

be explained by the reluctancy of people to express negative perceptions. Lebow

(1974) raised the issue of social desirability, and indicated that reactivity, which is

the changes in response because the subject knows he is being evaluated, may cause
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responses to inaccurately reflect patients' real opinions. Prescott-Clarke et al (1988)

argued that people are more likely to express perceptions of satisfaction rather than

dissatisfaction because they believe that nothing will change as a result of

complaining about care. Thompson (1993) indicated that one reason for this kind of

finding may be the lack of specificity in the satisfaction questions, leading to the

patients' inability to discriminate between different experiences of care. The problem

of item-wording was also mentioned by Lebow (1974), Pope (1978) and French

(1981).

The results have also shown that informal carers were more satisfied with the district

nurses' services than with services delivered by GPs, hospital doctors, and health

and social services in general. This fmding is in agreement with what Neale (1991)

has reported in her review on infonnal carers' needs that the most commonly

reported praise from informal carers and patients goes to nurses. As discussed by

Neale (1991), this may be the result of the growth of the "whole person" approach

in the nursing process, and developments in nurse training which place emphasis on

psycho-social care (Griffin, 1991), and that a further underlying reason may be the

predominance of women in the nursing workforce, with their supposedly natural

informal caring qualities (Graham, 1983; James, 1989). It may also be related to the

role nurses play in integrating other services in ways that serve the patient's needs

(McClure and Nelson, 1982).

When compared to community care, hospital care was perceived by carers as less

highly satisfying. A rating of excellent was given by 32.7% of carers commenting
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on services delivered by hospital doctors, by 3 7.3% of those commenting on the

general practitioners' services and by 5 0.7% of those commenting on district nurses'

services (table 3.4.). This finding is in agreement with other research fmdings (Herd,

1990; }ligginson et a!, 1990; Addington-Hall et a!, 1991). Addington-Hall et a!

(1991) indicated that dissatisfaction with hospital care stemmed from carers'

perception that the hospital gave insufficient information about the patient's

condition, that the carer had not been warned that the death was imminent, that pain

was inadequately controlled, and that the number of nurses allocated to the ward

was too small to provide adequate care. Herd (1990) reported problems with

transport, lack of support, hospital nurses and doctors, and cited few quotations of

complaints formulated by carers about hospital care:

.My husband was treated so badly that I pity anyone having to go
through the same ordeal.., his diagnosis surely should have been made
much sooner, and surely his pain, vomiting and sickness should have
been better controlled.

• .He was very distressed with pain for two days, until they started
the syringe pwnp, why didn't they use it earlier ?"

The ward was too busy and noisy.."

When there was no help for my husband from surgery or
radiotherapy... the doctors finished him off."

When asked about their overall perceptions of the quality of health and social

services in general, carers were less highly satisfied with these services as compared

to those delivered by specific providers, i.e. district nurses, GPs, and hospital

doctors. This might be because carers are more reluctant to criticize the specific
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providers that delivered care to deceased but are less reticent when asked about

health and social services in general. It might also be that the less specific the

question or statement, the more likely the carer is to express negative views about

the services (Wilkin et al, 1992). Hall & Dornan (1988c) addressed the issue of

specificity in their meta-analysis and indicated that the specificity of the health care

being judged was linearly related to satisfaction, with more specific events receiving

higher scores, and that studies which asked about care in general reported lowest

satisfaction scores than those that focused on a particular kind of care.

Overall, the fmdings suggest the hypothesis that carers' higher satisfaction with

community care as compared to hospital care is related to the actual delivery of a

better quality of services at the community level. On the other hand, the provision

of services that meet the expectations of carers may be shaped by their experience

of community care. In other words, is it a problem of quality of care or unrealistic

expectations ?. It might be that carers have higher expectations of what the hospital

staff should deliver from services to dying patients as compared to district nurses

and GPs. If these expectations are not met, dissatisfaction with the service is most

likely to be formulated.

Assessing expectations is beyond the scope of our work and, as noted by Carr-Hill

(1992), it is not easy to measure people's expectations and goals. Therefore, another

alternative was chosen to detect whether carers' satisfaction is a reflection of the

carers' perceptions of the services delivered. This approach, as mentioned in Chapter

2, rests on identifying the service and non-service related characteristics that are
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significantly associated with carers' satisfaction, and on comparing the importance

of the non-service vis a vis the service characteristics in the prediction of carers'

satisfaction.

5.3.2. Non-service characteristics

5.3.2.1. Deceased sociodemographic characteristics

The literature on patient satisfaction with medical care has shown a great deal of

controversy regarding the effects of the patient characteristics. Some of the studies

on patient satisfaction with medical care have indicated significant associations

between some of these characteristics and patient satisfaction while others have not

(section 1.5.3.1.).

Our fmdings add to the controversy of the literature on the effects of patients'

sociodemographic characteristics. At the bivariate level, and as summarized in

section 4.2.1.1.1., sex, age and religious denomination of deceased bad no significant

association with carers' satisfaction with any of the providers considered.

Even though ethnicity of the deceased was not included in the multivariate stage

(section 4.3.3.), it is still an important fmding at the bivariate level which deserves

discussion. The literature on the effect of ethnicity on patient satisfaction with

medical care conflict, with "white" patients (Hulka et al, 1975; Gray, 1980), and

sometimes "black" patients (Linn et a!, 1982; Zastowny et al, 1983) reporting more

satisfaction than dissatisfaction with medical care.
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In the analysis, carers of "white" patients were more likely than others to report high

satisfaction with GPs' services. This may have a two-fold explanation. Firstly, GPs

might have been providing "white" patients with a better quality of care than their

"non-white" counterparts, and secondly, "non-white" patients might have been more

critical of GPs' services because of social differences in terms of culture, social

behaviour, and so on, especially if care was delivered at home and necessitated

frequents contacts with the provider. This requires a deeper understanding of the

culture and background of patients and their families by the provider for the care to

be positively perceived by the family, and in this case, the carer.

Even though the National Health Services (NHS) has made some attempts to

improve access and to address language problems (Jofre, 1988), Mind (1987) and

Donovan (1986) have reported the persistence of the lack of awareness of cultural

practices and principles of ethnic minority individuals amongst some health

professionals.

The Black Report (ed. by Townsend and Davidson, 1987) also highlighted the

presence of unmet needs for the different ethnic minorities groups:

"..there is evidence of some lack of appreciation among health
services staff of the special needs of some immigrant groups, as well
as a clear lack of adequate facilities in some of the areas in which
they have been obliged to concentrate.."

Thus, the needs of these minority groups need to be addressed if we are to ensure

equal utilization of the services by the different ethnic groups in the society, for
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satisfaction with the service is an important determinant of future utilization of this

service (Hays, 1985). Additionally, as prior experience with health providers affects

people's expectations of care (Oberst, 1984), and thus affects satisfaction, and

afterwards utilization of the services, GPs should take into account the cultural

background as well as the social norms and values of the patients and their families

while delivering care at home.

The housing tenure of the deceased is a proxy measure of social class that measures

the accumulation by an individual or family of fixed property or assets and says

something about familial attitudes and priorities (Black Report, ed. by Townsend and

Davidson, 1988). It was found to be significantly associated at the bivariate level

with the carers' satisfaction with district nurses, general practitioners and health and

social services in general, with carers reporting for deceased who were owner-

occupiers being more highly satisfied. The same direction of association was found

with carers' satisfaction with hospital doctors but the association failed to reach the

90% significance level. This fmding is in agreement with Cartwright (1992) who

found that carers of working class patients were less satisfied with district nurses

services than were respondents for middle-class patients. Additionally, the

relationship between housing tenure and carers' satisfaction with the general

practitioner agrees with the literature on the inequalities in the availability and use

of health services which indicates that middle-class patients receive better and higher

quality of services than their working-class contemporaries (Black Report, ed. by

Townsend and Davidson, 1987).
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Another plausible explanation is that patients who are not owner-occupiers, i.e.

living in rented accommodation or council flats and houses, may have higher needs

because of the more difficult conditions under which they are Lilving. These needs

are not only medical but also social and economic. They may genuinely have had

less adequate facilities, e.g. overcrowding, bad housing conditions, difficulties in

paying bills, worries about daily living, which translated into higher needs. These

high needs might have led to unrealistic expectations on the pailt of the carer of the

services and care that should be delivered by the community staff, and by the health

and social services in general. If these providers were unable to address these needs,

carers are more likely to report less satisfaction with their services.

In addition, and because of the above mentioned social and economic problems

which non-owner occupiers are more likely to experience, carers reporting for

deceased who were not owner-occupiers might have been dissatisfied with the life

deceased had, this dissatisfaction being translated into all facets of the deceased's

life, including the care the deceased had received from dieir providers. The

association between satisfaction with life and satisfaction with medical care has been

well documented in patient satisfaction literature (section 1.5.3.2.).

Housing tenure, when the effects of the service provided by dislrict nurses and those

provided by the general practitioners were controlled for statistically, failed to reach

statistical significance at the multivariate level. However, this variable was selected

as an important predictor of carers' satisfaction with health and social services in

general, even after controlling for the provision of services by district nurses, general
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practitioners, and the provision of home help by the social services. This finding

might suggest that housing tenure, when considered with other characteristics, is of

no importance in predicting carers' satisfaction with specific providers, but of prime

importance when carers' satisfaction with health care and social services in general

is assessed.

Carers reporting for deceased who had financial difficulties that resulted from the

illness were found to be less satisfied with the health and social services in general.

l'his variable was found to be an important predictor of carers' satisfaction with

health and social services delivered to the deceased, especially after controlling for

the provision of services by district nurses, general practitioners, and the provision

of home help by the social services. Controlling for these services has reduced the

odds ratio of "housing tenure" and increased markedly that of "deceased had

fmancial difficulties that resulted from the illness". This might suggest that carers

reporting for deceased who were owner-occupiers were more likely than others to

report high satisfaction with services delivered by the health and social services in

general partially out of differences in the provision of these services. Housing

tenure, as a variable, seems to have a partial masking effect on the variable

"deceased had financial difficulties that resulted from the illness". That is why when

the effect of "housing tenure" decreased that of "deceased had financial difficulties"

increased.

Still, carers reporting for deceased who bad no financial difficulties were more likely

to be highly satisfied with the health and social services in general. This might be
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because carers were satisfied with the life deceased had in general, and this was

translated into satisfaction with health and social services in general (section

1.5.3.2.). It might also be that those with no fmancial difficulties are less dependent

on the health and social services due to their ability to purchase services, if needed,

to complement those delivered by the local and health authorities and were,

therefore, less critical of the quality and/or quantity of these services.

The place of death was found to be a significant predictor of respondents'

satisfaction with both district nurses, and general practitioners (section 4.3.2. and

section 4.3.3.). Carers' satisfaction with district nurses, general practitioners, and

health and social services was higher when the deceased died at home and lower if

they died in other places. Though statistically significantly associated with carers'

satisfaction at the bivariate level, deceased's place of death was not found to be a

significant contributor to the prediction of satisfaction with health and social services

in general when other characteristics were considered. Additionally, carers reporting

for deceased who died in hospital were not statistically significantly more satisfied

with hospital doctors than those reporting for deceased who died elsewhere.

These fmdings suggest that the association between place of death and carers'

satisfaction is specific to providers at the community level. This association was

found to be independent of whether the carer perceived the need of more help while

caring for the deceased at home, and of how carers perceived caring as an activity

(section 4.3.2. and section 4.3.3.). Additionally, the association was independent of

some clinical characteristics of the deceased that were found to be predictors of
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carers' satisfaction with general practitioners (section 4.3.3.), and also independent

from some aspects of services delivered by both district nurses and general

practitioners. The possible explanation of these fmdings is that carers might have

perceived themselves as co-workers in the delivery of care at home. They might

have helped the district nurse with the practical aspects of the services, and also

might have participated with the district nurse in implementing the GPs' treatment

plan. This contribution towards the delivery of care might have restricted the carer

from criticising services delivered by the community staff because by criticising

them, they would be criticising the care delivered at home in general, to which they

have contributed.

Another explanation could be that carers reporting for deceased who died at home

were dependent on the community staff for the care delivered to the deceased, and

hence were less likely to criticize the quality of that care. Not surprisingly, carers

were less satisfied when patient died in an institution. Patients may be most likely

to be admitted to a hospital, for example, when carers are no longer able to continue

coping with the deceased at home. It has been reported that terminally ill cancer

patients that are admitted to hospitals usually suffer from medical and nursing

problems that their carers could not manage satisfactorily at home (Walsh and

Kingston, 1988), and that those who died in a hospital or institution usually needed

help with self-care and night care at home for somewhat longer that those dying at

home, emphasizing that the longer the needs persist, the higher the probability there

is of some crisis in the lives of those caring for people at home which may

necessitate admission to a hospital or an institution (Cartwright Ct a!, 1973). Thus,
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carers of patients dying at home might have high expectations of the role of the

community staff in caring for deceased. If these expectations are not met, or if the

carers are unable to complement the community staff activities in caring for the

patients at home, it is more likely that the patient will be admitted to an institution.

However, the patient's admission to an institution may very well be the result of

inadequate services delivered by the community staf'f and that dissatisfaction with

district nurses and general practitioners is the end-product of a process of evaluation

of these inadequate services by the lay carer.

This latter explanation of the association between dying at home and carers' high

satisfaction with the district nurses and GPs' services does not contradict the finding

that this association was independent of carers' perception of needs for any more

help while caring for the deceased at home. Studies into informal carers' needs have

indicated that carers who are fully engaged in their role of caring may be reluctant

to acknowledge and address problems or ask for help (Lewis and Meredith, 1988;

Blyth, 1990; Addington-Hall, 1991). Additionally, some of the respondents in these

studies felt inadequate or disloyal if they admitted the need for help. This might

suggest that regardless of whether they needed any help in caring for the deceased,

carers might have reported higher satisfaction with these services out of fear that,

if they asked for any help, they might be criticized for their inability to care for the

deceased at home.

Carers reporting for deceased who had living children were more likely to be highly

satisfied with the services delivered by the district nurses, general practitioners and
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the health and social services in general. However, when other characteristics were

controlled for at the multivariate level, the association remained significant only for

carers' satisfaction with district nurses' services. It is quite difficult to explain this

association for it is independent of the relationship of carer to deceased (Table

4.27.). The explanation for this association, which is a mere speculation, could be

that children of deceased play a positive role in the provision and coordination of

district nursing services so that these services are delivered in such a way as to meet

the patients' needs.

5.3.2.2. Deceased? clinical characteristics

An unexpected association at the bivariate level was found between the site of

malignant neoplasm and carers' satisfaction with hospital doctors. However, this

variable failed to reach the 90% significance level at the multivariate level. At the

bivariate level, carers reporting for deceased who died of lymphatic and

haematopoietic tissue, or bone, breast and connective tissue were more likely than

others to express high carers' satisfaction with hospital doctors services. Least

satisfaction was expressed by carers whose deceased had neoplasms of the genito-

urinary organs or respiratory and intrathoracic organs. Even though it is not easy to

explain such a relationship, one could make several suggestions. Firstly, symptoms

of the genito-urinary cancers are somewhat different from those of bone, breast, and

connective tissue or lymphatic and haematopoietic tissue. For instance,

gynaecological cancer patients often experience abnormal and offensive vaginal

discharge; prostate cancer patients suffer from increased frequency of passing urine
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or difficulties of emptying the bladder, and getting up frequently at night to pass

urine; patients with kidney or bladder neoplastns experience pain in passing urine

and bladder irritability (Williams, 1989). In contrast, the types of symptoms

experienced by patients suffering from lymphatic or haematopoietic tissue cancer

include pain, loss of weight and loss of appetite (Hodgkin's disease, myeloid

leukaemia), tiredness and shortness of breath (multiple myeloma, lymphocytic

leukaemia, myeloid leukaemia), and symptoms from involvement of nerves, the

spinal cord, or brain (lymphocytic leukaemia) (Williams, 1989).

In summary, those with lymphatic/haematopoietic cancer experience more pain,

while those with genito-urinary cancer have symptoms related to bodily functioning.

Therefore, it might be that hospital doctors were more able to manage symptoms

related to lymphatic and/or haematopoietic tissue cancers than those associated with

genito-urinary cancers, and that the management of symptoms might have acted as

a precursor to carers' satisfaction. This explanation is supported by fmdings from

other research on the effectiveness of symptom management. For example, Dunlop

(1989) indicated that in hospital, and as result of the success in controlling pain in

the last decade, pain ranked ninth in the iinalysis on distressing symptoms

experienced by patients with far advanced cancer. Additionally, Addington-Hall et

a! (1991) have indicated that pain, itchy skiii and constipation were the three

symptoms which carers perceived to be most relieved by treatment given to their

patients in the last week of life. Palliative treatment given to diarrhoea, difficulty

passing urine or urinary incontinence, dysphagia, cough, breathlessness, and

vomiting was perceived by less than 50% of carers to have helped alleviate these
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problems (Addington-Hall et al, 1991).

Williams (1992) indicated that leukaemias, lymphomas, Hodgkin's disease, sarcomas

of bone and soft tissue are potentially curable cancers but do require a combination

of surgery, radiotherapy or chemotherapy. Therefore, carers reporting fer deceased

who had such types of cancer might have valued all these interventions and

perceived the hospital doctors as adopting all possible strategies of treatment to save

their patients' lives. Consequently, these perceptions might have been translated into

satisfaction with the hospital doctors' services.

Research has shown that lung cancer patients, who constitute the majority of patient.s

with respiratory organs cancer, were more likely than patients with other types of

cancers to report unmet psychological, socia1 and economic needs, cominurnty-type

unmet needs, unmet needs in relation to medical staff, and a large number of general

unmet needs (Houts et a!, 1986). A diagnosis of uterine cancer was also associated

with both psychological and social unmet needs, and with unmet needs in relation

to medical staff (I-louts et a!, 1986). Therefore, carers whose deceased had

respiratory or genito-urinary organs cancers trnight have been less satisfied than other

carers with hospital doctors' services because hospital doctors did not deliver the

services that would meet the high needs of the deceased.

The intensity and duration of functional limitation were found to be associated with

carers' satisfaction at the bivariate level. Carers reporting for deceased who

experienced low functional limitation in terms of intensity (measured by the number
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of tasks the patient could not perform) were more likely to report high satisfaction

with all four providers. These findings agree with the literature of medical care in

general (Romm et al, 1976; Linn et al, 1982; Hall et a!, 1990), for it might be that

the more restricted the activities of the patient, the higher the patients' unmet needs

and demands for care that would help them lessen these restrictions, and thus the

lower the satisfaction. However, the intensity of functional limitation was not found

to significantly predict carers' satisfaction with any of the providers at the

multivariate level, showing that it had no independent relationship with satisfaction.

Carers reporting for deceased who experienced long duration of functional limitation

were more likely to report high satisfaction with general practitioners, hospital

doctors, and health and social services in general. When the effects of the other

variables were controlled for statistically, the duration of functional limitation was

found to only predict carers' satisfaction with GPs and health and social services in

general. However, the association with satisfaction was a negative one, i.e. the

longer the duration of the functional 1imitation, the higher their satisfaction with the

GPs and the health and social services in general. It might be that carers reporting

for deceased who had functional limitation for a short period of time had higher

expectations of the services delivered by the (3Ps and the health and social services

compared to those whose deceased were restricted in their activities for a longer

period of time. The latter might have had longer contacts with these services, and

might have shaped their expectations according to their experience with these

services while the former entered into the system for a short period of time, and

might not have had the chance to adjust their demands to what the system could
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deliver from services and hence were more critical of these services. It might also

be that careTs' satisfaction with GPs and health and social services in general when

the deceased had a longer duration of functional limitation is a reflection of the long

period of dependency of the carers and patients on these services, and hence the

reluctancy of carers to criticize the main source of care.

These fmdings suggest that in the palliative care field, intensity and duration of

functional limitation have different impacts on carers' satisfaction. Duration of

functional limitation seems to be more related to the clients', carers or patients,

adjustment of their needs to the delivered services, while intensity is more associated

with what people demand from the providers regardless of what services these

providers can actually deliver.

One of the main findings in this section is the absence of a significant association

at the bivariate level between carers' perception of the duration of pain and their

satisfaction with services delivered by any of the providers considered. However, the

trend was for carers reporting for deceased who had a short duration of pain to be

slightly but not significantly more likely to be highly satisfied with the services

delivered by any of the providers.

This finding is, in fact, contrary to initial expectations. Pain control or level and

prevalence of pain are viewed by researchers as important outcomes of palliative

care (Mor and Masterton-Allen, 1987). Pain control, as an independent variable, was

also found to be an important predictor of carers' satisfaction with hospice care
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(Wilkinson, 1986). In our analysis, the duration of pain seems to have no effect on

how carers' perceived the quality of services delivered to the deceased. It might

be that experiencing pain, regardless of its duration, is within the realm of carers'

expectations of the sufferings of cancer patients. Pain has always been associated

with cancer and, as Levin et a! (1985) noted, cancer patients are expected to

experience pain. l'his association between cancer and pain might have predisposed

carers to view pain as a natural manifestation of having cancer and thus to perceive

no limit on the duration for which it should be experienced by the patient.

Therefore, carers might have considered the duration of pain as a cancer

characteristic, a factor related to the disease itself, and which has nothing to do with

whether the provider delivered good or bad services.

It might also be that satisfaction is related to the perception of success of the

intervention to relieve pain during that period and not to the mere existence of pain

over that period of time. In other words, the period of time over which pain existed

might not have been of importance to carers if pain was perceived to be effectively

managed by the providers. This explanation seems plausible given that relieving

cancer pain is the main target of health providers, and that, as Sykes et a! (1992)

noted, it could nowadays be effectively controlled in about 95% of cases.

It is worthy to note that no analysis on the association between careTs' perception

of the severity of pain and their satisfaction with the different providers was

conducted. This is because when the different symptoms were subjected in terms of

their severity to factors analysis, and unlike the duration of these symptoms, they
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failed to group into meaningful factors. Additionally, "severity" and "duration" of

a particular symptom were expected to be highly inter-correlated, and hence, only

one of them was to be kept for multivariate analysis. Therefore, the decision was to

use duration and not severity in the analysis as an indicator of symptom distress

across all symptoms reported by carers, including the experience of pain.

The significance of the associations at the bivariate level between carers' satisfaction

and the duration of gastro-intestinal, respiratory, psychological and cognitive

functioning symptoms, and incontinence varied across providers. However, two

important points are to be made. Firstly, the duration of psychological and cognitive

functioning symptoms was significantly associated at the bivariate level with carers'

satisfaction across all providers, but it only significantly predicted carers' satisfaction

with health and social services. Secondly, the duration of respiratory symptoms and

that of incontinence experienced by the deceased were found to be significant

predictors of carers' satisfaction with general practitioners services.

It might be that carers reporting for deceased who had a long duration of cognitive

and psychological functioning symptoms experienced more emotional burden. Caring

by itself might have been more demanding, for such symptoms are difficult to

manage and cope with. Hence, carers' might have had higher expectations of the

way health professionals are supposed to act to alleviate these symptoms. Symptoms

such as general feelings of weakness, anorexia, depression, and insomnia have been

reported by cancer patients in both hospitals and hospices to be the most distressing

(Dunlop, 1989), and perceived by carers to be poorly controlled by providers
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(Addington-Hall et al, 1991). Therefore, experiencing these symptoms over a long

period of time, coupled with a lack of effective management of these symptoms

might have predisposed carers to report less satisfaction with general! practitioners,

hospital doctors, and health and social services in general. When other characteristics

were considered, the duration of psychological and cognitive functioning symptoms

remained an important predictor of carers' satisfaction with heakh and social

services in general.

Finally, the duration of incontinence was found to be associated at the bivariate level

with carers' satisfaction with general practitioners and hospital doctors, while

duration of respiratory symptoms was found to be associated with all the providers

except hospital doctors. However, the duration of incontinence and that of

respiratory symptoms were found to be predictors of carers' satisfaction with general

practitioners' services. Keeping other things constant, carers whose deceased had

experienced incontinence and respiratory symptoms over a long period of time were

significantly less likely to report satisfaction with the GPs' services. Siimilarly to the

interpretation given earlier, experiencing these symptoms over a long period of time,

coupled with poor management of these symptoms by the GP might have

predisposed carers in their dissatisfaction with the GPs' services.

5.3.2.3. Carers' sociodemographic characteristics

The sex of carers was not found to be statistically significantly associated with

carers' satisfaction with any of the four providers. However, male caras were more
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likely, though not significantly, to report higher satisfaction with the services

compared to female carers. Evidence suggests that male caters receive more help

and support than female caters (Blaxter, 1976; Hunt, 1970; Neale, 1992). This

discrepancy in terms of service delivery might have led to the observed slightly,

though not significantly, higher levels of satisfaction to be reported by "male" caters.

The age of the caters was significantly associated at the bivariate level with their

satisfaction with GPs, hospital doctors and health and social services in general. This

fmding is in agreement with other fmdings in the literature on patient satisfaction

with medical care, with older patients being more satisfied with medical care (Fox

and Storm, 1981; Linn et a!, 1982; Patrick et al, 1983; Treadway, 1983; Wartman

et al, 1983; Kaim-Caudle, 1987; McCarthy et a!, 1988; Hall Ct a!, 1990a; Williams

and Calnan, 1991). Several explanations have been given for this. Some of these

explanations related to the expectations of the elderly of the services delivered, while

others focus on the attitude of doctors towards young or old patients. Mclver (1991)

indicated that the elderly have much lower expectations than younger people, and

that surveys often pick up this uncritical attitude. Fox and Storm (1981) reported

that the elderly desire different affective relationships with the health care provider

than do younger people. Hall and Dornan (1990a) indicated that older patients might

have been treated in a more thorough and responsive manner than younger patients.

Harris et a! (1985) mention that internal medicine residents and staff physicians were

found to have more negative attitudes towards younger patients. A similar finding

was reported by Street et a! (1988) who indicated that physicians were less

communicatively dominant, more non-verbally responsive as listeners, and more
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egalitarian in their interactions with middle-aged and older patients, relative to their

encounters with younger patients.

However, when considered with other variables at the multivariate level, the age of

the carers failed to reach the significance level in predicting satisfaction, and was

not selected in the fmal models.

The relationship of the carer to the deceased, whether the carer lived with the

deceased, and the marital status of carers were a11 found to significantly associate

with carers' satisfaction across all providers at the bivariate level (table 4.9., 4.10.,

4.11., and 4.12) , and were also found to be highly inter-correlated (section 4.3.1.).

As mentioned earlier, "relationship of respondent to deceased" was kept for analysis

at the multivariate level. However, when other characteristics were controlled for,

this variable did not contribute significantly to the prediction of satisfaction in the

fmal models. At the bivariate level, carers who were spouses of deceased were

significantly more likely to report high satisfaction with the services across providers

than non-spouses of deceased. Several explanations could be given. Firstly, it might

be that spouses were more aware of the quality and quantity of the services

delivered to deceased because they have lived with the deceased during that period,

and hence were less prone than other carers to give a negative judgment of these

services. Secondly, because they lived with the deceased, spouses might have been

more aware of the deceased's needs, and therefore might have been better able to

pursue the services that would best meet these perceived needs. Thirdly, it might

also be that health professionals treat carets who are spouses of deceased differently
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from other carers, taking into account the vulnerability of bereaved spouses in

developing bereavement problems (section 1.6.1.). It might also be that after the

deceased's death, bereaved spouses more than any other group of bereaved carers

feel defenceless, and try to get sympathy from their social surroundings by

expressing less critical attitudes. Finally, it might be that they are too afraid to

criticise the care they depended on.

The religious denomination of the carer had no significant association with carers'

satisfaction across providers. The strength of religious faith was significantly

associated, at both the bivariate and multivariate level, with carers' satisfaction with

general practitioners and health and social services in general. This variable was one

of the significant predictors of carers' satisfaction with GPs and health and social

services in general. The relationship between religion, as a background variable, and

patient satisfaction has rarely been investigated by researchers (Hall et a!, 1990a).

In our analysis, carers who had strong religious faith were more likely to be highly

satisfied with GPs' services than those who had some or no faith at all. A plausible

explanation of this association could be that carers with strong religious faith, and

compared to those with some or no faith, have different expectations of the services

delivered by the GPs and the health and social services in general. Kristjanson

(1986) reported that carers with religious affiliation were more interested in spiritual

care than in medical care per se in contrast to families with no religious affiliation

who were more interested in the technical aspect of medical care. Therefore, carers

with some or no religious faith might have had higher needs than those with strong

faith related to the clinical management of the disease, which the GPs may have
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failed to meet. l'his dissatisfaction with medical care at the community level might

have also predisposed them to formulate less satisfaction with health care in general.

On the other hand, religious individuals may be generally reluctant to criticize

people, having been exhorted to "love thy neighbour" all the time.

Finally, carers' having the same OP as that of the deceased was found to be the

most important predictor in this set of independent variable. Carers who have the

same OP as the deceased were 2.70 times more likely to be highly satisfied with

GPs' services. Hulka et a! (1975) indicated that patients who are highly dissatisfied

with care will either change doctors or avoid medical care altogether, whereas

positive experiences with a particular doctor will enhance a positive attitude.

Therefore, carers might have changed the GP if they were highly dissatisfied with

the services delivered by that GP to their loved ones. Thus, one would expect more

satisfaction than dissatisfaction with GPs' services from carers who still have the

same GP as the deceased. Additionally, having the same GP might have predisposed

carers to be less critical, as they still depend on this OP for the delivery of care. In

other words, carers might have been giving socially desirable answers (Snyder and

Ware, 1975). Furthermore, carers with a different GP might have intuitively

compared their GPs with the deceased's GPs, and felt that their GPs would have

delivered better services if he/she was the one who provided the deceased with care,

regardless of the quantity and quality of care delivered by the deceased's GP.
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5.3.2.4. Carers' bereavement experience

The fmdings summarized in section 4.2.1.4.1. indicate that, on the whole, carers

with better bereavement outcomes were more likely to report high satisfaction with

services delivered. When the bereavement variables that were significantly

associated with satisfaction at the bivariate level were considered with other

variables at the multivariate level, three bereavement characteristics remained

significantly associated with carers' satisfaction. Firstly, carers' self-assessment of

post-bereavement health was found to significantly predict carers' satisfaction with

GPs, hospital doctors, and health and social services in general, with those

perceiving their health as excellent being more highly satisfied with the services than

those who rated their health as fair or poor. Secondly, carers who reported having

no bereavement related psychological problems were more likely than those who

reported having at least one such problem to be highly satisfied with community

services. Finally, carers who were less adjusted to bereavement were more likely to

be highly satisfied with GPs' services.

The association between perception of overall health status and patient satisfaction

has been investigated by many researchers (section 1.5.3.2.). However, it has never

been researched in the palliative care field where the subjects are carers of the

deceased rather than patients. Still, c,․)C finding is in agreement with the literature.

In the analysis, it is not sure whether carers' self-assessment of post-bereavement

health reflects the carers' actual health status, or the carers' subjective perception of

f health. It might be that carers who perceive their health as fair or poor have
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real medical and psychological problems which predisposed them to be dissatisfied

with their own health, and to extend this dissatisfaction into the different aspects of

their life including health care in general (Linn and Greenfield, 1982; Roberts et al,

1983; Hall et al, 1990), and that delivered to deceased.

It might also be that these carers are generally dissatisfied with their life, especially

after the deceased's death, and this dissatisfaction have predisposed them to be

dissatisfied with care delivered to them, and with medical care in general including

that delivered to deceased, and which consequently led them to develop poor health

(Hall et al, 1990), if they had real medical problems. It might also be that these

carers are not happy in their life which predisposed them to have a negative attitude

towards themselves which was manifested in a negative perception of their own

health, and also towards the health care system in general, including the care

delivered to deceased. Finally, Judge and Solomon (1991) reported that people who

perceive their health status as poor might have a strong personal stake in the health

care system and adverse indicators of health status could be expected to be strongly

associated with views about health care.

In the analysis, two measures of carers' psychological well-being were used. The

carers' general psychological functioning as measured by the GHQ was found to be

significantly associated with carers' satisfaction across all four providers. Carers

with a low GHQ score were more likely to report high satisfaction with the services

delivered by the different providers compared to those with a high score. However,

when the effects of other variables, including other bereavement-related variables,
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were controlled for, this variable was not selected in the fmal models predicting

carers' satisfaction with the different providers.

The carers' general psychological well-being as measured by their reporting of

having bereavement-related psychological problems emerged among the non-service

characteristics as a predictor of carers' satisfaction with community staff, both

district nurses and GPs. Carers who reported having no such problems were more

likely to be highly satisfied with the services delivered by the community staff than

those who reported having at least one problem. It might be that carers who reported

having bereavement-related psychological problems had high needs for support and

care at the bereavement level from district nurses and GPs. They might have had

high expectations of the services delivered to bereaved carers. If these expectations

were not met given the limited resources of the health authorities, carers were more

likely to report low rather than high satisfaction with these services. In other words,

carers' experience with the services after the deceased's death might have

predisposed them in their evaluation of these services.

However, another explanation could be given. The experience of grief differs from

one person to another and, as indicated by Parkes (1986), grief can be weak or

strong, brief or prolonged, immediate or delayed. Some bereaved develop an

"atypical" grief, resulting in psychological illness. This special form of grief is

manifested, among other symptoms, by having severe depression, hypochondriacal

symptoms, phobic symptoms, insomnia, self-reproach and expression of guilt,

identification symptoms, and delay in the onset of grief of more than two weeks'
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duration. These symptoms can be reasonably considered as indicators that the

reaction to bereavement may take a pathological course (Parkes, 1986).

Although no proper judgements can be provided on the psychological state of carers

who reported having bereavement-related psychological problems, although those

with low GHQ scores were more likely to report high satisfaction with services

across providers, it can be presumed that their experience of grief differed from that

of other carers. Parkes (1965), in his Bethiem study on bereaved psychiatric women

of less than 60 years of age, indicated that people with atypical grief feelings of

guilt and self-reproach were more likely to express marked hostility towards other

individuals, usually doctors, nurses and clergy. Parkes (1986) reported a psychiatric

case to reinforce the argument

"Mr M was sixty-eight when his wife died She died
unexpectedly after a brief illness. For several days he was
stunned He shut himself up at home and refused to see
anyone. He slept badly, ate little, and lost interest in all his
customary pursuits. He blamed himseiffor failing her, and for
sending her to the hospital, fearing that she had picked up an
infection on the ward. .He was generally irritable, and blamed
the hospital for his wjfe 's death..'

Bowlby (1969) indicated that death is personalized as something that has been done

to the bereaved and they seek someone to blame. The blame, Bowiby continues, is

directed against anyone who might have contributed to the suffering or death of the

loved ones, especially God and doctors, since both are seen as having power over

life and death. Bowlby (1969) reported several examples of "anger", resulting in
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blaming others for the deceased's death, and particularly those who had attended the

deceased during his illness:

One widow felt angry with the hospital authorities for
sending her husband home by bus when he was not fit to
travel; she also expressed great anger towards a nurse who
had hurt her husband by ripping off an adhesive dressing.
Another widow reported consistent memories of the way
doctors behaved and treated her husband; she accused them
of ignoring sign jficant symptoms..."

However, even though this criticism and anger may have been justified, Parkes

(1986) noted that much of it seemed as irrational as its opposite, an uncritical

adulation of the medical profession. Parkes (1986) reported the following comment:

"One widow who was very angry with the hospital staff at the
time of her bereavement later retracted her accusations and
added ruefully, I wish there was something else I could
blame..."

Thus, it is quite possible that carers who reported having bereavement-related

psychological problems have had a more difficult grieving process than other

bereaved people, and that their dissatisfaction with GPs and district nursing care

might have been the result of guilt, self-reproach and anger directed towards the

community staff. The reasons why this anger might have been directed towards the

community staff are not known. However, two suggestions could be made. Firstly,

carers might have found it easier to criticise the less specialized community care

than to criticise the highly technological hospital care. Secondly, the bulk of care
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might have been provided at the community level, and therefore, carers were likely

to blame the providers at the community level than those at the hospital level for the

death of the deceased.

Finally, adjustment to bereavement was found to be a predictor of carers'

satisfaction with GPs' care. Carers who had good adjustment to bereavement were

more likely to report less satisfaction with GPs' care than those with poor

adjustment to bereavement. Such fmding is difficult to interpret. The association

between carers' satisfaction with care and their adjustment to bereavement has never

been investigated by researchers. It might be that the more the bereaved person

accepts the reality of the death event and comes to terms with it, the more he/she

will be able to give a clear judgment of the quality of care outside their feelings of

despair and loss. Thus, a negative judgment of the GPs' services by persons with

good adjustment to bereavement could be a reflection of the actual quality of care

delivered by the GPs. In conirast, it might also be that the more the individual is

adjusted to bereavement, the more he/her overcomes the feelings of anger and guilt,

and thus try to be more positive of the role the medical profession had in caring for

the deceased in the period of illness. Therefore, we would expect a linear positive

relationship between adjustment to bereavement and respondents' satisfaction. Our

finding supports the former rather than the latter explanation.
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5.3.2.5. Carers' experience of caring

Two characteristics predicted carers' satisfaction. These are : (1) carers' perception

of caring and (2) carers' perception of needs for more help while caring. Carers who

perceived caring as rewarding were more likely to report high satisfaction with the

district nurses, GPs, and health and social services in general than those who

perceived caring as a burden. In contrast, high satisfaction with hospital doctors was

expressed by carers who perceived caring as a burden. It might be that those who

perceived caring as a rewarding task were happy with their role which they shared

with the community staff, and that this satisfaction with their caring role might have

led to a satisfaction with care and support dthvered by the health care and social

services in general, and by the community staff in specific. McHorney and Mor

(1988) reported that the dissatisfaction of primary care persons (PCPs) with their

caring abilities was related to their dissatisfaction with the patient medical and

support care. Mdflomey and Mor also suggested that dissatisfaction with caring

abilities may be considered as an indicator of self-reproach, and that those

dissatisfied with their caring abilities may have felt that they somehow contributed

to the patient's death or inadequate care by Ilack of attention during the terminal

caretaldng period.

In contrast, those who perceived caring as a burden might have been unable to cope

in a continuous manner with caring for the patient and hence looked for other

alternatives, such as hospital services, thit would release them from caring.

Admitting the patient to a hospital might have given the caret who perceived caring
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as a burden a break from caring, and might have allowed them to undertake the

activities which were restricted as a result of caring.

Perceiving no need for more help while caring for the deceased at home was found

to be a significant predictor of carers' satisfaction with district nurses, GPs, and

health and social services in generaL Two explanations could be given for this

association. It might be that carers who perceived no needs for more help while

caring for the deceased at home were actually satisfied with the quantity and quality

of services delivered to their patients by the community staff and the health and

social services in general. It might also be that carers tended to be less critical of the

services delivered at home out of fear that their caring role will be criticised if they

formulate any negative criticism towards the care delivered at home in general, and

to which they are expected, as informal carers, to have contributed.

5.3.3. Service characteristics

5.3.3.1. District nurses' services

Five out of seven service characteristics were selected in the final model predicting

carers' satisfaction with district nurses' services. The main predictor was the

frequency of home visits made by the district nurses, followed by the number of

these visits, the perception that the district nurse contacted other services, the

reporting that district nurse visited the carer after the deceased's death, and that the

district nurse gave the deceased help at night
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Since there appear to be no studies in the literature depicting the predictors of either

patients' or carers' satisfaction with district nurses' services delivered at the patients'

home, it is impossible to compare results. However, the analysis has shown that

carers' satisfaction is strongly predicted by how frequently the district nurse was

perceived by carers to have visited deceased at home, and to a lesser degree by the

total number of home visits. This might have been the result of a difference between

careTs' and district nurses' perception of the patients' needs. Carers of deceased who

reported that the district nurse visited fairly frequently or infrequently as compared

to those who indicated that the district nurse visited very frequently might have

perceived their patients' needs for district nursing services to be much higher than

was perceived by the district nurse. In other words, the district nursing service might

have been delivered very frequently to patients who were perceived by the district

nurse to have higher needs for it, regardless of the carer's perception of these needs.

Another explanation takes into account the possibility that the relationship between

the district nurse and the carer might have strengthened as a result of the frequent

home visits. The district nurse might not only have been viewed as a health

professional, on which carer and patient depended for the delivery of nursing care,

but also as a friend and a source of social and emotional support. Such a relationship

might have predisposed carers to be less critical of the district nurses' services. In

contrast, when carer had a limited contact with the district nurse, the nurse-carer

relationship might have been restricted to the delivery of the main practical care

provided to patients, and that the short-time contact might have not been enough for

the carer to break the barriers for a supportive relationship to develop.
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It might also be that the more the carers had contact with the district nurses'

services, either in terms of frequency or number of visits, the more they were able

to shape their expectations to what the district nurse can provide from services given

the limited resources under which health authorities are functioning. As such, carers

who reported that deceased had very frequent visits might have had enough time to

shape their expectations of the district nursing services to the actual service

delivered by the district nurse.

5.3.3.2. General practitioners' services

Two characteristics were found to powerfully predict carers' satisfaction with GPs'

services. These were : (1) the number of home visits made by the GP, and (2) the

provision of information regarding diagnosis to carer.

The suggestions formulated earlier to explain the association bctween the frequency

and number of home visits by the district nurse on one hand and carers' satisfaction

with district nurses' services on the other apply to the association between the

number of GP's home visits and carers' satisfaction with GPs' services.

The fmding about the association between the number of home visits and carers'

satisfaction with GPs' services is in agreement with Cartwrighfs (1990) finding that

respondents' summing up of the different aspects of care the people who died got

from their general practitioner was strongly related to the number of home visits

they had had: the proportion describing the care as fair or poor (rather than excellent
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or good) was 28% for those who had had less than five home visits in the year

before they died, 16% for those with five to nine home visits and 5% for those with

ten or more visits.

The provision of information about diagnosis by GPs to carers was found to be an

important predictor of carers' satisfaction with the GPs' services delivered to their

loved ones. The lay carer might have interpreted the lack of provision of such

information by the GP as either due to (1) the ignorance of the GP about the

diagnosis, or to (2) the inability of the OP to communicate such information. In

either cases, carers are more likely to have reported less than high satisfaction with

GPs' services. The role of the OP in providing information regarding diagnosis,

prognosis and the imminent death of patient has been reported by Seale (1991) to

be changing over time. Seale (1991) noted that between 1969 and 1987, there was

a move towards greater openness between hospital doctors and dying patients and

their families, and that the role of the GP might have changed from being the first

in "breaking the news" to helping to support the person afterwards. Such a change

in the role of the general practitioner might not have been congruent with the carers'

expectations of GPs as providers of information, which had consequently led to

carers' dissatisfaction when such role was not performed.

In addition, research has indicated that cancer patients, compared to patients with

other diagnosis, have a greater desire for information about diagnosis, prognosis,

treatment, results of tests, etc. (McIntosh, 1974; Cassileth et a!, 1980; Molleman et

al, 1984; Newall et a!, 1987). Therefore, if GPs did not provide the information
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desired, carers were more likely to report low than high satisfaction with the GPs'

services.

5.3.3.3. Hospital doctors' services

Two service characteristics were powerful predictors of carers' satisfaction with

hospital doctors : (1) the perception that deceased had enough choice about the

treatment given by doctors, and (2) the perception that deceased had enough privacy

all the time while in hospital.

Carers who perceived that deceased had enough choice about the treatment given

to them while in hospital might have valued the participation of the deceased in the

decision-making process, especially given that patient autonomy is nowadays viewed

as an important component of a successful patient-doctor relationship (McCullough,

1988).

Several models have been designed by researchers to understand the nature of the

doctor-patient relationship. Parsons (1951) described an "ideal type" model where

patients have a "sick role" while doctors have a "professional role" which grants

them with certain Tights, placing them in a strong, powerful and dominant position

in the medical encounter. Szasz and Hollender (1956) described three models : (1)

activity-passivity model, (2) guidance-cooperation model, and (3) mutual

participation. In the first two models, patients are not allowed to take part in the

interaction and are expected to obey the instructions provided by the doctors. In the
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third model, a mutual participation is expected from both doctors and patients.

McCullough (1988) indicated the presence of two models: (I) the beneficence model

of moral responsibility, and (2) the autonomy model of moral responsibility; the

former allows doctors to impose judgments on their patients in violation of their

autonomy, while the latter allows doctors to share information with patients, play

a counselling role with the emphasis on the exercise of choice-autonomy by the

patient, and if possible, implement the patient's value-based preference. Based on

these two models, McCullough suggested an alternative model which assigns equal

weight to both professional judgment and patient autonomy.

Our findings support the autonomy of the cancer patient regarding the choice of

treatment, and indicate the importance of such perception to carers when evaluating

services delivered by hospital doctors.

The association between the carers' perception that the deceased had enough privacy

all the time while in hospital and carers' high satisfaction with HDs' services is in

agreement with Blanchard et al's (1990) fmding that establishing privacy during

physical examination was one of four predictors of cancer patient satisfaction with

the oncologist morning round. Cassidy (1991) indicated that hospital ward

consultations by palliative care doctors frequently involve the breaking of bad news

and a discussion of prognosis, as well as the assessment of patients' suitability for

transfer to a hospice or at home, and that ward consultations should follow a certain

process in which "seeing the patient in privacy", i.e. not just behind curtains, is an

important component for having a good relationship with the patient.
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The provision of treatment for respiratory symptoms was also selected in the fmal

model. Carers were 1.47 more likely to report high satisfaction with the hospital

doctors' services when deceased bad treatment for breathlessness than when the

deceased had not. This characteristic is not an important predictor, as an odds ratio

of 1.47 is not high when compared to the odds associated with other service and

non-service characteristics. However, two explanations could be given for this

association. Firstly, this association might be an artifact resulting from the fact that

those deceased who were given treatment for breathlessness had lung cancer, and

that lung cancer patients, compared to other group of carers, might have been given

more attention and care by the hospital doctors, which led to the high levels of

carers' satisfaction. However, this explanation is contradictory to the earlier fmding

that carers whose deceased had a respiratory organs cancer were less likely to be

highly satisfied with the hospital doctors' services. The second explanation takes

into account that breathlessness, as a symptom experienced by cancer patients in

general, might have been perceived by carers as life-threatening, and therefore carers

might have valued any intervention to manage it.

5.4. Importance of the non-service via a vis the service characteristics in
predicting satisfaction

Introduction

The results have indicated that carers' satisfaction is predicted by both service and

non-service related characteristics. Even though higher odds ratio were associated

with the service characteristics than with the non-service ones, the importance of the
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non-service characteristics in predisposing carers' perception of the quality of care

should not be underestimated.

The effects of the patient sociodemographic characteristics, which are the

characteristics most frequently studied by previous researchers, on satisfaction were

often inconsistent. As Fox and Storm (1981) summarize the situation:

" The literature on satisfaction with health care presents contradictory
findings about sociodemographic variables... The situation has grown
so chaotic that some writers dismiss the sociodemographic
characteristics as reliable predictors of patient satisfaction ".

For this reason, Hall and Doman (1990) conducted their comprdhensive mets-

analysis of patient sociodemographic characteristics as predictors of satisfaction with

medical care. The results of this mets-analysis are reported elsewhere in the thesis

(sections 1.5.3.1., 1.5.3.2., and 1.5.3.3.). In their discussion of the findings, Hall and

Dornan (1990) emphasized the importance of not underestimating the effects of

these characteristics and mentioned that:

"Sociodemographic characteristics are a minor predictor of
satisfaction at best. It is important, nevertheless to place
these small correlations in proper perspective by noting that
established correlates of satisfaction such as the patients'
health status (Pascoe, 1983), the physician's communication
behaviours (Hall et al, 1988a), and the physician's technical
competence (Hall et a!, 1988a) achieve average magnitudes of
quite modest size. Indee4 small size effects are the ride not
the exception in much health sciences research; for example,
well established riskfactors for cardiovascular disease account
for only about 2% of variation in occurrence of the disease
(Locker and Dunt, 1978)."
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The importance of the patient attributes in affecting satisfaction was earlier

stressed by Tessler and Mechanic (1974) who indicated that:

Differences in satisfaction with different practice plans are
often the product of varying expectations, experiences, and
personal attributes as well as a feature of the actual services
providea Among the factors considered in addition to health
plan are sociodemographic variables, health status, life
distress, and attitudes towards various facets ofmedical care.."

The importance of the non-service vis a vis the service characteristics in the
paffiative care field

In this section, three criteria were used to assess the importance of the service and

the non-service related factors in predicting carers' satisfaction. These were : the

strength of the odds ratio as all the variables in the models were significant

predictors; the PVS-I and PVS-II values for each set of independent variables (tables

4.37., 4.38., 4.39., 4.40.); and having an odds ratio of 2.00 or more. This third

criterion by no means underestimates the importance of the variables with an odds

ratio less than 2.00. This value of the odds ratio was arbitrary chosen for comparison

purposes and for an easier interpretation of the importance of the different predictors

especially since the fmal models contain a considerable number of significant service

and non-service predictors.

In the fmal model predicting carers' satisfaction with district nurses, six non-service

characteristics and five service characteristics were selected. However, the highest

values of PVS-I and PVS-II were for the service characteristics (table 4.37.). In
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addition, four service characteristics had an odds ratio greater than 2.00 compared

to two non-service characteristics. The highest odds ratio among all eleven variables

in the fmal model was that of the frequency of home visits made by the district

nurse (odds ratio= 10.86 for the perception that district nurses visited very

frequently). The two most important predictors at the non-service level pertained to

the carers' caring and bereavement characteristics. These were : carers' perception

of caring as rewarding (odds ratio= 3.66) and carers' reporting having had no

bereavement-related psychological problems (odds ratio= 2.36).

In the final model predicting careTs' satisfaction 'with general practitioners' services,

eleven non-service characteristics and two service-related characteristics were

selected. The highest PVS-I and PVS-ll 'values were for the non-service

characteristics (table 4.38.). In addition, both service characteristics and three non-

service characteristics had an odds ratio greater than 2.00. However, the highest

odds ratio was associated with the number of home visits made by the general

practitioner (odds ratio of 5.57 for 20 or more home visits), followed by the GP as

the source of the carer's knowledge about the diagnosis (odds ratio= 3.29). The most

important predictor at the non-service level was carers' having same GP as the

deceased (odds ratio=2.70), followed by the carers' self-assessment of his/her post-

bereavement health as excellent (odds ratio= 2.22), and finally, carers' perception

that deceased had a short duration of incontinence (odds ratio=2.08).

In the fmal model predicting carers' satisfaction with hospital doctors' services, two

non-service and three service-related characteristics were selected. The highest
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PVS-I and PVS-II values were for the service characteristics. One non-service and

two service-related characteristics had an odds ratio greater than 2.00. The highest

odds ratio was associated with carers' perception that deceased had enough privacy

all the time while in hospital (odds ratio= 4.52), followed by carers' perception that

deceased had a choice about the treatment given in hospital (odds ratio= 3.10). At

the non-service level, the most important predictor was carers' self-assessment of

their post-bereavement health as excellent (odds ratio= 2.54). However, carers'

perception of caring was also selected as an important predictor, but was negatively

associated with high satisfaction (odds ratio less than 1).

At the level of the health and social services in general, eight out of the twenty-three

non-service related variables that significantly associated with satisfaction at the

bivariate level were selected in the fmal model (PVS-I= 0.35). Of the eight

variables, four had an odds ratio greater than 2.00. The highest odds ratio was

associated with carers' self-assessment of their post-bereavement health as excellent

(odds ratio= 2.61), followed by deceased's housing tenure status (odds ratio= 2.52),

the carers' perception of no needs for more help while caring for the deceased at

home (odds ratio= 2.50), and fmally, the carers' perception of caring for the

deceased as rewarding (odds ratio= 2.31).

However, when some service characteristics were introduced into the model

predicting carers' satisfaction with health and social services in general, carers'

perception that deceased had no financial difficulties that were caused by the illness

had an odds ratio of 4.03, the highest among all variables in the model. The other
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variables that had an odds ratio greater than 2.00 were : carers' self-assessment of

their post-bereavement health as excellent (odds ratio= 3.14), followed by the carers'

perception of no needs for more help while caring for the deceased at home (odds

ratio= 3.05), and fmally, the carers' perception of caring for the deceased as

rewarding (odds ratio= 2.00).

5.5. Concluding remarks

The analysis has shown that:

1. carers' satisfaction with palliative care delivered to deceased in the 1 as t

year of life is a reflection of both service and non-service related

characteristics.

2. the service characteristics are relatively more important than the non -

service ones in predicting carers' satisfaction.

3. on the whole, carers' bereavement and caring characteristics are relatively

more important than other non-service characteristics in predicting carers'

satisfaction.

Therefore, in post-bereavement surveys evaluating palliative care services, carers'

satisfaction reflects service characteristics but it is also partly determined by carer

and patient characteristics.
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CHAPTER 6

CONCLUSION AND FURTHER PROPOSALS

6.1. Conclusion

As indicated earlier, Lebow (1974) stated that:

A major methodological concern about perception of care
studies is the extent to which patient opinions accurately
reflect care given. Here the issue is external validily. It
is unfortunately quite difficult to assess whether patient
opinion does reflect the quality of care...

The analysis presented in this thesis addressed the issue of the external validity of

carers' satisfaction as an outcome measure in post-bereavement studies of palliative

care. In the palliative care field, carers are considered as an important source of

information on the care delivered to their terminally ill patients even though it has

been reported in the literature that carers' and patients' views about the care

delivered may differ (Ahmedzai et al, 1988; Cartwright and Scale, 1990; Higginson

et al, 1990). Higginson et a! (1994) mentioned that assessments by bereaved family

members may be valid for some items related to service provision, but not as the
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sole assessments of patient's pain, symptoms or anxiety. Higginson et a! (1994)

suggested that:

'..studies which rely on the ratings of bereaved family members
should assess the validity Qf their responses and record more
information about the mood and grief of rhe family members.."

Still, research into the quality of palliative care is often conducted retrospectively

and has to rely on assessing carers' perception for the simple reason that dying

patients are sometimes too ill or confused to be interviewed (Seale, 1991), and that

terminally ill patients' perceptions of the quality of care is expected to be influenced

by many factors including their medical and psychological status, as well as their

dependency on the medical and nursing services.

In order to rely on carers' evaluation of the quality of the services in planning new

services, or changing the present ones to meet the carers' or patients' needs,

researchers must be sure that carers' satisfaction is a true manifestation of the

service characteristics. The analysis has shown that carers' satisfaction with

palliative care is a reflection of both service and non-service characteristics. Non-

service characteristics were found to be of less importance compared to the service-

related ones in predicting satisfaction, but they were nevertheless significant.

The analysis has also indicated the importance of the carers' bereavement and caring

characteristics as predictors of carers' satisfaction with palliative care. The

relationship between these characteristics and carers' satisfaction has never been
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investigated before. The presence of these associations, independently of a large set

of deceased and carer sociodemographic characteristics, reinforces our suggestion

that palliative care is a unique field of medical care.

In sunmary, the fmdings support using carers' satisfaction as an outcome measure

while taking into account that part of it is actually influenced by powerful non-

service related predisposing factors.

6.2. Implications of this research

This research into carers' satisfaction with palliative care has:

1. opened the field of palliative care to an area of research neglected by

researchers

2. given the field of health seivices research new insights into the

determinants of satisfaction.

3. assessed the appropriateness of using carers' satisfaction as an outcome

measure to evaluate services.

4. provided health planners with information on the different factors

predisposing carets' satisfaction with palliative care services.
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5. investigated, for the first time, the association between a comprehensive

set of carers' bereavement and caring characteristics and carers' satisfaction

with palliative care

6. revealed the determinants of carers' satisfaction with three important

providers of palliative care (district nurses, GPs, and hospital doctors).

7. revealed the determinants of carers' satisfaction with health and social

services in general

6.3. Future research

This work has raised several issues which future research should tackle:

1. The relationship between ethnicity and carers' satisfaction with GPs'

services should be further investigated. It is of prime importance to

investigate the source of dissatisfaction of ethnic minorities so that their

needs are properly addressed.

2. Carers of patients with respiratory or genito-urinary cancers were found

to be significantly more dissatisfied with hospital doctors' services than other

carers. Research should be carried out to assess the reasons of their

dissatisfaction and to detect whether the deceased had unmet nursing and

medical needs.
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3. More comprehensive research should be done on the relationship between

carers' bereavement outcome and carers' satisfaction with services delivered

to the deceased. The cross-sectional nature of the RSCD survey and the

exploratory nature of the analysis provided the observational associations

between carers' bereavement outcome variables and their satisfaction. More

research should be undertaken to understand these associations.

4. The association between carers' perception of caring at home as a burden

and their high satisfaction with hospital doctors indicate the importance of

conducting future research to assess the needs of these carers.

5. The associations between carers' perception of the deceaseds' clinical

characteristics and carers' satisfaction with GPs' services highlight the need

of more research into the management of symptoms at home. It is important

to reveal the factors predisposing these associations.

6. Our research focused on hospital and community care and did not tackle

the predictors of carers' satisfaction with hospice services. It would be

interesting to assess the predictors of dissatisfaction with hospice services

given that very high levels of satisfaction are reported for hospice services.

7. Research into carers' satisfaction with palliative care should follow the

pattern of research on patient satisfaction with medical care in general. In

other words, structural and process elements of the quality of palliative care
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should be identified for a particular setting, and the associations between

these elements and carers' satisfaction, controlling for important background

variables, should be intensively investigated.
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Linn et al
(19 82)

age (+)
race (blacks and
hispanics) (+)
education (-)
work status (retired) (+)
marital status (married,
widowed) (-1-)

chronically ill
patients (no specific
illness)

Patrick et al
	

disabled patients
(1983)

Table A.!. Relationships of sociodemographic variables to patient satisfacSiou with medical
care

Reference	 Sample	 Variable (direction of
satiSfaction)

Hulka et al	 pregnant women and
(1975)	 mothers of infants

attending primary care
clinic in a single
community

pregnant women:
education (+)
social class (-)

mother of infants:
education (-)
social class (NS)

Romm & Hulka
(1979)

Fox & Storm
(1981)

patients with diabetus
mellitus

survey conducted
using telephone
interviews

age (NS)
education (NS)
sooial class (NS)

sex (female)
age (+)
race (NS)
education (-)
wotic status (retired &
homemakers) (+)
ineome (-)

Greenly et al
	

psychologically ifi
	

age (+)
(1983)
	

patients	 education (-)
adult household role

sex (female) (-s-)
age (+)
work status
(unemployed) (+)
place of birth (NS)
household composition
(NS)
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Reference

Treadway
(1983)

Variable (direction of
satisfactioni

sex (NS)
age (+)
social class (NS)
years of education (NS)

Sample

patients attending
a general practice

continue, table Al.

Wartman et a!
	

patients attending	 age (+)
(1983)
	 a private clinic	 education (-)

social class (middle to
upper)

Zastowny et al
	

five different samples	 sex (female) (+)
(1983)
	 used in five different

	 education (-)
surveys on utilization	 race (black)
of care in the U.S.

Kaim-Caudle	 patients attending	 age (+)
(1987)
	 a general practice

Like and Zyzanski
	 adults patients attending	 sex (female)

(1987)
	 a family practice	 age (NS)

race (NS)
marital status (NS)
education (NS)
employment (NS)
occupation (NS)
annual income (NS)

McCarthy et al
	

patients attending	 age (+)
(1988)
	 a general practice

Weiss	 patients attending	 sex (NS)
(1988)
	 primary medical e	 age (NS)

setting
	 education (NS)

race (NS)
income (NS)

246



continue, table Al.

Reference

Hall et a!
(1990)

Halletal
(1990, a)

Sample

older patients in a
Health Maintenance
Organization (HMO)

meta-analysis on 110
american studies

Variable (direction of
satisfaction)

sex (NS)
age (NS)
education (NS)
occupation (NS)
living alone (NS)
marital status (NS)
year joining HMO (+)
income sufficiency (+)

sex (NS)
age (+)
education (+)
ethnicity (NS)
social status (upper
class) (+)
marital status (married)
(+)
family size (NS)

Williams & Calnan	 randomly selected
	

GP's care
(1991)
	 people from the electoral

	
sex (female) (+)

register	 age (+)
education (NS)
social status (NS)

dental care:
sex (NS)
age (NS)
education (NS)
social status (NS)

hospital care:
sex (NS)
age (+)
education (NS)
social status (NS)

Stein et a!	 HW patients attending 	 sex (NS)
(1993)	 AIDS Health Services	 education (college) (-)

Programs	 race (NS)

. When the relationship between satisfaction and the sociodeinographic variables was not signiticalit,
the abbreviation "NS" was used.
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survey conducted
using telephone
interviews on patient
satisfaction with medical
care

Fox & Storm
(1981)

Greenly et a!
	

psychologically ill
(1982)
	

patients

Linnetal
	

Chronically ill patients
(1982)

Patrick et a!
	

disabled and non-disabled
(1983)
	

patients

Table £2. Relationships of predispositlonal diaractenstics to patient satisfaction with
medical care

Reference
	

Sample
	

Variable (direction of
satisfaction)

Rommetal
	

patients with congestive	 activity status (+)
(1976)
	

heart failure	 symptomatology (-)

health status:
disability days (NS)
having a chronic condition (+)

number of symptoms (-)
admit and discuss problems (+)
not admit problems (-)

health status:
disability days (-)
general health (+)
social health (NS)
physical abilities & limitations
(-)
self-rated depression (-)

overall satisfaction measure
practical assistance (NS)
emotional support (NS)
adverse life events (-)
self-rating of health status (+)
physical disability (NS)
psychosocial disability (NS)

specific satisfaction measure
practical assistance (+)
emotional support (NS)
adverse life events (NS)
self-rating of health (+)
physical disability (NS)
psychosocial disability (-)

Oberst	 cancer patients	 anxiety (-)
(1984)
	

attending chemotherapy	 seriousness of illness (-)
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continue, table A.2.

Reference	 Sample

Weiss	 patients attending a
(1988)	 primary care setting

Variable	 (direction of
satisfaction)

confidence in medical system
in own community (+)
confidence in medical care
system in general (NS)
regular source of care (+)
life satisfaction (+)
internal locus of control (NS)
satisfaction with own health (NS)

Halletal
	

Old patients in a	 overall health (+)
(1990)
	

health maintenance	 emotional distress (-)
organization	 social activity (+)

physical function (+)
cognitive function (NS)
number of diagnoses (NS)
physician rating of patient
health (NS)

Stein etal
	

HIV-patients attending	 number of symptoms (-)
(1993)
	

Aids Health Services
	

frequency of symptoms (-)
Programs

When the relationship between satisfaction and the sociodemographic variables was not significant,
the abbreviation "NS" was used.
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Figure 1. Frequency of the total number of districts in England (1989/1990), and the
RSCD distrIcts by the Department of Health Social Index (DOHSI)

o Zero vals;	 0 Excluded;
uci districts

1 City and Hackney
4 North Manchester
7 Bristol & Weston
10 Dudley
13 Bromley
16 Bexley
19 West Berkshire
exc Excluded values,

0 Missing;	 8 No service

3 Newham
6 Canterbury
9 Great Yarmouth

12 Redbridge
15 Hillingdon
18 Tunbridge Wells

nos No service

2 Blooxnsbury
5 Newcastle
8 Cornwall

11 Norwich
14 Dartford
17 Frenchay
20 Mid Essex
mis Missing data,
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Figure 2. Frequency of the total number of districts in England (1989/1990), and the
RSCD districts by the population density*

0 Missing;	 8 No serviceO Zero vals;	 0 Excluded;
uci districts

1 City and Hackney
4 Redbridge
7 North Manchester

10 Broinley
13 Dartford
16 Great Yarmouth
19 Tunbridge Wells

exc Excluded values,

2 Blooxnsbury	 3 Newhain
5 Bexley	 6 Dudley
8 Hillingdon	 9 Newcastle

11 Bristol & Weston 12 Frenchay
14 Canterbury	 15 Cornwall
17 Mid Essex	 18 Norwich
20 West Berkshire
mis Missing data, nos No service

*. Population density is measured by the estimated number of people per hectare resident in the
district
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0 Missing;

Dartford	 3
Dudley 6
Tunbridge Wells 9
City and Hackney 12
Norwich	 15
Frenchay	 18
Redbridge
Missing data, nos

8 No service

Newcastle
Canterbury
West Berkshire
Great Yarmouth
Bloomsbury
Broinley

No service

o Zero vals;	 0 Excluded;
uci districts

1 North Manchester 2
4 Newham	 5
7 Cornwall	 8
10 Bristol & Weston 11
13 Mid Essex	 14
16 Bexley	 17
19 Hillingdon	 20

exc Excluded values, mis

Figure 3. Frequency of the total number of districts in England (1989/1990), and the
RSCD districts by the annual standardized mortality ratio of deaths from all causes
of District residents aged 65 years or more
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Figure 4. Frequency of the total number of districts in England (1989/1990), and the
RSCD districts by the annual standardized mortality ratio of deaths from all causes
of District residents aged 15-64 years

O Zero vals;	 0
___ uci districts

1 North Manchester
4 Newcastle
7 Hillingdon
10 Great Yarmouth
13 Cornwall
16 Bronley
19 Tunbridga Wells

exc Excluded values,

Excluded;	 0 Missing;

2 Blooinsbury	 3
5 Newham	 6
8 Bristol & Weston 9

11 Bex].ey	 12
14 Redbridge	 15
17 Mid Essex	 18
20 West Berkshire
mis Missing data, nos

8 No service

City and Hackney
Dudley
Dartford
Canterbury
Frenchay
Norwich

No service
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Figure 5. Frequency of the total number of districts in England (1989/1990), and the
RSCD districts by the percentage of deaths of District residents that occurred in
NHS hospitals

0 Zero vals;	 0 Excluded;
	

0 Missing;
	

8 No service
uci districts

1 Hillirigdon	 2
4 Bexley	 5
7 Blooinsbury	 8
10 Mid Essex	 11
13 Newcastle	 14
16 Dudley	 17
19 Bristol & Weston 20

exc Excluded values, mis

Newhani	 3
City and Hackney 6
Bromley	 9
West Berkshire 12
Norwich	 15
Canterbury	 18
Cornwall

Redbridge
Dartford
North Manchester
Frenchay
Great Yarmouth
Tunbridge Wells

Missing data, nos No service
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Figure 6. Frequency of the total number of districts in England (1989/1990) and the
RSCD districts by the total number of District nurses (WTE) including bank/agency
staff
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9 Zero vals;	 0 Excluded;	 0 Missing;	 0 No service
- uci districts

1 Norwich	 2 Bristol & Weston 3 Newcastle
4 West Berkshire	 5 Frenchay	 6 Cornwall
7 Canterbury	 8 Dudley	 9 Bexley

10 Redbridge	 11 City and Hackney 12 Great Yarmouth
13 North Manchester 14 Mid Essex	 15 Newham
16 Bloomsbury	 17 Hillingdori	 18 Dartford
19 Bromley	 20 Tunbridge Wells
exc Excluded values, mis Missing data, rios No service
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Figure 7. Frequency of the total number districts in England (1989/1990), and the
RSCD districts by the total number of available bed days in geriatric medicine

13 Zero vals;	 0 Excluded;	 0 Hissing;	 0 No service
___ uci districts

1. Norwich	 2 Cornwall	 3 Frenchay
4 Newcastle	 5 Broinley	 6 Canterbury
7 Hid Essex	 8 West Ber3cshire 	 9 Newham

10 City and Hackney 11 Great Yarmouth 12 Hillingdon
13 North Manchester 14 Redbridge	 15 Blooinsbury
16 Dudley	 17 Tunbridge Wells 18 Bexley
19 Bristol & Weston 20 Dartford

exc Excluded values, mis Hissing data, nos No service
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Figure 8. Frequency of the total number of districts in England (1989/1990) and the
RSCD disiricts by the total number of senior medical and dental staff in WTE in
geriatric medicine

ed

0 Missing;	 0 No service

2 Broinley	 3 North Manchester
5 Canterbury	 6 Bloonisbury
8 Hillingdon	 9 Bexley

11 City and Hackney 12 Mid Essex
14 Bristol & Weston 15 West Berkshire
17 Tunbridge Wells 18 Dartford
20 Great Yarmouth
mis Missing data, nos No service

6 Zero vals;	 0 Excluded;
ucl districts

1 Newcastle
4 Norwich
7 Dudley

10 Frenchay
13 Newhani
16 Cornwall
19 Redbridge
exc Excluded values,
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0 Missing;

2 North Manchester 3
5 Newham	 6
8 Dartford	 9
11 West Berkshire 12
14 Mid Essex 15
17 Bristol & Weston 18
20 Great Yarmouth
mis Missing data, nos

16 No service

1
4
7

10
13
16
19

exc

9 Zero vals;	 2 Excluded;
uci districts
Blooinsbury
Bromley
ii11ingdon
Redbridge
Dudley
Tunbridge Wells
Cornwall
Excluded values,

Bexley
Newcastle
Norwich
Canterbury
City and Hackney
Frenchay

No service

Figure 9. Frequency of the total number of districts in England (1989/1990) and the
RSCD districts by the total number of consultants in geriatric medicine per 100,000
District catchinent population
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Letter sent to inform potential interviewees about the study

We are making a study of the care and services received by dying people and their
relatives. University College London are helping with this study. We want to know
what people feel about the services that were received. We also want to fmd out
whether there are any ways in which things could be better. The fmdings will help
us plan better care for people in the future.

I understand from the register of deaths that (the deceased's name) died recently.
We would like to talk to someone who can tell us about (the deceased's name)
health and the care he received in the last year of life.

I am writing to this address because this was registered as the usual address of the
deceased. Our interviewer, Ms XXXX, will be contacting you soon to ask whether
you would be the best person to tell us about the care that (the deceased's name)
received.

If you are willing to help with this study, she will make an appointment to come and
talk to. It is entirely up to you whether you decide to take part. If you decide to do
so, all your answer will be completely confidential. If you decide not to take part,
we will not contact you again.

If you have any queries about the study, you may wish to telephone us beforehand.

Thanking you in advance for your help

Dr XXXXXXXX
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DISTRICT. :
cONFIDENTI

INTERVIEW. :

INTERVIE'ER

PERSON HO DIED
NAME	 :

ADDRESS

MARITAL STATuS(:/S)?

YEJ.R CF EIRTH?

*...

PERSON HO REcISTEPED EAT4
NAME AND ADDRESS

QtALIFICATION

CONTACTS

DATE.	 TIME.	 PHONE?.	 NOTES.
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STRICTLY CONFIDE.\TLkL
	

Distzlct:	 [ 1 I
InteMew	 I	 I	 I
Intexviewer

Ordersentin1	 i I
CARE OF DYG . MkN oUESTTOAmE

1NTRODIXTION

1. 1 am _____________ , and I am working for Lrversi:y College London and for __________ Health

Auth oriy.

2. We are doing a study of the care and services received by dying people and their cares. We want to

find ot about 2 things: firstly, e warn to find out what people think about the services that ere

received, and secondly e want to find out about how people cape with death and illness.

3. I understand from the register of deaths that __________ died recently, and we would like to taik to

someone ho can tell us about _________'s health and the last year of his/her life.

4. Anything you tell us will be neated as completely confidential - I will not w:ite your name on the

interview schedule and no names will be mentioned in the reports we are planning to write.

5. I would like to ask you a number of questions. If you would rather not answer one of the questions,

we will go on to the next one. If you decide don't want to answer any more questions, tell me and

we will finish the interview.

6. Do you have any questions about the interview, or shall I begin my questions?

T4E L"TERVIEW STARTED: FIHJ
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1. (a) I believe you are_________
(code all that appy)

Husband / wife --
Son / daughter
Brozher/sister._...,_........
Son-in-law I Daughter-in-law -
Brother-In-law I Sister-In-law
Parent
Other relative (spec(5)

1
2
3
4
S
6
7

) —'.3

} -, 3

Hospital
Hospice
Old people's home or nursing
home
Other Institution (specfy):

Ambulance, Sueat etc --
Other (wecif):

1
2
3
4
5
6
7
8

S
6

7
8 1—>]0

3. (Code) Sex of resr,ondent
Male
Female

4. Could you mU mc about _______'a death - had
be/she been ill for some Dine before he/she died?

S. Sowhatdidhe/shedieof7 (Probe for details Cf
accidentt. heart problems. ripe of cancer etc.)

Friend (raise neighbour friend tales
precedence)	 S -> (b)

Neighbou __.._..	 9
Officialofbome_............... 	 10
Coroner, Environmental Health
O,Lawyer..._...	 Ii

Warden (sheltered housing) ._.. 12
Official (spec9	 ...	 13

(b) If Friend (8) Would you say he/she was
a close friend of yours or not?

losefriend_....._......	 1
2

6. Chck-onotark.
Sudden death with no illness or wanting
crtixneforcarc.._	 j
Othcrdeath_-.-_	 2

7. How old was he/she en be/she died?
Under 25	 -	 1
25 . 34
	

2
35 - 44
	

3
45-54-- 	4
55 64 ______	 S
65-74 -	 -	 6
75 - 84
	

7
85 or more
	

8
(Don': know)
	

9

S Could you tell me his/her exact date of death?

Lillill
9. (a) 'Where did _________ die?

	

theroi,hotne................	 1

	

Other person's borne specifv	 2 1 -> 10

2. How long had you known him/her?
Less thanayear_......._.
lyear c 2years
2 years c 5 years
5 years < 10 years
lOyears .c l5yes..............
15 years c 20years_..........
2Oyears c 3Oyears............
30 years or more

(b) How long was____ in there before he/she died?
Less than 24 hours _____	 1
iday <lweek_-_---._ 2
Iweek <imonib ___ 3
month c3months......_. 4
3months<6jncnths....._.	 5
6month<lyear...----	 6
lyeararlonger*	 7—>20
(Don's know .. 	 9)

10) Ask only ((sudden death of ,erson under
Ifnol—>IL

Before he/she died was ________ restricted
In any way in what he/she could do, or in his/her
ability to look after him/herself?

Yes__	 1
No_..._	 2

91—>20
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Ask for each one
When did he/she stazi to 	 help with this?

Get in and out of bath ci shower? Ycs........... 1
No............ 2
DK_... 9

Dress and undress including shoes
	

Yes... 1
and fastenings?
	

No.... 2
DJC__ 9

Cut own toe nails? Yes....... I
No...__... 2
DK........_ 9

Make himself/herself a hot drink? Yes........... 1
No............. 2
DK........... 9

Did be/she need any help at night?
	

Yes........... 1
there?	 ___ 2

DX_ 9

11. Fd like so ask you about a number of things people sometimes have difficulty with as they get older
ci become ill. Up mull the time_______ (deW went into hospital/hospice for the last time) could he/she
manage so do these things without any help?

Lesi than a week before
death/last idmission _... 1
1 week c 1 month .._ 2
lmonihc3months..... 3

Less than a week before
deatW last admission .... 1
Iweekclmonth.._....2
lmonthc3months_ 3

3 months <6 months _4
6monthsclyear...... 5
lyear+.___.... 	 6
(DK.__	 9)

3months<6months_4
6monthsclyear...... S

6
9)

Gosothetoilet-copeonownvhen	 Yes........... I Lest thanaweekbefore
there?	 No	 2 deatW last admission -- 1 3 months <6 months 4

DK........... 9 lweekclmonth......... 2 6months<1year..... 	 5
1 month <3 months -- 3 1 year +	 6

9)

Wash (and shave)?	 Yes ...._ 1 Less than a week before
No	 2 deail last admission 	 1 3 months <6 months 4
DK	 9 1 week <1 month	 2 6 months <1 year..... S

lmonchc3monchs_.. 3 Iyear+............	 6

Less than a week before
deailtl last admission	 1
lweekclmonth......... 2
lmonthc3months..... 3

Less than a week before
deatW last admission - 1
lweekclmonth.......... 2
lmoinhc3months..... 3

Less than a week before
dcaiW lass admission - 1
Iweek<Imonth......... 2
Imonth .c3,nonths_ 3

3 months < 6 months - 4
6monthsclyear...... S
Iyear+..._..... 	 6

3 months <6 months ._ 4
6monthsclyear...... 5
lyear+_—...	 6

3 months <6 months _4
6monthzclyear..._ 5

6
(DK .._	 9)

fi NO PROBLEMS -> 201
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2. (Other relatives thing
with	 7)

3. Any re1ative not living
with_________ 7

4. Friend or neighbour?

5. District nurse?

& Bath attendant?

7. Chiropodist?

8. Staff in nursing or residential
borne, or sheltered housing?

9. Homehelp?

10. Anyone else? (specj5'):

129

129

129

129

129

129

129

129

129

with (any more) help with these things?
Yes -
No _______.._.	 2 –>14

12. (a) Who helped with these/this (before he/she died! went
into bospkatfliospice for the last time). '4Thac abouc-

}Ielped?
Y N DIC

1.You7	 1 2 9
(b) In what way? (ring all that memioned)

Bathing	 .	 1	 _____
Toenails	 2
Helpatnight ....___	 4
Other (specz)-	 ------.-_	 8

14. (a) Was any special equipment to help in caring for
____ordered?

Yes......	 -._...........	 I
2

Don'tknow................................. 	 9

(b)Would it have helped to have bad some (more)
equipmenttohelpyoucarefor7

Yes ___..........._	 1
2

(c Ask on!.v if equipment ordered (a)
Else —> 15.

(b)1F23 er4
So bow many different relatives or friends helped to took
after	 7

Number

(c) Who would you say bore the brunt (main part) of
caring for ________ 7 (Code one only)

1. Respondent	 1
2. Other relatives living with

__________	 2
3. Any relatives not living with
___________	 3
4. Friend or neighbour	 4
S. District nurse 	 5
& Bath attendant	 6
7.Chimpod	 7
1. Staff in nursing, residential borne
or sheltered home	 $
9. Other frpecz))	 9

Did it arrive when it was needed?

Yes, nfl arrived when needed ......... 1 —> 15
No, none arrived when needed ....... 2
Some arrived when needed,
somedidn't ..._.___._..___	 3
Don'tknow............................... 	 9

(d) Could you explain? (rhg all that apply)
Arrived too late to be of use
(died or deteriorated) 	 11
Never anived .______	 2 ( —>15
Other ipec:- ____._ 4 1

13. (a) Could (you or) 	 - (deceased) have &ine
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Ii. Ask onlv f rcsponder4 helped (Q12) and Is not an
officiaL
If responderd did not b4p at all, or if interviewing
official -> Q20.

During the time you were looking after_______
was there anything you gave up or did less of because of
that- witat about

___ Hi
Visiting friends or neighbours? - 	 ....... 1 2 3

Going out to social activities? _-	 1 2 3

Going on holiday?	 -	 1 2 3

Entertaining people at home? - 	 1 2 3

Going to work?	 1 2 3

Looking after someone else?	 ._ 1 2 3

Anythingelse? (spec): ..................._ 1 2 3

16.So would you say your activities were:-

Severely restricted
	

1
Fairly resuicted -	 2
Aliule restricted
	

3
or Not restricted?
	

4

17. On balances would you say you found looking after
________ more rewarding or more of a burden -
or were they equally balanced, or vitai?

Rewarding -	 --.-	 I
Aburden...........____	 2
Equally balanced ______...._ 	 3
Other specj5:.	. 	 4

18. Did-crdo-youhaveanybealthpeoblemswhichmade
ltdifllcuhfaryoutodothingsfor______

Yes__________	 1
No ___________	 2

19.Some people find it helpful to get in touch with
groups set up for people coping ih illnesses and
disabilities or for their families. I mean groups like
Cancer Relief:, the MS Society, Aitluitis Care and Help
the Aged. Did you get in toech with a group like these?

1
No._.._-	 2 —>20

Ask for each :roI rnerszioned Did you Ibid them very
helpful, helpful or not very helpful?

a) Namet

Very helpful ..._.._	 1
Helpful ..........	 ...	 2
Not very helpful	 ._. 3

b) Namet

Very helpful	 1
Helpful ___...__.	 2
Notvery helpful ....._...........	 3

c) Name:

Very helpful	 1
Helpful ....	 ..	 2
Not very helpful	 ......._	 3
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4. Friend or neighbours?

5. Home help from Social
Services?

6. Privately paid help?

7. Meals on wheels?

129

129

129

129

129

129

8. Luncheon Club?

9. Or anyone else? spec:-

(c) If home help from soda! services(S)
Did he/she have to pay for this?

___- 1

	

--	 2
Sometimes ._.-	 -	 3

	

Dk ._.._........._...._............_..	 9

(d) If meats on wheels (7) or luncheon dub (5)

Did he/she have to pay for this?
Yes	 --	 __	 1
No ___	 -. - 2
Sometimes ..._	 -	 - 3
Dk —	 -___-	 - 9

hOME AND CIRCUMSTANCES

d ine w	 a fw ouestions about ________
pbout his)her home and circumstances.

21. What ethnic group did he/she belong to. Can you tell
inc which of these groups be/she belonged to?
(show card)

White
	

I
Black Caribbean
	

2
Black Aican
	

3
Black other (spec(v)
	

4

Indian
	

5
Paldaxti
	

6
Bangladeshi
	

7
8

(Oth_....................._..	 9)

22. Before_______ died (or went Into a home
or hospital fo the last time) did he/she live
in t-

House ..._......_	 1
Bungw..........................	 2

3
Sheltered housing	 ..._.	 4
or where? spec q:- ....._.	 5

24. Check Did	 live alone or iith others?

Jone._	 ..	 1
Withoiherz	 -	 2 —>27

25. At any time dwing the last year of his/her life did
get any help at home withi-

(nnl all that apply)

Shopping	 1
Cooking_...................	 2
or Cleaning? __._	 4 ____
(Noneof these _......_	 o)i

9)J—a'26

(b)If any
Who helped. What about:-

Y N DK
LYou?	 1 2 9

2. (Other relatives living ith
______________?)
	

129

3. Any relatives not living with
_______ 7
	

129

(Don't know	 9)

23. Who ome4 that?
Deceased and/or husband/wife ... 1
TheCouncil .._.......... 	 2
Housing Association ...............	 3
Privaie Landlord	 4
Relative of deceased specify:- .. $

Other specfr- _-.	 6

(Don't know
	

9)

If su4de* death of person under 65 with no resnictzons_
(Q10) —> 63

If In hospital or hospice for a year or more before died
(Q9) —>97

If In old peoples home or nursing home for a year or more
before died (Q9) —>40 with fraroducion: 'I'd like to ask
you some questions about the nursing home! residential

horns'.
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26. (a) Do you think	 needed any (more)
help with these?

Yes......______	 I
No......	 2t
DK	 91—>32

(b) In what way? (ring all that apply)
(More) help with shopping........ it
(More) help with cooking - 2 ( —>32
(More) help with_cleaning _.. 4 1

I_

27. (Can I just check) who did - live with before
be/she died (or went Into hospital for the lest time)!
(record dewJlr for each member of household)

Relationship to	 Sex	 Age in years
deceased

A	 MF

B	 MF

C	 MF

Code 27 as follows:
Lived with

1
spouse only	 2
spouseandothers 	 3
othersonly ._.._.......... 4

Age Qf household:

>75.._......._......___.............	 I

a365-74 ........._....._-	.__......._ 2
afl c 65 	 ___......._ 3
other	 _......... 4

28. Check a) Respondent lived with deceased?
Yes ___..__..._	 1

____	 2 —>29

b) Respondent Ii which icuer on above grid?

29. Up until when he/she died or became ill (if this was in
the mat year o( life) did he/she do any or most of the:-

Most Some None

2 1 0

2 1 0

Qeaning?.....	 -.._.........	 2 1	 0

30.	 1o(eIse-ifanyone)helpedwithordidthese.
What about-

Y No DK
LYou?_...............................	 129

2. Other person liing with
1 2 9

3. Relative not living with
.._	 12 9

4. Friend/neighbour?	 _.	 1 2 9

5. Homebelp from Social
ServicsL...__............_................. 1 2 9

6. Privately paid help? ................. 1 2 9

7. Meals on wheels?	 .__. 1 2 9

L Luncheon club? .....__....... 1 2 9

9. Anyone else? (spec):- ....._ 1 2 9

(b) ' home help from social sen'ices (5)
Did be/she have to pay (or this?

Yes
	

1
No _____________	 2
Sometimes
	

3
9

(c) ,r.eals on iheels (7) or hincheon chsb (8)
Did be/she have to pay for this?

Yes ___	 1
No - .	 --	 2
Sosneuznei -___	 3
Dk-	 ,--_.	 *	 9

271



31. (a) Do you think yotFthey needed (more) help
with these?

Yes—	 1
Na	 21
Dk ___________ .	 91—>32

(b) In ,itat way?
(ring elf that apply)	 ____

(More)helpwithshopping 	 - 1
(More) help with cooking ..__. 2
(More) help with cleaning -	 - 3

32. Were there any (othet) fInancial problems related to
__________'a illness/age?

Yes	 _.	 1
No..__..__...........	 2
DX___	 9

33. Did be/she get any financial help from:-
Yes No
	

DX
Mobility allowance? .........	 1	 2

	
9

Attendance allowance? ....... 1 2
	

9

Disability pension? .._ 1 2
	

9

Income support/
uppleinenraiy benefit? ..... 	 1 2

	
9

Relative? ......__.. 1 2
	

9

Heating allowance? ..... 	 1 2
	

9

Rentorraicrebate?.............. 1	 2
	

9

Anything else? specy:- .... 1 2	 9

35.Was	 'shotneaneasyplaceforaorneone
like himiher?

Yes....----	 I
No . ---- -	 ..._...	 2
DX__...	 9

36. (So can I check) Were there any jwoblems iiith-

Yes No DK
Stairs? _____	 _.....	 1	 2 9

The position of the lavatory?.	 1	 2 9

The distance from the shops? .._. 1	 2 9

Anything else? specv:-	 1	 2 9

37. (a) Did __________ have a telephone ax borne?
Yes -.	 1 —>39
No...................	 2
Don'tknow...............................	 9

(b) Do you think he/she would have liked one?
......_1

.... ....
DK...................._..................	 9

?jVRSING I RESIDE'1iAL HOME

39. Did .. _Iive or stay inanursinghome oran old
people's home or a residential home at airy stnre in
the last twelve months of his/her life?

Yes.......................................... 	 I
No._..__..__	 .......... 2 —>48

40.What as it? (ring all that apply)
Old people's home __...._.._	 1
Nursing home _.......____ 2
Residential home for under 65 years	 3
Other (spec):-	 4

34. Could he/she have done with any (more) financial
help?

-. 1
2
9

If In more than one, ask questions 41. 47 about the one In
longest. If In doubl, ask about most recant. Make ante

below.

41. Who was knmby?
Council ___________	 I
Private________	 2
Chaiity (specify).- -_--	 3

Other (spa c4fJ)x-
	 4
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42.(a)Sodid	 haveyfl1,someor
none of the cod of living there?

Ali	 1
Sone	 2
None
Don'tknow	 91—> 43

(b) Was this a problem at all?

No
Dont know

43. (a) How long was he/she there in the last 12 months
of blamer life?

Lessthanaweek.......,.........._	 1
Iweek c Imonch...,........... 2
Imonth .c 3months _....... 3
3months c 6months............ 4
6months c Iyear..._.._._..	 5

6
9)

(b) Was that so you or the person looking after
hire/her, could have a rest.?

2

44. Do you feel that the help and care _______
got from the (muses and other) staff there was:.

Excellent _..._......_....._	 I
Good.........................._..... 	 2

3
orPoor? 	_._..__......	 4
(Don't know) __.____._._	 9

If Interciewing official of Inssitzaioa
-> 48 for old people's home/residential home

OR -> 63 for nursing home

45. Did you visit - while he/she was in there?
Yes	 3
No ___...._	 2

________	 9

U respondent never visited
-> 4for old people's home/residential home

OR -> 63 for nursing home
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b) could he/she have done with any help (toni such
a nurse during that time?

Yes -	 .	 1—>(c)
No_	 21
Don'tknow	 91—.>63

Cc) What with? (ring all mentioned)
'ashing/bathing

dressings	 - —
medicines____ ____-
cotmsellingtsupport
other (pec5)	 —

I
2
3 —>63
4
S

49. (a) What sort of nurse caine so help?

1. District nurse/
nurse from general practice

	
1

2. Health vi sitar
	

2

3. Nurse from hospital
	

3
(f hospital based Macirailian
nurse cede as 4)

4. Nurse from hospice
(Macmillan nurse, Hospiscare
nurse, hospice at home nurse)

	
4

5. Other nurse (specc):-
	

S

Probe Any others?

(b) If more than two - Which were the two sorts
of nurses that helped most?

Disn4ct nurse/
nurse (rota genera] practice ............_ 1
Healthvisftor	 ._ 2
Nurse from hospital 	 3
Nurse from hospice (Macmillan nurse,
Hospiscare nurse,
hospice at home nurse) ._. 4
Other nurse (specz)5)	 — S

46. Thinking of the following aspects of the home, m
_______'a point of view, would you say
they ve good or not so good. What about-

Thefood?	 1 2 3 9

Theheating?	 1 2 3 9

_______'sroorn? ....-_---......	 1 2 3 9

The bathroom & lavatory
fa.ciliries? ____.....____	 1 2 3 9

The r.airs or lift? _.....__...._	 1 2 3 9

Other things about the
1239

The ay the home was run? ......._ 1 2 3 9

47. So. tking everything Into account how ou1d you
rate it as a place for_______ to live
tward$ the end of bis/her bfe?
Woid you say k was:-

Eceilem	 _____	 1
2

	

-	 3
Poct ___. -.. 4
or Dreadful? __..._.....	 S

DISTRICT NtRSES

If In nursing home for whole year btjbre death (Q9 Q40)
—> 63

All others (Including those In old ,eople's home or
residential home) conthuse here.

.43. !d like to ask some aueston$ about an y bela
bad from a district nurse or other nurse as home ncludnt
any district nurses comine to the residential homes.

(a) Did — have any help from a district nme,
or any other son of nurse, at home in the 12 monthi
before be/she died?

Yes--
No _______	 2
Dont know -_

Ask QS 50 . 60 about nurses that helped most, end those
on pink sheetz about those that helped neat most.
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Can we talk about - (code) (first).

50. For how long did he/she have help from thai/those
nurse(s)?

Less thanaweelt - I
Iweek 'c Imonth.............. 2
lmonth < 3months_...... 3
3months c 6mcnths -- 4
6months< lyear	 S
lyear+ .-----	 6
(Don't know	 9)

51. How often did they/she come • as the most frequent?
More thanonceaday -- 1
Every day__...___.	 2
2 . 6umesaweek .___ 3
Onceaweek .__.	 -	 4
2-3timesamonth _...._...	 S
Lessoften ....__	 6
(Don't know _..._...	 9)

52. Did thai/those nurses mainly provide practical care,
or did she/they mainly spend time talking?

Mainly practical ...._....	 1
Mainly talking ........_.__..	 2
(Don't know	 9)

53. (a) Was the.-e anything else you or_ would have
liked her/them to do or to do more often?

I
2—>54

(b) What? (ring all ,ne,uior.ed)
Washing/bathing ....__...	 I
Dressings	 2
Medicines .........___	 3
Counselling/support ....-............	 4
Other (specy)	 8

54. When she/they came, do you feel site,/they had
enough time to do the things she/they did or did
she.kbey hurry over them?

Enoughtime ___________	 I
Hurried over them	 -	 2

-	 9)

55. Would you say she/they gave______
Aloco(reassuranccandsuppon 1
Some reassurance and support _. 2
crHardlyany?	 3

9)

5. (a) Did she/they get touch with any other services
on	 's bdtalfl

Yes..—...--	 ---....._	 1
No	 2
Don't bow -	 ...	 3 1 -> 57

(b) Which other services?
General practitioner	 I
Hospitat	 -_--......	 2
Hospice--	 3
Socialservices_..	 -.-...	 4
Other specijc:	 ---......_	 S

57. (a) And did site/they give any advice?
I
21

Don't know	 ..	 3 1 —>58

(b) Would you describe it IE-
Very helpful _...._.._.......	 1
Fairly helpful	 2
orNothelpful? ..................._	 3

58. (a) Did the/they give — or you any help at night -
between 8pm and Sam . at anytime during the year?

Yes	 _....	 1	 .59
No .................................................... 	 2
Dk ......_....._. 9

(b) Would this have been helpful?
Yes...._._...___

Dk

59. Do you feel that the help and care - got from
this/these nurse(s) was:-

Excellent __......_... I
Good — _....._..._ 2
Fair... _______. 3
atPooi?......_......................_........... 	 4
(Don't know) ...__. 9

60. About how many times did - have help from this/
these nurse(s) at home in the last 12 months of his,iter
life?

1	 - 2 _...._.....__ 1
3	 . 5.....--	 2
6	 -11.......	 -
12	 .19.....
20 • 49_________ 5
50	 -99-	 - —_-----. 6
100	 -199
200+,--- .-- ---	 8
X.ivingia_ . -	 ._ 9

If more than one sort of nurse (Q49)
ask QS 50. 60.. pInk sheets aboul sort of nurse wh

helped next most often
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61. (a) Do you think be/she bad nursing help as ofien as
necessaiy or would it have been beuee if be/she'd
had it more often?

Azoftenasaecessary ..— 	 -... I —62
Prefer more often -	 .._ 2
Other comment spec jfj:-

(b) Did you or	 ask for more help?
.....	 1

No--..........._	 21—>62
_____	 91

(c) iaI happened?
Refused by nurses ..____ 1
Not available ._.... 	 2
Other(specfy).........._ 	 -

If recehed he!, as home front a hospice nurse (Macnu
nurse. hoszitscare. hospice at home nurse) —> 63

(a) Was he/she otTese4 the chance to see a

	

hospice	 cmillanHospiscareHospice at home)
nurse at any time during the year before he/she died?

I

	

No	 __.	 2—>63
91

(b) Did he/she meet them?
1

(c)Jf yes

Lcomplete Qs SO. 60 on green sheets

(d) Vy not? Was it because:
The nurse was too busy
_____died before the
nurse could meet them
	 2

______did not want to
meet them
	

3
You did not want to meet them

	
4

or at? spec(i
	

8

GENERAL PRACTITIONERS

63. Now can we talk about 	 's enera1
practitioner,

Did	 haveaGPundcrtheNHSiiom
he/she saw when bc/she needed a doctor?

Yes._____	 I
No -_______	 2
Don'iknow _-	 9

LIFxoc?—>6srHEN_> 9s I

64. Was the doctx a man or a woman?
Male-_	 1
Female	 -_..._	 2
(Don't know - 	 ...........	 9)

65. Ia the 12 months before he/she died how many times
did be/she see his/her doctor - or a parmer locwn
or assistant - professionally either at home
(including residential home) or In the surgery?

Nocazall........._.	 1 —>68
Once._...------... 	 2
Two-Four	 3
Five - Nine ____.	 4
Ten-19...........................	 S

6
CDK. ___. 9)

66. And how many times was that at his/her home
(including residential home)?

1 —>68
Once .._.....	 2

3
4
5

20+...................._...... 	 6
(DK..._..................	 9)

67. Did the doctor- or a deputy come to visit him/her
at night - between 8 p.m. and 8 a.m. • at afl during
that year? How many dines?

Once...	 _................	 2
Two-Four __....	 3
Five-Nine ._.._.._.._..	 4
Ten-19 __........_.	 S
20+ ..._..__............. 	 6
(DK .___......... 9)

68. 'When was the last time	 saw a general
practitioner before he/she died?

Within 24 hours __........... 	 0
iday c3days	 .---_	 1
3days c lweek._........_.......	 2
lweek <lmonth.._-	 - 3
imooth <3months	 - _. 4
3 months c 6 months ____...._ S
6 months c 1 year __..._	 6
lyear <2years	 -	 7
2years+.......... 	 - ...	 8
(Don't know	 9)

For svdiea deaths of people under 65 with no reszrictioj
(Q10) —> 72

If	 didiiashareeGP(Q63) —>95
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69. Did you feel that	 'a doctors vere-
Willing so do borne visits 	 ---..-_ 1
or Rather reluctant to do borne
visits?	 -_._.	 2
(Don't bow)	 9

70. (a) Do you feel It would have been belpful if the
doctor(s) had visited _______ (more often)
at home?

Yes	 1
No _______.____.	 21—>71
Dk.	 -._........	 91

(b) Was he asked?
Yes _____._
No ._....,.	 2 —>(d)

(c) What happened? (ring all :h apply)
Doctorrefused	 ._	 Ii
Receptionist refused .._......._ 	 2 (—>71
Other	 41

(d) Why not? (ring all that appi))
Didnt want to bother doctor ...._.,. I
Couldn't contact doctor .............,....... 2
Previous bad experience

4
Other specify: ...__............_.._..	 8

71. (a) And what about visits at night - were there any
(other) occasions when you feel it would have
been helpful for a doctor to come and see
________at night?

Yes................................................ 	 I
2i

Dk.............................................. 	 91 —>72

b) Was he asked?
1

—.a(d)

(c) What happened? (ring all :hz apply)
Doctorrefused___, 11
Doctor gave telephone advice _. 2 ( .—> 72
Other spe45:.	 41

(d) Why not? (ring all that apply)
Didn't want to bother doctor 	 - 1
Couldn't contact doctor 	 2
Previous bad experience
puithemoff_	 -. 4
Other spe4fy:	 -- 8

72, (a) Did you have the same doctor as_____
or one in the same group?

SarnedXra	 1—>73
4iothgr doctor in same group	 - 2
Differetl doctOr	 - 3

(b) Do you know	 'a doctor at all?
Yes......	 -..---	 I
No......_	 ..._	 2 —>75

73.Doyouthink	 'sdaciorlsan
easy person to talk so or not?

Easy
Noteasy.....__-	 2

74. Do you think be/she has time so discuss things or
not?

1
2

75. Would you describe the way _________s general
practitioners looked after hint/her as:-

Very understanding	 1
Fairly understanding _........ 	 2
Not very understanding _..._ 3
Or what? spec5:- ._.....	 4

(Don't know)

76. Altogether what do you think about the different
aspects of caregot from his,her
general practitioners in the last year of h!sAer
life. Would you describe the care as-

Excellent	 I
2
3

or Poor?	 4
(Nocare) _..._....._..	 5 —>95
(Don't know)	 9

If no care (5) or no symptoms at Q20 —> 95

77.Canljustcheckdid	 haveanypainwbilsthe
was at borne in the last 12 months of his life?

Yes	 _....._	 1
No.	 2i
Don't know _.____.__	 9 1 —> 82

78. (a) Did the general practitioners give	 any
treatment for pain, or arrange for himfher to have
any treatment 1 that, during the last year
of his/her life?

Yes _________	 1 —>79
No-	 -	 2
Don't know_	 9

(b) Do you think they should have?
Yes	 -
No. -.-	 21 —>82
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79. What sort of treatment did the general practitioners
give, or arrange (ci'to have, for the
pain.watk. (ring all that apply)

Given by mouth _..__	 I
Byinjection -	 2
By syringe drives ___---___ 	 3
Cr what? pec:.	 4

I1
80. Did the treatment relieve the pain: -

Completely all the time ......_._.. I
Completely some of the time ........... 2
Partially	 3
orNotatall?	 —..._	 4
(Don't know _...	 9)

SI. Do you think the general practitioners tied enough
to rebeve ________'a pain?

Yes	 1
2

Uncertain	 3

82.Can I check, did _____ have any trouble with
breathing whilst he/she was at home?

Yes.._.............._.......	 1
2i

Don't know _._.	 9 1 .-> 86

83.(a) Did the general practitioners give ________
any treatment for his/her trouble with breathing or
arrange for him/her to have any treatment for that
in the last year of his/her life?

Yes..........................._	 1--->84
No..,._..............._.......	 2
Don't know __,.,.._,	 9

(b) Do you think they should have?
Yes-	 I
No	 21—, 86

84.Did the treatment relieve the uouble-
Aid_............_ 1
Some_	 __.. 2
Aliule____________ 3
crNotatall?-.	 4
(Don't know -	 9)

83. Do you think the general practitioners did enough
to help	 with his/her breathing?

Yes-
2

Uncertain__..____ __

86. Can I check, did	 have any vomiting or feelings
of sickness whilst be/she was at home?

	

Yes___.	 -	 1
________-

Doa'tKnow.,._- 9 J—,90

87. (a) Did the generI practitioners give —
any treatment for his/her vomiting or feeling sick
or arrange (or him/her so have any treatment for
that in the last year of his/her life?

Yes _.,.._..	 1 ->88
______	 2

Don't know.._,_	 9

(b) Do you think they should have?
Yet.. - __-	 11>90
No..........--	 21

U. Did the treauneni relieve the vomiting and feeling
sick:-

-	 1
Some.._........--	 2
AliuJe_...________	 3
crNotatalW_--_.*	 4
(Don't know _....._.........	 9)

89. Do you think the general practitioners tied enough
to help _________with his/her vomiting and
feeling sick?

Yes ..___
No............._—	 2
Uncenain .._.._......... 	 3

90. Can I check, did _______ have any constipation
whilst he/she wne at borne?

Yes ..........._____	 1
_________	 2

Don'tknow	 -	 9 I-->94

91. (a) Did the general practitioners give_____
any treatment for his/her constipation cc arrange
for him/her to lntvc any treatment for that in the
last year of his/her life?

Yes -____-	 1->92
_______ 2

Don't know ---	 9

(b) Do you thu that. they should have?
Yes	 Ii
No ____________	 21 ->94

92. Did the treatment relieve the constipation: -
Ak*______	 1
Sonic -	 2
Alinle	 ..—	 3
orNotatall? _________	 4
(Don't know_______ 9)
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93. Do you think the genera! p tioners did enough
to help	 th his constipation?

Yes	 1
No	 2
Uncertain ..._---..	 3

94. Do you think the genera! p acthioner's understanding
of the different problems 	 had in the last year of
his/her life was:-

-	 1
Fafr..........._.........	 2
or Poor? ....___............. 	 3

95. (a) Apart from a genera! practitioner, did any (other)
doctor from a hospital or hospice or anywhere else come to
visit________ at home during the twelve months before
he/she died?

1
2i

Don't know _...._.._..__	 9 1 --> 96

(b) There was from the doctor from?
Hospital
Hospice
Other specifi-

(c) So do you think the %isit was:-
Very helpful ..........
Fairly helpful
	

2
or Not helpful?
	

3
(Don'S know
	

9)

HOSPITAL A.'D HOSPICE CARE

96.	 Was	 in a hospital or hospice as
any time during the last twelve months of hier
life including when died)?

I
No._...-..._.......__.	 2—> 137

97. How many different hospitals or hospices was
in during the last twelve months of hisler life?

[If I
98. (a) How long was be/she in a hospital or hospice

(altogether) in the 12 months before he/she died?
Less than 3 nights 	 1
3nights C 1eek -	 2
iweek clmonth -	 3
lmonth c3months_.......... 	 4
3monthsc6months_........ 	 5
6months<lyear_.. 	 6
Afltheye&__.	 —	 7
(Don't know..	 9)

(b) (Can I check) was — in a hospice at anytime
during the last 12 months of his/her life?

Yes..__-- -- -	 1
No ___	 -. . 2
Don't know	 ------	 9 1 —>99

(c) How long was he/she In a hospice (altogether) in the
12 months before he/she died?

Nocatall........	 -----... 0
Less than 3nights —	 1
3nightsclweek-	 -..	 2
lweek clmonth.. .... 3
lmonth <3months..,...........,.. 4
3months<6znonths.._._ S
6 months<Iyear.................	 6
AUthe year._.................... 	 7
(lDon'tknow...._	 __9)

If died In hospfral or hospice (Q9) —.> 100

99. How long before	 died did he/she leave
hospital for she last time?

Lessthanaveek.....,...,........... 	 I
iweek <amonth...._........ 2
lmonth< 3months_.............. 3
3months<6months_..	 4
6monthsc lyear................... 	 S
Don'tknow............ 9)

I'd like to ask woo some cuestions about the care and
sreaunent	 received while he she *'as in
hospital or hospice that last wear,.

100. Canyou tell me thenameof thehospiral or
hospice he/she was in?

(If more than one, ask about one died in-
or was In longest)
a) Name

b) Address

If died In occident and emergenc, (casualtj) —> 136

101.	 Was thatabospitalorhospice?
Hospital .-	 1
Hospice	 -	 2

102. And was he/she in there under the NHS or privately
or what?

NHS	 -	 1
Privately	 2
Other zpefv:-	 3
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103. (a) Was	 adrnined to that hospital (or
hospice) just once in the year before be/she died.
or did he/she go in more than once?

Once—	 - -.	 1—>104
Moreoften—. _- —	 2

(b) How many times?

I	 I	 I
104. Ask if edmined once and died elsewhere (Q9),

Else —> 106

Looking back now, do you think that he/she was
discharged too soon, or at the right time - or do
you think he/she should have been discharged
earlier?

it
Mtherightdme...................	 2f—>106

31

105, Looking back now, do you think that he/she was
(ever) discharged too soon, or (always) at the
right lime- or do you think be/she. should (ever)
have been discharged earlier?

Alitoosoon ....._................	 I
Allattherighttime ..............	 2
All toolate	 3
Some too soon, some at the
righttime	 4
Some too late, some at the

5
Other(specv)................_........ 	 6

(Don't know	 9

106. Ask only if in more than one hospital or hospice.
If only in one hospital or hospice (Q97) —> 10!j

How long was he/she in that hospital/hospice
(altogether) in the last year of his/her life?

Lessthan3nights...._... 	 1
3nights< iweek ........_._... 	 2
iweek 'C lmonth.......__..	 3
imooth c3months__...	 4
3 months c 6 months	 5
6months<iyear......_.	 6
(Don't know	 9)

107. VPhat was the reason for_going Into (that)
bospitaospice. Was it mainly:. (ring all that appiy)

To find out what was wrong ._......	 1
To relieve bis1t symptoms .._	 2
To wy and cure his/her Illness 	 3

hat? specj:.	 -

108. (a) While	 was in ____hospital did be/hc
have any pain?

Yes	 -	 1
No __-	 21
Don't know —	 .	 91-> 112

0') Did he/he teethe any ueaunent fbr this?
1—) 109

--	 .	 2
Don't know -	 ....._	 9

(c) Do you think they should have?
Yes _.__.._.	 -

2f —a. 112
Don't know	 9 1

109. What sort of treatment did he/she have for the
pain . was in- (ring oil that apply)

Givenby mouth	 1 ____
Byinjection .___.,.........	 2
Bysngedriver _................... 	 4
Or what? spect:-	 .......... 0

110. Did the ueaLmenc relieve the pain:.
Completely all the time .........._ I
Completely some of the time .., 	 2
Partially.._....._	 3
orNotatall?	 4
(Don't kno)	 9

111. Do you think the doctors at _________ tried enough
to relieve ________'a pain?

I
2
3

112. (a) While ________ was in _____ hospital, did
he/she have any trouble with his/her breathing?

I
No ..........._..	 2
(Don'tknow) __.............	 91 .-> 115

(b) Did he/she receive any treaunent for this?
Yes __.,..,,._....	 1—>113
No ................ 	 2
(Don't know)	 .	 9

(c) Do you think he/she should have received any?
Yes.- -
No ._...	 21-> 115

113. Did the treatment relieve the troublet-

	

____	 I
Some_	 -...........	 2
Aliuls	 _.	 3
orNotatall7 ______	 4
(Don't know)	 -- 9
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114. Do you think the doctors at 	 tried enough
to help______ with the wouble with his/her
breathing?

	

____-	 1
2

Uncertain	 3

115. (a) While	 was in	 hospital did
be/she have any trouble with vomiting or feeling sick?

Yes..-	 -	 1
No....	 ..___
on'ow)..	 91–.>118

(b) Did he/she receive any treaunent for this?
___	 1 —>116

No.-	 ____	 2
(Don't know)	 .,,..	 9

(c) Do you think he/she should have received any?
ii

No.__...._.............._	 2! —>118

116. Did the treatment relieve the vomiting and feeling
sick-

Alot...___._..........._....	 I
Some.. _....................... 	 2
Alittle	 _..._....._...._	 3

4
(Don't know) .,.........._.._	 9

117.Doyouthinkthedoctorsat 	 tied
enough to help _______ with his/her vomiting or
feeling sick?

1
2

Uncertain	 __.	 3

118. (a) V'hl1e ______ v.'as in _______ hospital, did he/she
have any constipation?

1
21

Don't know	 _....._.....	 9 1 —> 121

(b) Did he/she receive any treatment for this?
Yes _.......____._	 I —> 119

2
Don't know _______	 9

(c) Do you think that he/she should have?
Yes_— -
No —	____....	 21–.>121

119. Did the treatment relieve the constipatioar-
Alot___	 -	 I
Some _......._	 2
Alittie	 -	 3
cwNotat all?	 _____	 4
(Don't know)	 *	 9

120. Do you feel the doctors at _tied enough
to help _with his/her constipation?

Yes	 -	 1
No—	 2
Uncertain...	 -	 3

121. (a) Was there any (othc) treatment you think they
should have given to_ but did not?

Yes — 	-...	 1
No
Don'tknow.._	 - ...	 91—a122

(b) What? (ring all me,azloned)

Symptom control (not operation) ... I
An operation to cure condition 2
An operation to alleviate symptoms.. 3
Drug treatment to cure condition -* 4
Radiotherapy (X-Ray) neatment .......... 5
Physiotherapy	 _._..,.	 6
Other spec(57:- ...	 ..	 8

122. Do you think	 _had any unnecessary
treatment (or operation) while he/she was in
__________ hospital?

I
2

Uncertain	 ..__..	 3

123. Do you think that __________ had as much choice
about his/her treatment as he/she warned?

Yes ..__....._.	 2
2

Otherspcy:................... 	 3

DK

124. Do you feel the doctors were able and willing to
give the time to_that he/she needed?

Yes............................. 	 I
2

Unce a..	 .....__.....-	 3

125. Altogether what do you feel about the different
aspects of care_got from the
doctors while he/She was in ________
Would you describe it ast-

Excellent .________	 1
Good	 2
Fair-__-	 3
orPoor? -	 4
(Don't know	 9)

126. What aboti the nurses and other staff there- do
you think the care_got from theta 'as:-

Excellent --	 I
Good	 2
Fair	 -	 3
orPoor?-_-	 4
(Don't know	 9)
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Y No DK
Give medicines?
	

129

Feed_or give
him/bet drinks?
	

129

Washhim/ber?_................_	 1 2 9

Take hirwber to the
lavatory?
	

129

(Help) lift himlherL.._.......... 	 129

Or anything else? specify:.	 129

136.
If in snore than one hospitallhospice coinpiese yellow pages
(Q100 - 135) about one he/she was in for longest or next

Ion gesL Else continue here.

I_SuddenDeaths-> 1381

137. Ask only if - was not Inpatient in hospice
(Q98b). if an inpatient In a hospice -> 138

130. Did you visit 	 while be/she was in
7

Yes.... _..__.._	 1
2 —>136

127. Would you say	 -	 ijgJ privacy
while be/she was in	 7

Yes,allthetimc- -.--. 	 I
Someofthedme - -- 2
No	 3
Don't know	 -	 9

12*. (a) Did be/she have a room ci hiber owo-
Aflthee............. -	 1—>129
Sornco(thetlme..	 - 2
ciNotatall?..__.._	 3
(Don't know)	 -	 9

(b) Would be/she have liked one (all the time)?
____	 I

2
Uncertain_..-.-.-_____ 	 3

134. When you were there would you describe the way
you were ueated as________ as:.

Very kindly	 1
Fairlykindiy -	 -	 2
Indifferent ...	 -- -	 3
ci Rather hostile? _.._._. 	 4

135. (a) While you were there did you take pan in
__________'s care?

I
2 —136

Sometimes ... --___.	 3

(b) What did you do? Did you:.

(c) How many beds were there in hier room/ward?

Hi
129. Would you describe the room where he/she was

when he/She died/was most of the time as.
Very peaceful and quiet .	 I
Fairly peaceful and quiet . 	 2
orNotaeallpeacefulandquiet? 	 3

If ln:eniewlng official of that hospftall hospice -> Q136

131. How many times (in that year)?
1.4	 1

2
3

20 .49 .............-._____- 	 4
50+ .........__	 S
(Don't know - 	 9)

132. Howlongdiditusuallytalceyouiogetthere?
Less than 15 minutes ........._ 1
l5minutesc30minuzes............. 2
30minutesc45minutes.............. 3
45minutesc5Ominutes___ 4
lbour <2hours	 S
2 hours + specify:. 	_.	 6

4
133. Did you find the journey tiring?

Yes-	 1
2

Sometimes-	 3

(a) Did anyone suggest that be/she might go into a
hospice any time in the last year of
their life?

Yes-_-------	 1
No _.- __----	 2i
Dk......-_-	 91—> 138

(b) Why didn't he/she go into one. Was it because:-
There were no beds available --	 I
The hospice felt it wasn't the right place
for____________	 --_-	 2
______did not wane to go into one	 3
ci because you did not want bimflet to go
inzoone?.......- 	 4

(Other . spec	 -	 8)
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131 Check Sudden deaths of people under 65 wish no
restrizkns(Q1O) —>145

People In hospital or hospice er nursing
home all year (Q98) -> ISO

DAY HOSPITALS
139. (a)Dul gotoadaybospftala.fl

during the year before be/she died?
Yes -_____	 1 -> 140

____	 2
Don't know __.--.--__-	 9

(b) Would it have been helpful if he/she had
been able to go?

Yes..—.—.–..–_.._.. 	 It
No.__......._	 21—> 145

140. Wasitat,ornmby,a-
1

Hospice	 2
or V%at? specv:-	 3

If run by local authority, skip to Q145

141. How long was he/she going there icr?
Leszthanaweek ..--..... 	 1
1 week c I month	 2
lmonth <3months__......_ 3
3mornhs c 6monihs.._- 	 4
6months < lyear_...._.....	 S

6
(Don'tkmow__.._.._...._ 9)

142. How many times did he'sbe usually go each week
during ibis time?

Onceaweek........_..	 I
Twice a week ,....	 -	 2

3
4

Five+_.	 5
Lessoften .........	 6
(Don't know ..-	 9)

143. Did he/she enjoy the days a the cenue:-
1

Some............... _-_	 2
Alittle.............._--	 3
orNotatall?._______	 4
(Don't bow)	 9

144. Y%at shoot for you or others looking after him/her
were the visits-

Veiy helpful	 1
Fairly helpful -	 2
orNolbelpiul?	 3
Other comment viecij5,:-	 - 4

(Don't know) -	 9)

pLrr.p4T1E,r

141. Did	 gowbospitalasanout.paijent
at nfl during the lag year of his/her life?

Yes.—	 1
2

DIC .-	 91.-> 149

14g. How many times did be/she go to oot-pazients
during that time?

Once ------ 1
2.4.._._-_	 2
S .	3

___	 4
20+ ...-	 5
Uncertain._.._...__	 6

4
147. (a) How did he/she (usually) get there?

Ambulance - ........_ I
Hospitalc...—............. - 2
Public Dunsport .._.._........_... 3
Owncar___..- - 	 ...... 4
Lift in other person's ar............. 5
Wa]kedallthewy...................... 6
Other spec jfr: _____..__ 7

(b) How long did the visit (usually) take from the
time he/she left home until he/she got back?

Lsthananbour_...... 1
ihour <2hours.................... 	 2
2hours<3hows.................... 	 3
3houz c 4hours	 4
4hours .c 6hours _...._. S
6 hours + specify:.	 6

(Don't know .._.......,.. 	 9)

141. Would you say _'s visit(s) to ouz.parients were:-
Easy__.–	 I
A little difficult	 2
Fairly difficult	 3
or Veiy difficult?	 4
(Don't know -	 --	 9)

149.
For sudden deaths of people under 65 with no resniaionj
(Q1O) -> 173 wIsh Isuroducdøn 'can we talk about wizen

_______ died'

For sudden deaths of people over 65 with no resbictions,
no hospital

admissions or out-padeius isiir -> 153

150. (a) Didhave any operations in the
year before he/she died?

Yes -,-_--	 1
No_________-	 2
Dk __________________	 91–>151
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(b)How many operations did he/she have?

NumbeI LI]
(c)Thinking now about the (last) operation be/she
had (ask questions below abovi each operation)

Wasitintendedto-	 Lookingback,doyou
ringUatappy) thinkitwasagood

idea for hirrer to
have this operation?

Last Op relieve his/her
symptoms	 I Yes	 1
:ure his/her condition 2 No 	 2
1nd out what's wrong 3 DK	 9
x nhat? spec5:-	 4

Don't know)	 9

Op	 reieve his/her
syrnpcoms 2 Yes
- his/her condition 2 No
find out what's wrong 3 DK
or what? specy:-	 4

T(Don't know)	 9

Op	 relieve his/her
symptoms 1 Yes

Before cure his/her condItion 2 No
That find out wiiat's wrong 3 DK

or what? specv:-	 4

(Don't know)	 9

151. (a) Can I just check, did_____ have any
chemotherapy or hormone therapy in the year before
be/she died. By that I mean, drug treatment given by
doctors in hospital to stop cancer cells growing, or to
kill cancer cells?

-	 --.	 1
No	 2t
Dk__...._....	 91–a' 152

(b)Was It intended to cure his/her condition or to
improve hier symptoms?

Cure condition -____	 1
Improve syrnpIoms,. 	 _. 2
(Don't know	 9)

(c)Looking back now, do you think it was
a good idea for him/her to have this treatment?

	

_______	 1
No ___________	 2

	_____	 9

(d) How long before he/she died was he/she last
given chemotherapy or hormone therapy?

Lessthanaweek __..... I
iweek <Imonth __.....2
lmonth<3motnhs
3 months c 6 months __4
6months .c lyear .......__ S
(Don't know	 -- 9)

152. (a)Canhjug check.did	 haveany
radiotherapy in the year before be/the died. By that I
mean X-ray treaunent from a special machine which was
Intended to limit cancer or help with _'S

condition in some way.
1
2i

Dk	 91—> 153

(b) Was it intended to cure his/her condition
or to improve biu symptoms?

Cure condition I
Improve symptoms _..._ 2
(Don'tknow) .....__ 9

(c)Looking back now, do you think it vas
a good idea for him/her to have this treatment?

Yes ............_...._....,.._...... 	 1
2

Dk.........._........._.... 	 9

(d) How long before he/the died was he/she last
given radiotherapy?

Less than a week I
iveek .c lmonth _............._ 2
lmonth c3months _.._3
3months .c 6mooths	 .._4
6months c lyear	 S
(Don'tbtow................_.........._..... 9)

Can I chance the subiect sli ghtly no?

153. (a) Would you say - had-
A strong religious faith ........... 	 1
Some religious faith _........ 	 2
or No religious faith? .
(Don't know)	 --	 91 —> 154

(b) Do you think his/her faith was a help to bite/her
In the time before he/the died?

Yes— -	 1
No _________	 2
Uncuuin _____	 3
Other specijy:.	 6
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(c) To what faith or denomination did he/she belong?
Roman Catholic ....._____	 1
Church of England __	 2
Other Protestant .._..._ 	 3
Jewish -	 .	 4
Moslem -	.._____	 5

- 6
Other ecz)&..	 7

(b) Whom did you ask? (ring all that apply)
General practitioner --	 ...	 1
Hospital doctor -_____	 2
Hospital sister/nurse 	 - -	 3
Hospice doctor -_s---_--_- 	 4
Hospice sister/nurse 	 -	 5
Home nurse specfr:-	 6

Other spec5:. -	 7

1NFORMATIO'4

Check. No illness or incapacity f• (Qs 44,11)
—>173

154. (a) Can we move onto another subject now.
Durine_'a illness or incapacity were you able
to find out all you warned to b'ow about isilicr
Illness and how it was likely to affect him/her?

Yes...................... 	 1
No_._..._.	 2—>155
No Illness or incapacity ..._	 3—> 173

(c) What happened?
Did not understand answer

	
1

Person too rushed
	

2
Other spec.
	

3

15611.. (a) Who did you talk to about ________ 's illness
and what might happen. What about a-

Y NO DK
1. General practitioner?	 1 2 9

(b) Was there anything else you would have liked
to have explained to you in more detail?

Yes_...._................	 1–.>155
2

(c) Were you able to find out about things as soon
as you wanted to?

Yes...._......._..........	 1—> 15611
2

2. (Hospital doctor?)

3. (Hospital nurse?)

4. (Hospice doctor)

5. (Hospice nurse)

6. (Home nurse specz)5:-)

129

129

129

129

129

155. What would you have liked to biow aboutlln more
detail/earlier? (ring all mentioned)

Is there anything else you would have liked
to how about in more detail or earlier?

How to cope with, or care
for patient	 1
What was wrong Ic diagnosis

2
Reasons for decisions about medical
care/treamlent ____	 3
The likely outcome of condition ....	 4
More Information about medication or
ueaunent (ie what given for,
side-effects, name dc) _..	 5
Other spec fj:-	 6

1561. (a) Did you ask anyone about this/these?
Yes
No -_----- -	 2—>156i1

7. Vicar, priest dc?
	

129

8. Other professional? specj5:- 	129

9. ____(person who died)?
	

129

10. Relative of yours?
	

129

11. Friend/neighbour?
	

129

12. Anyone else? specjfr:- 	129

(b)!Ask_onlyjf talked tomorethanone.Else- > Q157

Who gave you the most information?
(code one only using nwrber from (a))

LI
(c) And who did you find the most helpful or
supportive?
(code one only using number from (a))

I]
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15'
Neerfy :uddej, deaths -> 173.]

Did	 know he/she was likely se/might die?
Yesccnain	 I
Yes,probably	 -	 2
Probably not _...	 -.	 3
No. definitely --	 4 1 --a 164
Unab1etosay	 5—>166

15$. (a) Had anyone told him/her Who?
No-one -	 O—.>159
Genera] practitioner	 .._ I
Hospital doctor	 ...._ 2
Hospital sister/nurse	 _.	 3
Hospice doctor	 ..,._ 4
Hospice sister/nurse	 - S
Home nurse specfj- -- 6

Respondent ....-	 7
Other specjfy:. ........_...	 S

Don'tbiow _......__	 9—> 159

(b) Did he/she ask them?
Yes...............................	 1

2
Other specj:-	 3

Dk.._._...._-...._.._	 9

(c) How did you feel about the way he/she was sold?
Well done/happy .._....._.. 1
Went against carers wishes _.._ 2
Other criticism wecz)5i: ..._	 3

Other comment .ç,eczfy --	 4

	

159. (a) Do you think that what	 knew was best
as it was?

	

Yes ...._____	 I —> 160
2

(b) What would have been bener?
Beer not to have known .... 	 I
Beuersohaveknowndefinitelv. 	 2
Best as it was -*	 3

4

160. How long before be/she died had he/She (or might
be/she) have known that he/she was going to die?

Lessthan24bows	 1
24hows c Iweek - 2
lveek clmomh - 3
lmomh .c3months - 4
3mornhs<6months - S
6monshs<lyear	 - 6
lyear+ ---	 7
(Don't know)	 9

161. Would you describe hint/her as:-
Definitely accepting _....._	 1
Fairly accepting .......___	 2
Notatallaccepting? - 	 -	 3
(Don'iknow)	 -	 9

162. Did you and he/she rlk about his/her death?
____	 1
____-	 2

Other speci.i5':- ._--..	 3

163. How do you feel about that noi?
Glad talked about ft
	

1
Sorry talked about it
	

2
Glad did not talk about it
	

3 —>166
Wish had talked about it 	 -	 4
Other spec:-	 --	 5

164. Do you think that what 	 knew was best
as it was?

	

Yes........L...	 1

	

..	 2
3

165. (a) Did he/she ask anyone?
Yes
	

1
21

Don't know
	

91--->166

(b) Who? (ring dl that apply)
General practitioner
	

1
Hospital doctor
	

2
Hospital sister/nurse
	

3
Hospice doctor
	 4

Hospice sister/nurse
	

5
Home nurse speqi5i:- 	6

Other professional
SpecY:-
	 7

Other specp:- 	 $

(c) What did they say? (ring all that apply)
Changed subject	 1
Referred hiznber to someone e!se.	 2
Told him/her but be/she didn't
takeltin______	 4
Other specj:- -	 -	 S

166. (a) (Can I check) Did you bow, half know, or not
know, what was wrong iih_______ 7

ICnew________	 I
Half knew --	 25
Didn'tknow_______	 31—a167
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(b) Did anyone tcfl you. Who?
No-one	 -...	 0
General pracdcioner	 --	 1
Hosphal doctor 	 -	 2
Hospital nurse	 ___	 3
Hospice doctor	 -	 — 4
Hospice nurse	 _.	 S
Home nurse specjfr- -	 - 6

Other professional specg:- - 7

Deceased _.______	 S
R.elative etc. specz)5:.	_...	 9

167. And did you know, half bow, or not know that
was likely tcb'might die?

Knew	 _.......	 I
Half knew	 _.......	 2—>172
Didn 'tknow ..............._	 3—>171

168. (a) Had anyone told you. Who?
0--' 169

General practitioner 	 I
Hospital doctor	 ......_	 2
Hospital nurse	 ..___ 3
Hospice doctor	 ._.-_. 4
Hospice nurse	 ......____ S
Home nurse specfr:- ......._ 6

Other professional spec 5':- ..	 7

Deceased ____....._.._._..	 S
Relative etc. :pec)5 :- —	 9

(b) Did you ask them - or hat happened?
Askthem__......._._
Other(specfy)	 .....___ 2

(c) How did you fed about the way you were told?
Wefldoneiappy._....	 1
Went against carers wishes - 2
Other ciiticism speci5: _- -	 3

Other comment specy:	 4

169. How long had you known that be/she was going to
die?

L.essdtaa24hours	 -	 1
lday c Iweek	 2
iweek <lmonth	 — 3
I month c 3 montha — 4
3 months c 6 mouths — S
6monthsclyear	 - 6
lycarormore	 7

170. Would you have preferred not to biow or do you
think k was better that you did?

Preferred not ...__	 it
Betterihatbew ....._	 2f—>173

_ 3'

17L (a) Would you have liLed to have biown or do you
think k was better you didn't?

Liked to have known -- 1
Glad didn't .._..._	 2 -> 173

(b) Did you ask anyone?
Yes	 -___

2

(C) Why not?
Didn't know who to asic ..._...... 1
Aware of people waiting __ 2
Doctor/nurse rushed	 — 3 --> 173
Other specv:-	 _...........	 4

(d) Who?
General practitioner	 1
Hospital doctor	 _.	 2
Hospital nurse	 .......	 3
Hospice doctor	 ........	 4
Hospice nurse	 ...._.	 S
Home nurse specjfy:-	 .._.	 6

Othcr pec:-	 ._	 7

(e) What did they say?
Changed subject ,............_.	 ii
Referred him/her to someone else. 2 ( -> 173
Other specy:-	 31

172. Would you have preferred to bow definitely or not
to have known at all or do you think it was best
as it was?

Like to have known definitely ... 	 1
Prefernottoknowatall_	 2
Bestasit was,.---	 ......,.....	 3

Now can we talk about when

173. Were you with	 hen he/she
died?

I—>174
No-	 .__.	 2

(b) Would you have liked to be there or not?
Liked to have been there ..._	 I
Not	 2
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HOME DEATHS

177. Howdoyoofeelabout	 d)ingathome
rather than in hospital?

(c) When was the last time you saw	 before
be/she died?

Within 24 hours	 ......	 1
iday	 <iweek	 _..........2
Iweek <imouth	 .._3
imooth c3months _4
3monthorrnccs	 -	 - 5

174. (a) Was anyone (else) there when be/she died?
-	 1

No _..._	 2 —b 175

(b) Who?
(Otha) relative	 1
Friend.._....._..._............_...	 2

3
Other professional 	 ....__ 4
Other secifr- ._ S

175. f If inserrlewing official —> 187 J

Lookingbacktothecircurnstanceso( '5
death now: Is there anything that happened that
you feel pleased about? What?

178. Did you at any stage feel it would have been
beuerfor	 sobeinahospitalor
hospice r other instiuniou (again) either
from hisTher point of view or from the point of

	

view of	 people looking after bixMier?

	

Yes	 1

	

No	 --	 2—>187

179. So w that for:.
__________'a sake
Or she sake of those
looking after himfher
Orboth? _____-

180. (a) Did you discuss dus with ______'a general
practitioner?

Yes	 _.	 1
2—>181

(b) So couldn't the C.?. gel 	 admitted
or was the doctor unwilling tory or what?

tinable to get admission _.._	 1
nwiUthgtouy	 2

Other spe4'y:.	 3

1SL Would you have preferred hiiMier to be in a-
I

Hospice_..........	 2
(Old peoples home ...._........ 	 3 - 187
or Where? specy:-	 4

176. And is there anything you wish bad happened
differently? What?

DEATHS N HOSPITALS! OTHER INSTITfl1ONS

182. Howdidyoufeelabota	 dytngina
hospiceibospital/Insthution rather than at home?

Suddea deaths (Q6) —a 193

HospiMliiszsdludond deaths (Q9) —> 182

183. Did yonatanystage feel it would havebeen
benerfor	 sobeathotne?

Yes-	 1
No	 —	 2.—>185

	

184. (a) Did you discuss this with	 's general
racthioner or with anyone at the hospital!

	

Yes___________	 1

	

No_____________	 2—>185
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(b)Who?
General practhioner	 -	 1
Hospital doctor	 -	 2
Hospital muse	 _____	 3
Hospice doctor	 -	 4
Hospice nwse	 S
Home nurse	 6
Other ipecv:-	 -....._	 7

(c)What did they say?

185. Check. I think you said you visited/did not
visit	 around the time (ithin a week)
be/she died?

\rjsited__–_.._	 1
Did notvisit	 2—>187

186. Would you describe the way the staff at the hospital/
institution Ueated you around the time______
died as:-

Very kind and understanding _.	 1
Fairly kind and understanding .._..	 2
or Not kind and understanding? ... 	 3
Other speci5:- -_---	 4

187.	 Do you think that _______ had enough choice
about v.here he/she died?

1
No.......................	 2

3
Otherspeci:......._...........	 4

188.	 What about his/her caters/family. did you have
enough choice about this?

Yes........._...........	 1
2

Nolsure	 3
Other spec(Py:	 4

189. Looking back now, and taking 'a illness
into account, do you think be/she died as the best
time- or would Is have been bener if he/the died
earlier or later?

Diedatbeattime ______	 1
Better earlier __--	 2
Better later ----._	 3
(Don't know -	 9)

1190. (a) What about	 ? Did he/she ever say
that they wanted to die sooner?

Yes__________	 I
No___________
Notsure _________	 31—>191

(b) Did he/she ever say that be/she wanted
euthanasia?

Yes _________-	 11
No	 ..	 2
Notsure ____	 3

191. Altogether, would you describe the quality of
______'a life in the year before be/she
died as-

Good ____	 I
2
3

(Other spec(,5':-	 4)

192. Aflogether and taking all things into consideration,
would you say that the carereceived in
the year before he/she died, from the health and
social services wa

Excellent ..._.._.......	 1
2

Fair	 _.	 3
4

(Other specj57:- .....................	 5)

Officials, .ieighboursfriers4s who were not close —> 220]

193. (a)Aftet ______had died, did you see
his/her body at all (after it had been washed
and prepared)?

Yes _____.	 1
No	 2—>(d)

(b) Are you glad or sony you saw hinr - or how do
you feel?

Glad____	 1
Sony..___.....	 2
Other spec5':- --_____	 3

(c) Ask (deaA In hospital/iszsdzzdon (Q9).
Else —> 194

Were there any problems about seeing him/her?
Yes-	 Ii
No-_________	 21—> 194

(d) Would you have liked to do so?
Yes-
No -_____	 2

(e) Did anyone suggest that you migli le so?
Yes....______	 I
No	 --	 2
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I	 Yes
2 No
9	 Dk

I Yes
2 No
9 Dk

I	 Yes
2	 No
9	 Dl

I	 Yes
2	 No
9	 Dl

194. Since	 died have any of these
people visited	 hosne.

Visited?	 Did you find
the visit helpful

A few questions about you and your health.

195. How has your health been since_ died?

Your own docior?
Yes
No
DK

Other GP?
Yes
No
DX

Distict nurse?
Yes
No
DK

Hospice (Hospiscare,
Macmillan) nurse?

Yes
No
DX

Welfae or social
worker?

Yes
No
DX

Minister, vicar
or priest?

Yes
No
DX

Any other
professional person?

Yes
No
DX

I	 Yes
2	 No
9	 Dl

I	 Yes
2	 No
9	 Dl

I	 Yes
2	 No	 2
9	 DX	 9

196. Would you describe your health for your age as:-
Excellent ___	 I

2	 Good..--	 2
9	 Fair -	 __.__	 3

____	 4

1	 197. Q&Andhowoldareyoti?
2	 Under25	 1
9	 25.3	 2

35 -44__..._....._	 3
45 - 54 -----...-	 4

1	 S
2	 65.74 ._.._	 6
9	 75.84........................._ 	 7

85+....................._..._ 	 8

198. Since_______ died have you bad problems with
1	 nyofthesethingsthaiyouthinkhavebeencaused
2	 or made worse by	 s (illness and) death-
9	 Yes No

Sleeplessness?	 1	 2

Nerves or depression?	 1	 2
1
2	 Lossofappetite?	 1	 2
9

or Any other mpioth7	 1	 2
ipec fy:-

1
2
	

199. (a) And have you consulted a doctor for yourself at
9
	

all since	 died?
I

No._........_......_	 2—.a.201

(b) How many times?

Nwnber. _

(c) Did the doctor prescribe anything that might
help you sleep or help you feel less miseiuble?

Yes	 _....._..	 I
	___ 	 2

(d) How did you feel about that?
Pleased prescribed
	

1
Pleased not prescribed
	

2
Wished prescribed -	 3
Rather not prescribed _-	 4
Other spec-
	

S
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201. Chk(Q72)Ithinkyousaidyot&had..
Thewnedoctoras_____	 1-205
Adifferentdoctcirto ____	 2

202. Is your doctor a man or a women?
Man	 --_
V,'oman —	 2

203. Doyouthkyourdociorisaneasypersonto
talk to or not?

Easy______	 I
Noteasy ........-	 2

204. Do you think he/she has time so discuss things
cin&

Has time ..__—*	 1
___ 2

205. Would you desciibe hizn)ber as:•
Very understanding _... 1
Fairly understanding	 2
Not very understanding	 3
or V%at? spec5':. ...._. 4

206. (a) Since _________died have you talked to any of
these people about your feelings about _______
deatft-

Talked to? Did you find the
talk helpful or not?

Your own doctcr? Yes I	 Yes	 1

	

No 2 No	 2
D1C9	 Dk	 9

OtherGP?	 Yes 1	 Yes	 1

	

No 2 No	 2
DIC 9	 Dk	 9

A nurse? specfr:. Yes 1	 Yes	 1
No 2 No 2

	

DK9 Dk	 9

A minister, vicar Yes 1	 Yes	 1
orpriest?	 No 2 No	 2

DK9 Dk 9

Friendor	 Yes 1	 Yes	 1
neighbour?	 No 2 No	 2

DK 9 Dk 9

Relative? qeci:. Yes I Yes 1
No 2 No 2
DK9 Dk 9

Anyone else?	 Yes 1 Yes	 I
spec:-	 No 2 No	 2

DK9 Dk 9

(b) [Ask è'more than one helpfuL Else -4 206

Who did you find moss helpful?
YourGP............ 	 I
Another doctor - 	 2
A nurse ,ec,:- ......_	 3

A minister, vicar or piiest	 4
Ftiendorneighbour---..	 5
Relative specy:-	 -	 6

Anyone else specj: --	 7

206. Do you feel you would have liked to talk to
anyone (else) about your feelings?

I
No__........._..........	 2

207. (a) Would you say you ha±-
A snong religious faith
	

1
Some religious faith
	

2
or No religious faith
	

3 --> 208

(b)Has it been a help to you over
________ s death?

Yes................................ 	 1
2

Other specify:- 	6

(c) To what faith or denomination do you belong?
RoznanCatholic ....._........ 	 1
Church of England	 2
Other Protestant	 ....._...	 3

4
Moslem __........._	 S
Hindu	 ..._......._.	 6
Other spe4iv:.	 7

20S. Check You are now:-
Widowed ....	 —	 1

2
Single
	

3
Separated or divorced
	

4

209. (a) Check And you now.-
Live alone	 ____	 1—. > 210
with others .__-	 2
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(b)1If with others recor&

Relationship to
informant

A

B

C

D

£

Sex Age (in years)

MF

MF

MF

MF

MP

CODE Q209 AS FOLLO1iJ

Living with:
alone.......................	 1
spouseonly_.._....__	 2
spouse and others
	

3
others only
	

4

210. Check Used to live with deceased?
1

No
	

2

Legal ones?
	

1	 2

Problem with owaership
of house, or senacy?
	

1	 2

Anything else? specify:
	

1	 2

(b)Do you think this is a big problem or
one that you will get over fairly soon- or Rhat?

Big problem	 3
Wiligetoversoon	 4
Other specifv- --

215. Do you find now that you can look forward so things
in the same way as you used to before_died?

Yes_..____________	 1
2

216. Do you feel you have caine to terms with
_________'a death yet?

Yes ___.	 1
2

Uncenain _..__. 3

217. Taken together, would you describe the way things
are going for you these days ar.-

Reasonable _.._. 1
Noivety well _......._ 2
amos asall well?	 3

218. Since ________ died have you had any pa:tical
worries or anxieties which have been caused by or
made worse by	 'a death such as:-

Yes No
Financial worries?	 1	 2

211. Check And who os your home?
Selforspousc..............._	 1
Council............._........	 2
Private lancliord ..............	 3
Other specz)v:- _..._.	 4

212. Doyou miss __________
Agreatdeal	 I
Quitealot -______	 2
or Not vely much? 	 3

213. Before	 (became ill and) died would
you describe your relationship with hirndher a-

Vety good ---	 1
Good ___._._	 2
Fairly good	 -	 3
orPoor? -_______	 4

214. (a) What about loneliness - do you find ibis a
problem for you or not?

Yes_ -	 1
No -	 2—>215

219. Here are some statements about how you have been
feeling i yourself recently. Please read therm
carefully and underline the answer which best thou
how you have been feeling recently.

(Give GHQJ	 I	 I	 1'LII
(Irsierviewers . do not
	 2 -j

code this)

I_fl
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(b) How many Sons?

Li
(c) How many daughters?

TIME INTERVIEW
F1NISED

liii

220. I've got one or two more questions about ______ 'S
family.

(a) Can I check, did he/she have any children alive at
the time of death?

1
No.....................	 2—>221

225. I've got a handout I'd like to leave with you
that explains a bit about the study. It also
gives the Universitys telephone number in case
you'd like to say anything after r ye gone.

226. 1 Only Vyou do not have their telephone nwnber]

One finn] thing- have you got a telephone here
and would you be prepared to give the number in
case I rmi rye missed anything out shen I check
through the interview schedule?

No telephone	 -	 0
Not prepared to give number	 1

H
221. (a) And did he/she have any brothers or sisters who

were alive when he/she died?

	

____	 1

	

No._...._	 2 .-> 222

(b) How many brothers?

Cc) How many sisters?

LI
222. I/sudden death .f people under 65—> 223

Were there any relatives who you feel might have
helped more. or visited hirnTher more often?

Yes....	 -	 I
No......	 ...	 2

223. That's all my questions. Is there anything
elseyou'dliketeItusabout
death, or about yotr feelings?

224. Is there anything else you'd like to ask me
about the study?

Thank you very much for all your help and
patience with our questions,

Telephone number
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TO BE COMPLETED AT END OR IMMEDIATELY
AFTER INTERVIEW

227. Sex of deceased
Male____
FemaJe.....____	 2

228. Marital status of deceased at time o(death.
Married	 1
Single..	 -	 2
Widowed	 3
Divorced or separated _........ 4

229. Informant cried or expressed emotion in other
ways during interview.

Cried....._.
Other _......._.__	 2
Both.........................,.....	 3
Neither...........___	 0

230. Place of interview.
Deceased's residence ....... 1
Address of person who registered
death ._.....	 2

3
Other spec(f.v full address ._ 4

234. Date of interview(s) (Day, month, year)

LI	 I	 I	 I	 IiLesti	 I	 I	 I	 I	 I J
235. Number of calls to complete interview

Number

236. Was the informant the most appropriate person
toiellisaboutthelastye.arot
life?

Yes.....	 _.................	 1—>234
No........................_....	 2
Unn....._..._.....	 3

(b) Who might/would ha e been better (relationship
to the deceased)

(c) Reason (or not interviewing them?

231. Others present during interview?
None of the time	 1 —> 229
Someoftheiime_............_... 	 2
Mo(thetme...................	 3

(b) Who? stecifvrelationshiotoinformant

237. (a) Was GHQ completed?
1 .—> 233

Yes, parily
	

2
3

(b) Reason for not completing it

232. Length of inteMew(s).
Less than 30 minutes .._..... 	 1
30minsclhour	 2
Ihourclhr3Omins...._ 3
lhr30minsc2hours ....... 	 4
2boursc2brs3Omins........ 	 S
2hrs30rninc3hours ....... 	 6
3hours+specify	 -_-	 7

233. Informant asked spontaneously in be informed of the
study results?

Yes ____
No—	 2

231. Any other comments about interview.

239. Put serial aunther on ,ink, yellow, green and
blue sheets, and on GHQ.
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IL Per cent

961
*97

198
307
524
609
220

1835
22
I

1024
*14
20

1504
343
11

51.7
48.3

10.7
16.5
28.2
32.8
11.8

98.8
1.2
0.1

55.1
43.8
1.1

80.9
18.5
0.6

1346
	

72.4
485
	

26.1
27
	

1.5

1130
	

60.8
666
	

35.8
62
	

3.3

499
	

26.9
1326
	

71.4
33
	

1.8

1*0	 9.7
1049	 56.5
177	 9.5
72	 3.9
380	 20.5

571	 27.9
937	 50.4
257	 13.8
88	 4.8
5	 0.3

194	 10.4
1595	 85.8
69	 3.7

Table D.1. Frequency distribution of deceaseds' sociodemograpbic characteristics (N=1858)

Variable

Sex
male
female
Age
under 55
55-64
65-74
75-84
85 or more
Ethnicity
white
non-white
missing information
Marital status
married
single/separated/divorced/widowed
missing information
Had living children
yes
no
missing information
Had living siblings
yes
no
missing information
Housing tenure
owner-occupier
not an owner-occupier
missing information
Lived alone
yes
no
missing information
Religious denomination
Roman Catholic
Church of England
other Protestant
other (including Islam & Judaism)
no faith/missing information
Place of death
home
hospital
hospice
other institution
ambulance/street
Had financial problems as a result of illness*
yes
no
missing information

*.This variable is only used in analyses conducted on satisfaction with health and social services
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Factor analysis : Duration of functional limitation

Table D.2a. Vanabies used In the factor analysis

Variable name	 Variable formulabon

Durbath
Durdress
Durtoilet
Durwash
Durtoe
Durdrink
Durnight

Duration for which help was needed in getting in/out of bath or shower'
Duration for which help was needed in dressing/undressing
Duration for which help was needed in going to toilet/coping on his own
Duration for which help was needed in washing/shaving
Duration for which help was needed in cutting own toe nails
Duration for which help was needed in making a hot drink
Duration for which help was needed at night

. <1 wk 1 wk-1 mth, 1 mth-3 mth, 3 mth-6 mth, 6 mth-1 year, 1 year +

Table D.2b. Factor matrix, communalities, eigenvalues, and per cent of explained variance
in the factor solution

Variable	 Factor	 Communalities Eigenvalue	 % varumce
matrix

Durbath
	

0.80
	

0.64
	

4.82	 69.0
Durdress
	 0.89
	

0.79
Durtoilet
	

0.86
	

0.73
Durwash
	

0.84
	

0.71
Dwtoe
	

0.73
	

0.73
Durdrink
	

0.86
	

0.74
Durmght
	

0.82
	

0.67

Table D.2c. Reliability statistics of developed scale

Number of items
	

Reliability Alpha	 Standardized Alpha

Seven
	

0.92
	

0.92
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Factor analysis : Duration of symptoms experience

Table D.3a. Variables used In the factor analysis

Variable name	 Variable formulation

Durbiadder	 Duration for which deceased had bladder mcontinence'
Durbowel	 Duration for which deceased had bowel incontinence
Dursmell	 Duration for which deceased had a bad smell
Durbedsore	 Duration for which deceased had bedsore
Dursick	 Duration for which deceased had vomiting or feeling sick
Durappetite	 Duration for which deceased had loss of appetite
Durswallow	 Duration for which deceased had difficulties in swallowing
Durmouth	 Duration for which deceased had a dry mouth
Durconst	 Duration for which deceased had constipation
Durnerves	 Duration for which deceased had problems with nerves or anxieties
Durlow	 Duration for which deceased felt low or miserable
Durconfuse	 Duration for which deceased was mentally confused
Dursleep	 Duration for which deceased had sleeplessness
Durcough	 Duration for which deceased had coughing problems
Durbreath	 Duration for which deceased had breathing problems

. <1 wk, 1 wk-1 mth, 1 mth-3 mth, 3 mth-6 mth, 6 mth-1 year, 1 year +

Table D.3b. Communalities, eigenvalues, and per cent of explained variance in the factor
solution

Variable	 Communalities Factor	 Eigenvalue	 Cumulative %
of variance

	

0.51
	

1	 2.94
	

19.6

	

0.41
	

2	 1.64
	

30.5
	0.36

	
3	 1.21
	

30.6

	

0.33
	

4	 1.10
	

46.0
0.34
0.65
0.40
0.62
0.17
0.56
0.57
033
0.34
0.68
0.60

Dursick
Durappetite
Durswallow
Durmouth
Durconst
Durbladder
Dursmell
Durbowel
Durbedsore
Durnerves
Durlow
Durconfuse
Dursleep
Durcough
Durbreath
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Table D.3c. Factor matrix of rotated solution:

Variable	 Factor 1	 Factor 2	 Factor 3	 Factor 4

Dursick	 0.70
	

0.05
	

0.06	 -0.15
Durappetite	 0.63
	

0.01
	

0.12
	

0.08
Durswallow	 0.56
	

0.11	 -0.04
	

0.18
Dunnouth	 0.50
	

0.15
	

0.17
	

0.18
Durconst	 0.37	 -0.04

	
0.36	 -0.27

Durbladder	 -0.06
	

0.80
	

0.11	 -0.01
Durbowel	 0.04
	

0.78
	

0.09	 -0.03
Dursmell	 0.28
	

0.56	 -0.09
	

0.04
Durbedsore	 0.22
	

0.33
	

0.10	 -0.07

Durnerves	 0.08
	

0.06
	

0.74
	

0.06
Durlow	 0.19
	

0.07
	

0.72
	

0.09
Durconfuse	 0.03
	

0.37
	

0.44
	

0.03
Dursleep	 0.39
	

0.03
	

0.43
	

0.08

Durcough	 0.05	 -0.06	 0.12	 0.81
Durbreath	 0.23	 -0.01	 0.07	 0.74

a. Quartiniax rotation of factor
b. Listwise deletion of cases

Table D.3d. Reliablilty statistics of developed scales

Items in the scale	 Reliability Alpha	 Standardized Alpha

Gastro-intestinal symptoms 	 0.54	 0.55
Dursick
Durappetite
Durswallow
Durmouth
Durconst

Incontinence	 0.56	 0.55
Durbiadder
Durbowel
Dursmell
Durbedsore

Cognitive and psychological
functioning symptoms	 0.56	 0.56

Durnerves
Durlow
Durcon
Dursleep

Respiratory symptoms	 0.55	 0.55
Durcough
Duthreath
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Table D.4. Frequency distribution of deceaseds' clinical characteristics (N1858)

Variable	 n	 Per cent

Site of malignant neoplasm
digestive organs/peritoneum
respiratory organs/intrathoracic
bone/breast/skin/connective tissue
genito-urinary organs
lymphatic/haematopoietic tissue
neoplasm of other unspecified site
neoplasm of unidentified behaviour

Intensity of functional limitation'
low
high
missing information

Duration of functional limitation'
short
long
missing information

Duration of pain'
short
long
missing information

Duration of gastro-Intestinal symptoms'
short
long
missing information

Duration of incontinence'
short
long
missing information

Duration of cognitive and psychological
functioning symptoms'
short
long
missing information

Duration of respiratory symptoms'
short
long
missing information

508
	

27.3
420
	

22.6
228
	

12.3
297
	

16.0
138
	

7.4
258
	

13.9
9
	

0.5

886	 47.7
797	 42.9
175	 9.4

869	 46.8
722	 38.9
267	 14.4

1163	 62.6
609	 32.8
86	 4.6

835	 44.9
673	 36.2
350	 18.8

880	 47.4
821	 442
157	 8.4

835	 44.9
799	 43.0
224	 12.1

943	 50.8
868	 46.7
47	 2.5

. The cut-off point is the median (Table D.15).
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Table D.5. Frequency distribution of carers' sociodemographic characteristics (N-1858)

Variable	 n	 Per cent

Relationship of respondent to deceased
spouse	 868	 46.7
not spouse (children/relatives/friends) 	 990	 53.3

Sex
male
female

Age
less than 65 years
65 years or more
missing information

Marital status
married
single/separated/divorced/widowed
missing information

Housing tenure
owner-occupier
not an owner-occupier
missing information

Living alone
yes
no
missing information

Lived with deceased
yes
no
missing information

Religious denomination
Roman Catholic
Church of England
other Protestant
other (including Islam & Judaism)
no faith /missing information

Strength of religious faith
strong
some/no faith
missing information

Have the same GP as deceased had*
yes
no
missing infonnation

626	 33.7
1232	 66.3

1199	 64.5
635	 34.2
24	 1.3

661	 35.6
1174 632
23	 1.2

1286	 69.2
542	 292
30	 1.6

831	 44.7
1007 542
20	 1.1

1145	 61.5
698	 37.6
15	 0.8

171	 9.2
1054	 56.7
175	 9.4
84	 4.5
374	 20.1

483	 26.0
1345	 72.4
30	 1.6

965	 51.9
873	 47.0
20	 1.1

. This variable is only used in analyses conducted on satisfaction with GP services
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Factor analysis : Perception of need for more help in carin g at home

Table D.6a. Variables used in the factor analysis

Variable name	 Variable formulation

Homecare	 Need for more help with domestic services
Self-care	 Need for more help with deceased's self-care activities
Help	 Some relatives should have visited and helped

Table D.6b. Factor matrix, communalities, eigenvalues, and per cent of explained variance
in the factor solution

Variable	 Factor	 Communalities Eigenvalue	 % variance
matrix

0.64	 1.45	 48.4
0.61
020

Homecare	 0.80
Self-care	 0.78
Help	 0.45

a. Unrotated one-factor solution
b. Listwise deletion of cases

Table D.6c. Reliability statistics of developed scale

Number of items	 Reliability Alpha	 Standardized Alpha

Three
	

0.44
	

0.45
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Table D.7. Frequency distribution of carers' experience of caring (N-1858)

Variable	 n	 Per cent

Perception of caring
rewarding
a burden
other but not a burden
no provision of practical help to patient
missing information

Level of restriction in activities
severely restricted
little/no restriction
no provision of practical help to patient
missing information

Have perception of need for more help
in caring at home
yes
no
missing information

Perteption of deceased's home as a place for care
easy place for care
not an easy place for care
missing information

702
	

37.8
93
	

5.0
526
	

283
520
	

28.0
17
	

0.9

866	 46.6
453	 24.4
520	 28.0
19	 1.0

830	 44.7
905	 48.7
123	 6.6

1288	 69.3
503	 27.1
67	 3.6
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Factor analysis : Bereavement-related psvcholo2ical problems

Table D.8a. Variables used In the factor analysis

Variable name	 Variable formulation

Sleep
Nerve
Appetite
Other

Since deceased died have you had problems with sleeplessness
Since deceased died have you had depression or nerves problems
Since deceased died have you had loss of appetite problems
Since deceased died have you had any other symptom caused or
made worse by the death

Table D.8b. Factor matrix, communalities, eigenvalues, and per cent of explained variance
in the factor solution

Variable	 Factor	 Communalities Eigenvalue	 % variance
matrix

Sleep
	

0.76
	

0.57
	

1.84	 46.0
Nerve
	

0.73
	

0.53
Appetite
	

0.69
	

0.48
Other
	

0.50
	

0.25

a. Unrotated one-factor solution
b. Listwise deletion of cases

Table D.8c. Reliablilty statistics of developed scale

Number of items
	

Reliability Alpha
	 Standardized Alpha

Four
	 0.60

	
0.60
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Factor analysis : Practical worries resulting from deceased's death

Table D.9a. Variables used in the factor analysis

Variable name	 Variable formulation

Financial
	

Since deceased died have you had financial problems
Legal
	

Since deceased died have you had legal problems
Ownership
	

Since deceased died have you had problems with house ownership
Other
	

Since deceased died have you had any other worry

Table D.9b. Factor matrix, communalities, eigenvalues, and per cent of explained varia.ce
in the factor solution

Variable	 Factor	 Communalities Eigenvalue	 % variance
matrix

1.57	 39.2Financial	 0.73	 0.39
Legal	 0.68	 0.52
Ownership	 0.63	 0.46
Other	 0.43	 0.19

a. Unrotated one-factor solution
b. Listwise deletion of cases

Table D.9c. Reliablilty statistics of developed scale

Number of items	 Reliability Alpha	 Standardized Alpha

Four	 0.46	 0.47
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Factor analysis : Carer's ad justment to bereavement

Table D.lOa. Variables used in the factor analysis

Variable name	 Variable formulation

Miss
Loneliness
Forward
Term
Reasonable

Do you miss deceased great deal, quite a lot or not at all?
Do you find loneliness a problem for you or not?
Do you look forward to things the same way as before deceased's death?
Do you feel you have come to terms with deceased's death or not yet?
Would you describe the way things are going for you as reasonable, fbi
very well, or not at all well?

Table D.lOb. Factor mafrix, communalities, eigenvalues, and per cent of explained variance
in the factor solution

Variable	 Factor	 Communalities Eigenvalue	 % variance
matrix

44.3Miss	 0.65
Loneliness	 0.71
Forward	 0.79
Term	 0.69
Reasonable	 0.46

0.43	 2.22
0.50
0.61
0.47
0.21

a. Unrotated one-factor solution
b. Listwise deletion of cases

Table D.lOc. ReliabilIty statistics of developed scale

Number of items	 Reliability Alpha	 Standardized Alpha

Five
	

0.69
	

0.68
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Table D.11. Frequency distribution of carers' bereavement characteristics (N=1858)

Variable

Self-assessment of post-bereavement health
excellent
good
fair/poor
missing information

Adjustment to bereavement
poor
good
missing information

Have bereavement-related psychological problems
at least one problem
no health problems
missing information

Have post-bereavement practical worries
at least one worrying problem
no worrying problems
missing information

Psychological functioning
low GHQ score
high GHQ score
missing information

n	 Percent

430	 23.1
934	 50.3
470	 25.3
24	 1.3

796	 42.8
986	 53.1
76	 4.1

1231	 66.3
600	 32.3
27	 1.5

626	 33.7
1186	 63.8
46	 2.5

870	 46.8
801	 43.1
187	 10.1

. The cut-off point is the median (Table D.15).
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Table D.12. Frequency distribution of district nurses' services delivered to deceased In the
last year of life (N1 100).

Variable	 n	 Per cent

Number of times DN visited deceased in last 12 months
less than 20 times
20-49 times
50 times or more
missing information

Frequency of visits
nurse visited deceased veiy frequently
(more than once a day/ every day)
nurse visited deceased fairly frequently
(2-6 times a week! once a week)
nurse visited deceased infrequently
(2-3 times a month! less often)
missing information

Type of care provided
practical
talking
both equally
missing information

Nurse gave advice
yes
no
missing information

Nurse contacted other services
yes
no
missing information

Nurse visited at night
yes
no
missing information

Nurse visited carer after deceased's deathe
yes
no
missing information

503
	

45.7
285
	

25.9
298
	

27.1
14
	

1.3

543	 49.4

427	 38.8

117	 10.6

13	 1.2

814	 74.0
199	 18.1
61	 5.5
26	 2.4

606	 55.1
387	 352
107	 9.7

475	 43.2
566	 51.5
59	 5.4

226	 20.5
861	 78.3
13	 1.2

295	 26.8
794	 722
11	 1.0
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Table D.13. Frequency distribution of general practitioners' services delivered to deceased
in the last year of life (N1854)

Variable	 n	 Per cent

Number of times GP visited deceased at home
less than 20 times
20 times or more
missing information

GP visited at night
yes
no
missing information

GP told the carer about the diagnosis
yes
no
missing information

GP provided treatment for pain
yes
no / deceased had no pain
missing information

GP provided treatment for breathlessness
yes
no / deceased had no breathing problems
missing information

GP provided treatment for vomiting
yes
no / deceased had no vomiting
missing information

GP provided treatment for constipation
yes
no / deceased had no constipation
missing information

GP visited carer after deceased's death
yes
no
missing information

1484 80.0
275	 14.8
95	 5.2

681	 36.7
1121 603
52	 2.8

341	 18.4
1481	 79.9
32	 1.7

1277 6L9
468	 25.2
109	 5.9

447	 24.1
1325	 71.5
82	 4.4

590	 31.8
1141	 61.5
123	 6.6

749	 40.4
945	 51.0
160	 8.6

33	 1.8
1804 973
17	 0.9
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869	 52.7
693	 42.1
86	 5.2

215	 13.0
1402	 85.1
31	 1.9

426	 25.8
1110	 67.4
112	 6.8

1085	 65.8
319	 19.4
244	 14.8

459	 27.9
1015	 61.6
174	 10.6

398	 24.2
924	 56.1
326	 19.8

395	 24.0
745	 45.2
508	 30.8

837	 50.8
653	 35.2
158	 9.6

673	 40.8
960	 58.3
15	 0.9

370	 22.5
1217	 73.8
61	 3.7

453	 27.5
1151	 69.8
44	 2.7

706	 42.8
911	 55.3
31	 1.9

Table D.14. Frequency distribution of hospital doctors' services delivered to deceased In the
last year of life (N=1648)

Variable	 n	 Per cent

Deceased had enough privacy while in hospital
yes, all the time
sometimes/never
missing information
Deceased had a room on his/her own
yes, all the time
sometimes/never
missing information
Carey's perception of the journey
to visit deceased In hospital
tiring
not tiring
missing information
Doctor provided treatment for pain
yes
no / deceased had no pain
missing information
Doctor provided treatment for breathlessness
yes
no / deceased had no breathing problems
missing information
Doctor provided treatment for vomiting
yes
no / deceased had no vomiting
missing information
Doctor provided treatment for constipation
yes
no / deceased had no constipation
missing information
Deceased had a choice about treatment
yes
no/other non-affirmative answers
missing information
Deceased had an operation(s) in a hospital
in the last year of life
yes
no
missing information
Deceased had chemotherapy/hormone treatment
in a hospital in the last year of life
yes
no
missing information
Deceased had radiotherapy in a hospital in
the last year of life
yes
no
missing information
Carer knew the diagnosis from a hospital doctor
yes
no
missing information
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+0.40
	

0.042	 1.50 (1.01 to 221)

+0.70
	

0.001	 2.01 (1.46 to 2.78)
0.093

+0.24
	

0.527	 127 (0.60 to 2.67)
-0.23
	

0.555	 0.80 (0.39 to 1.69)
-0.08
	

0.151	 0.92 (0.39 to 2.16)

+029
	

0.08 1
	

133 0.96 to 1.84)

+137
	

0.001
	

3.93 (2.48 to 6.23)

+0.96
	

0.001
	

2.63 (1.78 to 3.87)

Table El. Multivariate associations at MV-I of the service and non-service related factors
in predicting carers' satisfaction with the general practitioners' services, with no outliers
removed.

Selection criteria Enter
Number of cases 909
Variable

Constant

Non-service characteristics
Place of death
home vs institution
Intensity of functional limitation
low vs high
Duration of functional limitation
short vs long
Duration of incontinence
short vs long
Duration of respiratory symptoms
short vs long
Caret's age
65 years or more vs less than 65
Carer's strength of religious faith
strong vs some or no faith
Carer's self-assessment of
post-bereavement health
excellent vs fair/poor
good vs fair/poor
Carer had bereavement related
health problems
no vs yes
Carer has the same GP as deceased
yes vs no
Carer's perception of caring
rewarding vs a burden
other but not burden vs a burden
no practical help vs caring is a burden
Carer had perception of need for
more help in caring at home
no vs yes

Service-related characteristics
Number of home visits made by GP
20 or more vs less than 20 visits
GP told caret about diagnosis
yes vs no

Regression	 P value	 Odds(95% C.L
coefficient	 ratio
-2.81	 0.001

	

+0.37
	

0.033	 1.44 (1.03 to 2.02)

	

+0.43
	

0.054	 1.54 (0.99 to 2.39)

	

-0.72
	

0.002	 0.49(031 to 0.77)

	

+0.19
	

0.018	 1.21 (1.03 to 1.43)

	

-+0.30
	

0.059	 135 (0.54 to 1.83)

	

+0.34
	

0.077	 1.41 (0.96 to 2.05)

	+0.30
	

0.079	 1.35 (0.97 to 1.87)

0.06 1

	

+0.47	 0.046	 1.60 (1.01 to 2.53)
	+0.06	 0.781	 1.06 (0.71 to 1.57)

a.Cases correctly classified : 70.400.
b.Model chi-square= 7828, Df-7, P< 0.001
c.Goodness-of-fit chi-square=9203 1, Df-876, P:0.145
d.Number of outliers with SRESID of 2.00 or more : 21.
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The following variables were in the model but had a significance level greater than

0.1: deceased housing tenure; deceased had living children; deceased had living

siblings; duration of psychological and cognitive functioning symptoms; relationship

of carer to deceased; carer lives alone; carer's adjustment to bereavement; carer's

psychological functioning; carer's perception of deceased home as an easy place for

care; the level of restriction in the carer's activities as a result of caring; GP visited

carer after deceased's death; GP visited deceased at night; GP provided treatment

for pain; GP provided treatment for constipation; GP provided treatment for

vomiting; and GP provided treatment for breathing problems.
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+036	 0.014
	

1.43 (1.O7to 1.90)

+0.78	 0.00 1
	

2.19 (1.68 to 2.85)
0.006

+0.38	 0.227
	

1.46 (0.79 to 2.72)
-0.09	 0.786
	

0.91 (0.49 to 1.72)
-0.11	 0.741
	

0.90 (0.47 to 1.72)

+032	 0.017
	

1.37 (1.06 to 1.78)

Table E.2. Multivariate associations at MV-il of the service and non-service related factors
independently predicting satisfaction at MV-I with carers' satisfaction with the general
practitioners' services, with no outliers removed

Selection criteria : Forward Stepwise
Number of cases : 1232

Variable	 Regression	 P value	 Odds (95% C.1.)
coefficient	 ratio

Constant	 -2.16	 0.001

Non-service characteristics
Place of death
home vs institution
Duration of respiratory symptoms
short vs long
CaTer's strength of religious faith
strong vs some or no faith
Carer's self-assessment of
post-bereavement health
excellent vs fair/poor
good vs fir/poor
Carer had bereavement-related
psychological problems
no vs yes
Carer has the same GP as deceased
yes vs no
Carer's perception of caring
rewarding vs a burden
other but not burden vs a burden
no practical help vs caring is a burden
Carer had perception of need for
more help in caring at home
no vs yes

	

-+0.33	 0.019
	

1.39 (1.05 to 1.82)

	

-4-0.32	 0.016
	

1.37 (1.06 to 1.76)

	

+0.31	 0.026
	

1.37 (1.O4to 1.81)

0.005

	

+0.52	 0.005
	

1.69 (1.17 to 2.43)

	

+0.05	 0.757
	

1.05 (0.76 to 1.43)

Service-related characteristics:
Number of home visits made by GP
20 or more vs less than 20 visits 	 +1.28	 0.001	 3.60 (2.51 to 5.16)
GP told carer about diagnosis
yes vs no	 +0.92	 0.00 1	 2.51 (1.83 to 3.44)

a.Cases correctly classified : 69.48° o
b.Model chi-square= 220.44, Df=13, P< 0.001
c.Goodness-of-fit chi-square=1227.86, Df1218, P=0.416
d.Residual chi-square for variables not in the equation= 19.31, Df-5, P= 0.002
e.Number of outliers with SRESID of 2.00 or more 25.

Five variables were not selected in the equation. These are intensity of functional

limitation; duration of functional limitation; duration of incontinence; carer's age;

and carer's adjustment to bereavement.
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Regression	 P value
coefficient
-2.33	 0.00 1

+0.41	 0.067

0.011

	

+0.71	 0.009

	

+0.13	 0.590

	

+0.43	 0.026
0.067

	

-0.63	 0.119

	

-1.04	 0.013

	

-0.73	 0.104

Odds (95% C.!.)
ratio

1.50 (0.97 to 2.32)

2.04 (1.19 to 3.49)
1.14 (0.71 to 1.81)

1.54 (1.05 to 2.25)

0.53 (0.24 to 1.18)
0.35 (0.15 to 0.80)
0.48 (0.20 to 1.16)

	

+0.83	 0.00 1
	

2.30 (1.57 to 337)

	

+1.20	 0.001
	

3.31 (2.22 to 4.94)

+0.59	 0.004
	

1.78 (1.20 to 2.66)

Table F.3. Multivariate associations at MV-I the service and non-service related factors in
predicting informal carers' satisfaction with the hospital doctors' services, with no outliers
removed

Selection criteria : Enter
Number of cases : 672

Variable

Constant

Non-service characteristics
Carer's ae
65 years or more vs less than 65
Carer's self-assessment of
post-bereavement health
excellent vs fair poor
good vs fair/poor
Carer's psychological functioning
low vs high GHQ score
Carer's perception of caring
rewarding vs a burden
other but not burden vs a burden
no practical help vs caring is a burden

Service-related characteristics

Carer perceived that deceased had
a choice about the treatment given
yes vs no
Carer perceived that deceased had
enough privacy in hospital
all the time vs sometimes/never
Carer perceived that doctor provided
treatment for respiratory symptoms
treatment was provided vs treatment not
provided/did not have such symptoms

a.Cases correctly classified 69.64%
b.Model chi-square= 68.42, Df=7, P< 0.001
c.Goodness-of-fit chi-square 651.59, Df=642, P=0.388
e.Vaiiables in the model with significance level greater than 0.1:
d.Number of outliers with SRESH) of 2.00 or more: 10.
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The following variables were in the model but bad a significance level of P greater

than 0.1 : site of malignant neoplasm; deceased had siblings; relationship of

respondent to deceased; intensity of functional limitation; duration of incontinence;

duration of functional limitation; duration of gastro-intestinal symptoms; duration

of psychological and cognitive functioning symptoms; carer lives alone; carer's

perception of need for more help in caring at home; deceased had a room on his/her

own; deceased bad chemotherapy; deceased bad operation(s); carer knew the

diagnosis from doctor; and the carer's perception of the journey to visit deceased as

tiring.
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+0.95
	

0.001
	

2.57 (1.95 to 3.39)

+127
	

0.001
	

3.55 (2.68 to 4.69)

+0.33
	

0.024
	

1.39 (1.04 to 1.84)

Table E4. Multivariate associations at MV-il of the service and non-service related factors
independently predicting satisfaction at MV-I with carers' satisfaction with the hospital doctors'
services, with no outliers removed

Selection criteria : Forward Stepwise
Number of cases : 1114

Variable	 Regression	 P value	 Odds (95% C.!.)
coefficient

Constant	 -2.30
	

0.00 1

Non-service related characteristics
Carer's self-assessment of
post-bereavement health
excellent vs fair/poor
good vs fair/poor

0.001

	

+0.76
	

0.001
	

2.15 (1.47 to 3.13)

	

+0.1
	

0.284
	

1.20 (0.86 to 1.66)

Service-related characteristics
Carer perceived that deceased had
a choice about the treatment given
yes vs no
Carer perceived that deceased had
enough privacy in hospital
all the time vs sometimes/never
Carer perceived that doctor provided
treatment for respiratory symptoms
treatment was provided vs treatment not
provided/did not have such symptoms

a.Cases correctly classified : 67.86%
b.Model chi-square= 166.66, Df-5, P< 0.001
c.Goodness-of-fit chi-square=109637, Df=1 108, P+0.592
d.Residual chi-square for variables not in the e4juation= 9.95, Df 5, P= 0.077
e.Number of outliers with SRESID of 2.00 or more: 17.

The following variables were not selected in the equation carer's age; carer's

psychological functioning; and the carer's perception of caring.
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	+0.43	 0.010

	

+0.57	 0.057

	

-0.77	 0.001

	

+0.29	 0.07 1

0.001

	

+0.99	 0.001

	

+0.41	 0.044

	

+0.77	 0.001

0.039
+0.70
	

0.087
+022
	

0.591
+0.52
	

0.257

Table E.5. Multivariate associations at MV-I of the non-service related factors in predicting
informal carers' satisfaction with the health and social services, with no outliers removed

Selection criteria : Enter
Number of cases :1073

Regression	 P value
coefficient

-4.51	 0.001

Variable

Constant

Non-service characteristics
Deceased's housina tenure
(owner-occupier)
yes vs no
Deceased had financial problems
which resulted from illness
no vs yes
Duration of functional limitation
experienced by deceased
short vs long
Strength of the carer's religious
faith
strong vs some or no faith
Carer's self-assessment of
post-bereavement health
excellent vs fair/poor
good vs fair/poor
Carer had perceptions of need
for more help in caring for the
deceased at home
no vs yes
Carer's perception of caring
for deceased
rewarding vs burden
other but not burden vs burden
no prtical help vs caring is a burden

Odds (95% C.I.)
ratio

1.54 (1.11 to 2.14)

1.77 (0.98 to 3.19)

0.46 (0.30 to 0.70)

1.34 (0.97 to 1.83)

2.69(1.72 to 4.21)
1.50 (1.01 to2.22)

2.17 (1.59 to 2.96)

2.02 (0.90 to 4.54)
1.25 (0.55 to 2.84)
1.68 (0.68 to 4.14)

a.Cases correctly classified : 73.63%
b.Model chi-squ&e= 142.30, Df-23, P< 0.001
c.Goodness-of-fit chi-square=1049.46, Df=1049, P0.490
d.Number of outliers with SRESII) of 2.00 or more: 18
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The variables that were in the model but had a significance level greater than 0.1

are : deceased's place of death; deceased had children; intensity of functional

limitation; duration of psychological/cognitive functioning symptoms; duration of

respiratory symptoms; relationship of respondent to deceased; carer's age; carer lives

alone; carer's psychological functioning; carer had bereavement-related health

problems; carer had practical worries/anxieties which resulted from deceased's

death; carer's perception of deceased home as an easy place for care; and the level

of restriction in the carer's activities as a result of caring.
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Table E.6. Multivariate associations at MV-il of the non-service related factors independently
predicting satisfaction at MV-I with carers' satisfaction with the health and social services, with
no outliers removed

Selection criteria : Forward stepwise
Number of cases : 1365

Variable	 Regression	 P value	 Odds (95% C.!.)
coefficient	 1fl

0.001

	

0.037
	

1.33 (1.02 to 1.75)

	0.048
	

1.61 (1.00 to 2.59)

	0.001
	

0.53 (0.39 to 0.70)

	

0.012
	

1.42 (1.08 to 1.87)

0.001

	

0.001
	

2.45 (1.70 to 3.53)
	0.047

	
1.39 (1.00 to 1.93)

	

0.001
	

2.28 (1.76 to 2.97)

0.001

	

0.022
	

228 (1.13 to 4.60)

	

0.496
	

1.28 (0.62 to 2.64)

	

0.329
	

1.45 (0.69 to 3.07)

Constant	 -3.39

Non-service characteristics
Deceased's housing tenure
(owner-occupier)
yes vs no	 +0.29
Deceased had financial problems
which resulted from illness
no vs yes	 +0.48
Duration of functional limitation
experienced by deceased
long vs short	 -0.64
Strength of the carer's religious
faith
strong vs some/no faith
	

+0.35
Carer's self-assessment of
post-bereavement health
excellent vs fair/poor	 +0.90
good vs fair/poor	 +0.33
Carer had perceptions of need
for more help in caring for the
deceased at home
no vs yes	 +0.83
Carer's perception of caring
for deceased
rewarding vs burden	 +0.82
other but not burden vs burden	 +0.25
no practical help vs caring is a burden	 +0.37

a.Cases correctly classified 73.55%
b.Model chi-square= 136.36, Df-10, P< 0.00 1
c.Goodness-of-fit chi-square=1377.98, Df=1354, P=O.319
d.Number of outliers with SRESID of 2.00 or more : 24.

All the variables that significantly predicted informal carer's satisfaction with the

health and social services at P< 0.1 at MV Phase-I were selected in the equation
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Table F.!. Carers' satisfaction with district nurses' services with Interviewer's sex,
Interviewing experience, and length of interview

Interviewer	 Satisfaction with service
characteristics	 high	 low	 total

n (%)	 n (%)	 n(100%)

Sex
male
	

56 (56)	 44 (44)	 100
female	 502 (51)	 474 (48.6)	 976
X2= 0.75, Df=1, P= 0.384

Interviewing experience
OPCS/MRC/other professional training 288 (49.8) 	 290 (50.2)	 578
market research	 218 (55.3)	 176 (44.7)	 394
no previous experience	 52 (50.0)	 52 (50.0)	 104
X= 3.00, Df=2, P= 0.223

Length of interview
less than 2 hours	 267 (50.2)	 265 (49.8)	 532
2.00-2.30	 144 (52.0)	 133 (48.0)	 277
2.30-3.00	 89 (61.0)	 57 (39.0)	 146
3.00 +	 50 (48.1)	 54 (51.9)	 104
X2= 6.03, Df= 3, P= 0.110

323



Table F.2. Carers' satisfaction with Cl's' services with interviewer's sex, interviewing
experience, and length of Interview

Interviewer	 Satisfaction with service
characteristics	 high	 low	 total

n (%)	 n (%)	 n(100%)

Sex
male
	

67 (40.1)	 100 (59.9)	 167
female
	

624 (38.6)	 991 (61.4)	 1615
X2= 0.14, Df=1, P= 0.708

Interviewing experience
OPCSIMRC/other professional training 345 (37.5)	 576 (62.5)	 921
market research	 284 (41.9)	 394 (58.1)	 678
no previous experience	 62 (33.9)	 121 (66.1)	 183
X2= 5.29, Df=2, P= 0.071.

Length of interview
less than 2 hours	 361 (38.0)	 588 (62.0)	 949
2.00-2.30	 178 (41.1)	 255 (58.9)	 433
2.30-3.00	 85 (39.9)	 128 (60.1)	 213
3.00 +	 56 (35.4)	 102 (64.6)	 158
X2= 2.06, Df= 3, P= 0.559.
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Table F.3. Caters' satisfaction with hospital doctors' services with interviewer's sex,
interviewing experience, and length of Interview

Interviewer	 Satisfaction with service
characteristics	 high	 low	 total

n (%)	 n (%)	 n(I00%)

Sex
male	 51 (37.2)	 86 (62.8)	 137
female	 484 (34.5)	 918 (65.5)	 1402
x2= 0.29, Df=1, P= 0.589

Interviewing experience
OPCSIMIRC/other professional training 	 266 (32.8)	 545 (67.2)	 811
market research	 204 (35.7)	 368 (64.3)	 572
no previous experience	 65 (41.7)	 91 (58.3)	 156
X 4.86, Df=2, P= 0.088.

Length of Interview
less than 2 hours	 303 (37.5)	 506 (62.5)	 809
2.00-230	 110 (29.3)	 266 (70.7)	 376
2.30-3.00	 61 (33.9)	 119 (66.1)	 180
3.00 +	 53 (35.6)	 96 (64.4)	 149
X2= 7.70, Df= 3, P= 0.052.
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Table F.4. Carers' satisfaction with health and social services in general with interviewer's
sex, interviewing experience, and length of Interview

Interviewer	 Satisfaction with service
characteristics	 high	 low	 total

n (%)	 a	 (%)	 n(100%)

Sex
male	 48 (28.4)	 121 (71.6)

	
169

female
	 456 (27.4)	 1211 (72.6)

	
1667

X2= 0.08, Df=1, P= 0.771

Interviewing experience
OPCSIMRC/other professional training 	 251 (26.4)	 699 (73.6)

	
950

market research	 202 (29.1)	 493 (70.9)
	

695
no previous experience	 51 (26.7)	 140 (733)

	
191

X2= 1.47, Df=2, P= 0.479.

Length of interview
less than 2 hours	 282 (28.6)	 70.3 (71.4)

	
985

2.00-2.30	 102 (23.3)	 336 (76.7)
	

438
2.30-3.00	 66 (30.7)	 149 (69.3)

	
215

3.00 +	 44 (26.2)	 124 (73.8)
	

168
X2= 5.77, Df= 3, P= 0.123.
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