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* INTRODUCTION -

Stroke is one of the commonest causes of severe disablement' and
the costs to patients, their families, and society must be huge, but
have not been quantified.” Physiotherapists have been involved for
decades in the treatment and management of stroke patients, and
consider it a specialist area of practice.

Evaluation of physiotherapy for people with stroke is complex: not
only are symptoms diverse but some natural resolution is expected
in the early weeks. Therefore any effect claimed for physiotherapy,
or indeed any aspect of rehabilitation, must be shown to be over and
above this natural recovery. In addition, physiotherapy approaches
to the treatment and management of people with neurological
conditions have been developed empirically, and are based on
assumptions about motor control and neurophysiological
mechanisms rather than on scientific evidence of efficacy.’

Studies which have attempted to evaluate packages of
rehabilitation,*® of which physiotherapy was a part, have not
provided clear and unequivocal evidence of effectiveness, or indeed
the lack of it. Critical reviews of these and other studies of
rehabilitation for people with stroke®”**'* have identified
considerable methodological problems. Sample sizes were often
small, little information was provided about the physiotherapy given
or the characteristics of those who gave it; perhaps most important
of all, the outcome measures used were not directly related to the
aims of physiotherapy and were therefore inappropriate to evaluate
its effects.

Though the evidence is not clear-cut, the general conclusion is that
stroke patients do derive benefit from rehabilitation with
physiotherapy, but details of optimal physiotherapy are lacking.
Despite the limitations of these studies, Ashburn," on the basis of
evidence accumulated so far, suggests that ‘stroke rehabilitation has
value for selected groups of patients, early active intervention
encourages functional independence and mobility, and more intense

1=
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rehabilitation for physically resilient patients achieves better results
than less intensive treatment’. However, the lack of clarity in the
situation is evident in the conclusion of the Bulletin on Stroke
Rehabilitation in the series on Effective Health Care'> which stated
there was ‘a lack of good evidence on which to base clear
purchasing decisions’.

There are a number of reasons why it is now imperative to evaluate
the outcome of physiotherapy practice for this patient group. First
and foremost, unless clear information is available about the likely
results of different interventions, patients will not receive optimum
treatment. Second, practice based solely on clinical experience is no
longer acceptable; decisions about selection of patients for
treatment, its type and duration should be based on clear evidence
of effectiveness. Third, given the current financial stringency in the
health service, and the number of people with stroke, managers are
reluctant to purchase services without clear evidence of what they
can achieve. This may well mean that patients with stroke are
deprived of services they need to enable them to achieve their
potential.

The concept of outcome can be considered in different ways: one is
to consider the extent to which stated aims of treatment are actually
achieved, another is to consider what adverse events occur if the
treatment is not given. Much of the research into physiotherapy for
stroke has not been undertaken by physiotherapists and this may be
why the measures used have not been appropriate. What is needed
therefore is for physiotherapists to come to a professional consensus
about appropriate and expected outcomes of physiotherapy
treatment.

To this end, physiotherapists experienced in the treatment of
neurological conditions were asked to come together to try to reach
agreement on appropriate outcomes of physiotherapy for people
with stroke. Alongside this work, it was considered essential to
incorporate the opinions of the people who were disabled by stroke
and those who cared for them. Focus groups were held to explore
their views and material from them is included in Part 2.

s s
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This report represents the first stage in work seeking to evaluate the
contribution of physiotherapy to reducing physical disability in
people with stroke. The report is being circulated for comment.

The task of the second stage is to examine the identified outcomes,
together with the feedback from different sources, and to consider
their measurement. This stage will include scrutiny of tools of
measurement currently in use, to decide on their validity in relation
to the outcomes identified in the workshop and to investigate the
extent to which items could be derived from the workshop material
and scored as pass/fail. This type of scoring provides binary
outcome variables which can be seen as insensitive to small changes,
but if items are carefully selected and criteria for passing or failing
are clearly defined, they can provide discrete information about
levels of ability or disability; they also provide data which are
amenable to different forms of analysis.

The third stage will be a multicentre clinical trial which should
provide clear evidence about the effectiveness of physiotherapy for
people with stroke. A multidisciplinary committee has been set up
and a protocol is being prepared for submission for funding.

1wl
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PART 1

« CONSENSUS WORKSHOP -

[ PRELIMINARY WORK

The first task was to select a core group of workshop facilitators.
Five senior physiotherapists, who, between them, had a record of
clinical work with people with stroke, and also some experience of
research into the treatment and management of neurological
conditions, were invited to take part.

To select topics for the workshop, a brainstorming exercise was
used to find items considered as outcomes of physiotherapy for
people with stroke. In all, 93 items were produced. They covered a
wide range from the physical — mobility, balance, posture and
contractures — to the more psychological — satisfaction, mood and

quality of life.

Categorisation of these items provided six broad groupings. The
first four were related directly to gross body movement:

* Inlying towards sitting

* Insitting towards standing

* Instanding towards walking
*  Walking and onwards.

These categories illustrate the dynamic nature of physiotherapy. It is
never static, and always works towards functional goals. They cover
the direct focus of most physiotherapy and follow the sequence of
recovery of gross body movements from lying through sitting and
standing to walking which have been demonstrated in over 700
patients with stroke."" The physical disability caused by stroke
shows great variation, and may range from a transient one-sided
weakness which resolves within a few days to profound paralysis.

&1
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Physiotherapy may involve treating patients of any level of disability.
The last two groups might be seen as less obviously related to
physiotherapy but nonetheless were considered important in terms
of outcomes:

*  Mood, quality of life and satisfaction with physiotherapy
*  Avoidable complications.

It was agreed that satisfaction with treatment should be included
because patients’ opinions are important. However, it was felt that
simple rating scales of satisfaction commonly used would be
unlikely to provide useful information. Domains of importance to
patients receiving physiotherapy must be identified so that questions
can be targeted appropriately. Mood and quality of life are also
concepts frequently used in evaluating treatment for conditions
involving long-term disability.

The sixth group, avoidable complications, included unfortunate
events which might occur if treatment was not given or was
inadequate or inappropriate. It was agreed that these six categories
would be used as group topics for the consensus workshop.

Recruitment

Experienced physiotherapists who had specialised in the treatment
of neurological patients were recruited for the workshop. Those
invited to take part were selected on the basis of their specialisation
in neurological conditions, and to represent a wide geographical
spread throughout Britain. To enable effective working of the
groups, the size of each was limited to six. The response to
invitations was extremely enthusiastic and requests to join the
workshop well exceeded the 36 places available.

[ GROUPWORK

Each person was assigned to one of the six groups. Each of Groups
1 to 4 were asked to consider the following questions:

@l
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«  What do we hope to change with physiotherapy?

«  What are we looking for in terms of motor performance that
could be expected to result from, or be assisted by,
physiotherapy?

Measurement of outcome is clearly a central issue, but it was
excluded from this workshop to allow participants to concentrate
on outcome without being distracted by considerations of
measurement. Measurement will be the focus of the second stage of
this work.

With an intact neurological system, movement is fluid and largely
automatic; it is also smoothly co-ordinated and requires minimum
effort. When this is lost through a stroke, physiotherapists work
with the patients to give them the ability to move from and to
different positions and to achieve postures for function in the most
easy and energy-efficient way.

All the groups agreed that there would be constraints to achieving
aims of physiotherapy treatment which would have to be
monitored, if outcomes of physiotherapy were to be assessed. They
included cognitive and perceptual impairment and psychological
state, which were seen as influencing the ability to respond to
treatment and to re-learn skills. Shoulder pain, and pain of thalamic
origin, pre-existing medical conditions and joint pathologies were
all seen as likely to affect performance and exercise tolerance, and
possibly, therefore, outcomes.

1\
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GROUP 1: IN LYING TOWARDS SITTING

: iscussion was mamly
stroke stages

nove the bottom half of:
one side of the body in

the pelvis during:movement: -

11
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In sitting towards standing = Position of feet and-arms

Relanonshfp of knee:

pelvis and.ilmbs :
‘b, Freedom to mo"e?fbody’parts,

Head, trunk and limbs: away from-and back to mid-ir

(¢} Reduction of*unwénted:ac’fti'\flity#» i

Overactivity of non-stroke side - s
Associated reactions, when one part of the body moves
others also move involuritarily: -
Asymmetry in posture.

{d) Independence

In sitting and dufing sitting to scandtng Abmty to

(e) Achievement of sitting .
situations and environment

P
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| GROUP 3: IN STANDING TOWARDS WALKING

A key'componenr-for this group, was defined as
tain: upright posture independently and transfer
2g.to the other to achleve a functronal goal For

3 Motor Cémpneh‘ts;g; S

s motor:function was considered to be
omponents for successful attainment of

. The mtegratron of sensi

‘he fo ecific fa"‘tors were- agreed to be those that
ph k_ft‘herapy could ‘ ’ence and therefore appropriate
“putcomes: : o

" Mobility-of the foot and great toe, and the ability to respond to
~...changesin the supporting surface .

—
—
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Extensor/abductor actlvny of thie hips v ,
into flexion while malntammg ahgnment:of-the anteno
iliac spines: - s b o

~~~Symmetncal ahgnment of the scapuiae and of thes pll
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GROUP 4: WALKING AND ONWARDS

The group first recognised the substantial volume of work that has
‘been: undertaken on analysis of gait tsing sophisticated:equipment.
Then by brainstorming and consideration of the two questions,
they identified the following areas as important.

'ugh components of walkmg were identified, it was
cons del d xmportant that they were assessed within the context of

55:[n lscfatlon

but feel that 'thelr vvalkmg is adequate for their needs and-do not
wish to work for further improvement in quality.

2 Function - - = oo

There can: be a problem in deﬁnm‘ ""h_at ‘walking’ comprises, as it

Consmienng common problems and goals of treatment enabled the
group to move forward to ldennfy agreed ‘outcomes. The group
' ,cuded that often the:main aim of treatment initially was achieving
ance phase and identified the following.
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{a) Head in mid-line and free to move:.

{b) Shouilder girdles levet and free to move..

3

) Arms relaxed and free for fuznctifofh‘

Stabmty

{g) In stance phase, the hip moves from ﬂexion to ex
absence of Trendelenburg sign. S

(n) Trunk interplay — there are sr

trunk to allow effective weight ,ransference _

Pt

{i). - Prior to-toe off there is a release into knee flexi
remains in a degree of extension.

{j}- From early to late swing phase the follc vin
components can be observed:” ,

= Velocity:

= Step length T ;

Cadence.
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"Pragressibriﬁ*of furiction to include:

: Sta:rs/siopes/varlabie surfaces
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GROUP 5: SATISFACTION WITH PHYSIOTHERAPY |

The group ‘agreed to use the following:d _
‘satisfaction’: ‘satisfaction is a measure of the extent to w,
individual feéels his er Her neéds or aspirations fuli
Discussion about satisfaction centred on the opinions of the p t[en
and their carers, and covered the following six areas,. the fil
which had been identified in the focus groups..

1 The timing of the physi'othera‘p’y;éinterv_entidﬁ'Sf" s

Both the start time of treatment and its.ending gave nse to co“cem
Treatment could start:too early, or'be delayed too long.. Its en
was seen as a major problem, often occurring long be ore pattk
felt ready to manage on their own. Some form of cor  ace
was very much appreciated.: and felt to be import
deterioration over time. Therapists agreed that
the health service meant there was great variability ;the avaflabl ity
of early treatment, and that patients and theraptsts often dtd not
agree on the discharge date. S e

2 Intensity of treatment .

Overall, patients often felt they were not getti ng en. ,
physiotherapists time. This:could be requent
or sessions in which: panents felt that they had very httle'
from the therapist. i

to do so in a.specialised  rehabilitation ur
be the case.

3 Communication
There were two dimensions within.thiszcateg‘éc;_” :
= Listening = therapists having the time and skill to listen to

patients” concerns and worries, Therapists felt they did
listen, but it could be a problem if time was limited.
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. :;vwere not given. conﬂlctmg advice;

caused ‘distress and. frustration. Participants
formation was. desirable, but often this did
t rehabilitation units.

' nter_es-tm:neuro!og;cat-gondmons. i
Abinftyztcsizunderstamad.xea:;cfh';p‘a;;ient:zas an individual.

; Therap’ LS agreedﬁ wa 'ssentnal for those treating stroke patients
to be skilled and e Henenced and have an interest in neurology.

6 The treatment
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MOOD

Two possible sources of influence on mood were agreed:

I How mood affects physiotherapy - this was. thought to be a_n .
aspect which it was essential to. consider: . e e
2 How physiotherapy affects mood =:this would be less: easy ?to-‘.
disentangle, but it was agreed that'a secondary: effec
physiotherapy could be elevatlon of mood with: reduck‘ n
tension and anxiety. S

The group agreed that many patients would have react
depression” and this should be monitored during physvothe
it might-affect performance. If patients had a: depressnve A
psychtamc morbldlty the_y should not be lnciuded in clinic

desirable by most but essentiaf by some partly“" S
mood states such as anxiety and tension ;
physiotherapy.

QUALITY OF LIFE '

It was accepted that the concept of quality of fife represe

it would be at a tertiary fevel: if treatment was
primary level, for example enabling an immobile |
independently, this should mean less depende 1
some people this could result in a perception of an i
of hfe Also, 1n the early post-stroke stages hav' (

be difficult to. demonstrate these hnks dlrectly as there would be
many other-factors influencing anyones life,
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-' The . was agreement that at a tertiary level physiotherapy may
 affect quality
‘examples were identified:

both the short and the longer term; and two

, rating recovery from disability and -
ating the process of acceptance of the condition. -
] onflict between goals of patients

-
\o
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GROUP 6: AVOIDABLE COMPLICATIONS

terms of thelr relevance to physuod?ierapy The three pnormes Wer

1 - Contractures

2 Pressuresores . ..o

3 Painful:shoulder on the,affected sigje,

The aims. of physrotherapy in. relatlon to each cemphc‘
similar: : s ozt
= To prevent the complication from occurring..

» Toreduce or control.the complicatio

» - To carrect complications which ‘have &

secondary and tertlary prevermon

Priority-1 = Contractures which encampass two main ‘
physical phenomena, tissue tightness ‘and tissue
shortening . :

The two main causes of contracture were seen tob AR

« Immobility leading:to joint stiﬁn’essf.::’gg :

= Abnormalimuscle tone leadmg o soft tnssu, Liff

patterns’ of movement and: fUHCtIOﬂ It was
employing compensatory- technigues;: such as overus
unaffected side, wourd encourage’vthe develop _en
contractures. i ‘

5

)
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ge and soft tissue length.

and carers to ensure the movement of

of fixed pQS‘iﬁQﬂs.

e on any body area.

nt or positioning of the:
-:otherapy_ had a role but
alamic origin.
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3
abnormal tone subluxatlon of the
and spatial neglect, and lack of m@vement

compltcatlons 1f there Was co!iaboratt@
Thefr occurrence; however could not ‘ne

posmon e .
] Hem;anopha LR v
= Severely abnormal tone

s lackof voluntarymove_ment‘_an' poor
Poor motivation and depressed mood.
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[ conclusions ]

The task set for the workshop was challenging. The aim was to
reach a consensus within each group on the given topic. Because of
the limited time available, there was not the opportunity for formal
discussions between the groups, which means that opinions
expressed may not reflect the views of all participants. Some groups
managed to achieve more consensus than others and clearly there is
more work to be done. For this workshop the topic of measurement
was specifically excluded to allow participants to concentrate on the
concept of outcome.

The key outcomes identified by each of the four groups working on
movement show a number of similar themes: this is important as it
shows that each group, though working on different stages of
movement, independently identified similar features. It adds validity
to the claim that a considerable degree of consensus was achieved in
the workshop, and that outcomes relate to the aims of

physiotherapy.

The common themes were: symmetry, selective activity, interaction
with base of support and sequencing of movement. Symmetry was
described as: alignment of body parts (Group 1), symmetry of
weight distribution and mid-line orientation (Group 2), acquisition
of mid-line and symmetrical alignment (Group 3), and head in mid-
line (Group 4).

Selective activity was defined in terms of interplay of movement,
and maintaining stability of one part of the body while others were
free to move. The words used were: an ability to stabilise the pelvis
in order to move the trunk (Group 1), freedom to move body parts
(Group 2), ability to move arms freely for function (Group 3), and
small movements in trunk allowing effective weight transference

(Group 4).

[
w
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In each position, facilitating the ability of the body to respond and
adapt to supporting surfaces was considered an important aim,
Terms used were: contact of body parts with supporting surface
(Group 1), ability to accept body weight (Group 2), ability of foot
and great toe to respond to changes in the supporting surface
(Group 3), and weight bearing on variable surfaces (Group 4).

Finally, sequencing of movements which enable smooth movement
was identified by all groups and described as: moving away from and
towards affected side (Group 1), transference forward and up into
standing (Group 2), extensor/ abductor activity of hips with release
of leg into flexion (Group 3), and the foot moves from planter
flexion at toe off into dorsiflexion at heel strike (Group 4).

The results of the work of the groups on psychological aspects and
avoidable complications stand separate from the four movement
groups. The discussion of satisfaction was based on the patients’ and
carers’ opinions. Therapists recognised timing of treatment and its
intensity, communication, and collaboration between staff as
common problem areas. It was agreed that it would be both
appropriate and possible to monitor services in relation to these
domains. Timing and intensity might reflect difficulties with staffing
levels and local policies; others, such as communication and
collaboration, might depend more on interpersonal skills, but all
were crucial to good practice. The group members readily
recognised that experience and interest in neurological conditions
were central characteristics for their physiotherapist as was the
ability to understand each patient as an individual. These areas
identified by patients and carers, and supported by physiotherapists
provide a basis for examining stroke patients’ satisfaction with their
treatment. In addition, the group also thought it might be useful to
ask patients about different aspects of the treatment itself.

The effect of mood was agreed to be twofold: it might influence
recovery from disability adversely, and negate effects of treatment
or, alternatively, the therapy might have a beneficial effect on the
patients’ mood. For both of these reasons it was considered
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important to monitor mood in studies of physiotherapy for people
with stroke.

Quality of life is closely related to both satisfaction and mood, and
therapists agreed physiotherapy could have dual effects: a positive
effect by accelerating recovery from disability, and a negative effect
if there was conflict between patients’ and therapists’ expectations
and goals.

Contractures, pressure sores, and pain in the affected shoulder were
all seen as secondary disabilities which the patient might acquire,
but which could be avoided by collaboration between all team
members. Physiotherapists do use a number of methods of
treatment specifically directed towards avoiding these disabilities.
However, when they did occur, it did not necessarily mean a failure
of physiotherapy, but could indicate a weakness in any part of the
team.

The extent of the overall agreement both within and between the
groups represents a valid advance in knowledge about outcomes of
physiotherapy, and provides valuable information which helps to
clarify the way forward for work to evaluate the treatment of

physical disability of people with stroke.

Measurement of outcome is clearly the next imperative. Some of
the outcomes identified and agreed relate to specific features of
movement and function which could be assessed directly, but there
were others that would be less easy to assess and some which might
not be able to be assessed objectively. What is important is to
ensure that in future studies of physiotherapy, key outcomes related
to the aims of treatment are included. Some of them have been
identified by this work.
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PART 2

« FOCUS GROUPS

[ BACKGROUND 3

There has been a move in health care towards considering the
opinions of people receiving a service as legitimate information
about the outcome of medical and other health care interventions.
Recent government publications such as the Patient’s Charter'® outline
patients’ rights in terms of delivery of services, and the document
The Health of the Nation" recognises that a key area in the health
service is to enable people with physical disabilities to achieve their
optimal level of function. Objective levels of functioning can be
measured, but in order to investigate the quality of the service to
the individual, in terms of the extent to which their needs are met,
it is necessary to obtain information from those who have actually
received that service.

The purpose of this work was to explore the opinions of people
who had received physiotherapy for a stroke with the aim of
incorporating these views into the workshop. The method used was
focus groups with people who were disabled by a stroke and with
their main carer.

A total of 16 people who had received or were receiving
physiotherapy for physical disabilities following a stroke
participated. There were three men and 13 women, whose stroke
had occurred between two months and three years ago. Their ages
ranged from 29 to 70 years. A further six people, currently caring
for a spouse with stroke were involved. Two of the focus groups
were held with Stroke Association members and one in a hospital
rehabilitation department. Although the groups took place in
southern England, the hospitals in which patients had received
treatment, and on which their opinions were based, were in many
different parts of the country, including the north and north-east of
England and the Midlands.
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The focus of the groups was the opinions of patients and carers
about what they considered desirable and undesirable about
physiotherapy so that key aspects of what they particularly
appreciated and felt to be important were identified, as well as what
had not been available to them.

[ PROCEDURE

The members of the group were seated in a circle. They were
thanked for coming and the purpose of the group was explained to
them. Their permission was sought to tape-record the session. They
were assured of complete confidentiality and reassured that their
names would not be mentioned. All readily agreed to the recording
and many said they were glad to have the opportunity to express
their opinions. Each session lasted about one hour.

Transcripts were made of the recordings and the content was
analysed. The aim of the analysis was to identify themes occurring
in the written material. The search was for themes which occurred
frequently, indicating areas important to patients receiving
physiotherapy and to their carers. Five broad categories were
identified in the transcripts, and endorsed by two independent
scrutineers. The first was to do with timing, when the
physiotherapy started and finished; the second with the amount of
time the physiotherapist spent with the patient; the third with all
aspects of communication; the fourth with collaboration between
members of staff; and the fifth with the characteristics of the
physiotherapists and patients’ interactions with them.

It was clear that for most of these people the stroke had been a
devastating event: ‘Stroke is so many things at once, you’re never
the same again’. This was true for the carers too and one with a
severely disabled husband said: ‘We struggled so much to keep him
alive, sometimes I wonder why now’, and: ‘I wouldn’t wish it on

my worst enemy’.




EVALUATION OF PHYSIOTHERAPY FOR PEOPLE WITH STROKE

Sessions became quite emotional, but at the end participants said it
had been helpful to them to be able to talk. ‘I hope this can help
somebody else later not to feel the frustration, you feel so helpless.’
The participants all said that physiotherapy could and often did play
an important role in recovery from the disability of stroke:
‘Without the intense physio my wife would have been a cabbage’,
‘Without the physiotherapy she wouldn’t have made the progress
she did’, and: “When the physio dropped off I was losing ground,
the ability to walk was lessening, so we employed a mature private
physiotherapist and I started to make progress again’. “The GP isn’t
a lot of help, physiotherapy is a must and you need it.’

[ mvinG )

The timing of the start of physiotherapy was considered important,
some felt it should start as soon as possible: ‘It was dreadful, I had
to wait four weeks for a referral’, ‘Definitely as soon as possible’.
Others felt that there should be a delay in the start of treatment,
until the patients are ‘more themselves’: ‘Not at first, nothing
intensive to start till about two weeks or so’, ‘A fortnight of rest
first’, ‘After about a month when you’re laid out then comes the
intensive time that’s really crucial’. Very strong feelings were
expressed about stopping physiotherapy before patients had
achieved their potential: ‘This two-month limit is absolute
nonsense, everyone is different’, “You need to go on seeing the
physiotherapist because otherwise you go backwards’, and: ‘In the
hospital it’s quick, quick, quick and out you go’. A carer said:
‘After the initial fortnight or so of rest you must be moved around
and do things, if you don’t go through that stage then the later
stages of treatment become less effective’. Examples were given of
what happened when treatment was discontinued: ‘I stopped
treatment and after a few weeks my arm started stiffening up, I
couldn’t straighten it properly’ and: ‘I started to need a stick again
and was not so steady walking’; both of these people said when they
could no longer have NHS physiotherapy, they went to a private
physiotherapist. ‘Physiotherapy is a must and you need it.’
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[/\MOUNT AND TYPE OF PHYSIOTHERAPYj

Both timing and amount of physiotherapy depended to some extent
on the availability of a physiotherapist. Many of the group
participants said there was either no-one in post, or a succession of
therapists who only stayed a short time. It was only in the
specialised rehabilitation units that shortage of staff was not seen as
a problem. The actual amount of time spent with the
physiotherapist was seen as important, as was the one-to-one
relationship. ‘Just gentle physiotherapy at first for two weeks or so’,
but later on: ‘Half an hour a day is really pretty useless’, ‘I used to
go to the gym and do nothing, just sit in a chair’, alternatively: ‘I
had three lots of physio a day, two in the gym and one in the day
room, that was great’. ‘She had intense physio twice a day and this
got her onto her feet. Another said: “They do help in the gym but
once you're back in the ward the support is not there, you are just
left’. When the physiotherapy does not go on long enough: ‘It’s bad
because you rely on memories of what the instructions were, how
they were going to help you, instead of fresh instructions for what
you have become. At the Y unit it’s nine o’clock in the morning till
four in the afternoon, that’s very good’. ‘After about four weeks,
the next couple of months are really critical, and it must be the
right sort of therapy.’

Five of the patients said that they paid to have private physiotherapy
when they were told they could no longer have any more out-
patient National Health physiotherapy and they thought they were
deteriorating, They regained lost functions when they managed to
find a ‘good’ physiotherapist.
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[ COMMUNICATION ]

Under this broad heading the following subdivisions were
considered: listening, giving information, and explanation.

Listening

Listening was considered extremely important. Examples given
were mainly of its absence: ‘Listening is so very important, some
people are better than others’, ‘Listening means investing time in a
person and it’s so important’. ‘“Why isn’t listening taught to people
in their training?” Physiotherapists were not alone in not listening, it
was considered the exception rather than the rule that anyone in
hospital listened. ‘It would be so good if someone had two minutes
to sit down and say “What is troubling you today?” and then listen’.

Iryrormation

In general, people felt they were not given enough information:
‘No, no, definitely not’, ‘There seems to be a secret society, you
mustn’t tell the patient anything’, and: “They should appreciate you
are not just a number, the lump lying in the bed is a person with
worries.” It was considered a good idea to write things down: ‘You
might get confused if they use a word; if it’s written, in a quiet
moment you can look at it and understand better what is needed’.

‘If you've had a stroke they say it is two years and you don’t get any
better, but you do, it may only be a little bit but you are getting
better.” ‘They said to me, “After the first year you won’t make a lot
of improvement” and I've proven them wrong. I couldn’t walk
unaided after the first year, after two years I now can walk, progress
is minuscule... but to me it’s a new triumph every time.
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Exp]anation

Again, the examples here were mainly of poor practice, and there
was general agreement on them by the group members. ‘It seems a
common failing — that with the stress of their job they won’t give
you that little bit of time to explain — and we’ve all been in different
hospitals.” “They don’t explain, do they, you just have to guess what
they are thinking’ ‘It’s very important to explain what and why and
be told what the likely outcome is.’

Many instances were given where information was lacking:
‘Nobody told me I'd had a stroke till I came here [to the
rehabilitation unit]. No-one explains to you, “This is quite normal,
you will get frustrated at times and you will get depressed”’
‘“There’s definitely not enough explanation, when they come along
you need to know why they want you to co-operate, if they don’t
give a reason why should you struggle with the weights ..." “The
physiotherapy was extremely good but there again I do wish they
would say “Today we are going to do this, because it’s going to ... ”
and then explain it, the purpose of it, I'm sure they would get more
co-operation if they did.’” ‘T remember better if [it is] explained to
me — there’s more chance of my following advice if I know why I'm
doing it.” ‘Memory is very short, very poor in the beginning, so you
need lots of repeating, you don’t remember anything from day to
day and they shouldn’t expect it

One man who said he ‘read up about it’ because nobody told him
what was going on, said: “The problem was they didn’t explain —
they couldn’t cope with me because I wanted to know what they
were doing’. Another said the problem is that ‘instructions are not
patient-centred. You need a lot of repetition, you’re not with it at
first, so you need instructions fresh each time, later on as you get
more together you can do more on your own, but not at first’.
‘More should be explained not only to [the patient] but to the
family” One woman said: ‘It’s even more important for the
husband/wife as they have to look after us’. ‘They [medical staff]
have the habit of using abbreviations and letters, which is very

. )
confusing,
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[ coLLABORATION ]

This was mainly about the extent to which all staff were consistent
in what they said and did, the advice they gave, and the extent to
which they understood what each other was doing. ‘Each should
know what the other is doing, nurses should do the same, that’s why
changing staff is awful

Talking of a specialist unit: ‘Everyone there worked together, that’s
the best thing and everyone knew what was going on wherever you
were’. Each person reinforced the work of the others in the
rehabilitation units, a continuous day-long programme of
involvement in activity. “The patient should be part of everything
that’s going on.’

E THE PHYSIOTHERAPIST j

The groups found it easy to identify the therapists they considered
to be good or bad, and there was usually agreement where people
from the same area were seeing the same therapists. It was less easy
to specify the exact qualities. “There are therapists and therapists’.
‘I had one, she seemed to care and spoke to me as if I was a normal
person, the others treated me like an idiot’. Both patients and
relatives felt they could tell very quickly whether or not the
therapist was experienced: ‘Definitely within the first week’, and
they felt it was not necessarily related to age.

Other aspects considered important were that therapists should
‘understand each individual is different’ and ‘know how the patient
thinks and feels and talk to the relatives’. But it was considered very
unhelpful to say: ‘I know how you feel’. ‘How can they possibly
know?’ Therapists who were very positive and enthusiastic were
appreciated, a strong sense of humour was also a great asset. Being
interested in the condition of stroke was important: ‘She said,
“What we're really interested in here is respiratory care”, that’s not

)
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much help’. Treatment goals were ‘something the physio tells you
about, something they decide and then tell you.’

Some group members were reluctant at first to be critical but they
soon lost their inhibitions: ‘I'm not knocking the girl but I could do
better after I was trained at Centre X.” “They weren’t very good, my
wife found it a waste, a dead loss and she refused to go back to her’
‘She really hadn’t any experience at all so I took her to the Y Centre
so that they could show her, but it didn’t really help.” ‘She said, “Are
you feeling well?” in a slightly raised voice like I'm an idiot.” “The
physio said to me, “Well we can’t do any more for you, it’s a year
now and that’s it.” I went home and broke my heart, in fact I was so
ill I had to get the doctor in.” ‘“The physio should treat you as a
person.

Other therapists were highly valued: ‘She was absolutely wonderful,
fantastic, you could see she knew her job, you felt really confident
in her’. ‘T had a very positive young woman, that was great. ‘M is
really great, we all like her. In general it was the therapists in
rehabilitation centres and some private practitioners who were seen
as having the qualities patients and carers valued.

[ recanves

Many of the relatives’ comments came under the previous
categories, but they also talked about their own role. “The X Centre
had me there three times a week watching what they did, but just
what they give you isn’t enough, you need to be able to help
yourself.” ‘However good the carer, however loyal ... it really needs
someone else, someone outside.” ‘All the time I wouldn’t give in, |
mean if we give in they’ve got no chance.’

Some of the carers were more articulate than others and knew how
to obtain information: ‘I certainly didn’t have a problem getting
information’. Others spoke of physiotherapists, ‘Especially the
younger ones, who are prepared to give you prognoses which are

w
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totally wrong and demoralising. For example, you won’t get your
arm back, that’s absolutely disastrous, they don’t know and every
patient is different, I can’t stress this enough.’

Constant comparisons were made between the care in district
general hospitals and specialist rehabilitation units. In the former,
physiotherapy was said to be often unavailable or physiotherapists’
time was severely rationed and the overall level of skill of the
therapists, or indeed their interest in stroke, was limited. Relatives
felt that not only was progress not made in most district hospitals,
but patients often deteriorated while there, only making progress
when they were able to get another period in a rehabilitation unit or
a good private physiotherapist. ‘At the good centres they laugh a lot
and make light of things, that helps a lot.” ‘“They’ve got such
patience, and they encourage you.” ‘In these centres they have a
different dedication, in the other [general hospital] they couldn’t
care less, and you get lots of conflicting advice, you go crazy.’

[ conawsion

The extent of agreement within each group, and the similarity in
the topics raised, suggest that these areas are of great importance to
patients with stroke and to their carers.

Physiotherapists supported the opinions of the patients and their
carers and recognised deficiencies commonly found in the provision
of services for people with stroke. Two key factors identified by
patients and carers, and agreed by therapists, were that the setting
in which the treatment took place, either specialist unit or district
general hospital, affected the availability and quality of treatment,
the former offering the possibility of much better overall care. The
other key factor was seen as the skill and experience of the
therapist. Poor practice in terms of treatment and management,
communication with the patient, liaison with other staff and
relatives was considered to be the result of inexperience often
compounded by shortage of staff. The best option was seen as a
skilled and experienced therapist working in a rehabilitation setting,
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The literature generally supports early intervention as appropriate,
and physiotherapists reported finding that contractures could be
acquired in the early weeks, which complicated and delayed
recovery at a later stage. The opinion expressed by some patients
and carers that intensive rehabilitation should start after four to six
weeks was supported by some therapists who felt that people with a
severe stroke were often more able and cognitively prepared for
active collaboration at this stage.

The very strong feelings expressed about discharge from treatment
were recognised by the therapists. One part of the problem was
seen as some Trusts which favour the use of treatment packages,
where there are set periods of in-patient care for given diagnostic
conditions, with earlier discharge being an indicator of an efficient
service. Another problem was seen as the prominence of the
medical model of ‘cure’ which tends to dominate thinking and
practice in most general hospitals. There can be impatience with
patients who do not make quick progress.

Therapists thought patients’ expectations could often be raised
inappropriately, for example, if the doctor said: “The therapist will
get you better’, without further explanation. Adequate and
appropriate information about what the treatment is likely to
achieve is needed. Explaining that there will periods of progression
and plateaus over time may help. Encouraging the patients to take as
much control as they can over their recovery from disability can be
helpful; patients who believe in their own control over their
recovery are likely to achieve better outcomes,” and to see
withdrawal of professional help as success rather than failure.

Therapists felt that there were some patients with long-term
disabilities who, without some form of continuing access to
professional help, were likely to deteriorate. The comment was
made that patients with other long-term conditions were able to
receive treatment for life with medication, and some form of
continuing therapy support would not only be humanitarian but also
a cheaper option than long-term social support for the increasing
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disablement. Therapists generally felt that patients should not have
to resort to the private sector to get adequate treatment.

Good communication was seen by the therapists as a central part of
establishing a good therapeutic relationship. They also recognised
that patients have a right to information about their condition and
their treatment. Listening was seen as a crucial part of
communication: a reason suggested for it happening so infrequently
was that hospital days are usually structured for staff rather than
patients. It was recognised that relatives needed help and support to
take on and sustain the burden of care.

w
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workshop was held at the King’s Fund
Centre in November 1993 in which physiotherapists
experienced in the treatment of neurological
conditions took part to investigate the effectiveness

of physiotherapy for people disabled by stroke.

This readable and comprehensive report provides
details of the topics discussed, and reviews the key
components related to aims of treatment which
were identified during the workshop. It also contains
appropriate dimensions for patient-centred service
evaluation based on feedback from three focus
groups exploring the opinions of people
with stroke and their carers about the
physiotherapy services they had received.

Both the methods used and the results obtained
in each section will be of value to therapists,
doctors and all health professionals with an
interest in evaluating and improving services

for people with stroke and their carers.
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