












































































































































































































































































































































































































































feet and also increase their control over their affected feet.” (Observation

10/7)

Learners report feeling encouraged and motivated. often due to the belief conductors

show in learners” abilities:

- “I'd say from the different (NHS) groups I've been to they all seem to have
the same problem: motivation ...
Interviewer: Do you feel motivated here (at CE)?

Jason: | certainly do”. (Jason, 57 years old, 1 year post-stroke)

- "The group ethos has developed as one of the main strengths.
Expectations are high, lots of good feedback for progress, however small.”

(Simon, 57 years old, 18 years post-stroke)

- “I've had the best care here (at CE) because everybody is totally
dedicated. Everybody is working to the same. They’re not distracted by an
influx of people off a ward. It is appointments, people come in, they do their
bit, then they go away again. And you get 400 percent attention and | feel
I've had a lot of improvement here and | want it to continue. | feel that here
(at CE) | am doing really well. But | don’t want to just reach, | want to do as
much as | can and if | can do more at the end of this course | am happy to
carry on. Because | feel there is still more | can do”. (Phyllis, 59 years old,

3 years post-stroke)

- “I think when you look at the staff here and the staff at home
(conventional setting), they just teach you the basic, mind you they

probably don’t know any more. But when you come here, as far as they're
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concerned it's always possible, your body can go that bit further.”

(Husband of Laura, 57 years old, 2 years post-stroke)

- “Positive reinforcement takes place all the time. The conductor repeats
she is very proud of the learners. The group encourages each other and

give applause when someone managed to do something they couldn’t do

before.” (Observation 9/7 )

- “lan manages to move his affected toes by himself for the first time. The
whole group rejoices with him and his fiancée. After that he moves his toes

up further with every attempt.” (Observation 14/7 )

Conductors are observed to remind learners that whenever a movement causes them
pain they have to report it so that the movement can be adjusted in accordance with their
abilities to reduce the physical discomfort. Focus is therefore removed from inability to

ability:

- “Learners are encouraged to remember that no movement should be
forced, they shouldn't feel any pain. If they do feel pain then they're given

an alternative movement.” (Observation 8/7)

- “Further stretching, without hurting themselves, is encouraged to

everyone.” (Observation 14/7)

- “The conductor repeats again that if ever a movement hurts they should

stop a bit.” (Observation15/7)



- “The conductor bends Harold's affected wrist for him and asks whether it
hurts. Harold replies that it does hurt but tells the conductor not to worry
about it. Still the conductor releases the pressure on his wrist. This reminds
me of what conductors often say: that if learners feel any pain they should

stop a moment to adjust the movement.”(Observation 17/7)

Learners in CE sessions for stroke often report having been told by professionals in
conventional settings that they had to accept their disabilities, since it was unlikely they
would improve any further. However, during CE sessions for stroke such learners
frequently experience improvements in their physical conditions despite the prognosis of

conventional rehabilitation professionals:

- " always said: this can't be it, you can't just leave me here, this isn't me
for the rest of my life, but they (conventional setting) just wouldn't take it
any further. Now these (CE) do ... | really thought that was it and this was
it for the rest of my life, but | don’t think it's going to be anymore. Yes, they
(conventional setting) told me and | couldn’t believe it, when they told me:
this is it, you're not going to improve, this is your life, | couldn't believe it, |
just wanted to die ...” (Laura, 57 years old, 2 years post-stroke)

Laura’s husband: “... It's like with Laura’s hand now, the wrist, there’s
never been movement there and yet now there is. Her foot, before she
came here | can honestly say there was no movement at all, nothing, and
after 5 days (at CE) it started to, the movement was there. And the speed

of (her) walking was slow, whereas (now) you've got to keep up with her.”

- “] wouldn’t have dreamt of (walking) before | came here (to CE). They

(professionals in conventional setting) were brilliant there and they tried so



hard, they tried me walking on one of these high frames but | could only do
a couple of steps and then I'd be over this that and the other. They said
I've got no balance, but when | came (here) they said: ‘you have got a bit
of balance or else you wouldn’t be able to sit up in the wheelchair. (Since

then) I've come on leaps and bounds.” (Violet, 63 years old, 4 years post-

stroke)

- “They (professionals in conventional setting) said | wouldn’t get anymore
movement in my arm, they were more positive here (at CE), saying | would
be able to get some movement, they gave me a bit of an incentive because
the physio had just sort of written me off (and) said: ‘you won't get any
more movement from that arm, so that’s it.” (Jason, 57 years old, 2 years

post-stroke)

- “We had been told there’s nothing, it's dead (his left arm). (After CE
sessions) | managed to get my hand onto the neck of my guitar, so I'm a
lot happier. | couldn’t hold my hand there before, it just fell off. So that in
itself is a marvellous thing for me.” (Harold, 58 years old, 1 year post-

stroke)

5.2.1.3 CE increases feelings of independence

Learners’ narratives indicate that CE increased their levels and sense of independence.
adding to their self-confidence and feelings of empowerment. Learners are delighted about
the feelings of independence they experience when succeeding in performing physical
movements according to guidance received from CE. Also. every learner manages to make

progress to some degree:



- “Yeah. It's (CE) made my life easier at home as well because | can get
out of bed. Before, B (her husband) used to have to pull me up (from the
bed). But now I roll on my side and | push myself up and sit on the end of
the bed and B stands in front and | get myself up and then he just holds me
one-to-one to the bathroom. Whereas before Conductive Education, he
had to pull me out of the (wheel)chair and everything, but | do it myself
now. Oh it's wonderful. It has made such a difference ... Oh | couldn’t
believe it, the confidence it's given me ... | just feel a new person, coming
here (to CE). I'm so happy. There’s not such a word as ‘you can't’ is
there? Yes, you can. And it makes you feel as if you can do everything.”

(Violet, 63 years old, 4 years post-stroke).

- “I can climb stairs, as long as | can hang on to the railing. But perhaps,
that’s because, | think they are so good, they’ve given me the confidence
back ... I've walked over the road for the first time, it was Monday, no it
was Friday last week. ‘Cause they’re quite wide roads, | thought: I'm going
to walk over there, and | really steeled myself to do it right. And | charged
over the road ... Oh it was good, it really was good.” (Lisa, 65 years old, 5

years post-stroke).

Another factor which seems to play an important role in increasing learners’
confidence is the way in which conductors communicate with them and convey knowledge
to them. Learners talk about the fact that their sessions at CE give them the knowledge of
how to perform physical movements. They often say they now “know how™. It seems that
this kind of knowledge contributes to their increased sense of self-confidence experienced

at CE :



- "l was given a booklet ‘An introduction to Conductive Education’. The
introduction was written in clear speak ... The writing of the CE
introduction most certainly filled in blanks in my own experience, and | felt
so much more able to cope with the process of something about myself
that | hadn't realised was altered until | read about the situation.” (Harold,

58 years old, 1 year post-stroke)

- “I said (to the conductors): | didn’'t know we’'d come for miracles (laughs)
and what we were then told was that he probably could have moved (his
arm) in the previous week or so, but he didn’'t know how. So here they
showed him how to move it. (Here they’re) showing you how you do these

things.” (Fiancée of lan, 58 years old, 1 year post-stroke)

- “And then you see, you get another thing hmmm at home when Laura
(his wife) was walking, never once did they (conventional setting) correct it,
but she was walking out of the room here one day in the first few days and
|. (a conductor) came to her and all he said was: take a short step with that
one and wobble with your weight and your right leg will come through. And
it did! ... (Husband of Laura)

Laura: My walking became so easy.” (Laura, 57 years old, 2 years post-

stroke)

5.2.1.4 CE facilitates formation of a new / adjusted identity for learners
In the process of increasing their confidence, learners also seem to find CE helps them

to regain parts of their pre-stroke personality and sense of identity:

- “I'm a completely different person, aren’t I? (she looks at her husband).

My personality’s gone back to nearly what it was before (my stroke). | just



feel a new person, coming here. I'm so happy. There'’s not such a word as
'you can’t, is there? And it makes you feel as if you can do everything.”
(Violet, 63 years old, 4 years post-stroke)

- "l was an active person (before my stroke), | used to go to rock concerts
and | used to go walking with me animals, and driving, | was on the go.
And after the stroke it really hit me hard and | couldn’t accept it at all. |
hated meself, | hated the world, | hated everything and | hated me body, it
was like a black thing inside, one side ruining me life and | just couldn’t
cope. And me son heard about this CE and they've been wonderful, as you
see: I'm laughing and I'm happy and I'm so proud of myself. And | hated
myself so much (before CE) ... Before Conductive Education | was a

nobody. | am now a somebody.” (Laura, 57 years old, 2 years post-stroke)

5.2.1.5 CE’s group ethos facilitates an increase in self-confidence

As mentioned in Chapter 2 of this thesis, most CE sessions for stroke are conducted in

a group setting. This was also the case for the learners in Study Two. Evidence of the

benefits of doing group work, such as sharing in each other’s success and learning through

watching others, can be found in the data. It is likely that these benefits could also increase

learners” self-confidence:

- “The group ethos has developed as one of the main strengths.
Expectations are high, lots of good feedback for progress, however small.”

(Simon, 57 years old, 18 years post-stroke)

- “The group encourages each other and give applause when someone
managed to do something they couldn’t do before ... the conductor repeats

she is very proud of the learners.” (Observation 9/7)



¢ - “lan manages to move his affected toes by himself for the first time.
The whole group rejoices with him and his fiancée. After that he moves his
= toes up further with every attempt.” (Observation 14/7)

The opportunity to see other group members carry out exercises seems to be helpful

when a learner does not succeed immediately:

- “One learner looks a bit lost, as she does not seem to understand the
instruction just given by the conductor. After watching the other learners
she seems to know how to continue. She now performs the exercise

correctly.” (Observation 14/7)

- “Simon struggles with lifting his affected arm’s elbow while his hands are
clasped together. He notices Claire keeps her clasped hands directly
underneath her chin, touching her chin and manages well. He tries to do

the same and manages better.” (Observation 10/7)

5.2.2 CE conductors show Rogerian unconditional positive regard for learners
5.2.2.1 Learners feel valued

Learners™ narratives reflect feelings of being valued for who they are during
experiences of CE sessions for stroke. It seems that learners are each treated as an
individual and not as a number, revealing Rogerian unconditional positive regard from

conductors (Rogers, 1951):

- “With NICE" the relationship is far more natural and represents a joint

effort to overcome current problems. Decisions have been made by the

* The abbreviation NICE referring to CE’s National Institute is not the same as the abbreviation NICE
referring to the UK s National Institute of Clinical Excellence



NHS about me, totally without my knowledge. The arrogance of this stinks.
There is talk of teamwork however this does not exist. There certainly is an
exchange of recorded information between therapists but communication
and this exchange do not include the patient ... you see when | came here
(to CE) | had a complete physical. M and A (conductors) examined me with
a fine toothpick, didn’t they, and we had a four to five page report of what |
must do health-wise. When | walked out of here that evening we were very
pleased about it. There in black and white hard copy was something that
represented me. Not that we want to hold on to it, or point at it or whatever,
but it was a record. Also then we could understand how to deal with things,
you know, what’s wrong and what'’s right, you know, ‘cause if you're not
told anything ...” (he left this sentence like this, rhetorically) (Harold, 58

years old, 1 year post-stroke)

- “| welcome the increased level of individual attention with a greater

number of conductors.” (Simon, 57 years old, 18 years post-stroke)

- “I've had the best care here, because everybody is totally dedicated.
Everybody is working to the same. They're not distracted by an influx of
people off a ward. It is appointments, people come in, they do their bit,
then they go away again. And you get 400 percent attention / and | feel I've

had a lot of improvement here”. (Phyllis, 59 years old, 3 years post-stroke)

5.2.2.2 Learners feel nurtured



The value of being treated with unconditional positive regard was also evident in
learners’ narratives describing how they felt cared for and nurtured at CE. creating a

feeling of belonging there:

- “You really feel as if you're part of a family, whereas in the hospital, |
mean they were brilliant, | don’t know what I'd have done (had they not
been there for me) but you're a number. You don't feel a number here (at
CE). You feel, well you feel like a family, don’t you?” (Violet, 63 years old, 4

years post-stroke)

- “Before Conductive Education | was a nobody. | am now a somebody.”

(Laura, 57 years old, 2 years post-stroke)

Feelings of being nurtured and valued as an individual are present despite activity
sessions taking place in groups. It seems being in a group contribute to the enjoyment of
taking part in CE activities, and as mentioned before it also provides learners with

opportunities to see how other learners perform exercises:

- "I think (CE is effective) perhaps because you are working in a class so
you're all doing things together, it helps considerably. ‘Cause you're all
working together, aren’t you, for the same thing.” (Jason, 57 years old, 2

years post-stroke)

- “The group encourages each other and give applause when someone

managed to do something they couldn't do before.” (Observation 9/7)



3.2.2.3 Learners perceive commitment from conductors
Learners also remark on the high level of involvement from the conductors in the care
provided to learners. They particularly comment on how they experience the conductors to

be committed to everyone’s individual progress:

- “And another thing that’s nice about it, and you've probably noticed, the
moment you come out of that room (where learners do the exercises)
they're (the conductors) not separate from you. They watch you in the
coffee room, how you sit down, and they see what you do in the car park
and it doesn’t matter where A. (a conductor) is, she’d call ‘hold your back
up’, or do this or do this. (Husband of Violet)

Violet: Yes you never finish it. | mean I've only been here a few months
and | was going out from the back way and they came running up and said
‘you’re doing this and that’. | mean, it’s brilliant. You really feel as if you're

part of a family.” (Violet, 63 years old, 4 years post-stroke)

- “You feel that the conductors put a lot of effort into what they do so you
feel you need to do the same, not to disappoint them. They are also very
caring and very keen for you to do well.” (Jason, 57 years old, 2 years pos-

stroke)

- “I've had the best care here because everybody is totally dedicated.
Everybody is working to the same. They're not distracted by an influx of
people off a ward. It is appointments, people come in, they do their bit,
then they go away again. And you get 400 percent attention and | feel I've
had a lot of improvement here and | want it to continue.” (Phyllis, 59years

old, 3 years post-stroke)



5.2.3 CE activities are often experienced to be challenging, requiring perseverance

from every learner

5.2.3.1 CE is hard work and requires perseverance from both learners and carers
The physical exercises practised in CE prove to be challenging for some learners. The

exercises are sometimes described as hard work, requiring perseverance and dedication

from learners:

- “Well, it’s very tiring to start, | don’t think the weather's helping, is it? (very
warm summer) (Claire, 71 years old, 6 years post-stroke)

Claire’s husband: She doesn't like the arm bit, you know, where they say:
do that (/ift arm). That’s hard.

Claire : Yes because it's like a heavy weight, you know, it's so tiring and
that, isn't it, you know.

Husband: It's been great, | think (but) it's been tiring for her.

Claire : Yes, it has been for us all.

Husband: It’s trying to do so much in so little (fime).” (Claire, 71 years old, 6

years post-stroke)

- “I think the first couple of days were difficult. (Husband of Laura)

Laura: Oh | was terrible, I'd give up on meself, | wanted to go home ‘cause
| always expect 110 percent from meself. Me dad always drummed it into
me: you should have 110 percent, and he expected it from me, you see.
So I've always wanted 110 percent off meself and | wasn't getting it when |
first came here. And | went back to the hotel and | cried and | wanted to go
home and it wasn't working and (/ felt) | was the only one that wouldn't get

through it.” (Laura, 57 years old, 2 years post-stroke)

- “Relief when session ended ... Not enjoying course and wouldn’t choose
to do it again but know it is doing me good. Very hard work ... After %hr felt

exhausted — would have given up if given the chance. Left wrist hurting still
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from yesterday. Shoulder was hurting but did stretches last night and this
a.m. and ache eased after C.E. Walking with splint but without stick - good

today.” (lan, 58 years old, 1 year post-stroke)

Family members and/or carers of learners are encouraged to be present at learners” CE
sessions to observe how exercises are to be performed. In this way the learners have some

help at home with challenging exercises:

- “From a rehab point of view, they do a lot better here (at CE) in involving
the family and carers to do things. In H. (the conventional setting) | went to
a couple of physio sessions but was not allowed to watch. But there’s lots
of things you could be doing but nobody tells you, like massaging the feet.
His feet were in an awful state, swollen and hard-skinned and another
thing is like massaging the hands. I’'m sure there’s lots of things, you spend
a lot of time in the hospital when you could be doing things. And even more
so when you come home. But they just don’t want to show you anything, or
well, they showed him on his hands but often he got confused with the
instructions they’d given him. And we’d been doing things the wrong way,
haven’t we (she turns to face her husband), for a while but sort of coming
here (to CE), they do involve the carers and show you the right way to do
things, and that stops bad habits forming. We (as carers) have to look after
them 24 hours a day but we were never told how to do anything (in the

conventional setting).” (Wife of Harold, 58 years old, 1 year post-stroke)

Observations of sessions also witnessed involvement of carers and family

members:
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- “Carers are encouraged to try the movements for themselves.”

(Observation 8/7)

- “Carers are also shown how to safely help learners to sit up in case of low
energy, such as times when they have a cold. The way to lift them has also

been designed to protect the carers’ backs.” (Observation 9/7)

- “The conductor emphasises importance of carers’ involvement in

learners’ work at CE.” (Observation 10/7)

- “The conductor reminds Harold of all his exercises and also shows his

wife how to support him while he walks.” (Observation 15/7)

5.2.3.2 CE activities sometimes create frustration due to their degree of difficulty
Learners’ behaviour illustrated their frustration when they did not succeed in

performing the exercises at times:

- “Simon becomes frustrated and hits his left hand with his affected right
hand. | wonder how he feels about having a very good job but being a

student at CE.” (Observation 8/7 )

- “Learners have to draw on the paper, moving both hands together at the
same time, drawing circles in a mirror fashion. Their carers are told to push
learners’ affected hands over the paper, while learners move their
unaffected hands by themselves. Harold gets frustrated. He cannot do it

but also, he does not allow his wife to help him. In stead he continues to
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draw cartoons with his unaffected hand ... he then gives up completely.

His wife looks frustrated too, she looks up at me and sighs.” (Observation

17/7)

5.2.4 CE encourages body half integration, leading to awareness of the body as a
complete unit

Learners’ narratives reveal an increased sense of body-half integration, i.e. awareness
of their bodies moving as a unit as opposed to two separate sides, one affected by stroke

and one unaffected:

- “(At CE) you always do the brain things like the speech as well, that is
better for me, it's like learning the brain again (about) both sides as well,
(before) they were just thinking: left, left, left for the physio (her left side
was affected by the stroke). (At CE) it's better.”(Andrea, 34 years old, 4

years post-stroke)

- “When they’re training you here (at CE), they go for your central bit and
they bring your left (affected) side more into it. (Husband of Laura, 57

years old, 2 years post-stroke)

- “Whole body movement encouraged; affected and unaffected sides move
together. Learners are encouraged to use their affected side more, and

then help with the unaffected side.” (Observation 8/7)

- “Greater balance due to putting more weight through left hip ...
gradually became more aware of my left side (which I'd) ignored for years.

" (Simon, 57 years old, 18 years post-stroke)
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CE exercises were indeed observed to work towards increasing awareness of the
body as a whole. Learners were continuously reminded to give attention to their
affected limbs as well as their non-affected limbs, encouraging concurrent movement

of bilateral limbs and in effect involving both sides of their bodies:

- “Learners have to lie on their backs on the beds, bend their knees and lift
their bottoms up. The conductor says this encourages weight onto both

feet simultaneously”. (Observation 15/7)

- “The conductors check whether learners’ bodies are each in alignment.
They notice very small details, even so small as keeping their wrists
together at the same height when their hands are clasped together ...

Simultaneous use of hands is regularly encouraged.” (Observation 14/7)

- “When lying down Simon is encouraged to keep his head in the middle on
order to increase his awareness of his midline ... Conductors often
emphasise that it is important for learners to keep their feet parallel while
sitting. They say this ensures learners to put their body weight as equally
as possible onto both feet when they stand up. Again: emphasis on
working both sides of the body together ... The chanting of the name of
limbs used in movements seem to facilitate awareness and concurrent

movement of bilateral limbs.” (Observation 10/7)

5.3 Hermeneutic phenomenological writing on ‘being-in-CE for stroke’

In Study Two stroke survivors were given the opportunity, as part of a hermeneutic
phenomenological study. to express their views and feelings surrounding their experiences
of CE for stroke. Hermeneutic phenomenological exploration of their experiences provides

more information on the essence of this phenomenon. Hermencutic phenomenological
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writing guided by the four main themes. as well as elements from their sub-themes. is

presented below. This is in keeping with the suggestions of van Manen (1990) as discussed

in Chapter 3 of my thesis.

CE increases self-confidence

‘Being-in-CE for stroke’ was revealed to lighten the weight of *being-in-the-world" for
learners post-stroke, partly through increasing confidence in themselves and their own
abilities. The biographical disruption (Bury, 1982) that sets the effects of stroke into
motion had come as a shock to learners and imposed onto them adjustment to a new way
of being. Many learners had before been told by conventional rehabilitation professionals
they could not and should not expect further relief from their disabilities. They had to
accept their fate and had not been granted any hope, causing stroke patients to settle for a
“restricted future self” (Ellis-Hill & Horn, 2000, p. 286), i.e. a life overshadowed by
disabilities and lack of confidence. Revelations of conductors’ belief in learners” abilities
were met by feelings of surprise from learners since they were still within a sense of a
future restricted by disabilities. In demonstrating belief in learners’ abilities, conductors
did not shy away from overt provision of hope. Indeed, their view was that “hope is what
gets most of us out of bed in the morning; it is what gives us a lift in our day to day lives”
(Brown, 2003, p. 27). This implies that without hope and dreams there is no use even in
trying to achieve better. Such hopelessness and apathy can be compared to what Viktor
Frankl (2000) refers to as an ‘existential vacuum’. CE seems to have facilitated learning in
such a way that learners could lift themselves out of such an existential vacuum where they
had had no hope or dreams. CE links in further with Frankls teachings concerning
humans’ search for meaning: Frankl (2000) defines the perception of meaning to be the

sudden awareness “of a possibility against the background of reality™ (p. 141). Cl:"s ability
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approach seems to have made learners aware of possibilities against the background of
their post-stroke lives.

CE’s belief in learners as being unrestricted except for having to learn how to use their
changed central nervous system (Brown, 2003) seems to have facilitated an improvement
in learners’ progress and movement towards independence. In turn this seems to have
increased not only confidence in themselves and motivation to continue their renewed
relationship with their bodies, but also helped them to get in touch with a sense of self-
identity again, albeit often a new identity of self. The CE activities taught them ways in
which to (re)-acquaint themselves with their bodies, the vehicles for their inner-being.
They became less estranged from their post-stroke bodies and suddenly their future selves
did not look that restricted anymore. Learners were continuously provided with detailed
explanations of how to carry out activities. Such communication between conductors and
learners lead to an increase in knowledge about their post-stroke bodies. in effect aiding
the reconnection to themselves and an increased sense of self-identity. This could also have
contributed to their growing self-confidence experienced in “being-in-CE for stroke’.

CE’s approach could be referred to as an ability-approach, an approach which increases
awareness of what can be done, as opposed to one that continuously focuses on inability or
disability, i.e. what cannot be done. The language used in CE sessions reflected this focus
on ability, since negative statements such as “you can not do this™ were never uttered. In
stead, there seemed to be an impetus to always find a solution to an apparent challenge.
Indeed, Brown (2003) states that it is the duty of the conductor to always find a way in
which to teach a learner. even if at first it appears impossible. CE’s philosophy therefore
includes that the conductor’s teaching style is always based on the individual learner’s
learning style, with the conductor adapting to the way in which the learner presents

him/herself. This ability approach could be compared to a modern method used in change
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management, called Appreciative Inquiry (Cooperrider & Whitney, 2005). .{ppreciative
Inquiry (Al) is based on the principle that every organisation is positive at its core. Al
focuses on tapping these positive resources and therefore on what an organisation can do.
and not on what it cannot. In the same way CE seemed to tap the positive resources in
learners. CE’s ability-approach increased learners’ awareness of how their bodies could
work for them rather than against them. This in turn facilitated feelings of being in control
and feelings of self-empowerment. CE’s characteristic of showing them how to execute
movement seems to have put them in touch with the inherent abilities individual learners
still had post-stroke.

Support from other learners in the same CE group were also identified as an aid to the
progress, and resultant increased self-confidence experienced while “being-in-CE for
stroke’. This was partly through watching other learners perform activities and finding
such observations helpful to their own execution of activities. Indeed, Werner et al. (2003)
found that women with chronic musculoskeletal pain who attended treatment groups
(which included physical exercises and emotional and social support) reported feeling
stronger in themselves and more able to handle their everyday pain-filled lives. Also. the
camaraderie observed that existed within the stroke learner group in Study Two. most
probably contributed to the positive experiences learners described. Such camaraderie was
characterised by the support received when learners experienced exercises to be
challenging and also the sharing in joy experienced when learners succeeded in performing
a previously challenging activity. The latter in itself could have added to feelings of being
valued and nurtured. Being-recognised for who they were by the other CE group members
could have contributed to learners’ positive experiences about the group and general

increase in confidence.



CE conductors show Rogerian unconditional positive regard for learners

Learners reflected on feelings of ‘being-valued™ for who they were while “being-in-CE
for stroke’. They were recognised for being people with potential first. and their disabilities
were not the focus. Conductors’ belief in learners’ highest potential regardless of the
disabilities they presented with forms part of basic CE philosophy (Brown. 2003). CE
overtly teaches conductors to view learners not as being disabled and therefore restricted.
but rather as people with no restrictions except for their need to learn how to use their new’
central nervous system to enable them to keep on moving forward, both figuratively and
literally. This is akin to the views of well-known endocrinologist and mind-body medicine
author Deepak Chopra MD when he says : “Every doctor must make an inner journey.
taking his understanding beyond the limits of the physical body and into the heart of a
deeper reality” (Chopra, 1990, p. 4). The physical limits a patient/learner presents
themselves with do not necessarily mean they have no potential for further recovery. and
CE conductors seemed to work within this awareness. This awareness can also be
compared to a client-centred counselling skill developed by humanistic psychologist Carl
Rogers (1951). His counselling skill entitled unconditional positive regard (UPR) entails
acceptance of the client in a warm and non-judgmental way and reminds the counsellor to
be open for whatever is brought up during a session and to accept it for what it is - without
judging it due to personal biases. Indeed, Rogers viewed every human being as being
essentially good and valuable, even if it was difficult to see such qualities on the surface
(Burnard. 1994). The importance of experiencing "being-valued’ is highlighted by Riemen
(1986). suggesting that people who feel valued in effect experience “being-cared” for. Such

feelings were strengthened by the general care learners received at CE which also made

* The term “new here refers to the state of their nervous system after their stroke. therefore new to themselves.
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them feel nurtured. They felt they belonged in that space where learning was encouraged
and where the tools were provided to experience more learning.

CE seemed to have succeeded in getting the message of nurturing and value across
despite the fact that sessions took place in a group setting. Indeed, from learners’ narratives
it seems that ‘being-with-others in CE’ complemented their own experiences and at times

enhanced them, creating a sense of ‘being-part of a family" and thus belonging there.

CE activities are often_experienced to be challenging, requiring perseverance from

every learner

Up to this point of the discussion the reader may be forgiven for thinking CE to be a
miracle working therapy, holding only positive experiences for learners. Further
exploration of learners’ narratives, as well as session observations, however revealed CE
activities to be very challenging at times. This called for perseverance from every learner
as well as their carers who were part of the learning process. Previous criticism of CE
(Oliver, 1989) dwelled on the challenging nature of CE and claimed it to be coercive and
forceful. Read (1998) however warns against equating a challenging technique with being
coercive or forceful without having consulted people who have experienced CE
themselves. As mentioned earlier, being-valued in the CE setting would inevitably have
lead to patients feeling ‘being-cared’ for (Riemen, 1986). Yonge and Molzahn (2002)
argue that a certain degree of being-hard, as some learners experienced CE and conductors
to be at times. form part of caring as a whole. From the experiences of participants in
Study Two it seems possible that the challenging nature of CE in fact added to growth in
self-confidence when learners succeeded in overcoming the difticulties. This suggests that
caring sometimes hide behind a strict facade. Viktor Frankl (2000) found there are three

wavs in which one can find meaning in life. The first is through doing something creative
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and the second is through loving someone. He believed the third way to be the most
important, i.e.: “Facing a fate we cannot change, we are called upon to make the best of it
by rising above ourselves and growing beyond ourselves, in a word. by changing ourselves
... (to) see in life’s transitoriness an incentive to take responsible action™ (Frankl, 2000. p.
142). Study Two suggests that CE provided learners with an opportunity for Frankl's
(2000) third way, in that CE activities were challenging the way of being which learners
got acquainted with post-stroke, and offered them further challenges through which they
could move beyond that restricted way of being, towards finding meaning in life again.
The participants in Study Two did relate how at times they hated the activities, how
frustrated they sometimes felt and wanted to return home. But a combination of inner
confidence brought on by the philosophy of CE as well as encouragement from carers.
conductors and other learners, seems to have contributed to learners’ perseverance and
dedication.

CE conductors overtly involved carers in learners’ activities. This enabled the carers to
help learners once they went back home, increasing their ability to support learners’
journeys through the challenging nature of CE. It possibly also helped to create a bond of
‘working-together’ between carer and learner. This reminds of a holistic approach where

health professionals do not only work with the ‘patient’ but also with the carers.

CE encourages body half integration, leading to awareness of the body as a complete

unit

The biographical disruption (Bury, 1982) which characterises a stroke does not only
halt a person’s independence and their integration in society but it also halts their sense of
having an integrated body with two halves that work together (see Study One). As

mentioned in Chapter 4. van Kaam (1966. p. 22) wrote “my body makes the world



available to me; it is in and through my body that the world becomes-for-me. becomes
mine, my world.” We perceive the world through our bodies. which implies that the
eclipsed body brought on by stroke would also change someone’s perception of the world.
Study Two revealed learners were continuously reminded to give attention to their affected
limbs as well as their non-affected limbs, encouraging simultaneous movement of bilateral
limbs and in effect involving both sides of their bodies. One could therefore reason that CE
works toward removing the perception of a divided body, even though the side of the body
affected by stroke may never recover completely. Learners’ stated that in their lives before
attending CE for stroke, therapy focus was mostly on the side of the body affected by the
stroke, which would have reinforced feelings of a divided body. The findings of Study
Two indicate that ‘being-in-CE-for-stroke’ altered the perception of a body being divided
into two halves and lead to an increased sense of body-half integration. Such a sense
coupled with greater knowledge of how their bodies could work for them rather than

against them could also have contributed to increased self-confidence and self-identity.

5.4 Summary

This chapter provided a better understanding of “being-in-CE for stroke’. It presented
the themes and sub-themes essential to this phenomenon and discussed them within a
hermeneutic phenomenological framework. It could be suggested that the four main
themes, that emerged as being the essence of ‘being-in-CE for stroke’. together form a

process (Figure 4):
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Essential part of CE

UPR plus view of body as integrated unit form an essential part of CE which leads to increased self-confidence in learners
This in turn helps them to cope and persevere easier when CE activities’ are experienced to be challenging

Figure 4: The process revealed by the themes essential to ‘being-in-CE for stroke’

In Figure 4 the Rogerian unconditional positive regard shown by conductors as well as
their belief in learners’ abilities, facilitated an increase in learners’ belief in themselves, i.e.
their self-confidence. Included in CE’s approach is its regard for the body as being an
integrated unit regardless of any disabilities. Learners’ increased sense of their bodies as a
whole also facilitated an increase in self-confidence, which seems to have helped them to
cope and persevere easier when they found CE activities challenging.

Study Two revealed that the essence of ‘being-in-CE for stroke’ is mainly characterised
by positive elements (i.e. the first, second and fourth main themes). The third main theme
is not negative in itself, as is evident from Frankl’s (2000) description of what is needed in
the search for meaning, but at the time of ‘being-in-CE for stroke’ learners could
experience it as negative. The presence of the first, second and fourth main themes
however seem to overshadow any negative elements, supporting learners in their quest for
a new meaning in post-stroke life.

Chapter 6 addresses the differences and similarities between Studies One and Two and
particularly looks at the possibilities for holistic approaches to stroke rehabilitation in both

these settings.
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CHAPTER 6

Reflections

6.1 Introduction

Studies One and Two explored the experience of stroke rehabilitation across two
different settings. This chapter reflects on the findings from these individual studies and
their implications and then asks the question: What makes something holistic and to what
extent were either these settings adopting a holistic approach to rehabilitation. In doing so
the difference between person-centredness and holism is discussed. Finally
recommendations for the development of a holistic approach to stroke rehabilitation are
given.

Chapter Six also further reflects on the method I used for my thesis and discusses its
soundness and rigour in terms of de Witt and Ploeg’s (de Witt & Ploeg, 2006) criteria. This
is followed by a reflection on the study’s strengths and limitations.

To complete the chapter I reflect on my own position in the research. I discuss the
holistic effect the research had on me as human being and how I subsequently coped with

the challenging nature of this research topic.

6.2 Reflection on the findings from Studies One and Two

6.2.1 Study One: Stroke rehabilitation experience in a conventional stroke unit setting
A clear emphasis on physical recovery and simultaneous lack of attention to patients’

non-physical needs while receiving conventional stroke rehabilitation was evident from

Study One. This was highlighted by patients’ feelings of disempowerment especially when

health professionals did not recognise their fears and insecurities. and did not realise the

impact of negative imagery. The observation from the literature mentioned in C hapter 2.



that emotional and social recovery following a stroke is often neglected (McNaughton. et
al., 2005; ISWP, 2004; Burton, 2000; Dowswell, et al., 1997; Waters, 1996; Gibbon. 1993:
Forster & Young, 1992) is therefore supported by these findings. The discussion below
looks at how the biomedical approach continues to dominate in conventional stroke
rehabilitation. It is divided according to the three main themes that were found. in Study

One, to be the essence of stroke rehabilitation experience in a conventional stroke unit.

- High level of disesmpowerment:

Patients revealed feelings of powerlessness and confusion about their condition and
altered future. These feelings were magnified by the poor communication and lack in
sharing of information between patients and health professionals. Evidence of poor
communication between stroke patients and health professionals was also found by
McKain et al. (2005), Anderson and Marlett (2004) and Wressle (1999). This signifies the
dualist separation between health professionals and patients that exists within a biomedical
approach. Rodgers et al. (2001) and Wiles (2002) found that cases where patients were
given information, the information-giving was ineffective. The problem therefore seems to
be two-fold: on the one hand information is not provided and on the other hand where it is
provided, ineffective methods are used for the sharing of information. This two-fold
problem exists despite: (i) the fact that the importance of providing patients with
information has already been acknowledged (Hoffmann, et al., 2004: Wiles, et al.. 2002)
and (ii) that studies show improved communication between patients and health
professionals do lead to better health care outcomes (Little. et al.. 2001). These improved
health outcomes also include higher levels of motivation (Cott. 2004: Maclean. et al..
2000) and feelings of empowerment (Nordgren & Fridlund. 2001). The latter mayv improve

the level at which patients take part in rehabilitation. as well as improve their quality of lite

134



in general (Proot, et al., 2000). Indeed, the UK Department of Health supports the
implementation of so-called ‘Expert Patients Programmes’ that can assist the public in
managing their own illnesses (DoH, 1999). These programmes aim at the development of
patient confidence and motivation to help patients become more empowered in the
management of their own conditions (DoH, 2001b). An example of such assistance is easy
access to knowledge regarding their own health. Such easy access was however not the
case for the stroke patients reported in Study One, nor was there any provision of a formal
‘Expert Patient Programme’ to help patients increase feelings of empowerment.

Recovery after stroke is difficult to predict (Anderson, 1992). This renders provision of
information on stroke patients’ possible futures, very challenging. Indeed, Becker and
Kaufman (Becker & Kaufman, 1995) report on health professionals shying away from
giving patients information on their condition within the first few weeks after stroke due to
their own uncertainties, as well as due to not wanting to upset patient morale. Also, Wiles
et al. (2002) report that therapists found it difficult to keep a balance between motivating
patients to take part in rehabilitation and discouraging over-optimism in patients for their
uncertain future. Therapists felt uncomfortable with discussing patients’ future since they
themselves were unsure as to what to tell patients regarding the future they worked
towards. However, as suggested by Study One, little or no information has a negative
effect on patient morale and motivation. Communication between health professionals and
provision of information to patients therefore needs serious reconsideration.

Lack of sufficient time available and focus on physical rehabilitation have previously
been reported to prevent hospital staff from discussing uncertainties in-depth with paticnts
(Close & Proctor, 1999). Interestingly though, some patients in Study One perceived stroke
unit staff to have had more time for them than those on the acute ward. It does however

seem as though this time was not spent on emotional support for patients. Quantitative

155



studies by Andersen (2001) and Glass and Maddox (1992) revealed functional and social
improvement in stroke patients who received formal emotional support. Andersen (2001)
specifically found interventions such as counselling sessions and general information
provision, improved quality of life. Again the subject of information provision emerges.
suggesting patient education in the form of improved communication to be a golden thread
that could be of great benefit to increase feelings of empowerment and motivation for
patients in a stroke unit. This does however seem to create a paradox: more information
about what patients could expect in the future is difficult to provide since each patient’s
case 1s unique. However provision of as much information as possible could help patients
in coping with the present ‘being-in-stroke-rehabilitation’. It follows a balance has to be
found, between accepting that information provision cannot answer all patients’ answers
and still providing them with as much information as possible, as well as with ways to

cope with the sensitive information, such as the possibility of not walking again.

- A high proportion of negative images of body and self:

Bury (1982) refers to the effects of chronic illness as causing a biographical disruption.
Stroke patients need support in dealing with this disruption not only in terms of disruption
to their physical body but their whole sense of being. Patients” ways of coping with the
disruption, as shown by Study One, often included anger and frustration directed at their
disabled body parts. The use of negative terms when referring to themselves and their
bodies was common in their narratives. People's belief systems and the vocabulary they
use to express their thoughts have a far-reaching effect on their different levels of holistic
being, including physical and emotional levels (Vitetta, et al.. 2005: Graham. 200+:
Brigham, et al., 1994). Body and health images people carry in their belief systems play an

important role in the development of illness. In the case of the stroke patients in Study One
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it could also have affected their progress negatively. Finset and Andersson (2000) found
that patients who used negative coping techniques such as dwelling on negative emotions
showed signs of depression. These authors advised especially occupational therapists to be
aware of the impact of such negative emotions. It is suggested here that all the members of
a stroke patient’s multi-disciplinary team (MDT) ought to be made aware of the possible
effects of negative emotions and not only one therapist. White and Johnstone (2000) argue
in favour of formal post-stroke counselling to help patients deal with the effects of stroke.
Such counselling could also make patients themselves aware of the impact of negative
images and could support them in working more with positive images. Byrne et al. (2002)
however found that when it was suggested to cancer patients to work with positive
imagery, some patients, while focusing on positive imagery, concealed their emotions and
put on a brave face to adopt a ‘fighting-the-cancer’ attitude. Byrne et al. (2002) found this
reaction to be unhelpful to patients in the long-term, since they had not been given the
opportunity to first work through their emotions such as fear and grief before health
professionals suggested they adopt a ‘fighting’ attitude. According to these authors this
lead to patients feeling disempowered instead of empowered. They warn that improved
communication between health professionals and patients is necessary to help patients
work through their emotions before expectations of positive imagery are put in place. This
should also be kept in mind if stroke patients are made more aware of the value of positive
imagery. Byrne et al. (2002) also shows the problems created by poor communication

between patients and health professionals, as found in Study One.

- The nature of motivation:

Motivation is said to be one of the most important factors in determining the outcome

of rehabilitation. including stroke rehabilitation (Ohman, 2005: Cott. 200+: Gubrium. ct al..
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2003; Lennon & Ashburn, 2000; Becker & Kaufman, 1995). Wiles et al. (2002) found that
patients’ levels of motivation were directly related to how much they took part. and were
able to take part, in rehabilitative activities. This is supported by the findings of Study One.
which indicate that support from family and friends greatly contributed to patient
motivation. Patient motivation however seems to be a complex subject for therapists.
Patients classified as showing low motivation for rehabilitation, sometimes simply because
they were more reticent than other patients, received less intense attention from health

professionals than those classified by professionals as being motivated (Maclean, et al..

2002; Pound, et al., 1998).

Study One’s themes showed ‘being-in-stroke rehabilitation” in a stroke unit to be
fraught with feelings of dissmpowerment, use of negative imagery and issues around
motivation, all of which could be described as symptoms of a lack of meaning in life
(Frankl, 2000). This was also illustrated by the hermeneutic phenomenological discussion
in Chapter 4. Such symptoms often contribute to poor health (Sobel, 1995; Brigham, et al.,
1994) and in the case of stroke patients may also contribute to poor progress and outcome
of rehabilitation. The care provided to stroke patients seems to be falling short of that
which patients ask for. Study One shows the essence of stroke rehabilitation experience to
be related not only to physical matters, but also to emotional, social and environmental
matters, showing the importance of a holistic approach to stroke rehabilitation. It could be
argued that biomedicine constrains the opportunity for such a holistic approach because of
its inherent nature as a specific mindset.

A longitudinal study by Kirkevold (2002) followed stroke patients from the acute phase
up to one year post-stroke. Her description of the intervals at which interviews were held

with patients is as follows: “frequently during the first 2 months (at 1. 2. 4. 6 and 8 weeks).
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gradually lengthening the intervals as the situation stabilized (at 3, 6. 9, 6. 12 months)™ (p.
889). This suggests that the author classified patients at three months post-stroke as being
at a point in time where their condition had been stabilised and where they would already
have been discharged from the hospital environment. She reports that while stroke patients
are still in hospital for rehabilitation (i.e. up to 8 weeks), the hospital itself gives patients a
focus and purpose which is, according to the her, their physical recovery. Study One
revealed however that at three months post-stroke patients who were still in a stroke unit
(1.e. hospital environment) already struggled with issues other than pure physical recovery.
Their days were clouded by thoughts of their uncertain future, indicating the holistic effect
of stroke to be already present. Kirkevold (2002) further reports that social activities are
put on hold while in hospital so that they do not interfere with physical recovery, and also
that while in hospital patients do not yet show realisation of the impact of stroke on the rest
of their lives. Study One found that patients at three months post-stroke in a stroke unit
already longed for social and mental stimulation and that they were indeed preoccupied
with the impact of the stroke on their future. This was despite being in a hospital
environment where, according to Kirkevold (2002) patients are mainly preoccupied with
their physical recovery. In the case of Kirkevold (2002) patients showing realisation of the
impact of their stroke had already been discharged. suggesting it was only after discharge
that patients” realisation became more concrete. Study One suggests that the patients’
realisation of the impact of stroke on their lives is not determined by the rehabilitation
environment, but rather by the time-period post-stroke. Three longitudinal studies on post-
stroke experiences (Dowswell, et al.. 2000: Ellis-Hill. et al., 2000; Kaufman, 1988a) found
the lack of emotional support and negative feelings surrounding self. as highlighted in

Study One. characterised the essence of patients” experiences for at least one vear post-
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stroke. This supports the need for holistic support in rehabilitation already while in a

hospitalised environment.

6.2.2 Study Two: Stroke rehabilitation experience in the unconventional setting of
Conductive Education (CE)

According to Study Two, ‘being-in-CE for stroke’ involves participation in challenging
activities supported by conductors’ unconditional positive regard for learners’ being. The
CE activities and conductors’ attitude seem to contribute to an increase in self-confidence
and a sense of re-integrated self. This section uses the four main themes as headings to
discuss the findings from Study Two. Themes 1, 2 and 4 are discussed together under one

heading, followed by theme 3 under a separate heading.

- CE increases self-confidence, CE conductors show unconditional positive regard for

learners, and CE encourages body half integration:

Prospective CE participants attend an initial assessment session in which conductors
and the participants together determine whether and how CE could be of benefit to them
(Brown, 2003; Kinsman, 1986). Here CE shows a sharing relationship, rather than
separation, between the knower (in this case conductors) and the known (in this case
learners). During this assessment, conductors focus on what participants are able to do. and
how their abilities can be developed further. Study Two participants reported on such an
ability-approach being present from the start and all through their time spent at CE. Their
experiences were characterised by a continuous encouragement of the skills they already
had. celebrating their successes rather than only focus on their disabilities. Indeed. teaching
in CE is said to take place in such a way that learners leave the CE premises celebrating
what they could do that day. rather than feel negative about the activities they could not do

(Brown. 2003). This has also been reported in the general CE literature (for example
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Brown, 2003; Beardshaw, 1989) as well as literature on parents’ experiences of CEs
services for their children with cerebral palsy (James & Taylor, 1997).

Experiences of “being-in-CE-for-stroke’ revealed conductors held unconditional
positive regard for learners as persons first, stroke survivors second. Self-confidence of
learners could have increased partly due to this unconditional positive regard and the
strong belief conductors showed in their still invisible abilities. “The keys to a quality life
after stroke are support, guidance, rehabilitation and, most important of all, the will to get
well” (Hinds, 2000, p. 2). The findings from Study Two suggest that CE provided learners
with tools to reacquaint themselves with self-confidence and a will to recover as much as
they could. The participants in Study Two revealed joy and amazement at conductors’
irrevocable belief in their abilities. Indeed, CE has been described as “being about high
expectations” (Beardshaw, 1989, p. 297), increasing learners’ motivation regardless of
their health conditions. CE’s high expectations were also evident in the overt
encouragement of hope. The latter seems to have contributed to an increase in learners’
self-confidence, general mobility improvement and increased sense of self-identity.
Indeed, hope has been reported to play an important role in patients’ abilities to cope in the
face of tragedy (Elliot & Olver, 2002).

Participants in Study Two spoke about how they appreciated conductors™ commitment
to their progress. They felt conductors were more committed to them as learners than
conventional health professionals had been to them as patients in rehabilitation. This
finding supports parents’ experiences of conductors” commitment to their children with
cerebral palsy (James & Taylor. 1997).

In CE the aim of the process through which knowledge is conveyed to learners is
known as orthofunction (Hari. 1997; Kinsman, 1986). Orthofunction refers to a person's

“ability to solve problems and to apply solutions learnt in one situation to another™ (Coles
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& Zsargo. 1998, p. 71). CE’s demonstration of Ao fo rather than what convevs the belief
that every learner has the ability to learn how to solve their own movement problems. and
then will also be able to transfer this knowledge (Brown, 2003). The CE literature on
orthofunction often refers to the situation during the 1980°s where the term orthofunction
was mistaken to imply forcing someone to go about their daily life without the assistance
of any physical aids such as a walking stick and wheelchair (Read, 1998). This
misconception lead to negative comments on CE such as criticism from disability groups
(Oliver, 1989). The origin of the misconception lies in the absence of aids in CE’s country
of origin, Hungary, which was later explained to have been due to the lack of funds for
such aids and not due to any banning of aids by CE (Forrai, 1999; Coles & Zsargo. 1998:
Read, 1998). During the 1990’s orthofunction came to be accepted as solely referring to
the autonomy CE learners reach through building on their abilities which include ability to
transfer skills to other areas of their lives.

CE’s integration of educational methods with medical knowledge seems to give
learners with neurological disorders a better understanding of their medical condition and
equally understanding of, and support for, the psychological and social impact their
condition has on their lives (Brown, 2006a). Andras Peto, founder of CE, is said to have
included principles from the philosophies of Rudolf Steiner as well as Gestalt therapy in
his work (Forrai, 1999). Study Two does however show that CE’s focus is on teaching
learners physical mobility.

The importance of the educational side of CE is clear in the language used: participants
at CE are not referred to as patients, i.e. passive recipients of health care, but as learners.
therefore people learning skills and techniques to perform movements that able-bodied
people take for granted (Brown, 2003). CE’s integrated technique includes elements

practised in conventional rehabilitation by separate professions namely occupational
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therapy, physiotherapy. speech therapy. general teaching and educational psychology
(Brown & Mikula-Toth, 1997; James & Taylor, 1997; Cotton, 1994; Beardshaw. 1989). In
this multi-levelled process it is claimed that learners are taught how to restore control over
their own body movements as much as possible (Brown, 2006a). They are taught the rules
of movement so that they can transfer their knowledge to other situations (Brown, 2003).
The experiences of the participants in Study Two provide evidence for this process through
which they regained a sense of independence and autonomy, often referring to the fact that
they now know how.

Prior to each physical activity CE learners were encouraged to practise conscious
intention of their next movement, coupled with rhythmic verbal expression of the intention.
Intention is believed to facilitate learners in the execution of previously difficult or
impossible movement (Hari, 1997; Howard & Verrier, 1989). CE holds the view that the
overt verbal expression of an intended movement, utilising an external rhythmic pattern,
will later become covert when the rhythmic movement becomes internalised (Howard &
Verrier, 1989). Accordingly, CE tasks have been described as “containing the simultaneous
interconnections of thoughts, feelings, intention, harmony and dynamics™ (Hari, 1997, p.
5). Indeed, research on the power of mental imagery (i.e. visualisation) of movement,
indicates movement to become more integrated with the self, when one holds a mental
image of the movement prior to execution (Graham, 2004; Heil, 1993). Focused intention
could also have contributed to what learners referred to as now knowing how': they first
imagine (intend) a movement and in the process integrate the movement more into their
whole being. Inner structure and representation of movement depends partially on a
person’s neurological state (Hari, 1997). A stroke changes a person's neurology and in

some cases drastically (Anderson. 1992). Mental imaging of movement may therefore



facilitate neurological re-learning in that a learner can become reacquainted with an inner
representation of movement, taken away by the stroke.

Getting re-acquainted with an identity of self was evident in the narratives of learners
in Study Two. This finding supports a similar experience reported by adults suffering from
other neurological conditions who have attended CE services. such as people with
Parkinson’s disease (Mikula-Toth & Brown, 1997) and multiple sclerosis (Samuelson,
2003). Positive changes in disabled children’s attitudes to life, were also reported by their
parents (Read, 1998). As was the case in the latter three studies, participants in Study Two
seem to have regained a sense of self through the higher levels of self-confidence and
independent movement experienced in CE.

The integration of learners’ left and right sides of their physical bodies was evident in
Study Two. This supports Brown and Mikula-Toth’s (Brown & Mikula-Toth, 1997)
outline of CE specifically for stroke. They emphasise the importance of including all
possible movement in a session and not only that of affected limbs. One of the methods
used to encourage awareness of an integrated body is the simultaneous use of both hands
(Cotton, 1994) which was observed in CE sessions for stroke on numerous occasions in
Study Two. Another method found in the CE literature and which was also observed in
Study Two is that of encouraging awareness of one’s midline. Again, not focussing on one
side alone, but on that which connects the two sides, namely the midline. Such methods
could also have increased learners’ awareness of their bodies as being an integrated whole.

Study Two participants’ experiences of improvement in CE were reported to have been
despite having been told by conventional rehabilitation professionals that they had reached
a learning ceiling or plateau. This supports a similar finding by Howard and Verrier’s
(1989) studyv on the effect of CE for stroke on patients previously told in conventional

rehabilitation that they had reached such a plateau. The authors found measurable evidence
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for motor learning after regular CE sessions over a period of nine months. Parents’
experiences of CE for their children with cerebral palsy also include reports on how their
children progressed in CE in spite of having been told by main stream health care that
further improvement was not to be expected (James & Taylor, 1997). Even though there is
a discrepancy between the neurological conditions, age and the length of time that learners
had attended CE sessions for, there is a similarity between these studies in that their
findings illustrate the concept of life-long learning which is indeed an important part of CE
philosophy (Breakwell, 1994; Brown, 2003; Brown, 2003; Russell & Cotton, 1994). It
entails the belief that there exists continuous opportunities for learning regardless of one’s
neurological condition. Indeed, according to Brown (Brown, 2003) ... of course there will
be problems faced, but when searching for a solution we must always lead people into the
realm of potential and not keep them in the realm of despair” (p. 29). This is akin to
Appreciative Inquiry’s (Cooperrider & Whitney, 2005) focus on what an organisation (in
this case, learners) can do rather than cannot do.

The importance of the group in CE was clear from participants’ narratives, revealing
how ‘being-part-of-a-group’ helped them to see how others performed exercises if they had
not grasped it themselves immediately. They also shared in each other’s successes. Indeed.
the latter is a benefit of group work in CE also underlined in a textbook on CE by Russell
and Cotton (1994). It is likely that these benefits could also have increased participants’
self-confidence. Brown (2003) provides an additional benefit of the group which is the fact
that someone who does not suffer from a certain condition. can not know what daily life is
like for someone with such a condition. Sharing learning in a group with others who have
the same or similar condition as oneself contributes positively to the learning experience.
Also, learning together in a group may contribute to a feeling of belonging. something else

Study Two participants shared in their narratives. They found the atmosphere to be
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familial. leading to feelings of being nurtured and valued. Conductors’ commitment. as
reported by learners, also contributed to these feelings. Indeed, CE handbooks refer to a
family atmosphere present in CE sessions (Cottam & Sutton, 1986). It therefore seems the
experience of learners ‘being-in-CE-for-stroke’ is consistent with the philosophy CE wants
to convey.

Carers in Study Two received hands-on advice on how to help learners. The parents in
James and Taylor’s (1997) study on parents’ views of CE, also related the value of being
involved by CE and the increased knowledge they received about their children’s
conditions and abilities. A study by Laver and Brown (1997) showed consistent positive
changes in families’ abilities to support stroke learners. The provision of “know-how" by
conductors most probably contributed to these authors’ findings as well as those from

Study Two.

- CE activities are often experienced to be challenging

The finding from Study Two regarding the experience of CE being hard work which
can lead to frustration for learners, removes any doubts that CE could be an approach that
offers learners miracles. CE’s aim to facilitate development of orthofunction seems to go
hand-in-hand with dedication and perseverance from learners themselves as well. This
links in with CE’s view of participants as active learners as opposed to passive patients.
Learners’ attitudes may change for the better, as was indicated to have been the case for
many learners, but they are covertly, and sometimes overtly, expected to work at keeping a
positive attitude and one of perseverance rather than quitting when activities prove too
challenging. Interestingly the other available literature on users’ perspectives do not

mention the frustrations learners experience when they have difficulties with CE activities.
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It is unknown whether study participants did not mention it. were not questioned about it or
whether the report authors decided not to include it in their findings.

Study Two suggests that learners are not ‘molly-coddled’ (or overprotected) which
could hinder building of character. It seems that CE's ability-approach nurtures learners’
growing self-belief in their own mobility, which they could draw strength from when

activities are frustratingly challenging.

The founder of CE Andras Petd, was quoted to have said that in CE they worked in
order to reach a goal and not because of existing symptoms in learners (Cotton, 1994).
Paradoxically CE is also said not to be result driven but rather the activity itself should be
the goal (Forrai, 1999). This paradox could be challenging to conventional Western
thinking. I believe it alludes to keeping a balance between working towards a goal but not
putting all importance on the goal itself which is reaching one’s potential as much as
possible. Rather, focus is on the activities needed to reach the goal. This brings to mind the
well-known Zen viewpoint: the most important part of a journey is not the destination. but

the journey itself (Varian, 2005).

6.2.3 A reflection on two different approaches to stroke rehabilitation

The above two reflections on Studies One and Two provide a better understanding of
stroke rehabilitation experience across two different settings. On juxtaposing” experience
in the stroke unit with experience in the CE setting an important difference between the
physical body-split caused by stroke, and a much wider and deeper disintegration of being

post-stroke comes to light. In the stroke unit a strong emphasis on the visible physical

* It is important to note that this is not a direct comparison of experience in the one setting with experience in
the other setting. Juxtaposition implies the laying of the collective experience in the stroke unit next to that ot
the collective experience in the CE setting to see what can be learned from stroke rehabilitation experience

across the two settings.
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body-split was prevalent. This was illustrated by for example reference to patients’
paralysed sides as their bad sides and their non-effected sides as their good sides. with
therapy being focused on the former. Such focus and vocabulary seem to have added to the
agony patients experienced being in a strange body. Patients often referred to their limbs as
though they were not theirs, e.g. the hand or that leg. On deeper examination their
narratives revealed that the visible physical body-split (i.e. split into two) went beyond the
physical into a disintegration of being. Sentences such as “I became useless™ and “you
can’t control yourself” illustrate more than just the experience of being split into two, but
actually experiencing disintegration of their whole being. The latter also included
frustration and feelings of powerlessness due to their sudden inabilities to cope as they
used to, and fear of an unknown future due to these inabilities. Their physical body-split
could therefore be described as only the tip of the iceberg of their life post-stroke. In the
CE setting experience revealed a move back to a sense of an integrated self. Focus was on
learners’ abilities rather than their inabilities. Feelings of re-integration were present
despite lasting symptoms of a physical body-split.

This difference evident from the juxtaposition of experience across the two settings
encouraged me to delve deeper into the difference between the two approaches used in the
settings, as revealed in studies One and Two. The salient principles of these two

approaches are here juxtaposed (Table 7) and afterwards discussed in greater detail.
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Table 7: A juxtaposition of the two different approaches to stroke rehabilitation evident

from stroke rehabilitation experience across the two settings

CE setting

Stroke unit setting

A sharing relationship between
conductors and learners

Ability approach; physical focus but still
believing in the unseen possibilities of
learners and encouraging hope

Overt integration of left and right sides
of the body

Learning is non-linear and infinite
Learners are taught in a way so that they
are able to apply what is learned in CE,

in other areas of their lives

Integration into a group and
involvement of carers

Positive language used: emphasis on
positive images combined with verbal
expression, increasing learner’s role in
own healing trajectory

Increase in self-confidence and sense of
self

Teamwork amongst conductors and
part-MDT knowledge held by each

conductor

A clear separation between health
professionals and patients

Functional approach; physical focus
while shying away from provision of
hope lest it would be false hope

Overt focus on parts of body affected by
stroke and neglect of unaffected parts
Learning is linear and finite

Learning is limited to the rehabilitation
setting and patients find it difficult to
transfer skills to other areas of their lives
(Wade & de Jong, 2000)

Mostly individual therapy sessions and
no involvement of carers

Negative language not discouraged and
also used by health professionals.
Patients stay passive in their own
healing trajectories

Decrease in self-confidence and sense of
self

MDT only present in theory since its

effect was not experienced by patients
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In the CE setting participants experienced a relationship of sharing. akin to a
partnership, between themselves and conductors concerning their progress. In the stroke
unit there was a clear separation between patients and health professionals with very little
information provided to patients.

CE learners were taught to focus on what they could do rather than what they could not
do, while still being aware of where their challenges lay. This suggests awareness in CE of
a person with abilities behind their disabilities. CE’s focus on the physical body as an
integrated whole was evident in their encouragement of body-half integration. also
promoting in learners an integrated sense of self. In the stroke unit focus was on affected
limbs, and thus patients’ inabilities, only. This could be described as a restricted or limiting
view of a person (Cooperrider & Whitney, 2005).

In the CE setting life-long learning was endorsed and conductors argued that it was
impossible to predict whether or how much a stroke patient would progress. In contrast it
was believed that the likelihood of a patient still progressing after having reached an
apparent learning-plateau was very small.

CE skills were revealed to be easily transferable to settings other than the CE setting.
This could also be a reason why learners experienced feelings of independence. CE’s
transferability of skills seems to take into account learners’ individual lives outside the CE
setting. Also, CE integrated individual learners into groups of learners and involved their
carers/family members. indicating further awareness of learners as persons that live
amongst other people and have families. In the stroke unit. patients’ therapy was provided
in one-to-one sessions only and their carers/family members were not involved in patients’
rehabilitation. This suggests patients” social needs were not part of the stroke unit’s

rehabilitation focus.
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In the CE setting there was an emphasis on learners’ use of positive as opposed to
negative language. This suggests awareness of the influence of one’s thoughts on one’s
own attitude and eventually one’s own healing trajectory. It could further indicate a
cultivation of greater self-responsibility within a healthcare setting. In the stroke unit
vocabulary was characterised by the use of negative concepts and patients did not seem to
play an active role in their own healing trajectories.

As mentioned in Chapter 2, health professionals in a stroke unit form part of a multi-
disciplinary team (MDT) consisting of a wide range of different therapeutic modalities
including consultant doctors, nurses, physiotherapists, occupational therapists, speech- and
language therapists, psychologists, dieticians and social workers (Stroke Association.
2006b; Dennis & Langhorne, 1994). In theory an MDT therefore embraces all the difterent
modalities needed in stroke care. From Study One it is however evident that such
collective care did not realise itself for patients in practice. The non-physical parts of
patients’ experiences were not addressed, illustrating that the different modalities within
the MDT did not provide equal degrees of care. Teamwork between CE conductors is a
fundamental standard (Quicke, 1986). Within one conductor one also finds skills
comprising of a mixture of some of the stroke unit MDT members’ knowledge such as
physiotherapy. social work and psychology (Read, 1998; Beardshaw, 1989). Indeed. Study
Two participants did report care provided for both their physical and non-physical needs
such as emotional and social needs. However, the overall focus of CE still seems to have
been physical mobility. since all activities were based on physical movement albeit
accompanied by learners’ verbal expression thereof. Indeed, CE is based on the theory that
once a person has achieved orthofunction” they have achieved cognitive growth and not

only the ability to perform certain physical activities (Héri. 1997). implying focus on more

* Orthofunction is described as a process of “integrated cognitive performance™ (Hari. 1997, p. 2) through
which an individual moves closer to their potential (UKFCE. 1998).



than the physical level of being. CE’s physical focus could therefore be argued to have a
rehabilitative effect on learners’ emotional and psychological levels of being. Still. this
does not make CE’s approach a holistic one: any positive effects on levels of being other
than the physical, could therefore have been because of physical progress within an
educational model that provides learners with information on their condition. and not
because of direct effects of focus on non-physical levels.

Keeping in mind the discussion of biomedicine and positivism in Chapter 1 of this
thesis, it is clear that the approach used in the conventional stroke unit is biomedical. The
approach used in the CE setting shows principles of a nature opposite to those of
biomedicine. The opposite of biomedicine/positivism, as was also discussed in Chapter 1,
is holism/constructivism. Two questions now arise:

i) What makes a health approach holistic?
And:
ii) If the approach used in CE cannot be described as holistic, what can it be described as?

The next section addresses these two questions.

6.2.4 Reflection on what makes a health approach holistic

In Chapter 1 of this thesis I refer to the existence of different kinds of knowledge in
healthcare. I provide arguments for the fact that today’s conventional medicine is based on
dualist biomedical knowledge, whereas more unconventional practices in medicine show
principles from non-linear holistic knowledge. In revisiting a clarification of biomedicine
one sees an obvious focus on parts of the whole only, and in particular on symptoms. |
would like to compare this to a condition known as tunnel vision. where a person cannot
sec objects in her/his peripheral visual field. only those within a tunnel-shaped field that

stretches out in front of them. Often people who refuse to see other viewpoints are referred
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to as having tunnel vision. Taking this analogy over to the concept of holism one could say
a holistic view represents one which sees beyond the ‘tunnel’ into the peripheries, allowing
for more than what is apparent and in front. The South African statesman Jan Smuts coined
the term ‘holism’ (Smuts, 1926) to refer to such a holistic view of systems and life in
general. Indeed, he saw holism as a natural trend present in life that always forms *wholes’
that are bigger than the sum of their parts, and argued that this trend was the result of
creative evolution. This suggests that holism and the search ‘to-be-whole” are inherently
part of every living being. To deny this search for ‘being-whole’ would then imply gross
disrespect for all life.

Table 8 provides more detail on the principles fundamental to a holistic approach to
health. It is the first half of the last principle in Table 8 that has contributed strongly to a
critique of a holistic approach to health. This critique includes two main arguments: (i)
holism is based on a philosophy of victim-blaming where the individual is seen as being
responsible for the state of their health, rather than the social system; and (i1) holism is
individualist in that it focuses on ways in which the individual can change but disregards
social and environmental influences (McKee, 1988). It could be argued that this criticism
is based on a limiting view of holism since (i) the very essence of holism is to include the
individual as well as their society and environment and (ii) in a true holistic approach the
social system and the person form part of the bigger whole and work together for the
benefit of all involved. The focus therefore of the criticism should be that many of the

approaches are not in fact truly holistic.



Table 8: Principles of a holistic approach to health (compiled from Dossey & Guzzetta,

2005; Bell, 2003; Galantino, et al., 2003; Kim, 1999; Vickers & Zollman, 1999; Bakx.

1991; O'Donnell, 1989)

— A person comprises multiple levels of being and therefore has multiple health
needs, relating to their different levels of being. These different levels include
emotional, physical, spiritual, intellectual and social/environmental.

— The whole of a person is larger” than the sum of those individual levels.

— There is no hierarchy between the different levels of a person’s being. All is of
equal importance.

— There exists an interactive connection between all the different levels within a
person’s being as well as between the person and his/her environment/society.

— A change in one level of a person’s being causes a change in all her/his other

levels.

— Relationships and interactions between different levels of being are non-linear.

Caroline Myss, well-known medical intuitive, author and public speaker. goes as

far as to say that health and healing occurs in a holographic way (Myss, 1996). This

suggests that the multiple levels of personhood interact with each other
holographically, the latter being indicative of non-linear processes happening
simultaneously on different levels.

— A person accepts a more responsible role in her/his healing trajectory. in

partnership with his/her health professionals.

As stated in Chapter 1 of this thesis, evidence suggests that some social groups living

in the years BC held a holistic view of life for many centuries (Pennick. 1979). This was

* This does not indicate a quantifiable size, rather a metaphysical dimension of magnitude.




before a dualist view was introduced by influential thinkers such as Descartes (1596-1630).
which formed the foundation of most knowledge bases in modern life, including that of
conventional Western medicine. This suggests that something fundamental about “being-
human’. which could be argued to be a humanistic and also holistic view that sees a person
as a multi-levelled being integrated with their surroundings, was in the seventeenth century
replaced by a limiting and therefore unnatural dualist system. This could further be argued
to have lead to public services offering care in a way that was, and still is. limiting and
unnatural. Indeed, looking at Study One’s participant responses it is clear that the dualist.
mechanistic view upheld by conventional biomedicine falls short in many ways. Stroke
patients yearn to be viewed as holistic beings with holistic needs that ought to be addressed
in a truly holistic way.

Bearing in mind this discussion of holism and in particular the contents of Table & as
well as that of Table 7, it is clear that the CE approach indeed holds many principles that
are akin to holistic principles, for example: CE encourages awareness of the body as an
integrated whole. It also encourages awareness of the importance of the role of
carers/family members. Transferability of physical skills to areas outside CE form an
important part of CE activities. CE promotes a partnership between learners and
conductors and encourages more self-responsibility for learners’ own healing trajectories.

However, as mentioned above CE’s holistic principles are mostly applied with an
overall goal of physical mobility. CE does not include activities specifically focused at
levels of learners’ lives other than the physical. Claims such as the one of Gombinsky
(2004). that CE puts equal emphasis on learners’ physical progress and improvement of
self-esteem, should therefore not be read as an indication of a holistic approach. It could

rather be argued that CE’s application of holistic principles. with an overall physical focus.



puts it under the umbrella term of a person-centred approach. The next section clarifies the

latter concept.

6.2.4.1 A person-centred approach to health

The consumer-led society we live in today has been said to have entered the world of
health care as well (Kravitz & Melnikow, 2001; Guadagnoli & Ward, 1998; McKee,
1988). Consumers’ knowledge of products and possibilities has increased together with
increased access to information. In the same way, many patients’ lay knowledge of health
and medicine has increased as well, leading to expectations of more choice from their
health care system. Many patients would also like to play a more active role in their own
health care (Michie, et al., 2003; Mead & Bower, 2000). Indeed, research indicates that
increased patient education (Johansson, et al., 2003) and the involvement of patients in
decisions regarding their own health (Ford, et al., 2003) lead to increased feelings of
empowerment in patients, which then lead to better health outcomes. An approach to
health of which the main aim is to give patients more choice and allow them greater
participation in their own health care, is called the person-centred” approach (Ford, et al.,
2003; Fossum & Arborelius, 2003; Michie, et al., 2003; Epstein, et al., 2002; Little. et al..
2001; Bensing, 2000; Mead & Bower, 2000). The literature indicates that there is not one
sole definition for the concept of person-centred care (Michie, et al., 2003: Stewart, 2001:
Mead & Bower, 2000). The following is extracted from a selection of definitions:
- "It has a basically humanistic, biopsychosocial perspective, combining ethical values

on the “ideal physician’, psychotherapeutic theories on facilitating patients’ disclosure

of real worries, and negotiation theories on decision making” (Bensing. 2000. p. 17).

* also sometimes referred to as client-centred or patient-centred. From a literature review it scems that the
prefix ‘patient” is more often used by health professionals in a biomedical arena and "client” and “person” are
more often used by social scientists and counsellors/psychologists.
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- Ittakes “into account the patient’s desire for information and for sharing decision
making and responding appropriately” (Stewart, 2001, p. 445).

- It contains 6 interconnected elements namely i) an exploration of both the patient's
disease and their own experiences thereof; ii) an understanding of the whole person: iii)
the finding of a shared understanding of management; iv) the inclusion of prevention as
well as health promotion; v) the improvement of the patient-doctor relationship; vi) the

acceptance of limitations in terms of own abilities, time and resources (Stewart. et al

.a

1995).

Indeed, the above definitions overlap with holistic principles, and those of CE’s
approach (Table 7) seem to correspond well with the person-centred approach. CE
learners’ wishes were assessed in their first session, together with input from conductors.
revealing a partnership between learners and conductors. CE could be said to hold a
biopsychosocial perspective in the MDT elements present within and between conductors.
Learners reported conductors shared information in a way that was accessible to learners.
The emphasis on patient education in the person-centred approach is also paramount in the
CE philosophy.

Two principle criticisms of such an approach are 1) its need for longer doctor-patient
interaction time (Little, et al., 2001) and ii) the fact that not all patients care for more
information nor does everyone want to play a more empowered role in their own
healthcare (Ford, et al., 2003; Guadagnoli & Ward, 1998). It seems that CE overcomes the
first criticism through a system that intrinsically allows more time for patients/learners to
reveal their needs to conductors. However it is not known how CE would manage the
second criticism. It could be argued that stroke patients with very little or no inner
motivation to accept some level of self-responsibility in their own healing trajectory might

not consider attending CE sessions at all. and would prefer to accept the conventional



passive patient role. It is therefore very important in a person-centred care approach that
health professionals first determine to what level a patient wants to be involved in their
own healthcare (Ford, et al., 2003). Again, it is possible that stroke patients attending CE
sessions already made the decision to take a more responsible role for their own progress.
Research indicates that the person-centred approach is better developed as a theory
than a practice (Bensing, 2000). This could be a reason for its lack of a central definition
(Stewart, 2001). It could also explain why the concept of a person-centred approach is
often erroneously used in conjunction with the term ‘holistic’ (Barrett, et al.. 2004). A
holistic approach seems to go beyond the person-centred approach. Despite the one
definition which includes a focus on the whole person (Stewart, et al., 1995), in practice
the person-centred approach is mostly concerned with whether patients are heard in the
doctor-patient relationship in terms of what their most prominent health needs are at the
time (Fossum & Arborelius, 2003; Byrne, et al., 2002) and whether patients are part of the
decision-making process regarding their own healthcare (Fossum & Arborelius, 2003;
Deyo, 2001; Charles, et al., 1999; Close & Proctor, 1999). As with CE it seems that effects
on patients’ levels of being such as spiritual and social is more likely to be because of
management of patients’ presented health needs at a certain time than an exploration of all
individual levels of being. Therefore it could be argued that if a patient does not present
with a problem on a spiritual level, that level would not be addressed. A holistic approach
however highlights the importance of addressing all levels of being and not only those
presented by a patient at a certain time. The next section provides recommendations
regarding the development of a holistic approach to stroke rehabilitation. thus one that gocs

beyond a person-centred approach.
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6.2.5 Recommendations regarding the development of a more holistic approach to
stroke rehabilitation

A holistic approach to stroke rehabilitation would be one that adheres to all the
principles of holism, not only a few. Nor will it have an overall focus on only one part of
the whole. It would have a “profound respect for the power of the individual to choose or
act” (Benner, 2000, p. 16) and simultaneously show an understanding for the person's
embodied experiences that give rise to this power. In this section the holistic principles that
were evident in the two settings studied are recommended for a holistic approach to stroke
rehabilitation, together with further aspects of holism.

In the stroke unit the only biomedical principle that alludes to holism is that of the
MDT but, as mentioned earlier, the holistic aim of this concept did not realise itself for
patients. Neither did it realise in full for CE learners. Patients’ experiences illustrated that
the different modalities within the MDT did not provide equal degrees of care. It reminds
one of the well-known sentence from the 1945 novel ‘Animal Farm’ by George Orwell:
“all animals are equal, some animals are more equal than others™. In the case of the current
research it could read: “all health professionals are equal, some health professionals are
more equal than others”. This problem with MDT’s is also highlighted by Sharma (1992)
who wrote that “in the most willing partnership divergent interests will surface and make
themselves felt” (p. 110), and also by Quicke (1986) who stated that MDT’s “may be all
right in theory, but in practice they are fraught with tensions due to different professional
interests” (p. 305). It could also be argued that this is due to a tension between excellence
and general ability. In CE. teamwork between conductors however is a fundamental
standard (Quicke, 1986). It seems that the philosophy of an MDT. albeit in one conductor
or amongst a number of CE conductors. can indeed operate holistically in practice.

Interestingly a holistic approach to patients has already been advocated by one modality
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represented in the conventional MDT. namely nursing. Florence Nightingale advocated

care for the “whole patient” (Kim, 1999, p. 87), an approach described as a consideration

for a patient’s mind, body and spirit, also in relation to their environment (Benner, 2000:

Kim, 1999). The concept of holistic nursing has grown and there are today peer-reviewed

journals and text books (for example Dossey, et al., 2005) focusing on this topic.

Unfortunately it could be argued that due to the overall biomedical knowledge base of the

conventional MDT, the holistic voice of its nursing members is not heard. Diller (1990)

suggests that instead of a multi-disciplinary team, health professionals could form an inrer-

disciplinary team which “involves members who are engaged in problem solving beyond
the confines of their particular knowledge base” (p. 277). He argues that such an approach
would suit rehabilitation in particular due to patients’ individualised problems that “cannot

be solved by cookbook approaches” (Diller, 1990, p. 277). A first recommendation for a

holistic approach to stroke rehabilitation could therefore be the formation of an Inter-

Disciplinary Team (IDT) in which the members are aware of the value of their own

contributions as well as those of the other members. This would also suggest awareness of

the non-hierarchical nature of the IDT.
Further recommendations, as was evident in CE, are as follows:

- An awareness of each patient as a whole person with potential, as opposed to a patient
with symptoms that limit their potential, will form the core of the holistic approach to
stroke rehabilitation.

- A non-hierarchical partnership between health professionals and patients, akin to the
sharing relationship between the knower and the known in holism. will be pursued at
all times.

- This approach will foster an intrinsic belief in non-linear life-long learning. equating to

non-linear thinking in holism.
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- The importance of the transferability of skills to other areas of stroke patients’ lives.
reminding of the holistic principle of interaction between all levels of being. will exist
in theory as well as in practice.

- The involvement of patients’ carers/family from the point of on-set of stroke will be
strongly encouraged, as well as ways to help patients and their carers/family members
adapt to patients’ changed levels of being.

- This approach will encourage a positive attitude as well as self-responsibility in
patients’ own healing trajectories.

In the latter recommendation patients will be supported at all times through an
awareness of the important role of their emotions and mental images within this
empowerment process. As mentioned in the reflection on Study Two, it is very important
for health professionals to give patients the opportunity and support to work through their
emotions before work with positive imagery is started (Byrne, et al., 2002; Epstein, et al..
2002). This is to prevent patients from hiding their true emotions lest they were seen as
being negative.

It is suggested here that a holistic approach to stroke rehabilitation would go beyond a
person-centred approach and overtly include all levels of being. On a physical level the
conventional biomedical acute care will be encouraged, combined with CE’s person-
centred approach. The attention paid to patients’ emotional/psychological and mental
levels in a person-centred approach could be supplemented by overt attention to their
spiritual level through awareness and conscious application of the flow of universal life
force or “qi’ (pronounced ‘chee’). The latter forms an important part of many holistic
therapies (McKee, 1988). A personal awareness of the flow of qi. as well as ways to
manipulate it oneself, could be beneficial to stroke patients as well. Different self-help

techniques such as mental imagery and/or meditation combined with a holistic therapy



such as acupuncture could be used to increase this awareness. The practice of meditation
involves becoming quiet and focusing one’s mind on one thought or image (Glasscock
Barnes, 2004; Roland, 2003). Apart from the spiritual benefits of meditation, it has also
been shown to have more holistic results in that it effects a person’s physical body in
positive ways (for example it lowers blood pressure and reduces heartbeat in times of
stress) as well as their emotional/psychological ‘bodies’ (increasing a feeling of inner
power which can help people in times of personal difficulties) (Glasscock Barnes, 2004).
Some people however might equate meditation to religion and therefore shy away from
it. A practice akin to meditation but without a religious context is commonly known in
psychology as mental imagery (Graham, 2004; Brigham, et al., 1994; Heil, 1993; Schaub.
et al., 1991; Smith, 1991; Kunzendorf & Sheikh, 1990; Achterberg, 1985). Mental imagery
involves the visualisation of an image in a person’s mind, the aim of which could range
from increasing awareness of bodily movement to increasing personal autonomy (Graham.
2004; Heil, 1993). Mental imagery has been shown to be beneficial in areas such as
relaxation (Graham, 1992) and sport injury rehabilitation (Heil, 1993) and has been
suggested to be applicable to rehabilitation (Warner & McNeill, 1988) and stroke
rehabilitation” as well (van Leeuwen & Inglis, 1998; Weiss, et al., 1994: Weiss, et al.,
1994). Difficulties with motor functioning post-stroke are largely due to damaged neural
pathways (van Leeuwen & Inglis, 1998). Such damage decreases the control patients have
over some muscles. The neural system however has a characteristic called “plasticity”™
which enables the body to produce changes in neural connections, compensating for
damaged connections. Retraining greatly influences such neural “reorganisation™. Results
indicating that mental imagery activates brain areas similar to those activated through

physical practice. suggest that neural reorganisation can be influenced by mental imagery.

* Indeed. the effectiveness of mental imagen in stroke rehabilitation was onc of the initial focuses of my
PhD, as discussed in Chapter 1.
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even if patients cannot do physical exercise (van Leeuwen & Inglis, 1998). Indeed.
research indicates that when stroke patients performed a mental imagery task. their brain
patterns were similar to those of able-bodied people performing the same task (Weiss. et
al., 1994; Weiss, et al., 1994). In both sport injury rehabilitation (Heil, 1993) and cancer
treatment (Graham, 2004; Achterberg, 1985; Achterberg & Lawlis, 1978) mental imagery
is often included to address patients’ emotional, physical and mental needs. The use of
images in the mind’s eye to address such needs is widely regarded as important for positive
reaction to conventional treatment (Bell, 2003; Heil, 1993; Schneider. et al.. 1991; Smith.
1991; Markham, 1989; Achterberg, 1985; Shorr, et al., 1980: Achterberg & Lawlis. 1978).
Also, mental imagery for stroke patients links in with the already-practised activity of
verbal intention in CE discussed earlier. The importance of the role that mental imagery
could play in a holistic approach to stroke rehabilitation therefore needs to be considered.
These recommendations for a holistic approach to stroke rehabilitation are believed to
include all levels of a person’s being. Such an approach may however also be accused of
taking too much of health professionals’ time. Charles et al. (1999) provides a counter-
argument: if a new approach “turns out to require more time on average than other
approaches in order to facilitate interaction and to build consensus, then physicians may
respond by either advocating for increased fees or seeing fewer patients. However, there
may also be costs for not involving patients, in the form of repeat visits. second opinions
and doctor shopping” (p. 659). Indeed, research is needed to assess the workability of such
an approach in the evidence-driven health service of today. However the encouraging
results of research on a person-centred approach could be seen as indicative of possible

similar effective results from a holistic approach to stroke rehabilitation.



6.3 Reflection on method

This section assesses the soundness and rigour of the method I used in my thesis. In
quantitative research statistical formulae are used to determine the validity of a study and
the trustworthiness of its findings (Robson, 1993). Qualitative research needs different
ways in which to determine this (de Witt & Ploeg, 2006; Guba & Lincoln. 2005: van der
Zalm & Bergum, 2000; Mays & Pope, 1995; Robson, 1993). Also, qualitative research
studies do not search for ultimate truth (Guba & Lincoln, 2005), rather for understanding.
It could therefore be argued that the term ‘validity” does not suit an assessment of a
qualitative study’s value. A term such as ‘soundness’ (Trochim, 2006) seems to be more
appropriate.

An intense debate started in the 1980’s on the need for separate criteria for determining
the value of qualitative research, which lead to the development of sets of generic criteria
(for example Sandelowski, 1986; Lincoln & Guba, 1985). These have since been widely
used to assess qualitative studies’ rigour and soundness. Interestingly. Guba and Lincoln
(2005) refer to their criteria of 1985 as methodological only and present arguments in
favour of the development of criteria more applicable to phenomenological and
interpretive research. Indeed, de Witt and Ploeg (2006) recently introduced a set of such
criteria specifically applicable to interpretive research, and specifically to hermeneutic
phenomenological studies. According to these authors the hereto widely used generic
criteria are both philosophically and methodologically inconsistent with hermeneutic
phenomenology. The aim of this section is to present the difference between generic and
specific criteria and to reflect the current research method and process against the criteria
of de Witt and Ploeg (2006).

The section concludes with a discussion on the study’s limitations and strengths.
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6.3.1 Generic versus specific criteria for determining rigour and soundness of

hermeneutic phenomenological method

The criteria developed by Lincoln and Guba (1985) which are criticised by themselves

as being methodological only (Guba & Lincoln, 2005) and by de Witt and Ploeg (2006) as

being too generic are credibility, transferability, dependability and confirmability.

Sandelowski (1986) developed these further and replaced ‘transferability” with

‘fittingness’ and ‘dependability’ by ‘auditibility’. The following is a discussion of

Sandelowski’s terms from which de Witt and Ploeg (2006) developed theirs. The current

study will then be reflected against the latter authors’ criteria.

Credibility: The credibility of a study lies in the fact whether the readers of the study
findings would recognise the experience conveyed. People who have had or are having
the experience might recognise the experience as their own, and those who have not
had the same experience might recognise it after reading about it in the study findings.
Fittingness: This concept describes the way in which a study’s participants fit the
experience that was studied and assesses whether they are representative of those
having the experience under study. It also describes how the findings of a study would
transfer to other settings in which a similar experience could take place.

Auditability: The auditability of a study refers to whether the path of thinking and
reasoning the researcher followed throughout the research, is made to clear to the
reader.

Confirmability: This concept assesses the degree of freedom from bias in the study and
entails confirmation of the above three criteria.

de Witt and Ploeg (2006) argue that Sandelowskis generic criteria fall short when used

in interpretive research as follows:
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‘Credibility’ conceals the depth of the effect study findings can have on the reader.
Readers feel rather than just recognise experience. “Fittingness™ as relating to study
participants’ being well-suited (‘fitting") for the research and representative of the group of
people under study, is inconsistent with hermeneutic phenomenology’s approach to
sampling. The only criterion for sampling in hermeneutic phenomenology, according to de
Witt and Ploeg (2006) “is that participants are willing and able to articulate their
experience of a phenomenon” (p.223). It therefore does not aim at obtaining a
representative sample through, for example, theoretical sampling as most often suggested
by Sandelowski (1986). ‘Confirmability’ is to me most obviously out of harmony with
hermeneutic phenomenological principles. The fact that researchers cannot be unbiased
and value-free is an important part of the philosophy of hermeneutic phenomenology. de
Witt and Ploeg (2006) supports this, as well as Sandelowski’s criterion called
‘auditability’. They agree with Sandelowski’s call for the need of explication of researcher
thought patterns but at the same time an awareness by the interpretive researcher not to get
caught up in rules and techniques but to remember the creativity involved in hermeneutic
phenomenological research.

The five criteria suggested by de Witt and Ploeg (2006) follow below. Simultaneously.
the current research is reflected against these criteria.

- Balanced integration: This concept assesses whether the philosophy of the study is
intertwined within the study methods as well as the findings. In the case of the current
research hermeneutic phenomenology was the philosophy which is clearly evident in
the study method used (i.e. adaptation of van Manen’s (1990) six research activities
based on hermeneutic phenomenological principles) as well as the findings where

hermeneutic phenomenological concepts such as "being” are included.
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Openness: This criterion is equivalent to Sandelowski’s *auditability” and verifies
whether the researcher provides information on the development of their thoughts and
decisions made during the research. In the current study such information is indeed
given, for example in Chapter 1 I discuss the development of the focus of my research.
how my study came to be two-fold, i.e. consisting of two separate studies and also how
it came about that I decided to use hermeneutic phenomenology as philosophy and
method. In Chapter 3 I provide information particularly on how Study One’s
participant criteria developed into those stating that patients had to be three months
post-stroke. I will discuss my own feelings and experiences later in this chapter.
revealing my emotions during the research process. Regarding the latter I admit that I
re-analysed the data from Study One in an attempt to reduce the effect my emotions
could have had on my analysis.

Concreteness: The concreteness of a study is measured against how real the reader
might feel an experience through reading the study findings. It therefore refers to how
well a study’s findings reflect the lived experience that was studied. van Manen (1997)
uses the terms ‘lived throughness’ which lead to de Witt & Ploeg’s (2006) criterion of
‘concreteness’. He describes this concept as follows: “Lived throughness means that
the phenomenon is placed concretely in the lifeworld so that the reader may
experientially recognize it” (van Manen, 1997, p. 351). In Chapter 1 I refer to the dance
[ had to do between different writing styles. In Chapters 4 and 5 I discussed the study
findings in a hermeneutic phenomenological way in order to make the lived experience
of stroke rehabilitation more concrete, than if [ had only presented it as a general
discussion in the style of Chapter 6.

Resonance: “Resonance’ refers to whether the reader literally resonates with the study

findings when reading them. van Manen (1997) writes about such resonance as “the
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sudden perception or intuitive grasp of the life meaning of something. This experience
is so strong that it might stir us at the core of our being™ (p. 364). [ was continuously
aware throughout writing my study findings that the reader might not know anything
about stroke rehabilitation experience. Therefore I attempted to make this phenomenon
as vivid as possible in my choice of language combined with study participants” own
words. Simultaneously I was aware of the fact that the reader might know the
experience very well. I therefore felt a great responsibility in my attempt to convey this
phenomenon to the best of my abilities so that the reader can resonate with it.
Actualisation: This criterion is in fact not measurable at the first appearance of a
study’s findings since it refers to the way in which future readers will resonate with
them. de Witt and Ploeg (2006) therefore suggests that readers of research findings
should increasingly send feedback on their feelings about interpretive studies’ findings

to the authors, in order to help researchers determine the actualisation of a study.

In summary the current research meets the first four of the above criteria namely

balanced integration, openness, concreteness and resonance. Whether it meets the last

criterion of actualisation will only be known in the future after feedback from readers.

[t is important to also mention two general qualitative standards applicable to

interpretive research, which could also be used to assess the soundness and rigour of the

current study. They are reflexivity and participant validation. The former relates to de Witt

and Ploeg’s (2006) criterion of ‘openness’ but I feel the importance of reflexivity in

hermeneutic phenomenological research warrants a thorough discussion of how it can be

used to increase a study’s soundness and rigour:

Reflexivity
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A critique of researchers using hermeneutic phenomenology as method is that they are
not explicit enough about their own pre-assumptions and how they contributed to the
forming of the research (Draucker, 1999). The researchers often provide the voices of the
participants but omit or neglect a section on their own perspectives. This reduces the
degree of understanding possible through hermeneutic phenomenology (Draucker. 1999).
Indeed, van Manen (1990) encourages researchers to be sincere about their pre-reflective
assumptions and to view them as co-constituting the descriptive and interpretive process.
Le Vasseur (2003) identified the concept of “persistent curiosity’” which could be used to
interpret bracketing as practised in hermeneutic phenomenology. Through being curious
one acknowledges ignorance about a certain phenomenon and then ask questions of one’s
own pre-reflections in order to understand the phenomenon better (Le Vasseur, 2003).
According to Le Vasseur (2003) this correlates with the thoughts of Merleau-Ponty, an
existential phenomenologist, on being astonished by the world and that which one studies.
Le Vasseur’s (2003) concept of persistent curiosity could contribute to making Husserl’s
bracketing” more congruent with hermeneutic phenomenology, instead of rejecting it
outright. As apparent in Figure 2, [ was constantly aware of my own pre-reflections and
assumptions while being immersed in the research process. Chapter 1 explained my
position in terms of being in favour of a holistic approach to health. This orientation
therefore most probably influenced the way in which I analysed the data. Also. as
mentioned before, the way in which the research affected me as human being would also
have had a reciprocal effect on the research process. I believe my practice of reflexivity
contributed to the ‘Openness’ (de Witt & Ploeg. 2006) of my research and therefore

increased the soundness and rigour of my study.

* sec Chapter 3 for a discussion on Husserl's concept of bracketing.
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- Participant validation

To meet this standard researchers return to their participants with data transcripts
and/or the analysed data to allow their input on whether the transcripts and/or analyvsis
correctly reflect their experiences (Barbour, 2001). A difficulty inherent to this standard is
that qualitative researchers work towards an overall view of an experience whereas
individual participants focus on their own experiences (Mays & Pope, 2000). According to
Lapadat (2000) transcripts reflect interviewee’s narratives at a certain point in time and
place. Returning data to them at another time implies participants could have ‘moved on’
and might not totally agree anymore with what they had said at the time of the interviews.
This standard could therefore complicate matters a great deal for most kinds of qualitative
studies, especially when a study explores snapshots of experience. It could however be
more appropriate in for example an action research study where participants take part in
the research on a continuous basis over a length of time (Barbour, 2001). In the current
research, which was done on a part-time basis, interviewing took place over a period of six
months in the stroke unit after which I started analysis. In the CE setting interviewing,
observation and the keeping of diaries took place during the two week CE course after
which I commenced analysis of this second case study. For both Study One and Two
analysis took place over periods of six months and longer. Study participants’ verifications
six months or more after interviewing were likely to have been coloured with experiences
they had had outside the research settings, adding irrelevant data to the original stroke unit
data. Verification from interviewees was therefore inappropriate for the current method of

research.
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6.4 Reflection on the researcher experience

The aim of this section is to reflect on the effect the research had on me. and how |
dealt with the challenging nature of my research topic. Emotion is affected by multiple
levels of interaction with oneself and one’s environment (Denzin. 1983). This points to the
holistic nature of being of which emotion is one level. Interaction between researcher and
research participants is an example of a social situation in which emotions of different
kinds and degrees are bound to realise. The kinds and degrees of emotion would depend on
the level of interaction between researcher and research participants. The nature of
hermeneutic phenomenological inquiry is such that researchers immerse themselves deeply
into the phenomenon they study (van Manen, 1990). This was no different from my own
PhD research and the way in which [ immersed myself in stroke patients™ and CE learners’
experiences of rehabilitation. This section discusses my experiences of ‘being-immersed’
in others’ lived experiences to illustrate the holistic effect of research on the researcher. |
also present how, after my experiences in Study One, I developed a tool which addresses
researcher emotions holistically and how it helped me in Study Two to deal better with my
emotional reactions to patients’/learners’ often upsetting narratives. I conclude the section
with a suggestion that other researchers studying sensitive topics could also use this tool to

take care of themselves in the research process.

6.4.1 Taking care of interviewees ... neglecting own emotions

Studying sensitive topics (i.e. topics that deal with questions of a private. stressful.
and/or sacred nature (McCosker, et al., 2001) such as stroke rehabilitation experience. and
interviewing people who have experienced profound events. such as stroke. creates the
possibility for more than just superficial sharing of experiences. It creates the possibility

for intense. emotional narratives that could affect both interviewer and interviewee. In



longitudinal studies even more intense emotions could emerge since the relationship
between researcher and participant inevitably grows deeper over time (Gatenby &
Humpbhries, 2000). There is a burgeoning number of papers that provide interviewers with
guidelines on how to take care of interviewees in emotional distress (for example Tee &
Lathlean, 2004; Koivisto, et al., 2001; Coyle & Wright, 1996; Cook, 1995; Parkes. 1995:
Cowles, 1988). Good technical interviewing skills are an important part of such guidelines
and form the subject of many articles (for example Corbin & Morse, 2003; Chenail, 1997;
Coyle & Wright, 1996). Interviewers are encouraged to use techniques such as counselling
skills in order to be a good listener and to create an atmosphere where interviewees could
feel safe enough to share their experiences with the interviewer (Chenail. 1997; Coyle &
Wright, 1996). Interviews with patients are not counselling sessions (Hutchinson &
Wilson, 1994) but the characteristics of counselling interactions have many elements in
common with those of qualitative unstructured interviewing. They both ask for an unbiased
approach from the interviewer, and an openness to whatever the interviewee might say or
do.

Prior to starting interviewing my study participants in Study One, I therefore attended a
three month part-time course on the use of counselling skills to improve my interviewing
and listening skills. In retrospect I realise that the skills | had learned and used during
interviewing focused on and recognised only the comfort and emotions of the patients and
not those of myself. The literature on interviewing skills contribute little to the recognition
of interviewers” own feelings - to the contrary, the literature mostly deals with technical
aspects of interviewing, such as the use of counselling skills as mentioned above. to put the
interviewee at ease (Rowling. 1999), moving attention away from the human aspects of
‘being-an-interviewer’. Client-centred counselling skills (Rogers. 1951) which I used in

my interviews with study participants required empathy. congruence and unconditional
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positive regard (UPR) from myself as interviewer. It now appears that showing empathy.
‘moving into’ another person’s experiences, contributed to my negative emotional
reactions to the research, especially in Study One when I was still unaware of this impact.
Also, in having had UPR for the interviewees it appears I had not given enough recognition
to myself as an individual person and the ways in which interviewees’ narratives affected
me. Indeed, patients often revealed despairing concepts through sharing their personal
emotions with me. Despite the fact that I only conducted one-off interviews with
participants, emotional involvement with their narratives was prolonged during
transcription and interpretation of the interview data. For example, one patient in the stroke
unit revealed a high level of anxiety and feelings of powerlessness in the following quote

(names in brackets are pseudonyms):

- “l mean it is not fair to push people in a wheel chair, into a room or their
own bedroom, where they have no facilities to be able to do anything to
occupy their mind. And very often that happens and then if you can't reach

your bell you're stumped.” (Lily, 73 years old)

In another stroke unit patient’s account, similar feelings of powerlessness and negative

images of his own body were unveiled:

- “It's awkward starting walk at first, you're like a tin soldier. The stroke, it's
like being back to your childhood, you can't dress, you can't, you can eat,
just about. There’s lots of things you've gotta learn and do again. And you
feel so incapable, that's the trouble ... that's, that's the worst trouble, it's the
frustration, trying to do things you used to, you knew you could, but your

limbs don't answer the same as they used to do. | can move this hand (his



left, affected hand) now but hmmm it's not as adaptable as this one (his
right hand). | mean | can pick up something with that (right hand) but | shall

have a job with this one (left, affected hand).” (Isaac, 72 years old)

I had never contemplated how far I was prepared to immerse myself into
interviewees’ narratives. During the conducting of the interviews I found it difficult to
keep an emotional distance from the patients in fear of being perceived as ‘cold’. and not
really listening. To achieve a balance between ‘cold” and ‘too immersed’ was indeed very
challenging.

Shortly after having started the interviews for Study One, [ began to experience an
imbalance of health suggested by sudden unexplained symptoms which I had seldom
experienced before. At first I identified this imbalance by the on-set of unexplained
physical responses. Typical physical reactions I experienced after an interview with a
stroke patient were recurrent headaches accompanied by neck and shoulder pain, general
muscle pain, irritable bowel syndrome, tenseness around my throat area and episodes of
intense crying. I quickly linked these responses to the nature of my research, since (i) they
had first appeared shortly after I had started conducting interviews with stroke patients, (ii)
the rate at which they recurred had increased with the increasing number of interviews in
which I was exposed to patients’ intense emotions, and (iii) I experienced corresponding
responses during transcription, analysis and interpretation of the data. In order to
understand what was happening to me I searched the literature for researcher experiences. |
found that researchers’ emotional responses, and the impact these may have on them and
on the research outcome, were commonly revealed in presentations at research conferences
and amongst research colleagues (Moch & Gates, 2000). Yet such emotional distress was
an issue that was seldom acknowledged in the peer-reviewed scientific literature (Rowling.

1999: McCosker. et al.. 2001). This was surprising to me. since other researchers working
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on sensitive topics had also experienced physical reactions similar to mine (for example
headaches and insomnia (Cowles, 1988; Dunn, 1991); gastrointestinal upsets and neck and
shoulder pain (Dunn, 1991); crying (Dunn, 1991; Burr. 1996; Rowling, 1999)). What |
deducted from my literature search was that there existed (and still exists) a contradiction
in being a qualitative researcher: we have to be “tough on the outside and sensitive in the
inside” (Morse, 2002, p.1019). Thus we have to be tough enough to be able to listen to
people’s often painful stories, yet hold a sensitive approach to these stories in order to
convey the essence of people’s suffering to the readers of their research (Morse, 2002). It
is surprising then that there is a very limited account in the literature of adequate strategies
for assisting qualitative researchers in coping with their own emotional distress when
exposed to people’s suffering. The most commonly encountered suggestions were: (1)
journal keeping (Rowling, 1999; McCosker, et al., 2001), (i1) debriefing sessions with
colleagues (Cowles, 1988; Burr, 1996; McCosker, et al., 2001), (ii1) improving the
scheduling of interviews, for example limiting the number of interviews per week,
conducting interviews in the morning only. shortening the length of the interviews
(Cowles, 1988) and (iv) allocating the interviewing and transcribing tasks to two different
researchers (McCosker, et al., 2001). As I discuss later, [ found these guidelines to be
inadequate.

For a while I treated my physical symptoms with medication and the practice of
physical activities such as gym exercises. However, the need to take repeated doses of
pain-relief tablets over a period of several months and the short-term relief they provided
convinced me that I had to find an alternative and better approach to dealing with my
physical responses. The inefficiency of the way in which had 1 treated my physical
responses was easily understood in terms of the cyclical nature of my experience (Figure

5). i.e. exposure to sensitive research topics. followed by physical discomfort. treatment of
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these physical reactions using medication and physical exercises only. and re-exposure to

despairing concepts during the research process, etc. However, I soon found that this

cyclical illustration provided only part of the whole picture.

(ii) Emotional
reaction

(i) Research process

(iii) Physical
discomfort

(v) Short-term relief

(iv) Medication & Physical activity

Figure S: The cyclical nature of the researcher’s experience, based on the sole

treatment of physical discomfort

Gradually through the course of Study One I also experienced unexplained anxiety

prior to starting new interviews. As feelings of anxiety were not something I normally felt

when communicating wit others, I suspected a potential causal link between the research

and my anxiety. I then became more aware of my every reaction to the research, both

physical and non-physical reactions, and noticed that different instances in the research

gave rise to different emotional responses, leading to different physical responses (Table

9).
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Table 9: My double-sided response (emotional and physical) to the research process

Instances in the research process which Emotional Physical

I experienced as emotionally upsetting response response

Listening to patients describing their sudden Overwhelming Muscle

loss of mobility, and when a patient's progress | sadness tension
Ny

regressed or reached a plateau

Inability to do something for the patients to Feelings of Physical

help them improve their seemingly hopeless powerlessness fatigue

situation and frustration

The thought of having to transcribe an

interview which contained a patient’s Anxiety Stomach
N

descriptions of brash handling by health churning

professionals and patients generally not being

acknowledged as human beings

When patients related how they received Anger Headaches

insufficient emotional and physiotherapy 27

support, mostly due to staff shortages

Overwhelming feelings of sadness contributed to muscle tension while listening to
patients describing their sudden loss of mobility, and also when a patient's progress
regressed or reached a plateau. I felt physical fatigue after having experienced feelings of
powerlessness and frustration due to the inability to do something for the patients to help
them improve their seemingly hopeless situation. Anxiety contributed to stomach churning
at the thought of having to transcribe an interview containing a patient’s descriptions of

brash handling by health professionals and generally not being acknowledged as a human
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being. Headaches developed due to anger felt when patients related how they had been
provided with insufficient emotional support.

All of these led to the awareness that my previously unexplained physical and non-
physical symptoms were either directly or indirectly linked to my exposure to the patients’
grief. By not regarding acknowledgement and management of my own emotions as
researcher to be of great importance, and by focusing only on the good conduct of the
research, | had neglected my own emotional health. 1 had fostered the idea that a researcher
should be able to ‘handle’ sensitive issues in research. Also, that researchers should be able
to step away from their research and not get over-involved in participants’ personal issues.
I thus perceived my own emotional reactions to patients’ narratives without recognising
their significance. According to Gadamer (1996) this is a natural, human reaction. "It is
part of the balancing act of life that one learns to forget what is causing a disturbance, or at
least succeeds in regarding it with indifference. One of the means for sustaining this skill
of balancing is precisely intelligent behaviour, including, for example, self-deception or the
knowing refusal to accept the truth of one’s own illness” (p. 55). It was my physical
symptoms that drew my attention more and more to the fact that in order to maintain an
equilibrium within my research I had to address the source of these symptoms.

[t became clear to me that my emotional reactions brought about my physical
discomfort and formed a critical part in the cyclical illustration of my research experience
(Figure 5). If I had confronted my emotions already in Study One, understood them and
worked out ways to manage them, they might have had less of an impact on my health.
both physical and non-physical. I realised that addressing my emotional reactions first was

vital in the effort to reduce physical discomfort during my research process.
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6.4.2 The relationship between emotion and health

Indeed, research shows that emotional reactions can have a profound effect on people.
both physically and non-physically, even though they may not consciously be aware of
such a link. For instance, emotional distress may increase the quantity of acid released into
the stomach, without a person being consciously aware of this happening (Williams &
Bendelow., 1996). Continuous stress of this kind could lead to gastro-intestinal disorders,
all mediated by emotional responses to external stimuli, as was also illustrated by the
symptoms I experienced, triggered by my emotional reactions.

The essence of good qualitative research revolves around holism (Noblit & Engel,
1991). This implies addressing the research process, participants and researchers from
multiple perspectives. However, there seems to exist a lack of approaches that address the
links between the physical and non-physical needs of researchers studying sensitive topics.
in a holistic way. This lack of holism is evident in for example guidelines for a protocol for
researcher safety (Paterson, et al., 1999). The guidelines include only physical elements of
personal safety, such as how researchers could protect themselves against possible physical
attacks from interviewees. While I do not deny the importance of direct physical
protection, it is surprising that their protocol does not include elements such as emotional
protection, since researchers may be more commonly exposed to emotionally risky
situations than to direct physical risk. I would like to suggest further that denying and/or
omitting researchers’ emotional experience from research reports and peer-reviewed
papers may intentionally deprive qualitative research of its holistic nature. Therefore,
acknowledgement of the researcher experience and its disclosure must be regarded as
prime requirements for the conduct of sound qualitative research.

Awareness and acknowledgement of one’s own emotions as researcher and

interviewer. which result from the interviewees’ narratives. are also essential since
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emotions may have detrimental effects on both the health of the researcher and the validity
of the data (Rowling, 1999; Burr, 1996; Dunn, 1991; Cowles, 1988). It is therefore
imperative that ways to process researcher emotional reactions are established in order to
minimise these negative effects.

My discussion up to this point supports a call for a holistic approach to researcher
experience and well-being. In the following sub-section I suggest, for the first time. a
management programme I developed and used in Study Two of my PhD research, that uses

such a holistic approach.

6.4.3 Coping strategies — the EPSSI management programme

As mentioned earlier, the suggested strategies I found for encouraging emotional well-
being for researchers included journal keeping, debriefing sessions with colleagues.
improving the scheduling of interviews and allocating the interviewing and transcribing
tasks to two different researchers. However, the last two strategies concern the logistics of
interviewing and do not address the researchers’ emotional reactions directly. The first two
strategies (journal keeping and debriefing sessions) take place after exposure to research
participants’ narratives. They are reflective and therefore not pro-active. Indeed, reflective
practice is an important part of qualitative research methods such as hermeneutic
phenomenology (Ironside, et al., 2003), but it is my belief that already prior to starting a
study (i.e. prior to interviewing, transcription of interviews, interview data analyses). as
well as prior to every possible exposure to emotional upsets within a study. researchers
who know they are vulnerable emotionally should prepare themselves emotionally. They
should be aware of strategies to manage their own emotional reactions whilst within an

emotionally upsetting situation such as an interview on a sensitive topic.
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[ suggest researchers treat their own health holistically. In most cases. as mentioned
before, the coping strategies offered by the literature may not be sufficient to overcome the
often overwhelming emotional distress experienced by qualitative researchers, since thev
do not pursue a holistic description of the researcher’s health. Gadamer (1996) writes that
already in the days of Plato, Greek doctors realised the human body cannot be fully treated
without knowledge of the whole of the body’s being-in-the-world. Description of
researchers’ health should therefore address the health of the researcher as a multi-
dimensional phenomenon (Figure 1), which can be defined as the complete state of
physical (for example fitness, relaxation, nutrition, medication), emotional (for example
care for emotional distress, stress management, relaxation). social (for example families,
friends, colleagues, environment), spiritual (for example love, hope. meaning in life) and
intellectual (for example educational, achievement, career) well-being (O'Donnell, 1989).
High levels of well-being for the researcher may therefore not be attainable without a
balance between these five interdependent and mutually supporting domains of health.

I needed therefore a holistic management programme which includes pro-active
strategies as well as strategies to be implemented during and after data gathering. |
developed such a programme and called it the EPSSI-management programme. This
programme includes strategies that address health holistically, and therefore it includes all
five health domains illustrated in figure 1, i.e. the Emotional, Physical, Social, Spiritual
and Intellectual domains. The suggested programme could enable researchers to manage
their own emotional distress while also taking into account the link between their emotions

and the other four health domains.
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6.4.3.1 Development of the EPSSI-programme: Links between emotion and the other

four health domains
Optimum health requires for all levels of health, such as represented by the five

domains figure 1, to be in balance with each other (O'Donnell, 1989). Also, as is the case
with holism mentioned before, an imbalance in one of the domains will have an effect on
one or more of the othe domains, causing an overall health imbalance. It is very important
that while experiencing emotional distress researchers stay aware of how it influences the
other domains of their health. Repeated listening to people’s heart-rending narratives can
have emotional effects such as sadness, anger and frustration on interviewers. As I have
experienced and as the literature also suggests (Williams & Bendelow, 1996), these
emotions can have a number of different effects on the physical body for example
headaches, muscular pain, nausea and fatigue. In combination, the emotional and physical
effects may have effects on the three remaining health domains in the following ways:

— Social domain: Fatigue and/or feelings of depression often contribute to decreased
motivation to socialise (Butler & Hope, 2004). This may lead to social 1solation.

— Spiritual domain: In the current context, this domain does not refer to religion but
rather to one’s relationship with one’s inner self, and the images and thoughts
researchers convey to themselves. Many people benefit and draw strength from some
kind of spiritual belief (Sims, 1992). Continuous negative emotions and physical
discomfort may decrease interest in and motivation for pursuing such beliefs.

— Intellectual domain: Physical pain and discomfort can decrease concentration span
(Apkarian, et al.. 2004). as well as motivation for intellectual processes such as logical
thinking.

In applying this programme 1 realised that identification and understanding of my

emotional and resulting physical reactions. and ultimate management of such reactions.
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may prevent the cycle illustrated in figure 5 from moving through prolonged emotional
distress and physical discomfort. As my primary response to the research process was most
often an emotional reaction, I suggest that researchers first address and manage their
emotional reactions, in order to attain some or complete relief from physical discomfort
brought about by their emotional distress. Below is a discussion of how I addressed my

emotions through the other four domains in figure 1.

6.4.3.2 Development of the EPSSI-programme: Addressing and managing emotion

through the other four health domains
I found addressing and managing my emotional responses through activities related to

the other four health domains in the EPSSI-model to be very valuable, once I had realised
the significance of my own emotional responses to the research. As mentioned earlier. high
levels of well-being for the researcher are not attainable without a balance in the
interdependent and mutually supporting domains of health. Over-attention to one or more
of these levels can lead to lack of attention in one or more of the others, resulting in an
overall imbalance of health. The following are examples of how I addressed and managed

my emotions through the other four health domains in figure 1 and in this way kept a

balance in my overall well-being:

— Physical domain: Physical activities such as yoga, general gym exercises and
progressive muscle relaxation helped to release stress present in my physical body.
Popular complementary therapies, such as aromatherapy and sound therapy. also
helped me to relax.

—  Social domain: I sought regular contact with like-minded friends and family (they did
not have to be qualitative researchers themselves) and found such regular social contact

prevented me from getting too focussed on, and overwhelmed by. my research.
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Spiritual domain: Popular self-help techniques which I found helpful in keeping a
positive outlook included repetition of positive affirmations coupled with quiet times
(meditation). The latter was practised both before and after interviews. Quiet times
related to interviewing mostly entailed relaxed deep breathing and mental preparation
for a possible encounter with grief.

Intellectual domain: Debriefing sessions with my research supervisors and other
colleagues who understood how emotionally distressing research on sensitive topics
can be, were indeed helpful in order to keep perspective. Activities for this domain may
also include the keeping of a journal in which researchers can express their thoughts
and feelings (Lyons, 1999). Such activities may contribute to a releasing process for
emotional distress as opposed to a blocking process created by keeping emotions to

oneself.

6.4.4 Practical application of the EPSSI-management programme

The following is an illustration of how and when I practically applied the EPSSI-

management programme to my research, during Study Two:

—  Prior to meeting with an interviewee for an interview, I spent a few minutes alone,

practising deep breathing and progressive muscle relaxation to induce emotional and
physical relaxation. I visualised the interviewee in for example a therapy session.
enjoying the activities — such visualisation reinforced in me the belief that it could still
be possible to experience good quality times despite having had a stroke.
Reinforcement of positive thoughts helped me to not focus only on the sadness stroke
survivors experienced. These activities together with those from both the physical
(progressive muscle relaxation) and the spiritual domains (breathing and positive

visualisation). pro-actively supported possible emotional reactions. | practised the same
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activities before transcription of interviews as well as before commencing analysis of
interview data.

During an interview [ sat on a chair. placing my feet firmly on the ground. I kept that
position for the duration of the interview as it contributed to a feeling of being
‘grounded’. The feeling of ‘groundedness’ is generally encouraged in meditation
practice to centre one’s awareness and create a sense of inner balance, including at
times of emotional stress (Glasscock Barnes, 2004; Roland, 2003). In the case of an
interview becoming emotionally upsetting, [ immediately resumed deeper breathing.
The latter is known to prevent muscles from tensing up due to stressful situations
(Chaitow, 2004). I did this as softly as possible lest I would reveal my feelings to
interviewees. Visualising a golden light enveloping both the interviewee and myself
also assisted me in feeling more in control of my own emotional responses to
interviewees’ narratives. The latter is a technique commonly used in colour therapy to
increase levels of vitality in the human system (Wills, 2000) and in meditation practice
to release tension (Glasscock Barnes, 2004). These activities addressed my emotional
well-being from both the spiritual (colour therapy and meditation) and physical
domains (breathing). During transcription and analysis of data I practised the same
activities when I felt emotionally upset.

Following an interview and prior to leaving the research setting, I'd go to the
cloakroom, wash my hands and visualise taking off a coat and hanging it at the front
door of the setting. This kind of visualisation created a sense of closure and helped me
not to take emotional ‘baggage’ home with me. Visualisation techniques may help a
person in that they focus mental energy in order to deal with stress (Roland. 2003).
On arriving home I'd write down notes about my own feelings and the interview itself.

a sort of personal journal keeping. therefore addressing any emotional issues {rom the



intellectual domain. Journal keeping is advised to help a person focus their thoughts as

well as analyse their insights (Roland, 2003). I would then spend half an hour

practising self-care techniques such as yoga, gym exercises and/or taking a bath with
aromatherapy oil, prior to resuming my family- and home-related activities. Supporting
my emotional well-being through the social domain of health, I regularly made and
kept contact with like-minded friends and family. I found this to be particularly helpful
in keeping a balance between work and home life. Debriefing sessions with my PhD
supervisors provided valuable intellectual support.

In general the EPSSI-management programme helped to increase my feelings of
empowerment and self-worth, consequently enabling me to contribute to the research in a
more effective way, i.e. still being immersed in the research as required by the
hermeneutic phenomenological approach but being able to distance myself emotionally
from the data. This programme may be used as an empowerment tool for qualitative
researchers to enable them to deal effectively with their emotional responses to the
research process, if and when they occur. Management strategies can however differ from
researcher to researcher and should be tailored to the needs and personalities of individual
researchers (McCosker, et al., 2001; Driscoll, et al., 1997). The details of the activities
practised in each domain were my personal choice, and other researchers might find
different activities more effective. In this case researchers could find activities relating to
each domain that suit their own personalities. Further research will be necessary to

determine the usefulness of this programme for qualitative researchers in general.
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6.4.5 Researcher emotions and their management

I propose that safeguards, for example programmes such as the EPSSI-management
programme, are implemented for researchers working on sensitive topics, be it officially
set in place by an ethics committee or at least planned and performed by researchers
themselves. In the same way as providing for participant safety, pre-planning of researcher
safeguards could prevent many researchers from being caught off-guard by their own
emotions due to the sensitive nature of their research, in stead of identifying strategies “by
trial and error” (McCosker, et al., 2001, paragraph 34). Prior to embarking on research that
studies people’s experiences of sensitive issues, qualitative researchers ought to be
encouraged to be acutely aware of the following: they must respect the participants in their
studies, but should also respect themselves and their own emotions, be aware of them,
acknowledge them and manage them holistically.

Branches of qualitative research such as feminist methods and also hermeneutic
phenomenology, see the researcher as “always and inevitably present in the research™
(Stanley & Wise, 1993, p. 179). During in-depth interviewing the research process
therefore does not only depend on the participant’s narrative but also on how the
interviewer understands her-/himself, his/her own thought patterns, and integrity (Johnson.
2002). It follows that it is not only difficult for researchers to separate their own emotions
experienced during a research study from their research, but it is actually impossible
(Lowes & Prowse, 2001; Gatenby & Humphries, 2000; Ahern, 1999; Stanley & Wise.
1993). The principles of hermeneutic phenomenology support these realistic guidelines and
take a researcher’s presuppositions for granted and as part and parcel of the whole research
process (Le Vasseur, 2003). In retrospect my emotions could have affected early analysis
of interviews on the stroke unit in Study One. which could have lead to a more ncgative

reflection of patients” narratives in the emerging themes. I therefore re-analysed the
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interviews once [ had realised the effect of my emotions and once I had implemented use
of the EPSSI-management programme. The latter was also used all through Study Two.

I believe that discussions on the researcher experience should be encouraged in the
author guidelines of peer-reviewed journals, in order to make more researchers aware of
the impact their experiences may have on themselves and their research outcomes.
However, as my search of the literature showed, researcher experiences and emotions are
mostly kept covert and seldom overtly discussed in research articles. It may be argued that
scientific journals prevent inclusion of researcher experiences for several reasons. Perhaps
paramount amongst these is the prominence of objectivity in positivist research
methodologies (Horsburgh, 2003; Sword, 1999; Cowles, 1988). These methodologies
emphasise objectivity, exclude emotion, and most of them regard subjectivity as being
biased and of limited scientific value. However, the very nature of qualitative research
asks of researchers to immerse themselves in the research process. Total objectivity is
therefore not realistic (Horsburgh, 2003; Sword, 1999; Schutz, 1994) and may not even be
beneficial to qualitative research (Ahern, 1999; Rowling, 1999). The recognition and
acceptance of subjectivity, personal experience and emotions may help to elicit deeper
meaning to experiential data (Schutz, 1994; Rowling, 1999) and to underline one’s

integrity as qualitative researcher (Sword, 1999).

6.5 Reflection on the study strengths and limitations

The aim of a hermeneutic phenomenological study is not to reach an ultimate result but
rather to reveal new understanding of a phenomenon (fronside et al.. 2003; van Manen.
1990). The study of experience through hermeneutic phenomenology is a process
characterised by reflection and a circular motion “with interpretations being continually

held open” (Ironside et al.. 2003. page 175). The contribution of such a study. including
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my PhD research reported in this thesis, therefore lies in the attainment of greater
understanding which is left open to further exploration. The exploration and interpretation
presented in my thesis should therefore be viewed as provisional and not as an ultimate
exploration and interpretation. This continuous evolvement of knowledge is reflected by de
Witt and Ploeg (2006) in their criteria for rigour in hermeneutic phenomenological
research namely “actualisation”. The latter is a conscious allowance for further
development of the interpretation presented by a study. From a positivist point of view an
evolving method with provisional “outcomes” would be a limitation. However, from a
constructivist point of view it could be seen as a strength in that it admits that no data
collected on human experience could ever provide an ultimate picture of that experience.
The value of studying experience through hermeneutic phenomenology could also be said
to lie in its honesty and openness on how the understanding gained was co-created by both
the researcher/s and the researched. Indeed, in the case of my own research my interest in
the experience of stroke rehabilitation was triggered by the illness and death of my paternal
grandmother. From the start of the research my reasoning, be it consciously or
unconsciously, would have been affected by the emotions 1 felt surrounding her death and
the possible treatment she did or did not receive. This in turn would have affected the way
in which I interviewed participants and analysed the study transcripts. Another person with
no personal experiences related to stroke would have been able to give an account of lived
stroke rehabilitation uncontaminated by the personal feelings I had and still have.
However, the nature of hermeneutic phenomenological inquiry is such that the researcher’s
emotions and feelings are part of the creation of the research process (de Witt & Ploeg.
2006; van Manen, 1990). Therefore 1 feel the limitation just described was also in effect a
strength in that I had an understanding of what patients might have been going through

which another researcher, without the same experiences as me. could not have had.
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The fact that I did not have the opportunity to study the same patients I interviewed in
the stroke unit, in a CE setting could be seen as a limitation. The two groups of participants
in Studies One and Two could therefore not be directly compared with each other.

Hermeneutic phenomenology’s inclusion of the researcher’'s experiences brought a
strength to my study: the findings do not only provide better understanding of lived stroke
rehabilitation experience in two different settings and how we could move closer to holistic
approaches to stroke rehabilitation, but it also brings better understanding of the

researcher’s own experiences which other qualitative researchers might find invaluable.

6.6 Final reflection
I began this thesis with reference to my grandmother and how her possible suffering
lead to the focus of my PhD journey. In Chapter One I explained how my research
developed over the last eight years of study and presented in Chapter Two background
information on the nature of stroke and stroke rehabilitation in the UK. Chapter Three
explained the origins of hermeneutic phenomenology as research method as well as the
way in which I applied it in my research. In Chapters Four and Five I presented the
findings of two separate hermencutic phenomenological studies on the lived experience of
stroke rehabilitation, in two different settings. In this final chapter of my thesis, Chapter
Six, I reflected on different areas of my PhD, namely:
— the findings from Study One and Two which I then evaluated them in terms of a
holistic approach to health
— recommendations for the development of a more truly holistic approach to stroke
rehabilitation which could be studied in further research

— the soundness and rigour of the hermeneutic phenomenological method I used
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— aholistic tool for researchers to take care of themselves, which I developed as a result
of my own emotional reactions to the research
— the strengths and limitations of my study
My original aim of exploring the role of holistic approaches in two distinct settings of
stroke rehabilitation brought better understanding of stroke patients” experiences in a
conventional stroke unit and in a CE setting, and showed that neither setting used a truly
holistic approach. It is hoped that the recommendations for a more truly holistic approach

to stroke rehabilitation will be followed-up and their feasibility assessed.
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Appendix A: Interview schedule in stroke unit

As you know this is a stroke unit providing stroke rehabilitation. I would like to know what

your experiences have been since you came here.

Prompts:

- What things do you identify as your rehabilitation?

- What support do you think do you need being here?

- What do you think about the rehabilitation you have received up to now?
- What would you say is the most _effective?

- Do you think you have made progress?

- Has the stroke changed your life? How?

- How do you cope with the changes?

- Do you think about the future / your future?

- Do you have goals for yourself?

- What advice would you give to other stroke patients on how to cope during

rehabilitation?

- Good life? Again?



Appendix B: Interview schedule in CE setting

I would like to know what your experiences of the sessions here at CE have been.

Prompts:
- What do you think about the sessions you have attended up to now?
- What would you say is the most effective?
- Do you think you have made progress/are making progress?
- Has the sessions changed your view on your own situation after the stroke? How?
- Do you think about the future / your future?
- Do you have goals for yourself?

- What advice would you give to other stroke patients on how to cope after a stroke?

- Good life? Again?
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Appendix C: Letter of invitation (stroke unit participants)

Hallo!

[ am a research student from John Moores University in Liverpool and I would like to
know how you experience your rehabilitation. Not many stroke patients have the
opportunity to really talk about their experiences. You now have the opportunity to be part
of a research project looking at stroke rehabilitation through the eyes of the patients
themselves.

If you would like to be part of this project, please write your name on this paper and give it
to your physiotherapist. I will contact you shortly afterwards and give you the opportunity
to talk about your experiences. Everything you tell me will be treated anonymously - in
other words your name will never be associated with anything you tell me. Your stories

could help future stroke patients.

See you soon!

Best wishes,
Wilna

Wilna Dirkse-van-Schalkwyk
Research student
Liverpool John Moores University

Please contact me to arrange a date on which I can tell you about my experience of stroke

rehabilitation

Name and surname (printed):

Signed:

Date:




Appendix D: Consent form (stroke unit)

NORTH STAFFORDSHIRE HEALTH AUTHORITY

RESEARCH ETHICS COMMITTEE

FORM OF CONSENT FOR A PATIENT IN A CLINICAL RESEARCH PROJECT

Study title: An investigation of stroke patients’ experiences of rehabilitation with
particular reference to the use of mental imagery.

Main Investigator: Ms. Wilna Dirkse-van-Schalkwyk
Study Responsible Clinician: Dr. C. Roffe

The aims and procedures of the clinical investigation in which I have been asked to take
part have been explained to me by

.............................................................................

I have read and understood the patient leaflet set out overleaf. and have been informed
about reasonably foreseeable risks or discomfort. I understand that the procedure is to be
carried out solely for the purpose of medical research.

I have had the opportunity to ask questions and to consider the answers given.
[ understand that participation in the study is voluntary and that I may withdraw from the
study at any time of my own accord. If I do withdraw it will not affect the future care and

attention which I will receive from my doctors.

I hereby give my fully informed consent to taking part in this clinical investigation.

Patient's NAME: o..ieeee e eeee e AAAIeSS: oo

....................................................................

SIGNAUTE: .oviiieiieeeiie e D ALE: e

I confirm that I have explained the purpose and the nature of this procedure and the
risks involved.

Investigator's name: ..........ccoceveeviiiiiineenneennn SIGNATUTE: c.oeeviiiiinimiieieiec e

Date: oo,



An investigation of stroke patients' experiences of rehabilitation with _particular

reference to the use of mental imagery.

Why is this study being done?

We know very little of how stroke patients in rehabilitation experience rehabilitation. This

study is being done to learn about the experience of stroke rehabilitation through the eves

of the patients.

What is my part in the study?

I would like for you to tell me about your experience of rehabilitation.

How would this research affect me?

You might feel tired due to talking to me for a while and/or you might get emotional when
you share certain experiences with me. Remember you are allowed to stop or postpone the
interview whenever you want to. The interview could also have a positive effect in that
you will be able to share your experiences in rehabilitation and contribute to health
professionals' better understanding of stroke patients' own individual experiences. Thus
helping future stroke patients.

What are the results used for?

The results will be used to inform us on how to improve stroke rehabilitation for future
stroke patients. By obtaining information from you how you experience it, we could shape
future stroke rehabilitation programmes more according to patients' needs.

Do I have to say yes?

No, you can refuse to take part in the study. No one should feel forced to agree.

What will happen if I say no?

You will receive your normal medical care.

Can I change my mind?

Yes, of course, at any time. If you would like to withdraw for any reason, just let us know.

Who can I contact if I have any other questions?
Ms. W. Dirkse van Schalkwyk (main investigator) Tel: (01782) 310634
Dr. C Roffe (consultant in stroke medicine) Tel: 552267 (secretary)
or (01893) 323485 (pager)



Appendix E: Letter of invitation (CE participants)

Letter of invitation to the Conductive Education participants:

Dear Madam / Sir,

| am a doctoral research student from Liverpool John Moores University and | am doing a study on
how people who had a stroke experience their rehabilitation. Since you take part in Conductive
Education for stroke, | would like to hear more about your experience of Conductive Education, as
well as your experience of stroke rehabilitation in general. You now have the opportunity to be part
of a research project looking at Conductive Education and stroke rehabilitation through the eyes of
the participants themselves. More information is printed overleaf.

If you would like to be part of this project, please complete the section below and give it to Dr.
Melanie Brown, who will arrange for us to meet and discuss your experiences. All our discussions
will take place in a private room at the National institute of Conductive Education (NICE), Cannon

Hill House, Moseley, Birmingham, before or after your stroke sessions. Your participation might
help people suffering from stroke in the future.

Many thanks in advance.

| look forward to meeting you.

Sincerely yours,

Wilna Dirkse van Schalkwyk
Doctoral research student
Institute for Health

Liverpool John Moores University

Yes | would like to tell you about my experience of stroke rehabilitation and Conductive Education.

Name and surname (printed):

Signed:
Date:
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An investigation of stroke patients' experiences of rehabilitation with particular

reference to the use of approaches aimed at individual independence

Why is this study being done?
Very little is known of how stroke patients experience rehabilitation. This study is being done to

learn about the experience of stroke rehabilitation through the eyes of the patients themselves. The

study also explores people’s experiences of participation in Conductive Educational sessions for
stroke.

What will your part in the study be?

| would like to meet you and give you the opportunity to tell me about your experience of
rehabilitation and Conductive Education. Your identity will always remain confidential in the study.

How would this research affect you?

Talking to me may have a positive effect in that you will be able to share with me your experiences.
Your contribution to knowledge of rehabilitation and Conductive Education experience, might lead
health professionals to a better understanding of stroke patients’ own individual experiences. Thus
you might help people suffering from stroke in the future.

Sharing with me your past and present experiences might make you feel tired or emotionally upset.
Dr. Melanie Brown will be available for you to discuss with her any such feelings if you wished to do

so. Remember you are allowed to stop or postpone our meeting whenever you want to.

What will the results be used for?

The results of this study will help to further identify the specific needs of individual stroke patients,

as well as any shortcomings in current conventional stroke rehabilitation programmes.

Participation in the study is voluntary. You are therefore under no obligation to take part. Your

decision whether to take part or not will not affect the services you receive from NICE in any way.

People to contact if you have any other questions?

Ms. Wilna Dirkse van Schalkwyk (main investigator) Tel: 07940 - 872770
Dr. Melanie Brown (senior conductor, NICE) Tel: 0121-449-1569
Prof. Jane Springett (research project supervisor) Tel: 0151-231-4055



Appendix F: Consent form (CE)

FORM OF CONSENT TO TAKE PART AS A PARTICIPANT
IN A RESEARCH PROJECT

Title of project:

An investigation of stroke patients' experiences of rehabilitation with particular
reference to the use of approaches aimed at individual independence

L e e, agree to take part in the
(Participant’s full name)

above named project, the details of which have been fully explained to me and described in
writing.

L et e e et e e certify that the details
(Investigator’s full name)

of this project have been fully explained and described in writing to the participant named
above and have been understood by him/her.

OO OO P O RPOT ORI SORORPON certify that the details
(Witnes’s full name)

of this project have been fully explained and described in writing to the participant named
above and have been understood by him/her.

(Witness)

NB The witness must be an independent third party.



Appendix G: Information letter for keeping of diary

Please keep a diary of your experiences over the eleven days (weekends included) of the

NICE course. 1 would be very grateful if you could specifically mention experiences

related to the following:

— Any challenges you may experience caused by the stroke. whether it is physical.

emotional or spiritual of nature, and how you cope with it

— Your experiences of your sessions at the Institute for Conductive Education

— What role Conductive Education plays in your day-to-day life

You are free to write as much or as little as you want.
Please remember to bring your diary with you to the National Institute for Conductive
Education on the last day of your two-week course when I will collect it from you. Your

identity will always remain confidential in the study.

If you have any questions related to my research please do not hesitate to ask Dr. Melanie

Brown or myself.
Many thanks for your help with my research.

Sincerely yours,

Wilna Dirkse van Schalkwyk
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