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ABSTRACT

The aim of this research was to undertake an evaluation of domiciliary physiotherapy,
by assessing the cost effectiveness of a new Domiciliary Physiotherapy Service (DPS)
and by analysing the process of domiciliary physiotherapy practice. The main element of
the work was a randomised controlled trial of the DPS, in which an experimental group
receiving domiciliary physiotherapy assessment and intervention was compared with a
control group receiving conventional care. Hypotheses that domiciliary physiotherapy
would improve clients’ independence in activities of daily living (ADL) and health
status, and reduce clients’ use of other services, were tested. The null hypotheses related
to ADL and health status could not be rejected, possibly because of a smaller than
intended sample size, and/or the masking of real effects by sample attrition, or lack of
sensitivity of the outcome measures. There was evidence to suggest that the DPS may
have significantly increased, rather than decreased, the proportion of clients with at least
one contact with another health or social service. The analysis of the process of
domiciliary physiotherapy developed as the RCT progressed. An interpretive account of
domiciliary physiotherapy practice, framed within the author’s own experiential
knowledge, was constructed using quantitative and qualitative data from DPS treatment
records, GP referral forms, and interviews with clients, carers and experienced
community-based therapists. The interpretive analysis has underpinned a new
‘reciprocal learning’ model of domiciliary physiotherapy, which may assist practitioners
working in the field. The way forward for domiciliary physiotherapy practice may be to
acknowledge that measurable clinical outcomes cannot easily be determined, and that
criteria for assessing the value of domiciliary physiotherapy should be based on client

and carer perspectives.
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CHAPTER ONE
INTRODUCTION

1. OVERVIEW OF CHAPTER

This thesis reports on research which evaluated a new Domiciliary Physiotherapy Service
(DPS) introduced in Newcastle upon Tyne in 1989. A randomised controlled trial (RCT) of the
DPS, conducted between 1989 and 1991, assessed the cost effectiveness of domiciliary
physiotherapy in relation to it’s impact on clients’ performance in activities of daily living,
perceived health status and use of other health and social services. At the end of the RCT, a
reflexive interpretive analysis of the process of domiciliary physiotherapy was undertaken. This
analysis integrated qualitative data obtained from a small number of clients and carers and
experienced domiciliary therapists within a framework of the author’s experiential knowledge
and reflections. The reflexive analysis was developed slowly over time between 1991 and 1993,
in paralle]l with the detailed analysis of the quantitative outcomes from the RCT. A peer-
reviewed journal article, which discussed methodological issues that arose during the RCT, was
written in 1996 and published in 1997. The final three years of this part-time PhD programme

(1996-1999) were spent writing up the thesis, which was submitted in April 2000.

This introductory chapter will firstly set out the overall aim and objectives for the research
presented in this PhD thesis. Then, in Section 3, selected literature relating to the field of
domiciliary physiotherapy will be reviewed. The local background to the research will be
discussed in Section 4. The literature review will include papers current at the time of the trial,
as well as those published more recently, in order that developments over the decade since the
beginning of the research programme can be reviewed. Key changes in the organisation of the
National Health Service during this period will be briefly addressed, so that the shifting

political and organisational context of the research can be illustrated. The literature review will



be presented under four sub-headings. Firstly, the history of physiotherapy will be discussed
from perspectives relevant to the development of domiciliary practice. Secondly, the growth of
domiciliary physiotherapy will be analysed, with particular reference to medical dominance and
tensions between traditional models of physiotherapy and the requirements of community-based
practice. Thirdly, domiciliary physiotherapy as a field of work will be examined. Finally, the
evolution of professional knowledge in physiotherapy will be reviewed, so that the issues
facing domiciliary physiotherapists at the time of the trial can be related to current debates
about physiotherapy knowledge and expertise. The status of professional or ‘expert’ knowlédge
was largely taken for granted in the late 1980s, but has since come under scrutiny, both within

the profession and by others, particularly the Government and service users.

Additional literature will be discussed later, at the most relevant point in the thesis. For
example, key controlled trials involving physiotherapy are briefly discussed in the present
chapter, and then re-examined from a methodological perspective in Chapter Two. Literature
relating to measuring the outcome of physiotherapy is also considered in Chapter Two. The
characteristics of clients referred to other domiciliary physiotherapy services are reviewed in

Chapter Three, when sample representativeness is discussed.

2. OVERALL RESEARCH AIM AND OBJECTIVES

2.1 RESEARCH AIM

The aim of the PhD programme was to undertake an evaluation of domiciliary physiotherapy,
through an assessment of the cost effectiveness of a new Domiciliary Physiotherapy Service

and an analysis of the processes underlying domiciliary physiotherapy practice.



2.2 RESEARCH OBJECTIVES

2.2.1 To assess the cost effectiveness of a new Domiciliary Physiotherapy Service
(DPS), for adult and elderly clients and their carers by means of a randomised controlled

trial (RCT) which compared the DPS with usual care available in Newcastle upon Tyne.

2.2.2 To analyse the process of physiotherapy in a domiciliary setting by using
quantitative and qualitative data to construct an interpretive account of domiciliary

physiotherapy practice.

2.2.3 To develop a model of domiciliary physiotherapy practice based on the RCT and

the interpretive account.

3. LITERATURE REVIEW

3.1 THE HISTORY OF PHYSIOTHERAPY

Regulated physiotherapy practice began in the late nineteenth century, when women trained in
remedial massage formed an organisation that was later to become the Chartered Society of
Physiotherapy (Barclay 1994). In order to gain respectability and credibility, the early founders
of the profession invited the patronage of medical men of the time (Roberts 1994). Having
doctors as role models motivated the profession to align itself with the practice and theory of
medicine, and a strong association was formed between physiotherapy and hospital-based care.
Like doctors, physiotherapists began to specialise in defined areas of practice, e.g.
orthopaedics, neurology or surgery. They studied medical subjects such as anatomy and
physiology, and made claims to scientific knowledge that were later to play a key role in the

professionalisation of the occupation of physiotherapy (Hugman 1991). Physiotherapy practice



developed according to the framework of the medical model. Treatments were expected to
provoke repeatable responses from human bodies that were believed to behave in predictable
ways (Roberts 1994). Physiotherapists accepted that diseases and disorders could be explained
in terms of changes or failures in body systems, and they did not consider that both response to
and origins of illness could be accounted for in psychological terms (Pratt 1989). Physiotherapy
was applied as a counter to disease or disability, with the aim of curing the patient or restoring
abnormal function back to normal (Roberts 1994). The treatment of physical problems by
physical means formed the core of physiotherapy (Williams 1986), and physiotherapists’ use of
their hands in treatment became the key element that distinguished them from other

professionals.

At the time of the trial, physiotherapy held high status within the remedial therapy professions,
by virtue of its command of technical skill and it’s close association with medicine (Alaszewski
1979). However, this association had brought with it dominance by doctors. By the 1970s,
physiotherapists had started to question doctors’ control over the scope of their practice, and
were beginning to fight for clinical autonomy (Ovretveit 1985). In 1972, the Chartered Society
of Physiotherapy made a significant move forward by appointing a physiotherapist as chairman,
rather than a doctor (Barclay 1994). The right to manage themselves was finally acquired by
physiotherapists following the 1974 National Health Service reorganisation, but the profession
was still ideologically dominated by medicine. According to Alaszewski (1979),
physiotherapists were technique-centred practitioners, more focused on their special skills than
on the problems of the patient in their care. In his review of articles published in the journal of
the Chartered Society of Physiotherapy between 1964-1973, he found that nearly 70% of papers
were concerned with equipment, specific conditions or techniques of treatment, and only 22%
were holistically orientated. He had previously observed that physiotherapists did not
necessarily conceptualise patients as whole beings (Alaszewski 1977), but mentally

deconstructed them into relevant constituent parts when planning treatment.



3.2 THE GROWTH OF DOMICILIARY PHYSIOTHERAPY

The first community physiotherapy service appeared in 1943 (Dennison 1969) when a mobile
physiotherapy unit, funded by voluntary contributions, was set up in East Surrey. However, it
was many years before physiotherapy outside hospital premises became widely available. The
medical dominance once welcomed by physiotherapists had become a barrier to professional
diversity. While other professions, such as nursing and occupational therapy, were developing
community-based services in the 1960s and 70s (Burnard 1988), physiotherapy was fighting for
professional autonomy. Many physiotherapists were managed by doctors. They could only see a
patient on doctors’ orders, and doctors prescribed the treatments they gave (Ovretveit 1985).
Progress into the community was slowed down by hospital consultants striving to maintain
exclusive control over and access to physiotherapy services. It was not until the 1970s that
physiotherapists acquired the right of self-management (Ovretveit 1985) and the freedom to
determine areas of development for the profession. However, even after self-management was

in place, physiotherapy did not immediately extend it’s scope of practice.

There are several possible reasons why the profession was slow to diversify. Physiotherapists
were used to high status within the professions allied to medicine, and the growth in community
as the location for professional intervention was more marked in patient groups not usually
associated with high status work, e.g. the elderly and people with learning disabilities (Hugman
1991). Community-based rehabilitation services for those with long-term impairments
developed as the poor relation to hospital services, as the technical nature of medicine and
physiotherapy did not fit well with the slow pace of recovery or inevitable decline of patients
being managed at home (Robinson 1988). Advice and counselling are key components of
successful long-term rehabilitation therapy, and the reduced need for the hands-on intervention
so fundamental to physiotherapy may have been off-putting for highly trained therapists.
Condie (1991) claims that physiotherapists back away from problems that cannot be tackled by

conventional physiotherapy means, and that they feel guilty if they are not carrying out



technical treatment during every minute of a session with their patient. Paradoxically, although
long-term rehabilitation does not assume high status, the work is probably more challenging
than high-tech acute care (Hugman 1991). Caseloads in the community are likely to be diverse
and demanding, and the support of other professionals cannot be immediately accessed as in a
hospital situation (Smyth 1985). Therefore, community-based work provides considerably more
scope than hospital work for physiotherapists to develop clinical freedom and autonomy
(Alaszewski 1977). Outside a hospital base, physiotherapists have to decide who to treat and
who not to treat. They must prioritise their caseload, rather than simply respond to referrals,
and they may be required to take the lead on a case or co-ordinate the work of other
professionals. Ironically, such levels of autonomy in physiotherapy are characteristic of fields

where medicine has little to offer (Ovretveit 1985).

As physiotherapists become specialists, they may become inflexible and over-skilled, lacking
the open-mindedness which would enable them to cope with problems that do not fit with their
own frame of reference (Schon 1991). At the time of the trial, social scientists were beginning
to argue that the medical model of rehabilitation could not be successfully applied in cases of
intractable long-term impairment, where there may be no possibility of a cure or return to
normal (Robinson 1988). This poor fit between traditional models of practice and the needs of
community-based clients may explain why domiciliary physiotherapists can find it difficult to
obvious places at which to begin or end their treatment (Furnell and Furnell 1987). While
physiotherapists may be very familiar with working at the level of impairment to relieve pain or
restore movement after an acute sprain or strain (Condie 1991), they are less comfortable

working with incurable disability.

In the modern health service, we are now experiencing a substantial shift towards primary care

led services. The White Paper The New NHS, Modern, Dependable (Department of Health



1997) has raised the profile of those working in the community. New Primary Care Groups will
be responsible for commissioning services for local patients, and physiotherapists may have a
unique opportunity to extend their role into primary care on a wide scale. However, this
extension of role will bring with it new challenges in relation to moving away from medically
orientated practice, relying less on purpose built environments and equipment, and learning to
work more effectively with carers as well as patients. The physiotherapists working in the DPS
responded to these challenges, and the resulting development of their practice will be discussed

in this thesis.

3.3 DOMICILIARY PHYSIOTHERAPY AS A FIELD OF WORK

The expression ‘community physiotherapy’” was used loosely to describe any service offered in
community venues such as GP premises, health centres, or the patient’s own place of residence
(Partridge 1982a). However, more recent papers have begun to use the terms ‘home’
physiotherapy (Young and Forster 1992) or ‘domiciliary’ physiotherapy (Gladman ez al. 1995)
to distinguish between services offered in the patient’s own home and those offered in other
non-hospital venues. The term domiciliary physiotherapy has been chosen to describe the

service under investigation in this PhD.

In the 1970s, physiotherapy out of hospital sites became gradually more widely available.
However, following reports by the Department of Health and Social Security (1972, 1973),
domiciliary services that offered regular treatment for community-dwelling adults were
discouraged, on the grounds of economy. Domiciliary physiotherapists were initially urged to
take on an advisory role only. Over the last 20 years, several anecdotal papers have charted the
growth of community/domiciliary physiotherapy for adult patients (Macmillan 1977, Frazer
1980, Lamont and Langford 1980, Forster ef al. 1981, Smyth 1985, Burnard 1988, Seymour

and Kerr 1996). It would seem that the recommendations of the early 1970s were later



disregarded, as papers from the 1980s, published before the trial, describe services that clearly
offer treatment as well as advice (Frazer 1980, Smyth 1985, Burnard 1988). Some early
services, such as the one reported by Smyth (1985), were developed, like the DPS, to meet the
needs of multiple patient groups. However, as time has passed, services have become more

targeted towards patients with a specific diagnosis, e.g. stroke (Forster and Young 1990).

Various papers report common aims in service provision, and, regardless of whether they were
published in the 1980s or 1990s, they express similar views on the possible benefits of
physiotherapy in a patient’s own home. Most acknowledge the advantages associated with
seeing the person in their own environment. In the home situation, problems linked to the living
environment can be more easily determined, families can be closely involved and carers’
problems may be more easily addressed (Ebrahim and Nouri 1987). Strategies for solving
problems can be tested in the ‘real’ situation, rather than in the artificial setting of the hospital
(Forster and Young 1990), although the lack of a purpose built environment and equipment
does limit the range of treatments that can be offered. Evaluation of progress can be judged
within the patient’s own surroundings (Smyth 1985), and difficulties likely to lead to hospital
admission can be detected early. In a survey of carers of elderly patients discharged from
hospital (Williams and Fitton 1991), it was found that carer fatigue was a contributory factor in
48% of re-admitted cases. The provision of domiciliary physiotherapy may help to reduce carer
fatigue, and thus reduce patient re-admission rates, by teaching carers safe and effective ways

of moving and handling the person they are caring for.

Domiciliary physiotherapy may be the only feasible way of offering physiotherapy to some
patients, as travelling to hospital can be difficult, or even impossible, for frail elderly people or
those in constant pain. Travel time to hospital can amount to one and a half hours (Hildick-
Smith 1985), and ambulance journeys have been shown to cause stress or sickness (Stokoe and

Zuccollo 1985). A study of rehabilitation after stroke concluded that one third of patients were



too old or frail to make frequent visits to hospital for treatment after discharge (Shiekh et al.
1981). Although treatment at home may be more acceptable to the patient (Salvage et al. 1988),
acceptability to the patient has to be balanced against the time spent travelling by the
domiciliary physiotherapist, which, it has been estimated, takes up 8% of the working day

(Burnard 1988).

Controlled trials that provide evidence about the effectiveness of domiciliary or home-based
physiotherapy were not published until the 1990s, and are confined to the field of stroke
rehabilitation. Key outcomes of these trials are discussed here, and methodological issues are
considered in Chapter Two (Methods). Small, but statistically significant, differences have been
shown between groups of patients treated by domiciliary therapy as against other methods of
rehabilitation (Young and Forster 1992, Wade et al. 1992, Gladman et al. 1993). With regard to
carer outcomes, no significant differences were found, on social engagement or life satisfaction
measures, between carers of patients receiving domiciliary rehabilitation or those receiving
routine hospital-based services after discharge (Gladman et al. 1993). Similarly, carers of
stroke patients who received domiciliary physiotherapy have not been found to be significantly
less stressed than carers of patients who attended day hospital (Young and Forster 1992). Trials
of ‘mixed’ disease/disability groups have not yet shown significant differences between home-
based and other methods of care (Laing et al. 1984, Eagle et al. 1991). Few recent trials report,
in any detail, what it is that domiciliary physiotherapists do when they visit their patients. Wade
et al. (1992) state that the greatest difficulty in rehabilitation research is defining accurately the
intervention being studied. In trials of rehabilitation, the therapeutic process is often treated as a
‘black box’ since experimental research methodology tends to focus on outcomes rather than
process. A review of scales of measurement appropriate to domiciliary physiotherapy is

provided in Chapter Two (Methods).



Wade et al. (1992) are to be commended for giving a more detailed account of their
physiotherapy intervention than is usually seen in reports of trials. However, the problem
solving physiotherapy approach they cite is described largely in terms of physical interventions
such as gait re-education and exercises. The complex interactions between professionals,
patients and carers have not yet been adequately discussed in the UK physiotherapy literature,
despite a call in the early 1990s (Richardson 1992a) for research to look at the actions,
reflections and appraisals of practising physiotherapists, rather than the application of skill and

technique.

3.4 EVOLUTION OF PROFESSIONAL KNOWLEDGE IN PHYSIOTHERAPY

This section will address the relationship between theory and practice in domiciliary
physiotherapy, with particular reference to the growing awareness of the inadequacies of a
frame of reference built solely on medical knowledge and dualist principles (Berg 1992,
Roberts 1994, Thormnquist 1995). Domiciliary practitioners have to cope with moving from a
hospital based environment, where medical knowledge is regarded highly, into the social world
of the client and carer, where private knowledge (Robertson 1996) and tacit skill (Richardson

1993) may be more important.

At the time of the trial, it had been suggested that domiciliary physiotherapy required therapists
with broad-based knowledge and experience who were capable of working on their own and
taking initiatives in isolated situations (Burnard 1988). The requirement for broad-based
knowledge remains current today, although we are still struggling to define what that
knowledge base should consist of. According to Eraut (1994) the pace of clinical practice
allows practitioners little time or opportunity to examine the implications of theory for practice.
Domiciliary practitioners are under pressure to make on-the-spot decisions in front of clients

and carers, in an environment where they are detached from libraries and other information
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resources. The propositional knowledge base of the physiotherapist, derived through research
and scholarly activity, may become less important to them in practice than the everyday
knowledge gained through experience. Schon (1987) concluded that professional practitioners
from many fields of work deal with ‘messy’ problems where there may be an uneasy
relationship between theory and practice.

The physiotherapy profession has begun to engage in a debate about the complexities of
‘knowing’. Authors have compared and contrasted different forms of knowledge, such as that
gained from academic study against that gained from experience and practice (Higgs and
Titchen 1995). The technique-centred practitioner identified two decades ago by Alaszewski
(1979) may still exist within the profession. Thornquist (1994, 1995, 1997) conducted detailed
observational studies of encounters between patients and physiotherapists in Norway and found
that physiotherapists practice with ‘two worlds of knowledge’. Whilst practitioners possess
specialised knowledge of the body and it’s systems, they use this knowledge in a very dualistic
way, separating their clinical judgement of signs and symptoms from their everyday knowledge
of people and how they live their lives. Thornquist (1994) asks the question What kinds of
knowledge do physiotherapists apply, and when do they apply it? She concludes that
physiotherapists use patients’ stories of their problem only to confirm their own frame of
reference and view of the problem, and selectively disregard other elements of information
given by patients if they don’t ‘fit’ with their diagnosis. In other words, physiotherapists have
difficulties in connecting the ‘two worlds’ of diagnostic knowledge and contextual and personal
client information in a truly integrated way. In her study of an encounter between a domiciliary
physiotherapist and a husband and wife, Thornquist (1997) emphasises the predicaments that
can be generated in a person’s own home. She describes the power struggle observed between
the husband and wife over the management of the husband’s stroke, and suggests that

diagnostic knowledge cannot be separated from the social process of the encounter.
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At the time of the trial, domiciliary physiotherapy was a new and emerging discipline.
Practitioners were coming to terms with their role and trying to develop an appropriate
knowledge base to underpin their practice. This literature review has shown that evidence to
support the development of domiciliary physiotherapy services was confined, at that time, to
anecdotal papers and speculation within the profession about the likely benefits of
physiotherapy at home. Since then, the political climate has changed, and the Government
demands that practice be based on evidence from well conducted research (NHSE 1996),
demoting expert opinion to the lowest form of acceptable evidence. Consequently, the
divergence between what is taught or stated about physiotherapy practice and what actually
occurs has become an issue for concern. Roskell et al (1998) have proposed that there is now a

substantial theory-practice gap in physiotherapy, which threatens the future of the profession.

4. BACKGROUND TO THE STUDY

4.1 RESEARCH FUNDING AND THE ROLE OF PREVIOUS PILOT STUDIES

By 1980, 75% of districts had some form of community physiotherapy provision (Partridge
1982b). In 1981, a Government report Physiotherapy in the Community and Open Access to
Physiotherapy Departments for General Practitioners (Department of Health and Social
Security 1981) advocated the development of domiciliary physiotherapy to help keep elderly
people in their own homes for longer. In Newcastle upon Tyne, the District Health Authority
(DHA) responded to the Government review by implementing a pilot service, which was set up

by the author of this thesis.

The pilot service provided assessment and treatment for housebound elderly/adult patients in
Newcastle upon Tyne. Clients, carers and GPs who accessed the pilot service were very

positive about the value of treatment in a homely rather than clinical environment. GPs stated
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that, for just over half the cases they referred to the domiciliary physiotherapist, the usual
course of action would have been referral to a hospital consultant or admission to hospital. This
testimony suggested that the introduction of domiciliary physiotherapy would result in cost
savings for hospital services, by averting the need for hospital admissions and consultant
referrals. The recommendation following the pilot scheme was that domiciliary physiotherapy
should be developed. However, there were no pump priming funds available to initiate the

service. The DHA viewed it as a luxury they could not afford.

In 1988, The Sainsbury Family Trust Fund (a charity committed to developing family-
orientated community services) approached Newcastle DHA with the offer of a grant of
£300,000 to help develop some type of home-based care service. The pilot scheme mentioned
above was submitted to their Trust Board as a potential new service, and the £300,000 was

awarded to Newcastle, to help implement domiciliary physiotherapy.

4.2 RELATIONSHIP BETWEEN THE RESEARCH AND LOCAL POLICY MAKING

A project advisory group was set up by the District Physiotherapist (see Appendix 1 for list of
membership of the advisory group) to plan how the grant money should be used, and, in the
longer term, to make policy recommendations about future service development. The author
acted as facilitator of the group. The group decided that the £300,000 should be used to fund a
large-scale randomised controlled trial designed to evaluate the cost effectiveness of a new
Domiciliary Physiotherapy Service (DPS). It was intended that the results of the evaluation
would inform recommendations to Newcastle DHA about the future development of

domiciliary physiotherapy.
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5. SUMMARY

This chapter has provided an historical and contextual introduction to the research. Domiciliary
physiotherapy has been revealed as an emerging discipline, somewhat apart from main stream
practice. The randomised controlled trial mentioned above forms the main part of the research
presented in this PhD thesis. Other key trials involving physiotherapy are considered further in
Chapter Two, along with a review of methods of measuring physiotherapy outcomes. As the
trial progressed, additional qualitative research was undertaken by the author in an attempt to
open up the black box of domiciliary physiotherapy, and provide a basis for a model of
practice. Several key concepts relating to the practice of domiciliary physiotherapy have been
introduced in this opening chapter, such as medical control and holistic versus reductionist
models of practice. A deeper analysis of literature in these fields can be found in Chapter Five,
where an interpretive analysis of domiciliary physiotherapy process is presented. The
development of the overall research and the aims and objectives for the PhD are now discussed

in detail in Chapter Two.
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CHAPTER TWO
METHODS

1. OVERVIEW OF CHAPTER

This chapter will begin with an account of the research philosophy, which underpinned the PhD
programme. The implications of the author’s multiple roles of researcher, manager and project
co-ordinator will then be considered. A summary of the overall research aim and objectives for
the evaluation of the Newcastle Domiciliary Physiotherapy Service (DPS) will be presented,

followed by a detailed discussion of the methodologies used.

2. RESEARCH PHILOSOPHY

This section will discuss the epistemologies and paradigms that have underpinned the various
stages of the research. The position of the author within the research process will be discussed
in the first person, in order to provide a contemplative account of how researcher and
researched interacted, and to tell the story of how my philosophical perspective widened. By
explicitly referencing the role of ‘self’, the researcher becomes reflexive (Usher 1997a).
Traditionally, reflexivity has been viewed as a problem to be overcome but more recently the

value of reflexivity in practitioner research has been acknowledged (Reed 1995).

Epistemology can be defined as a way of knowing or understanding the world, and
epistemological questions inquire about what should be viewed as knowledge (Usher 1997b).
Particular paradigms or frameworks for guiding research tend to be associated with particular
epistemologies (Atkinson 1995). Individual academic disciplines tend to be associated with a
predominant paradigm which frames the type of questions that can be asked, dictates
appropriate methodologies and specifies what does and does not constitute valid data (Usher

1997b).
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At the start of this PhD programme, my epistemological standpoint was entirely
positivist/empiricist. [ believed that facts and beliefs were separate, and that there was a single
truth that could be known (Kolakowski 1993). Consequently, the goal of my research was to
proceed from hypothesis formation, through data collection, to the acceptance or rejection of
hypotheses, in order to provide indisputable knowledge on which practice could be developed.
I viewed research as a technical process within which certain universal methods were better
than others. Experimental method, in particular the randomised controlled trial, was selected as
the gold standard method by which to evaluate the DPS, and standardised quantitative scales
were chosen as outcome measures. At the outset I thought that the data collected through these
methods would be independent of interpretation and, if analysed in a scientific statistical

manner, would yield the ‘answer’ to the research question.

However, as the research progressed, the outcomes did not appear to be yielding the definitive
answers I expected. I found it difficult to remain distanced from the DPS therapists or their
clients and carers to achieve the ‘objectivity’ normally required in positivist research
(Kolakowski 1993). My experience as a domiciliary physiotherapist prior to the trial, and my
role as DPS manager during the trial, had already served to shape the research hypotheses, and
influence my interpretation of data and events. Furthermore, my perception of a single tangible
reality began to blur, as I became aware of the multiple realities of therapists, clients and carers.
As I started to search for information on the process as well as the outcome of domiciliary

physiotherapy, I began to realise the capacity of the interpretive paradigm.

Interpretive epistemology rejects the universal logic of scientific discovery in favour of
knowledge derived from the interpretation of human action and interaction (Rabinow and
Sullivan 1979). In the interpretive paradigm, data are collected to generate meaning rather than
uncover cause-effect relationships. Research in the interpretivist mode starts with data and

generates hypotheses or theory from that data. I began to collect incidental data on the process
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of domiciliary physiotherapy in an attempt to look inside the ‘black box’ of intervention, and by
the end of my PhD programme I was able to use that data to help explain the phenomenon of
domiciliary physiotherapy. This thesis has therefore been written to demonstrate how
experimental and non-experimental methods have contributed to the overall evaluation of
domiciliary physiotherapy. However it should be remembered that the central part of the
planned PhD programme was a large scale RCT of a new Domiciliary Physiotherapy Service.
The much smaller scale analysis of the process of domiciliary physiotherapy evolved later, and
it served to extend my perspective as a researcher as much as to illuminate the outcomes of the
RCT. By using multiple paradigms and becoming more reflexive I was freed to ask more
questions than the RCT alone could answer (Guba and Lincoln 1989). No paradigm or
perspective yields absolute truth and each will be presented critically as this thesis unfolds. It
will be argued that the theory and practice of physiotherapy cannot be located in one paradigm

(Parry 1997), as there will never be one correct version of the way things are (Halberg 1989).

2.1 THE AUTHOR’S MULTIPLE ROLES

From the beginning of this PhD programme I concurrently played three different roles: clinical
manager for the DPS, overall project co-ordinator and higher degree research student.
Furthermore, after the trial ended I left Newcastle Health Authority to take up an academic
post, but remained responsible for the completion of data analysis and report writing. There
were inevitable conflicts between roles. Early on in the research I realised how difficult it was
to ‘do research’ independent of my roles as manager and co-ordinator, and at that time I began
to be aware of the problems involved in assuming the neutrality associated with the positivist
paradigm. However, there were also advantages in playing multiple roles. As a practitioner I
was able to have an awareness of the attitudes and values associated with both service
management and research, and to look realistically at the opportunities and constraints that one
set of values imposed upon the other. For example, as service manger I was mentor to staff,

and, through working closely with them, I gained substantial experiential knowledge of the
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process of domiciliary physiotherapy practice. Later in the research, I came to regard my
experiential knowledge as an important data source (Meerabeau 1995). It became a framework

for the interpretive analysis of domiciliary physiotherapy presented in this thesis.

3. OVERALL RESEARCH AIM AND OBJECTIVES

3.1 RESEARCHAIM

The broad aim of the PhD programme was to undertake an evaluation of domiciliary
physiotherapy, by assessing the cost effectiveness of a new Domiciliary Physiotherapy Service

and by analysing the process of domiciliary physiotherapy practice.

3.2 RESEARCH OBJECTIVES

3.2.1 To assess the cost effectiveness of a new Domiciliary Physiotherapy Service (DPS), for
adult and elderly clients and their carers by conducting a randomised controlled trial (RCT) to

compare the DPS with usual care available in Newcastle upon Tyne.

3.2.2 To analyse the process of physiotherapy in a domiciliary setting by using quantitative and

qualitative data to construct an interpretive account of domiciliary physiotherapy practice.

3.2.3 To develop a model of domiciliary physiotherapy practice based on the RCT and the

interpretive account in 3.2.1 and 3.2.2.

19



4. OVERALL RESEARCH DESIGN

4.1 DESIGN CONSIDERATIONS

In order to fulfil the research objectives and meet the demands of the DHA, it was necessary to

collect data for two distinct purposes:

e To inform policy and decision making about the provision of physiotherapy at local level.

e To construct knowledge and theory which would have applications, beyond the immediate
context, to domiciliary physiotherapy in general.

A multi-faceted research strategy, informed by the principles of evaluation research, was

therefore developed. Evaluation research has the capacity to both generate knowledge and

inform decision making (Bond 1991). A pluralist approach (Smith and Cantley 1985) was used,

where quantitative and qualitative data were combined.

4.2 EVALUATION RESEARCH

Evaluation research has evolved over the last 30 years or so and offers a wide variety of
different strategies to assess the effectiveness and value of health or social

programmes/services. St. Leger et al. (1992) offer the following definition of evaluation:

The critical assessment, on as objective basis as possible, of the degree to which entire
services or their component parts (e.g. diagnostic tests, treatments, caring procedures)

Sulfil stated goals.

The reference to goals in the above definition indicates that there must be judgement of the
service against a pre-determined standard, and according to St. Leger et al. (1992) this standard
may be absolute or comparative. An absolute standard could be the evaluation of a service
against stated targets, e.g. has an immunisation service succeeded in vaccinating 90% of the

paediatric population? A comparative standard is likely to involve comparing the outcomes of a
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new service against those of an existing one. In this case, it was not possible to specify an
absolute standard against which to judge the cost-effectiveness of the DPS, as there was no
agreement on what such a service should aim to achieve. Success was judged comparatively, by
using a randomised controlled trial (RCT) experimental approach to compare the new DPS
against existing usual care. A number of writers, from the 1960’ to the present time, advocate
the experimental approach to evaluation because of its emphasis on the rigorous comparative
judgements that can be achieved through RCTs (Suchman 1967, Goldberg and Connelly 1982,
St. Leger et al. 1982, Pollock et al. 1993, Wade 1995). The strengths and weaknesses of RCT's
will be discussed further, later in this chapter. The requirement for objectivity, outlined in St.
Leger’s definition of evaluation, implies that there must be reliable and valid measures available
to assess the value of any service, and that these measures must be free from the prejudices and
biases of the researcher/evaluator. However, other authors (Becker 1971, Smith and Cantley
1985, Patton 1990, Chambers et al. 1992) have questioned the extent to which objectivity is
either philosophically or practically possible. Moreover, relevant knowledge and information
can be gained through more than just summative outcome measures and well-rounded service
evaluation should examine process as well as outcome (Donabedian 1980, Patton 1987).
Therefore, the evaluation of domiciliary physiotherapy extended beyond the experimental RCT
model to include a small amount of process-orientated qualitative data and the researcher’s own
reflections. In this way some of the limitations of using experimentation alone were addressed.
The different data sources were combined to produce an interpretive account of the process of
domiciliary physiotherapy, which may help to illuminate the quantitative results of the RCT. In
the following sections, the specific methods used to assess the cost-effectiveness of the DPS

and to analyse domiciliary physiotherapy practice will be discussed.
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5. METHODS USED TO ASSESS THE COST EFFECTIVENESS OF THE

DOMICILIARY PHYSIOTHERAPY SERVICE

5.1 INTRODUCTION

In the following sections, the methods used to assess the cost effectiveness of the DPS will be
discussed. The rationale for the randomised controlled trial will be presented, followed by the
specific objectives of the trial. Experimental and control treatments will be described and then
methods of sampling, outcome measurement, collection and analysis of data will be discussed.
Immediately after the section on sampling there is a critical review of ethical issues relating to
the trial. Further critique of the RCT methodology can be found in the final chapter of the

thesis.

5.2 THE RANDOMISED CONTROLLED TRIAL

To assess the cost effectiveness of the DPS, a pragmatic randomised controlled trial (RCT)
design was adopted. A group of patients receiving the DPS (experimental group) was compared
with a group receiving usual care (control group). The main reason for selecting the RCT as a
reliable and valid way of providing an assessment of the cost effectiveness of the DPS was it’s
claimed ability to objectively and reliably ‘test out’ a new service or programme. Another
important reason was that managers were more likely to view the research as having credibility
and authority if it conformed to the ‘gold standard’ of experimental design (Abbott and
Sapsford 1992). In theory, the strength of the RCT lies in the use of randomisation to provide
two comparable groups, which differ only with respect to having received either the
experimental or control treatment. Any differences between the two groups can then be
confidently attributed to the independent variable (the method of treatment) because of the high
internal validity of the research design (Pocock 1983, 1985; Bryman 1988; Altman 1991). To
assess the cost effectiveness of the DPS, the RCT was designed according to a pragmatic, rather
than explanatory, model. The following section will discuss the rationale for using pragmatic

methods.
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5.2.1 Rationale for pragmatic trial methods

RCTs have been used as a research method in medicine since the 1940’s (Schwartz et al. 1980,
Altman 1991). They were classically used to test whether or not a new drug reproduced in
human subjects the results that were predicted by laboratory studies. The new (experimental)
drug is usually compared with an old or placebo (control) drug and, throughout the trial, both
experimental and control treatments are administered according to strictly defined protocols.
These highly standardised experiments may be described as explanatory trials (Schwartz et al.

1980).

More recently, RCTs have been used to test treatments that can not be specified in the same
way as the dose of a drug. Such trials, where experimental and control conditions have not been
tightly defined and standardised, have been described by Schwartz ez al. (1980) as pragmatic.
They aim to test out a treatment/therapy in practice (rather than under artificial controlled
conditions) and offer an opportunity to retrospectively study the process of the intervention, as
well as the outcomes. Key differences between pragmatic and explanatory methods, as they

would relate to trials of domiciliary physiotherapy, are summarised in Table 1.
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Table 1 Key differences between explanatory and pragmatic trials of domiciliary

physiotherapy (adapted from a table in Bond et al. 1989a).

Aim of trial

Definition of

experimental
treatments

Definition of
control
treatments

Criteria for assessing
outcome

Choice of subjects

Exclusions from tria]

Method of
comparisons

EXPLANATORY

To acquire knowledge and
information about the
differences between two
treatments under ideal
conditions.

Frequency/duration of visits
and treatment methods must
be standardised and strictly
defined in advance and
adhered to for all clients.

A strictly defined usual
treatment and/or no
treatment/placebo.

Formal, observable clinical
measures, which would be
administered under identical
conditions for each client.

Homogeneous (i.e. same type
of clients). Should ideally be
those especially likely to
respond to the treatment.

Only clients who received
physiotherapy treatment
should be included in the
analysis. Any clients referred
and found inappropriate for

treatment should be excluded.

Is there a difference between
the two treatments?
Standard statistical
hypothesis test should be
used.
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PRAGMATIC

To make a decision about
which is the most appropriate
treatment in practice.

Treatment may be flexible and
optimised for the
circumstances of each client
(although an overall
philosophy of care must remain
constant in order that others
can reproduce the service).

Usual/existing practice judged
to be the best available for the
individual but excluding the
experimental treatment.

Tests/measures should be of
direct interest to the client, e.g.
quality of life and administered
under normal conditions, e.g.
in client’s own home.

Heterogeneous (i.e. diversity
of type of clients). Should be
representative of those likely to
be referred to the DPS of
which not all will stand to
benefit from the treatment.

No exclusions. If any clients
allocated to the experimental
group are found to be
inappropriate for treatment,
they should continue to be
followed up and analysed with
the rest, since in practice a
service will receive
inappropriate referrals.

Which treatment should be
recommended in the future?
Decision theory should be
applied.



Whether a trial is pragmatic or explanatory, randomisation should ensure that two key criteria

are met:

¢ The groups of subjects must differ only with respect to their treatment. In other words they
must be initially comparable on all other important variables, although comparability may be
later affected by sample attrition.

o The allocation of treatment to subjects must be carried out in an unbiased way (Schwartz et

al. 1980, Altman 1991).

In an explanatory trial, two further criteria are also considered essential:

¢ The experimental and control treatments must be defined in advance, and there must be no
deviations from defined treatments throughout the trial.

¢ The treatment should not be known to the patient (single blind trial) and, ideally, not known
to the clinician either (double blind) to eliminate any factors which might influence the

progress of the patient other than the experimental treatment (Pocock 1983).

The creation of ‘blindness’ in explanatory trials is thought to eliminate the possibility of
Hawthorne effects (Pocock 1983) where the ‘novelty’ value of being in a trial or the unusual
attention paid to the subjects may alter the outcome. The pragmatic model, which permits
acknowledgement of the placebo effect as a subsidiary psychosomatic treatment forming part
of the context (Schwartz et al. 1980), allows for the overt acknowledgement of the Hawthorne
effect in the therapeutic process. The effect of client and/or therapist belief in the treatment
being offered cannot be eliminated, as interaction between the two forms an intrinsic part of
therapy. Even if the interactive element could be removed, it would mean that what was being

tested in the trial was different from therapy offered in practice.

A pragmatic trial also differs from an explanatory trial in that therapeutic intervention (either

experimental or control) can be adapted and optimised to suit the needs of the individual (Bond
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et al. 1989). Complex interventions with psycho-social components cannot be standardised
without destroying their therapeutic validity. In the DPS trial physiotherapists were able to offer
intervention tailored to the needs of the individual client and carer and GPs were free to give
whatever additional or alternative care they deemed appropriate for either the control or

experimental group.

Pragmatic trials are now common place in health care evaluation. Various complex
interventions have been tested by pragmatic methods. In psychiatry, social skills training has
been compared with holistic health therapy in the treatment of schizophrenia (Wallace and
Liberman 1985). Both interventions were defined simply as a ‘multimodal approach to
treatment’ with differences in the form and content of individual programs. Home based care
has been compared with standard hospital care, for patients with severe mental illness (Muijen
et al. 1992). Home based care was carried out by community psychiatric nurses according to ‘a
problem solving approach’ and standard hospital care meant the patient was given a bed and
‘no special attention’. In primary care, ‘health visiting practice’ was compared with ‘usual care’

for elderly patients (Vetter, Jones and Victor 1984).

There are several examples of pragmatic trials in the field of rehabilitation. Key rehabilitation

trials where physiotherapy forms all or part of the intervention will now be critically reviewed.

5.2.2 Review of pragmatic rehabilitation trials involving physiotherapy

One of the earliest trials of rehabilitation therapy compared an experimental intensive therapy
group with conventional therapy and a no therapy control group for stroke patients (Smith ez al.
1981). The experimental intensive treatment consisted of 6 months attendance at a
rehabilitation department on four whole days per week for physiotherapy, occupational therapy
and speech therapy. Conventional treatment involved attendance for the same package of

therapy but only on three half days per week for 6 months. The control treatment consisted of
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‘regular’ home visits by a health visitor, with referral to other services if necessary. Patients in
the intensive therapy group showed the greatest improvement as measured on a ‘modified
activities of daily living index’. The beneficial effect of treatment was almost entirely achieved
in the first three months and largely maintained for a year. There were no other patient
outcomes except mortality and morbidity rates, which did not differ across the three groups.
The final sample size of 133 patients may be comparable to that in contemporary trials but took
six years to recruit. Changes in rehabilitation practice will inevitably have occurred over the
long recruitment time, which raises concern about the reliability of the results. Although more
women than men were originally recruited, a large proportion of women were excluded from
the trial as they were too frail to cope with the intensive therapy regime, which casts doubt on
the generalisability of the study. Key reasons for implementing domiciliary physiotherapy in
Newcastle were to offer equality of access to physiotherapy and to overcome the problem of
distress and discomfort suffered by older people during transportation to and from hospital on a
regular basis. Smith et al. (1981) concluded that intensive therapy on an out-patient basis was

realistic, although men were more likely to be suitable than women.

More recently, pragmatic trials of stroke rehabilitation have been designed to test domiciliary
therapy against the more traditional hospital out-patient therapy model. Gladman e al. (1993)
compared the functional ability and perceived health status of a large sample of 327 stroke
patients treated by a domiciliary rehabilitation team or by routine hospital-based services, after
discharge from three types of hospital care in Nottingham: health care of the elderly wards,
general medical wards and a stroke unit. They took 16 months to recruit their sample. The
domiciliary service included physiotherapy and occupational therapy, and was newly created
for the study. A run-in period was allowed before the trial and, to enhance generalisability, the
therapists visited services elsewhere to try to develop their service along similar lines to others
operating in the NHS. Hospital-based services in the trial were those usually available in

Nottingham at the time. The results indicated that stroke unit patients treated by domiciliary
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therapy showed small but significant improvements in household and leisure activities as
measured by the Nottingham Extended ADL Scale and on the Barthel ADL Index score at 6
months. Gladman et al. (1993) acknowledged the limitations of their pragmatic trial, i.e. that
they were unable to identify the independent effects of the various types of treatment strategies
used. However, they justified the use of pragmatic methods by arguing the case for testing
therapies under realistic conditions and for separately analysing the outcomes of patients
discharged from the three types of hospital setting. They concluded that domiciliary
rehabilitation was a practical and effective alternative for younger patients with severe strokes
discharged from stroke units. A sub-group of frail elderly patients appeared to do better with
day hospital care, although the authors acknowledged that further research would be needed
before any firm conclusions could be made. A trial in Bradford (Young and Forster 1992) had
previously concluded that domiciliary physiotherapy was more effective and resource efficient

than day hospital attendance for stroke patients.

The Bradford stroke trial (Young and Forster 1991) tested the effectiveness of home-based
physiotherapy on it’s own, rather than as part of a planned package of multidisciplinary care. It
compared an established home-based physiotherapy service with day-hospital care, using
measures of functional ability, health status and carers’ stress. The researchers chose pragmatic
methods as they wanted to evaluate ‘current clinical practices’, rather than pre-determined
treatment protocols. The nature of home physiotherapy was decided by the therapist within an
upper limit of 20 hours treatment over 8 weeks (Young and Forster 1991). Records of both day
hospital and home therapy were kept for retrospective analysis. A total of 108 patients were re-
assessed after 6 months and the results showed that although both groups had significantly
improved in functional abilities after discharge from hospital, the improvements were greater
for patients treated at home (Young and Forster 1992).

Domiciliary physiotherapy has been evaluated in a trial of home-based physiotherapy

intervention for patients treated more than one year after a stroke (Wade et al. 1992). A
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comparatively small sample of 94 patients entered the cross-over trial of immediate versus
delayed physiotherapy. The results showed that a small but significant improvement in gait
speed was achieved after 3 months treatment, but the improvement was not maintained at 6
months. Although Wade et al. (1992) state that the randomised, double blind trial remains the
best design in treatment evaluation, they acknowledge the difficulties in achieving ‘blindness’
of observers in rehabilitation research, when patients and carers are likely to volunteer

information on their treatment.

Multidisciplinary community based rehabilitation consisting of domiciliary physiotherapy,
occupational therapy and speech therapy was compared with conventional out-patient care for
331 patients discharged from hospital early after stroke (Rudd et al. 1997). Individual
objectives were set for each patient in the community rehabilitation group, and visits were made
as frequently as necessary for a maximum of three months. Multiple measures of outcome were
used, but at one year there were no significant differences between the two groups. The authors
concluded that community rehabilitation was, therefore, no less effective than hospital-based
care, and suggested that, with the increasing numbers of older stroke patients, the development

of community based services may be the best way forward in order to reduce bed usage.

The trials reviewed above all have physiotherapy as the whole or a component part of the
rehabilitation under scrutiny but they are all confined to the field of stroke care, making
generalisability to the DPS trial difficult. Multidisciplinary rehabilitation trials involving
physiotherapy in other fields have been slower to emerge, and none have focused on GP
referred community-dwelling patients. Close ef al. (1999) compared medical intervention and
occupational therapy (with physiotherapy on referral when required) with conventional
management initiated by the Casualty Officer for elderly patients who attended accident and
emergency after a fall. A total of 397 patients were randomised, although 93 patients (23%) did

not complete the study. The authors give little information on the characteristics of the drop-
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outs, thereby casting doubt on the claim that the intervention group had significantly fewer falls
than the conventional care group. Differential sample mortality could have caused a spurious

result if, for instance, patients with more frequent falls dropped out of the intervention group.

Randomisation to different rehabilitation treatments has been shown to be practical and
ethically acceptable in the trials reviewed (Smith et al. 1981, Young and Forster 1992, Wade et
al. 1992, Gladman et al. 1993, Rudd et al. 1997, Close et al. 1999). Rudd et al. (1997) have
claimed that results of pragmatic trials with broad entry criteria are generalisable to other
settings and services. However, strict definition of therapy intervention is problematic (Wade et
al. 1992) and may be undesirable in the real world of clinical practice (Young and Forster 1992,
Gladman et al. 1993). Furthermore, as ‘no treatment’ placebo rehabilitation cannot ethically be
given, patients will never be blind to whether they are receiving therapy or not. Assessors
visiting patients’ homes should be independent of the therapy treatment, and some authors have
asserted that it is also feasible for assessors to be blind to which arm of a trial a patient has been
allocated (Rudd ez al. 1997). However, Wade er al. (1992) suggest that assessors may well pick

up information from patients and carers about which treatment group they are in.

5.3 OBJECTIVES OF THE RANDOMISED CONTROLLED TRIAL

5.3.1 To assess the cost effectiveness of domiciliary physiotherapy.

5.3.2 To compare clients’ self-reported performance on their level of independence in activities
of daily living.

5.3.3 To compare clients’ perceptions of their quality of life/health status.

5.3.4 To compare clients’ use of other health and social services.

5.3.5 To classify clients recruited to the trial, in terms of demographic and clinical

characteristics.
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5.4 STRUCTURE OF THE RANDOMISED CONTROLLED TRIAL

The RCT was planned according to the fundamental principles of clinical trials (Friedman et al.
1996). Each subject was randomly allocated to either the experimental or control group, and
followed prospectively from a clearly defined baseline, i.e. within one week of entry to the
study. The new intervention being tested, in this case assessment and treatment from the DPS,
was given to the experimental group (see section 5.5 for a detailed discussion of experimental
group treatment). The control group was given usual care, as outlined in section 5.6. The effects
of domiciliary physiotherapy on level of independence in activities of daily living and quality
of life/health status were measured from baseline to the end of DPS intervention (or at 3 months
if intervention was still ongoing), and then at 12 months. The impact of the DPS on use of
health and social services was assessed by continuous follow up from baseline to 18 months.
Figure 1 (presented in section 5.9 Methods of data collection in the trial) shows a flowchart of

data collected at baseline, 3, 12 and 18 months.

5.5 THE EXPERIMENTAL TREATMENT

5.5.1 Definition of treatment in the experimental group

Clients allocated to the experimental group received, in their own home, a physiotherapy
assessment (and treatment where appropriate) from a domiciliary physiotherapist.
Physiotherapy was offered alongside any other treatment/service the client was already

receiving.

5.5.2 The DPS team

Physiotherapy intervention was carried out by the DPS team, which consisted of 4.5 whole time
equivalent Senior I Physiotherapists who were each in charge of a designated area of the City.
They were supported either full or part-time by one of 3 Senior II Physiotherapists. A full time
Physiotherapy Helper worked across all areas to assist the physiotherapists where necessary. A

full-time Clerical Officer provided secretarial and administrative support to the
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physiotherapists, and also managed the randomisation system. The author was overall project

co-ordinator and line manager for the team. All project staff had a common office base.

Ideally, domiciliary physiotherapists should be experienced generalist practitioners (Seymour
and Kerr 1996). However, at Senior I level, most physiotherapists have begun to specialise in
medically defined areas of practice. The only experienced generalist the trial was able to recruit
was the 0.5 part-time Senior I who, although previously a specialist in respiratory care, had
worked for several years in a domiciliary service in another district. The full time Senior I staff
were selected so that their individual specialities, together with the experience of the part time
member, combined together to offer a composite generalist. One of the full time Senior Is was a
specialist in stroke/neurological therapy, another had spent several years in theumatology and
acute care of the elderly, another had worked in a long term elderly care unit, and the final
Senior I recruited had originally trained as a remedial gymnast and could offer a specialist
perspective on the use of therapeutic/remedial exercise. The senior II staff were all
physiotherapists who had previously rotated on a six monthly/yearly basis round a number of
hospital specialities. The extent to which physiotherapy intervention was influenced by the
previous experience of staff is analysed in detail in Chapter Five. Staffing and facilities were
developed to provide sufficient resources for both a high quality service to clients and a
thorough evaluation of the scheme. Bond et al. (1989a) have recognised that resources and
commitment in a ‘demonstration project’ such as this are often higher than would be expected

in normal practice.

5.5.3 Piloting the service

The project commenced with a two week orientation and induction programme for all staff. The
aim of the programme was to familiarise staff with the ‘community’ environment, introduce
them to the wider team they would be working with, and give them an opportunity to get to

know each other. Other health and social service workers were invited in to speak about their
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role and function. The team spent time getting to know each other, familiarising themselves
with the geographical organisation of the service and studying the protocol for the trial. The
possible effects of the induction period on the development of particular models of

physiotherapy practice are discussed in Chapter Five.

Following the induction fortnight, the trial was introduced to GPs. Firstly, the trial was
‘launched’ at an open meeting, to which all GPs from the 57 practices within the Newcastle
Health District boundary were invited. The author gave a formal lecture on the aims and
protocol of the trial, and GPs were invited to ask questions. Display material was mounted in
the room, showing physiotherapists at work in clients’ homes. Although every GP did not
attend, each practice sent at least one representative. After the open meeting a follow-up visit
by a member of the DPS team was made to every practice, to allow GPs to ask further questions
and to distribute information packs. It became apparent, after the open meeting and the follow-
up visits, that there was considerable mixed feeling about the trial among the GPs. Although all
were in favour of access to the DPS, some felt that the service did not need to be tested and
should be implemented without research. Some were just glad of any access to physiotherapy,
with or without research. Others were supportive of the research element as well as the access
to service. The effect of these varying views on recruitment to the trial will be discussed later in

this chapter in section 5.8.

My past experience led me to anticipate that making the transition from hospital to community
based practice would not be without difficulties for staff, in terms of getting used to working in
clients’ homes and becoming a member of the community multidisciplinary team. Therefore,
for a pilot period of four months (January - April 1989) prior to randomisation, the team
assessed and treated a total of 299 pilot referrals from GPs and other primary health care team
members. The purpose of the pilot period was to give staff an opportunity to adjust to practising

physiotherapy in clients’ homes. Regular team meetings were held, throughout the four month
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period, to discuss treatment methods and approaches to client care. Staff were encouraged to
present case histories and share with each other their early experiences as domiciliary
physiotherapists. I attended these meetings and played an active part in discussion. As a
participant, I gained valuable insight into how the staff were developing and what problems
they were encountering. In hospitals, in-patients are ‘at the disposal’ of staff at all times. In the
community, appointments for visits must be negotiated to both suit clients and minimise staff
travelling time between homes. The therapists needed to adjust to working in the home of the
client, without the purpose built environment and specialised equipment of the physiotherapy
department. The routine presence of carers during treatment sessions was new for most staff.
Being constantly watched as they worked was an initial source of anxiety. My experiential
knowledge was used as a source of data for the interpretive account of the process of
domiciliary physiotherapy (see section 6.4.5 later in this chapter). As already explained, the
process of domiciliary physiotherapy was not prescribed in advance, but analysed
retrospectively in a reflective way. However, for the purposes of the RCT, certain procedural
elements were specified and written into a protocol prior to the start of the trial (see below).
Deeper, subtler issues concerning the philosophy and model of physiotherapy practice came to

light as the trial progressed and these are discussed in the final chapter of this thesis.

5.5.4 The DPS protocol

After the pilot period, a service protocol was agreed. Procedures for referral, minimum
standards for assessment/treatment and roles/responsibilities are summarised below in points
a) - ). Where appropriate, key differences between domiciliary physiotherapy and traditional

hospital based practice are highlighted.

a) Referrals were accepted only from GPs, as they were given sole responsibility by Newcastle

Joint Ethics Committee for seeking informed consent from clients to enter the trial (see section

5.7). Excluding other primary health care team members from making direct referrals was an
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unfortunate, but unavoidable, departure from methods used in the pilot period. In practice,
many district nurses overcame the restriction once the trial started by recommending to GPs
that they refer certain clients. Making GPs solely responsible for referring patients undoubtedly

reduced the number of referrals to the trial.

b) Urgent referrals were seen within the same or next working day at the discretion of the
physiotherapist. Weekend cover, on an emergency basis, was offered for acutely ill clients
already known to the DPS. In keeping with usual working patterns for physiotherapists in

hospital, no new referrals were accepted at weekends.

c¢) Physiotherapy assessment and treatment was provided in the client’s own home (including
residential homes) and the physiotherapists worked as part of the primary health care team. The
use of the home environment for assessment and treatment represented a major change from

traditional hospital based in-patient or out-patient practice.

d) Each client was fully assessed by a Senior Physiotherapist. Assessments took account of the
physical, social and psychological nature of the presenting problems. As discussed later (in
Chapter Five) clients’ physical problems were initially the main priority of the physiotherapists.
As the trial progressed, and the model of practice of the therapists extended,
social/psychological variables were considered more fully. For example, as previously hospital
based practitioners, the DPS team were not fully accustomed to working alongside family
carers. However, as the physiotherapists became more experienced, the needs of carers were

more likely to influence assessment findings.

e) Records of all contacts with clients, including dates and details of assessment findings and
treatment methods, were kept according to the Problem Orientated Medical Records (POMR)

system (Petrie and McIntyre 1979). Identified problems were written down and numbered, and
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progress was recorded in relation to each numbered problem. At the time of the trial, POMR

was used across Newcastle Health District by all physiotherapists.

f) The team decided that treatment goals should be set in relation to problems identified in the
assessment, and that these goals should be negotiated and agreed with each individual client. A

physiotherapeutic management plan was devised and documented in each case.

g) Physiotherapy treatment consisted of many elements. The staff adopted multiple roles in the
course of their work with clients and carers, e.g. hands-on treatment, education or advice,
liaison with other primary health care team members, counselling and provision of equipment.

Some issues related to the management of specific problems are discussed below:

e Where client problems were related to movement disordérs (e.g. following a stroke), no
single approach to treatment was specified. Instead, an eclectic approach using movement
facilitation, movement re-education and exercise therapy techniques was favoured. To
minimise disability caused by the movement disorder, physiotherapists could provide
equipment such as walking aids and orthotic devices. Where carers were regularly moving
and handling clients, instruction was given on the most efficient method, in order to

minimise physical stress and strain for both client and carer.

¢ Acute musculoskeletal conditions, where pain or swelling were a problem, can, in a
department setting, be treated by means of electrotherapy, e.g. ultrasound or low power
pulsed short wave diathermy. However, since the team had limited access to portable
electrotherapy equipment, manual techniques, therapeutic exercise and home use of a
warm/cold application such as a hot water bottle or ice pack were more often used.
Physiotherapy in the home setting necessitates a more simple, practical approach than that

normally used in hospital.
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e Respiratory conditions, such as chronic obstructive pulmonary disease or asthma, could, if
indicated, be treated on a daily basis during acute stages. As in hospital-based practice,
techniques such as percussion and postural drainage were used, along with breathing
exercises. In the community, physiotherapists worked with GPs and District Nurses to teach
clients correct use of inhalers and nebulisers, where appropriate. As the trial progressed staff
realised the importance of teaching self-help techniques at an early stage, to avoid

dependence on physiotherapy for clearance of chest secretions.

» Carers and clients were given advice and education where appropriate about the nature and
progression of the problem, about how to prevent further deterioration, and about simple
ways to cope with everyday difficulties. As the team became more experienced,
communication skills, especially listening, became better developed. Many clients and
carers, faced with permanent disability, need to talk through their feelings, hopes and fears.
In contrast to their hospital based colleagues, the domiciliary physiotherapists saw clients at
a later stage in the disease/disability, and in the environment in which they had to function.
In this context, advice on long-term coping strategies becomes a priority. When in a client’s
home, staff were not distracted by the needs of other patients or demands of other staff.

Time to talk, on a one to one basis with clients and carers, was a key feature of the DPS.

¢ Where appropriate, both family carers and primary health care workers were involved in
carrying out and monitoring physiotherapy treatment, e.g. by carrying out simple
movement/exercise programmes or checking progress. If another professional, such as a
District Nurse or Community Occupational Therapist was involved, a joint visit could be
arranged to facilitate communication regarding client treatment. Maintaining good
communication links with colleagues was not always easy for domiciliary physiotherapists.

Their usual practice of informally discussing cases with ward or clinic based staff, in the

37



course of their daily work, had to be replaced by early morning and lunch time telephone

calls, or pre-arranged meetings.

h) Each Senior I and II Physiotherapist had their own case load and normally worked alone
when visiting clients. If they needed assistance with client moving/handling the Physiotherapy
Helper accompanied them on the visit. Clinical isolation has been cited as a cause of stress in
domiciliary physiotherapy (Furnell and Furnell 1987). The DPS team tried to overcome the
problems associated with working alone by having regular team meetings and setting aside time

to talk to each other about caseload issues.

i) The Senior I physiotherapists were responsible for discussing case load and professional
practice issues with their Senior II. Whole team meetings gave staff an opportunity to present

case histories, and promoted sharing of ideas on the best way of managing client problems.

j) Where appropriate, the physiotherapists were able to refer clients to other health and social
service workers. In the induction period, they had been introduced to the range of other services
working into primary health care. In hospital based practice, the multidisciplinary team is much
closer to hand and other professionals are likely to become automatically involved as patients
are admitted to wards on which they usually work. The role of the DPS as a gatekeeper for

other services will be returned to in Chapter Four.

k) Treatment was discontinued at the discretion of the physiotherapist. Follow-up review
appointments were organised, or the client/carer was advised that they could contact either their
GP or the DPS direct if the problem recurred. Physiotherapists in both hospital and community
settings have clinical autonomy in decision making regarding cessation of physiotherapy
intervention, and GPs were made aware that they were not responsible for prescribing either the

type or the duration of physiotherapy treatment.
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1) GPs were provided with telephone, personal, or written feedback on client progress. A letter
of explanation was always sent if treatment was not indicated, when the client was discharged
from regular physiotherapy, or if the clients subsequently referred themselves for further
treatment. The GP was immediately informed if, during the course of physiotherapy
intervention, the client developed new problems or deteriorated with respect to the presenting
problem. Due to the developing nature of the service, it was particularly important to maintain
these regular communication links with GPs, not only for the above reasons, but also to develop
a process by which the GP could be educated about physiotherapy and his/her role as referrer to
the service. In a ward situation the physiotherapist will ‘bump into’ the referring House Officer
on a daily basis and will give up-dates as required. Most consultants invite physiotherapists to
attend their ward rounds on a weekly basis, again making it easy for the therapist to give

feedback on patient progress.

5.6 THE CONTROL TREATMENT

5.6.1 Definition of treatment in the control group

No domiciliary physiotherapy intervention was given. GPs could refer control group clients on
to any other service/agency, already available before the introduction of the DPS. As in other
pragmatic trials, the control group treatment was not defined in advance, other than to describe
it as ‘usual’ or ‘standard’ care. The control group’s use of other services will be discussed in

Chapter Four. Services that were available to the GP are outlined below.

The only other way for the GP to gain access to physiotherapy was to admit the client to
hospital, refer to a consultant, or advise the client to seek private physiotherapy. GPs were
allowed, within the research protocol, to pursue any of these options. The earlier pilot scheme
had revealed that these were unlikely courses of action for many clients, due to long waiting

lists for consultants, or the clients inability to travel to out patient physiotherapy departments.
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The GP could refer, as usual, to other primary health care team professionals such as district
nurses, health visitors, social workers and occupational therapists. There was a long waiting list
for social services occupational therapy (OT) and no health authority domiciliary OT service
was available, therefore referral to OTs was unlikely to be frequently used as an alternative
option to physiotherapy. It was anticipated that many control group clients would be managed

by the GP alone, or by a district nurse if self-care was a problem.

5.7 SAMPLING

5.7.1 Theoretical and target populations

In any trial, the choice of sample should be made after the population to which the results of the
trial will be applied has been defined (Schwartz et al. 1980). Defining the theoretical
population helps the researcher to select a representative sample from which reliable
generalisations to this population can be made. It was intended to generalise from the results of
the trial to domiciliary physiotherapy services across the UK. For practical purposes, the
sample was drawn from a target population of clients requiring domiciliary physiotherapy in
Newecastle upon Tyne. The assumption was made that the population of clients and the

treatments given in Newcastle, would be representative of those elsewhere in the UK.

5.7.2 Sampling strategy

In principle, representative samples are best obtained by random selection from the population
(Altman 1991). In practice, this is rarely possible. The sample for this trial was chosen
systematically, by accepting a consecutive set of referrals from GPs as a representative sample
of clients requiring domiciliary physiotherapy. All GPs from the 57 general practices in
Newcastle at the time of the trial were invited to participate. It was intended to recruit a large
sample (800) in order to achieve representativeness, external validity and increase the power of

statistical tests to detect statistically significant worthwhile differences if they existed (Altman
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1991). From referral rates in the pilot scheme it was estimated that it would take approximately

6 months to recruit a sample of 400 experimental and 400 control subjects.

5.7.3 Criteria for referral to the trial

GPs were provided with guidelines for referral (see Appendix 2). These guidelines were
developed after studying characteristics of clients referred to other domiciliary physiotherapy
services (Frazer 1980, Smyth 1985, Burnard 1988) and reflecting on the experience of the pilot
scheme. Suggested conditions suitable for referral were listed under the headings of respiratory,
rheumatology/orthopaedic and neurological conditions, e.g. chronic asthma, degenerative joint
disease, stroke. In addition, the guidelines also specified more general circumstances under
which referral might be appropriate, namely:

e Clients who would find it difficult/impossible to travel to hospital for treatment.

o (lients whose problems were intrinsically linked to the home environment.

o Clients for whom carer support was required.

5.7.4 Formalinclusion and exclusion criteria

Formal inclusions and exclusions were kept to a minimum in order to maximise the
generalisability of the results (Altman 1991). Men and women aged 18 and over, resident
within the boundaries of Newcastle Health Authority, and referred to the DPS by their GP,
were included. The only exclusions were clients with an identified learning disability or mental
health problem, as community teams with access to physiotherapy were already in place to deal

with the needs of these clients.

5.7.5 Allocation to experimental and control groups

Allocation to the experimental and control groups was by a process of random allocation, to
minimise the possibility of intentional or accidental researcher bias when allocating clients to
treatments (Altman 1991). Random allocation ensures that, at least initially, there will be no

difference between the two groups (other than that occurring by chance) on any important
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known or unknown variable. Any comparative differences in outcome can then be linked to the
experimental treatment (Schwartz et al. 1980, Pocock 1983) within the limits of sampling error.
Random allocation is central to the power of RCTs to uncover cause-effect relationships.

However, true random samples are rarely maintained as trials progress, once clients begin to be

lost from the trial (Cook and Campbell 1979).

5.7.6 Sampling and group allocation methods

All GPs were issued with an information pack (see Appendix 3) including the protocol and all
necessary documentation for seeking informed consent and referring clients to the trial. GPs

were asked to:

a) Explain the purpose of the trial to the client.

b) Give out a client information sheet.

c¢) Obtain the client’s consent to being put forward for random allocation.

d) Obtain written consent from clients (or carers where the client was unable

to do so) to enter the trial.

The above procedure was approved by the Newcastle Joint Ethics Committee and the Local
Medical Committee (the GPs' representative body). At an earlier stage in the development of
the trial methodology it was proposed by the advisory group that an alternative to randomising
individual clients might be to randomise GP practices. Hypothetically some practices (chosen at
random) would have had access to the DPS and others would not. The Local Medical
Committee rejected the proposal as “‘unfair’ to those GPs who, having no access to the service,

would have had to recruit clients purely for control purposes.

Random allocation to the control or experimental group was made using a ‘computer-generated

random number table’. The computer produced blocks of twenty number ‘1’s and “2’s in
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random order, and each consecutive referral was given the next number in the block. If the next
number in the block was a ‘1’ the client was allocated to the experimental group and if it was a
‘2’ the client was allocated to the control group. The research administrator kept the random
number table, and no one else knew what the next number would be. GPs were encouraged to
ring the administrator on a special telephone line while they were with the patient (either in the
surgery. or on a home visit) to obtain immediate feedback on the outcome of random allocation

for that patient. They were asked to send on a referral form afterwards.

GPs were told which group the patient had been allocated to and that they were responsible for

communicating the following to the patient:

a) Whether the patient was in the experimental or control group, i.e. whether they were
allocated to receive the new DPS or usual care.

b) That a fieldworker would be visiting within a week to interview them.

c¢) That a physiotherapist would be visiting either the same or the next day for urgent

cases, or within a week for others (experimental clients only).

If the patient was allocated to the control group, the GP was reminded to proceed with the care
of the patient as they would do normally, to preserve the nature of the control treatment as

‘usual’ practice.

A sample of 245 subjects was recruited in the 12 months from April 1989 to March 1990.
Recruitment to the study was closed after a year, because the research budget was not sufficient
to fund an extended follow-up period. The size of the sample was well below the anticipated
number of 800, and took twice the expected time period to achieve. Possible reasons for these
recruitment problems will be explored within the discussion of ethical issues, in the following

section.
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5.8 ETHICAL ISSUES

As already mentioned, permission for the trial was obtained from Newcastle Joint Ethics
Committee and the Local Medical Committee. The ethical issues relating to the trial will be
addressed under four headings: risks, loss of therapeutic benefit, informed consent and

distress/inconvenience to subjects.

5.8.1 Risks

In any research, whether experimental or not, the most important ethical principle is that no
harm should come to the respondents as a result of their participation (Oppenheim 1992, Sim
1989). In the classical clinical drug trial, any potential risks to the experimental group from side
effects of a new, untested treatment are of prime concern (Pocock 1983, Sim 1989). In this trial
the introduction of a non-invasive treatment like domiciliary physiotherapy was unlikely to be
actively dangerous, or have side effects for clients, provided therapists worked within their

scope of professional practice.

5.8.2 Loss of therapeutic benefit

In any trial there is an inherent ethical issue regarding potential loss of therapeutic benefit to the
control group, especially when it is believed that the experimental treatment is superior (Pocock
1983, Sim 1989). In this trial of domiciliary physiotherapy the control group were not offered
domiciliary physiotherapy. However, to claim that an established, proven treatment was being
withheld would be false. There had never been a DPS in Newcastle, and claims at that time
about the value of domiciliary physiotherapy were based on descriptive pilot studies,
speculation and precedents in other Health Districts, where services were being developed
without evaluation. The control group clients were not deprived of any care they would
normally receive from the GP. During the trial, one group of patients received the usual care
offered by the GP and a second group received a temporarily available new service, for the

purpose of testing it’s value.
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However, GPs objected to random allocation of their patients to a control group. They claimed
that, as doctors, they should have rights of access for their patients to the new DPS. Although
the ethical problem of potential loss of benefit to control clients was raised by some, most GPs
simply objected to loss of control over their patients’ care. Some GPs feel it is unethical and
damaging to the doctor-patient relationship for them to support randomisation of their patients
into treatment groups which they do not judge as being the best for that individual (Korn and
Baumrind 1991). The potential benefits of any new treatment have to be balanced against its
risks or side effects. Much of the debate seems to be centred on trials of drug therapy or surgery
for the treatment of cancer (MacIntyre 1991). Potential loss of therapeutic benefit was a major
concern in trials where routine post surgical radiotherapy, for breast cancer, was withheld from
a control group who received radiotherapy only in the event of a recurrence of symptoms
(Schwartz et al. 1980, Pocock 1983). GPs referring to the breast cancer trial were alarmed by
the potential negative effects of withholding what had previously been perceived as life saving

treatment (Cancer Research Campaign Working Party in Breast Conservation 1983).

The work of Taylor (1992) may help in the analysis of reasons for poor recruitment of clients
by GPs in the DPS trial. She surveyed physicians involved in a multicentre RCT in the USA
and Canada, and she found that poor recruitment of patients was linked more to the social
process of the RCT than to any inherent resistance or reluctance to support research. The
physicians felt uncomfortable about random allocation taking over their decision making power
and they disliked telling patients they did not know which was the best between the
experimental and control treatments. Perhaps the Newcastle GPs also felt that their role as
referrer to the trial conflicted with their role as the patient’s doctor. The implications of poor

recruitment are further discussed in the final chapter of this thesis.
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5.8.3 Informed consent

All researchers have an obligation to offer potential subjects an understandable explanation and
unbiased view of the research, so that they can decide, without pressure, whether to opt in or
out (Sim, 1989). Initially, it was proposed to the ethics committee that the ‘randomised consent
design’ (Zelen 1979), previously used in a trial of Nursing Home Care (Bond, Atkinson et al.
1989), should be used. In this design, suitable subjects are firstly randomised into either the
experimental or control group and the GP seeks only the consent of those receiving the new
experimental treatment. Research workers then seek consent, from both groups, for data
collection and interviews. The randomised consent design was our method of choice for
seeking consent from clients. It would have been simple and straightforward, as the GP would
have only been responsible for asking experimental group patients if they agreed to an
assessment by a physiotherapist. Trained fieldworkers would then have obtained consent for the
research interviews and data collection. In the randomised consent model a group of clients
would have been cared for in exactly the same way as usual, a second group would have
consented to receive a new service and both groups would have consented to participate in a

planned interview and data collection schedule.

However, although the randomised consent design may have been regarded as ethically sound
in previous studies, the Ethics Committee rejected it. The committee insisted that the GP should
be solely responsible for seeking the informed consent of all suitable patients before
randomisation took place. The mechanisms for obtaining informed consent became an early
source of concern and problems encountered are discussed below. Relying solely on GPs for
referral of clients involved a significant departure from the pilot methods, and may have

contributed to the low numbers of clients recruited.

When fieldworkers visited clients for the first interview it became apparent that, despite having

received a protocol and forms for obtaining consent {(Appendix 3), GPs had given clients many
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different explanations of the trial. For example, some clients allocated to the control group were
falsely expecting to be seen by a physiotherapist. Client dissatisfaction played a part in sample

attrition, which is discussed in Chapter Three.

5.8.4 Distress or inconvenience to subjects

Fieldworkers made advance appointments, at the convenience of clients/carers, and all
interviews were carried out in the clients own home to remove any stress or financial cost
associated with travelling. Training was provided for fieldworkers on how to deal with
interpersonal aspects of the interview situation (see section 5.9.2). As the health status
questionnaire asked potentially sensitive questions related to level of disability, reliance on
others, feelings of self-worth etc., fieldworkers were advised on how to deal with any emotional
reactions from clients or carers. Confidentiality was assured at all times and clients were made

aware that they could withdraw from the trial at any stage.

5.9 METHODS OF DATA COLLECTION IN THE TRIAL

In this section, there will be a brief outline of data collection methods (including a flowchart of
the data collection schedule), an explanation of the role of the research fieldworker and a

discussion of the rationale for use of the data collection methods.

5.9.1 Data collection methods

Data were collected using structured interviews with clients, client-held diary sheets, GP-held
record cards, GP referral forms and physiotherapy case notes. Figure 1 (Flowchart of data
collection) shows the data collection methods and time schedule for data collection. All
subjects in the trial were interviewed by the research fieldworkers, at three stages, using the
same structured interview schedule. A full account of the role and training of fieldworkers is

given in section 5.9.2.
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Figure 1 Flowchart of Data Collection Schedule

Client consults GP
d

GP refers consenting client to trial, giving basic clinical data.

GP enters record card into clients’ notes, for recording GP contacts with clients, hospital
admissions and referrals for client to other agencies.

\A

Random allocation

4/\»

EXPERIMENTAL
GROUP

DATA COLLECTION
SCHEDULE

Within one week of entry
to trial (before assessment
by physiotherapist where
possible).

At the end of regular
domiciliary physiotherapy,
or at 3 months, if treatment
still ongoing.

Intermittently, between 3
months and 12 months.

At 12 months.

Intermittently, between 12
and 18 months.

At 18 months.

DATA COLLECTION METHODS

STAGE 1

Lst interview conducted by fieldworker, in
client’s home. Baseline demographic and
social data collected. Activities of Daily
Living (ADL) and Health Status (HS)
assessments administered. Client given
diary sheets to record contacts with health
and social services workers.

STAGE 2:

2nd interview. Demographic and social data
updated. ADL&HS assessments repeated.
Any completed diary sheets collected and
new ones given.

Telephone contacts by fieldworker to check
if client remembering to fill in diary.

STAGE 3:
3rd interview. Demographic & social

data/ADL&HS assessments/diary sheets
checked/ repeated/collected as at stage 2.

Telephone contacts by fieldworker, as at
stage 2.

STAGE 4:
Final collection of diary sheets from clients.

GP-held record cards checked, updated &
collected.

48

CONTROL
GROUP

DATA COLLECTION
SCHEDULE

Within one week of entry to
trial.

At 3 months.

Intermittently, between 3
months and 12 months.

At 12 months.

Intermittently, between 12
and 18 months.

At 18 months.



The interviews took place at the following times:

e Within the first week of referral, to provide baseline data (stage 1).

¢ At 3 months (or on discharge from domiciliary physiotherapy treatment in the experimental
group), to provide interim outcomes (stage 2).

e At 12 months, to provide end point outcomes (stage 3).

The purpose of the stage 2 interview was to provide data on the short-term effects of
domiciliary physiotherapy. It was, therefore, necessary to conduct the interview immediately
after discharge from the DPS. In keeping with pragmatic methods the discharge point was not
specified. In consequence, length of time from baseline (stage 1) to stage 2 was variable. It was
decided that the stage 2 interview should not be delayed beyond 3 months after baseline, if the
client was still receiving domiciliary physiotherapy, as 3 months had been shown to be the

average length of intervention in the pilot study.

GP-held record cards and client-held diary sheets were filled in from entry to the trial for up to
18 months to provide data on use of other services. Because of the longer than anticipated time
for recruitment, clients who were recruited in the later stages of the trial had a reduced follow-
up time of between 12 and 18 months for GP and diary data. Other clients submitted their
diaries early if they dropped out at the 3 or 12 month stage. A full analysis of sample attrition
and the characteristics of drop-outs from the trial is given in Chapter Three. Table 2 shows
experimental and control group mean and standard deviation follow-up times, firstly for all
clients, and then with those who dropped out of the trial excluded. It can be seen from Table 2
overleaf that there was no significant difference between the experimental and control groups in

length of follow-up time for data on use of other services.
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Table 2 Follow-up times for use of services data, for experimental and control

groups (all clients and drop-outs excluded)

Mean (SD) follow-up  t-statistic and 2-tailed p value
time (months)

All clients

Experimental group n=114  14.1 (5.8) t=0.95, p=0.35
Control group n=104 13.4 (6.1)

Drop-outs excluded

Experimental group n=87 16.9 (1.9) t=1.02, p=0.31
Control group n=74 16.5 (3.1)

5.9.2 The research fieldworkers

Three research fieldworkers were funded by the Sainsbury Trust grant. They were appointed on
a part-time basis and selected because of their ability to communicate, rather than for any
clinical or specialised knowledge. Their previous work backgrounds were in primary school
teaching, social services and radiography. The role of the fieldworker was to carry out the
interviews and monitor the completion of GP-held record cards and client-held diaries. They
were responsible for arranging appointments with clients, communicating with GP surgeries
and liaising with the physiotherapists about visits to clients in the experimental group. It was
not possible for the fieldworkers to be ‘blind’ to whether clients were allocated to the
experimental or control group, as clients often asked them to explain what the trial involved,
after GPs had given misleading information or when clients had misinterpreted what the GP had
said. The fieldworkers were instructed not to enter into discussion with the physiotherapists
about client problems or the outcome of experimental group interviews. The reliability of the
research would have been threatened if, as a result of any discussions with fieldworkers, the

physiotherapist had altered their treatment.

Interview questions were standardised as far as possible. However, although questions were

read out verbatim, clients often asked for clarification during interviews. Fieldworkers were
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instructed to offer explanations to help clients understand the meaning of questions, but not to
help them decide on their answers. To protect the internal validity of the research the
fieldworker role was strictly confined to data collection. Although a good rapport between
interviewer and interviewee can become therapeutic for the client (Oppenheim 1992),
fieldworkers were cautioned not to offer any advice or assistance to clients or carers regarding
the management of their problems, so as not to influence the success of either the experimental
or control treatments. They were instructed to advise clients and carers to contact their GP in all
cases where problems were raised. A two week training and orientation programme for the

fieldworkers was provided.

5.9.3 Rationale for data collection methods

Interviews were used as the means of administering questionnaires on ADL and health status
and collecting demographic and social information. Face-to-face contact with clients and carers
allowed the fieldworkers to develop a rapport with them, thereby reducing the likelihood of non

completion of the assessment schedule (Oppenheim 1992).

At the end of the first interview, fieldworkers introduced the diary sheets and showed clients
how to fill them in. At subsequent interviews, fieldworkers checked the diaries, and clients and
carers could ask questions or discuss any difficulties encountered when filling them in.
Informal telephone calls were made to clients between interviews to remind them to keep their
diary sheets. The personal contact already established during interviews made follow-up

telephone calls more acceptable to clients.

The questionnaires yielded largely quantitative data, and could have been administered by post.
However, getting to a post box may have been difficult for some clients and the return rate for
postal questionnaires is often below 50% (Oppenheim 1992). In any event, clients would have

needed explanation about how to fill in the diary sheets, which would have been difficult by
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letter, and the personal contact of an interview increases the individual’s motivation to respond.
Additional data on use of other services were collected by GPs, using booklets inserted into
patients’ notes. The reliability of using GP held records is discussed more fully later in this

chapter.

5.10 METHODS OF OUTCOME MEASUREMENT

This section will begin with a short discussion of the concept of cost effectiveness and how it
has been applied to the trial. Outcome measurement tools used to measure each objective of the
trial will then be discussed in terms of methods of administration, pilot work carried out and

reliability and validity.

5.10.1 The concept of cost effectiveness

The term ‘cost effectiveness’ is sometimes used interchangeably with the term ‘cost benefit’
(Chambers et al. 1992). Both these terms seem to share a common meaning, i.e. they refer to
the financial implications (costs) associated with the outcome (effectiveness or benefit) of
health and social programmes. However, they differ in that a cost benefit analysis (CBA)
defines outcome or benefit in monetary terms, while a cost effectiveness analysis (CEA) uses
assessments of outcome that have no monetary value attached (Richardson 1992). In a CBA,
attributing costs to outcome or benefit facilitates the calculation of a simple ratio equation,
from which the degree to which benefits exceed costs can be judged. Attempts to cost quality of
life have included parameters such as the value of lost future earnings, or court awards for
illness/disability. In health care, programme or service outcomes are very difficult to determine

in monetary value, making the CBA often inapplicable or misleading (Carr-Hill 1989).

In the present study, the overall research design has been primarily influenced by methods of
evaluation research, as discussed earlier in this chapter. The concept of cost effectiveness,
rather than the technical model, has been used to provide a framework for selecting measures of

outcome of the DPS. Costs were inferred by assessing whether or not the introduction of the
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DPS reduced or increased the use of other services (Drummond and Ward 1988). Effectiveness
was assessed by measuring any differences, in health status and independence in activities of
daily living, between the clients receiving the DPS and those receiving usual services. The

results were used pragmatically to make a practical judgement of cost effectiveness.

5.10.2 Measuring the outcome of physiotherapy

Measurement of physiotherapy outcome was reviewed by Partridge (1982), who suggested that
outcome could be measured at three levels: localised tissues, e.g. swelling of an injured joint
(level 1); performance of movement, e.g. amount of flexion at a specific joint or ability to walk
a few steps (level 2); performance in daily life, e.g. function at work or in the home (level 3).
Partridge’s level 1 seems to be closely associated with the World Health Organisation (WHO)
(1980) definition of impairment as:
... any loss or abnormality of psychological, physiological, or anatomical structure
or function ... disturbances at the level of the organ.
Level 2 partly relates to the WHO definition of disability as:
... any restriction or lack (resulting from an impairment) of ability to perform an
activity in the manner or within the range considered normal for a human being ...
disturbances in ... personal care ...in the performance of other activities of daily living,
and in locomotor activities.
Level 3 refers to handicap, defined by the WHO as:
... a disadvantage for an individual, resulting from an impairment or disability, that
limits or prevents the fulfilment of a role that is normal ... for that individual ... thus

represents socialisation of an impairment or disability.

It has been argued by several authors (Jaeckel et al. 1986, Tallis 1987, Deyo 1988, Sim 1989)

that any change at the level of impairment, such as an increase in range of movement at a joint,
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may be worthless unless associated with change recognisable to clients, at the functional or
lifestyle level. As stated by Jaeckel et al. (1986):

... it means little to a patient whether he has three or six swollen joints, or whether

his sedimentation rate is 20 or 30. He only desires to be as free from pain as

possible, to be able to earn his own living, and to play an active part in social life.
The ability to live independently with a good quality of life and health status was likely to be
very important to clients recruited to the DPS. Therefore, it seemed logical to choose to
measure outcomes at the disability or handicap level, not at the level of impairment. As there
may be poor correlation between a patient’s capability in hospital and his/her performance at
home (Andrews and Stewart 1979) the client or carer report was judged to be a more
appropriate and meaningful measure of functional independence than a ‘one off’ test or
observation in a clinical setting.
Disability/handicap outcome measures for assessing physiotherapy or other rehabilitation
therapy interventions are widely reported in the literature. However, they have largely been
developed and tested with reference to specific disease or diagnostic group. Examples include
motor assessments (Ashburn 1982) and activities of daily living scales (Nouri and Lincoln
1987) for stroke patients; pain and disability scales for back pain sufferers (Fairbank et al.
1980); health status measures for arthritis research (Liang et al. 1985). The pilot scheme had
already shown that the range of diagnostic groupings likely to be referred to the trial could
range from general non-specific mobility problems of the frail elderly, to neurological
conditions such as stroke or multiple sclerosis, and respiratory diseases, e.g. asthma or
bronchiectasis. It would have been impractical to use different measures for different clients.
Global measures, sensitive enough to pick up changes in mobility related independence and

health-related quality of life were required.

54



5.10.3 Measuring activities of daily living

It was difficult to find a standardised measure of level of independence in activities of daily
living that could encompass the variety of types of client likely to be referred to the trial. There
were very few scales validated for use with a multi-diagnostic group. Two long standing, well
known scales were considered: the Katz Index of Activities of Daily Living (Katz et 1963); and

the Barthel Activities of Daily Living Index (Mahoney and Barthel 1965).

The Katz scale summarises performance in six functions: bathing, dressing, toilet, transfers,
continence and feeding. The Barthel scale assesses performance across a wider range of 10
items: bowels, bladder, grooming, toilet use, feeding, transfers, mobility, dressing, stairs and
bathing. The scales differ in that the Katz scale is hierarchical, and the Barthel summed. Katz
devised the scale assuming that the various ADL abilities were recovered by patients in a
specific and invariable order (Eakin 1989). Individual test items form a series with the supposed
least difficult (and therefore presumably quickest recovered) tasks tested first. It was developed
originally as a survey instrument to chart the course of chronic illness, and has been used .
mainly in the USA. The Katz index was not chosen because a hierarchical scale can yield
unreliable results if the population of patients studied does not follow the same pattern of

recovery as the scale predicts.

The Barthel Activities of Daily Living Index was selected for use in this study. It was originally
designed to be used with a generic chronically sick group, rather than any specific diagnostic
category. In it’s modern format (Collin et al. 1988), the Barthel Index has 10 items (as listed
above) and a score ranging from 0 to 1, 2 or 3 can be awarded for performance in each item,
based on the level of independence with which the task has been performed. A minimum of 0
and maximum of 20 is possible, representing a continuum from ‘dependence’ to ‘independence’
on the 10 items, which are not presumed to be in hierarchical order. Although a summed scale

was viewed as more appropriate than a hierarchical one, the meaning of scores should be
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treated with caution. A score of 10 out of 20 does not represent 50% ability or disability, and
two individuals each scoring 10 may have different capabilities, depending on the items from

which they have lost and gained points.

Nevertheless, the Barthel Index has been recommended as a robust and reliable clinical
measure by Collin et al. (1988) who found high inter-observer reliability when comparing
Barthel Index scores obtained from nurses’ judgement, occupational therapists’ observations,
and patients’ self-report. The validity of the Barthel Index has been reviewed by Wade and
Langton Hewer (1987) and Wade and Collin (1988). They claim it has face and content
validity, as it appears to measure items widely accepted as important in ADL. Scores on the
Barthel have been shown to correlate closely to several other measures, e.g. extent of motor
loss, mortality, and clinical judgement of severity of stroke. The Barthel Index has become a
very popular tool, and has been used as an outcome measure in several rehabilitation studies
where physiotherapy and/or other therapies have been evaluated, e.g. Granger ef al. (1979) and
Young and Forster (1992). According to Wade and Collin (1988), it has probably been used in
more research, covering a wider range of conditions, than any other single index. The Barthel
Index has also been recommended in critical reviews of ADL scales (Eakin 1989, Law and
Letts 1989). Its widespread use in the UK at the time of the trial was an important factor
influencing selection of the Barthel Index as an outcome measure. Using scales already
validated and in general use facilitates uniformity and comparability between research (Tallis

1987).

At the time of the trial, the usual method of administration of the Barthel Index in other studies
was by observation or interview. Using guidelines published by Collin ez al. (1988) (see

Appendix 4) clinical staff could judge client ability after observing them perform each task, or
ask the client questions about how he/she performed each item. More recently, consistency has

been shown between postal questionnaire, telephone interview and face-to-face interview
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methods of administration (Yeo et al. 1995). The guidelines for scoring were adapted for the
DPS trial into a standardised questionnaire format to be administered during interviews, so that
fieldworkers did not ask questions in different or leading ways. Forced choice questions were
devised to elicit the necessary information required to award a score for each item. These
questions were tested by videotaped ‘dry run’ interviews in volunteer clients’ homes, during the
pilot phase before the trial. Interviewer performance and clients responses were reviewed using
video playback. Any ambiguities or inadequacies in question wording, or problems in question
ordering were noted. For example, the original scoring sheet starts with bladder and bowel
function. We found that it was better to begin questioning with something less personal, such as
mobility, to give both the client and interviewer a chance to get used to each other before
focusing on bladder/bowel habits. A final version of the questionnaire was re-tested on
videotape, and the scoring guidelines were used afterwards to award scores based on client
yes/no responses. The videotape of the final test interview was used during fieldworker
training. The Barthel Index questionnaire (see Appendix 5) was subsequently used as the
assessment of ADL ability and administered by fieldworkers as part of the structured interview
at stages 1,2 and 3 (see Figure 1). The main aim was to assess function from the client’s

perspective, but fieldworkers obtained the carer's report if the client could not communicate.

5.10.4 Measuring health status/quality of life

Measures of quality of life/health status are much less likely to be diagnosis specific than
measures of ADL. Tools such as the General Health Questionnaire (Goldberg and Hillier 1979)
are used widely as outcome measures in clinical practice and research. However, many have
been designed for use in the USA, e.g. the Life Satisfaction Index (Neugarten et al. 1961) and
the Philadelphia Geriatric Centre Morale Scale (Lawton 1975). The Nottingham Health Profile
(NHP) was chosen for the DPS trial because it was developed in the UK as a measure of how
health status affects quality of life (Hunt ez al. 1986). The profile has been tested for face,

content and criterion validity and has been understood and accepted by elderly respondents
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(Hunt et al. 1980). NHP scores have successfully differentiated between ‘sick’ and ‘healthy’
people over 65 years old (Hunt ef al. 1980) and between consulters and non-consulters in
general practice (Hunt ez al. 1981). The test-retest reliability of the NHP has been successfully
demonstrated by high correlations between two scores obtained within four weeks of each other
for people with persistent chronic conditions, e.g. osteoarthritis of the hip (Hunt et 1981) and

peripheral vascular disease (Hunt et al. 1982).

The NHP is a two part, self-administered questionnaire (see Appendix 5). Part one asks the
respondent to agree or disagree with 38 statements, presented in mixed order, relating to the
following six domains: sleep (5 statements); energy (3 statements); emotional reactions (9
statements); social isolation (5 statements); physical mobility (8 statements); and pain (8
statements). The domains, especially physical mobility and pain, seemed highly relevant to the
assessment of physiotherapy intervention. Part two of the NHP is designed to assess the number
of aspects of daily life which are affected by health problems. Although there was some doubt
about the applicability of some of the part two items, e.g. work and employment, for a largely
retired sample, it was included in case some items proved useful. Part two of the NHP was later
disregarded, as many clients found items difficult to respond to. Part one was analysed on it’s

own, a procedure which does not affect the validity of the profile (Hunt ez al. 1989).

The NHP was included in the structured interview schedule at stages 1, 2 and 3 (see Figure 1).
The self-administration method recommended by the authors was used. After answering the
Barthel Index questions, clients were asked to complete the NHP. During piloting, it was found
necessary to produce an enlarged version of the profile, for clients with visual problems. The
fieldworkers were instructed not to read the statements out unless absolutely necessary, so as
not to influence client responses. The profile was omitted for any client with an apparent

comprehension problem. Comprehension was judged subjectively by the fieldworkers at the

58



time of the interview according to whether the client seemed able to understand and complete

the questionnaire.

5.10.5 Measuring clients’ use of health and social services

Clients were given diary sheets (see Appendix 6) at the first interview and were asked to make
an entry every time they were visited by a health or social service worker other than the GP.
GPs were given supplies of special record cards (see Appendix 7) to insert into the clients’
medical notes after referral to the trial. These record cards were to be used by GPs to note all
their domiciliary and surgery contacts with clients, client admissions to hospital and referrals
made for clients to other professionals. The client diaries and GP record cards were kept for a
follow-up period of up to 18 months. Variation in follow-up time for use of services data has

been considered previously, in section 5.9.1, Table 2.

5.10.6 Client diary sheets

Diary sheets were given to clients and carers in a folder. The term ‘diary’ is used to refer to a
daily record of clients’ contacts with other professionals, not a journal of personal activities or
thoughts. Diaries are common place in social research, and are particularly appropriate for
‘summing’ activities over a long period of time (Oppenheim 1992). Clients were likely to have
contact with a range of health and social services and, as there was not any central record of
their care, it was not possible to obtain information on contacts with services in any other more
‘objective’ way. Clients were given a covering set of instructions (see Appendix 6), listing the
relevant workers they might come into contact with, and an example of how to complete the
diary. Each diary sheet had columns for recording the date, length of time and professional
identity for each contact. Fieldworkers checked the sheets at each interview visit and made
intermittent telephone contacts in between interviews (see Figurel) to help maintain client and
carer motivation to keep the diaries up to date (Oppenheim 1992). The diaries were collected
from the client/carer at the end of the follow-up period. The purpose of the diary sheets was

explained to other community based professionals during the initial launch of the trial, to avoid
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confusion or suspicion if they were shown them when visiting a client. The diary sheet system
was tested during the pilot period before randomisation, and good co-operation was achieved

from clients, carers and other community professionals.

5.10.7 GP record cards

GPs placed record cards with a highly visible orange strip on the top (see Appendix 7), into the
medical notes of every patient they recruited to the study. The orange strip protruded from the
top of the patient notes, to quickly identify to the GP that the patient was in the trial. GPs were
asked to use the cards to keep a record of dates of their domiciliary and surgery contacts with
patients, referrals made to other agencies and any episodes of hospital admission. Fieldworkers

removed them from the GPs’ surgeries at the end of the follow-up period.

The purpose of the record cards was explained to GPs during the launch of the trial, and
varying attitudes were expressed towards the task of completing record cards. Some GPs
admitted outright that they would not have the time or inclination to keep these extra records.
Others said they would ask receptionists to fill in the record cards, and some were happy to
fully comply. The disincentive of extra work has previously been suggested as a possible
reason why GPs fail to recruit patients for trials (MacIntyre 1991). Client consent included
consent to fieldworkers having access to their GP-held medical notes and, at the end of the
follow-up period, fieldworkers retrospectively checked the record cards against the medical

notes.

5.11 DEMOGRAPHIC AND SOCIAL CLASSIFICATION

Demographic and social data were collected from clients at each of the 3 interviews by asking
standardised questions about age, gender, housing tenure, carer details and home help support
(see Appendix 5). The conventional method of measuring social class by occupation was

problematic for a sample likely to consist mainly of retired people. It was particularly

60



inappropriate for elderly women, who are classified according to their husbands’ last
occupation. Therefore housing tenure was chosen instead as a measure of social status. In a
longitudinal study of socio-demographic mortality differentials, it was found that housing type
(owner-occupied, privately rented or local authority rented) related significantly to residents’
mortality (Fox and Goldblatt 1982). Clinical data, such as diagnosis and presenting problem,
were obtained retrospectively from referral forms completed by the GP (see Appendix 3) and
physiotherapy treatment notes. The International Classification of Diseases (ICD) (World
Health Organisation 1977) was used for coding and categorising clients into diagnostic
groupings. From the ICD classification, diagnoses were further grouped into categories used in
other studies of domiciliary physiotherapy. The social, demographic and clinical variables were
used to classify clients in order to assess the representativeness of the sample, and to test that

random allocation had been successful in creating two comparable groups.

5.12 ANALYSIS OF RANDOMISED CONTROLLED TRIAL DATA

The analysis of the trial data focused on the quantitative differences between the experimental
and control groups at the 3 month and 12 month stages. The following hypotheses were tested:
. Domiciliary Physiotherapy will improve level of independence as measured by the

Barthel Activities of Daily Living Index.

. Domiciliary Physiotherapy will improve health status as measured by the Nottingham
Health Profile.

. Domiciliary Physiotherapy will reduce use of other health and social services.

. Domiciliary Physiotherapy will reduce the number of GP referrals to other agencies.

. Domiciliary Physiotherapy will reduce the number of episodes of respite care and mean

length of respite care stay.
. Domiciliary Physiotherapy will reduce the number of hospital admissions and mean

length of hospital stay.
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6. METHODS USED TO ANALYSE THE PROCESS OF DOMICILIARY

PHYSIOTHERAPY

6.1 INTRODUCTION

The following sections will discuss specific objectives for analysing the process of domiciliary
physiotherapy, the rationale for using multiple methods and the influence of the interpretive
paradigm. Methods of sampling, perspectives on analysis and the application of a reflective

analysis based on the author’s experience will also be considered.

6.2 OBJECTIVES OF THE ANALYSIS OF THE PROCESS OF DOMICILIARY

PHYSIOTHERAPY

6.2.1 To investigate GPs’ diagnoses and reasons for client referral, as a basis for understanding
why physiotherapy was indicated.

6.2.2 To provide a quantitative analysis of the number of visits made by physiotherapists and
the duration and number of episodes of physiotherapy intervention given to clients in the
experimental group.

6.2.3 To gain insight into client and carer perceptions of the role and value of domiciliary
physiotherapy.

6.2.4 To investigate the views of experienced community based physiotherapists and
occupational therapists (not involved in the DPS trial) on their experiences of community-
based therapy practice.

6.2.5 To undertake a reflexive analysis grounded in personal experiential knowledge, in
order to help develop an interpretive account and theoretical model of the process of

domiciliary physiotherapy practice.
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6.3 RATIONALE FOR USING MULTIPLE METHODS TO ANALYSE THE PROCESS OF

DOMICILIARY PHYSIOTHERAPY

The outcomes of rehabilitation trials tend to be reported with little more than a brief description
of the process of intervention being tested (Wade et al. 1992). Rehabilitation therapy has been
termed a ‘black box’ and its conceptual contents are thought to be inaccessible. The backdrop
of the RCT of domiciliary physiotherapy therefore provided a unique opportunity to begin to
analyse the process of domiciliary physiotherapy and to look inside the black box. Multiple
perspectives have been applied in the analysis, using quantitative and qualitative data.
Qualitative data on GPs’ diagnoses and reasons for referral were obtained from the GP referral
form, and quantitative data on number of visits, duration of each course/episode of treatment
and number of treatment episodes were obtained from physiotherapy treatment notes.
Qualitative research strategies allow the meaning of domiciliary physiotherapy to be explored
from varying perspectives (Field and Morse 1985). In-depth interviews were conducted with
two purposively selected clients and their carers to provide an insight into client and carer
perspectives. As previously stated, the motivation to collect such data came from the
researcher’s growing awareness of the limitations of the RCT and interest in the process of
domiciliary physiotherapy practice. Data from two clients and carers does not constitute an in-
depth qualitative study of client and carer perspectives. Experienced therapists views were
investigated through a focus group of community-based physiotherapists and occupational

therapists not involved in the trial.

As discussed at the beginning of this chapter, the interpretive paradigm influenced the analysis
of the process of domiciliary physiotherapy. The concepts of rigour and credibility (Krefting
1991) will be applied to judge the reliability and validity of the analysis. My role as researcher
gave me the chance to be an observer of the DPS and, as manager, I was an accepted participant
in the service. Participant observation as a research method (Atkinson and Hammersley 1994)

has a good ‘fit” with the interpretive paradigm (Nandhakumar 1997) as data are collected in the
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natural setting. Although the a priori research design did not include formal participant
observation, as the trial progressed I began to realise the value of my unique position. My
experiences were rich in contextual integrity (Higgs and Titchen 1995, Parry 1997), and
although it could be argued that different participant observers may have different
interpretations of the same phenomena (Orme 1997), my in-depth exposure to the research
context served to make me more sensitive to the issues around me, thus enhancing the
credibility of my experiential knowledge (Streubert and Carpenter 1995). The credibility of the
research may be judged in part simply by how well it deepens the readers’ understanding of the
phenomenon of domiciliary physiotherapy (Maykut and Morehouse 1994). In my position as
manager I was able to overcome some of the barriers to understanding that come from
researchers’ using interview situations to gain knowledge about behaviours (Nandhakumar
1997). Verbal descriptions from interview respondents can lead to misinterpretations as the
researcher cannot assume that they understand respondents descriptions of their behaviour
specific to a particular context (Taylor and Bogdan 1985). Respondents may not accurately
report what they do, or they may deliberately mislead the researcher if they do not want to
disclose their behaviours (Van Maanen 1979). Alternatively, respondents may not be fully
aware of their actions if they form part of everyday routines and therefore may be unable to

give an account of them (Nandhakumar 1997).

The subjects (i.e. the clients) in the RCT at the centre of this PhD research were necessarily
subject to control and assessment. In contrast, the participants in the study of the process of
domiciliary physiotherapy were able to guide and influence the direction of the research. By
providing detail about the sampling of participants, data gathering and analysis the reader may
also judge the rigour of the research (Appleton 1995). For example, how transferable are the

findings to other settings? Would the findings be consistent if the study were repeated?
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Manipulating multiple data sources has enhanced the overall evaluation of domiciliary
physiotherapy (Bryman 1988, Patton 1990) and these data have been used to inductively
construct, rather than discover, the process of domiciliary physiotherapy (Strauss 1987, Patton
1990, Higgs and Titchen 1995). Sources of data used for the analysis of the process of

domiciliary physiotherapy are discussed in more detail in the following sections.

6.4 SOURCES OF DATA RELATING TO EACH OBJECTIVE IN THE ANALYSIS OF THE

PROCESS OF DOMICILIARY PHYSIOTHERAPY

6.4.1 GPs’ diagnoses and reasons for client referral

Physiotherapy operates as a second-line service in most situations, with patients coming to
physiotherapy after being referred by another professional, usually a doctor. Referral
information forms the basis for the initial physiotherapy assessment, and diagnostic information
is essential to the physiotherapist when devising treatment strategies. For example, a diagnosis
of heart disease would alert the physiotherapist to the possible dangers to the patient of
unaccustomed exercise or activity. A previous limb fracture, managed by internal metal
fixation, would contra-indicate the use of most forms of electrotherapy. A diagnosis of
osteoporosis would signal to the physiotherapist that the client might be at risk from fractures.
When entering patients to the trial, GPs were required to fili in a referral form (see Appendix
3). The form was designed to provide physiotherapists with standard referral information, such
as name, address, date of birth, diagnosis and current medication. To further investigate why
GPs thought physiotherapy was appropriate, they were asked to write down their reason for
referral. Qualitative data, in written form, was extracted from these forms to provide
information on client diagnosis and reason for GP referral. On the whole, GPs were co-
operative and filled in the form. For 205 clients (92% of those interviewed at stage 1) a referral
form was submitted. The fieldworkers contacted all GPs who had not submitted referral forms,

but the remaining 8% of forms were not received.
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6.4.2 Quantitative analysis of number of physiotherapy visits and episodes of intervention

As previously discussed, data on number of visits, duration of each episode of treatment, and
number of treatment episodes was used to provide a quantifiable profile of service provision.
The physiotherapists determined how many treatment visits should be made and an episode of
treatment ended when the physiotherapist discharged the client. No upper or lower limits were
set for treatment sessions or visits. Instead the physiotherapists were able to determine the
optimum number of treatments, frequency of visits, and when to discharge the client. Factors
that may have influenced physiotherapists’ decisions about when to end treatment are discussed
in Chapter Five. Data on physiotherapy visits were obtained from physiotherapists’ case notes.
The DPS staff were regularly reminded to write up notes on a daily basis and not to rely on

memory at a later date, in order to enhance the reliability and validity of the data.

6.4.3 Clients and carers perceptions of the role and value of domiciliary physiotherapy

An interactive relationship, which may be therapeutic in itself, often develops between client
and therapist (Stone 1991) during physiotherapy. It was therefore important to evaluate
domiciliary physiotherapy from the perspective of the client and carer (Parry 1991). According
to a symbolic interactionist perspective (Blumer 1969), value was given to clients’ and carers’
interpretation of the meaning of their contact with the DPS. Two case studies of clients who
had received regular domiciliary physiotherapy alongside other community-based services
were selected in order to provide an insight into the user perspective on domiciliary
physiotherapy. Purposive sampling was used to select the two cases (Silverman 1993). The
DPS staff were asked to nominate two clients with knowledge and experience of domiciliary
physiotherapy, who, therefore, had to be chosen from the experimental group. Control clients
were not interviewed, as the purpose was to provide a user perspective on the experimental

intervention only.
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The small sample size inevitably limits the extent to which generalisations can be made from
the data (Fetterman 1989). However the limited generalisability of qualitative research can be
balanced by the high degree of relevance and credibility of information gained from purposive
sampling, where respondents have been chosen for their knowledge and experience in a
particular area. Semi-structured discussion interviews, involving the client, carer and
researcher, were conducted in each of the client’s homes. Each interview lasted approximately
one hour. I introduced myself as a researcher, not a physiotherapist, in order to appear ‘neutral’

to the topic of discussion.

The interviews were structured around the following pre-determined broad topics:
¢ The role and function of the DPS and it’s impact on the client’s level of independence and
health status.
¢ The value of the DPS, in itself and as part of a wider primary health care team.
I decided to conduct the interviews myself, rather than use fieldworkers, as I wanted to hear
first-hand the views and experiences of respondents. Moreover, my subject knowledge allowed
me to pick up and explore any unanticipated channels of thought, as they emerged within the
interviews (Silverman 1993). Respondents were not prevented from digressing, as allowing
freedom to move off the point often leads to discovery of issues of central concern, not
previously considered by the researcher (Measor 1985). It was hoped that by involving both the
client and carer they would spark off ideas in each other and extend the depth of information
gained. It was intended to audiotape and transcribe both interviews in order to enhance the
reliability of data. However, in one case, the respondents did not want to be taped. The un-taped
interview was therefore recorded by making detailed observational and theoretical notes
(Schatzman and Strauss 1973). Hughes (1994) describes her use of observational and
theoretical notes in a participant observational study of stepfamilies. She suggests that
observational notes should be records of events experienced through watching or listening; and

theoretical notes, which are deliberate attempts at deriving meaning from the observational
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notes, should be made after the event. In practice, I found myself taking a more pragmatic
approach, with observational and theoretical notes taken simultaneously both during the
interview and immediately afterwards. In the un-taped interview, important comments may
have escaped my notice. However, consistent interpretation of underlying meaning enhances
the rigour of qualitative data more than verbatim recording of the actual words spoken (Kirk
and Miller 1986). Data from the interviews provided a user perspective, which illuminated the
quantitative outcomes of the trial and informed the interpretive analysis of domiciliary

physiotherapy.

6.4.4 The views of experienced community-based therapists

A focus group discussion with experienced community based therapists unconnected to the
DPS was conducted after the trial in order to broaden the understanding of the phenomenon of
domiciliary physiotherapy. Group interviewing was developed in the 1950, as a tool for
market research (Merton et al. 1956), and is now gaining credibility in qualitative evaluation
research (Patton 1990). The main advantage of group interviewing lies in it’s efficiency. In one
hour a researcher can get information from six people instead of one. Also, interaction within a
group tends to expose both the extreme and the typical viewpoint (Bryman 1988, Patton 1990)
which helps to reveal a more complete understanding of issues (Vaughn et al. 1996). A
convenience sample of 6 therapists (3 occupational therapists and 3 physiotherapists)
undertaking a part-time degree course at the author’s workplace were invited to take part in a
discussion about their practice. The group was conducted in a university classroom during a
timetabled session and lasted for approximately 2 hours. It was audiotaped with the permission
of the participants and later transcribed. We sat in a circle and I introduced myself as a
lecturer/researcher and gave them a brief overview of the DPS trial. I said that as part of my
PhD research I wanted to find out more about community-based domiciliary therapy practice.
As in the client/carer interviews the style of the discussion was conversational and semi-

structured. The aim of the focus group was to investigate the therapists’ perceptions of
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community-based therapy practice. Participants were asked to reflect on their past and present
practice and themes covered in the discussion were as follows:

e Their early experiences as community-based practitioners.

e How they coped with difficult/challenging cases.

¢ Their view of themselves, now, as experienced community-based practitioners.

I encouraged discussion among participants and tried as far as possible to take a minimal role in
conversation. However, I did use my knowledge as an experienced therapist to steer discussion
along relevant avenues. My insider perspective (Reed 1995) gave added sensitivity to the

collection and interpretation of information gained.

6.4.5 Reflexive analysis

My part in the organisation, management and research of the DPS was retrospectively regarded

as in-depth participant observation. Data were inductively derived (Fetterman 1989) in the form

of notes, thoughts and reflections on the following situations:

e Observation of critical events, such as conflict over whether or not staff should wear
uniform.

e Participation in meetings, where staff presented case histories of their clients.

e Acting as mentor to staff in the early stages of their ‘career’ in domiciliary physiotherapy.

e Accompanying staff on visits, where a second opinion was required.

It was only after the trial that I began to mentally organise my thoughts on the process of

domiciliary physiotherapy and reflect on and interpret their meaning. Self-reflective enquiry of

this kind may be considered a personal activity, and in the positivist paradigm would be viewed

as biased and unreliable. However, interpretive philosophy embraces reflexivity as an integral

part of research. Titchen and Higgs (1995) suggest that by systematically reflecting on

experiences and theorising from practice, knowledge can be generated which others can test. In

the field of nursing, critical reflective inquiry is now viewed as an essential methodology to

develop knowledge for improving practice (Hesook 1999). Schon (1991) also acknowledges the

69



reflection-on-action that professionals engage in to improve and extend their practice.
Reflexivity and reflection are essential in action research when individuals or groups are
initiating and evaluating change (McTaggart 1993). Although generalisation beyond the
immediate context may not be appropriate, the knowledge generated through reflection may

provide insights into practice and offer a basis for further planned enquiry.

6.5 ANALYSIS OF DATA

Data obtained from client/carer interviews and from the focus group discussion were integrated
with my personal and experiential knowledge to construct an interpretive account of the process
of domiciliary physiotherapy. A model of domiciliary physiotherapy was then developed to
visualise the interactions between physiotherapist, client and carer. An interpretive account
takes into consideration multiple perspectives to explain the meaning of sequences of events
and patterns of behaviour (Stringer 1996). In an interpretive paradigm, data collection and data
analysis are interdependent (Jensen 1989, Patton 1990, Silverman 1993). Each data source was
considered deductively, with questions or themes in mind, and inductively, with no
preconceived ideas about what the data would reveal. Qualitative data from the interviews and
the focus group were analysed using techniques ‘borrowed’ from the grounded theory method
(Strauss and Corbin 1990), although it must be stressed that the analysis of the process of
domiciliary physiotherapy does not constitute a fully developed ‘grounded theory’.

Practical instructions given in Turner (1981), Corbin (1986), Strauss (1987) and Stringer (1996)

were used to structure the data analysis, as outlined in points 1-5 below:

1) Data were broken down into themes (abstractions of phenomena observed in the data).
Firstly, data were analysed in a deductive manner, in the light of the experimental hypotheses.
From the client and carer interviews, a theme of the role of domiciliary physiotherapy in
improving clients’ level of independence emerged. Secondly, data were analysed in an

inductive manner, using experiential knowledge to ask analytical questions of the data. A theme
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of providing emotional support for clients and carers emerged, from the client/carer interviews,

as part of the process of domiciliary physiotherapy.

2) Categories within themes were identified. For example, within the theme of emotional
support for clients and carers, categories of counselling and giving faith and reassurance were

identified.

3) Categories were reviewed and, where necessary, revised through a process of theoretical
reflection. For example, the relationship between the client and the physiotherapist emerged as
a category under the theme of the role of domiciliary physiotherapy in improving clients’ level
of health. Although the client-therapist relationship could contribute to emotional support, the
data from the interviews were interpreted to mean the relationship was a therapeutic one, which
improved clients’ mood and level of confidence. In my experience, using a therapeutic
relationship to instil confidence is quite different to developing a good relationship in order to

counsel and reassure.

4) Client and therapist perspectives were juxtaposed within categories. For example, under the
theme of having the service provided at home, categories of values and benefits and drawbacks
emerged. Although one carer greatly valued the services her husband had received, she found
the presence of ‘strangers’ in her home stressful. Therapists were not necessarily aware that

their input could provoke stress in carers.

5) The interpretive analysis of the process of domiciliary physiotherapy was constructed by
integrating data sources from clients, carers, experienced therapists and myself, checking to see
if concepts or theories emerging from one data source were corroborated in another, and

juxtaposing one perspective against another.
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The relationship between the researcher and the research setting requires special consideration
when considering issues of rigour and credibility. In qualitative research, the researcher is the
‘instrument’ (Patton 1990), interacting and participating within the research setting when
collecting data. Strauss (1987) dismisses the criticism of some authors (Bryman 1988), that
participation introduces bias, by claiming that experiential data give added theoretical
sensitivity, from which a more credible interpretation can be constructed. The rigour of
qualitative research depends on a consistency of interpretation on the part of the researcher, not
just on whether or not spoken words have been taped or written down (Kirk and Miller 1986).
No one can make the pretence of being a neutral observer, and many authors would argue that
quantitative researchers make false claims to objectivity (Silverman 1993, Ely ez al. 1994,
Miles and Huberman 1994). Empathy and closeness with programme participants must be

achieved before understanding can develop (Strauss 1987, Patton 1990).

7. SUMMARY

This chapter has given an account of the methods of an in-depth evaluation of domiciliary
physiotherapy. The author’s own ‘paradigm shift’ has been discussed and positivist and
interpretivist paradigms have been brought together to underpin an investigation that focuses
mainly on outcomes but acknowledges the importance of process. Traditional experimental
methods in the form of an RCT were selected for the main part of the research, which aimed to
assess the cost effectiveness of domiciliary physiotherapy. The advantages and disadvantages
of the RCT have been considered, although further in-depth critique of the research
methodology will come later in the thesis. An emerging reflexive approach has been presented,
where multiple data sources have been amalgamated to construct an interpretive account of the
process of domiciliary physiotherapy. The interpretive account has been used to underpin a
model of domiciliary physiotherapy, which is presented later in the thesis. The following
chapters will present the research results and findings, beginning with the results of the RCT

and going on to the interpretive analysis and model of domiciliary physiotherapy. In the final
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discussion chapter, the overall research will be critically reviewed in terms of strengths and

weaknesses and implications for the theory and practice of domiciliary physiotherapy.
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CHAPTER THREE
RESULTS OF THE RANDOMISED CONTROLLED TRIAL
PART ONE: SAMPLE CHARACTERISTICS,
REPRESENTATIVENESS AND ATTRITION

1. OVERVIEW OF THE CHAPTER

This chapter examines the sample recruited to the RCT, and forms a preface to the next chapter
(Chapter Four) in which the outcomes of the trial will be presented. Firstly, the sample
recruited to the trial will be described in terms of selected social, demographic and clinical
parameters. Next, the external validity of the trial will be examined through a comparison of the
trial sample with a “post-trial sample’ of the first 85 clients referred to the service at the end of
randomisation, and of the trial sample with samples referred to other services in the UK. The
extent to which changes on the dependent measure may be due to the experimental intervention
depends as much on comparability of groups being maintained throughout the course of a trial,
as it does on comparability of groups at the start (Cook and Campbell 1979). Therefore the
internal validity of the trial will be assessed not only by statistically comparing the baseline
characteristics of the initial experimental and control groups but also by analysing the effects of
sample attrition on comparability of groups. At the end of the chapter the effects of sample

attrition on both internal and external validity will be summarised.

2. CHARACTERISTICS OF THE SAMPLE

A total of 245 clients were referred to the trial, but 9 (7%) of the experimental group and 14
(11%) of the control group (making a total of 23 (9%) of the entire sample) were not
interviewed at the first stage, either because they refused or were too ill. Baseline data were
therefore collected on 222 clients (114 experimental and 108 control). The characteristics of the
sample will be described in terms of age, gender, diagnosis, level of independence, health

status, social circumstances and carer support.
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2.1 AGE-GENDER DISTRIBUTION

Figure 2
Bar chart to show baseline age-band by gender of clients referred to the
trial (n=222)
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The above bar chart shows the number of male and female clients in age-bands ranging from
20-100 years. Ages of clients ranged from a minimum of 24 years to a maximum of 94 years.
The distribution was skewed very much towards the older age ranges, with 183 clients (78%)
over 60 years old and 123 (56%) older than 70 years. The median age was 73 years (IQR = 19).
In the younger age groups, there were fairly equal proportions of men and women, whereas
among clients aged over 70 years, 68% were women and only 32% were men. Overall there

were more women than men, in the ratio of 3:2.

2.2 DIAGNOSIS

Referring GPs provided at least one diagnosis for 205 (92%) of the 222 cases. In the remaining
8% of cases, GPs either did not fill in a referral form or left the diagnosis section blank. The
primary or main diagnosis was initially classified according to the International Classification
of Diseases (World Health Organization 1977), and then re-coded into four main diagnostic
groups to represent groupings of conditions commonly referred to physiotherapy: neurological

problems (e.g. stroke, multiple sclerosis, Parkinson’s disease, motor neurone disease),
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orthopaedic/rheumatological problems (e.g. rheumatoid arthritis, osteoarthritis, fractures),
respiratory problems (e.g. chronic obstructive airways disease, bronchiectasis, lung cancer) and
other problems (e.g. heart/vascular disease, non-specific mobility problems and skin ulcers).

Table 3 shows the proportions of clients in each diagnostic group.

Table 3 Baseline primary diagnostic groups of clients referred to the trial (n=205)

Diagnosis n (%)
Neurological 77 (38%)
Orthopaedic/rheumatological 65 (32%)
Respiratory 50 (24%)
Other 13 (6%)

Total 205 (100%)

Clients with neurological or orthopaedic/rheumatological problems together made up 70% of

the sample. The remaining 30% were mainly clients with a primary respiratory diagnosis.

2.3 INDEPENDENCE IN ACTIVITIES OF DAILY LIVING

Independence was measured using clients’ self-reported performance on the Barthel Activities
of Daily Living Index. Figure 3 overleaf shows baseline Barthel scores for all 222 clients

interviewed at the first stage.

76



Figure 3 Histogram of baseline Barthel Index scores of total sample of clients referred to

the trial (n=222)
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Scores ranged from O to 20, with the distribution skewed towards the top of the scale. The
median score was 15 (IQR = 8), and 75% of the sample had an initial Barthel score of 10 or
more. According to Wade and Langton Hewer (1987), scores of 10-14 on the Barthel indicate
moderate disability and scores of 15-19 indicate mild disability. Therefore, the majority of
clients referred to the trial were only mildly disabled as measured by the Barthel Index.
However, clients had to be unable to travel to outpatient physiotherapy to enter the trial, which
casts some doubt on the ability of the Barthel Index to measure the disability of the client
group. Summed scores can give no more than a crude indication of disability, and the

sensitivity of the Barthel Index will be discussed further in Chapter Four.

2.4 HEALTH STATUS

Part one of the Nottingham Health Profile (NHP) was used to measure health status in six areas:
energy, pain, emotions, sleep, social isolation and physical mobility. Respondents tick yes/no,

on a self-administered questionnaire, to a number of weighted statements for each area. The
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weightings reflect the relative importance of each statement (Hunt ez al. 1989). The potential
weighted score for each area can fall on a number of incremental points between 0 and 100, 0
indicating good health status and 100 very poor health status as measured by the profile. The
effect of the weighted scores on analysis of data will be further discussed in Chapter 4. Baseline
NHP scores, for each area, were not available in all 222 cases in the initial sample. Data were
missing when clients omitted one or more statements in the profile. Table 4 below shows the
median and inter-quartile ranges for scores in each area and the number of cases for which

scores were obtained.

Table 4 Medians and inter-quartile ranges of baseline Nottingham Health Profile Scores

(n=198-200)

Energy | Pain | Emotions | Sleep | Social | Physical
mobility
n=200 | n=198 n=198 n=198 | n=198 | n=199
Median score 60.8 28.7 26.6 38.5 22.0 54.6
25".75th 24-100 | 6-69 7-53 13-78 0-42 31-68
percentiles
(Inter-quartile (76) (63) (46) (65) (42) 37
range)

In the areas of energy, sleep and physical mobility the median scores were greater than 30,
indicating severe distress as measured by the profile (Ebrahim et al. 1986). For pain, emotions
and social isolation, the median scores were not in the severe distress category, but were higher
than age weighted norms (Hunt et al. 1989). Clients referred to the trial were, by definition,
suffering from physical disability and were possibly confined to the house. Therefore, low
levels of perceived health status could be expected. It should be noted that the relatively high
scores on the Barthel Index do not match up with the severe distress scores on the physical

mobility area of the NHP, perhaps reinforcing the point made in the previous sub-section that
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the Barthel may not have been a sensitive measure. The advantages and disadvantages of both

the Barthel and the NHP will be further discussed in Chapter Four.

2.5 COMMUNICATION

It was not the intention of this study to assess expressive or receptive speech and language
problems. However, the fieldworker made a simple subjective judgement of clients’
communication. If the fieldworker experienced difficulty in communicating with the client, e.g.
due to dysphasia, they noted that the client had a communication problem. Problems such as
deafness or slowness of speech were not noted, provided they did not compromise the
interview. Fieldworkers noted that 49 clients (22%) had a communication problem. In 27 of
these cases (55%) the carer interpreted or answered for the client. Half of the clients with a
communication problem were men (n=25) and half were women (n=24). Diagnosis was known
in 44 out of the 49 communication impaired cases: 32 had a neurological condition, 7 had
rheumatoid/osteoarthritis or a fracture, 4 had a respiratory condition and 1 had a heart problem.

Of those with a communication problem, 40 (82%) were over 60 years old.

2.6 SOCIAL STATUS

It was anticipated that the sample would consist of mainly elderly females. Therefore the usual
method of measuring social class, based on husband's last occupation, was unlikely to provide a
meaningful classification (Marsh 1986). Instead, housing tenure was used as an indicator of
social status. In a longitudinal study of socio-demographic mortality differentials, Fox and
Goldblatt (1982) used three housing sub-groups for classification: owner-occupied, privately
rented and local authority rented. They found these sub-groups to be useful social indicators
and powerful discriminators of mortality. At the time of the trial, the most recent literature
suggested that home owning was indicative of a higher social class than renting, and renting
privately indicated higher social status than renting from the local authority (Fox and Goldblatt
1982). More current literature confirms that home owning remains an important indicator of

higher social class (DiSalvo and Ermish 1997).
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Figure 4

Bar chart to show baseline housing tenure of clients referred to the trial (n=206)
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Information on housing tenure was not given by 16 clients. Figure 4 above shows that in the
sample of 206 where housing tenure was known 64 (31%) owned their own home, 17 (8%)
rented privately, 89 (43%) rented their home from the local authority, 8 (4%) were in sheltered
accommodation and 28 (14%) were in residential care. Of those in residential care, 10 lived in
social services homes and 18 lived in private homes. A high proportion (61%) of the sample
were in local authority rented accommodation (either houses or residential/sheltered
accommodation), indicating that a majority of clients were from lower’ social classes. Of the
homeowners (n=64), 40 (63%) were female. Similarly, 61 (58%) of the 106 clients in rented

accommodation were also female.

2.7 SOCIAL SUPPORT

Of the 222 clients referred to the trial, 67 (30%) lived alone at home. Of those living alone, 49
(73%) were women and 48 (72%) were aged over 70 years. Ten clients received formal care
attendant support from agencies such as the Leonard Cheshire Foundation and local voluntary
groups. The frequency of care ranged from less than once per week to daily, seven days per

week. Home help input, provided mainly by social services, was received by 64 clients (29%).
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The majority of these clients received help once or twice per week, although 2 clients received
home help support seven days per week. A total of 88 clients (40%) said they had an informal
carer who helped them on a regular basis with personal tasks. Of these 88 clients, 60 (68%)
were aged over 60 years and 48 (54%) were male. The burdens of caring fell largely to women,
as 65 (74%) of carers were female, and the majority of carers (89%) lived with the client they
were caring for. Williams and Fitton (1991) found a similar pattern in their study of carers of
elderly patients discharged from hospital, with 67% of carers being women, and 33% men. Of
the 88 clients who reported having a carer, most said their spouse provided care. Other carers

were reported as children, other relatives or friends, as shown in Table 5 below.

Table 5 Carers’ relationship to client, as reported by clients at baseline (n=88)

Carers’ relationship to client n(%)
Spouse 49(56%)
Child 19(21%)
Other relative 14(16%)
Friend 6(7%)
Total 88(100%)

2.8 AREA OF RESIDENCE

At the time of the trial, Newcastle Community Health Services divided the city into four
geographical areas for the purpose of delivering care: City (the inner-city area), North, West
and East. The DPS team used these areas to organise service delivery. Figure 5 overleaf shows
the percentages of clients living in each of the four areas. There were 70 clients (31%) in the
City area, 57 clients (26%) in the North area, 49 clients (22%) in the West area and 46 clients
(21%) in the East area. Although there were slightly more referrals in the City area, all areas of

Newcastle were well represented in the trial.
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Figure 5

Pie chart to show allocation of clients to area physiotherapy teams (n=222)
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3. EXTERNAL VALIDITY: SAMPLE REPRESENTATIVENESS

In this section the external validity of the trial will be addressed by examining whether or not
the sample recruited to the trial was representative of target populations. Firstly, the trial
sample will be compared with a post-trial sample of the first 85 clients referred after
randomisation ended, in order to see if the trial recruited the same types of clients referred to an
open domiciliary physiotherapy service in Newcastle. Secondly, selected literature on
domiciliary physiotherapy services will be used to determine the characteristics of clients
referred in other parts of the UK. The characteristics of clients referred to other services will be
compared with those of clients referred to the trial, in order to see if the trial recruited the same

types of clients referred to services across the UK.

3.1 COMPARISON OF TRIAL AND POST-TRIAL SAMPLES

The unexpected poor rate of recruitment previously discussed in Chapter Two (Methods) raised
concerns about whether or not GPs were withholding certain ‘types’ of client from the trial.

After recruitment to the trial ended, the DPS was retained as part of Newcastle Community
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Services and, for a limited time, fieldworkers interviewed new referrals to obtain the same
baseline data as had been obtained from the trial clients. The trial sample has been compared,
on a range of characteristics, with a ‘post-trial sample’ of the first 85 clients referred to the
service at the end of randomisation, in order to assess the external validity of the trial, i.e.
whether the sample referred to the RCT was representative of clients who would usually be
referred to a domiciliary physiotherapy service in Newcastle. Table 8.1. (Appendix 8) compares
key baseline social/demographic and health/disability characteristics of clients referred to the
trial with those of clients referred after randomisation ended. Appropriate parametric and non-
parametric tests were used to check whether the groups were comparable within statistical
limits. A probability level of 0.05 was chosen as the critical value above which any differences
were not significant. As recommended by Altman (1991), the actual p value, rounded to 2

decimal places, is stated in all tables.

The post-trial sample was found to be comparable, within statistical limits, to the sample
referred to the trial, on all but two variables. Firstly, there was a significantly higher proportion
of clients in the post-trial group with communication problems (chi-square p=0.01). Secondly,
there was a significant difference between the two samples in relation to clients’ primary
diagnosis. The trial sample had greater proportions of clients with ‘neurological’ and ‘other’
problems (chi-square p=0.02). It seems that GPs may have withheld some clients with
communication problems from the trial. Perhaps the difficulty in obtaining informed consent
was a barrier to recruitment. Communication-impaired clients could have been excluded from
the outset but, in keeping with the requirement for heterogeneous sampling in pragmatic trials,
minimal exclusion criteria were specified. Proportionately fewer clients with neurological
problems and more clients with 'other’ diagnoses were referred after the trial. The nature of
‘other’ diagnoses is varied and may not be a reliable category for comparison. It should be
noted that if the 'other’ category is excluded from the comparison of diagnoses the chi-square p

value becomes non-significant, indicating that the significant difference may be an artifact
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rather than a valid result. Alternatively, perhaps recruitment to the trial used up an existing

‘pool’ of neurological clients, leaving fewer clients to be referred after the trial.

3.2 COMPARISON OF TRIAL SAMPLE WITH POPULATIONS REFERRED TO OTHER

SERVICES

As discussed in Chapter One, domiciliary physiotherapy schemes have been shown to vary, in
that they may have 'open’ referral policies, or they may be highly selective and accept only
patients with a particular diagnosis, e.g. stroke. Three selected reports on domiciliary
physiotherapy services that did not restrict referrals to one diagnostic group of patients (Frazer
1980, Sheffield Health Authority 1982, Smyth 1985) have been reviewed, for the purpose of
comparing the trial sample with populations referred to other services. It has been assumed that
the three selected services are representative of services across the UK. Frazer (1980) described
a sample of 400 patients referred to a new domiciliary physiotherapy service in Birmingham;
Sheffield Health Authority (SHA) (1982) produced a public report on a pilot scheme of
community physiotherapy, to which 2422 patients were referred over 2 years; and Smyth
(1985) surveyed 208 patients seen by a community physiotherapist in Norwich in one year.
Table 6 shows a comparison of client characteristics reported in these papers with

characteristics of clients referred to the DPS trial.
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Table 6 Comparison of characteristics of clients referred to other services with those

referred to the trial of domiciliary physiotherapy

Characteristics for Frazer (1980) | SHA (1982) Smyth (1985) | DPS
comparison trial
Aged over 60/65 years 91.5% 92% 79% 78%
Aged over 70 years 77% 72% not given 56%
Female 68% 65% not given 60%
Male 32% 35% not given 40%
Neurological diagnosis 35% 23% Diagnostic 38%
Orthopaedic/ statistics not
rheumatological diagnosis 42% 47% given, but 32%
Respiratory diagnosis 5% 21% similar 24%

conditions

reported.

Frazer (1980) reported that 91.5% of referrals were for people aged 65 and over, and 77% for
the over 70s. Similarly, 92% of referrals to Sheffield Health Authority’s scheme were for the
over 60s, and 72% were for people aged 70 and over (SHA 1982). Smyth (1985) did not
provide a detailed age profile, but reported that 79% of referrals were for people aged over 65
years. Although these percentages are higher than the 78% of referrals for those aged 60 and
over and the 56% for the over 70s in the DPS trial, the comparisons show that the majority of
referrals to domiciliary physiotherapy services are likely to be for the elderly. It should be noted
that Frazer and Sheffield Health Authority both targeted the elderly population in their service
provision, where the Newcastle DPS did not. Frazer (1980) reported that 68% of total referrals
were for women and 32% for men. The majority of Sheffield Health Authority’s referrals were
also for women. Smyth did not give details of gender of referrals. The ratios of women to men
reported by Frazer and Sheffield Health Authority correlate well with the 60:40 ratio of women

to men referred to the Newcastle DPS. The diagnoses of clients referred to the Newcastle DPS
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were grouped into neurological, orthopaedic/rheumatological, respiratory and ‘other’ categories.
Frazer, Sheffield Health Authority and Smyth all give some indication of diagnostic groupings.
The categories are not consistent throughout the studies, making comparisons difficult.
However, by reanalysing data given in the reports, it is possible to estimate that Frazer reported
35% neurological referrals, 42% orthopaedic/rheumatological referrals and 5% respiratory
referrals, and Sheffield Health Authority reported 23% neurological referrals, 47%
orthopaedic/rheumatological referrals and 21% respiratory referrals. Except for the low
percentage of respiratory referrals reported by Frazer, these percentages correlate quite well
with the 38% neurological, 32% orthopaedic/theumatological and 24% respiratory referrals to
the Newcastle DPS. Smyth did not give numbers of patients in different diagnostic categories,
but listed a range of ‘common conditions’ referred which were similar to those referred to the
Newcastle DPS. Therefore from information given in three selected descriptive reports it seems
that, on a limited set of indicators, the sample of clients referred to the Newcastle DPS was
broadly representative of those referred to other domiciliary/community physiotherapy services.
Since the trial, a survey of community-based physiotherapy in the Trent Region (Seymour and
Kerr 1996) has shown that stroke and other neurological problems, mobility/general problems
of the elderly, rheumatological conditions and orthopaedics still figure among the main
diagnostic conditions referred to domiciliary physiotherapists. The Trent survey also showed
that the majority of patients referred continue to be older (over 50 years), although males and
females were referred in more equal numbers than in the studies cited from the 1980s. It seems
reasonable to assume that, despite the time period since the DPS trial, the resuits, conclusions
and recommendations of this research are relevant to contemporary domiciliary physiotherapy

services.

3.3 SUMMARY OF ANALYSIS OF SAMPLE REPRESENTATIVENESS

The post-trial sample was slightly different from the trial sample, in that it consisted of

proportionately more clients with communication problems and less clients with neurological

86



conditions. However, these differences have been explained and they are not sufficient to cast
serious doubt upon the validity of generalising from the results of the trial to an established
DPS in Newcastle. As far as can be assessed, it would seem that the sample referred to the trial
was representative, on selected indicators, of populations likely to be referred to other services
in the UK. In summary, the sample recruited to the trial has been shown to be largely

representative of the target population.

4. INTERNAL VALIDITY: BASELINE COMPARABILITY OF EXPERIMENTAL
AND CONTROL GROUPS AND THE EFFECT OF SAMPLE ATTRITION
Experimental and control groups were formed by a process of random allocation, to ensure that
changes on the dependent measures were due to the experimental intervention, and not any
other uncontrolled variables (Cook and Campbell 1979, Altman 1991, Pollock et al. 1993).
However, not all threats to internal validity can be accounted for by random allocation (Cook
and Campbell 1979). This section will discuss the internal validity of the trial by addressing a

series of questions, as shown below:
e  Was random allocation successful in creating two initially comparable groups?
o  Was the rate of and reason for sample attrition the same for both groups?

o  What were the characteristics of dropouts and did they differ from those who stayed in the

trial?

e Did sample attrition effect the comparability of the groups still remaining at the final

interview?
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4.1 WAS RANDOM ALLOCATION SUCCESSFUL IN CREATING TWO INITIALLY
COMPARABLE GROUPS?

Table 8.2. (Appendix 8) compares key baseline social/demographic and health/disability
characteristics of clients initially randomised to the experimental and control groups. The
following comparison variables were measured: age, gender, primary diagnosis, Barthel score,
NHP score, communication impairment, whether the client lived alone, housing tenure (as a
measure of social status), presence of an informal carer and allocation to DPS area
physiotherapy teams. Appropriate parametric and non-parametric tests were used to assess
whether the groups were comparable within statistical limits. For most variables, baseline data
were available for 114 (93%) experimental and 108 (89%) control clients. Occasionally the
number of cases for which data were available was reduced, due to inability/unwillingness of
clients to comply with various parts of the interview schedule. There were no significant
differences between the experimental and control groups on any of the selected variables,
demonstrating that (within the limits of statistical testing) random allocation was successful in

creating two initially comparable groups.

4.2 WAS THE RATE OF AND REASON FOR SAMPLE ATTRITION THE SAME FOR BOTH
GROUPS?

Sample attrition poses a serious threat to internal validity, because any observed effect of the
experimental intervention could be due to sample bias created by subjects dropping out of the
study (Cook and Campbell 1979). A total of 245 clients consented to take part and were
recruited to the trial, of whom 23 (9 experimental, 14 control) were not interviewed at the first
stage. Reliable data are not available on the reasons for these unexpected early ‘drop outs’.
Some control clients who refused the first interview seemed to have not fully understood the
implications of participating in the study, believing that all participants would receive
domiciliary physiotherapy. Others in both groups said they were too ill. Baseline data were
therefore available for an initial sample of 222 clients. At later stages in the study, reasons for

drop out were systematically recorded. There was a loss of subjects due to death, refusal to be
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interviewed, clients moving away, or illness. It should be noted that no clients refused the

intervention (i.e. domiciliary physiotherapy). When clients refused to be interviewed they

continued to receive treatment from the DPS.

Table 7 illustrates sample attrition rates by showing the number and percentage of experimental

and control clients interviewed at each of the three stages. Figures for the table have been

derived from counting the number of subjects for whom Barthel Index scores were available

(Barthel scores were successfully obtained from all patients available for interview at each

stage). For other outcome measures, e.g. items of the Nottingham Health Profile, fewer data

were available, due to clients selectively omitting individual statements in the profile.

Table 7 Sample attrition rates for experimental and control groups at 1st, 2nd and 3rd

interview stages

n of clients interviewed

(% of n recruited)

n of clients interviewed

(% of n recruited)

referral)

in in
experimental group control group Total
[n=123] [n=122] [n=245]

1st interview 114 108 222
(within 1 week of (93%) (89%) (91%)
referral)
2nd interview 103 92 195
(end of treatment or 12 (84%) (75%) (80%)
weeks after referral)
3rd interview 87 75 162
(12 months after (71%) (62%) (66%)

chi-square=2.34, p=0.13

Overall, 91% of subjects recruited to the study were interviewed at the first stage, 80% were

interviewed at the second stage and 66% were interviewed at the third stage. Therefore, by the
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final 12 month interview, there had been a total of 34% sample attrition. At the first and second
stages a high percentage of subjects in both the experimental and control groups were inter-
viewed. However at the 3rd stage only 75 (62%) of the control subjects and 87 (71%) of the
experimental subjects were interviewed. Although overall sample attrition was higher in the
control group (38%) compared with the experimental group (29%), the difference was not

statistically significant.

The most common reason for clients to be lost to the trial was death. A total of 17 clients (9
experimental and 8 control) died before the 2nd interview, and a further 18 died before the 3rd
interview (11 experimental and 7 control). Other reasons for attrition were that clients had
moved away (5 experimental and 4 control), or the client was too ill (1 control), or clients
refused to be interviewed (2 experimental and 13 control). Refusal rates were markedly
different in the experimental and control groups. Table 8 below shows the number and
percentage of clients who refused to be interviewed (at any point after the 1st stage) cross-
tabulated against the number and percentage who did not refuse, for the experimental and

control groups.

Table 8 Refusals against non-refusals at any stage after the first interview by

experimental and control groups

Refused to be Did not refuse to be interviewed at
interviewed any stage
at either 2nd or 3rd stage n=162
n=15

Experimental 2 (13%) 87 (54%)
group
Control group 13 (87%) 75 (46%)
Total 15 (100%) 162 (100%)

chi-square =8.95, p=0.003
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The main reason for refusal to be interviewed, given by members of the control group, was their
frustrations at not receiving any new health or social services provision. Table 8 shows that, by
the final interview stage, a significantly higher proportion of ‘refusers’ were in the control
group than the experimental group (p=0.003). The implication of this difference between

groups is discussed in the final section of this chapter.

4.3 WHAT WERE THE CHARACTERISTICS OF DROPOUTS AND DID THEY DIFFER FROM

THOSE WHO STAYED IN THE TRIAL?

A range of selected baseline variables was chosen to compare those who dropped out/were lost
from the trial (for any reason), with those who were interviewed. Tables 8.3-8.8 (Appendix 8)
show comparisons for the whole sample and then for the experimental and control groups
separately, at both the 2nd and 3rd stages. Overall, clients who dropped out/were lost from the
trial at the 2nd interview stage were significantly worse than those who remained, with respect
to their baseline Barthel score (p=0.004) and their baseline score on the social isolation item of
the NHP (p=0.0005). At the 3rd interview stage, those who were lost to the trial still scored
significantly less on the baseline Barthel (p=0.02) and were significantly more socially isolated
at baseline (p=0.003). They also had poorer baseline physical mobility (p=0.005) as measured
by the NHP. Separate analyses for experimental and control groups of the differences between
dropouts and those who remained showed very similar trends to the whole sample analysis.

Possible reasons for the loss of the ‘worst’ clients are considered at the end of this chapter.

4.4 DID SAMPLE ATTRITION EFFECT THE COMPARABILITY OF THE GROUPS STILL

REMAINING AT THE FINAL INTERVIEW?

Table 8.9 (Appendix 8) compares key baseline social/demographic and health/disability
characteristics of experimental and control group clients who remained in the study for all three
interviews. These comparisons give the best available estimate of the magnitude of any effect
of sample attrition on the comparability of experimental and control groups remaining in the
trial until the end. For most variables, comparison data were available for 87 (71%)

experimental and 75 (61%) control clients. For some variables, the number of cases for which
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data were available was reduced, due to inability/unwillingness of clients to comply with
various parts of the interview schedule. The comparison variables are the same as those used
for the comparison of the initial randomised groups, i.e. age, gender, primary diagnosis, Barthel
score, NHP score, communication, living alone, housing tenure, informal carer and allocation to
DPS area physiotherapy team. Again, appropriate tests have been used to assess whether the
groups were comparable within statistical limits. There were no significant differences, on
selected baseline characteristics, between experimental and control groups who remained in the
study for all three interviews. Therefore, as far as can be assessed by statistical testing, sample

attrition did not alter the comparability of the two groups.

5. IMPLICATIONS OF SAMPLE ATTRITION FOR THE RCT

Sample attrition can threaten both the internal and external validity of a trial, by limiting the
extent to which any differences in outcome between the two groups can be truly attributed to
the experimental intervention, and by restricting how far results can be generalised beyond the
trial. In this trial of domiciliary physiotherapy, both the experimental and control groups
suffered sample attrition. The difference between the two groups in magnitude of attrition rates
(38% in the control group and 29% in the experimental group) was not statistically significant,
thereby reducing the threat to internal validity. However, although there was no statistically
significant difference in total sample attrition, the difference between the two groups in refusal
rates was significant. After the first interview, there was 15% refusal in the control group,
compared with 2% in the experimental group. High drop out rates in control groups are not
unusual, and are difficult to prevent in studies where control subjects perceive they are
receiving less than desirable treatment (Cook and Campbell 1979). Naturally, individuals want
to receive the best treatment, and although control group clients did not refuse control
treatment, some showed their resentment by dropping out of the interview schedule. Although a

comparison of baseline characteristics of the experimental and control clients who were still in
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the trial at the final stage showed no significant differences, unknown sample bias may have

been created by the higher rate of control group refusals.

In general, clients in both groups who dropped out/were lost to the trial were more dependent in
ADL and were more socially isolated than those who remained. Attrition of the more
dependent, socially isolated clients may have biased the sample in terms of the external validity
of results. Any conclusions drawn from the results may be only truly generalisable to a
population with better health status than that likely to be referred to an established service. The
problem of potential sample bias is not unique to this trial of domiciliary physiotherapy. Other
studies involving elderly people have also found non-respondents to be more likely to
experience ill health than respondents (Milne ez al. 1971, Rockwood et al. 1989). Non-response
and sample attrition is a common problem in research, and in the elderly age group the most
vulnerable subjects are likely to be lost. However, random allocation with systematic attrition is
still likely to yield a better sample than initial systematic assignment of carefully selected

subjects to groups (Pollock et al. 1993, Cook and Campbell 1979).

6. SUMMARY OF THE CHAPTER

This chapter has examined the characteristics of the sample, and the internal and external
validity of the trial has been assessed by analysing sample attrition and representativeness. The
next chapter will present the main results of the trial, taking into consideration the implications

of sample attrition discussed above.
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CHAPTER FOUR
RESULTS OF THE RANDOMISED CONTROLLED TRIAL
PART TWO: THE COST EFFECTIVENESS OF DOMICILIARY
PHYSIOTHERAPY

1. OVERVIEW OF THE CHAPTER

This chapter will present results relating to the cost effectiveness of introducing the DPS. As
previously discussed in Chapter Two, the concept, rather than the technical model, of cost
effectiveness was applied. The Barthel Index and Nottingham Health Profile results provide an
assessment of effectiveness, and the analysis of clients’ use of other services provides an
estimate of the costs of introducing the new DPS against the cost of the DPS itself. Barthel
Index and Nottingham Health Profile scores at initial referral, 3 months and 12 months will be
analysed in this chapter. Client held diary data on cumulative use of other services over a
period of up to 18 months will also be evaluated. The following experimental hypotheses will

be tested:

° Domiciliary Physiotherapy will improve level of independence as measured by the

Barthel Activities of Daily Living Index.

. Domiciliary Physiotherapy will improve health status as measured by the Nottingham
Health Profile.

. Domiciliary Physiotherapy will reduce use of other health and social services.

. Domiciliary Physiotherapy will reduce the number of GP referrals.

. Domiciliary Physiotherapy will reduce the number of episodes of respite care and mean

length of respite care stay.
. Domiciliary Physiotherapy will reduce the number of hospital admissions and mean

length of hospital stay.
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2. METHOD OF ANALYSIS OF RESULTS

2.1 METHOD OF ANALYSIS OF BARTHEL INDEX RESULTS

Independence in activities of daily living was measured using clients’ self-reported performance
on The Barthel Index. Although the total Barthel score is widely used as an outcome measure in
both clinical practice and research, there is no standard convention of how many points increase
or decrease constitute a meaningful change over time on the scale. Users of the Barthel, seeking
guidance on how to interpret a change in score, will be frustrated by the conflict of opinion that
exists in the literature. Collin ef al. (1988) expressed the view that score differences of 3 points
were needed for a ‘probably genuine’ change and differences of 5 points were preferred for
‘clinical certainty’ of change. However, more recently, in the Bradford trial of day hospital
versus home physiotherapy after stroke (Young and Forster 1992), a statistically significant
median difference between the two groups of 2 points was proposed as a clinically meaningful
change, likely to be relevant to the patient and carer in limiting handicap after stroke.

Arguably, even a 1 point increase could mean a major change (such as acquiring the ability to
bathe independently after previously needing help), although it could just as easily represent a
comparatively insignificant change (such as moving from needing major to minor help in
transferring). The attachment of clinical significance to a quantitative change in a summed

index made up of qualitatively different items is, therefore, problematic.

It would therefore seem expedient to, firstly, analyse whether there is any overall change in
total Barthel score over time and then, secondly, to attempt to analyse what the change might
mean. An analysis of individual items of the scale may help to either explain any observed
differences in the total score or uncover fluctuations within items that may be hidden by an
overall unchanged total (Wade er al. 1985). For example, Young and Forster (1992) found, in
their trial of rehabilitation after stroke, that the home physiotherapy group had a significantly

greater improvement than the day hospital group only on the stairs item. Young and Forster
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(1992) also used a further approach to analysing Barthel scores. The range of total scores was

collapsed into three bandings of 0-14, 15-19 and 20. Although no explanation of the rationale

behind the bandings was given, earlier proposals by Wade and Langton Hewer (1987) would

suggest the bandings could be defined as follows: 0-14, severe to moderate disability; 15-19,

mild disability; 20, independent. An analysis of the proportions of patients in each banding

allowed changes in group status over time to be detected; indicating that score banding may

also be a useful method of analysis. The extent to which a statistically significant change may,

or may not, reflect clinically significance change should, however, be considered at all times.

In this chapter, the analysis of Barthel Index scores will be presented as follows:

e Graphical presentation of experimental and control group summed scores at baseline, 3
months and 12 months.

e Analysis of change in summed scores at 3 months and 12 months.

o Analysis of proportions in the 0-14, 15-19 and 20 score bandings at baseline, 3 months and
12 months.

o Analysis of individual item scores at baseline, 3 months and 12 months.

2.2 METHOD OF ANALYSIS OF NOTTINGHAM HEALTH PROFILE RESULTS

Part one of the Nottingham Health Profile (NHP) was used to measure health status in the six
areas of energy, pain, emotional reactions, sleep, social isolation and physical mobility.

As previously discussed in Chapter Two, the NHP is a standardised, self administered
questionnaire, in which respondents answer yes or no to a collection of 38 statements, each
relating to one of the six areas. Energy has three, sleep and social isolation five, pain and
physical mobility eight and emotional reactions nine statements. The NHP questionnaire was
independently completed by clients during the interviews conducted by research fieldworkers,

at baseline, 3 months and 12 months.
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A score was computed for each area of the profile, taking into account recommended
weightings for each of the statements (Hunt et al. 1989). The weightings were developed by
McKenna et al. (1981), following a series of 1200 interviews in which people were asked to
make judgements about the relative seriousness of the statements by comparing each one with
every other one in the same area. The weighted score for each area can fall on a limited number
of incremental points between 0 and 100, depending on how many statements relate to each
area. For example, for energy, which has only 3 statements (I'm tired all the time, Everything is
an effort, I soon run out of energy, with severity weightings of 39.2%, 36.8% and 24%
respectively for yes answers), the total score can fall on one of only 8 values: 0, 24, 36.8, 39.2,
60.8, 63.2, 76, 100. However, in the area of emotional reactions, which has 9 statements, each
with different weighting, a much greater range of total scores is possible. Since a higher
weighted score indicates a more serious problem, a score of 0 indicates no distress and 100

maximum distress in each of the areas, as measured by the profile.

The authors of the NHP have published a user’s manual (Hunt ez al. 1989), which sets out age,

sex and social class norms for scores and makes recommendations for the administration and

analysis of the profile. Each of the six areas of the NHP was considered separately, with data
treated as ordinal, and subjected to appropriate non-parametric statistical analysis. A reduction
in score was interpreted as an improvement and an increase as deterioration. There are no
published criteria on how many points increase or decrease might constitute a meaningful
clinical change. In this chapter, the analysis of Nottingham Health Profile scores will be
presented as follows:

. Graphical presentation of experimental and control group scores at baseline, 3 months
and 12 months for each of the areas of energy, pain, emotional reactions, sleep, social
isolation and physical mobility.

. Analysis of change in scores at 3 months and 12 months for each of the areas of

energy, pain, emotional reactions, sleep, social isolation and physical mobility.
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2.3 METHOD OF ANALYSIS OF USE OF OTHER SERVICES

At the first interview, experimental and control group clients were given diary sheets to use for
recording their use of services other than the DPS. Clients were asked to record the date and
length of time of each contact with any of the following health or social services: district
nurses, auxiliary nurses, chiropodists, speech therapists, occupational therapists, social workers,
consultant physicians/surgeons, physiotherapists (other than those from the DPS) and visits to
day hospitals. They were also asked to enter the dates of admission and discharge to hospital or
respite care. Specially designed cards were inserted into clients’ GP held medical notes, on
which referring GPs were asked to record all their domiciliary and surgery contacts, and any
referrals made to other professionals, for each client. Regular personal and telephone contacts
were undertaken, to encourage good record keeping, but the motivation and cooperation of
clients and GPs were probably the major factors determining the accuracy of the data.
Fieldworkers visited clients to collect completed diary sheets and, in the cases where there were
no entries, they asked clients to verify that no contacts had been received. When GP record
cards were collected from surgeries, the fieldworkers checked them against the GP held patient
records, to make sure that every contact between the client and GP was recorded. In this chapter

the analysis of clients’ use of other services will be presented as follows:

. Length of available follow-up time for collection of data.
° Spread and distribution of data.
. Analysis of differences between the experimental and control groups on

contacts with single health and social services.
total contacts with all health and social services.
number of GP referrals.

episodes of respite care.

total length of stay in respite care.

hospital admissions.

total length of stay in hospital.
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3. SAMPLE ATTRITION

Sample attrition has implications that need to be considered when interpreting the results
presented in this chapter. As previously discussed in the previous chapter (Chapter Three),
there was sample attrition in both groups. With respect to the Barthel Index, experimental group
data were collected at the first baseline interview from 93% of those referred (n=114), at 3
months from 84% (n=103) and at 12 months from 71% (n=87). In the control group, at the first
interview, Barthel data were collected from 89% of those referred (n=108), at 3 months from
75% (n=92) and at 12 months from 62% (n=75). For the Nottingham Health Profile, sample
sizes were slightly lower, as fieldworkers felt that some clients found some statements (e.g.
emotional reactions statement I feel that life is not worth living, social isolation statement / feel
I am a burden to others) particularly difficult or distressing to answer. In the experimental
group, the NHP was completed at the first interview by 86% of those referred (n=106), at 3
months by 79% (n=97) and at 12 months by 61% (n=75). In the control group, at the first
interview, the NHP was completed by 77% of those referred (n=94), at 3 months by 63%
(n=77) and at 12 months by 52% (n=63). It should be noted that the number of cases for which
NHP scores are presented varies slightly between the different areas of the NHP at each stage,

as not all clients answered every statement related to each area.

With respect to data on use of services, client-held diary sheets were returned from all 222
subjects who were interviewed at the first stage (114 experimental and 108 control) and GP
held record cards were obtained for 220 subjects (114 experimental and 106 control). Not all
had been completed for the intended 18 months. Some clients who refused to be interviewed at
various stages submitted diary sheets up to the time of withdrawal from the trial. Others who
were referred towards the end of the recruitment phase had a reduced period of between 12 and
18 months for data collection. A total of 102 clients (46%) had the full 18 months, 66 (30%)

had between 12 and 17 months and 54 (24%) had less than 12 months follow-up. There was no
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difference between the experimental and control groups on the mean length of follow-up time

(see Table 2, Chapter Two).

A full analysis of the characteristics of clients lost from the trial has already been presented
(Chapter Three). In summary, clients (experimental and control) who dropped out of the trial,
for any reason, were significantly worse on their initial Barthel Index score than clients
remaining in the trial, at both the 3 and 12 month stages (Mann-Whitney U test, 3 month p=
0.004, 12 month p=0.02). Dropouts were also significantly worse, at 3 months, on the baseline
social isolation item of the NHP (Mann-Whitney U test, p=0.001) and, at 12 months, on the
baseline social isolation and physical mobility items (social isolation p=0.003, physical
mobility p=0.005). The trend for drop outs to be worse on both the baseline Barthel Index and
some of the baseline NHP items was similar in separate experimental and control group
comparisons (see Appendix 8, Tables 8.4 - 8.9). The loss of clients with lower initial Barthel
scores and higher initial NHP scores (i.e. those less independent in activities of daily living and
worse off in terms of health status) will inevitably have biased the sample and influenced the
interpretation of Barthel and NHP results. To help minimise the bias caused by sample attrition,
Barthel and NHP results will be presented only for clients who were interviewed at both the 3
and 12 month stages. Including subsequent dropouts in the 3 month analysis did not affect the
results. However, some clients who refused to be interviewed agreed to carry on collecting
diary data on their use of services. Analyses on use of services data will, firstly, be presented
for the same cases as Barthel Index data and then, where appropriate, for all available cases

with completed diary sheets.
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4. BARTHEL INDEX RESULTS

4.1 GRAPHICAL PRESENTATION OF TOTAL BARTHEL INDEX SCORES AT BASELINE, 3

MONTHS AND 12 MONTHS

Figure 6 shows box plots of total Barthel Index scores for experimental and control groups at
baseline, 3 months and 12 months. The upper and lower edges of the box correspond to the
75th and 25th percentiles and the median value is marked by a horizontal line inside the box.
The vertical lines (known as whiskers) radiating from the box extend to the largest and smallest
values, excluding outliers and extreme values. Outliers are values between 1.5 and 3 box-
lengths from the upper or lower edges of the box and are represented by a circle. Extreme

values are more than 3 box-lengths from the box and are represented by an asterisk.
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Figure 6 Box plot of Barthel Index scores at baseline, 3 months and 12 months, for

experimental group (n=87) and control group (n=75)
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It can be seen from Figure 6 that the baseline median Barthel score was 16 for both the
experimental and control groups. The experimental group median increased to 17 at 3 months
and the one point improvement was maintained at 12 months. In the control group the initial

median score remained unchanged throughout both the 3 and 12 month stages.

4.2 ANALYSIS OF CHANGE IN TOTAL BARTHEL INDEX SCORES AT 3 AND 12 MONTHS

Although the experimental and control groups were comparable on their Barthel scores at the
baseline measure, comparability on unknown variables can never be assumed. Because of the
problems of differential sample attrition highlighted in the previous section, change scores
(rather than subjects’ score at a defined point) were used to test whether or not Domiciliary
Physiotherapy improved clients’ level of independence in activities of daily living. Although it
is common practice to use subjects’ status at a defined point in the study, it is better to use
change from the baseline as an outcome measure (Altman 1991) in order to reduce the effect of
any unknown differences between the two groups. Change scores were calculated by

subtracting the initial score from the 3 month and 12 month scores. A positive change indicates
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improvement. Figures 7 and 8 below show bar charts of change scores at 3 months and 12

months for the experimental and control groups combined.

Figure 7 Bar chart to show change in Barthel Index score at 3 months (experimental and

control groups combined, n = 162)
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Figure 8 Bar chart to show change in Barthel Index score at 12 months (experimental and

control groups combined, n = 162)
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It can be seen from Figures 7 and 8 that most clients either stayed the same or
improved/deteriorated to a small degree. The median change scores were 0, at 3 and 12 months
in both the experimental and control groups, indicating that the null hypothesis can not be
rejected. There was no evidence that domiciliary physiotherapy made any difference to clients’
level of functional ability, as measured by the Barthel Index. There was, however, a wide range
of change scores, with extreme outliers in both the experimental and control groups. Scores
ranged from -11 to +12 at 3 months and from -16 to +12 at 12 months. The proportion of clients
who improved will now be compared with the proportions who did not change and who
deteriorated. Clients who improved will then be compared, on their baseline Barthel score, with
those who did not change/deteriorated. The following simple definitions of change in score
were applied: negative change score = deterioration, change score of 0 = no change, and
positive change score = improvement. Tables 9 and 10 overleaf show the proportions in each

group who had deteriorated, stayed the same or improved at 3 and 12 months.
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Table 9 Proportions who deteriorated, stayed the same and improved on the Barthel

Index score at 3 months in the experimental group (n=87) and the control group (n=75)

Change score

Experimental group

Control group

<0 (deteriorated) 24 (28%) 14 (19%)
0 (no change) 26 (30%) 31 (41%)
>0 (improved) 37 (42%) 30 (40%)
Total 87 (100%) 75 (100%)

Chi-square=2.93, 2 tailed p=0.23

Table 10 Proportions who deteriorated, stayed the same and improved on the Barthel

Index score at 12 months in the experimental group (n=87) and the control group (n=75)

Change score Experimental group | Control group
<0 (deteriorated) 31 (36%) 22 (29%)

0 (no change) 20 (23%) 21 (28%)

>0 (improved) 36 (41%) 32 (43%)
Total 87 (100%) 75 (100%)

Chi-square=0.90, 2 tailed p=0.64

It can be seen from the above tables that there were no significant differences between the two
groups, at either stage, on the proportions of clients who had improved, deteriorated or stayed
the same. However, further analysis revealed some important differences between those who
improved and those that did not change or deteriorated. Tables 11 and 12 show the baseline

Barthel scores for clients in the three categories.
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Table 11 Baseline median Barthel Index scores of clients who improved, deteriorated or

did not change at 3 months for experimental group (n=87) and control group (n=75)

EXPERIMENTAL GROUP (N=87)

deteriorated (n=24) no change (n=26) improved (n=37)

median Barthel = 17 median Barthel = 18 median Barthel = 14
25™75" percentiles (14-18) | 25™-75" percentiles (13.5-20) | 25"-75" percentiles (9.5-16)

CONTROL GROUP (N=75)

deteriorated (n=14) no change (n=31) improved (n=30)

median Barthel = 17 median Barthel = 17 median Barthel = 12
25%-75" percentiles (10.5- 25%-75" percentiles (12-19) | 25™-75" percentiles (8-16)
18.25)

Table 12 Baseline median Barthel Index scores of clients who improved, deteriorated or

did not change at 12 months for experimental group (n=87) and contrel group (n=75)

EXPERIMENTAL GROUP (N=87)

deteriorated (n=31) no change (n=20) improved (n=36)
median Barthel = 17 median Barthel = 18.5 median Barthel = 14
25™-75" percentiles (14-18) | 25™-75% percentiles (15.5-20) | 25"-75" percentiles (10.25-
16)
CONTROL GROUP (N=75)
deteriorated (n=22) no change (n=21) improved (n=32)
median Barthel = 16.5 median Barthel = 18 median Barthel = 11

25".75™ percentiles (12.75- | 25"-75™ percentiles (15.5-20) | 25"-75" percentiles (9-16)
18)

Tables 11 and 12 show that the median baseline Barthel scores for clients who improved were
lower (i.e. worse), and those of clients who deteriorated/did not change were higher, than the
overall sample median of 16. Using the Mann-Whitney U test, to compare the median scores of
those who improved with the combined group of those who deteriorated/did not change,

demonstrates that those who improved, at both 3 and 12 months, scored significantly less on the
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initial Barthel Index measure than those who deteriorated/stayed the same (3 month U=2790,
p=0.00; 12 month U=1812, p=0.00). Therefore, if ‘improvers’ were those who were
significantly worse to start with and, as previously discussed, drop outs were those who scored
significantly less on their baseline Barthel score than those who stayed in the trial, then it
appears that the trial lost those clients most likely to show measurable improvement, thereby
possibly obscuring a significant difference. A possible reason why some of the ‘better’ cases,
i.e. those with a higher baseline Barthel score, did not show any measurable improvement could
be the ceiling effect of the Barthel scale. The highest possible score is 20 and the median
baseline score of the ‘no change’ group was 18, leaving little room on the scale for

improvement.

Loss of the worst cases is, therefore, one possible explanation for the failure to reject the null
hypothesis that domiciliary physiotherapy made no difference to clients’ level of functional
ability as measured by the Barthel Index. Other possible reasons for failing to reject the null
hypothesis are considered at the end of this chapter. In order to further explore the data for any
hidden trends, the score-banding approach mentioned earlier in this chapter is presented in the

next section.

4.3 ANALYSIS OF BARTHEL INDEX SCORE BANDINGS OF ATTAINMENT

In keeping with the method of analysis by Young and Forster (1992) in their trial of stroke
rehabilitation, Tables 13,14 and 15 show results using the following bandings of attainment: 0-
14, severe to moderate disability; 15-19, mild disability and 20 independent. These analyses

represent snapshots at 3 points in time, baseline, 3 and 12 months.
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Table 13 Barthel Index score bandings at baseline in the experimental group (n=87) and

the control group (n=75)

Barthel score

Experimental group

Control group

0-14 (severe/moderate disability) | 32(37%) 31(41%)
15-19 (mild disability) 42(48%) 35(47%)
20 (independent) 13(15%) 9(12%)
Total 87(100%) 75(100%)

Chi-square=0.50, 2 tailed p=0.78

Table 14 Barthel Index score bandings at 3 months in the experimental group (n=87) and

the control group (n=75)

Barthel score

Experimental group

Control group

0-14 (severe/moderate disability) | 25(29%) 26(35%)
15-19 (mild disability) 43(49%) 37(49%)
20 (independent) 19(22%) 12(16%)
total 87(100%) 75(100%)

Chi-square=1.12, 2 tailed p=0.56

Table 15 Barthel Index score bandings at 12 months in the experimental group (n=87)

and the control group (n=75)

Barthel score

Experimental group

Control group

0-14 (severe/moderate disability) | 32(37%) 27(36%)
15-19 (mild disability) 38(44%) 37(49%)
20 (independent) 17(19%) 11(15%)
total 87(100%) 75(100%)

Chi-square=0.84, 2 tailed p=0.66

It can be seen from tables 13,14 and 15 that the two groups were initially comparable on the
proportions in each of the 3 bands (chi-square p=0.78). At 3 months there was a similar

increase, in both groups, in the proportions who were mildly disabled or fully independent.
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There was then little change at 12 months, from the 3 month stage. The final method of
exploratory analysis involved looking at all individual items of the Barthel Index and is

discussed in the next section.

4.4 ANALYSIS OF INDIVIDUAL ITEMS OF THE BARTHEL INDEX

Appendix 9 contains cross tabulations, by experimental and control group, of scores for all the
individual items of the Barthel Index, at initial referral, 3 months and 12 months. These tables
are included mainly for descriptive purposes, although the chi-square statistic and p values are
shown. No statistically significant differences, where there were not more than 20% of cells in

the contingency table with expected frequencies of less than 5, were found for any item.

However, the stairs item warrants further consideration. The crosstabulation at 3 months shows
that there were significantly more clients in the experimental group who were independent on
stairs (p=0.05), although there were 33% of cells with expected frequencies of less than 5. To
eliminate the problem of too many cells with low expected frequencies, the three scoring
categories within the stairs item were collapsed into two (independent on stairs against needing
help or unable to climb stairs), which resulted in a borderline significant 3 month p value of
0.056 (see Appendix 9). This finding is worthy of mention, as the Bradford Stroke Trial (Young
and Forster 1992) found that the home treatment group were better than the Day Hospital group

on the stairs item of the Barthel Index.

S. NOTTINGHAM HEALTH PROFILE RESULTS

5.1 GRAPHICAL PRESENTATION OF NHP SCORES AT BASELINE, 3 MONTHS AND 12

MONTHS

Figures 9 to 14 show box plots of scores in the areas of energy, pain, emotional reactions, sleep,
social isolation and physical mobility for experimental and control groups at baseline, 3 months

and 12 months. As for the Barthel Index results, only those who were interviewed at all 3 stages
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are shown. The number of cases for which complete scores were obtained varies for each area

of the profile.

Figure 9 Box plot of Nottingham Health Profile energy scores at baseline, 3 months and

12 months for experimental group (n=73) and control group (n=61)
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Figure 10 Box plot of Nottingham Health Profile pain scores at baseline, 3 months and 12

months for experimental group (n=70) and control group (n=60)
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Figure 11 Box plot of Nottingham Health Profile emotions scores at baseline, 3 months

and 12 months for experimental group (n=71) and control group (n=60)
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Figure 12 Box plot of Nottingham Health Profile sleep scores at baseline, 3 months and 12

months for experimental group (n=71) and control group (n=59)
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Figure 13 Box plot of Nottingham Health Profile social scores at baseline, 3 months and

12 months for experimental group (n=69) and control group (n=59)
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Figure 14 Box plot of Nottingham Health Profile physical mobility scores at baseline, 3

months and 12 months for experimental group (n=70) and control group (n=60)
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In all six areas the plots show similar pictures for the experimental and control groups. There is
little notable change over time, with equivalent experimental and control group median values
staying relatively constant. The analysis of change in scores, presented in the following

sections, examines the data more closely.

5.2 ANALYSIS OF CHANGE IN NOTTINGHAM HEALTH PROFILE SCORES AT 3 AND 12

MONTHS

As discussed in the previous chapter, there were no significant differences between the two
groups in baseline scores in any of the six areas, demonstrating that the experimental and
control groups were comparable at the baseline measure. However, as stated in the previous
section on the Barthel Index results, comparability on unknown variables can never be assumed
and there was a problem of differential sample attrition in this study. Therefore, change scores
(rather than subjects’ score at a defined point) were again used to test whether or not
Domiciliary Physiotherapy improved clients’ health status. As for the Barthel Index, change
scores were calculated (only for subjects present at all stages) by subtracting the initial score
from the 3 month and 12 month scores. It should be noted that in the Nottingham Health Profile

(unlike the Barthel Index) a positive change indicates deterioration.

As already explained, each area has a different number of statements from which the total score
is calculated, so that in areas with several statements, there were many possible total scores and
an even greater number of possible change scores. For example in the area of emotional
reactions there were 77 different change scores at 3 months, ranging from -84 to 64. Graphical
presentation of change scores is not shown, as bar charts for such widely distributed data would
consist, by necessity, of very many narrow bars. Instead, summary statistics for change scores
are shown in Table 16. In order to test whether there were any statistically significant
differences between the experimental and control groups in the magnitude and direction of

change scores, the Mann-Whitney U test was used as the most appropriate non-parametric test
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for detecting differences between two independent samples. The test ranks the data from both

samples and compares the difference between the mean ranks for each group. The results of the

Mann-Whitney U tests for differences in the magnitude of change scores are also shown in

Table 16.

Table 16 Differences between experimental and control groups on magnitude of change

in NHP score at 3 and 12 months

Median (25th-75th percentile) Median (25th-75th
change score at percentile) change score at
3 months 12 months
Area Experimental Control Mann- Experimental Control Mann-
of NHP group group Whitney U group group Whitney U
statistic & statistic &
2-tailed p 2-tailed p
corrected for corrected for
ties ties
Energy 0(¢-37-0) 0(37-0) U=2226.0 0(-37-24) 0(-37-0) U=2206.5
[n=73] [n=61] _pm().l() [n=73] [n=61] p:0.67
Pain 0(20-4) -2 (-16 - 10) WU=2077.0 5(-20-2) -6 (-20-0) U#2196.5
[n=70] [n=60] p=0.91 [n=70] {n=60] p=0.86
Emotions -5(-17 -4) 0¢16-5) U=1990.5 0¢15-11) 0(-10-7) U=2098.0
[n=68] [n=60] p=0.81 [n=68] [n=60] p=0.63
Sleep 0(-13-0) 0(-13-13) U=1947.5 0(-21-4) 0(-21-0) U=2225.0
[n=71] [n=59] pﬁ(ifig [n=71] [n=59] p=0.98
Social 0(0-16) 0(0-16) U=2017.0 0(--3-19) 0(0-21) J=2158.0
[n=69] [n=59] p=0.92 [(n=69] [n=59] p=0.84
Physical 3(-12-0) 0(-11-11) U=1706.0 0(-14 -10) 0(11-11) U=2037.5
mobility {n=70] [n=60] Pmo.()'] [n=70] [n=60] 2_29.37

The median change scores all indicated either slight improvement (negative change score) or no

change (zero change score). There were no statistically significant differences between the

experimental and control groups, in any area of the NHP, at either the 3 or 12 month stages.

However, it should be noted that the 3 month change in physical mobility approached

significance (p=0.07), with the experimental group showing a 3 point improvement against a

zero improvement in the control group. Because of it’s focus on physical performance,

physiotherapy may be more likely to affect physical mobility than the other areas of the NHP.

This finding may be relevant to the effectiveness of the intervention.
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If the NHP data were to be analysed in the same way as the Barthel, the proportion of clients
who improved could now be compared with the proportions who did not change and who
deteriorated. However, because of the nature of weighted scores in the NHP (discussed earlier
in this chapter) it proved difficult to reliably classify clients into those who deteriorated/stayed
the same/improved. In some areas, change scores clustered around zero, with several scores
between O and -1 and between 0 and +1, making a distinctive no change score difficult to
define. In order to further explore the data and uncover possible reasons for the failure to reject
the null hypothesis, a simple definition of negative change score = improvement was used to
separate those who improved from those who did not change/deteriorated. In keeping with the
method of analysis of the Barthel Index, those who improved were compared, on their baseline
median NHP scores, with those who deteriorated/did not change. Table 17 shows the results of

the comparisons.

115



Table 17 Comparisons of baseline median NHP scores for clients who improved against

those who deteriorated/did not change, at 3 months and 12 months, for experimental

group and control group

Median Median
(25th-75th percentiles) (25th-75th percentiles)
at 3 months at 12 months
Mann- Mann-
Whitney U Whitney U
Baseline statistic & 2- Statistic & 2+
NHP Deteriorated Improved tailed p Deteriorated/ Improved tailed p
scores /no change cortected for no change corrected for
ties ties
Energy 60.8 69.6 U=1938 36.8 63.2 U=1256
(24-100) (60.8-100) p=0.000 (0-100) (60.8-100) p=0.000
n=84 n=50 n=103 n=31
Pain 11.2 379 U=177T71.5 0 36.8 U=863.5
(0-44.4) (19.4-80.3) p=0.000 (0-34.5) (20.7-79.9) p=0.000
n=89 n=41 _ n=97 n=33
Emotions 7.1 46 U=1004.5 10.5 38.16 1=1051
(0-24.7) (23.9-76.3) p=0.000 (0-38.8) (16.8-66.9) p=0.000
n=85 n=46 n=81 n=50
Sleep 34.9 56.6 U=2118.5 31.5 53.5 U=1393
(0-77.6) (34.9-77.6) p=0.0035 (0-77.6) (34.9-77.6) p=0.0051
n=84 n=46 n=98 n=32
Social 0 422 U=]244.5 0 41.9 U=1249
(0-22.5) (22.5-63.9) p=0.000 (0-22.5) (22.5-57.9) pe0.000
n=82 n=46 ~ n=84 n=44
Physical 50.3 55.5 U=2145 439 56.69 U=1327
mobility (23-67.2) (42.9-69.4) p=0.0015 (18.2-57.7) (37-69.4) p0.0003
n=81 n=49 n=79 n=51

Table 17 shows that ‘improvers’ were significantly worse on all baseline NHP scores than

those who deteriorated/did not change. As drop-outs from the trial were found to be

significantly worse at 3 and 12 months on the initial social isolation score and at 12 months on

the initial physical mobility score, the loss of the more socially isolated and less mobile cases

may well have removed from the trial cases who were most likely to improve. Once again, the

loss of worst cases may have reduced the extent to which measurable effects of the DPS could

be demonstrated.
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6. CLIENTS’ USE OF OTHER SERVICES

The following sections will present data on clients’ use of other services. As mentioned earlier
in this chapter, data on clients’ use of other services were collected from clients and GPs.
Client-held diaries were returned from 222 clients (114 experimental and 108 control) and GP
record cards were obtained for 220 clients (114 experimental and 106 control). In previous
sections of this chapter, data were presented only from clients who were interviewed at all 3
stages, which served to reduce the sample size to 162 (87 experimental and 75 control) for
Barthel results and to as low as 128 (68 experimental and 60 control) for NHP results. In order
to be consistent, the use of services results will be presented for the same sample as Barthel
results (to be referred to as ‘sample 1°). However, data will also be presented using all available
diary and record card data (to be referred to as ‘sample 2”) where the inclusion of the extra

cases yielded different results.

6.1 LENGTH OF FOLLOW-UP TIME FOR USE OF SERVICES DATA

The available length of follow up time for collection of data on clients’ contacts with other
health and social services was discussed earlier in Chapter Two (Methods). The mean length of

follow-up time for sample 1 and sample 2 is shown in Table 18.

Table 18 Follow-up time (months) for sample 1 and sample 2, by experimental and

control groups

Sample 1 Follow-up time (months)
mean (SD)

Experimental group n=87 16.92 (1.93)

Control group n=75 16.51 (3.11)

t=1.02, p=0.31

Sample 2 Follow-up time (months)
mean (SD)

Experimental group n=114 | 14.11 (5.80)

Control group n=108 13.35 (6.05)

t=0.95, p=0.35
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It can be seen from the Table 18 that there was no statistically significant difference between
the two groups, in follow-up time, for either sample 1 or sample 2. Follow-up time in sample 1

is less widely distributed than in sample 2.

6.2 CLIENTS’ CONTACTS WITH OTHER SERVICES

Clients had contacts with the following services: district nurses, auxiliary nurses, out-patient
physiotherapists, hospital consultants, occupational therapists, social workers, chiropodists,
speech therapists, GPs and day hospitals. It was found that, for most health and social services,
number of client contacts was not normally distributed. As an illustration, Figure 15 shows a

histogram of the number of contacts with district nurses for sample 1.

Figure 15 Histogram of clients’ contacts with District Nurses (Sample 1, n=162)
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It can be seen from Figure 15 that the majority of clients received either no contacts or a
relatively small number of contacts with District Nurses and a few outlying cases received large
numbers of contacts. The skewed distribution shown is very similar for sample 2 and is highly
typical of the distribution of data on contacts with other individual services. Appendix 10
contains histograms, for sample 1, of contacts with auxiliary nurses, out-patient
physiotherapists, consultants, occupational therapists, social workers, chiropodists, speech

therapists, GPs, camulated health contacts, cumulated social services contacts and total (health
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and social services) contacts. The distribution of contacts data shows that a few individuals
used large amounts of health and social services. Logistic regression was carried out to see if
any known variables could predict use of services. Neither age, gender, housing, living alone,
having a carer, Barthel score, or NHP score were significant covariates, at the 0.05 level, in the
prediction of none versus some contacts with health/social services. Arber and Ginn (1990), in
their analysis of care for lone older people, based on the 1985 General Household Survey,
suggested that elderly people living alone were quite well targeted by services, and that carers
often alerted service providers to their needs. Therefore, living alone and/or having a carer
could be predictors of the likelihood of service use, although this was not detected by the
logistic regression model. Arber and Ginn (1990) did not find any association between housing

tenure, gender, marital status or income and use of services.

6.3 ANALYSIS OF DIFFERENCES BETWEEN THE EXPERIMENTAL AND CONTROL

GROUPS ON CONTACTS WITH OTHER SERVICES

Although number of contacts constitutes ratio-level data, the skewed distribution did not permit
the routine use of a parametric statistic, such as the t-test, to test the differences between group
means. Even a non-parametric equivalent, such as the Mann-Whitney U test, was often
inappropriate as the large number of cases with no contacts created many tied ranks, making the
test insensitive. To overcome these problems, contacts with individual services were collapsed
to a simple categorical level. Data were analysed according to whether clients received none or
one or more contacts with each service. Following the categorical analysis, the sub-groups of
clients who received at least one contact were analysed separately. Mann-Whitney U Tests
were used to test the sub-groups for any differences between experimental and control clients in
the number of contacts. Contacts with individual services were analysed first, followed by
cumulated contacts with health and social services and then total contacts (health and social

services).
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6.3.1 Contacts with individual services

Appendix 11 contains cross-tabulations, for each individual service, of none versus one or more
contacts, by experimental and control groups. The data from sample 1 (i.e. only those clients
who were interviewed at all three stages, n=162) has been used for these cross-tabulations. The
services clients were most likely to be in contact with were the District Nursing Service (i.e.
District Nurses and Auxiliary Nurses), Hospital Consultants and GPs. District nursing services
have been shown to be major players in support and care for the elderly and their carers
(Caldock 1990). Chi-square tests showed no significant differences between the experimental
and control groups, in the proportions of clients having none or one or more contacts with any
individual service. Re-analysis using sample 2 (i.e. all available data, regardless of whether
clients dropped out of the interview schedule) did not change the significance of the results.

The analysis of sub-groups of clients who received at least one contact is presented in Table 19.
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Table 19 Descriptive statistics of contacts with individual services and Mann-Whitney U-

tests to compare experimental and control groups who had more than one contact.

Sub-sample with at least one
contact:
Experimental (Exp) n

Control (Con) n

Median Mann-Whitney 2-tailed p
Services Min Max Mean (SD) (1QR) corrected for ties
District Nurses
Experimental group n=87 806 23.4(104.8) | 0(0-7) Exp n=43, Con n=39
Control group n=75 0 468 30.1 (89.1) 1 (0-6) p=0.84
Auxiliary Nurses
Experimental group n=87 0 1488 | 48.9(222.7) | 0(0-0) Exp n=18, Con n=21
Control group n=75 0 468 17.1 (67.4) 0 (0-12) p=0.91
Out Patient Physiotherapists
Experimental group n=87 26 | 0.7(3.3) 0 (0-0) Exp n=7, Con n=11
Control group n=75 0 42 1.7 (7.1) 0 (0-0) p=0.62
Hospital Consultants
Experimental group n=87 30 25(4.4) 1 (0-4) Exp n=46, Con n=44
Control group n=75 0 16 2.6 (3.5) 1 (0-4) p=0.97
Social Services Occupational
Therapists 8 0.4 (1.3) 0 (0-0) Exp n=8, Con n=7
Experimental group n=87 16 | 0.5(2.2) 0 (0-0) p=0.86
Control group n=75
Social Workers
Experimental group n=87 0.5 (1.3) 0 (0-0) Exp n=19, Con n=15
Control group n=75 0.5 (1.3) 0 (0-0) p=0.77
Domiciliary Chiropodists
Experimental group n=87 15 0.6 (1.9) 0 (0-0) Exp n=15, Con n=8
Control group n=75 9 103(1.3) 0 (0-0) p=0.90
Clinic Chiropodists
Experimental group n=87 0 7 0.5 (1.4) 0 (0-0) Exp n=12, Con n=13
Control group n=75 0 16 0.7 (2.4) 0 (0-0) p=0.76
Domiciliary Speech Therapists
Experimental group n=87 16 0.5 (2.3) 0 (0-0) Exp n=6, Con n=3
Control group n=75 0 3 0.1 (0.5) 0 (0-0) p=0.43
GPs in the surgery
Experimental group n=87 22 | 28(4.9 -4) Exp n=35, Con n=27
Control group n=74 0 21 2.2(4.5) -2) p=0.34
GPs at home
Experimental group n=87 62 8.6 (10.6) 5(2-11) Exp n=72, Con n=62
Control group n=74 0 37 8.3 (8.6) 5.5 (1-11) p=0.95
Day Hospitals
Experimental group n=87 22 0.4 (2.6) 0 (0-0) Exp n=4, Con n=5
Control group n=75 0 142 0.4 (19.4) 0 (0-0) Exact 2-tailed p=0.04
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It can be seen from Table 19 that, with one exception, once contact with any service had been
established there were no statistically significant differences between the two groups on the
numbers of contacts. Visits to day hospitals was the exception. In the sub-sample of clients who
visited day hospitals, the control group made significantly more visits than the experimental
group (Exact 2-tailed p=0.04). Although there were only 9 cases in Sample 1 (4 experimental
and 5 control), the difference is worthy of note. The null hypothesis that domiciliary
physiotherapy made no difference to clients use of other services can not be rejected overall.
However, there is evidence that domiciliary physiotherapy may have reduced client contacts
with day hospitals. Young and Forster (1992) have previously studied the relationship between
domiciliary physiotherapy intervention and use of day hospitals. They found that, for stroke
patients, domiciliary physiotherapy was more effective than day hospital attendance, which
adds weight to the finding in this study that domiciliary physiotherapy reduced clients’ day
hospital visits. It is worthy of note that contacts with out- patient physiotherapists were minimal
and, as they were not greater in the control group, there is no evidence to suggest that outpatient

physiotherapy was used as a substitute for domiciliary physiotherapy.

6.3.2 Cumulated contacts with health and social services

Appendix 12 contains cross-tabulations for cumulated health service contacts, cumulated social
services contacts and total (health and social services) contacts, of none versus one or more
contacts, by experimental and control groups. The data from sample 1 (i.e. only those clients
who were interviewed at all three stages, n=162) has been used for these cross-tabulations.
Only 46 clients (28%) had contacts with social services, compared with 159 clients (98%) who
had contacts with health services. Therefore, in general, health services were more likely than
social services to be in contact with clients. Once contacts with individual services were added
together, the data were still positively skewed, but the number of clients with no contacts was
reduced to only two. The very small number of clients with no total contacts would indicate

that those who had no contacts with individual services were not all the same clients, i.e. that
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there was not a ‘core group’ of clients who received no contacts with any service. For sample 1,
there were no significant differences between the experimental and control groups in the
proportions of clients having no contacts or one or more contacts with health and /or social
services (see Appendix 12). However, for sample 2, the additional contacts data obtained from
those who dropped out of the interview schedule altered the distribution of the data sets for
cumulated health contacts, cumulated social services contacts and total (health and social
services) contacts by increasing the number of clients with no contacts. Out of the additional 74
diaries/record cards returned from those who had dropped out of the interview schedule, 22
(30%) recorded no contacts with health services and 17 (77%) of these 22 were from control
group clients. Fieldworkers asked clients to verify that diaries with no entries were a ‘true’
record of no contacts, rather than a failure to fill in the sheets, and they checked GP record
cards against clients’ medical records. Therefore, since control group dropouts often cited lack
of contact with services as a reason for not wanting to cooperate with the interview schedule, it
would seem valid to include their contacts data in the results. Tables 20, 21 and 22 overleaf
show cross-tabulations, by experimental and control group, of none versus one or more
cumulated contacts with health services, social services and total (health and social) services

for sample 2.
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Table 20 Cross-tabulation, by experimental and control group, of number of cumulated

contacts (none versus one or more) with health services for sample 2 (n=235)

Contacts Experimental Control
group group
None 6 (5%) 18 (16%)
One or more | 114 (95%) 97 (84%)
Total 120 (100%) 115 (100%)

Chi-square=7.27 (1 DF) p=0.007

Table 21 Cross-tabulation, by experimental and control group, of number of cumulated

contacts (none versus one or more) with social services for sample 2 (n=238)

Contacts Experimental Control
group group
None 86 (72%) 97 (82%)
One or more 34 (28%) 21 (18%)
Total 120 (100%) 118 (100%)

Chi-square=3.72 (1 DF) p=0.05

Table 22 Cross-tabulation, by experimental and control group, of number of cumulated

contacts (none versus one or more) with health and social services for sample 2 (n=235)

Contacts Experimental Control
group group
None 6 (5%) 18 (16%)
One ormore | 114 (95%) 97 (84%)
Total 120 (100%) 115 (100%)

Chi-square=7.27 (1 DF) p=0.007

Tables 20, 21 and 22 show that in the experimental group there was a statistically significantly
lower proportion of clients with no contacts with health services (p=0.007), social services
(p=0.05) and health/social services combined (p=0.007). On the basis of Sample 2 data,

domiciliary physiotherapy significantly increased (rather than decreased) the likelihood of
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clients having one or more contacts with another service. The experimental hypothesis relating
to use of services, i.e. that domiciliary physiotherapy will reduce use of other health and social
services, has not been proved. The data from sample 2 seem to indicate that domiciliary
physiotherapists acted as gatekeepers to health and social services. The gatekeeping role of
domiciliary physiotherapists will be further discussed in the next chapter. However, it should be
noted that among those who had gained access to services, there were no significant differences

between the two groups on number of cumulated contacts (see Table 23).

Table 23 Descriptive statistics of cumulated contacts with health and social services and
Mann-Whitney U- tests to compare experimental and control groups who had more than

one contact.

Services Sub sample with at

least one contact

Experimental (Exp) n
Control (Con) n

Min Max Mean (SD) Median (IQR) Mann-Whitney
2-tailed p

corrected for ties

All Health Services

Experimental group n=87 0 1643 89.8 (282.4) 20 (10-44) Exp n=87, Con n=74
Control group n=74 0 944 | 68.9 (141.1) 25.5 (8.5-60) p=0.43

All Social Services

Experimental group n=87 0 17 1.3 (3.1) 0(0-1) Exp n=26, Con n=20
Control group n=75 0 16 1.1 (2.6) 0 (0-1) p=0.76

All Contacts (Health & Social Services)

Experimental group n=87 0 1643 | 91.0 (282.3) 23 (0-48) Exp n=87, Con n=75
Control group n=75 0 944 | 70.0 (141.6) 26 (8.5-61.5) p=0.55

6.4 GP REFERRALS TO OTHER SERVICES

Data on GP referrals to other services were obtained via GP held record cards for a total of 220
clients (114 experimental and 106 control). Only sample 1 data (clients who were interviewed
at all three stages) will be presented here. GP held record cards were obtained for 161 out of

162 clients in sample 1. A total of 72 clients (45%) had no referrals made for them by the GP.
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Table 24 shows a cross-tabulation and chi-square test, by experimental and control group, for

no referrals versus one or more referrals.

Table 24 Cross-tabulation of no referrals versus one or more referrals by GPs for the

experimental and control groups.

Referrals Experimental Control group
group

None 46 (53%) 26 (35%)

One or more | 41 (47%) 48 (65%)

Total 87 (100%) 74 (100%)

Chi-square= 5.09 (1DF) p=0.02

It can be seen from Table 24 that there was a significant difference between the two groups in
that the control group was more likely to have had one or more referrals made for them. In the
sub-sample of clients who had one or more referrals, the number of referrals ranged from 1 to 5.
The experimental and control group medians were both 1 but the mean rank for the control
group was 49.3 compared with 39.9 in the experimental group (Mann-Whitney U= 777.0,
p=0.04). Therefore the control group had a small, but statistically significantly, greater number
of referrals made for them to other professionals by the GP than the experimental group. The
significant difference between the two groups on number of referrals was also present when

Sample 2 was analysed.

On the basis of the above evidence, the null hypothesis that domiciliary physiotherapy made no
difference to the number of GP referrals can be rejected. Although the difference is small, the
control group had more referrals made for them than the experimental group, and was also more
likely to have at least one referral. It would therefore seem that, although domiciliary
physiotherapy increased the likelihood of clients having contacts with other services, it also

decreased the likelihood of GPs referring clients on to other professionals. In terms of the cost-
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effectiveness of the DPS, the saving on GP referrals is probably counter-balanced by the

spending on referrals to others by the physiotherapists.

6.5 ADMISSIONS TO RESPITE CARE

Data on admissions to respite care was returned from 114 experimental and 97 control group
clients in Sample 2. Overall, 199 clients (94%) had no respite care admissions. Sample 1 data,
for the 162 clients who were interviewed at all 3 stages, is presented below. The additional data
in Sample 2 did not alter the findings. Table 25 below shows a cross-tabulation, by
experimental and control group, for no admissions or one or more admissions to respite care in

sample 1.

Table 25 Cross-tabulation of no admissions versus one or more admissions to respite care

for the experimental and control groups

Number of admissions

Experimental group

Control group

None 80 (92%) 70 (93%)
One or more 7 (8%) 5 (7%)
Total 87 (100%) 75 (100%)

Chi-square=0.09 (1DF) p=0.8

Only 12 clients (7% of those who returned their respite care diary sheets and 14% of the 88

clients who said they had a carer) had any admissions to respite care. Respite care was

originally devised to prevent those hospital admissions caused by breakdown of carer support

(Nolan and Grant 1990). It is therefore surprising that such a small number received what is

regarded as an essential service for carers of elderly and disabled people. It can be seen from

the above table that there was no significant difference between the experimental and control

groups in the proportions of clients who had one or more than one episode of respite care. For

the sub-sample of clients who had any respite care, the number of episodes ranged from 1 to 7

and respite care was given by local authority nursing homes, district general and peripheral
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hospital units and private nursing homes. Respite care admissions did not seem to occur in any

regular pattern and the length of any one episode of care ranged from 1 day to 10 weeks.

To further assess any differences between the experimental and control groups, the total length
of stay (i.e. the sum of all admissions) was calculated for the sub-sample of clients who
received any respite care. Table 26 below shows the minimum, maximum and median values
for total length of stay in respite care. The Mann-Whitney U test for small samples (Altman
1991) was chosen, rather than the t-test, to test for differences between the experimental and
control groups. The reasons for choosing the Mann-Whitney U test were as follows: the data
were not normally distributed; there was unequal variance across the two groups; and, as the
Mann-Whitney test is based on ranks rather than means, it would not be affected by an outlying

value of 109 days in the control group.

Table 26 Difference between the experimental and control groups on

total length of stay in respite care

minimum maximum median

(days) (days) (days)
Experimental group n=7 7 27 14
Control group n=5 20 109 30

Mann-Whitney U=2.5 Exact 2-tailed p=0.01

Table 26 shows that there was a statistically significant difference between the two groups. The
control group had a greater total length of stay (p=0.01), implying that the experimental DPS
reduced clients’ use of respite care for those who received it. It should be noted that, as for
visits to day hospitals mentioned earlier, the sub-sample on which this finding is based is very
small (n=12). The small size of the sample does not affect statistical conclusion validity,
because it is taken account of in the test. However, internal validity, i.e. the causal status of the

experimental DPS should be questioned, as the analysis derives from a small post-hoc sub-
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group. The small sample size also limits the external validity, i.e. the generalisability of the
finding. Therefore there is only tentative evidence on which to reject the null hypothesis that
Domiciliary Physiotherapy made no difference to clients length of stay in respite care. The
benefits that carers can gain from domiciliary physiotherapy will be discussed in Chapter 5, to

explain why domiciliary physiotherapy intervention may reduce carer need for respite care.

6.6 ADMISSIONS TO HOSPITAL

Data on admissions to hospital was returned from 120 experimental and 118 control group
clients in sample 2. Overall, 144 clients (61%) had no hospital admissions. Only Sample 1 data
will be presented below, as the additional cases in sample 2 did not alter the findings. Table 27
shows a cross-tabulation, by experimental and control group, for no admissions or one or more

admissions to hospital in sample 1.

Table 27 Cross-tabulation of no admissions versus one or more admissions to hospital for

the experimental and control groups

Number of admissions Experimental group Control group
None 50 (57%) 48 (64%)
One or more 37 (43%) 27 (36%)
Total 87 (100%) 75 (100%)

Chi-square=1.49 (1DF) p=0.2

It can be seen from the above table that there was no significant difference between the
experimental and control groups on the proportions of clients who had no admissions or one or
more admissions. Overall, 94 clients (39%) had admissions to hospital, ranging from 1 to 7,
over the follow-up period. The length of stay for a single admission ranged from 1 day to 4
months. To further assess any differences between the experimental and control groups, the
total length of hospital stay (i.e. the sum of all admissions) was calculated for the sub-sample of
clients who had any hospital admissions. Table 28 below shows the minimum, maximum and

mean values for total length of hospital stay. The t-test was chosen as the most appropriate
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statistical test as the data were normally distributed and there was equal variance across the

groups.

Table 28 Difference between the experimental and control groups on total length of

hospital stay in days
minimum maximum mean (SD)
Experimental group n=37 1 116 24.2 (28.2)
Control group n=27 1 115 28.5(29.9)
t=-0.69,p=0.5

The above table shows that there was no significant difference between the experimental and

control groups in mean length of hospital stay.

7. DISCUSSION OF RESULTS

In this chapter data have been analysed to test the following primary hypotheses:

L Domiciliary Physiotherapy will improve level of independence as measured by the
Barthel Activities of Daily Living Index.

II.  Domiciliary Physiotherapy will improve health status as measured by the Nottingham
Health Profile.

II.  Domiciliary Physiotherapy will reduce use of other health and social services.

IV. Domiciliary Physiotherapy will reduce the number of GP referrals to other agencies.

V.  Domiciliary Physiotherapy will reduce the number of episodes of respite care and mean
length of respite care stay.

VI.  Domiciliary Physiotherapy will reduce the number of hospital admissions and mean

length of hospital stay.
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This section will aggregate and summarise results relevant to the above hypotheses.
Conclusions will be drawn in the context of possible sources of error associated with the
method of service provision, choice of outcome measures, sampling, sample attrition and

appropriateness of the research paradigm.

7.1 ACTIVITIES OF DAILY LIVING AND HEALTH STATUS

There were no statistically significant differences between the experimental and control groups,
in change of Barthel Index or Nottingham Health Profile scores, at either 3 or 12 months. The
null hypotheses for I and II above can not, therefore, be rejected and it must be concluded that,
overall, Domiciliary Physiotherapy made no statistically significant difference to clients’ level
of independence in activities of daily living or health status, as measured by the Barthel Index
and Nottingham Health Profile. If the results are taken at face value they indicate that
housebound elderly clients with long-term physical disability showed no measurable
improvement, either with or without domiciliary intervention. Several possible reasons for the
failure to reject the primary null hypotheses relating to level of independence and health status

will now be discussed.

The sample was much smaller than anticipated, with only 245 clients recruited instead of the
intended 800. As a result, the power of statistical tests to detect a significant difference was
greatly reduced. If the planned number of subjects had been recruited, a significant difference
between the experimental and control groups might have been detected. For example, the
experimental group had an improvement in score on the mobility section of the NHP of 3
points, compared to zero improvement in the control group. This was significant only at the
0.07 level. With a larger sample size, the probability of obtaining this result by chance might
have been lowered to below 0.05. Similarly, the experimental group had proportionally more
clients who were independent in climbing stairs at 3 months (after the scoring categories in the

chi-square test were collapsed to eliminate the problem of low expected frequencies). This
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difference was significant at the 0.056 level, which is very close to conventional statistical
significance. The finding supports an outcome of the Bradford Stroke Trial (Young and Forster

1992) that home treated patients performed better on stairs then Day Hospital patients.

It is possible that domiciliary physiotherapy could have had real benefits that the chosen
outcome measures for level of independence and health status failed to detect. Tightly focused
dependent measures may miss changes that they do not encompass. For example, the small
amount of qualitative data from clients and carers, which will be presented in Chapter 5, hints
that domiciliary physiotherapy may have benefited carers as much as clients. However, the
carer perspective was not measured. No specific physiotherapy measures for a generic client
population could be found at the time of designing the study. The Barthel Index and the
Nottingham Health Profile were selected more for their general applicability to multi-diagnostic
client groups than their proven ability to assess the outcome of physiotherapy intervention. The
ceiling effect of the Barthel Index has limited the extent to which measurable improvement
could be shown for ‘better’ clients, as the baseline median score was high in the scale. As
previously mentioned, the total score of 20 is made up of several items, all with different
weightings. In consequence, attributing meaning to small changes of one or two points may be
problematic. One point improvement might have a crucial impact on daily life, signifying, for
example, that the client could now bathe completely independently after previously needing
help from another person. On the other hand, one point could mean only that the client has
moved from needing major to minor help from another person in transferring. The implications
for future research of the lack of sensitive physiotherapy measures in the field of generic

domiciliary practice are discussed in the Discussion Chapter.

Sample attrition was present in both the experimental and control groups. In general, the less

independent and more socially isolated clients, perhaps those most likely to improve, were lost
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to the trial. Loss of these worst cases may well have reduced the number of clients for whom a
measurable treatment-related effect could be demonstrated and thereby contributed to the
failure to reject the null hypotheses. On the other hand, it could equally be argued that the more
dependent and socially isolated clients could have the most intractable problems. If so, fewer
numbers of such clients in the sample would have enhanced the likelihood of rejecting the null

hypotheses.

As the control group was not a strict ‘no-treatment’ group, the extent to which domiciliary
physiotherapy might have prevented deterioration could be hidden by the effect of other
services. Alternatively, it is possible that domiciliary physiotherapy simply wasn’t effective.
For example, therapists may have been working within an inappropriate/ineffective model of
practice or an insufficient number of treatments may have been given. The possible reasons for
“failure’ of the DPS are discussed more fully in the Discussion Chapter. However, on the other
hand, the primary hypotheses listed above do not take into account any sub-groups of the client
population. It is possible that there may be benefits for definable smaller groups, which are
hidden by the results for the larger sample. Exploratory sub-group analyses (according to
diagnostic categories) were undertaken after the primary hypotheses had been tested but,
possibly due to small sample sizes or lack of sensitivity of generic outcome measures, no

notable differences were detected.

Levels of independence and health status were judged only from the clients’ perspective. No
hypothesis was postulated regarding carer outcomes. The beneficial effects of domiciliary
physiotherapy on carers have not been assessed. The small amount of qualitative data obtained
from carers, to be presented in Chapter 5, suggests that domiciliary physiotherapy can be
beneficial. For example, physiotherapists can improve carers’ skills (by teaching easier ways of

moving and handling the client), they can give carers emotional support (by reassuring and
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explaining), they can liaise between carers and other services (by co-ordinating a common team

approach which includes the carer).

The RCT model has the limitations that are inherent in any experimental paradigm.
Standardised outcome scales were chosen in advance. Although they were reliable, and
apparently well validated, these measures may not have detected other real changes. Perhaps
preliminary qualitative work would have identified the most likely positive effects of
domiciliary physiotherapy, which could then have been quantified with specially designed
measures rather then ‘standard’ tools. Further critical review of the experimental research

paradigm and recommendations for future research are provided in the final chapter.

7.2 USE OF OTHER HEALTH AND SOCIAL SERVICES

Experimental hypothesis III predicted that domiciliary physiotherapy would reduce clients’ use
of other services. However, there was evidence to suggest that access to the DPS may have
significantly increased, rather than decreased, the proportion of clients having at least one
contact with another health or social service. For those clients who did receive other health and
social services, there was no difference between the two groups on total number of contacts. It
should be noted, however, that GPs made significantly more referrals to other services for the
control group, which may balance the finding that the DPS made more referrals for the

experimental group.

With regard to contacts with individual services, there was a significant finding related to use
of day hospitals. It was found that, for the sub-sample of clients who attended day hospitals, the
control group made significantly more visits than the experimental group. This one finding,
related to day hospital use, in support of experimental hypothesis Il does not provide sufficient
evidence to reject the null hypothesis. There is no evidence that, in general, domiciliary

physiotherapy reduced clients use of other health and social services. Indeed, in one sense, the
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DPS increased use of other services as it acted as a gatekeeper/referral agent and increased
clients’ likelihood of having at least one contact with another service. Other studies have shown
that elderly people in the community receive few services (Allen et al. 1992). The role of the
DPS in liaising with other agencies and referring clients on was highlighted as a benefit in the
client/carer interviews, so perhaps the failure to reject the null hypothesis should not be viewed
entirely negatively. Clients/carers valued the teamwork between physiotherapists and nurses
and it may be unrealistic as well as undesirable to expect community-based services to work in

isolation of each other.

Large numbers of client held data collection diaries were returned with no entries. Fieldworkers
made every effort to clarify that the blank sheets truly represented no contacts, rather than
failure to make entries. Therefore, it can be assumed that the data were reliable and that there
were, indeed, large numbers of clients who had no contacts with any other service.
Consequently the data were skewed and the only way to perform meaningful analyses was to
collapse data to a categorical level of no contacts and one or more contacts and create small
sub- samples of clients who did have contacts. The finding that domiciliary physiotherapy
reduced clients use of day hospitals should be treated with caution until replicated with larger
numbers of subjects. Interestingly, however, a previously mentioned recent study of domiciliary
versus day hospital physiotherapy (Young and Forster 1992) came out in favour of the
domiciliary method. If domiciliary physiotherapy is more effective than day hospital
physiotherapy, the tentative finding in this study, that domiciliary physiotherapy reduced clients

use of day hospitals, may well be valid.

The RCT may have started with the wrong theory. It seems that domiciliary physiotherapy will

increase, not decrease, clients use of other services, in terms of gaining clients at least one

contact with another service. However, it may also result in reduced referrals to other agencies
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and reduced use of day hospital and respite care. The possible reasons for the

gatekeeper/referral agent role will be explored in the Discussion Chapter.

7.3 GP REFERRALS

Experimental hypothesis IV predicted that domiciliary physiotherapy would reduce the number
of GP referrals to other agencies. A small, but statistically significant, difference was found
(p=0.04), with the control group having more referrals than the experimental group. There was
also a significant tendency for the control group to be more likely to have at least one referral

(p=0.02).

The significant difference between the two groups in number of referrals should be seen in the
context of the very small difference obtained. Both groups had a median number of referrals of
1, but the mean rank was higher for the control group. Although the null hypothesis of no
difference can be theoretically rejected and it can be stated that domiciliary physiotherapy did
reduce number of GP referrals, the reduction was a very small one. It should also be noted that
GPs did not always fill in the GP record cards on which the data on referrals were collected.
Although the fieldworkers gave regular reminders and checked all clients’ medical records

retrospectively at the end of the study, the data may not have been totally accurate

7.4 RESPITE CARE AND HOSPITAL ADMISSIONS

Experimental hypotheses V and VI predicted that domiciliary physiotherapy would reduce
number of admissions and length of stay in respite and hospital care. With respect to hospital
admissions, there was no significant difference between the experimental and control groups in
either number of hospital admissions or length of hospital stay. The null hypothesis cannot,
therefore, be rejected and it must be concluded that domiciliary physiotherapy made no
difference to clients’ admissions to hospital or length of hospital stay. With respect to respite
care, it was found that there was no evidence of a difference between the two groups on number

of episodes of care but, for the sub-sample who received respite care (n=12), the control group
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had a significantly greater total length of stay than the experimental group. Therefore, although
the null hypothesis regarding episodes of respite care can not be rejected, there is provisional
evidence to reject the null hypothesis that domiciliary physiotherapy makes no difference to
total length of stay in respite care. It may be that domiciliary physiotherapy provides effective
carer support, thereby reducing the need for respite care, which is usually provided to support
carers. However, as with visits to day hospitals, mentioned earlier, it should not be firmly
concluded that domiciliary physiotherapy reduced clients’ length of stay in respite care.
Multiple exploratory analyses may, by chance, throw up significant findings (Pocock 1985)

therefore replication with larger numbers of subjects is required.

8. SUMMARY OF CHAPTER

This results chapter has presented the outcomes of the trial of domiciliary physiotherapy by
using quantitative data to test the primary hypotheses. Exploratory analyses with small sub-
groups have also been presented. The focus of the next chapter shifts from quantitative

outcomes to an analysis of the process of domiciliary physiotherapy.
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CHAPTER FIVE
THE PROCESS OF DOMICILIARY PHYSIOTHERAPY

1. OVERVIEW OF CHAPTER

This chapter will present an analysis of the process of domiciliary physiotherapy. Firstly, GPs’
diagnosis and reason for referral of clients will be discussed, to give a picture of the perceived
physiotherapy needs of clients. Secondly, a quantitative analysis of number of visits and
duration of episodes of domiciliary physiotherapy intervention will be presented. Finally, this
chapter will discuss domiciliary physiotherapy intervention from a qualitative perspective, by
presenting an interpretive analysis of practice. The interpretive analysis draws from insights
derived from the researcher’s experience, a focus group of experienced therapists and two

client/carer interviews.

2. GP DIAGNOSIS AND REASON FOR REFERRAL TO THE TRIAL

The DPS was dependent on GPs for referral of clients. Therefore, before moving on to a
discussion of the process of domiciliary physiotherapy, it is important to examine GPs’
diagnosis of clients and their reasons for client referral. Diagnostic information and reasons for
referral need to be taken into account when planning physiotherapy intervention, as they
indicate the GPs’ expectations of the DPS. At the point of referral, before randomisation, GPs
were asked to fill in a referral form (see Appendix 3). This form asked for the GPs’ reason for
referral as well as standard information such as client name, address, date of birth, diagnosis

and current medication.

2.1 DIAGNOSIS OF CLIENTS REFERRED TO THE TRIAL

It is usual for physiotherapists to require a doctor’s diagnosis, so that they can take it into
consideration when assessing a client’s problems and planning interventions. For example, a

diagnosis of heart disease would alert a physiotherapist to the possible dangers to the client of
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unaccustomed exercise/activity. GPs provided at least one diagnosis for 205 (92%) of the 222
clients interviewed at the first stage. In the remaining cases, GPs failed to fill in referral forms.
Where more than one diagnosis was given, the fieldworkers asked the physiotherapist
responsible for the client to indicate the main diagnosis relevant to the referral for
physiotherapy. For each client, the main diagnosis was then classified according to the three
digit codes of the International Classification of Diseases (World Health Organisation 1977)
and then re-coded into four diagnostic groupings: neurological problems,
orthopaedic/rheumatological problems, respiratory problems and other problems. These
groupings were chosen to allow comparison with other studies (Frazer 1980, Sheffield Health
Authority 1982, Smyth 1985) which used similar systems for categorising patients. Diagnoses
of all clients recruited to the trial have been previously discussed, in Chapter Three, and it was
found that there were no significant differences between the experimental and control groups
with respect to diagnostic group. In this chapter the diagnoses of clients randomised to the
experimental group for treatment by the DPS will be considered in more detail, to provide a
profile of those who were given domiciliary physiotherapy intervention. Diagnoses were given
for 110 (96%) of experimental clients and are shown in Table 29 overleaf. Clients who
subsequently dropped out are not excluded from this table as the intention is to present a profile

of all those referred.
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Table 29 Main diagnoses of clients randomised to the experimental group (n=114)

Diagnostic grouping Number (%) of clients
Neurological problems, e.g. 39 (34%)
stroke, multiple sclerosis, motor neurone disease, Parkinson’s

disease

Orthopaedic/rheumatological problems, e.g. 35 (31%)
rheumatoid arthritis, osteoarthritis, fractures

Respiratory problems, e.g. 30 (26%)
chronic obstructive pulmonary disease, bronchiectasis, lung

cancer

Other problems, e.g. 6 (5%)
heart/vascular disease, non specific mobility problems, skin

ulcers

No diagnosis given 4 (4%)
Total 114 (100%)

The DPS received referrals mainly for clients with long-term chronic conditions such as stroke,
arthritis and respiratory disease. Clients were either in an acute exacerbation phase of a chronic
condition (e.g. theumatoid arthritis or chronic obstructive pulmonary disease) or struggling to
cope with the long term problems associated with residual disability/handicap from conditions
such as stroke. Some clients were referred in the terminal stages of respiratory or neurological
disease. The extent to which clients referred to this RCT were representative of those referred
to other domiciliary physiotherapy services has already been considered in Chapter Three,
where comparisons were made on a range of variables including diagnosis. For the purposes of
this present chapter it is relevant to note that the diagnoses of clients referred were very similar
to those reported in other studies of domiciliary physiotherapy services (Frazer 1980, Sheffield

Health Authority 1982, Smyth 1985).

The DPS physiotherapists had previous hospital-based experience of treating patients in the

acute stages of these conditions, but they were not experienced in home-based treatment for

individuals in the later chronic stages. It took time for them to fully develop their role with
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clients and carers. The relationship between physiotherapists’ previous experience and the

emergent model of physiotherapy practice is considered later in this chapter.

2.2 REASON FOR REFERRAL OF CLIENTS TO THE TRIAL

GPs were asked to state their reason for referral to the DPS separately from the client’s
diagnosis. A reason for referral was given in 114 (100%) of cases in the experimental group.

Reasons for referral were grouped under five main headings, as shown below in Table 30.

Table 30 Reason for referral of clients in the experimental group (n=114)

Reason for referral Number (%)

Signs/symptoms of the disease, e.g. 89 (78 %)
balance impairment, poor gait, spastic hemiplegia, muscle weakness, poor
mobility, chest infection, shortness of breath.

Inability of the client to travel for out patient physiotherapy, e.g. 8 (7%)
unable to leave the house, too frail to travel by ambulance.
Request for pain relief or pain management for problems not 7 (6%)

necessarily related to the main diagnosis, e.g.
back ache, neck pain, aching joints.

Problems associated with ageing/general frailty, e.g. 6 (5%)
at risk from falls, gone off legs, loss of confidence in walking.
Request for a specific function, e.g. 4 (4%)

teach client/carer how to transfer, assess on stairs, teach carer how to lift
client, advise on prevention of further problems, remove secretions, teach
breathing exercises.

Total 114 (100%)

In 89 cases (78%), the reason for referral was specifically related to the signs/symptoms of the
disease given as the diagnosis. For example, reasons for referral such as balance impairment,
poor gait, spastic hemiplegia were given for clients with neurological diagnoses; muscle
weakness, poor mobility for clients with orthopaedic/rheumatological diagnoses; and chest
infection, shortness of breath for clients with respiratory diagnoses. However, in 25 cases
(22%), reasons for referral were not linked to the diagnosis. For 8 clients (7%), reasons for
referral were related to the inability of the client to travel for out patient physiotherapy, e.g.
unable to leave the house, too frail to travel by ambulance. For 7 clients (6%), the GP
requested pain relief or pain management for problems not necessarily related to the main

diagnosis, e.g. backache, neck pain, aching joints. In 6 cases (5%), problems associated with
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ageing/general frailty were given as reasons for referral, e.g. at risk from falls, gone off legs,
loss of confidence in walking. For 4 clients (4%), the GP asked the physiotherapist to fulfil a
specific function/role, e.g. teach transfers, assess on stairs, teach carer how to lift client, advise

on prevention of further problems, remove secretions, teach breathing exercises.

In the early stages of the trial, reasons for referral were often the ones related to the signs and
symptoms of the disease/diagnosis, suggesting that GPs may not have felt able to request
specific physiotherapy services. As the trial progressed, and physiotherapists began to develop
working relationships with GPs, reasons for referral became more linked to specific
physiotherapy functions than the diagnosis of the client. In some cases, the GP would follow up
the referral form with a further telephone call to explain the problem more clearly and ask for
the physiotherapist’s initial impression on whether their input would be beneficial. Thus, as the
research progressed, experiences generated by the trial itself influenced the relationship
between the GPs and physiotherapists. Any change in the nature of GP referrals to the DPS
could have subtly influenced outcome by shifting the emphasis of intervention. The
methodology of pragmatic trials includes service development as a key feature, yet such

developments are often overlooked when outcomes are reported.

Throughout the trial, both in the pilot and the randomisation phase, the team tried to educate
GPs on the role of domiciliary physiotherapy in order to maximise appropriate referrals. They
made a visit to each practice during the pilot phase to talk to GPs about the trial and the
experimental domiciliary physiotherapy service. They explained how the GPs should refer to
the trial, and discussed what were the most suitable types of referral. After each episode of
care, the physiotherapist sent the GP a discharge letter, outlining the intervention that had been
given and the outcome for the client. On many occasions, physiotherapists also used the
telephone to update the GP on a client’s progress, or notify him/her of a sudden change in the

client’s condition. Some GPs were very keen to learn more about the DPS. They welcomed the
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physiotherapists into their team meetings and communicated with them about individual
clients’ progress. Others treated the DPS like any other secondary service and made no contact
after the initial referral form, thus limiting their opportunities to learn about the role of
domiciliary physiotherapy. GPs who were present at the initial practice visit and who were
willing to communicate with the physiotherapist on a regular basis had a better opportunity to
gain insight into how physiotherapy was addressing their patients’ problems. It became
apparent that investing time and effort in communicating with GPs reaped rewards, in many
cases, of increased number and suitability of referrals. Where communication from the GP was

limited, referrals were rare and not always appropriate.

In general, most GPs who referred to the trial had a basic awareness of the types of
conditions/diagnoses potentially requiring physiotherapy and were able to highlight specific
signs and symptoms amenable to physiotherapy intervention. Some GPs eventually developed
an enhanced awareness and could anticipate the need for a particular physiotherapy function,
regardless of the diagnosis. It seemed that the GPs who developed a better understanding were
more receptive to educational messages, more willing to communicate about individual clients’
progress and regarded the physiotherapist as a part of the primary health care team. A lesson
learned from the trial was that a GP could not always take on the role of gatekeeper for
physiotherapy services without guidance. Continuous education and feedback is essential to
promote good referral practice. Informal mechanisms of communication such as telephone calls

about individual clients and team meetings seemed to be effective.

3. THE PROCESS OF DOMICILIARY PHYSIOTHERAPY: A QUANTITATIVE
ANALYSIS OF NUMBER OF VISITS AND EPISODES OF PHYSIOTHERAPY
INTERVENTION

All clients were seen by a physiotherapist within a week of randomisation to the experimental
group. Referrals were seen the same or the next day for urgent problems, such as a new stroke

or chest infection. The client was assessed and then treated as appropriate. In keeping with
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usual patterns of work for physiotherapists, visits were normally made between the hours of
nine and five. Occasionally, at the discretion of the physiotherapist, an evening or weekend

visit was made. New referrals were not accepted on Saturdays or Sundays.

3.1 EPISODES OF INTERVENTION

The concept of an episode of physiotherapy intervention has been used to provide a quantitative
analysis of the process of physiotherapy. In this context, an episode represents the
physiotherapy intervention given to a client, via a series of visits, over a period of time until the
client was discharged. The number and frequency of visits was entirely at the discretion of the
physiotherapist and the episode of intervention normally ended when the physiotherapist
discharged the client. Length of episodes was not prescribed in advance so that the intervention
could be tailored to the needs of the individual. The decision to discharge was likely to be
influenced by several variables. In the main, clients were discharged when the physiotherapist
judged that they had reached their full potential or when original goals for treatment had been
reached. Other issues, such as the client’s demands for treatment, or dependency on
physiotherapy, may have also led to some episodes becoming longer than others. At a
pragmatic level, even the size and demands of the physiotherapist’s caseload may have
influenced decisions on when to discharge clients. In order to offer flexible service provision,
clients were allowed to re-refer themselves, or the GP could request a re-assessment if problems
recurred after discharge. A re-referral (whether by the client or the GP) was counted as a new
episode of DPS intervention for experimental group cases. It should be noted that experimental
group clients were not randomised again if re-referred. The number of episodes of treatment

received by clients is shown in Table 31 overleaf.
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Table 31 Number of episodes of physiotherapy intervention in the experimental group

(n=114)

Number of Number (%) of
episodes clients
1 99 (87%)
2 13 (11%)
3 1(1%)
4 1(1%)
Total 114 (100%)

Table 31 shows that the majority of clients (87%) received only one episode of intervention,
although the length of episodes was variable (see 3.2. below). A total of 13 clients (8 male and
5 female) received 2 episodes of intervention. They were aged between 46 and 91 (mean age
69) and were diagnosed with stroke (n=6), other neurological problem (n=3), respiratory
problem (n=2) and arthritis (n=2). The client who received 3 episodes of care was a 67 year old
male who lived with his carer. He had chronic respiratory disease and his three episodes were
short intensive courses of treatment for acute chest infections. The maximum of 4 episodes of
care was received by a 64 year old female who lived alone with no carer. She had suffered a
stroke and had an initial long intensive course of treatment (26 visits over 23 weeks), followed
by 2 follow up courses (4 visits over 7 weeks and 4 visits over 5 weeks). The fourth episode

consisted of 2 planned reassessment visits over a 16 week period.

3.2 NUMBER OF VISITS PER EPISODE OF PHYSIOTHERAPY INTERVENTION

The duration of an episode was measured in whole weeks and the total number of visits was
counted for each episode. The median duration of the first episode was 12 weeks (range 1 - 78
weeks, inter-quartile range 3-28 weeks), over which a median of 12 visits was made (range 1 -
96 visits, inter-quartile range 5-20 visits). In a survey of a domiciliary stroke rehabilitation
service (Gladman et al. 1995), the overall median length of ‘contact’ with patients was 10
weeks over which a median of 6 rehabilitation visits (occupational therapy and physiotherapy)

were made. However, sub-group analysis revealed that only patients discharged into the
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domiciliary service from stroke units (compared with those discharged from care of the elderly
wards or general medical wards) achieved a statistically significant improvement (Gladman et
al. 1995). These patients had a long median contact period of 6 months, over which a median of
18 visits was made. After Gladman ez al. (1995) compared the results of their RCT of hospital
based and domiciliary rehabilitation for stroke patients discharged from hospital with those of
the Bradford Community Stroke Trial (Young and Forster 1992), they concluded that between
15-20 visits in six months are needed to obtain measurable benefits, and that lesser amounts of

therapy are either ineffective or produce effects too small to be detected.

The earliest RCT of physiotherapy (Smith ez al. 1981) which, again, looked at therapy after
stroke, also found that improvement was greatest in those who received intensive treatment.
The possible theory of more treatment = more improvement should be applied to the DPS trial
with caution, given that the evidence for the dose-related effect comes entirely from the
literature on stroke rehabilitation. Also, although correlations between amount of treatment and
level of improvement are informative they do not necessarily provide evidence of treatment
effectiveness, as those given more or less treatment in the studies cited above were not selected
at random. For example, therapists may have given the most ‘promising’ cases more attention,
thereby producing a spurious dose-related effect. In the DPS trial 45 clients (39%) received the
15 or more visits recommended by Gladman et al. (1995). When these clients were compared
with those who had less than 15 visits (n=69) there were no significant differences in their NHP
scores at 3 or 12 months. However, there was a significant difference between those with 15 or
more visits and those with less than 15 visits on their Barthel change score at 12 months
(p=0.02). The clients who had less than 15 visits had the greatest improvement (median
difference 1 point). Correlational analysis also revealed a weak, but significant, negative
correlation (Spearman r = -0.28, p=0.01) between number of visits and improvement on the
Barthel at 12 months, suggesting that more visits were made to those who deteriorated. These

findings conflict with those of other studies (Smith ez al. 1981, Gladman ez al. 1995) but do not
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suggest that more domiciliary physiotherapy leads to client deterioration. The DPS therapists
may have continued to offer intervention even when the client’s condition could not be
improved. The negative correlation between number of visits and improvement on the Barthel
scale may thus have been produced by domiciliary physiotherapists prolonging episodes of

treatment for clients with deteriorating conditions.

4. THE PROCESS OF DOMICILIARY PHYSIOTHERAPY: AN INTERPRETIVE
ACCOUNT OF PRACTICE

The difference between domiciliary and hospital-based physiotherapy is often defined purely in
terms of the switch from the clinical to the community setting. However, practicing
physiotherapy in someone’s home, rather than in a hospital/clinic, involves more than just a
change of environment. In this section, the process of domiciliary physiotherapy offered in the
trial will be analysed in order to make some important distinctions between mainstream and
community based practice. As the analysis is grounded in the author’s personal and experiential

knowledge, parts of the following text will be written in a reflective style in the first person.

4.1 BACKGROUND AND CONTEXT

At the time of the trial, domiciliary physiotherapy was still a relatively new and emerging
discipline in the UK. Only one part-time physiotherapist in the team had previously worked in
the domiciliary field. The others came to the DPS from hospital based services. A period of
development was built into the project, during which the DPS operated without randomisation
for 4 months. In this period the physiotherapists treated 299 clients referred from GPs and other
primary health care team members. The purpose of the development phase was to allow for
piloting of the service so that an agreed service profile could be drawn up before the start of the
trial. By the time the trial began, the physiotherapy team had developed a shared understanding
on issues such as how to prioritise referrals, who was responsible for each geographical area of
the City, and what were to be the minimum standards for record keeping (see Chapter Two,

Methods). Standardising other elements of practice, such as the model, philosophy and bases
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for clinical decision making was less straightforward. The interpretive account of the process of
domiciliary physiotherapy will discuss the apparent transition that the team made from a
medical to a more client-centred model of practice. Their initial approach of making clinical
decisions on the basis of signs and symptoms shifted to a philosophy of client and carer

empowerment within which the client/carer perspective influenced the choice of treatment.

4.2 METHOD OF DATA ANALYSIS

Data obtained from two client/carer interviews and a focus group discussion with six therapists
not involved in the trial have been integrated with my experiential observations and reflections
made during the trial, to construct an interpretive account of the process of domiciliary
physiotherapy. An interpretive account is one that takes into consideration multiple
perspectives to explain the meaning of sequences of events and patterns of behaviour (Stringer
1996). Qualitative data from the client/carer interviews and the focus group were analysed
using thematic analysis, where each data source was considered deductively (with questions or
themes in mind), and inductively (with no preconceived ideas about what the data would
reveal). The analytical aim was to open up the ‘black box’ of domiciliary physiotherapy, not to

make strong generalisations about it’s practice.

4.3 EXPERIENTIAL KNOWLEDGE AS A SOURCE OF DATA

As service manager, I led weekly team meetings and participated in all decisions that were
made concerning the continuing development of the DPS. Whether my participation in decision
making is seen as advantageous or disadvantageous depends on the perspective from which the
issue is viewed. In a positivist experimental paradigm, the researcher should remain distanced
from the research setting to promote objectivity and minimise bias (Bryman 1988). However, as
manager (as well as researcher), I could not adopt a distanced or neutral perspective.
Throughout the study, my own values and opinions as an experienced domiciliary
physiotherapist necessarily influenced the development of the service. From an interactionist

perspective, my personal experience and participation would be viewed as an advantage, giving
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insight and theoretical sensitivity to my interpretations (Silverman 1993, Ely et al. 1994, Miles
and Huberman 1994). Experiential knowledge and personal insight as a source of ‘data’ has
been previously discussed in Chapter Two (Methods). Such insight, often disregarded in trials,
may provide a basis upon which a deeper understanding of domiciliary physiotherapy can be

built (Higgs and Titchen 1995, Parry 1997).

4.4 INTERVIEWS WITH CLIENTS AND CARERS

Semi-structured interviews were conducted with two clients and their spouse carers to gain an
insight into client and carer perceptions of the role and value of domiciliary physiotherapy.
After the RCT was completed the DPS staff were asked, as key informants, to nominate clients
and carers who had experienced regular domiciliary physiotherapy alongside at least one other

community based service.

The first client was a 70 year old man with progressive multiple sclerosis (MS), mainly
affecting his lower limbs. He was diagnosed 10 years previously and lived with his wife. They
received care at home from the following services: GP, district nurse, home help, social
services occupational therapist and domiciliary physiotherapist. As they declined to be taped,
the interview was recorded by means of observational notes. The second client was a 69 year
old man with a history of multiple strokes leading to a right sided hemiplegia and expressive
communication problems. He lived with his wife and they received care at home from the
following services: GP, district nurse, home help, care assistant and domiciliary
physiotherapist. The client was present at the interview but not able to talk at length. He
listened to the conversation, gave short verbal responses, and made non-verbal gestures to
indicate his agreement or disagreement with his wife’s opinions. This interview was taped and

transcribed.
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The client and carer were interviewed together and both were encouraged to answer questions
and participate in discussion. I presented myself as a researcher, not a physiotherapist, in order
to appear ‘neutral’. Both interviews were conducted in the clients’ own homes, at a time to suit
them, and each lasted approximately one hour. The intended interview style was
conversational, and the following broad topics were discussed: the role and function of the DPS
and it’s impact on the client’s level of independence and health status; and the value of the

DPS, both on it’s own, and as part of a wider primary health care team.

Interview transcripts, observational notes and theoretical notes were initially analysed in a
deductive manner, in the light of the experimental hypotheses stated at the beginning of this
chapter. Data were then analysed from an inductive perspective with no preconceived questions
or theories in mind. The initial deductive focus for data analysis was the impact of the DPS in
relation to the pre-determined outcomes of level of independence and health status. A full
description of how themes and categories were developed was given in Chapter Two
(Methods). Two themes were constructed: Improving clients’ level of independence and
Improving clients’ level of health status. Three further themes emerged from inductive
analyses: Providing emotional support for clients and carers, Liaison with other agencies and
Perspectives on receiving physiotherapy and other services at home. Categories within each of

the themes are set out overleaf.
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Theme: Improving clients’ level of independence
Categories: Hands-on physiotherapeutic intervention

Teaching the client and carer new skills
Theme: Improving clients’ level of health status
Categories: Giving general advice and information

The relationship between the client and the physiotherapist
Theme: Providing emotional support for clients and carers
Categories: Counselling

Faith and reassurance
Theme: Liaison with other agencies
Categories: Communication between agencies

Inter-agency referrals

Theme: Perspectives on receiving physiotherapy and other services at home
Categories: Value and benefits
Drawbacks

4.4.1 Improving clients’ level of independence

Both interviews yielded information relating to how carers and clients perceived the role of
domiciliary physiotherapy in improving the client’s level of independence. Two main
categories emerged, relating to hands-on therapeutic intervention and teaching the client and
carer new skills.
Hands-on physiotherapeutic intervention
The perceived value of direct hands-on physiotherapy was discussed in both interviews. The
carer of the stroke client had expected physiotherapy to consist of an exercise routine and she
was sceptical about its potential value to her husband:

1 thought it would be exercising and that kind of thing and I couldn’t myself see how

they could do a lot with exercising.
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However, she later realised that physiotherapy involved much more than exercise, and came to
value the effect physiotherapy had on her husband’s mobility:
But the way it’s been going on it’s more or less talking, explaining and then doing the
Jjob. You know, sort of coaxing him to get up, to stand up, and then, holding hands, sort
of saying now put this foot forward and this one. And then it’s gradually got that he
knows he’s got to get those feet going and he is doing it and it’s working marvellous.
With her help we’re getting him on his feet slowly but surely. He couldn’t put one foot
to the ground a few weeks ago, but now, with help, he’s coming onto his feet.
The MS client told of a different experience where the physiotherapist had tried an exercise
therapy approach but, in his words, my legs were no good. He felt he had been helped more by
the physiotherapist teaching his wife and the district nurses different ways to move and handle
him (discussed more fully under Teaching client and carer new skills below).
Teaching the client and carer new skills
Domiciliary physiotherapists teach the most appropriate way for others to move and handle
clients who can not move themselves. They also teach the most immediate carer therapeutic
skills if appropriate. The MS client had been experiencing significant distress and discomfort
while being moved and handled. He talked of how the physiotherapist had taught his wife and
the district nurses new and more efficient ways to handle and move him in and out of chairs and
the bed. The new handling methods involved a long, but comfortable, series of transfers from
bed to wheelchair to stair lift to chair, to get him downstairs in the morning and back upstairs at

night. The client viewed being able to come downstairs for the day as getting back to normal.

The carer of the stroke client had already begun to rethink her own role, in the light of the
physiotherapist’s teaching. She knew that her husband might not maintain his improvement
once physiotherapy ended, but she saw herself as having acquired the skill to help him continue

his progress:
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He may forget their faces, but he’ll not forget what to do, what they told him to do. You
see I will take over and 1 will do exactly the same as what they have done, because 1

know what they’'ve done is the right thing.

4.4.2 Improving clients’ level of health status

Domiciliary physiotherapy was seen to benefit clients’ health status through physiotherapists
giving general advice/information and through the therapeutic effects of the client-therapist
relationship.

Giving general advice and information

The carer of the MS client felt that the physiotherapist had considered everything possible to
help her husband. Although physiotherapy had not improved the client’s own physical mobility,
his level of comfort had been improved. The physiotherapist had given them valuable advice on
chair cushions and had taken them to an equipment centre to look at hoists for the bathroom to
enable him to have a proper bath.

The relationship between the client and the physiotherapist

When talking about other ways in which her husband had benefited from physiotherapy, the
carer of the stroke patient mentioned the change in his mood and self-confidence once he had

got to know the physiotherapist and become friends with her:
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He can’t speak very well, but he’ll give her the odd word and he’ll smile and he’ll
laugh with her, which of course at first he didn’t do. In his way I'm sure he’s more
confident, although he cannot speak or explain it to you ... It’s the way she talks to
you, the way she explains things and her attitude. She’s a person that speaks to you.
She means what she says but she says it with a, what can I say, with a smile kind of

thing. She doesn’t talk to you as if she’s ordering you to do a thing.

4.4.3 Providing emotional support for clients and carers

Both clients and carers obtained emotional support from their contact with the DPS. Categories
within the theme of emotional support were counselling, faith and reassurance.

Counselling

The client with MS reflected on how he had come to terms with his disability. Before meeting
the physiotherapist, he had clung onto hope that he would one day get better. The
physiotherapist had spent time listening to him and discussing with him the nature of his
problem and he came to realise his illness could not be cured. Once he had come to terms with
his disability he acknowledged the value of her advice and interventions to help make his life
easier. He compared her approach with that of social services staff, who had suggested
unrealistic solutions (such as installing a downstairs toilet, which they had already done with

their own money) which felt like a slap in the face.
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Faith and reassurance
The carer of the stroke client talked a lot about what the physiotherapist had done for her and
stressed how valuable it had been to feel supported by someone she had faith in:
Well actually, I mean physically she doesn’t do anything for me, but mentally she
does a lot, because I have great faith in her, I really have. The way she talks to him
and explains things to me, like “now this is what I'm trying to do for him” and
different things like that. I have faith in her, great faith in her.
Similarly, the carer of the client with MS felt reassured that she was now moving and handling
her husband in a correct way that wouldn’t hurt him. She valued the physiotherapist’s positive
feedback on her newly acquired skill and felt she could call on her, at any time, for advice and

support.

4.4.4 Liaison with other agencies

Clients and carers valued the links between the DPS and other agencies, in terms of
communication and inter-agency referrals.

Communication hetween agencies

The client with MS made a point of commenting that the communication between the
physiotherapist and the district nurses was excellent. Both he and his wife were amazed that the
physiotherapist put herself out to meet all the nurses involved, often at unsociable hours, to

teach them the correct/best way to move and handle him.
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Inter-agency referrals
The second carer remembered that without interagency referral patterns between the nursing
and physiotherapy service they would never have had access to the DPS:

It was the nurse who got in touch with the physiotherapist, and they’ve arranged things

between them. They sort of work together and it’s turned out all right.

4.4.5 Perspectives on receiving physiotherapy and other services at home

Issues were raised in both interviews regarding the pros and cons of receiving home-based
services. Values and benefits were expressed, but these advantages were tempered by some
significant drawbacks, as discussed below:

Value and benefits

The client with MS and his carer felt that having services at home enabled them to cope on a
day-to-day basis. They saw home-based services as preferable to going to hospital. The client
had once spent 3 months in hospital and felt worse when he came out because his bottom was
very sore. He had recently made the decision to stop attending the hospital consultant’s clinic
as he was never in the office more than 4 minutes, it was difficult and stressful to get there and

they weren’t doing anything for me anyway.

The second carer of the stroke client acknowledged the value of the services she and her
husband had received:
My husband was very ill when he came out of hospital and without their help 1
couldn’t have carried on. He [the consultant] said that he’s getting all the treatment
he could get. I don’t think he could get more or better treatment [in hospital].
However, she also felt there were distinct drawbacks (discussed below) to having professionals

in her home.
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Drawbacks
Although she was grateful for all the services her husband had received, the second carer felt
there were problems for her in having multidisciplinary home care. She felt as if her home was
not her own any more:
Well, to be honest, it has been a bit to cope with having all these people, you know,
coming in. But I've come to the conclusion that it just has to be and therefore |
appreciate it very very much ... I know it’s difficult, but I just haven't felt as if I have

got a home, you know? My home is not my own and that’s just it.

4.4.6 Summary of client and carer interviews

The perspectives of clients and carers, presented above, are intended to enhance the previous
quantitative results and shed a little light on potential beneficial effects of domiciliary
physiotherapy which have not been measured. Overall, the clients and carers interviewed
valued the DPS in various ways and both physical and emotional benefits were gained. The
physiotherapists were perceived not only as hands-on therapists but also as advisors and
counsellors. Two clients and their carers represent a very small sample and it is not intended to
generalise from their views. The extent to which qualitative perspectives could inform a future

study of domiciliary physiotherapy is discussed in the final chapter.

4.5 FOCUS GROUP OF EXPERIENCED THERAPISTS

In order to broaden my own impressions of the challenges of domiciliary physiotherapy, 1
thought it necessary to investigate whether or not the conflicts and critical issues I perceived
within the DPS were the same as those experienced by community based therapy practitioners
not involved in the trial. A convenience sampie of six experienced community physiotherapists
and occupational therapists, attending a part-time degree course at the University of
Northumbria, were asked to take part in a focus group discussion about their practice. The
focus group was conducted during a two-hour session in the participants’ part-time course. We

discussed their early experiences as community-based practitioners, how they coped with
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difficult/challenging cases and their view of themselves now as experienced practitioners. I

obtained their permission to audiotape the session. The focus group discussion was transcribed,

and content analysis revealed the following themes and underlying categories:

Theme:

Categories:

Theme:

Categories:

Theme:

Categories:

Theme:

Categories:

The role of community based occupational therapy/physiotherapy
Community based therapy requires an extension of hospital-based practice.
Models of practice need to be broad and flexible.

Core knowledge underpinning therapy practice in the community
Biomedical knowledge alone is inadequate.

Knowledge gained through experience is invaluable in community practice.
Skills needed to be an effective community-based therapist
Communication skills are as important as physical treatment skills.
Reflection and self-awareness are key skills.

Attitudes and values associated with community therapy practice

Client and carer perspectives must be valued.

Teamwork is crucial to the success of intervention.

Therapists must be prepared to re-define their own role in the context of

community-based practice.

The focus group data will be presented in the next section, integrated within the interpretive

account of the process of domiciliary physiotherapy.

4.6 OVERVIEW OF THE INTERPRETIVE ACCOUNT OF DOMICILIARY PHYSIOTHERAPY

PRACTICE

I developed a framework, based on observation during the trial, to illustrate how

physiotherapists moved through various phases in their practice before becoming fully adapted

to their role. In this interpretive account the early months in domiciliary practice are referred to

as the transitional phase, which was followed by an interim settling in phase, and finally, the
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emergent phase, during which the domiciliary physiotherapists became confident and assured.
Various categories emerged within each phase:
The transitional phase
Categories: The challenges of an unfamiliar environment.
Coping with an inadequate knowledge base.
Developing strategies to cope with unfamiliar problems.
Evaluating previous models of practice.
Losing power and redefining roles.
The settling in phase
Categories: Extending the scope of physiotherapy practice.
Acknowledging the needs of carers.
Developing multidisciplinary teamwork.
The emergent phase
Categories: Using negotiation and communication skills.
Seeing the client and carer as active participants in physiotherapy intervention.
Redefining goals for physiotherapy intervention.

Using intuition and experience to create new knowledge.

Themes and categories from the focus group analysis have been integrated into the analysis of
phases. For example, the focus group theme core knowledge underpinning therapy practice in
the community figures in the transitional and emergent phases. In the transitional phase, there
was a recognition by the DPS therapists that they were having to cope with an inadequate
knowledge base, which maps onto the category from the focus group analysis biomedical
knowledge alone is inadequate. In the emergent phase, the DPS therapists began to use intuition
and experience to create new knowledge, reflecting the focus group category knowledge gained
through experience is invaluable in community practice. Verbatim quotes from the focus group

are used in each phase to validate the interpretive analysis. Some quotes from the client/carer
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interviews, previously presented in 4.4 above, are re-stated in the interpretive account, in order
to explicitly relate the client or carer perspective to the phase of domiciliary physiotherapy
being discussed. It should be noted that these hypothesised phases refer to ‘ideal types’ only.
Different therapists moved through the phases at different speeds, and the development of

individual physiotherapists as they encountered ‘the community’ varied considerably.

4.7 THE TRANSITIONAL PHASE OF DOMICILIARY PHYSIOTHERAPY PRACTICE

4.7.1 The challenges of an unfamiliar environment

The physiotherapists in the RCT were experienced senior therapists, but their experience was
largely confined to hospital-based contexts. During transition, the ‘new’ domiciliary
physiotherapists were observed trying to cope with the challenges of an unfamiliar
environment. The anxiety associated with moving into the community is illustrated by the
following quotes from the focus group. One therapist felt threatened when going into clients’
homes:
1 used to be frightened of going into someone’s house, not knowing what to expect
when you get there (focus group participant 3).
Another described how unprepared she felt when she first moved into the community:
What I was completely unprepared for was the context in which I'm working as a
therapist (focus group participant 2).
For one person, the early days in domiciliary practice were very stressful:

I floundered entirely at first (focus group participant 1).

4.7.2 Coping with an inadequate knowledge base

In the new unfamiliar community environment, previous clinical biomedical knowledge was not
always sufficient. The interpretation of a client’s problems within the context of their home life
demanded of the DPS physiotherapists an awareness of psychosocial, cultural and behavioural

components of disability, which are often hidden in institutional environments. For example, in
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a case from the trial, a frail elderly client could not reach her full potential because her daughter
was preventing her from getting out of her chair. From the daughter’s perspective, the risks to
her mother from falling outweighed any potential benefits of independent mobility. The
management of this case required the physiotherapist to enter into careful negotiation with the
daughter before embarking on any direct intervention with the client. Such dilemmas of risk
versus autonomy meant that the DPS physiotherapists had to learn to re-frame clients’ problems
in a wider context. A participant in the focus group pointed out the weaknesses of her pre-
registration training in helping her to cope with work in the community:

Physio training is lacking in the psychological area and we have to develop afterwards (focus

group participant 2).

4.7.3 Developing strategies to cope with unfamiliar problems

All the DPS staff had reached a level beyond that of ‘novice practitioner’ before joining the
team. As experienced therapists, they probably used pattern recognition as their main method of
clinical reasoning (Higgs and Jones 1995). Pattern recognition involves fast, economical
reasoning based on recognising a set of signs and symptom seen before, predicting the outcome
of various treatments and selecting treatment based on previous experiences of success.
However, in their new situation, they may have been confronted with problems they had not
encountered before. For example, a hospital-based therapist, used to treating only patients with
acute conditions, would be unfamiliar with the long-term consequences of multiple
permanently stiff joints in someone with burnt-out rheumatoid arthritis. Uncertainty in the
clinical field may require the practitioner to revert to methods of reasoning more associated
with the novice practitioner, such as the hypothetico-deductive model, which they were taught
as students. The hypothetico-deductive model involves formulation of hypotheses based on
clinical data and testing of these hypotheses through further investigation (Higgs and Jones
1995). In order to cope with unfamiliar problems, the DPS staff tried various approaches to

treatment, observed the results, and then reformulated their assessment when the outcomes
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were not satisfactory. In team meetings, they frequently discussed with each other ideas for
client treatment and they became much more open to trying out different methods. For example,
effective strategies used by clients and carers for the self-management of chronic pain were
passed on to other team members. As explained by an experienced domiciliary physiotherapist
in the focus group:
We all know that nobody’s a textbook client. They always come up with a further
problem that you can’t automatically solve with the therapy that you’re using. So you
look around from elsewhere. Maybe I'll try that, maybe it’ll work, maybe it won’t. I
think you have to try to get results if you can ... It’s too blinkered to use one approach
all the time for everybody, particularly if you're tailoring the therapy to the individual

(focus group participant 1).

4.7.4 Evaluating previous models of practice

The DPS physiotherapists were all socialised into the medical model in their pre-registration
training, and their practice was largely underpinned by biomedical knowledge. The medical
model has, at it’s core, the aim to cure or restore to normal (Roberts 1994). An impairment such
as muscle weakness or spasticity will be named as the problem, instead of the loss of functional
ability resulting from that impairment (Sim 1990, Roberts 1994). The focus on bodies instead
of people has its origins in nineteenth century medicine, when illness was conceptualised as
belonging only to the interior of the body. Foucault described the effect of what he called le
regard or ‘the gaze’ of the medical profession. Physicians believed that the true nature of the
disease could only be learned at post-mortem when the body could be dissected (Foucalt 1976).
Where the practitioner has curative or restorative goals for treatment, the medical model
successfully underpins physiotherapy, e.g. in surgical or acute musculoskeletal areas. However,
for clients with permanent disability who were referred to the DPS, the medical model offered a
narrow perspective. Reflecting on her early days in the community, an experienced

physiotherapist in the focus group remarked:
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When 1 first started my experience was all very physical, my training was physical.

Now I feel as if I've borrowed theories from other disciplines

(focus group participant 2).
Specialist practitioners may tend to see a client’s problem only from their own particular
perspective and may seek to interpret that problem solely in terms of their own unique past
experiences. In his analysis of the reflective practitioner, Schon (1991) suggests that
professionals have a unique way of seeing or framing a problem, which then highly influences
their course of action to solve the problem. In community care, the practitioner must think
laterally to find a way of dealing with clients’ problems. Early on in the trial the DPS staff
sometimes found it difficult to recognise how someone with an incurable or terminal problem
could be helped by their intervention. They did not always see the value of ‘hands-off’
intervention, such as education, advice or carer support, as an effective alternative to physical

treatment.

From my experience as a domiciliary physiotherapist, I was already aware of the inadequacy of
the medical model in community based practice and I worked from the assumption that the DPS
team would need guidance to help them cope. In my early days in the community, I had often
felt isolated and overwhelmed by the scope of my work until I developed links and networks
with other professionals. If the experimental intervention was to have an impact on the
dependent measures of functional ability and quality of life it was essential that the scope of
practice of the DPS team should be extended beyond the medical model, to allow them to cope
with unfamiliar problems. I therefore organised an induction programme, where community
based professionals from nursing, social work, general practice, social services, residential care
homes, occupational therapy, speech therapy and chiropody came along to meet the team and
discuss their roles. By raising their awareness of the roles of others, and providing opportunities
for staff to reflect on their own new role, I hoped to foster in the DPS staff a positive attitude

towards wider models of practice.
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4.7.5 Losing power and redefining roles

In the transitional phase, the physiotherapists began to experience, perhaps for the first time, an
unsettling shift of the balance of power away from them and more towards the client. In the
medical model framework, the practitioner may believe that their view is dominant. Pattern
recognition reasoning does not explicitly take the client’s view into consideration when clinical
decisions are being made. The physiotherapists were therefore unsure of the extent to which
clients and carers should be involved in decision making about treatment plans. In contrast to
the hospital environment, staff had little control over the client’s life and daily activities. They
were now guests in the home of clients and they had to make appointments at times to suit
clients. As stated by a focus group member:
You are conscious of the fact that you are in someone’s house therefore you've got to
abide by their rules. If you are in an out patient department treating a stroke patient,
you can impose more of your will. You have to learn to give a little, to gain their trust,
before trying to impose your ideas (focus group participant 4).
For a time, some team members tried to preserve ‘clinical’ authority. For example, the subject
of uniform was brought up in a meeting. Some staff expressed the view that they should wear
the same type of white tunic as hospital-based colleagues. Those staff in favour of wearing
hospital-style uniform felt that it would give them an air of authority and that clients would
have more confidence in them. In contrast, I felt it would form a barrier to effective
communication between staff and clients/carers and would reinforce medical models of
treatment. After discussion, we compromised by agreeing on a smart dress code that would give

the team a ‘corporate’ identity rather than a clinical image.

4.8 THE SETTLING IN PHASE OF DOMICILIARY PHYSIOTHERAPY PRACTICE

4.8.1 Extending the scope of physiotherapy practice

As they ‘settled in’, the DPS physiotherapists began to extend the scope of their practice. Less

emphasis was given to the pursuit of unrealistic goals, such as to restore movement or function
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to normal, and more time was spent on working in partnership with the client and carer to
identify key problems amenable to therapy. For example, much time in hospital is spent on re-
educating the gait of stroke patients, by daily walking practise in the physiotherapy gym. The
difficulties the patient may experience, on his return home, in negotiating his own staircase or
getting in and out of his own bed may be largely ignored until a pre-discharge home visit at the
end of the rehabilitation programme. In their previous hospital context, the physiotherapists
may have prioritised goals without any awareness of such crucial home-based problems. To
fulfil their role as domiciliary practitioners, the DPS physiotherapists needed to extend their
scope of practice, which often involved a shift away from previous models. A focus group
member summed up how her practice changed when she came into the community:

You spend less and less of your time doing classic physio - hands on physio, doing

treatment regimes - and you end up supporting the carers, acting as a resource for the

district nurses ... I'm sure I do the job very differently now from what I thought the job

was when I started (focus group participant 1).
The DPS physiotherapists developed skills in prioritisation, which, as discussed in the focus
group, are essential in domiciliary practice:

1 used to feel overwhelmed. Now I have a much better idea on how to itemise and

prioritise problems, and I know who else to contact to help me. My overview is much

more solid (focus group participant 2).
An ironic quip made by a very experienced therapist in the focus group illustrates the
redefining of professional identity that must take place when an extended community role is
taken on:

Going into the community [from out patient work] I had this naive impression that 1

was going to be working as a physiotherapist out there! (focus group participant 2).
However, an extended role has much to offer, as this quote from the carer of the stroke client

confirms:
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... physically she doesn’t do anything for me, but mentally she does a lot because 1

have great faith in her (carer of stroke client).

4.8.2 Developing multidisciplinary teamwork

Initially, the physiotherapists tried to reproduce their hospital model of practice and make it
“fit’ their new situation. However, once they realised that they could not always solve the
client’s problems themselves, staff began to open up in discussion, to support each other, share
experiences and value the contributions of other professionals. For example, they used their
networks of other community-based professionals for advice and guidance, as well as for
making referrals. In the focus group, a physiotherapist who worked in learning disabilities
recalled her feelings as a new member of community staff:

I thought I had to be responsible, and go in and make decisions, but now I don’t do

that. You shift it, you share it, you’re more sensible about it. We are a resource for the

patient - if you can’t help them, you know a man who can.

(focus group participant 5).
As discussed in Chapter Four, the original experimental hypothesis that the DPS would reduce
use of other services was not supported by the quantitative data on client contacts with other
services. There was an unpredicted significant increase in use of other services, which may
have followed from the way in which the DPS staff broadened their role as team members.
They developed very effective multidisciplinary networks with district nurses and other
community based therapists. The carer in the second interview, who saw herself as part of the
team, commented on the benefits to her husband of multidisciplinary teamwork:

... they’ve arranged things between them [the nurse and the physiotherapist] ... they

sort of work together and it’s turned out right ...between us we’ll get there.

(carer of stroke client)
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The client with MS in the first interview greatly valued the improvement to his life that had
occurred after the domiciliary physiotherapist and the district nurse got together as a team to

discuss new ways of moving and handling him.

Concepts of teamwork shift physiotherapy away from a uni-professional to a multidisciplinary
perspective. Part of the purpose of my induction programme was to help facilitate the
development of multidisciplinary teamwork. As stated in the focus group discussion:
In the hospital, your team is your other physio and OT colleagues, whereas in the
community you tend to have to go into a team of other professionals (focus group
participant 5).
However, multidisciplinary teamwork in the community can be overwhelming for clients and
carers. The same carer of the stroke client who valued the close liaison between the
physiotherapist and the district nurse commented on the stress associated with having services
provided in her home:
Since he came out of hospital ... I have felt that my home is not my own

(carer of stroke client).

4.9 THE EMERGENT PHASE OF DOMICILIARY PHYSIOTHERAPY PRACTICE

4.9.1 Using negotiation and communication skills

The confident domiciliary physiotherapist had acquired skills and qualities distinct from those
of hospital-based practitioners. The following responses came from the focus group when they
were asked what makes a good domiciliary therapist. One member highlighted communication
skills as the key factor in effective practice:
It’s all about communication, and some people are better communicators than others
(focus group participant 6).
Community-based practice requires a high level of interpersonal skill and self-confidence,

especially when the practitioner is trying to understand the family system in order to find the
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most helpful way of dealing with the problem (Rolland 1994). A focus group member reflected
on her own personal development and her ability to ‘read’ others’ behaviours:
It’s all about development of your own interpersonal skill, how you interpret a
situation, how you read other people’s behaviour. It’s not about a Bobath course
(focus group participant 5).
The DPS physiotherapists learnt that, in the community, therapy had to be relevant and
meaningful for the client. Otherwise, problems were not solved and clients and carers were not
satisfied. Negotiation was identified, by one focus group member, as the key to successful
intervention:
Maybe you've got to be more realistic. There’s no point in going in with your
objectives and saying I want you to do this, this and this. You’ve got to negotiate.
They [patients] are much more in control. You can go in with the ideal [piece of
equipment] but if the patient isn’t happy with that then it will sit in the cupboard.
(focus group participant 2).
The focus group members felt that hospital therapists were just ‘catching on’ to the idea of
agreeing goals with patients, whereas getting the patient’s agreement had always been
fundamental to good domiciliary practice:
The buzzword at the moment in the hospital is that you’'ve got to agree your treatment
with the patient. Well, that’s something we’ve been doing all the time in the community
because you know full well things won’t get done if you don’t. You’ve got to get their
agreement (focus group participant 3).
When reflecting on her husband’s treatment, the carer in the second interview made a comment
that illustrates the value to the client of effective communication:
It’s the way she talks to you, the way she explains things and her attitude

(carer of stroke client).

168



4.9.2 Seeing the client and carer as active participants in physiotherapy intervention

As they gained more experience, the RCT physiotherapists became less concerned with their
‘hands-on’ skills and techniques and more focused on the need to work with clients and carers
in other ways. They found that physiotherapy knowledge of the causes and likely progression of
physical problems could just as effectively underpin educational and counselling approaches as
it could movement facilitation or exercise techniques. They worked extensively with carers, and
were enlightened by spending time in the ‘real life’ situation. A focus group member recalled
witnessing, first-hand, a carer putting herself at risk.
Before, [in hospital practice] you see the patient as the patient and the carer is
incidental. Whereas when you go into the home you actually see them struggling on
with a certain task. And, just by being there, you can say, “well [ can show you an
easier way of doing that” (focus group participant 2).
Carers benefited from contacts with physiotherapists in ways that are very difficult to measure.
The carer in the second interview described how the physiotherapist had included her in her
husband’s treatment right from the beginning:
We had a talk, and she said, “He’s got a long way to go, but between us, we’ll get
there” (carer of stroke client).

The same carer welcomed the way the physiotherapist viewed her as part of the team. Through
contact with the DPS physiotherapists, she had acquired new skills and confidence and the
reassurance that back up was available if required. Throughout the trial, the team acquired large
caseloads, as the decision to discharge a client was often difficult to make. In hospital practice,
the decision to send a patient home is ultimately made by the medical staff, and therapists’
caseloads may be defined by the number of beds on a ward. In the trial, if carers felt
empowered with new coping strategies, withdrawing from a case was much easier, as a carer

explained:
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I know what I'm doing. If we hit problems, I have her number and I give her a ring... As
time goes on she’ll not come so often. Then I will take some of her work over, as she’s
explained it to me (carer of a stroke client).
As staff moved through the emergent phase, models of practice developed in which clients and
carers were active participants from the first visit. As stated by a focus group member:
Ideally they [clients] have got to be happy, ultimately, with what you’re doing and what
you're suggesting so you have to have their fundamental agreement otherwise you’ll

get nowhere (focus group participant 1).

4.9.3 Redefining goals for physiotherapy intervention

The team became concerned with goals that were meaningful to clients/carers. Priorities were
re-aligned, as illustrated by this quote from the focus group:
When you go in to see a man who had his stroke two days ago and physically can’t get
to the loo, the first job you have to do is teach his wife, never mind doing physio on the
patient. You’ve got to first teach the wife how to do a transfer from bed to commode.
No, actually that’s the second thing, the first thing is to try to urgently find a commode
(focus group participant 1).
At the start of the trial, the physiotherapists would have viewed delivering a commode as
menial work. Once involved with clients and carers, the human side of intervention became just
as important. Providing a piece of equipment that is going to make a real difference to
someone’s quality of life was seen as valuable. As explained by an Occupational Therapist in
the focus group:
I think we take responsibility because it’s expedient and because we get some benefit
ourselves from the interaction - that we are of some use, no matter at what level.
(focus group participant 3).
Doing things such as providing equipment is an investment in the relationship with the client

and carer:
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It’s on a human level - if your practice is based in a good relationship with the
Sfamily, then it [fetching a commode] is conducive to developing that relationship, it’s
a long term investment (focus group participant 3).
Finally there was a full realisation that goals are only relevant if they are meaningful to the
client, as illustrated by the following focus group quote:
... you treat the patient as a whole and what is a problem to the patient you may not
automatically assume would be a problem. You’ve got to get from the patient what they

see as their problems and try to eradicate these problems (focus group participant 6).

4.9.4 Using intuition and experience to create new knowledge

In the emergent phase, the RCT domiciliary physiotherapists seemed to become intuitive
practitioners who could subconsciously recognise social, cultural and behavioural cues, which
helped them to develop treatment strategies. Intuitive practice can be problematic if therapists
bring their own value judgements to bear on the client’s situation (Paley 1996). However,
communicating intuitive feelings to the client may facilitate shared decision-making and thus
enhance the effectiveness of practice. The following quote from the focus group sums up the
dilemmas faced by domiciliary physiotherapists, as there is little research evidence on which to
base their practice:

A lot of what underpins what makes a difference to what you actually do isn’t the

research paper you read. It’s your intuition which is based on a whole host of things

from your past experience, both professionally and otherwise

(focus group participant 1).
Experience, rather than knowledge per-se, was seen by the focus group as pivotal in ‘expert’
domiciliary practice:

You do eventually reach a level where experience influences your work more than

anything else (focus group participant 2).
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Confidence in practice correlated strongly with experience. As time passed, the domiciliary
physiotherapists began to feel at ease with their role. As stated in the focus group:
It’s only once you've seen ten or twenty patients with the same problem it starts to

make sense (focus group participant 2).

5. SUMMARY

In this chapter the process of domiciliary physiotherapy has been analysed quantitatively and
qualitatively. Data on clients’ diagnosis and the GPs’ reason for referral could be used to
inform future service specifications. Referral and diagnostic information could also be used to
educate physiotherapists and GPs embarking on new service arrangements. The quantitative
analysis of number of visits and episodes of intervention has provided useful data for predicting
levels of future service provision. For example, new services need to have the capacity to make
an average of 12 visits over a 12 week period for each client, but should also be able to cope
with the needs of small numbers of clients who may require many visits over long periods of
time. The interpretive analysis of practice has added another dimension to knowledge of
domiciliary physiotherapy. The theoretical phases of domiciliary physiotherapy practice
development may provide insight into how ‘new’ practitioners could be supported and guided

in their work.

In the next chapter, results presented in this and previous chapters will be critically discussed,

and the interpretive account of domiciliary physiotherapy presented in this chapter will be

further developed to suggest a model of domiciliary physiotherapy practice.
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CHAPTER SIX
DISCUSSION

1. OVERVIEW OF CHAPTER

The final chapter of this thesis will, firstly, discuss the main findings of the trial of domiciliary
physiotherapy in terms of internal and external validity, and the relationship between these
findings and those from other research. There will then be a critical review of the randomised
controlled trial in the context of evidence-based practice. The process of domiciliary
physiotherapy will be discussed in terms of theoretical concepts of ‘knowledge and expertise’,
‘models of practice’ and ‘power and control’. A new model of domiciliary physiotherapy
practice will be proposed and, finally, recommendations will be made for the way forward in

domiciliary physiotherapy practice and research.

2. DISCUSSION OF THE MAIN FINDINGS OF THE TRIAL OF DOMICILIARY
PHYSIOTHERAPY

This section will review the effect of domiciliary physiotherapy on clients’ activities of daily
living and health status, and the impact of the DPS on clients’ use of other services. Substantive
non-significant and significant findings, previously presented in Chapter Four, will be
juxtaposed with qualitative data on client and carer perspectives. Alternative explanations for
these findings will be suggested and their relationship with previous research will be

considered.

2.1 THE EFFECT OF DOMICILIARY PHYSIOTHERAPY ON CLIENTS’ ACTIVITIES OF

DAILY LIVING AND HEALTH STATUS

There were no statistically significant differences between the experimental and control groups
in change in Barthel Index or Nottingham Health Profile scores, at either 3 or 12 months.
Therefore, there was no evidence that domiciliary physiotherapy made any measurable

difference to clients’ level of independence in activities of daily living or health status, as
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measured by the Barthel Index and the Nottingham Health Profile. However, the clients and
carer interviews provide insight into the potential value of domiciliary physiotherapy in terms
of providing hands on physiotherapy intervention, teaching the client and carer new skills,
giving advice, providing emotional support and liaising with other services. Experienced
community-based therapists stated in the focus group that they believed that community-based
intervention made a difference, through individualised treatment, carer support and a

therapeutic relationship which placed importance on client/carer perspectives of the problem.

The results of the DPS trial do not provide conclusive evidence about the effectiveness of
domiciliary physiotherapy, and other published trials involving domiciliary physiotherapy tell a
similar story. Trials that have compared domiciliary physiotherapy (as a ‘single’ therapy) with
other forms of rehabilitation have been conducted in the field of stroke rehabilitation. Young
and Forster (1992) showed that home-based physiotherapy was only slightly more effective
than day hospital attendance, for stroke patients recently discharged from hospital; and Wade et
al. (1992) found that domiciliary physiotherapy intervention resulted in a small short-term
improvement in mobility, for patients living at home more than a year after their stroke. Other
trials of home-based rehabilitation have assessed physiotherapy as part of a multidisciplinary
package. The results are useful, but not directly comparable with those of domiciliary
physiotherapy trials. In the field of stroke care, Gladman et al. (1993) concluded that there was
no difference in the effectiveness of domiciliary and hospital-based rehabilitation services,
although younger patients discharged into the community from stroke units (rather then other
in-patient environments) appeared to do better with home therapy. Similarly, Rudd et al. (1997)
found no differences between specialist multidisciplinary domiciliary rehabilitation and
conventional care for stroke patients discharged early from hospital. In a very recent trial
(Baskett et al. 1999) the trend of inconclusive findings continues, with no difference detected
on a range of measures, including walking speed and ADL, between patients doing self directed

home-based exercises under weekly supervision by a physiotherapist or occupational therapist,
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and patients receiving conventional outpatient or day hospital therapy after stroke. In a trial of
home exercise programmes, elderly patients with limited mobility were randomised to receive
either strength exercises, mobility exercises or health education (McMurdo and Johnstone
1995). All subjects were visited at home by a physiotherapist for 30 minutes every 3-4 weeks,
and the results showed no differences in assessments of ‘sit to stand’ ability and timed ‘get-up-

and-go’ mobility tests.

A recent Audit Commission project was set up to understand the present state of knowledge of
the clinical effectiveness of rehabilitation using the evidence of systematic reviews (Sinclair and
Dickinson 1998). The resulting report reviewed systematic reviews across a range of different
clinical areas defined by client group, disability or disease, and identified two types of
rehabilitation: packages of care and simple interventions. In both types of rehabilitation, detail
about the components of intervention was lacking and the authors concluded that the
boundaries of rehabilitation were fuzzy (Sinclair and Dickinson 1998). Outcome measures were
seen to require further development in order to facilitate comparison across different studies
and pooling of results. The evidence from the systematic reviews came out against simple or
single interventions, which may underline the finding that the DPS was not effective. The
report suggested that individually weak interventions may be more effective when they are
offered together in a co-ordinated package, and service organisation of multidisciplinary teams
may provide a good environment for goal setting, training and specialisation, which may be
prerequisites for successful rehabilitation (Sinclair and Dickinson 1998). Of a total of 56
systematic reviews 14 were categorised under mixed, community or primary settings. However,
the focus of these reviews was mostly irrelevant to domiciliary physiotherapy, e.g. diabetes
care, psychiatric consultation, bibliotherapy. One meta-analysis of trials of geriatric assessment
(Stuck et al. 1993) was picked out in the report as providing evidence of the importance of
different phases of the rehabilitation process and of the role of assessment in determining the

setting and nature of rehabilitation. The transferability of interventions from hospital to
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community settings was highlighted as a limitation of current evidence in rehabilitation, and it
was recommended that future research should more fully consider the role and effectiveness of

rehabilitation outside hospital environments.

In the case of the present trial of domiciliary physiotherapy for a ‘mixed’ disease/disability
population, the absence, in a single study, of statistically significant findings does not justify
acceptance of the null hypothesis. Problems related to external, internal and statistical
conclusion validity may lead to a failure to detect real differences. Other methods of statistical
analysis may reveal undetected findings. For example, Matthews et al (1990) suggest that
calculating the area under the curve of plotted data, instead of applying inferential statistical
tests to computed differences in scores, may provide a useful way of analysing outcomes of
intervention. There may also be scope for exploring the effects of domiciliary physiotherapy
further using regression techniques. Before deciding whether or not to accept that domiciliary
physiotherapy made no difference, threats to internal and external validity need to be
systematically examined. Cook and Campbell (1979) define internal validity as the extent to
which the relationship between the independent and dependent variables is causal, and external
validity as the extent to which any presumed causal relationships can be generalised to and
across different types of persons, settings and times. The following sub-sections will review the
impact of statistical power, sensitivity of measures, differential sample attrition, the nature of
domiciliary physiotherapy intervention and sample representativeness on internal and/or
external validity. Finally, summary conclusions on the effect of domiciliary physiotherapy on

clients’ independence in activities of daily living and health status will be made.

2.1.1 Statistical power and internal validity

Group experimental designs rely on changes in outcome being sufficiently large to be detected
statistically (Altman 1991). In the DPS trial, clients recruited had long-term chronic conditions,

where measurable improvements were likely to be small. In a trial of home-based physiotherapy

176



for long-term stroke patients, Wade et al. (1992) were able to show only a small average
increase in walking speed, which was not maintained after treatment ended. To allow for the
detection of small changes, a large sample size was required for the DPS trial (800 subjects) to
give an 80% chance of detecting a difference of 10% between the two groups. However, as
noted in Chapter Two, the sample of 245 recruited fell far short of the number required. Thus
the statistical power of the experiment was substantially reduced, increasing the likelihood of
making an incorrect no-difference conclusion, i.e. a type Il error (Cook and Campbell 1979).
For example, non-significant improvements in the areas of mobility, as measured by the NHP,
and performance on stairs, as measured by the Barthel, have been identified. These findings
may be important indicators of the effectiveness of domiciliary physiotherapy but, as they do
not quite reach statistical significance, they can not be used as definitive evidence on which to
reject the null hypothesis. With a larger sample, significant differences between the two groups
might have been detected. The possible explanations for poor recruitment were varied and have
been debated in a published paper (Dawson and Heyman 1997. See Appendix 13). Some GPs
claimed that the withholding of domiciliary physiotherapy from the control group would
deprive clients of clinical benefit. However this claim was not justified as there had never been
a domiciliary physiotherapy service in Newcastle, and claims about the value of such a service
were based on speculation. Other GPs objected to the RCT on the grounds that, as doctors, they
should be able to freely access any service they felt would benefit their patients. It is possible
that GPs felt unwilling to admit to patients that they were unsure of the best treatment (Taylor

et al. 1984).

The problems discussed above are not unique to this trial of domiciliary physiotherapy.
Tognoni et al. (1991) described the difficulties experienced by a group of Italian researchers
attempting to conduct an RCT of the treatment of hypertension in general practice. They found
a large discrepancy between the number of doctors who agreed to participate and the number

who started recruiting, leading them to question the attitude of Italian GPs towards controlled
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research. Following the publication of the Tognoni paper, two letters were published in the
British Medical Journal (BMJ) telling of similar experiences. Peto and Coulter (1991) wrote to
the BMJ editor about their study of outcomes of treatment for menorrhagia in Oxford, in which
they had to extend their recruitment phase because of lower then anticipated recruitment of
patients by GPs. Two months later, Jonker and Sumajow (1992) wrote about their surveillance
study of reflux oesophagitis in The Netherlands, in which, after a year, many GPs who had
promised to co-operate had referred no patients. Greenberg (1991) congratulated Tognoni et al.
for raising awareness of a problem that is usually glossed over in reports of trials in general
practice. Some GPs in the DPS trial were blatantly honest at the outset, saying that they
supported the trial in principle, but were unlikely to recruit subjects due to the extra work
involved in obtaining consent and collecting data. Extra workload has been cited as a
predictable disincentive to GP involvement in trials (MacIntyre 1991). A financial incentive
such as that given in many drug trials can compensate for extra workload (Waldron and
Cookson 1993), but there is no evidence that paying GPs would have improved recruitment to

the DPS trial.

The experience of the DPS trial indicated that GPs learned about how to select and refer
appropriate patients as they went along. Perhaps a future trial in Newcastle would be less
problematic, given that GPs are now more experienced. However, it would be difficult to gain

ethical approval, as the DPS was continued as a mainstream service after the trial ended.

Taylor (1992) discusses reasons for GPs’ reluctance to enter patients into trials. She surveyed
general physicians involved in a multi-centred clinical trial in the USA and Canada, and found
that poor recruitment of patients was linked more to the social process of the RCT than to any
inherent resistance or reluctance to support research. Although general physicians publicly
argued that experiments were ethically wrong, or trials were too time consuming, Taylor found

that they were privately struggling with conflicting professional roles. American and Canadian
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general physicians (and presumably British GPs) normally get their rewards and social status
from their individual doctor-patient relationship. They are supposed to reduce uncertainty for
the patient, apply their knowledge, skills and experience to individual patient problems, and
then receive personal appreciation from patients and families when there is a successful
outcome. Physicians surveyed in this RCT of treatment of eye cancer felt uncomfortable about
random allocation taking over their decision making role, and they disliked admitting to
patients that they didn’t know which was the best treatment for them. They were uncertain
about whether they could remain motivated to carry out administrative tasks when research was
not perceived as high status work in general practice. Many physicians were also worried about
shifting their allegiance from the present patient to future patients who would stand to benefit
from the results of the RCT. The GPs involved in the trial of domiciliary physiotherapy must
also have faced the dilemma of conflicting professional roles. However, because patients in the
trial would be likely to benefit from the future service if the RCT were successful, the issue of

asking patients to participate in a trial that would not benefit them directly did not really arise.

2.1.2 Sensitivity of measures and internal/external validity

The Barthel Index and the Nottingham Health Profile were chosen for their claimed ability to
differentiate between the abilities/health status of multi-diagnostic groups, and for their
widespread use, at the time, as rehabilitation outcome measures. The Barthel Index is widely
regarded as a reliable and valid measure, particularly in the field of stroke rehabilitation
(Gompertz et al. 1994, Shah 1994). According to Shah (1994) the Barthel can be used with
outpatients, in-patients, day-care patients and those from various age and disability groups. It
has been claimed it can be administered reliably by postal, telephone and face-to face methods
(Yeo et al. 1995). However, as an outcome measure of physiotherapy, rather than
multidisciplinary rehabilitation, the Barthel Index has been criticised for its lack of sensitivity
(Ashburn et al. 1993, Simpson and Forster 1993, Smith 1993). In a previously mentioned trial

of physiotherapy for long-term stroke patients it failed to detect differences in patients who had
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a significant improvement in walking speed (Wade et al. 1992). The ceiling effect of the scale
created problems in the DPS trial. At baseline the sample median BI score was high up the
scale, limiting the extent to which the scale could measure improvement in the better cases

remaining in the trial at 12 months.

Similarly, the Nottingham Health Profile did not detect change in the DPS trial. In other trials
of physiotherapy (Gladman ef al. 1993, Young and Forster 1992), the NHP was also insensitive
to change. The failure to reject the null hypothesis in the DPS trial may thus have been due to
the inability of the Barthel Index and the NHP to measure change. Real changes in functional
ability and health status may have resulted from domiciliary physiotherapy intervention but not
been detected. Thus it may not be safe to generalise from the lack of a difference on these
measures, thereby reducing the external validity of the study. Alternative scales of
measurement, available since the trial, may show a significant outcome in future trials. For
example, the Canadian Occupational Performance Measure (COPM) (Law et al 1990) assesses
individual outcome in client-identified areas relating to self-care, productivity and leisure. After
selecting and ranking up to five specific functions that they find problematic or difficult, clients
then rate, on scales of 1-10, their performance in these functions and their satisfaction with that
performance. Total scores can then be calculated before and after intervention. Although the
COPM was designed for use in occupational therapy, it may have relevance for any
intervention where the goal is not only to restore or develop physical function, but also to help
clients to cope with residual functional impairment. By scoring satisfaction as well as
performance, the COPM can identify cases where self-rated functional performance has not
measurably changed, but the client has become more satisfied with that performance. Carer
outcomes from domiciliary physiotherapy intervention could be assessed using a specific
measure such as the Carer Strain Index (CSI) (Robinson 1993), which elicits a series of yes/no
responses from carers, in order to identify the burden imposed by caring. Several areas are

covered in the CSI, including physical strain, sleep disturbance, emotional adjustment and
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feeling overwhelmed. The areas of physical strain and feeling overwhelmed may be particularly
useful indicators of DPS intervention, given that the carers interviewed indicated they had
learned easier ways of moving and handling the person they were caring for, and felt more

positive about managing problems in the future.

2.1.3 Differential sample attrition and internal/external validity

Overall sample attrition was higher in the control group (38%) compared with the experimental
group (29%), but the difference was not significant (chi-square=2.34, p=0.13). However,
because differential sample attrition presents a serious threat to internal validity (Cook and
Campbell 1979) any differences between the rates of attrition in the two groups must be
investigated. Although clients who refused to be interviewed (rather than dropped out for other
reasons) formed only a small proportion of total dropouts, the difference between the two
groups in refusal rates was highly significant. In the experimental group there were 2 refusals
(2% of total clients recruited) compared to 13 refusals (11% of total clients recruited) in the
control group (chi-square=8.95, p=0.003). When research fieldworkers visited clients who had
been recruited to the trial, it became apparent that, despite agreed protocols, individual GPs had
given many different explanations of the trial. Some control group clients had been led to
believe that they would receive domiciliary physiotherapy, and they were dissatisfied when
they found out they would not. Although GPs might have been deliberately sabotaging the trial
by raising false expectations, it is more likely that, because of their lack of research training,
they were unaware of the implications of deviations from the research protocol (Jonker and
Sumajow 1992). Resentment and refusal to co-operate can be easily provoked when subjects
perceive that treatments vary in desirability (Cook and Campbell 1979). Using research
fieldworkers to obtain consent may have prevented the problems caused by GPs failing to
follow the agreed protocol, and may have reduced the numbers who subsequently dropped out

of the trial.
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Sample attrition led to systematic bias where those worse off, in terms of independence in
activities of daily living and social isolation, were lost to the trial (see Chapter Three). In
consequence, those present at the final measure were substantially different from those
recruited to the trial, casting doubt on external validity, i.e. the extent to which the findings can
be generalised to and across different types of persons, settings and times (Cook and Campbell
1979). If the worst cases had not dropped out a measurable difference may have been detected,
as those with lower initial Barthel and NHP scores had the most potential for measurable
improvement (see Chapter Four). As it stands, the null finding should not be generalised to
other DPS services as it may relate to a more able, less isolated, sample of clients than those
likely to be referred. The null finding could be just as easily due to a selection artefact, i.e. the

factors specific to the trial caused loss from both groups of those who might have benefited.

2.1.4 Domiciliary physiotherapy intervention and internal/external validity

Domiciliary physiotherapy is a multi-faceted therapy, involving physical treatment, health
education and counselling. A pragmatic trial was conducted, so that the exact nature of
intervention could differ in each case as necessary (Schwartz et al. 1980). The relationship
between the independent and dependent variables thus becomes less tangible, as non-standard
intervention complicates the causal logic of the RCT by introducing multiple treatment
variables that interact. As previously discussed in Chapter Five, the DPS staff developed their
role as the trial progressed. They needed time to settle into community-based practice and it
should be acknowledged that their early intervention might not have been well targeted towards
outcomes that measured disability/handicap. Trialing a new service before implementing it
creates a dress rehearsal scenario (Bond ef al. 1989b) where, on the one hand, atypically high
human and monetary resources may lead to better than usual service provision, or, as in this
case, new innovative services are evaluated before they have fully matured. Although there was
a pre-trial period, the domiciliary physiotherapists continued to develop their practice as the

trial progressed. Different physiotherapy, given by different physiotherapists, may have
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produced more measurable effects; or simply allowing the service more time to develop before

testing it may have created a better context for successful, generalisable evaluation.

2.1.5 Sample representativeness and external validity

Sample representativeness should be considered as one factor contributing to external validity.
As far as could be assessed, the initial sample recruited was representative of clients referred to
other domiciliary physiotherapy services (see Chapter Three). However, the extent to which the
sample was representative of all people requiring domiciliary physiotherapy is, theoretically,
open to some question. Since the DPS was reliant on GPs to identify suitable clients, there may
have been people who could potentially benefit from domiciliary physiotherapy who were not
identified or referred. A comparison of the sample referred to the trial with the first 85 clients
referred after randomisation ended revealed that the post-trial sample had a greater proportion
of clients with communication problems. The trial sample was, therefore, not fully
representative of clients referred to the on-going service. As mentioned in the previous
paragraph, using a trial as a dress rehearsal for a new service often leads to problems with
generalisation. Consideration of the difficulty of obtaining informed consent from someone
with a communication problem may have inhibited GPs from recruiting such patients to a trial,

but would not deter them from referring someone to a mainstream service.

2.1.6 Conclusion

The failure to reject the null hypothesis may have been due to the smaller than intended overall
sample size, the masking of real effects by differential sample attrition, the loss of clients most
likely to improve from both the experimental and control groups, or lack of sensitivity of the
outcome measures. However, since the evidence of systematic reviews favours
multidisciplinary rehabilitation over single therapy it must also be considered that domiciliary
physiotherapy was simply not effective. Comments from clients, carers and therapists suggest
that domiciliary physiotherapy may be beneficial, but as these comments derive from only two

client/carer interviews and one focus group of therapists, they should be regarded as no more
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than tentative findings, which would need to be verified through further sampling and analysis
of concepts. Based on the evidence from this study, it can not be concluded that domiciliary
physiotherapy intervention was ineffective, only that the domiciliary physiotherapy service

tested had no detectable effect.

2.2 THE IMPACT OF THE DPS ON CLIENTS’ USE OF OTHER SERVICES

2.2.1 Overview

The experimental hypotheses predicted that the DPS would reduce clients’ use of other health
and social services, and would also lessen the number of referrals by GPs, admissions to
hospital and episodes of respite care. In general, this study has shown that very few clients had
any contact at all with social services. The number of referrals by GPs was significantly
reduced, by a very small median difference of less than one referral in the domiciliary
physiotherapy group. Although there was no significant difference in hospital admission rates,
access to the DPS did significantly reduce length of stay in respite care. Exploratory analysis
suggested that clients who attended day hospital made fewer visits if they were receiving
domiciliary physiotherapy. However, overall, access to the DPS significantly increased, rather
than decreased, the proportion of clients having at least one contact with another health or
social service. This section will discuss, firstly, the main finding that domiciliary physiotherapy
increased the likelihood of clients having at least one contact with another health/social service.
Subsequently, associated findings, i.e. that few clients had any contacts with social services,
and that the DPS reduced clients’ use of day hospitals, respite care and the number of GP

referrals, will be discussed.

2.2.2 Domiciliary physiotherapy increased the likelihood of clients having at least one

contact with another health/social service

For the total sample, i.e. sample 2, who returned diary data, and for whom GP record card data

were available (n=222) domiciliary physiotherapy significantly increased the likelihood of
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clients having at least one contact with another health or social service. Sample 2 includes data
provided from clients who refused to be interviewed but who agreed to provide diary data. The
inclusion of data from these clients allows some of the worst cases to be represented in the
analysis, e.g. several control group clients who were receiving no services. These cases are not
atypical. In a community-based study of services for the elderly (Allen et al. 1992) it was found
that most people had only one or two services, and that some had none at all. Instead of
reducing other contacts, as hypothesised, the DPS enabled clients to access other services.
Discovering a statistically significant result in the opposite direction to the specified hypothesis
increases the level of confidence with which it can be concluded that the predicted effect was
not obtained under the conditions of the study (Cook and Campbell 1979). In other words,
domiciliary physiotherapy did not reduce clients use of other health or social services. On the
contrary, domiciliary physiotherapists actively referred experimental group clients on to other
members of the primary health care team. However, as this finding is based on patient reported
contacts with other services, it should be treated with caution. Luther et al (1998) found that
there was variability in the degree of agreement between stroke patients and service providers
on the contacts patients had received. Whilst there was good agreement between patients’
reports and service records on contacts with social services occupational therapists, there was
poor agreement for contacts with hospital occupational therapists. Agreement between patients’
reports and hospital records on admissions to hospital and outpatient appointments was fair, but
there was poor agreement for hospital physiotherapy contacts. Possible reasons why the DPS

might have taken on the role of gatekeeper to other services will now be considered.

In the early transitional phase of the DPS, staff were confronted with many unfamiliar

problems. They were more exposed to the cultural, social and psychological components of
disease/disability than they would otherwise have been in a hospital situation. Community-
based practice presents complex challenges to professionals used to working in institutional

environments. They have to balance their own view of ‘what is best’ against client choice, in
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the context of limited resources, often with clients for whom long-term management may be the
only therapeutic option, and within a culture that is more familiar to the client than to them
(Heyman 1995b). The DPS staff were introduced to a network of other community-based
professionals during the induction period, to help orientate them to their new ‘work
environment’. This induction heightened their awareness of the opportunities for referral and
may have encouraged them to ‘refer-on’ as a way of coping with unfamiliar problems. By
transferring or sharing responsibility for client problems, staff may have relieved pressure on
themselves. On the other hand, as the DPS ‘settled in’, the staff broadened their role
perspective and may have begun to have a more contextualised view of clients needs. Real
unmet need, requiring a referral elsewhere, may well have been identified. Experienced
therapists in the focus group discussed the transition they made, from feeling totally responsible
for all problems, to recognising the contribution that other professionals could make to the
client’s care. Community-based practice requires teamwork, and primary health care
professionals should not work in isolation of each other (Jarman and Cumberlege 1987). The
potential for the physiotherapist to identify the need for other rehabilitation services has been
cited as a possible advantage, to the GP and the client, of the development of domiciliary
physiotherapy services (Burnard 1988). Liaison with other services was perceived, by clients
and carers, as a benefit of the DPS. One of the clients who was interviewed particularly valued
the way the physiotherapist had put herself out, even at night-time, to meet with all the nurses
involved in his care so that she could teach them more effective and comfortable ways of

moving and handling him.

However, bringing multiple professionals into someone’s home does have drawbacks. Although
professionals may feel they are offering a comprehensive multidisciplinary service, clients and
carers can feel as if they have been intruded on. One of the carers who was interviewed felt that
her home was no longer her own when her husband began to receive several daily visits from

the district nursing service on his discharge from hospital. In terms of the cost effectiveness of
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the DPS, introducing a service, which then refers on to others, is expensive. However, an
increase in services, in the short term, may lead to savings, in the long term, if future
dependency is reduced or hospital admissions are averted. For example, if a client is unable to
walk due to painful foot deformities, a referral by the domiciliary physiotherapist to the
chiropodist can result in a dramatic return to independent mobility once corns, calluses or long
toe nails have been treated and appropriate specialist footwear prescribed. Moreover, access to
services could result in potential benefits for carers as well as clients if their needs are more

fully considered.

2.2.3 Few clients had contacts with social services

Nearly all clients (98%) had contacts with health services, compared with only 28% who had
contacts with social services. The main social services professionals seen by clients were
occupational therapists and social workers. Given that the clients referred to the trial were, by
definition, in need of physiotherapy, it is likely that many of them also required enabling
equipment, such as wheelchairs, bath aids, stair rails, etc. At the time of the trial, the waiting
list for social services occupational therapy assessment, required before certain pieces of
equipment could be provided, was several months long. Recent papers suggest that problems in
access to social services occupational therapy still exist. In a survey of older people and their
carers, following discharge from hospital, Shepherd (1996) found problems arising from lack of
provision of key items of equipment and home adaptations. Logan et al. (1997) found a mean
waiting time of 22.5 days between referral and the first visit by a social services occupational

therapist, and that, on average, only 2.5 visits were made.

Influential policy papers on community care (Griffiths 1988, Department of Health 1989) were
being circulated and discussed at the time the DPS trial was being planned and implemented.
These papers made recommendations, later incorporated into the NHS and Community Care

Act (Department of Health 1990), that social services should be given responsibility for the
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care management of elderly and disabled clients in the community. The results of the DPS trial
indicate that, in Newcastle, social services were not playing a major role in the care of such
clients. The wisdom of giving care management responsibility entirely to social services was
questioned by Dowrick (1992), who expressed concern about the transfer of decision making
from GPs. While there is no evidence to suggest that GPs were already fulfilling a care manager
role, or that they could do a better job than social services, Dowrick’s concerns illustrate the

continuing interagency disputes over who can give the best care (Dalley 1996).

As the proportion of older people in the population rises, more frail and vulnerable people will
require care. From a service user perspective, artificial divisions between health and social care
do little to promote needs-led continuous service provision (Wistow 1994). It is becoming
increasingly difficult to justify the separation of health from social care whenever secondary
prevention can not alleviate a problem, and the implementation of the NHS and Community
Care Act has done little to improve relations between health and social services (Tinker 1996).
Henwood (1995) predicted that there would be growing uncertainty regarding the roles of
health and social care, as increasing numbers of dependent people are cared for in the
community. Following a decade of contracting-out of services to the independent sector, health
and social services have less and less direct control over service provision for the elderly.
Despite the rhetoric of policy, it seems there is still a long way to go before the interface
between health and social care becomes seamless. Domiciliary physiotherapists can help to
bridge the gap between services by assessing the health needs of clients in their home
environment. For example, rehabilitation programmes prescribed in a hospital setting may fail
to recognise barriers or opportunities created by the client’s environmental and social
circumstances. A social services assessment of a disabled person at home may pay attention to
the environmental and social factors but, by not taking into account the ‘physical potential’ of
the individual, may fail to identify the possibility of rehabilitation. By offering a health service

such as physiotherapy in the home setting, realistic rehabilitation programmes can be
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implemented in the light of available carer support and within the limitations of the client’s

home surroundings.

2.2.4 Domiciliary physiotherapy may reduce clients’ use of day hospital services

Among the small sample of 9 who attended day hospitals, clients who received domiciliary
physiotherapy made fewer visits than clients in the control group (exact 2-tailed p=0.04),
suggesting that access to the DPS may reduce the need for day hospital attendance. Day
hospitals provide intensive rehabilitation for elderly people, either as a part of the transition
from in-patient care, or to prevent admission to hospital for community dwellers. However,
little evidence exists to support the effectiveness of day hospital rehabilitation. Young and
Forster (1992) found that domiciliary physiotherapy was more effective than day hospital
rehabilitation for stroke patients. The above finding of the present study may suggest that the
domiciliary physiotherapy in the DPS trial was, for some, an effective substitute for day
hospital rehabilitation. Participants in the focus group discussed the ways in which
rehabilitation in the community can be tailored to the immediate needs of the client, and a carer
noted the physiotherapist’s adjustment of her approach to meet the specific needs of her
husband. The therapist withheld conventional physical activity until she had first gained his
trust and improved his confidence. Day hospital care has been shown to be more costly than
community-based rehabilitation (Tucker ez al. 1984). More than two day hospital attendances
per week can be as expensive as in-patient care (Hildick-Smith 1985). At the time of the trial, a
visit to a day hospital in Newcastle cost £21 per hour, compared to £18-50 per hour for
domiciliary physiotherapy. As clients are likely to stay for several hours at each day hospital
attendance (Forster and Young 1989), and the average number of attendances has been
estimated at 20 per patient (Hildick-Smith 1985), there are potential cost savings to the NHS if

domiciliary physiotherapy is provided instead of day hospital rehabilitation.
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2.2.5 Domiciliary physiotherapy may reduce clients’ use of respite care

For the small sample of 12 who used respite services, the control group had a significantly
longer median length of stay (exact 2-tailed p = 0.01). Of all services for care of the elderly,
respite care stands out as the one designed for carer, rather than client, support. One of the most
frequent requests made by carers is for a break from the demands of caring (Nolan and Grant
1990). The reasons why domiciliary physiotherapy may have reduced clients’ use of respite

care are considered below.

Jones and Vetter (1986) suggest that those most in need of respite care services can experience
most difficulty in obtaining them. The results of the DPS trial show that only 14% of those who
had carers received any respite care. There were indications from the qualitative data that
domiciliary physiotherapy can provide both emotional and practical support to carers. In both
hospital and community environments, physiotherapists have a key role in teaching and
monitoring safe and effective moving/handling techniques. In the DPS trial, all carers were
offered advice and education on the best/most efficient way to move and handle their relative.
A carer who was interviewed told how much their lives had changed for the better since the
physiotherapist taught her and the district nurses a new way of transferring her husband.
However, such a change would not be picked up by either the Barthel Index or the Nottingham
Health Profile. A participant in the focus group emphasised the key role community-based

professionals play in recognising carer needs.

Although they get a complete break from the physical strain of caring when their relative is in
institutional care, carers can often feel burdened by guilt about ‘sending their relative away’
and they are not always satisfied with the quality of institutional respite care provided
(Martinus and Severs 1988). Also, most elderly people, even if severely dependent on others,
would prefer to be managed at home (Salvage et al. 1988). Practical advice and help for carers,

such as that provided by the DPS, may be an alternative option to full-time respite care outside
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the home. The assumption that older people would prefer to be cared for by a relative has been
challenged by Daatland (1990) who found that some older people would prefer to have services
provided by professionals rather than their families. Older people have expressed the view that
their least preferred option for care would be to live in their married child’s home (Arber and
Ginn 1991). Government policy clearly favours care from relatives and friends over the more
expensive option of formal services (Audit Commission 1985). A recent consultation paper
(Chancellor of the Exchequer et al. 1996) stated that long term care in a person’s own home
would remain the pivot of care in later life. Provision of support to carers enhances the
likelihood of older people remaining at home (Walker 1982) and the needs of carers were
emphasised in the White Paper ‘Caring for People’ (Department of Health 1989). The DPS trial
has found that domiciliary physiotherapy may reduce the need for institutional respite care by
offering practical advice and emotional support for carers. Although tentative, this finding
warrants that future evaluations of domiciliary physiotherapy services should take into account

carer outcomes when choosing measures of success.

2.2.6 Domiciliary Physiotherapy may reduce the number of GP referrals to other agencies

Nearly half of all clients in the DPS trial had no referrals made for them by the GP, other than
the referral to domiciliary physiotherapy. However, in the sub-group of clients who did have
referrals (n=89), the control group were more likely to have at least one (p=0.02) other than the
referral to the DPS. In terms of cost effectiveness, introducing domiciliary physiotherapy could
result in cost savings by reducing the need for GPs to refer to other agencies. However, since
physiotherapists are more likely to refer clients on to other agencies, the cost saving on GP
referrals disappears. No other community-based rehabilitation trials have assessed the effect of
therapy services on GP referrals to other professionals, probably because previous trials have
been led by hospital physicians and have focused on hospital in-patients discharged into the
community, rather then on community-dwelling individuals. The working relationship between

the GP and the domiciliary physiotherapist is relatively new, compared to that between
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consultants and hospital based physiotherapists. As has been suggested by Burnard (1988), the
GP could benefit from using a domiciliary physiotherapist to assess patients’ needs for other

rehabilitation services.

2.3 CRITICAL REVIEW OF RANDOMISED CONTROLLED TRIALS IN THE CONTEXT OF
EVIDENCE BASED PRACTICE

The National Health Service Executive published an instructive paper on clinical effectiveness
(NHSE 1996) which set out the requirement for health care interventions to be evidence-based,
and introduced the concept of hierarchies of evidence. Randomised controlled trials held the
position at the top of the hierarchy, followed by robust experimental or observational studies,
and expert opinion was seen to be the ‘lowest’ form of acceptable evidence. More recently,
strong evidence from at least one systematic review of multiple well-designed RCT's has
dethroned the single RCT as the highest form of evidence (Sinclair and Dickinson 1998).
Although the DPS trial pre-dated current drives for evidence-based practice, the RCT design
was chosen because of it’s ability to provide ‘gold standard’ evidence. However, the experience
of conducting the evaluation of domiciliary physiotherapy has raised issues about the RCT,

which are rarely discussed in reports of trials.

The RCT may have limited the validity of the findings, by narrowing the focus of outcome
measurement before an in-depth understanding of the phenomenon was gained. The study of
the process of domiciliary physiotherapy, discussed in the next section, provided insight into
carer benefits that were not measured in the primary outcomes of the trial. Choosing the RCT
design determined not only a research method, but also a way of framing the research problem.
The incidental data on the process of domiciliary physiotherapy has provided insights which go
beyond answers to the simple question ‘is domiciliary physiotherapy more effective than
conventional care?’. Observational studies come near the bottom of the hierarchies of evidence,

yet the insight gained from observation may be an important stage in researching a phenomenon
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(Black 1996). We need to be wary of rejecting the value of interventions on the basis of non-
significant results from single experiments. If research is to be relevant to community-based
practice, we need a broad approach to methodology, which utilises the best features of
experimental and non-experimental techniques, in order to answer the range of research
questions that must be asked (Dawson and Heyman 1997. See Appendix 13). Service user and
carer perspectives should be built into rehabilitation trials (Sinclair and Dickinson 1998) in
order to tap into outcomes of service provision that cannot be determined by standardised
measures alone. The way forward for research in domiciliary physiotherapy is discussed at the

end of this chapter.

3. DISCUSSION OF THE PROCESS OF DOMICILIARY PHYSIOTHERAPY

Challenges faced by the DPS staff as they moved through the phases of ‘transition’, ‘settling in’
and ‘emergence’ were discussed in Chapter Five. ‘Knowledge and expertise’, ‘models of
practice’ and ‘power and control’ emerge from the literature as concepts which might explain
why therapists based previously in hospitals found it challenging to move into community
practice. This section will discuss each of these concepts in turn, from the perspectives of

theory and practice.

3.1 KNOWLEDGE AND EXPERTISE

In the context of professional practice, knowledge must be regarded as a value-laden entity
(Higgs and Titchen 1995). Individual therapists will interpret the same information in different
ways, according to their personal view of the world, and the multiple realities within which
they practice. Their perspectives on a situation will be influenced by how they think other
people (including clients and carers) see that situation. Such multiple perspectives (Heyman
1995a) are not fully open to conscious awareness, and greatly influence the practitioner’s
personal frame of reference. The domiciliary physiotherapists in the trial came to their new jobs

with knowledge built up over years of physiotherapy practice in mainly hospital environments.
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However, they could not always usefully apply their previous knowledge to their new situation.
To understand why staff found the early days of domiciliary practice difficult, one must view
knowledge as context-specific, rather than context-free (Higgs and Titchen 1995). Their new
work environment demanded of the DPS staff an awareness of social, cultural and behavioural
components of disability, which are often hidden when patients are in institutional
environments. Patients usually comply with advice and instructions whilst in hospital in order
to facilitate their discharge home. However, once they are in their own environment, they may
become more concerned with long-term management of their disabilities. For example, a carer
may be experiencing increasing difficulty in moving and handling his or her relative who is
becoming progressively weaker. When hospital staff need to physically lift a patient, a hoist is
introduced. However, the presence of a mechanical hoist in the home may be socially and
emotionally unacceptable. Although it may make it physically easier for the carer to cope, a
hoist takes up a great deal of space and is a visible reminder to everyone in the home that the
disabled person can no longer move themselves. For the client, the experience of being carried
through the air in a sling can be very frightening when they are used to being manually lifted by

a person whom they trust.

In their previous jobs, staff probably worked with undelimited claims to expertise (Heyman and
Henriksen 1998), feeling able to give concrete advice, based on the assumption that they and
their patient shared the same aims. However, the undelimited model of expertise breaks down
when professionals and clients have different aims. In community-based practice, the therapist
must first find out what the client’s own goals are before starting to plan and implement
therapy. For example, the client may not understand, or comply with, exercises to improve
lower limb muscle strength and range of movement unless they are part of an agreed strategy to
help him fulfil his wish to be able to climb stairs to bed at night instead of sleeping in the living

room. Valuing the client’s knowledge and experience is an important antecedent to
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empowerment (Rodwell 1996). Physiotherapists have much to learn from clients with

progressive conditions who have developed their own ways of coping.

As the trial progressed, the domiciliary physiotherapists constructed new professional craft
knowledge and, after a time, were able to draw on their experience to predict outcomes and
select therapeutic options. They were able to weigh up social cues, such as the interaction
between a carer and client, before automatically involving the carer in the client’s rehabilitation
programme. As the need to consciously analyse a situation lessens, the practitioner can be said
to be using intuition. Benner (1984) argues that intuition is based upon a broad base of
knowledge and experience, and is only available in situations where a deep background
understanding exists. Parry (1997) further argues that informal intuitive knowledge in
physiotherapy is undervalued and under-researched. However, Paley (1996) questions the basis
upon which intuitive judgements are made. He argues that so-called intuition could just as
easily be whim or guess work and asks the question, do all experts and only experts use
intuition? There are no independent criteria against which to evaluate intuitive judgement, and
Paley worries that the kind of expertise associated with intuition may be constraining if the

practitioner becomes locked into expert ‘habits’ of thought.

The current drive for evidence based practice poses dilemmas for therapists whose practice is
underpinned by professional craft knowledge and intuitive reasoning. In community-based
practice, client and carer problems are rarely straightforward. As well as having multiple
sclerosis, the client may have the added problem of an acute chest infection at a time when their
carer is suffering a flare-up of arthritis. Neither research-based nor craft-based knowledge is
enough on it’s own in such a unique constellation of circumstances. General evidence-based
solutions may not work, and wise practitioners will need to make best use of both their intuitive
and conscious reasoning skills, to analyse the problems and test out various therapeutic options.

The skills and attributes required in an expert domiciliary physiotherapist are not easily
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articulated. The voyage of the DPS staff through the turbulent seas of community-based
practice has thrown up some difficult issues of knowledge and expertise not yet grasped by the
physiotherapy profession. Helping someone to cope with a life-long problem through home-
based intervention requires not only an organised knowledge base and well developed
reasoning capability on the part of the practitioner, but also a deep understanding and regard for
the knowledge and expertise of the client and carer. Expert community-based practice requires
a therapist to have perspectives not yet core to the undergraduate physiotherapy curriculum,

such as in-depth knowledge and experience of models of practice other than medical.

Even at post-registration level, courses mainly offer opportunities to acquire new knowledge
and therapeutic skill in movement, manipulative or electrical therapy. They rarely address
issues such as how to use and apply knowledge, or how to adapt an approach within non-
institutional settings. The simple act of acquiring knowledge does not equip the practitioner to
know when or how to apply that knowledge to client care (Richardson 1992a). Despite the high
level of decision making and organisational skill involved, domiciliary practice does not hold
high status as a career pathway in physiotherapy. Ironically, areas that physiotherapists do
regard highly with respect to career progression, such as acute hospital practice, are the very
ones where physiotherapists work more under doctors’ control and direction (Robinson 1988).
Many physiotherapists do not want to work in care of the elderly, and managers of services may
assume they cannot recruit staff because working with older people lacks challenges and
requires little expertise. However, Finn (1986) has shown that the lack of medical support and
high level of autonomy which physiotherapists working with older people experience may
explain why some do not want to work in geriatric care. The same lack of association with
doctors, and the challenges of independent decision making, may also explain why many
therapists do not choose domiciliary practice. The next two sections of this chapter, on models

of practice and power and control, will further explore the issue of professional status. In the
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following section, the relevance of the medical model will be discussed in relation to

community-based practice.

3.2 MODELS OF PRACTICE

Moving out into primary health care was a significant challenge for physiotherapy practitioners
trained for and accustomed to a medicalised institutional working environment. Since the
foundation of the Chartered Society of Physiotherapy, in the late nineteenth century,
physiotherapists have held a strong allegiance to medicine. To gain respectability the founders
of the profession invited the patronage of doctors. Many physiotherapists viewed association
with medicine as something to be welcomed and cultivated, as doctors form one of the most
powerful groups in society. However, medical paternalism left a legacy in the form of a
physiotherapy profession that has moulded itself on medicine (Sim 1990, Roberts 1994).
Physiotherapists have developed treatments and approaches based on tenets of the medical
model. For example, much of physiotherapy is based on the medical concept of ‘normality’.
Therapists are trained to recognise normal ranges of movement, normal patterns of movement
and normal levels of functional ability (Roberts 1994), and classical physiotherapy treatment
aims to restore any abnormal movement or function to within a normal range. Physiotherapy
deals primarily with disorders of the body, using physical means, largely ignoring the role of
psychological factors in the causation or progression of physical problems. Exclusion of the
mind or mental events as possible causes of physical events is known as ‘epiphenomenalism’
(Milner 1998). Physiotherapists are taught that the human body can be reduced or broken down
into constituent parts and that each part behaves according to physical laws. Practitioners
acquire distinctive technical skills, such as manipulation or movement facilitation, that can be
applied to particular parts of the body to correct deformity, improve range and quality of
movement or reduce local pain. Physiotherapy courses do not teach students to consider

psychosocial factors, such as bereavement or stress, as possible causes of physical problems.
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However, in some cases treated by the DPS staff, the reason for referral was arguably

psychosocial, e.g. loss of confidence, gone off legs, unable to leave the house.

Within the context of community care for long-term disability, medical model concepts such as
‘normality’ and ‘epiphenomenalism’ become problematic. Early in the DPS trial, the staff
struggled to see the relevance of physiotherapy when movement could not be restored to
normal, and the specific cause of the movement disorder could not be eradicated. They found it
particularly difficult to decide when to terminate treatment, especially when the results of their
intervention could not be observed in the usual way, e.g. through measurement of improved
range of movement or increased muscle strength. Feelings of indecision about when to stop
treating the client may well have reduced the domiciliary physiotherapists’ sense of control
over their work. In hospital-based physiotherapy, intervention often has a definite end point,
such as when the patient is discharged from hospital. In the community, it is very difficult for
therapists to identify an end-point when they can see that the client and carer must continue to
live with long-term disability or progressive disease. Other authors have reported on the
difficulties associated with trying to offer a time-limited course of physiotherapy to clients with
chronic progressive conditions (Furnell and Furnell 1987). Robinson (1988) suggests that
physiotherapists experience difficulty in adapting to long-term rehabilitation because their role
is traditionally geared towards brief discrete interventions in acute medical environments.
Furthermore, Finn (1986) found that physiotherapists were reluctant to work in geriatric care
because of the multiple and chronic nature of patients’ problems and the difficulty of measuring
and achieving a successful outcome. Being able to take the decision to terminate treatment is
also a feature of the power that the therapist has over the client (Hugman 1991), as well as the

product of a particular model of practice.

Using technical intervention to cure a problem or restore someone to ‘normal’ is a key feature

of medical model practice and assumes high status in physiotherapy (Alaszewski 1979). In the
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early part of the trial, staff were frustrated by the mismatch between what they had to offer, as
skilled technical practitioners, and the expectations of the client for a less medical approach.
Later, the DPS staff began to see the value of non-technical interventions. The provision, for
example, of a simple piece of equipment, such as a walking aid or commode, became part of a

more humanistic style of intervention from which therapists gained satisfaction.

The DPS staff gradually and intuitively shifted to a more psychosocial model of practice. They
began to recognise that normality is as much socially and culturally defined, as it is medically
determined. For example, the lived experience of a trial client who had arthritis was more
influenced by her positive attitude to life and her determination to keep mobile than it was by
the constant pain she suffered or the range of joint movement she had lost. The perspectives of
staff widened, as they gained experience, and their priorities shifted to include social and
psychological dimensions of health. Clients’ problems can not be unambiguously diagnosed, as
medical model reasoning would suggest. They have to be interpreted through a complex
process of problem framing (Schon 1991). The DPS staff no longer expected a client’s
problems to fit into their way of thinking, and they stopped measuring physical ability against
pre-determined norms. Instead, they began to recognise the client’s own view of their situation,
and their individual responses to their problems, and to take these into account when deciding
treatment goals and techniques. Negotiation with clients about treatment goals not only
represented a shift in model of practice, but also a shift in the balance of power towards a more
equal therapist-client relationship. Qualitative data from clients and carers indicated that they
valued the social and emotional support given by therapists as much as the physical treatment

and practical advice.

A number of groups within the physiotherapy profession are widening their thinking beyond
traditional medical theories and many physiotherapists would claim that they now practice in a

holistic way (Roberts 1994). According to Milner (1998) holism can be understood in two
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ways. Firstly, it can refer to the traditional view of human beings as integral parts of an ordered
system of nature. Secondly, the concept of holism has evolved into a view that at all parts of the
body interact, and that the functioning of one element should not be considered in isolation of
another. In a physiotherapy assessment, the practitioner will take account of the client’s
problems from physical, psychological and social perspectives. However, in treatment, they are
likely to consider each perspective separately, rather than as interdependent components of the
whole person. When dealing with a stroke patient who is depressed because they cannot go out
or climb stairs, they may acknowledge the emotional and social problems by referring on to
Social Services for assessment for home adaptations and a place in a day centre. Physiotherapy
treatment will then focus on correction of the movement disorder caused by the stroke. The
practitioner will probably not consider the impact of the client’s depression and social isolation
on the extent and progression of that movement disorder. While perspectives other than
physical are recognised by physiotherapists, they are unlikely to see these perspectives as being
either amenable to physiotherapy intervention or intrinsically linked to the physical problem.
What physiotherapists claim as holism is more likely to be a metaphorical physical,
psychological and social deconstruction of the patient, followed by a reconstruction when these

individual components have been treated (Alaszewski 1979).

Physiotherapists can not be all things to all people. The treatment of physical problems through
physical means will remain at the heart of physiotherapy and define its distinctiveness as a
profession. Modern health and social care involves multiple different agencies, which should be
capable of dealing with the multiple needs of clients and carers. The lesson for domiciliary
physiotherapy practitioners may be that their distinctive physical approach needs to be flexible
and tailored to each individual within the context of their own social and psychological needs
and expectations. The impact on physical problems of all aspects of a client’s functioning need
to be properly considered, not just acknowledged and passed on. To be effective, domiciliary

physiotherapy practice should be informed by models other than that of medicine, which has
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dominated physiotherapy development for over one hundred years (Ovretveit 1985). The
complexity and uniqueness of community-based physiotherapy practice may require a new
model. An approach which acknowledges that therapy involves exchange of ideas, rather than
one-way transfer of expertise from practitioner to client, has been applied to family therapy
(Andersen 1987). Andersen’s ‘reflecting team’ model emphasises that professionals and clients
can learn from each other. The idea of mutual learning in therapeutic encounters has been used
to underpin a ‘reciprocal learning’ model of domiciliary physiotherapy which will be presented

later in this chapter.

3.3 POWER AND CONTROL

Physiotherapy has been afforded high status within the remedial therapy professions, by virtue
of its command of technical skill and it’s close association with medicine (Alaszewski 1979).
Within the physiotherapy profession, the majority of people progress up the career ladder by
developing expertise and specialist knowledge in medically defined areas of practice, e.g.
orthopaedics, neurology or surgery. Senior physiotherapists are viewed by themselves and their
peers as specialists possessing a substantive field of knowledge, mastery over the application of
that knowledge and a high level of technical skill applicable to patients’ problems ornly in that
area (Ovretveit 1985). In the 1970s, the profession shrugged off medical dominance to achieve
long fought for clinical autonomy. However, physiotherapy emerged from doctors’ control not
as a patient-centred but as a technique-centred service (Alaszewski 1979), still ideologically
dominated by medicine. The assumed role of the patient remained passive within the therapist-
patient relationship, and physiotherapists viewed themselves as experts who knew best. In the
DPS trial, staff initially felt uncomfortable, as they were not ‘in control’ of the interaction

between them and the client.

According to Hugman (1991), there are many subtle factors that contribute towards

professional control. For example, referring to patients by their diagnosis, as in “Mrs. Smith is a
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stroke”, depersonalises the patient and removes their identity as an individual. For clients in the
DPS trial, medical labels were often difficult to ascribe. Clients had to be seen as individuals
with a complexity of problems, which were difficult to pigeonhole and could only be
understood in their social context. In the community, therapists do not have their own
department and there are no areas that are out-of-bounds to clients. Their work environment is
the client’s home, which means they are always guests in someone else’s ‘space’. The client
can not be asked to leave and the therapist has nowhere to retreat to during the course of a
treatment session. This position reduces, for professionals, the sense of power that comes from

owning the environment (Hugman 1991).

In the community, clients become empowered to some extent if they develop skills that enable
them to use services strategically and selectively to achieve their own objectives (Heyman
1995b). In community midwifery, it was found that mothers who chose to give birth at home
took more decisions regarding when to have their membranes ruptured than most midwives in
consultant delivery units (Kirkham 1989). According to Labonte (1994) professionals must
learn to share power with the patient rather than attempting to assume power over them.
However, moving from models of professional control to accepting patient empowerment
requires physiotherapists to take a fresh look at themselves and how they respond to patients’
needs (Parry 1997). Domiciliary physiotherapists must learn to relinquish the paternalistic
power of the caring role (Rodwell 1996) for partnership with their client. As we move to a more
consumer orientated health system, clients expect to be offered choice in their treatment, and to
be treated as individuals. Consequently, physiotherapists, like many other professionals, now

make claims to partnership and collaboration with clients.

The realisation that they were still doing their job by responding to individual clients’ needs
and expectations, rather than prescribing to clients how they should live their lives, was a

professionally liberating transition for some DPS staff. Practice which recognises power
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sharing will be taken up more readily by clients, whilst undelimited approaches will be rejected
as soon as clients begin to question professional expertise or values (Stacey 1976). As
previously mentioned, valuing the patient’s knowledge and experience is an important
antecedent to empowerment (Rodwell 1996). In a therapist-patient partnership, treatments and
self-help strategies can be offered as new options for consideration, not as instructions to be
followed. Approaches that recognise the patient as the primary producer of his/her own health
(Stacey 1976), and minimise dependency, should be promoted. It is expedient to encourage the
patient and carer to take control of their own problems, as resources do not allow treatment to
be continued indefinitely. For example, in the later stages of stroke rehabilitation, there is little
benefit for the patient if the movement they gain under the skilled hands of the therapist cannot
be reproduced in their daily lives. Educational approaches that help patients and carers acquire
new coping skills and positive attitudes may be more appropriate for later stage patients being
cared for in a domiciliary setting. For example, carers of disabled people can be taught effective
and safe handling skills, which they can use long after the physiotherapy intervention has
ended. Clients with progressive conditions can be shown how to maintain their own physical
function for as long as possible, through appropriate self-management strategies such as

exercise or natural pain relieving methods.

3.4 A RECIPROCAL LEARNING MODEL OF DOMICILIARY PHYSIOTHERAPY

Figure 16 shows a diagrammatic model of domiciliary physiotherapy that has been developed
from the interpretive analysis of the process of domiciliary physiotherapy. The model is based
on a concept of ‘reciprocal learning’, within which all parties acquire unique knowledge and
skill. The client, carer and physiotherapist are represented as overlapping circles and text in
each circle summarises possible outcomes for each party. For simplicity, other members of the
multidisciplinary team are not shown. However, in practice, other professionals, e.g. District
Nurses, Occupational Therapists or GPs, may map onto the model by interacting with any one,

or two, or all three of the physiotherapist, the client, and the carer.
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Figure 16
The reciprocal learning model of domiciliary physiotherapy
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The model takes into account practitioner, client and carer perspectives. Where appropriate, the
client may become more self-reliant through learning self-help strategies. Both the carer and
client may learn how to monitor their own progress and the carer may feel more confident.
Together, the client and carer may manage to cope more effectively with the client’s long-term
problem. In the reciprocal learning model, individualised intervention can only be offered if the
domiciliary physiotherapist has learned about the unique context of the client and carer.
Successful outcomes are dependent on interaction between all the key players. The client, carer
and physiotherapist work as a team, sharing knowledge and experience. Mutual decision

making, symbolised by the central area where all three circles overlap, forms the core of the

model.
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4. CONCLUSION AND IMPLICATIONS FOR THE FUTURE

This thesis has presented the results of a randomised controlled trial, which has demonstrated
non-significant, yet clinically important, effects of domiciliary physiotherapy on clients’
physical mobility and performance on stairs. Exploratory analysis has yielded possible
hypotheses for future research in relation to the role of a DPS in reducing the need for day
hospital and respite care. The introduction of domiciliary physiotherapy has been shown to lead
to a greater likelihood of clients gaining access to other community based services, through
physiotherapists referring on to other colleagues, although GPs may refer-on less frequently.
These results are original, in that there are no other published trials of a generic domiciliary
physiotherapy service. Results from well-conducted RCTs are key to the advancement of
evidence based practice in health care. Although the trial has not generated conclusive evidence
about the cost-effectiveness of domiciliary physiotherapy, there are important reasons for
making public it’s results. Other researchers could design new trials to test the validity of the
exploratory findings. However, now that domiciliary physiotherapy services are embedded in
mainstream practice, random allocation of clients to control groups may be problematic
ethically. In the future, results of multiple trials could be brought together in a meta-analysis,
which, by increasing sample size, might improve the power of statistical tests to detect

significant differences.

The reflexive analysis of the physiotherapists’ transition from hospital to domiciliary practice
could offer an important contribution to the body of knowledge of physiotherapy, as the
challenges in role adaptation are more complex than may be assumed. As we move towards
primary care-led services, the preparation of undergraduate therapists for community-based
work will require a broad-based curriculum and a shift in attitude towards holistic practice.
New entrants to the profession need to leave universities mindful of their responsibility to
facilitate clients’ and carers’ self-empowerment. However, they may not easily find role models

in practice who have truly encompassed a shift towards such client-centred practice, as
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continuing professional development and career structure for qualified practitioners seems to be
heavily focused on skills-based competencies. The term ‘extended’ practitioner has been used
to describe a new high status ‘clinical specialist” physiotherapist who has been trained to take
on functions previously reserved for doctors, such as giving intra-articular injections and
prescribing certain medications. The accomplished generalist domiciliary physiotherapist has
also extended his or her practice, but more in terms of advanced client-centred decision making
and reasoning capacity than practical skill. Such practitioners may lead the way in terms of
their ability to integrate the worlds of medical and personal knowledge, but there are no
‘clinical specialist’ posts in domiciliary practice and no special term or career ladder which
acknowledges the level of accomplishment of the generic practitioner. Physiotherapy operates
within a strongly science-based culture that values and rewards specialist technical expertise,
which, by definition, must be narrow and focused. The contribution of this thesis to the
continuing development of the physiotherapy profession may therefore lie in the recognition it

gives to the expertise of the generalist domiciliary practitioner.

The reciprocal learning model of domiciliary physiotherapy, which was derived, in part, from
the incidental knowledge and experience so often disregarded in randomised controlled trials,
may help physiotherapists to work more effectively in the home situation with clients and
carers who are coping with long-term disability. The concept of reciprocal learning challenges
traditional approaches by valuing the knowledge and expertise of the client and carer as highly
as that of the therapist. The players in the model interact in ways that facilitate client and carer
self-reliance and coping, rather than dependence on the therapist, in order to achieve long-term
benefit. The domiciliary physiotherapist can then withdraw from the case having left something
useful behind. What he or she ‘leaves behind’ may be a client and carer who manage disability
more effectively, rather then a less disabled client. The reciprocal learning model now needs to
be tested out by practitioners, so that it’s transferability beyond the context and time frame of

the DPS trial can be evaluated. Domiciliary physiotherapy services have flourished in the UK
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over recent years, providing ample settings for further research. Observational studies of
practice could be conducted in order to investigate the credibility of the model in contemporary
practice, and there is considerable scope for dialogue with today’s domiciliary practitioners

about the challenges of their practice.

If the real benefits of domiciliary physiotherapy relate to the enhancement of client and carer
self-reliance, it may not be surprising that the RCT failed to show substantial effects as
measured by scales of activities of daily living and health status. Measures of the outcome of
domiciliary physiotherapy should evaluate the ability of the client and carer to manage their
own health problems, rather than quantify the resolution of those problems. In the current
climate of evidence-based practice, we may move to a position of withdrawing therapy when
outcomes cannot be determined, and trials have not ‘proved’ that therapy is worthwhile. Before
we get to the position of allocating resources to therapy on the basis of evidence, we need to
start re-framing the way in which we develop that evidence. Domiciliary physiotherapy service
providers should interact with clients and carers to establish their needs and negotiate how
those needs may be met. Researchers should acknowledge that measurable outcomes can not
easily be determined. Qualitative studies, which investigate client and carer perspectives, may
provide a useful starting point for the selection of criteria for assessing the effectiveness of
domiciliary physiotherapy. Thus, future trials could be improved by, firstly, starting from an
understanding of the process of the intervention being tested, and, secondly, by using more

relevant, informed outcome measures.
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APPENDIX 1

PROJECT ADVISORY GROUP



The project was designed and monitored by an advisory group made up of
local researchers with expertise in various fields. They are listed below by
their name and work title at the time of the trial.

Mrs. Sylvia Hogarth, Director of Newcastle Physiotherapy Services.

Dr. Barbara Gregson, Statistician, Centre for Health Services Research,
University of Newcastle upon Tyne.

Prof. John Bond, Director, Centre for Health Services Research, University
of Newcastle upon Tyne.

Dr. David Parkin, Health Economist, University of Newcastle upon Tyne.
Dr. Pauline Pearson, Research Nurse, Unityne Health.

Dr. Rowena Plant, Senior Lecturer, Institute of Health Sciences, University
of Northumbria at Newcastle.

Dr. Judith Hooper, General Practitioner (group member from 1989 to
1991).

Dr. Martin Eccles, General Practitioner, Director of Primary Health Care
Research, Centre For Health Services Research, University of Newcastle
upon Tyne (group member from July 1993 to Sept 1993).



APPENDIX 2

GUIDELINES FOR GENERAL PRACTITIONERS



NEVCASTLE HEALTH AUTHORITY

SAINSBURY TRUST ADULT COMNMUNITY PHYSIOTHERAPY PROJECT

INFORMATION FOR GENERAL PRACTITIONERS I

AIK

To evaluate the impact of a Community Physiotherapy Service (C.P.S)
by comparing Community Physiotherapy intervention with existing care
for adults and their carers

DEFINITIOKRS/NOTES

i, Community Physiotherapy is physiotherapy assessment/management/
treatment undertaken in any setting other than a hospital or day
hospital.

ii. This setting may be the client's own home, a local authority or
private residential home, or a local authority day centre.

iii. The physiotherapy management of the client's problems may
include educating or advising their carers on matters specific
to that individual.

iv. These carers may be informal e.g. relatives, friends, or formal
e.g care attendents, nurses.

v. For the purposes of this project, Community Physiotherapy dces
not include group education of carers on a non-individual client
related basis. However, it is hoped that some indication of the
need for this will emerge as part of this initial evaluation.

vi., For the purposes of this project, Community Physiotherapy doces
not include group management/treatment of clients. However, it
is hoped that some indication of the need for this will emerge
as part of this initial evaluation.

vii. The physiotherapist will determine the nature and duration of
: any management/treatment to be given; or may decide, after
assessment, that physiotherapy intervention is not appropriate.

viii. In some cases, the physiotherapist may seek the opinion of other
members of the multi-disciplinary team.

ix. In all cases feedback will be given to the G.P.



3. INCLUSIOR CRITERIA

i.

Men and women aged 18 and over resident within the boundaries of
Newcastle Upon Tyne Health Authority and referred to the C.P.S
by their G.P.

4. EXCLUSION CRITERIA

i.

ii.

Clients with an identified mental handicap who are already under
the care of the Community Mental Handicap Team.

Clients with an identified mental health problem who are already
under the care of one of the Mental Health Area Teams.

5. ¥HO TO REFER
Please inform your clients G.P if you feel a Community Physiotherapy
assessment is indicated since all referrals must come via this
route.

However, you may find the following guidelines helpful when
identifying the need for Community Physiotherapy

1.

Clients who would find travelling to hospital for Out-patient
Physiotherapy difficult/stressful/impossible, and where this
would negate any benefits received from out-patient treatment.

Clients whose problems are so intrimsically linked to the bome
environment that treating out of this setting would be
inappropriate.

Vhere treating in the Community is the best way to facilitate
education/support of formal or informal carers where this must
form an important part of the client's management.

Please do not refer clients who would be able to travel toc hospital
for out-patient physiotherapy and who would significantly benefit
from facilities/specialist treatment available in these departments.

Until open access to hospital out-patient physiotherapy departments
is available for all G.P.'s you should continue to refer these
clients to consultants.
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Community Physiotherapy
Sanderson Centre
North Avenue
GOSFORTH (Courier code: H13)
Tel: 2852315 /2131972

In urgent cases, whers acssess

< emsnt is reqvired quickly you =3y msks
a referral over *the telephone before sending on the form.

Cver the course of the next few weeks you will be vicited Tv &
member of the Physictherapy Team for the ares Iir which your Pra-tics
is located teee map®

If you require further informstion hefore ther tlezza conT=rIz

Pam Dawson (Research To-Ordinztor® a® thas Sandizwsrn Taniv:

f‘w F’ SANDERSON CENTRE .
NORIH AREA - PROUECT SUPERVISR- Sylvia Hogarth

FHYSIO TEAM - (District Physiotherapist)

Liz Wragg - PROJECT (D-(ROINATCR-Pam Daseson
Kate Burnett  (Seiicr Physiotherapist)

o3 CLERICAL EFFICFR-Nerdy Maghan

PHYSIOTHERAPIST
ASSISTANT - Sharon Diston

WEST ARFA
HYSIO TEAM

(hris Tait .
Kate Burnett




SUGGESTED CORDITIONS FOR REFERRAL
10 _THE COMMUNITY PHYSIOTHERAPY SERVICE

[N

RESPIRATORY
l. Acute Acute respiratcry infections
acute bronchitis
2. Chronic chronic bronchitie
asthma
bronchiectasis
emphysema
3. Terminal Ca. Lung
respiratory complicaticne of neurological problems
eg in M.N.D .
REEUXATOLOGY/ORTHOPAEDICS

R
%%

Commurity Physiotherapy services for this group will be most appropriatelv us
where problems are linked tc function ard long-term management.

Vith regard to back and neck problems thie meane that in the absence of
+

Fey

Degenerative joint disezze eg R.A., O.A.

2 Mctility protlems eg post ortlopaedic surgery
general deteriorating fumnction
3 Imanobility problems ez post travme - following a fall
gzneral debility/"off feet"” eyndroms
EEUROLOGY
1. Gt roke

a> Recent stroke
Vhere it is hoped that the client can remairn at home. early
referral to the Community Physiotherapy Service is essential.

b> Previous stroke
Vhere there are residual problems a Community Physiotkerapy
assessment will highlight the need for either treatment and’/eor
advice/counselling
2. . Parkinsonian syndromes

3. ¥.S.

4. M.N.D. !



APPENDIX 3

GP INFORMATION PACK



SAINSBURY TRUST ADULT COMMUNITY PHYSIOTHERAPY PROJECT

NOTES FOR G.P's RE: RANDOMISED CONTROLLED TRIAL

1. As from now, all referrals to Adult Community Physiotherapy-will be
randomised into one of two groups:

1 = The TRIAL GROUP

2 = The CONTROL GROUP

2. After following the procedure for obtaining INFORMED CONSENT (see sheet)
you should ring the referral through to Community Physiotherapy between
8.30 am ~ 4.30 pm on the following number only 2131972

3. Ycu will be informed immediately which group the c¢lient has been
randomly allocated to, and you will be given a SURVEY NUMBER. Please
enter this onto the Yellow Referral form (in the top left hand corner,
in the boxes provided) and onto the small Record Booklet. The survey
number will end in either a 1 or 2. This will enable you to keep
account of which group vour patients are 1in.

4, Please fill in the top half of the first page of the Record Booklet
and then inset it into the patients medical records. This Booklet

should then be updated regularly.

5. NB In the case of urgent referrals who are allocated to the Trial
Group you may give the necessary medical informaticn over the phone
at the time of randomisation.

However please remember to send on the yellow form for ALL referrals,
whether trial or control.

If you have any further queries, please contact me on 2852315 or 2131972.

THANK YOU FOR YOUR CO-OPERATION

Pam Dawson MCSP
Research Co-Ordinator
Sainsbury Trust Adult Community Physiotherapy Project



NEWCASTLE HEALTH AUTHCZITY

SAINSBURY TRUST ADULT COMMUNITY PHYSIOTHERAPY PROJECT

NOTES FOR G.P's RE: PRCCEDURE FOR OBTAINING INFORMED CONSENT

Afzer identifying the client as an . appropriacte referral to Adult Community
Phvsiotherapy the G.P. should

1.

w

State that she/he is currently involved in a study to assess the
way services are provided in the Communizy.

Ask the client if she/he is willing to take part in the studv, which
will involve them in:

a) Being allocated to one of two groups which receive differen
services (One of the services could be Community Physiother

b) Being visited at intervals for approximately eighteen months by
a research worker

The G.P should then offer the client the information sheet which
outlines the purpose of the Project.

At this time the G.P should 'state that iI the client does not want
to take part, that he/she will still have access to all existing
services (but not Adult Community Physiotherapy)

If the client agrees, the G.P must then ask for written consent, on
the form provided giving reassurance of confidentiality and that the
client can withdraw at any time. (Please keep completed forms at the
Practice in the folder provided.)

After aoreéme“t, the G.P can then refer the client for randcmisation,
by ringing Community Phvsiotherapy on 2131972 between 8.30 am - 4.30 pm.



NEWCASTLE HEALTH
COMMUNITY
PHYSIOTHERAPY
SANDERSON CENTRE

LRATENEISTORT-CONLETr N

NORTH AVENUE Your Ref:
GOSFORTH. )
NEWCASTLE UPON TYNE

Our Ref:

NETSEL )
Telephone TYNESIDE 1097) 285 221

Sainsbury.Trust Adult Community Physictherapy Project

Client Consent Form

I consent to participate iz the abecve project, which will invclve me
being visited at intervals during the next eighieer menths, and
infermation being ccllected about my health.

This information will be kept in the strictast of confidence and will
nct be published in relation to individuals at any time.
I agree to the ressarch tezm hav1ng access to my medical records.

L3 i
. understand that I can cease to participate a2t any time.

FULL RAME . e ey e e e e e
ADDRESS e e e P
SIGRATURE O DATE .




COMMUNITY
PHYSIOTHERAPY

SANDERSON CENTRE

NORTH AVENUE Your Ref:

GOSFORTH,
NEWCASTLE UPON TYNE
NEIJEL. Our Ref:

Telephone: TYNESIDE (091) 285 2315

INFORMATION FOR CLIENTS

This important study is being conducted by Newcastle Community
Health Unit, to assess the impact of a Community Physiotherapy
Service as part of the total range of services available to

people in Newcastle.

People who take part in the study will be allocated to one of
two groups who will receive'different services. These services
may or may not include physiotherapy. All people in the stud&
will be contacted at intervals for a period up to 18 months,

in order to follow their progress.

Information will be needed on their contacts with people from
the Health Authority and Social Services and whether or not
they are admitted to Hospital at any tide. The research team

will provide a record sheet to be kept by people at home.

In addition, the research team will interview people in the
study 3 times in 18 months about how fhey are coping with
everyday activities and how they feel about their 1life and

health in general.

The research team would appreciate having access to the medical

records of people in the study.

All information collected will be kept in the strictest of
confidence, and will not be published in relation to individual

people.



Sumvey Mambor LA VL 1) e W

NEWCASTLE HEALTH AUTHORITY

SAINSBURY TRUST ADULT COMMUNITY PHYSIOTHERAPY PROJECT

REFERRAL FORM

MR R LAAL Wb e NB )

North Avere
OSFORTH

Tel:2131972/2852315

Please complete ALL sections in BLOCK LETTERS and delete where necessary.

Date of referral .. it iiieiiinnnnnens

Patients SURNAME ... .t inninnn Mr/Mrs/Miss ...... Maritial Status S/!'/W/

FORENAMES .. . i it DOB .........

- e K B of =1

----------------------------------------------

G P Signature ......eviiiiiinnnannan GP Tel no .................
Medical Diagnosis ...iuiviiiiiiiininiiiieiniieneiiineneernnacennnns

----------------------------------------------------------------

-----------------------------------------------------------------

----------------------------------------------------------------

Otner

---------

---------

.........

----------

.........

.........

.........

---------

Is the patient currently receiving Physiotherapy - YES/NO If yes, please

tick boxes and state where.

Qut-patient physiotherapy department ........... ettt
Day Hospital/Clinic «iveininiineninnoeroenonnernnnennenennans

58 o 7 o =

.......

Has the patient received physiotherapy for the same problem during thé'past

12 months - YES/NO 1If yes, please tick boxes and state where.

3 T T o - 1
Qut-patient physiotherapy department .........ciiiiivivnnnneeen
Frivate ...uiiueiiiii i i i i i e
Community .....000iiennn Gt e ersessstessnnns Cesaesacerrseenana
Day Hospital/Clinic ...viviirvnernronenoroenenocennnncssnnannss

-------

ooooooo

oooooo




APPENDIX 4

BARTHEL INDEX SCORING GUIDELINES



The BARTHEL ADL Index

AANANANNANAN
DATE \ \x \ \ AN \\

MOBILITY l l ‘ ! ’ l ‘ l I I ; ! l

0 = immobile

1 = wheel chair independent including corners etc.

2 = walks with help of 1 person (verbal or physical)
3 = independent (but may use any aid, e.g. stick)

mranseer L1 L1 L L
0 = unable )
1 = major help (1-2 people, physical}
2 = minor help (verbal or physical)
3 = independent :
stams L | [ [ [ 1 0 [ [ |
0 = unable
1 = needs help (verbal, physical, carrying aid) :

2 = independent up and down

paooer L | | [ | [ [ | | [ |
0 = incontinent or catheterised & unable to manage

1 = occasional accident (max 1x per 24 hours)
2 = continent (for over 7 days)

BOWELS l ! i ' ; l i l I ‘ i ‘ ‘
0 = incontinent
1 = occasional accident
2 = continent

TOILET USE ! } ‘ l l L " l ’ I I j ! '
0 = dependent " :
1 = needs some help, but can do something
2= infjepenc_!eg}h(opm § qff, qressing, wiping)

N S SR N N S N N
0 = unable ,
1 = needs help cutting, spreading butter etc.
DRESSING | i ‘ l

2 =_»ind’ependent‘ ‘ - - 7
I T N N T T N

0 = dependent ,

1 = needs help, but can do about half unaided

2 =independent

”GROOMINGI | | l l HI | |
0 = needs help
1= indgpendent, face / hair /tegth /ﬂsihaving

FEEDING ! l ‘

BATHING
0 = dependent
1 = independent

TOTAL

([ E R EE A EENRENERENRNXRENMNX K] S E 880 LN [N a9 88
__________ UL RUIC SR B U L e o e e O e
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INTERVIEW SCHEDULE



Initials of fieldworker ........... .. ..., Survey nc
CORFIDENTIAL ISFORMATION
YEYCASTLE HEALTH AUTHORITY

SAINSBURY TRUST ADULT COMMUNITY PHYSICOTHERAPY PROJECT

Date of ianterview

(o8

the client in Residential Care Scc Servizces
Private
It Y, ask @ 3,4,and 6 only on this page.

oo

(2

Tick 1

3. Is the client male or female M
F
4, What is your date of birth
5. Do you live alone? Y
N
9. Does the client have communication difficulties? Y
7. Is there one perscn (other than a D, Nurse or cutside cars
assitant) who helps with day to day activities such as getting
arcund the house, gettiag up and going to bed, getiing
dressed, washed, gning to the taoilet, feeding etce? ¥
k)
If Yes, @ 8, if No, Q 1L,
8. Who is tkis person® busband/wife
parent
daughtar/son
other relative
friend
If other please specify ......... ... . v other
9. Is this person male or female X
F
10.Does this person live with you? ) Y
i)
11. Do you have a home help? Y
N

If Yes ~ How often

(write down) .......... e e e e
12.Do you have any care attendents or care Y

assistants visiting the Home? ¥

If Yes How often?

(wrdte dOWn) . e e e

Vhich agency or where do fhey come from

(write down) .............. C e e e b et e e e e et e s

—o——

—

—
S
S—

L1100

——

oo
r....
—
—_—

LEJL L]

L1 ]

[] DEDD (MM OIrIn



-2 - Survey oo

L. CONSIDENTTAL IVFORMATION

PUT A TICK I¥ THE BOX UNDER YES FOR ANY
AT THE MOMERT. TICKX THE 3CX UNDER AO FCR
PLY TC YOU.

READ THE LIST CAREFULLY A
P?O“L:X THAT APPLIES TC YOL
NY PROBLEM THAT DCES HOT AP

PLEASE AXSVER EVERY QUESTICH. IF YOU ARE ¥OT SURE WHETH
YES COR RO, TICK WHICHEVER ANSVWER YOU THINK IS MOST TRUE
MOMENT.

ER TC ANSWER
AT THE

NO

I'm tired all the time

HEny
]

I have pain at night

v
taj

1
'J-.’"
Ll

L]
]

I take tablets tc help me sleep

Things are getting me down [:]

(]
ety
et
]
[o 8
.
ot
e

ainful to change position [:] [:]

I'm feeling on edge [:j

YES
I feel lonely [:]

I can walk about only indoors [:] .

L0 O

I have unbearakle pain [:]

YES

I find it hard to bend

N

Everything is an effort [:]

Please turn over




-3

[\

CONFIDENTIAL INFORAATICH

I'm unable to walk at all
I'm waking up in the early hours of the =m0

I've forgotten what it's like to enjoy myself

I'm finding it hard toc make contact with people
I'm in pain when I walk

The days seem to drag

RE¥EMBER IF YCOU ARE ¥OT SURE WHETHER TO ANSWER YEE COR NC TC A FROBLEH
TICK WHICHEVER ANSVWER YOU THINK IS MCORE TRUE AT THE MOHERT

I find it hard to reach for things

ot

lose my temper easily these days

I lie awake for most of the night
I feel as if I'm losing control

I'm in pain when I'm standing

I feel there is nobody I am close to

I find it hard to dress myself

Please turn over

Survey no

<
tr3
N

000
000 -

wed
&)
[4)]

oo

YES

O O

YES N0

0O O
N
0 O

YES jite;

0O 0O
0 o
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HRMA D IGH Survay nc

I scon run out of esnergy

[
for long [:} [:]
[]

I find it hard ts siand
{2.g. at the kitfchen sink, waiting for a bus)

I'nm in constant pain

X0

v
e
[}

it takes me a long time to get ic sleep

10
1 ]

I feel I am a burden to people

bt

b,

W

1

fond

oF

o

vl

ot

ot

poda

4

]

e

i

s

]

ot

£

[»]

8]

o

g

[

b

<

’,.Jm

€

1Q

=9
[£3]
[£3]
L
[0

-
ol
%

e
K1
R LS

. an hadlew at ndohs
I slesp badly at night

0] L
Cl

I nead help to walk about ocutside

T 4 ~
(2.g. 2 walking aid or scmeone %to support me?

[
<5}
(&}

Kis;

T

I'm in pain when going up and down stairs or steps

R
0

I wake up feeling depressed

7ES NG
I'm finding it hard to get on with people [:] [:3
I'm in pain when I'm sitting [:] [:]

Please turn over.

—
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n——

oo od
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I¥ THE LIST EE GM TICK YES FOR EACH ACTIVITY IN YCQUR LIFE WHICH I
BEING AFFRCTED YOUR STATE OF HEALTH.

TICK EOC FOR aAvH ACTIVITY WHICE IS FOT BEING AFFECTED, OR VHICH DCES
ROT APPLY TO YOU

Is your present state of health causing problems with your

-
]
[¢3}

5
(&}

Job of work
(That is, paid employment)

Looking after the home
(Examples:cleaning & cocking,repairs,odd jobs around
the home ete)

Social Lif
(ExampleS'gsing out,sesing friends, going to the pub eic,

Home Life
(That is:relationships with sther peopl

ths
=
[s]
“d
Q
[ ool
g
j&)
g
0]

D'h

2

Bex Lif

Interassts & Hobbias
(Examples:sports, arts and crafts, do-it-yourself etc.)

ooooo oo
00000 0O

Holidays
(Examples:summer or winter holidays, weekaznds away etc.)

NCW PLEASE GO BACK TO PAGE 1 AND MAKE SURE YOU HAVE ANSVWERED YES CR HO
TO EVERY QUESTION ON ALL PAGES OF THE QUESTIONNAIRE.

THANK YOU FOR YOUR HELP




[

COAFIDENTIAL INFORHATICH

I would like o ask you some questicns about how you manags with
some =veryday activities and tasks.

Firstly, some questions about how you get around inside the houss.

These questions apply to the last 2 days.

Have you used a wheelchair to get arcund inside
the house

If ¥, @2, If N, Q3.

Yave you had another person helping you as well, say, for example

to open deoors or help you turn corners?

Hove on to Q 5.

Provided you have any walking aid you might normally use, have yocu

been adble to walk around the house without anyone beside you?

IfY, Q5 If¥ 4.

Have you had more than one person at a time to help you walk
around the house?

MOBILITY SCORE -

write score in
box

Over the last coupie of days, have you had help to get from your
bed toc a chair and back again?

iIfY, Q6. If N, Q8.
Has this help been more than just a little
help from one person?

IfY, @7 If N QO9.

Do you manage to keep your balance while sitting by
yourself with your legs over the edge of the bed?

Move on to Q 9.

Y
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2

fave ycu had anyone beside you jusi in case’

W)y

9. Again, over the last 2 days, have you gcne up
down stalirs at all?
i£Y, @ 1¢. If N, @ 11,

10.Have you done this without having anyone
beside you?

11.Now I'd like to move contc some questiions about
your bladder and bowel function.

+

In the las® week, have you been
it to the H T in %ime or to s
passing water”

T

<

0 b

If Y, Q 12. If N, Q 13,

12.Has there been any day in the last week when
this has happenad more than once?

Hove on to Q@ 13.

13.In the last week, have you used a catheter?

iIfY, @ 14, If N, Q 15,

and

14.Have you had help to manage this catheter in the

last week?

15.In the last week, have you had any similar
problems with your bowels?

if Yy, Q16. If N, @ 17.

STAIRS

SCORE -

write score in

b

oX

BLADDER SCCRE -
write score in
box

W D b O
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[ .
Survey Ho

i6.Has this happened once only or more than once
in the last week?

i7.Have vou had an enema or a manual evacuation in
the last week?

g g

<O

BOWELS SCORE -
write score in 1

box 2
18.0ver the last couple ©of days when you have used
the toilst or commode, have you managed to get
on and off, undress, and wipe yourself without
any help from anyone at all? Y
¥
I£Y, 20. If N, Q 19,
19.Have you managed any of this ycurself? Y
¥
If Y, tick box next o sach thing gettiang on and off
client has done him/her self, undressing
If %, @ 20. wiping
TOILET USE SCORE - ¢
write score in 1
box 2

20, The next questions are about how you cope at meal
times. Over the last couple of days have you
eaten any food you like without it being mashed
or blended first? Y

If v, @21, If ¥, Q 22
21,0nce your food has been cooked and placed in front
of you, have you, in the last 2 days, received
help to cut it up or spread butter or margarine Y
ITyYy, Q22 If ¥, Q23
22.Have you had help to feed yourself? Y
FEEDING SCORE - 0

write score in 1
box 2

[

L1]

L1 ]
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O [0 [



8]
C

gl

an

Gver the last ccuple of davys have vyou
clothes out,

get vour

-9 -

tg

some questions aboul how you

managed 1o
put them cn and fasten

them without anyone else to help you?

£ Y

B Y

2 25,

IT ¥

, @ 24,

Have you put on any of your clothes without help

i€

s

aven

you've needed help with fastening thenm?

After someone has handsd you the things you
need, rave you done the following tasks for

yourseilf over the

(but only when
spomecne else

has done it
them or

with 1t>

Move on to Q 26.

last 2 days?

Tick ¥o when the clisnt ¢l
has not done the task

fitted your false teeth

shaved you

:
wrl

26,0ver the last week have you managed to get in and
out of the bath or a shower and wash yourself
without anyone else being with you at all

wri

Vas the carer present durin

DRESSING SCORE
write sccore in
Tox

aaned vour tasth
if you hava any}

done your hair
washed your face
rself (men only)

GROOKING SCORE -
te score in box

BATHEING SCORE -
te score 1in box

g the interview

worg

¥} L2l e

[AS I

Jood

]

<

o

Tick if mainly carer responses to questions

TOTAL SCORE
write score in box

H O O I

[
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HEg



APPENDIX 6

CLIENT-HELD DIARY SHEET



NEWCASTLE HEALTH

COMMUNITY

PHYSIOTHERAPY [ —
SANDERSON CENTRE Sl i gt

Please do not discard

, gur:-concern G
NORTH AVENUE Your Ref:
GOSFORTH,
NEWCASTLE UPON TYNE
NEJ4EL. Our Ref:

Telephone: TYNESIDE (091) 2852315

SAINSBURY TRUST ADULT COMMUNITY PHYSIOTHERAPY PROJECT
NOTES FOR STUDY CLIENTS

Please read these notes carefully yourself and ask any people from Health or
Social Services you come into contact with to read them also.

These sheets are to record your contacts with some services in the community
and with some hospital based services.

There are two sections:

SECTION A Your contacts with people from the Health Authority and
Social Services. » These may include:

District Nursing Sister

Nursing Auxiliary (Bath Nurse)

Community Psychiatric Nurse (C.P.N)

Community Occupational Therapist from Social Services
Hospital based Occupational Therapist
Physiotherapists {Community or Hospital-based)
Speec¢h Therapists (Community or Hospital based)
Chiropodist (Community or Hospital/Clinic based)
Social Workers

10. Health Visitors

11. Psychologists

12. Doctors

WO~ UT =W -

You need not keep a record of your contacts with home helps or cére attendents
from outside agencies. The fieldworker will find this out at the end of the
study. )

SECTION B Any time you spend in respite or holiday relief care.

Please remember it is normal for some people to have a lot of contacts with
services, and for others to have hardly any at all.

It is important for the study that this information is kept up to date. Please
either fill these sheets in yourself or ask the professionals concerned to
do it.

Please contact Mrs P Dawson, the Research Co-Ordinator on the above number
if you have any queries or problems with the sheets.

——

THANK YOU FOR YOUR CO-OPERATION



initials of {ield worker

SAINSBURY TRUST ADULT COMMUNITY PHYSIOTHERAPY PROJECT
SANDERSON CENTRE, NORTH AVENUE, GOSFORTH NE3 4EL

-------- I T A R

CONFIDENTTIAL

NEWCASTLE HEALTH AUTHORITY

INFORMATION

Survey Number |5]Ci914l¢i5] ]

SECTION A - Your contact with people from the Health Authority and Social Services

The following information is required:

1. Profession/agency to which person belongs, or the name you usually recognise
them by eg District Nursing Sister, Nursing Auxiliary (Bath Nurse)

2. Date of contact with them

3. Place of contact eg Your own home, out-patient department, Day Hospital
Clinic, Health Centre etc.

4. Length of time spent in each contact. This may be as short as 5 minutes

or much longer.

NOTE - If two people visit you together, write them down separately on different

lines, but put the same date, place and length of time.

Profession/Agency

Date

Place

Length of time

S

FINUED OVERLEAF




Survey Number 1 |6 TVJ

CONFIDENTIAL INFORMATION
NEWCASTLE HEALTH AUTHORITY
SAINSBURY TRUST ADULT COMMUNITY PHYSIOTHERAPY PROJECT

SANDERSON CENTRE, NORTH AVENUE, GOSFORTH, NEWCASTLE UPON TYNE NE3 4EL
SECTION B - Time spent in respite care or holiday relief care

PLEASE DO NOT WRITE
IN BOXES

Date of starting respite care - 8 A1 J;,'

s |

Which Hospital or Residential Home? (please specify on line below)

L

Date of returning home 13

Date of starting respite care - 23

Which Hospital or Residential Home? (please specify on line below)

77
Date of returning home 28
Date of starting respite care - _ A

Which Hospital or Residential Home? (please specify om line below)

Dace of returning home 14l
Date of starting respite care - 47
Which Hospital or Residential Home? (please specify on line below)

=H)
Date of returning home A
Date of starting respite care - &0

Which Hospital or Residential Home? (Please specify on line below)

Date of returning home - 6




APPENDIX 7

GP-HELD RECORD CARD
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APPENDIX 8

TABLES SHOWING ANALYSIS OF SAMPLE
CHARACTERISTICS



Table 8.1. Comparisons between the trial sample (n=222) and the post-trial sample (n=85) on
selected baseline variables [table continues overleaf]

Baseline variable Response/category Trial sample Post-trial Statistical test
sample and
probability
n=222 n=85 Mann Whitney
Age (years) Median (IQR) 2 tailed p=
73(19) 70(18) 0.43
n=222 n=85 Chi-square p=
Gender Male 89(40%) 35(41%) 0.82
(1DF)
Female 133(60%) 50(59%)
=205 n=72 Chi-square p=
Primary diagnosis Neurology 77(38%) 20(28%) 0.02
(3DF)
Orthopaedic/
Rheumatology 65(32%) 23(32%) SIG
Respiratory 50(24%) 16(22%)
Other 13(6%) 13(18%)
n=222 n=83 Mann Whitney
Independence in Barthel Index Score 2 tailed p=
ADL 0.39
[0=dependent Median (IQR) 15(8) 13(10)
20=independent]
Health Status Nottingham Health Mann Whitney
[100=poor health Profile 2 tailed p=
0=good health)] Scores
Energy n=200 n=66
Median (IQR) 60.8(76) 60.8(76) 0.93
Pain n=198 n=66
Median (IQR) 28.7(63) 40(64) 0.57
Emotions n=198 n=66
Median (IQR) 26.6(46) 22.1(41) 0.90
Sleep n=198 n=66
Median (IQR) 38.5(65) 50.7(57) 0.24
Social n=198 n=66
Median (IQR) 22(42) 20.1(42) 0.86
Physical Mobility n=199 n=66
Median (IQR) 54.6(37) 54.5(32) 0.86
n=222 n=85 Chi-square p=
Communication Yes 49(22%) 31(36.5%) 0.01
problems (1DF)
No 173(78%) 54(63.5%) SIG




Baseline variable Response/category Trial sample Post-trial Statistical test
sample and
probability
n=222 n=85 Chi-square p=
Lives alone Yes 67(34.5%) 20(27%) 0.25
(1DF)
No 127(65.5%) 54(73%)

[Res Care] [28] [11] [not included
in chi-square
test]

Housing n=206 n=83 Chi-square p=
Tenure Home owner 64(31%) 31(37%) 0.22
(2DF)
Rented 106(51%) 33(40%)
Res Care/ 36(18%) 19(23%)
Sheltered
Accommodation
n=114 =85 Chi-square p=
Informal Yes 88(45%) 37(50%) 0.53
carer (1DF)
No 106(55%) 37(50%)

[Res Care] [28] [11] [not included
in chi-square
test]

n=222 n=835 Chi-square p=
Allocation Central 70(31%) 19(22%) 0.42
to Area (3DF)
Physio East 46(21%) 20(24%)
Team
North 57(26%) 24(28%)
West 49(22%) 22(26%)




Table 8.2. Comparisons between the experimental group (n=114) and the
control group (n=108) on selected baseline variables [table continues overleaf]

Baseline variable Response/category Experimental Control Statistical test
group group and
probability
n=114 n=108 Mann Whitney
Age (years) Median (IQR) 73(23) 73(16) 2 tailed p=
0.96
n=114 n=108 Chi-square p=
Gender Male 48(42%) 41(38%) 0.53
(1DF)
Female 66(58%) 67(62%)
n=110 n=95 Chi-square p=
Primary diagnosis Neurology 39(35.5%) 38(40%) 0.71
(3DF)
Orthopaedic/
Rheumatology 35(32%) 30(32%)
Respiratory 30(27%) 20(21%)
Other 6(5.5%) T(7%)
n=114 n=108 Mann Whitney
Independence in ADI. | Barthel Index Score 2 tailed p=
[0=dependent 0.16
20=independent] Median (IQR) 15.5(7) 15(9)
Health Status Nottingham Health Mann Whitney
[100=poor health Profile 2 tailed p=
0=good health] Scores (corrected for
ties)
Energy n=106 n=94
Median (IQR) 60.8(76) 60.8(76) 0.44
Pain n=104 n=94
Median (IQR) 27.4(54) 30.3(61) 0.33
Emotions n=104 n=94
Median (IQR) 27.2(46) 24.7(44) 0.52
Sleep n=105 n=93
Median (IQR) 49(65) 34.9(65) 0.81
Social n=105 n=93
Median (IQR) 22(42) 22(42) 0.74
Physical Mobility n=105 n=94
Median (IQR) 53.4(36) 56.6(39) 0.60
n=114 n=108 Chi-square p=
Communication Yes 26(23%) 23(21%) 0.79
problems (1DF)
No 88(77%) 85(79%)




Baseline variable Response/category Experimental Control Statistical test
group group and
probability
n=114 n=108 Chi-square p=
Lives alone Yes 34(33%) 33(36%) 0.71
(1DF)
No 68(67%) 59(64%)

[Res Care] [12] [16] [not included
in chi-square
test]

n=108 n=98 Chi-square p=
Housing Home owner 34(31%) 30(31%) 0.56
Tenure (2DF)
Rented 58(54%) 48(49%)
Res Care/ 16(15%) 20(20%)
Sheltered
Accommodation
Informal n=114 n=108 Chi-square p=
carer Yes 48(47%) 40(44%) 0.62
(1DF)
No 54(53%) 52(57%)

[Res Care] [12] [16] [not included
in chi-square
test]

n=114 n=108 Chi-square p=
Allocation Central 36(31%) 34(32%) 0.80
to Area (3DF)
Physio East 22(19%) 24(22%)
Team
North 28(25%) 29(27%)
West 28(25%) 21(19%)




Table 8.3. Whole sample comparisons at the 2nd interview stage between clients lost or
dropped out from the trial (n=27) and those who were interviewed (n=195) on selected

baseline variables

Baseline variable Interviewed Lost/dropped out Statistical test and
at 2nd stage at 2nd stage probability
n=195 n=27
Age Median = 73 yrs Median = 73 yrs Mann-Whitney
Percentiles Percentiles 2 tailed p = 0.99
(25-75) = 64-82 (25-75) = 60-83
Gender Male =76 (39%) Male = 12 (44%) Chi-square p=0.75

[Res care = 21]

[Res care = 4]

Female = 119 (61%) Female = 15 (56%) (1 DF)
Barthel score Median =16 Median =11 Mann-Whitney
[0=dependent Percentiles Percentiles 2 tailed p=0.004
20=independent] (25-75)=11-18 (25-75) =4-16 SIG
NHP energy score Median = 61 Median = 61 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.51
0=good health] (25-75) = 24-100 (25-75) =24-100
NHP pain score Median = 28 Median = 30 Mann-Whitney
{100=poor health Percentiles Percentiles 2 tailed p=0.67
0=good health] (25-75) = 6-60 (25-75) = 6-70
NHP emotions score Median = 29 Median = 35 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.17
0=good health] (25-75)=17-51 (25-75) = 10-60
NHP sleep score Median = 38 Median = 35 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.96
0=good health] (25-75)=13-78 (25-75) = 13-78
NHP social score Median=0 Median =23 Mann-Whitney
{100=poor health Percentiles Percentiles 2 tailed p=0.001
0=good health] (25-75) = 0-42 (25-75) =22-57 SIG
NHP physical Median = 53 Median = 58 Mann-Whitney
mobility score Percentiles Percentiles 2 tailed p=0.12
[100=poor health (25-75)=31-68 (25-75) = 46-69
0=good health]
Communication Yes =42 (22%) Yes =7 (26%) Chi-square p= 0.82
problem No =153 (78%) No =20 (74%) IDF
Lives alone Yes =61 (35%) Yes =7 (30%) Chi-square p=0.73
No =113 (65%) No =16 (70%) 1DF
[Res care =21] [Res care = 4] [Excluded from test]
Carer Yes =75 (43%) Yes =15 (65%) Chi-square p= 0.08
No =99 (57%) No =8 (35%) 1DF

[Excluded from test]




Table 8.4. Whole sample comparisons at the 3rd interview stage between clients lost or
dropped out from the trial (n=60) and those who were interviewed (n=162) on selected

baseline variables

[Res care = 18]

[Res care = 7]

Baseline variable Interviewed Lost/dropped out Statistical test and
at 3rd stage at 3rd stage probability
n=162 n=60
Age Median =73 yrs Median = 77 yrs Mann-Whitney
Percentiles Percentiles 2 tailed p = 0.40
(25-75) = 64-81 (25-75) = 60-84
Gender Male = 60 (37%) Male = 29 (48%) Chi-square p=0.13
Female = 102 (63%) Female = 31 (52%) (1 DF)
Barthel score Median = 16 Median =12.5 Mann-Whitney
[0=dependent Percentiles Percentiles 2 tailed p=0.02
20=independent] (25-75) = 11-18 (25-75)=6-18 SIG
NHP energy score Median = 61 Median = 61 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.52
0=good health] (25-75) = 24-100 (25-75) =24-100
NHP pain score Median = 27 Median = 31 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.50
0=good health] (25-75) = 6-59 (25-75) =9-71
NHP emotions score Median =24 Median = 32 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.33
0=good health] (25-75) = 7-49 (25-75) =7-60
NHP sleep score Median = 38 Median = 35 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.47
0=good health] (25-75) = 13-78 (25-75) = 15-78
NHP social score Median =0 Median =23 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.003
0=good health] (25-75) = 0-40 (25-75) = 0-57 SIG
NHP physical Median = 47 Median = 66 Mann-Whitney
mobility score Percentiles Percentiles 2 tailed p=0.005
[100=poor health (25-75) = 29-66 (25-75) = 44-77 SIG
0=good health]
Communication Yes =34 (21%) Yes =15 (25%) Chi-square p=0.52
problem No =128 (79%) No =45 (75%) 1DF
Lives alone Yes =46 (32%) Yes =21 (40%) Chi-square p= 0.31
No =98 (68%) No =32 (60%) 1DF
[Res care = 18] [Res care = 7] [Excluded from test]
Carer Yes = 64 (44%) Yes =26 (49%) Chi-square p= 0.49
No =80 (56%) No =27 (51%) 1DF

[Excluded from test]




Table 8.5. Experimental group comparisons at the 2nd interview stage between clients lost or
dropped out from the trial (n=11) and those who were interviewed (n=103) on selected

baseline variables

Female = 59 (57%)

Female = 7 (64%)

Baseline variable Interviewed Lost/dropped out Statistical test and
at 2nd stage at 2nd stage probability
n=103 n=11
Age Median =73 yrs Median = 76 yrs Mann-Whitney
Percentiles Percentiles 2 tailed p=0.76
(25-75) =59-82 (25-75) = 55-85
Gender Male = 44 (43%) Male = 4 (36%) Fisher’s exact

2 tailed p=0.76

Barthel score Median = 16 Median =12 Mann-Whitney
[0=dependent Percentiles Percentiles 2 tailed p=0.07
20=independent] (25-75)=12-18 (25-75)=6-16
NHP energy score Median = 61 Median = 82 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.22
O=good health] (25-75) = 24-100 (25-75) = 61-100
NHP pain score Median = 26 Median = 38 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.51
0=good health] (25-75) = 1-59 (25-75) ="7-77
NHP emotions score Median =27 Median = 26 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.33
0=good health] (25-75) =7-56 (25-75)=9-43
NHP sleep score Median = 50 Median = 35 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.47
0=good health] (25-75)=13-78 (25-75) = 17-92
NHP social score Median = 19 Median = 32 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.006
0=good health] (25-75) = 0-42 (25-75) = 21-64 SIG
NHP physical Median = 51 Median = 58 Mann-Whitney
mobility score Percentiles Percentiles 2 tailed p=0.34
[100=poor health (25-75)=31-68 (25-75) = 46-69
0=good health]
Communication Yes =23 (22%) Yes =3 (27%) Fisher’s exact
problem No =80 (78%) No = 8 (73%) 2 tailed p=0.71

Lives alone

Yes =33 (35.5%)
No = 60 (64.5%)
[Res care = 10]

Yes=1(11%)
No = 8 (89%)
[Res care = 2]

Fisher’s exact
2 tailed p= 0.27
[Excluded from test]

Carer

Yes =42 (45%)
No =51 (55%)
[Res care = 10]

Yes =6 (67%)
No =3 (33%)
[Res care = 2]

Fisher’s exact
2 tailed p= 0.30
[Excluded from test]




Table 8.6. Experimental group comparisons at the 3rd interview stage between clients lost or
dropped out from the trial (n=27) and those who were interviewed (n=87) on selected
baseline variables

Baseline variable Interviewed Lost/dropped out Statistical test and
at 3rd stage at 3rd stage probability
n=87 n=27
Age Median = 73 yrs Median = 76 yrs Mann-Whitney
Percentiles Percentiles 2 tailed p = 0.82
(25~75) = 62-82 (25-75) = 56-85
Gender Male = 35 (40%) Male = 13 (48%) Chi-square p= 0.47
Female = 52 (60%) Female = 14 (52%) (1 DF)
Barthel score Median = 16 Median = 14 Mann-Whitney
[0=dependent Percentiles Percentiles 2 tailed p=0.18
20=independent] (25-75)=13-18 (25-75)=1-18
NHP energy score Median = 61 Median = 63 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.52
0=good health] (25-75) = 24-100 (25-75) = 37-100
NHP pain score Median = 26 Median =29 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.66
0=good health] (25-75) =0-50 (25-75) = 7-69
NHP emotions score Median = 26 Median = 34 Mann-Whitney
{100=poor health Percentiles Percentiles 2 tailed p=0.45
0=good health] (25-75)="7-48 (25-75)=7-70
NHP sleep score Median = 38 Median = 65 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.03
0=good health] (25-75) = 13-73 (25-75) =26-78 SIG
NHP social score Median = 19 Median =31 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.02
0=good health] (25-75) =0-23 (25-75) = 0-56 SIG
NHP physical Median = 47 Median = 57 Mann-Whitney
mobility score Percentiles Percentiles 2 tailed p=0.14
[100=poor health (25-75) =31-66 (25-75) =35-72
0=good health]
Communication Yes =20 (23%) Yes =6 (22%) Chi-square p= 0.93
problem No =67 (77%) No =21 (78%) 1DF
Lives alone Yes = 24 (30%) Yes =10 (43.5%) Chi-square p= 0.24
No =55 (70%) No =13 (56.5%) 1DF
[Res care = §] [Res care = 4] [Excluded from test]
Carer Yes = 38 (48%) Yes =10 (43.5%) Chi-square p=0.70
No =41 (52%) No =13 (56.5%) 1IDF

[Res care = 8]

[Res care = 4]

[Excluded from test]




Table 8.7. Control group comparisons at the 2nd interview stage between clients lost or
dropped out from the trial (n=16) and those who were interviewed (n=92) on selected

baseline variables

Baseline variable Interviewed Lost/dropped out Statistical test and
at 2nd stage at 2nd stage probability
n=92 n=16
Age Median = 73 yrs Median = 71 yrs Mann-Whitney
Percentiles Percentiles 2 tailed p = 0.84
(25-75) = 64-80 (25-75) = 59-81
Gender Male = 33 (36%) Male = 8 (50%) Chi-square p=0.43
Female = 59 (64%) Female = 8 (50%) (1 DF)
Barthel score Median =16 Median = 8.5 Mann-Whitney
{0=dependent Percentiles Percentiles 2 tailed p=0.03
20=independent] (25-75)=10-18 (25-75)=2.5-16.5 SIG
NHP energy score Median = 61 Median = 61 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.96
0=good health] (25-75) = 24-100 (25-75) = 24-100
NHP pain score Median = 31 Median = 30 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.87
0=good health] (25-75)=10-72 (25-75) = 6-70
NHP emotions score Median = 17 Median =41 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.08
0=good health] (25-75)=0-50 (25-75) = 10-66
NHP sleep score Median = 36 Median = 34 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.56
0=good health] (25-75)=13-78 (25-75)=13-73
NHP social score Median =0 Median =23 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.02
0=good health] (25-75) = 0-41 (25-75) = 22-45 SIG
NHP physical Median = 55 Median = 57 Mann-Whitney
mobility score Percentiles Percentiles 2 tailed p=0.27
[100=poor health (25-75)=23-68 (25-75)=46-78
0=good health]
Communication Yes =19 (21%) Yes =4 (25%) Fisher’s exact
problem No =73 (79%) No =12 (75%) 2 tailed p=0.74

Lives alone

Yes =28 (35%)
No =53 (65%)
[Res care = 11]

Yes =6 (43%)
No =8 (57%)
[Res care = 2]

Chi-square p=0.77
IDF
[Excluded from test]

Carer

Yes =33 (41%)
No =48 (59%)
[Res care = 11]

Yes =9 (64%)
No =5 (36%)
[Res care = 2]

Chi-square p=0.19
1DF
[Excluded from test]




Table 8.8. Control group comparisons at the 3rd interview stage between clients lost or
dropped out from the trial (n=33) and those who were interviewed (n=75) on selected
baseline variables

Baseline variable Interviewed Lost/dropped out Statistical test and
at 3rd stage at 3rd stage probability
n=75 n=33
Age Median = 73 yrs Median = 77 yrs Mann-Whitney
Percentiles Percentiles 2 tailed p = 0.33
(25-75) = 64-79 (25-75) = 64-84
Gender Male =25 (33%) Male = 16 (48.5%) Chi-square p= 0.14
Female = 50 (67%) Female =17 (51.5%) (1 DF)
Barthel score Median = 16 Median = 12 Mann-Whitney
[0=dependent Percentiles Percentiles 2 tailed p=0.09
20=independent] (25-75) =10-18 (25-75)=5-18
NHP energy score Median = 61 Median =61 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.70
0=good health] (25-75) = 24-100 (25-75) = 24-100
NHP pain score Median = 27 Median = 32 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.61
=good health] (25-75) = 10-69 (25-75) = 10-72
NHP emotions score Median = 20 Median =29 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.57
0=good health] (25-75) =0-50 (25-75) =7-60
NHP sleep score Median = 50 Median = 34 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.28
0=good health] (25-75) =13-78 (25-75)=13-73
NHP social score Median =0 Median = 23 Mann-Whitney
[100=poor health Percentiles Percentiles 2 tailed p=0.05
0=good health] (25-75) = 0-41 (25-75) = 0-58 SIG
NHP physical Median = 48 Median = 67 Mann-Whitney
mobility score Percentiles Percentiles 2 tailed p=0.02
[100=poor health (25-75) = 22-67 (25-75) = 47-78 SIG
0=good health]
Communication Yes = 14 (19%) Yes =9 (27%) Chi-square p=0.31
problem No =61 (81%) No =24 (73%) 1DF
Lives alone Yes =22 (34%) Yes=11(37%) Chi-square p=0.79
No =43 (66%) No =19 (63%) 1DF
[Res care = 10] [Res care = 3] [Excluded from test]
Carer Yes =26 (40%) Yes =17 (56%) Chi-square p=0.17
No =39 (60%) No =13 (44%) 1DF
[Res care = 10] [Res care = 3] [Excluded from test]




Table 8.9. Comparisons on selected baseline variables between the experimental group
(n=87) and the control group (n=75) remaining in the trial at the 3rd interview stage [table

continues overleaf]

Baseline variable Response/category Experimental Control Statistical test
group n=87 group n=73 and probability
n=87 n=75 Mann Whitney
Age (years) Median (IQR) 73(20) 73(15) 2 tailed p=
0.82
n=87 n=75 Chi-square p=
Gender Male 35(40%) 25(33%) 0.36
(1DF)
Female 52(60%) 50(67%)
n=85 n=70 Chi-square p=
Primary diagnosis Neurology 32(38%) 28(40%) 0.94
(3DF)
Orthopaedic/
Rheumatology 29(34%) 23(33%) [2 cells with
expected
Respiratory 20(23%) 17(24%) frequency <5]
Other 4(5%) 2(3%)
n=87 n=75 Mann Whitney
Independence in ADL Barthel Index Score 2 tailed p=
[0=dependent 0.42
20=independent] Median (IQR) 16(5) 16(8)
Health Status Nottingham Health Mann Whitney
[100=poor health Profile 2 tailed p=
0=good health] Scores
Energy n=73 n=61
Median (IQR) 60.8(76) 60.8(76) 0.97
Pain =70 =60
Median (IQR) 26(50) 27(59) 0.47
Emotions n=68 n=60
Median (IQR) 26.2(41) 29.8(49) 0.58
Sleep n=71 n=59
Median (IQR) 38.5(60) 50.4(65) 0.27
Social n=69 n=59
Median (IQR) 19.4(23) 0(41) 0.83
Physical Mobility =70 n=60
Median (IQR) 47.3(35) 47.6(44) 0.93
n=87 n=75 Chi-square p=
Communication Yes 20(23%) 14(19%) 0.50
problems (1DF)
No 67(77%) 61(81%)




Baseline variable Response/category Experimental Control Statistical test
group n=87 group n=75 and probability
n=79 n=63 Chi-square p=
Lives alone Yes 24(30%) 22(34%) 0.66
(1DF)
No 55(70%) 43(66%)
[Res Care] [8] [11] [not included in
chi-square test]
n=86 n=74 Chi-square p=
Housing Home owner 28(33%) 25(34%) 0.26
Tenure (2DF)
Rented 48(56%) 34(46%)
Res Care/ 10(11%) 15(20%)
Sheltered
Accommodation
n=87 n=75 Chi-square p=
Informal Yes 38(48%) 26(40%) 0.33
carer (1DF)
No 41(52%) 39(60%)
[Res Care] [8] [10} [not included in
chi-square test]
n=87 n=75 Chi-square p=
Allocation Central 26(30%) 27(36%) 0.62
to Area (3DF)
Physio East 15(17%) 15(20%)
Team
North 27(31%) 22(29%)
West 19(22%) 11(15%)




APPENDIX 9

TABLES SHOWING ANALYSIS OF INDIVIDUAL

ITEMS OF THE BARTHEL INDEX



MOBILITY

Bl score on referral 3 months 12 months
expt control | expt control expt control
0 (immobile) 12 15 9 11 12 13
(14%) (20%) (10%) (15%) (14%) (17%)
1 (wheelchair 3 7 5 7 3 8
independent) (3%) (9%) (6%) (9%) (3%) (11%)
2 (walks with 11 8 4 5 5 4
one) (13%) (11%) (5%) (7%) (6%) (5%)
3 (independently || 61 45 69 52 67 50
mobile) (70%) (60%) (79%) (69%) (77%) (67%)
total 87 75 87 75 87 75
(100%) | (100%) || (100%) | (100%) | (100%) | (100%)
chi-square=3.9 chi-square=2.2 chi-square=4.0
p=0.27 p=0.54 p=0.26
(25% cells with
expected
frequency <5)
TRANSFERS
Bl score on referral 3 months 12 months
expt control expt control expt control
0 (unable to 4 9 3 5 6 9
transfer) (4.5%) (12%) (3.5%) (7%) (7%) (12%)
1 (needs major | 11 9 9 8 5 6
help with (12.5%) | (12%) (10%) (11%) (6%) (8%)
transfers)
2 (needs minor || 21 10 19 14 27 16
help with (24%) (13%) (22%) (19%) (31%) (21%)
transfers)
3 (independent || 51 47 56 48 49 44
in transfers) (59%) (63%) (64.5%) | (64%) (56%) (59%)
total 87 75 87 75 87 75
(100%) | (100%) || (100%) (100%) | (100%) | (100%)

chi-square=5.3

p=0.15

chi-square=1.1
p=0.79
(25% cells with

expected

frequency <5)

chi-square=2.9
p=0.41




STAIRS

Bl score on referral 3 months 12 months
expt control expt control expt control
0 (unable to 49 49 41 43 49 48
climb stairs) (56.3%) | (65%) (47%) (57%) (56%) (64%)
1 (needs help 9 6 2 6 4 3
on stairs) (10.3%) | (8%) (2%) (8%) (5%) (4%)
2 (independent || 29 20 44 26 34 24
on stairs) (33.3%) | (27%) (51%) (35%) (39%) (32%)
total 87 75 87 75 87 75
(100%) | (100%) | (100%) | (100%) | (100%) | (100%)

chi-square=1.4

chi-square=5.8

p=0.05

(33% cells with

chi-square=0.99

p=0.61

(33% cells with

expected expected
frequency <5) frequency <5)
STAIRS (COLLAPSED CATEGORIES)
Bl score on referral 3 months 12 months
expt control expt control expt control
unable to climb || 58 55 43 49 53 51
stairs or needs || (67%) (73%) (49%) (65%) (61%) (68%)
help
Independent 29 20 44 26 34 24
on stairs (33%) (27%) (51%) (35%) (39%) (32%)
total 87 75 87 75 87 75
(100%) | (100%) || (100%) | (100%) | (100%) | (100%)

chi-square=0.85

p=0.39

chi-square=4.15

p=0.056

chi-square=0.88

p=0.41




BLADDER

Bl score on referral 3 months 12 months
expt control expt control || expt control
0 (incontinent) | 9 14 10 10 11 14
(10.3%) | (19%) (12%) (13%) (13%) (19%)
1 (occasional 9 8 9 6 4 3
accident) (10.3%) | (11%) (10%) (8%) (4%) (4%)
2 (continent) 69 53 68 59 72 58
(79.3%) | (71%) (78%) (79%) (83%) (77%)
total 87 75 87 75 87 75
(100%) | (100%) | (100%) | (100%) || (100%) | (100%)

chi-square=2.4

chi-square=0.4

p=0.84

chi-square=1.1

p=0.57

(33% cells with
expected
frequency <5)




BOWELS

Bl score on referral 3 months 12 months
expt control expt control || expt control
0 (incontinent) | 1 4 4 4 4 5
(1%) (5.3%) (5%) (5%) (5%) (7%)
1 (occasional 2 1 1 3 2 3
accident) (2%) (1.3%) (1%) (4%) (2%) (4%)
2 (continent) 84 70 82 68 81 67
(97%) (98.3%) [ (94%) (91%) (93%) (89%)
total 87 75 87 75 87 75
(100%) | (100%) | (100%) | (100%) || (100%) | (100%)
chi-square=2.5 chi-square=1.4 chi-square=0.8
p=0.06 p=0.49 p=0.69
(87% cells with (67% cells with (87% cells with
expected expected expected
frequency <5) frequency <5) frequency <5)
TOILET USE
Bl score on referral 3 months 12 months
expt control expt control expt control
0 (unable to toilet | 11 13 12 10 13 13
independently) (13%) (17.3%) || (14%) (13.3%) | (15%) (17%)
1 (needs help to 3 7 2 7 0 6
toilet) (30/0) (9.3‘70) (2%) (9.3°/o) (00/0) (8‘70)
2 (independentin || 73 55 73 58 74 56
toilet use) (84%) (73.3%) || (84%) (77.3%) | (85%) (75%)
total 87 75 87 75 87 75
(100%) | (100%) || (100%) | (100%) (100%) | (100%)
chi-square=3.4 chi-square=3.8 chi-square=7.6
p=0.18 p=0.14 p=0.02
(17% cells with (33% cells with (83% cells with
expected expected expected

frequency <5)

frequency <5)

frequency <5)




FEEDING

Bl score on referral 3 months 12 months
expt control expt control expt control
0 (unable to feed | 6 10 5 7 3 8
independently) (7%) (13.3%) | (6%) (9.3%) (3%) (11%)
1 (needs help to 26 19 19 19 25 22
feed) (30%) (25.3%) || (22%) (25.3%) | (29%) (29%)
2 (independentin || 55 46 63 49 59 45
feeding) (63%) (61.3%) || (72%) (65.3%) | (68%) (60%)
total 87 75 87 75 87 75
(100%) | (100%) || (100%) | (100%) (100%) | (100%)
chi-square=2.0 chi-square=1.2 chi-square=3.5
p=0.37 p=0.55 p=0.18
DRESSING
Bl score on referral 3 months 12 months
expt control expt control expt control
0 (unable to 22 17 13 16 19 16
dress (25%) (23%) (15%) (21.3%) | (22%) (21%)
independently)
1 (needs help to 18 19 17 13 17 16
dress) (21%) (25%) (19.5%) | (17.3%) || (19%) (21%)
2 (independentin | 47 39 57 46 51 43
dressing) (54%) (52%) (65.5%) | (61.3%) | (59%) (58%)
total 87 75 87 75 87 75
(100%) | (100%) | (100%) | (100%) (100%) | (100%)
chi-square=0.5 chi-square=1.1 chi-square=0.08
p=0.77 p=0.57 p=0.96




GROOMING

Bl score on referral 3 months 12 months
expt control expt control expt control
0 (needs help 16 17 13 16 17 15
to groom) (18%) (23%) (15%) (21%) (19.5%) | (20%)
1 (independent || 71 58 74 59 70 60
in grooming) (82%) (77%) (85%) (79%) (80.5%) | (80%)
total 87 75 87 75 87 75
(100%) | (100%) | (100%) | (100%) | (100%) | (100%)
chi-square=0.5 chi-square=1.1 chi-square=0.0
p=0.50 p=0.29 p=0.94
BATHING
Bl score on referral 3 months 12 months
expt control expt control | expt control
0 (dependentin || 59 55 54 54 56 53
bathing) (68%) (73%) (62%) (72%) (64%) (71%)
1 (independent || 28 20 33 21 31 22
in bathing) (32%) (27%) (38%) (28%) (36%) (29%)
total 87 75 87 75 87 75
(100%) | (100%) [ (100%) (100%) || (100%) | (100%)

chi-square=0.6

p=0.44

chi-square=1.8

p=0.18

chi-square=0.9
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HISTOGRAMS OF CONTACTS WITH HEALTH

AND SOCIAL SERVICES
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APPENDIX 11

CROSS-TABULATIONS OF

NONE VERSUS ONE OR MORE CONTACTS

FOR EACH INDIVIDUAL

HEALTH AND SOCIAL SERVICE



Table 11.1 Cross-tabulation by experimental and control group of number of contacts (none

versus one or more) with district nurses for sample 1 (n= 162)

Contacts Experimental group Control group
None 44 (51%) 36 (48%)

One or more 43 (49%) 39 (52%)

Total 87 (100%) 75 (100%)

chi-square = 0.11(1DF) p = 0.74

Table 11.2 Cross-tabulation by experimental and control group of number of contacts (none

versus one or more) with auxiliary nurses for sample 1 (n= 162)

Contacts Experimental group Control group
None 69 (79%) 54 (72%)

One or more 18 (21%) 21 (28%)
Total 87 (100%) 75 (100%)

chi-square = 1.18 (IDF) p = 0.28

Table 11.3 Cross-tabulation by experimental and control group of number of contacts (none
versus one or more) with out-patient physiotherapists for sample 1 (n= 162)

Contacts Experimental group Control group
None 80 (92%) 64 (85%)

One or more 7 (8%) 11 (15%)

Total 87 (100%) 75 (100%)

chi-square = 1.79 (1DF) p = 0.18

Table 11.4 Cross-tabulation by experimental and control group of number of contacts (none
versus one or more) with consultants for sample 1 (n= 162)

Contacts Experimental group Control group
None 41 (47%) 31 (41%)

One or more 46 (53%) 44 (59%)
Total 87 (100%) 75 (100%)

chi-square = 0.55 (1DF) p = 0.46




Table 11.5 Cross-tabulation by experimental and control group of number of contacts (none
versus one or more) with social services occupational therapists for sample 1 (n= 162)

Contacts Experimental group Control group
None 79 91%) 68 (91%)

One or more 8 (9%)) 7 (9%)

Total 87 (100%) 75 (100%)

chi-square = 0.00 (1DF) p = 0.97

Table 11.6 Cross-tabulation by experimental and control group of number of contacts (none
versus one or more) with social workers for sample 1 (n= 162)

Contacts Experimental group Control group
None 68 (78%) 60 (80%)

One or more 19 (22%) 15 (20%)
Total 87 (100%) 75 (100%)

chi-square = 0.08 (1DF) p = 0.77

Table 11.7 Cross-tabulation by experimental and control group of number of contacts (none
versus one or more) with domiciliary chiropodists for sample 1 (n= 162)

Contacts Experimental group Control group
None 72 (83%) 67 (89%)

One or more 15 (17%) 8 (11%)

Total 87 (100%) 75 (100%)

chi-square = 1.43 (1DF) p=0.23

Table 11.8 Cross-tabulation by experimental and control group of number of contacts (none
versus one or more) with clinic chiropodists for sample 1 (n= 162)

Contacts Experimental group Control group
None 75 (86%) 62 (83%)

One or more 12 (14%) 13 (17%)
Total 87 (100%) 75 (100%)

chi-square = 0.39 (1DF) p = 0.53




Table 11.9 Cross-tabulation by experimental and control group of number of contacts (none
versus one or more) with domiciliary speech therapists for sample 1 (n= 162)

Contacts Experimental group Control group
None 81 (93%) 72 (96%)

One or more 6 (7%) 3 (4%)

Total 87 (100%) 75 (100%)

chi-square = 0.64 (1DF) Fisher’s exact p = 0.33
50% of cells with expected frequency < 5.

Table 11.10 Cross-tabulation by experimental and control group of number of contacts (none
versus one or more) with GPs in the surgery for sample 1 (n= 161)

Contacts Experimental group Control group
None 52 (60%) 47 (63.5%)
One or more 35 (40%) 27 (36.5%)
Total 87 (100%) 74 (100%)

chi-square = 0.24 (1DF) p = 0.63

Table 11.11 Cross-tabulation by experimental and control group of number of contacts (none
versus one or more) with GPs at home for sample 1 (n= 161)

Contacts Experimental group Control group
None 15 (17%) 12 (16%)

One or more 72 (83%) 62 (84%)
Total 87 (100%) 74 (100%)

chi-square = 0.03 (1DF) p = 0.86

Table 11.12 Cross-tabulation by experimental and control group of number of contacts (none
versus one or more) with day hospitals for sample 1 (n= 162)

Contacts Experimental group Control group
None 83 (95%) 70 (93%)

One or more 4 (5%) 5 (7%)

Total 0O 75 (100%)

chi-square = 0.33 (1DF) Fisher’s exact p = 0.41
50% of cells with expected frequency < 5.




APPENDIX 12

CROSS-TABULATIONS OF

NONE VERSUS ONE OR MORE CONTACTS

FOR CUMULATED

HEALTH AND SOCIAL SERVICE CONTACTS



Table 12.1 Cross-tabulation by experimental and control group of number of contacts (none
versus one or more) with all health workers for sample 1 (n= 161)

Contacts Experimental group Control group
None 1(1%) 1(1%)

One or more 86 (99%) 73 (99%)
Total 87 (100%) 74 (100%)
chi-square = 0.01(1DF) Fisher’s exact p = 0.71

50% of cells with expected frequency < 5.

Table 12.2 Cross-tabulation by experimental and control group of number of contacts (none
versus one or more) with all social services workers for sample 1 (n= 162)

Contacts Experimental group Control group
None 61 (70%) 55 (73%)

One or more 26 (30%) 20 (27%)
Total 87 (100%) 75 (100%)

chi-square = 0.21(1DF) p = 0.65

Table 12.3 Cross-tabulation by experimental and control group of number of contacts (none
versus one or more) with all health and social services workers for sample 1 (n=161)

Contacts Experimental group Control group
None 1 (1%) 1 (1%)

One or more 86 (99%) 73 (99%)
Total 87 (100%) 74 (100%)

chi-square = 0.01(1DF) Fisher’s

exactp=10.71

50% of cells with expected frequency < 5.
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Introduction compete in order to obtain contracts. It is not surprising

The need for good quality evaluation of health services
has never been more apparent (Culyer 1994) and pur-
chasers are increasingly funding evaluation research.
However, it is easy to underestimate the extent to which
organizational and cultural barriers limit the effective-
ness of research based evaluation, particularly in areas
where the standard model of clinical trials of precisely
defined interventions cannot be applied. This paper will
examine the role of evaluation research in the develop-
ment of evidence based community health care practice,
taking into account the organizational context in which
community health care evaluations take place.

The NHS and Community Care Act (Department of
Health 1990) attempted to create a ‘market’ for health
and social care services and separated purchasers from
providers of such care. Purchasers are expected to
ensure value for money, and providers are expected to
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Domiciliary Physiotherapy Service, Newcastle upon Tyne City
Health Trust.

© 1997 Blackwell Science Ltd

that tensions have arisen in the purchaser/ provider rela-
tionship, with purchasers appearing happier with the
contracting process than providers (Appleby et al. 1994).

The randomized controlled trial (RCT) provides a
means of evaluating specific medical interventions, and
there have been calls for more RCTs (Pollock et al. 1993).
However, late twentieth century western health sys-
tems have to deal mainly with problems that are long-
term, involve conditions that cannot be cured, and
require multidisciplinary interventions. Such problems
have been described as ‘wicked’, a term first coined by
Rittel & Weber (1974) and applied to health by Kingsley
& Douglas (1991). Those who try to manage wicked
problems have to confront moral dilemmas and to bal-
ance, for example, dependency against risk for vulnera-
ble people, or the needs of people with health problems
against those of their carers. It is not possible to define
clear, consensual outcomes for the treatment of wicked
problems. Pope & Mays (1993) have debated the relative
merits of obtaining information about outcome and out-
put of services through RCTs as against using ethno-
graphic, observational methods to learn about processes
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of service delivery. They make the point, which we will
return to later, that methodological pluralism is
required in health services research. User perspectives
can provide an important component of community
service evaluation, particularly where desirable out-
comes cannot be defined easily (Heyman 1995) or when
holistic or complementary therapies do not conform to
the constraints of the RCT (Knipschild 1993).

Organizational procedures for implementing medi-
cally managed RCTs for specific interventions, e.g.
drug trials, are well-established in the National Health
Service. Randomized controlled trials are widely
regarded as the gold standard in medical research and
are argued to be the best way to gather evidence to
underpin rehabilitation practice (Pollock et al. 1993,
Wade 1995). However, the RCT does have limitations.
The only real conclusion it is possible to make when
rejecting the null hypothesis in a clinical trial is that the
interventions being compared differ on the chosen
outcome. Even theories which have been tested and
verified several times can only be termed corrobo-
rated, not true in the absolute sense (Senn 1991} if one
adopts a Popperian position. Neither random assign-
ment nor controls are a panacea for all threats to relia-
bility and validity (Cook & Campbell 1979, Senn 1991).
Assumptions about the objectivity of RCTs are made
by many researchers, who fail to acknowledge that
even with rigorous procedures, there will often be
interactions between treatment and patient variables.
Patients are unique individuals, who respond to treat-
ment in different ways (Knipschild 1993) and may well
have preferences about how they should be treated
(Brewin & Bradley 1989), which will influence their
motivation and perhaps make them behave atypically.
Validity is thus threatened when trials of participative
treatments are interpreted as though they were drug
trials, without considering the effects of psychological
or social processes.

It can be much harder to evaluate services if the eval-
uation is not medicallv managed, and involves non-
specific, multidisciplinary interventions, as illustrated
by the two case studies outlined below. We discuss,
firstly, a large scale RCT of domiciliary physioctherapy,
and, secondly, a small scale evaluation of a support
scheme for carers of terminally ill patients. The discus-
sions will concentrate on organizational, ethical and
cultural problems encountered while carrying out the
research, rather than on the research results.

Evaluation of a new domiciliary physiotherapy
service

An RCT of community-based domiciliary physiother-
apy was undertaken in Newcastle upon Tyne between

1989 and 1992, supported by a £300 000 grant from the
Sainsbury Family Trust Fund. Our discussion of the
processes involved in the triai will focus on the follow-
ing points. Firstly, problems can arise when control of
research is shared between medical and non-medical
professionals. Secondly, there are contradictions
between the evaluation of services and their provision
in conditions of scarcity. Thirdly, problems with sam-
ple recruitment and attrition can weaken the interpre-
tation of results derived from RCTs, particularly where
the interventions are complex, variabie, long-term and
social in nature. Fourthly, there are issues concerning
the generalizability of demonstration projects, and the
take-up of inconclusive findings of trials of complex
interventions by purchasers.

The methodology of the RCT, in briet, was as fol-
lows. Two randomly allocated groups of clients were
compared. One group received a new domiciliary
physiotherapy service (experimental group), and the
other received the best existing usual care (control
group). The trial was set in the community, and criteria
for referral were that the client had difficulty travelling
to hospital, or had problems linked to the home envi-
ronment, or that the carer required support. The RCT
design was chosen because of its status as the gold
standard in medical research, and as the design most
likely to yield valid and reliable results. A pragmatic
model (Schwartz ef al. 1980) was adopted, with inter-
ventions optimized to meet the needs of individuals.
Outcome measures included the Barthel Index (Collin
et al. 1988) as a measure of functional ability, the
Nottingham Health Profile (Hunt et al. 1986) as a mea-
sure of health status and clients’ use of other services.
The evaluation (which pre-dated the 1990 NHS
reforms) was planned and implemented by the phys-
iotherapy service, in order to meet the demands of the
District Health Authority for valid data on service
effectiveness.

It was intended to recruit a large sample (800 sub-
jects) from all general practitioners (GPs) within the
Health Authority boundary, in order to increase the
power of statistical tests and maximize external valid-
itv (Altman 1991). From referral rates in an earlier pilot
study it was estimated that recruitment would take
approximately 6 months. At an early stage in the
development of the trial methodology, it was pro-
posed that some GP practices (chosen at random)
would have access to the experimental service and oth-
ers would not. This was, however, rejected bv the
Local Medical Committee (LMC), in favour of random-
izing individual clients. The LMC thought it would be
unfair to GPs who did not have access to domiciliary
physiotherapy and who would therefore have to
recruit clients solely for control purposes. Initially, it
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was proposed that clients should be allocated to an
intervention using the randomized consent design
: Zelen 1979), where clients are not required to consent
to participation in the trial, provided their treatment is
2= it would be under normal circumstances. Suitabie
~:ibjects would be randomized into either the experi-
mental or control group, and then the GP would seek
only the consent of those receiving the new or experi-
mental service. A fieldworker would then seek consent
from both groups for data collection and interviews.
The randomized consent design was rejected by the
local medical ethics committee, which insisted that
GPs should both recruit patients and seek their
informed consent prior to randomization. Although
many referrals in the pilot study had come from other
primary health care team members, e.g. district nurses,
the ethics committee would not allow anyone other
than the GP to recruit subjects for the trial. GPs were
given specific guidelines on patients suitable for the
trial, but only recruited 245 subjects over a 12-month
period (31% of the total required, in double the esti-
mated time).

The reasons for the poor recruitment rate were var-
ied. Some GPs claimed that the withholding of domi-
ciliary physiotherapy from the control group would
deprive patients of clinical benefit. However, there had
never been a domiciliary physiotherapy service in
Newecastle, and claims about the value of such a ser-
vice were based on anecdotes, speculation, and prece-
dents derived from other health districts, where ser-
vices were being developed without evaluation. Other
GPs objected to the RCT on the grounds that, as doc-
tors, they should be able to freelv access any service
they felt would benefit their patients. It is possible that
GPs felt unwilling to admit to patients that thev were
unsure of the best treatment (Taylor et al. 1984).

The problems discussed above are not unique to
this trial of domiciliary physiotherapy. A paper pub-
lished in the British Medical Journal (Tognoni et al. 1991)
described the difficulties experienced by a group of
Italian researchers attempting to conduct an RCT of
the treatment of hypertension in general practice. They
found a large discrepancy between the number of doc-
tors who agreed to participate and the number who
started recruiting, leading them to question the atti-
tude of Italian GPs towards controlled research.
Following the publication of the Tognoni paper, two
letters were published in the British Medical Journal
reporting similar experiences. Peto & Coulter (1991)
wrote to the editor about their study of outcomes of
treatment for menorrhagia in Oxford, in which they
had to extend their recruitment phase because of lower
then anticipated recruitment of patients by GPs. Two
months later, Jonker & Sumajow (1992) reported on

their surveillance study of reflux oesophagitis in The
Netherlands, in which, after a vear, manv GPs who
had promised to cooperate had referred no patients.
Greenberg (1991; congratulated Tognoni et al. for rais-
ing awareness of a problem that is usualiv glossed over
in reports of trials in general practice.

Reasons for GPs’ reluctance to enter patients into
trials are discussed by Tavlor (1992). She surveved
general physicians involved in a multicentred clinical
trial in the USA and Canada and found that poor
recruitment of patients was linked more to the social
process of the RCT than to any inherent resistance or
reluctance to support research. Although general
phvsicians publicly argued that experiments were eth-
ically wrong, or that trials were too time consuming,
Tavlor found that there were conflicting professional
roles. American and Canadian general physicians (and
presumably British GPs) normally get their rewards
and social status from their individual doctor-patient
relationship. They are supposed to reduce uncertainty
for the patient, apply their knowledge, skills and expe-
rience to individual patient problems and then receive
personal appreciation from patients and families when
there is a successful outcome. Physicians surveyed in
this RCT of treatment of eve cancer felt uncomfortable
about random allocation taking over their decision
making role, and they disliked admitting to patients
that they didn’t know which was the best treatment for
them. They were uncertain about whether they could
remain motivated to carrv out administrative tasks
when research was not perceived as high status work
in general practice. Many physicians were also wor-
ried about shifting their allegiance from the present
patient to future patients who would stand to benefit
from the results of the RCT. The GPs involved in the
trial of domiciliary physiotherapy must also have
faced the dilemma of conflicting professional roles.
However, because patients in the trial would be likely
to benefit from the future service if the RCT were suc-
cessful, the issue of asking patients to participate in a
trial which would not benefit them directly did not
really arise.

In the trial of domiciliary physiotherapy, the mecha-
nisms for obtaining informed consent also caused prob-
lems. When research fieldworkers visited patients who
had been recruited to the trial, it became apparent that,
despite agreed protocols, many different explanations
had been given by individual GPs. Some control group
patients had false expectations that thev would receive
domiciliary physiotherapv. Although it is possible that
GPs were deliberately sabotaging the trial, it is more
likely that, because of their lack of research training,
they were unaware of the implications of deviations
from the research protocol (Jonker & Sumajow 1992).

© 1997 Blackwell Science Ltd, Heaith and Social Care in the Community 5(4), 255-260 257



P. Dawson and B. Heyman

Using research fieldworkers to obtain consent may well
have prevented the problems caused by GPs failing to
follow the agreed protocol. Subsequent patient dissatis-
faction may have had some effect on sample attrition,
which although higher in the control group (38%) than
in the experimental group (29%), was not significantly
different (chi-square = 2.34, P = 0.13). Although
patients who refused to be interviewed formed only a
small proportion of total dropouts, the difference
between the two groups in refusal rates was highly
significant. In the experimental group there were two
refusals (2% of total patients recruited) compared with
13 refusals (11% of total patients recruited) in the
control group (chi-square = 8.95, P = 0.003). In both the
experimental and control groups, dropouts from the
trial scored significantly worse on the Barthel Index
and the social isolation item of the Nottingham Health
Profile, suggesting that those subjects who had the
most potential for measurable improvement on the
scales were lost from the trial, thus affecting the inter-
pretation of the results.

Some GPs were blatantly honest at the outset, say-
ing that thev supported the trial in principle, but were
unlikely to recruit subjects due to the extra work
involved in obtaining consent and collecting data.
Extra workload is a predictable disincentive to GP
involvement in trials (MacIntyre 1991). A financial
incentive such as that given in many drug trials can
compensate for extra workload (Waldron & Cookson
1993), but there is no evidence that paving GPs would
have improved recruitment to the trial.

The findings of the domiciliary physiotherapy trial
were inconclusive, showing no significant differences
between the experimental and control groups.
Exploratory analysis with sub-groups has suggested,
however, that those clients who had received either
day hospital or respite care used significantly less of
these services if they were in the experimental group
(Dawson 1995).

The failure to reject the null hypothesis may have
been due to the smaller than intended overall sample
size, the masking of real effects by differential sample
attrition, or lack of sensitivity of the outcome mea-
sures. Despite these non-significant results, the study
still had a marked impact on policy. The strength of
feeling among GPs who didn’t want their patients to
be randomized into the control group indicated that
physiotherapy was seen as having a necessary and
positive role in the community. Since there was no evi-
dence that experimental patients were in any way dis-
advantaged, a decision was made to continue the
domiciliary physiotherapy service, despite the incon-
clusive evaluation findings. It was soon confirmed that
many GPs had withheld potential referrals to the trial,

as their referral rates to the continued service immedi-
ately doubled (Dawson 1993). The domiciliary physio-
therapy service has now regained its freedom to
receive referrals from other health and social services
colleagues.

The results of the trial may now be included in a
national meta-analysis, to enhance the likelihood of
discovering reliable trends across multiple research
projects.

Evaluation of a new carer support scheme

This pilot scheme provided intensive support for car-
ers of patients who were not suffering from cancer and
were expected to live for less than a year. A district
health commission had initially funded the scheme for
one vear (1994/95) and required the evaluation in
order to decide whether to provide further funding.

Our discussion of the processes involved in the
evaluation will focus on the issues which can arise
when evaluation is tied to the one year purchasing
cvcle of health commissions, and the problems of eval-
uating innovative schemes targeted at vulnerable
client groups.

As time and the research budget (£1000) were lim-
ited, the main evaluation tool used was a question-
naire given to caring relatives, to assess their percep-
tions of their support needs and the extent to which
these were met by existing services.

An RCT was ruled out because there were strong
ethical objections, from the voluntary agency funding
the scheme, to subjecting carers of a dying relative to
randomization. Additionally, there were problems in
recruiting carers for what was a new service. Therefore
a supply of ‘subjects’ for randomization was not avail-
able. Instead, an attempt was made to recruit a com-
parison group of carers who were receiving conven-
tional support, e.g. district nursing and social work,
from a neighbouring area. It was intended to recruit 30
carers into each group in order to permit statistical
comparisons.

The local medical ethics committee in the trial dis-
trict approved the proposal, but there was a 4-month
delav in obtaining approval in the comparison district,
and it was not possible to obtain data from this district
before the funding deadline.

In the study period (May-November), only eight
carers used the scheme, far fewer than had been antici-
pated. Recruitment was slow, firstly, because of the
time required to publicize the scheme: secondly,
because carers tended to stay with the scheme for sev-
eral months, tying up its limited resources; and
thirdly, because of the need for formal identification
that someone was near to death. Some GPs refused to
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enter carers into the scheme as they felt there were eth-
ical problems in divulging a terminal diagnosis. Other
professionals were also put off by having to certify that
the relative being cared for had less than 1 year to live.

By insisting that the agency accepted only those who
were terminally ill, the commission was attempting to
ensure that thev only funded "health’ and not ‘social’
care. However arbitrary this distinction may some-
times be, it is a fact of current organizational life in
health and social services that one type of organization
will be reluctant to fund a service which may overlap
with the remit of the other. The action research format
of the evaluation, which involved regular meetings
between the researcher, the agency and the commis-
sioning manager, made it fairly easy to renegotiate the
terms of entrv to the scheme when problems arose.
Eventually the requirement, to certitv that the relative
being cared for had less than 1 year to live, was relaxed.

Of the eight carers who received intensive support,
five returned questionnaires. These carers were very
positive and rated the scheme more favourably than
conventional services. However, with such small num-
bers, and in the absence of a comparison group, no statis-
tical conclusions could be drawn. The evaluation of the
scheme could only recommend that it should continue
for another year for further data collection. This recom-
mendation was accepted by the health commission.

A number of lessons can be drawn from this case
study. Firstly, it is difficult to undertake RCTs with
small-scale, innovative health care interventions, par-
ticularly in sensitive areas. Secondly, short-term fund-
ing cycles are incompatible with the time-scales
required for ethical approval and data collection.
Thirdly, the incidental ‘action research’ element of eval-
uations (in this case modifying the terms of reference of
the carer scheme in order to improve recruitment) may
be as useful as formal data collection and analysis.

Conclusions

The two case studies are at opposite ends of the spec-
trum, in terms of scale and methodology. However,
both were problematic because of tensions between the
requirements of ethical committees, health authorities,
medical practitioners, clients and researchers. There is a
long standing cultural divide between researchers,
practitioners and managers (Roland 1995) and the diffi-
culties illustrated by the case studies are, in our experi-
ence, endemic to non-medical health service evaluation.
Systematic, replicable evaluations of complex interven-
tions require the cooperation of a number of parties
with different agendas, and may be more difficult to
achieve than has been suggested by recent policy papers
(Culyer 1994). What may be methodologically desirable

and ethically acceptable may not be politicallv possible
because ethical committees or gatekeeper organizations
do not allow it. Organizational barriers need to be
addressed, particularly with respect to ethics commit-
tees. Problems with multicentre ethical approval are
widespread in the UK (Garfield 1995, Middle et al. 1995,
While 1995). A recent paper by Alberti (1995) calling for
nationally coordinated ethics committees with common
application forms is to be welcomed, and may pave the
way for essential multicentre research. In order to foster
community services evaluation, multicentre research is
needed to provide controls for local initiatives. We
would also recommend that researchers in primary
health care consider using tieldworkers or other profes-
sionals, as well as GPs, to recruit patients to trials.

Where appropriate, client perspectives can be used
to inform and sharpen an RCT design. Thev may also be
used as meaningful outcomes in their own right. The
client’s own perspective may be the most valid source of
information on service value, particularly when desired
outcomes are variable and difficult to define. In the
community context, where the focus of modern care is
at the level of the individual, the process as well as the
outcome of services are equally important. A more
participative approach to research can have advantages
in terms of learning quickly, from experience, about the
process of service implementation.

Single experiments that yield non-significant
results should not necessarily be ignored. Decisions
often have to be based on imperfect knowledge, espe-
cially in applied research. It must be remembered that
both experimental and non-experimental research,
using either quantitative or qualitative data, can be
flawed. No one method is inherently better than the
other. All that can be said is that one may be more
suited to a particular research problem. It is our view
that a broad pragmatic approach to methodology is
required if research is to be relevant to holistic commu-
nitv- based practice.
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