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Are physiotherapists employing person- @
centred care for people with dementia? An
exploratory qualitative study examining the
experiences of people with dementia and

their carers
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Abstract

Background: People with dementia may receive physiotherapy for a variety of reasons. This may be for musculoskeletal
conditions or as a result of falls, fractures or mobility difficulties. While previous studies have sought to determine the
effectiveness of physiotherapy interventions for people with dementia, little research has focused on the experiences of
people receiving such treatment. The aim of this study was to gain an in-depth understanding of people’s experiences
of receiving physiotherapy and to explore these experiences in the context of principles of person-centred care.

Methods: Semi-structured interviews were undertaken with people with dementia or their carers between September
2016 and January 2017. A purposive sampling strategy recruited participants with dementia from the South West of
England who had recently received physiotherapy. We also recruited carers to explore their involvement in the
intervention. Thematic analysis was used to analyse the data.

Results: A total of eleven participants were recruited to the study. Six people with dementia were interviewed and
five interviews undertaken separately with carers of people with dementia. Three themes were identified. The first
explores the factors that enable exercises to be undertaken successfully, the second deals with perceived resource pressures,
and the final theme “the physiotherapy just vanished” explores the feeling of abandonment felt when goals and expectations
of physiotherapy were not discussed. When mapped against the principles of person-centred care, our participants did not
describe physiotherapy adopting such an approach.

Conclusion: Lack of a person-centred care approach was evident by ineffective communication, thus failing to develop a
shared understanding of the role and aims of physiotherapy. The incorporation of person-centred care may help reduce the
frustration and feelings of dissatisfaction that some of our participants reported.

Keywords: Physiotherapy, Dementia, Pcc, Patient centred care, Satisfaction, Carer

* Correspondence: ah577@exeter.ac.uk

'NIHR CLAHRC South West Peninsula, University of Exeter Medical School,
Exeter, UK

Full list of author information is available at the end of the article

- © The Author(s). 2018 Open Access This article is distributed under the terms of the Creative Commons Attribution 4.0
() B|°Med Central International License (http://creativecommons.org/licenses/by/4.0/), which permits unrestricted use, distribution, and
reproduction in any medium, provided you give appropriate credit to the original author(s) and the source, provide a link to
the Creative Commons license, and indicate if changes were made. The Creative Commons Public Domain Dedication waiver
(http://creativecommons.org/publicdomain/zero/1.0/) applies to the data made available in this article, unless otherwise stated.


http://crossmark.crossref.org/dialog/?doi=10.1186/s12877-018-0756-9&domain=pdf
mailto:ah577@exeter.ac.uk
http://creativecommons.org/licenses/by/4.0/
http://creativecommons.org/publicdomain/zero/1.0/

Hall et al. BMC Geriatrics (2018) 18:63

Background

Warnings of a global dementia epidemic and its conse-
quences have grown in recent years. A significant
increase in people diagnosed with dementia is being re-
ported in the literature, with figures suggesting the inci-
dence doubling every twenty years to reach over 130
million people living with dementia by 2050 [1]. How-
ever, despite an apparent recent increase in interest in
dementia, fears of an epidemic are not new. Concerns
about a “silent epidemic” were first reported in the
1980s [2] and despite highlighting the need for more re-
search addressing the causes, pathogenesis and medical
interventions, there was a reported lack of consideration
of the importance of non-medical interventions. This
pattern continued over the ensuing decades, with the
majority of research still focusing on medical interven-
tions to delay onset of dementia or reduce the associated
symptoms [3]. More recently, there has been an increas-
ing growth of research looking at non-medical interven-
tions to improve management of people with dementia,
indeed a significant volume of research over the last dec-
ade has demonstrated that psychosocial interventions
can be as effective as pharmacological therapies [4].

Historically, research in dementia either largely neglected
subjective experiences or was comprised of carers’ opinions
[5], further damaging the belief that involving people with
dementia in research is feasible. A review commissioned by
the Australian Government highlighted the need for a
greater understanding of the experiences and needs of
people with dementia and their carers [6] and was echoed
by the recommendations of the James Lind Alliance de-
mentia research priority setting review [7].

The introduction of person-centered care (PCC) has
resulted in growing importance that people with demen-
tia’s experiences should be explored through research [8]
as well as the incorporation of patient’s opinions in clin-
ical practice. It has been suggested as a way of improving
outcomes for people with dementia [9] and was a con-
cept first introduced by Kitwood [10], now reflected in a
well-established biopsychosocial approach to diagnosis
and management of the care of older people in the UK
[11]. While a clear definition of PCC is not established,
the principles suggest that patients are people and
should not be classified or treated according to their dis-
ease alone, but their subjective experiences in relation to
their environment, situation and future plans should be
considered [12]. In 2006, the National Institute for
Health and Clinical Excellence instructed acute hos-
pital Trusts in the UK to provide services that were
aligned with the principles of PCC [13] and was fur-
ther supported by the National Dementia Strategy
[14] which sought to ensure that significant improve-
ments were made to dementia services. These encom-
passed three key aspects including improved awareness,
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earlier diagnosis and intervention, and a higher qual-
ity of care [14].

Gait impediments, reduced balance and impaired pos-
tural control [15] in combination with impairments in
cognition lead to greater risk of falls and fractures for
people with dementia [16], increasing the likelihood of a
person with dementia requiring physiotherapy. Despite
the suggested importance of incorporating PCC into
treatment plans in order to provide effective treatment,
the extent to which PCC is experienced by patients re-
ceiving physiotherapy is not clear. A previous study
undertaken by the authors suggested that physiothera-
pists were trying to incorporate PCC into the manage-
ment of people with dementia, but were often limited by
lack of knowledge or resource limitations [17].

In light of the lack of research in this area, the aim of
this study was to explore the experiences of people with
dementia, and their carers, of the physiotherapy they re-
ceived as part of a rehabilitation program. Furthermore,
it aimed to explore what factors were important to
people with dementia and their carers in relation to
physiotherapy in order improve adherence and ability to
engage in physiotherapy, while also considering whether
the principles of PCC are experienced by those receiving
it. For the purpose of this study, we will use the term
“carer” to include relatives, next of kin or friends of the
person with dementia.

Methods

An inductive qualitative approach was used as it enabled
in depth exploration of participants’ experiences and
perspectives, with the aim to develop new theory, due to
an absence of existing research. To gain an in-depth un-
derstanding of the experiences of people receiving
physiotherapy we undertook semi-structured interviews
with people with dementia in the South West of England
between September 2016 and January 2017. We also
interviewed carers of people with dementia to explore
their experiences of being involved in the process of
physiotherapy and used thematic analysis to make sense
of the data.

Recruitment and participants

A purposive sampling strategy was employed, with partici-
pant inclusion based on their experiences. We included par-
ticipants who had received physiotherapy within the last six
months, had a diagnosis of dementia and were able to give
informed consent to participate in the study. We also re-
cruited carers of people with dementia who had experience
of their relative having received physiotherapy. Recruitment
utilised two strategies. Firstly, letters were sent to Memory
Cafés in Devon and Cornwall. In addition, the project was
registered on the “Join Dementia Research” website (JDR)
(www.joindementiaresearch.nihr.ac.uk) where people with
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dementia can register their interest in being involved in re-
search projects. All people registered who lived in the South
West of England were sent an email to determine their po-
tential involvement in the project. A letter was sent to those
who did not have an email address or as a follow-up to
those who did not respond to the initial email. The potential
participants were asked to contact the research team should
they have received physiotherapy recently and were happy
to discuss their experiences (see Fig. 1). Recruitment and
interviewing continued until no new data was emerging. It
is suggested that when no new data is emerging, there will
be no new coding strategies and therefore no new themes
will be generated [18]. However, it is suggested that the
number of emergent themes are potentially limitless [19]
due to the unique interpretations and meanings that people
make of social situations, so there are potentially always
new interpretations [20]. A pragmatic approach suggests
that an adequate sample size is one that sufficiently answers
the research question [21] and places less emphasis on the
number of samples required, therefore sampling ceased
when sufficient data had been generated to answer the re-
search question.

Eleven participants were recruited to the study, of
whom six were people with dementia (two of these in-
terviews were in conjunction with their carer) and five
were carers of people with dementia (see Table 1). The
severity of dementia was not formally recorded but all
participants were able to understand the purpose of the
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Fig. 1 Recruitment flowchart
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Table 1 Characteristics of person receiving physiotherapy

Number of
participants

Location of physiotherapy In-patient 7
NG s PO o g ;
than one setting) Community 7
Type of dementia Alzheimer’s 7
Lewy Body 1
Vascular 1
Mixed 1
Unsure 1
Residential status Home - alone 1
Home - partner 7
Nursing home 2
Residential home 1
Gender of person with Male 3
dementia Formale 8
Age of person with 65-70 2
dementia 71-80 5
81-90 3
90+ 1
Type of physiotherapy Private 1
National Health Service 6
(NHS)
Both 4

research and able to provide written informed consent,
which would suggest that they had mild to moderate de-
mentia, although classification according to the severity
of dementia was deemed unnecessary and inappropriate
given the study aims.

Data collection and analysis
Interviews were undertaken with participants in a place
and at a time of their choosing, usually their own home,
and employed open-ended questions, which were broad
in nature in order to elicit rich responses from partici-
pants. A relative or a carer could be present if the per-
son chose. A topic guide was used to structure the
interview (see Additional file 1) so although the partici-
pants were asked the same initial questions, they were
phrased in a way that would encourage participants to
describe their experiences in their own words. The inter-
viewer (AH) is an experienced physiotherapist with sig-
nificant experience working with people with dementia,
none of the participants were known to the interviewer
prior to the interview.

Although participants were not explicitly told that the
interviewer (AH) was a physiotherapist this was not con-
cealed and in the majority of interviews it became
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evident to them, allowing a deep discussion about the
physiotherapy interventions. Participants were aware
that the interview was designed to aid the development
of a physiotherapy intervention for people with demen-
tia. Interviews were conducted face-to-face (with the
exception of one which was by telephone at the partici-
pant’s request) and lasted approximately 30 min, al-
though participants were given the opportunity to split
the interview into two (or more) separate sessions,
everybody was happy to complete the interview in one
session. They were audio-recorded and transcribed
verbatim immediately following completion of the
interview. Memos were taken throughout the data
collection and analysis phase and were used to guide
discussion with the other authors while also refining
the sampling strategy.

NVivo 11 (QSR International) was used to organize
and code the data and facilitated a process of thematic
analysis to be undertaken as suggested by Braun and
Clarke [22]. Analyst triangulation [23] was carried out in
order to increase the internal validity of the findings and
involved two of the researchers independently analyzing
a selection of the coded data and comparing findings.
Two of the authors (AH and LB) independently coded
the transcripts and discussed and compared coding
strategies in order to reach consensus about coding and
development of themes. Any disagreements in coding
strategies were resolved by discussion, but the majority
of disagreements revolved around variations in termin-
ology and were easily resolved.

Identification of potential themes occurred throughout
the data collection stage and was supported by the use
of memos. These preliminary themes were structured
into a thematic map and were further refined through-
out the data analysis. The trustworthiness of the emer-
ging themes was improved by discussion amongst
aut-hors, using a process of peer debriefing [24] and in-
volved the authors discussing the development of the-
matic maps in order to reach consensus on the
emerging themes.

Results

Three major themes and a further eight subthemes were
formulated. The first theme “physiotherapy is more than
just a sheet of exercises” explores the importance people
with dementia and their carers placed on physiothera-
pists not just providing exercises but on providing sup-
port to enable the exercises to be undertaken
successfully. Many of the participants described how re-
source pressures were perceived to affect the amount
and type of physiotherapy they received and this forms
the second theme. The final theme “the physiotherapy just
vanished” explores the importance of the person with de-
mentia and their carer having a shared understanding with
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the physiotherapist about the aims and goals for physio-
therapy; in some cases a lack of this understanding re-
sulted in a feeling of abandonment by the physiotherapist.
The principles of PCC, such as acknowledging person-
hood, personalizing the person’s care, offering shared de-
cision-making and prioritising the relationship as
much as the interventions [25] were not experienced
by our participants.

Physiotherapy is more than just a sheet of exercises

Our participants described several factors that were im-
portant considerations for the physiotherapist to be able
to help engage them and enable them to undertake ap-
propriate exercises, going beyond simply handing out a
set of exercises.

Understanding

The need for the physiotherapist to get to know the per-
son was discussed by many participants, alongside an
appreciation and understanding that people with demen-
tia could still successfully be rehabilitated following in-
jury or illness. Taking time to get to know the person
was felt to be vital to allow the physiotherapist to de-
velop individually tailored strategies to maximise en-
gagement in their rehabilitation but it was commonly
felt that physiotherapists failed to look beyond the de-
mentia. Reasons for this were reported to be a lack of
understanding about dementia but also a lack of time
and resources available.

“I think a lot of the problem lies that people look at
someone with dementia and that’s all they see. They
see someone with dementia. I mean I don’t look at my
mum and see someone with dementia you know I see
her as funny, witty, entertaining that is my mother. ”
(carer — PAIl )

Some participants felt that their physiotherapist lacked
knowledge about treating older people and those with
dementia and wanted to be recognised as needing an
approach to treatment different from that received by
younger people or those without dementia.

“Yeah I think you've got to [inform the physiotherapist]
because people understand better then otherwise they
treat you like you're an idiot if you're not careful and
as soon as people know then they are a little bit more......
they've got a little bit more respect in how they treat you.”
(person with dementia — PA6)

However, other participants reported feeling as though
the “stigma” of having a diagnosis of dementia could
negatively affect their care and wanted to receive the
same treatment as somebody without dementia. This
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fear of receiving less satisfactory care, or being treated
differently, if they disclosed the diagnosis of dementia
led to several of our participants withholding their de-
mentia diagnosis from their physiotherapist.

“I didn’t tell him I had Alzheimer’s because you know
as soon as you say you have Alzheimer’s ....... people

instinctively think that you're past it” (person with
dementia, PA7)

There was a fear that the physiotherapist may not
understand how to treat them appropriately if the diag-
nosis was disclosed. There was also a reported embar-
rassment at having to disclose this information where
the physiotherapist was not aware.

“.....this young male physio that I go to wouldn’t
understand a word if I said I had Alzheimer’s. So I
haven'’t said it to him, so it’s partially my fault but
........ I suppose it's a question of self-respect.” (person
with dementia, PA7)

Giving confidence

The difficulty disclosing a diagnosis of dementia was fre-
quently put down to a lack of confidence to share such
information. It was reported by several participants that
being given a diagnosis of dementia had significantly af-
fected their confidence, both in terms of their health and
in terms of managing everyday activities.

“But the thing I've found now with Alzheimer’s is the
lack of confidence of what you did used to do.” (person
with dementia, PAI0)

Participants described this lack of confidence affecting
their ability to engage with the physiotherapist and there-
fore felt unable to tell them that exercises were too
complicated. They also lacked confidence to ask their
physiotherapist to check that they were undertaking them
correctly. Our participants reported trying to overcome
this lack of confidence by having somebody else, usually
their spouse, present during physiotherapy sessions.

Our participants reported feeling that the physiother-
apist needed to appreciate that their lack of confidence
might affect their ability to engage and adhere to the
physiotherapy. They also felt that the role of the physio-
therapist was to help develop a sense of improved
confidence, which would allow them to undertake the
physiotherapy correctly.

Adapting treatment
The difficulties people with dementia and their carers re-
ported with undertaking the physiotherapy meant that it
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needed to be adapted to make it possible for them to en-
gage. However, different participants described varying
adaptations that would help their ability to undertake
the physiotherapy, highlighting the importance of indi-
vidualizing treatment based on the exact needs of each
person. None of our participants reported having an
open discussion with their physiotherapist about how
best to adapt their treatment to overcome any difficulties
they experienced due to their dementia.

In practical terms, participants talked about treatments
needing to be short and regular in order to create a rou-
tine to help them remember the physiotherapy.

“So I think it’s just perseverance really and I think also
yes making it a habit rather than a memory.” (person
with dementia, PAI11)

The use of written exercise sheets was talked about
favourably but these were not always offered even when
requested. They gave the person with dementia confi-
dence to be able to repeat the exercises correctly but in
some cases were too complicated to follow.

Getting the right people involved

Involving the correct people in the treatment was re-
ported to be something that was important but often
poorly considered by the physiotherapist. Having a con-
sistent physiotherapist providing input was reported by
our participants to be invaluable but this was frequently
impossible in acute settings.

“I mean he [relative] used to complain a lot at the
hospital ......... always changing the physio that’s the

he didn't like it when it was all different people all the
time” (carer, PA9)

Relatives were keen for others to be involved in the
physiotherapy, such as day-care services or paid carers, but
this was infrequently supported by the physiotherapists.

“I was surprised they didn’t train the day care centre
staff ....... They do exercises with their clients in there
anyway.....” (carer, PA4)

The carers reported being happy to be involved in the
physiotherapy if they were able, reporting that this was
just “part of their job”. If they were not physically able to
be involved in undertaking exercises, they wished to be
involved in discussions and decision making. However,
several carers found it difficult to assist with the exer-
cises, or be involved in decision making, as their levels
of carer burden were already too high.
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“I said look this hasn’t broken my [relative] but I can
tell you it has nearly broken me.” (carer, PA11)

Lack of resources affected the physiotherapy

Resource limitations and pressures within the National
Health Service in the UK (NHS) were frequently cited
and our participants felt that these often negatively af-
fected their care.

Difficulty accessing physiotherapy

Many of our participants described a difficulty accessing
physiotherapy and when it was offered, it often took a
long time to begin, which was perceived to negatively
affect the ability to improve.

“Well I think maybe you know by the time the physios
got involved my [relative] has been lying in bed for a
month.” (carer, PA11)

In order to resolve this difficulty, several participants
sought private physiotherapy input until the health ser-
vices physiotherapy started. However, this then excluded
them from receiving NHS physiotherapy.

“once the NHS found out that he had private physio
that was it they said they don’t want to do
anymore......he is able to pay for someone himself.”
(carer, PA9)

There was also a reported difference in what could be
offered from a private physiotherapist to what was of-
fered by the NHS. Physiotherapists working for the NHS
appeared more cautious with regards to health and
safety, whereas the private physiotherapists were more
flexible in their approach.

“they [NHS physiotherapists] were wrapped up in
health and safety you know when someone else
[private physiotherapist] was managing to get him
walking with just one of them they insisted on having
WO .......... the house was absolutely overcrowded with
equipment because you know they would insist that he
need a rotunda machine to stand and then another
machine and then this sort of wheelchair ........ it
ended up that there was hardly anywhere for him to
walk in his house because of all this equipment.”
(carer, PA9)

Not getting what they deserved

Generally our participants had very low expectations of
what physiotherapy they would receive and these low ex-
pectations were realized by many. These low expectations

Page 6 of 10

were grounded in an appreciation of a lack of resources
available in healthcare as well as some previous negative
experiences of physiotherapy interventions.

“I suppose finances are difficult in there and the
amount of people that need the service I'd say but
that doesn’t sort of qualify her not having a service
she’s entitled to.” (carer — PA3)

However, while some participants were openly dis-
appointed and felt that they did not get what they
deserved, the majority accepted what was given —
seemingly as they were unaware of what they were
entitled to.

“But I don’t know how long a piece of string is I'm not
sure I wouldn’t have a clue I suppose that's another
thing you know how along the line of expectations of
how long we would have expected them to keep
trying.”(carer, PA9)

Dissatisfaction usually revolved around a low number
of sessions, poor treatments, frequent cancellations, or
poor communication. When physiotherapy was started,
it was often difficult to get ongoing physiotherapy and it
was felt that the physiotherapists were frequently too
quick to try to discharge people.

“I still feel she could do with some more physio but my
concern about it was, was in fact that having got the
Pphysiotherapy people to come and see her they were
soon very keen to get shot.” (carer, PA3)

“The physiotherapy seemed to vanish”

Difficulty getting physiotherapy initially, followed by a
lack of ongoing input was reported in combination with
a frequent lack of clarity about how and why the physio-
therapy ceased.

Poor communication

There was a lack of communication reported between
the person with dementia and carer (where involved)
and the physiotherapist, leading to a sense of confusion
and unclear expectations. There was a lack of clarity and
understanding reported by participants about the
process of physiotherapy, what it was going to involve,
and when it was completed. The role of the physiother-
apist was unclear to a lot of participants and the use of
physiotherapy assistants alongside qualified staff was
poorly, or not, explained. There was no clear under-
standing of whether the physiotherapist was going to re-
view them again, or whether the assistant was going to
complete the course of treatment.
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“She [physiotherapist] said I'm going to go away and
draw up a schedule and I'll come back with the
auxiliary and we'll go through what’s to be done but in
the event the physio didn’t come back she just sent the
auxiliary” (person with dementia, PA2)

This lack of effective communication led to confusion
about when the physiotherapy was completed, leading to
a feeling of abandonment. Participants described how
the physiotherapist had just stopped attending, but there
were no clear reasons for this.

“she had a little bit and then it all sort of dropped off”
(carer, PA1)

Unclear goals

The lack of goals and aims appeared to precipitate a
feeling of the physiotherapist “vanishing”. None of the
participants had set goals with the physiotherapist before
or during treatment. This led to confusion about what
the aims of the treatment were and therefore an unclear
ending to the physiotherapy. Timescales were not dis-
cussed or used as part of goal setting, creating confu-
sion about how much physiotherapy was expected to
be delivered.

“No, she didn’t say you know in three months’ time you
will look like ...... no there was nothing like that. No
she just said I'll get some exercises for you that will
improve your general wellbeing. I don’t think there was
anything that said you know you will be able to do a
particular thing after six months or something was there?”
(person with dementia, PA2)

Participants described the mental challenge that hav-
ing no goals to achieve created. Progress was frequently
slow and this made it difficult to see any improvements
they were making.

“I think you need a few more goals as well.......... you
need the sort of praise for it but also perhaps you need
a few more goals you know. You know “really within
another two months if should be back to”...” (person
with dementia, PA7)

Discussion

The aim of this study was to explore the experiences of
people with dementia receiving physiotherapy as well as
the experiences of carers who were involved, in order to
determine whether the principles of PCC were being
applied to their treatment. Our participants described
how they perceived resources to negatively affect the
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physiotherapy that was received, how physiotherapists
needed to consider how to engage the person in physio-
therapy rather than just providing exercises and also
how a lack of understanding of the process of physio-
therapy led to a feeling of desertion.

Participants experienced significant difficulty in
obtaining physiotherapy and further difficulty receiving
ongoing input. This was particularly evident in popula-
tions of people with dementia who fracture their hip,
and a survey undertaken by the Chartered Society of
Physiotherapy in conjunction with British Orthopaedic
Association [26] suggested that less than half of people
with dementia and hip fracture get referred for commu-
nity based follow-up. A recent retrospective cohort study
suggested similar figures, reporting 40.1% of people with
dementia did not receive any physiotherapy following
hip fracture [27]. The difficulty in obtaining physiother-
apy initially and then receiving ongoing input led to sev-
eral participants seeking private physiotherapy.

Patients reported difficulty undertaking the prescribed
exercise which was viewed as poor adherence. However,
participants described the lack of adaptation of treat-
ments to meet their specific needs which made it impos-
sible to adhere to treatments, a fundamental component
that would be expected in PCC. Adherence to physio-
therapy among people with dementia has not been ex-
plored but research in populations without cognitive
difficulties suggests factors that may affect levels of
adherence to physiotherapy interventions. Poor self-
efficacy was suggested to limit adherence to physiother-
apy in outpatient settings [28] and is commonly
experienced by people with dementia due to a reduction
in executive function and initiative. Adherence has also
been identified as lower in people with high levels of de-
pression [29], anxiety [30] and low self-motivation [31]
which are all common problems faced by people with
dementia. Our participants described the main assist-
ance they needed was emotional support and under-
standing to try and overcome these difficulties. While
carers were keen to be involved in the treatment gener-
ally, they required help to get their relative to undertake
the physiotherapy as well as strategies to overcome
behavioural difficulties that their relative may have
demonstrated. Despite various factors affecting the
choice of a patient adhering to treatment, it must be
considered that failure to adapt the intervention to
the individual needs of the patient may be the pri-
mary cause of lack of adherence.

Goal setting has been suggested to be an essential
component of rehabilitation [32] and with people with
dementia [33] despite there being a lack of high quality
evidence supporting the effectiveness of goal setting in
improving physical outcomes [34]. However, it has been
suggested that goal setting may result in positive effects
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for psychosocial outcomes [34]. The lack of goal setting
with our participants led to frustrations and confusion
about the actual physiotherapy received and resulted in
dissatisfaction with the input. It is suggested that goals
of people with dementia may be less clear and well de-
fined than for people where curing a disease is possible
[33]. However, an appreciation that although the demen-
tia cannot be ‘cured, the condition they are receiving
treatment for can still be ‘cured’ is vital for this popula-
tion and goals should be carefully decided to consider
this. However, it should be considered that although par-
ticipants were unaware of goals being set for their treat-
ment, this could potentially be related to a lack of
understanding about what constituted a goal.

Lack of awareness of goals could be related to poor
communication that was experienced between the
physiotherapist and the patient. There was a common
feeling that the physiotherapist was keen to discharge
the person. This, in combination with a lack of under-
standing about what they were entitled to, often seems
to have been the result of poor communication between
those involved in their care resulting in unclear expecta-
tions. The feeling of desertion some of our participants
felt is comparable to other research for patients who
have needed long-term physiotherapy. The experience of
people having had a stroke being discharged from
physiotherapy has been reported similarly to often be
one of “abandonment” [35] and may reflect an inability
within the NHS to provide long-term ongoing care for
people with long-term conditions.

The decision about whether to disclose a diagnosis of
dementia has been explored in the literature [5]. People
with ‘invisible conditions’ such as dementia may employ
a strategy of preventative disclosure as described in lit-
erature relating to epilepsy [36]. Several of our partici-
pants withheld their diagnosis from their physiotherapist
due to a concern that disclosing the diagnosis may nega-
tively affect the care they received, while others felt it
necessary in order for the physiotherapist to treat them
effectively. While the perceived benefits of disclosing a
diagnosis of dementia allowed compassion and under-
standing, the negative consequences of stigmatization
were feared. This feeling of stigmatization or “social
demotion” has previously been reported in people
with a diagnosis of dementia and chronic illnesses
[37] and affects the relationship between clinician and
patient. However, the failure to disclose their diagno-
sis had the consequence of preventing the physiother-
apist being able to adapt the treatment and
personalise the intervention.

Dementia can be considered a medical ‘problem’ but is
also a lived experience [5]. This is how our participants
described it, with physiotherapy playing an important
role in affecting this lived experience. It has previously
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been suggested that dementia’s historical biomedical
background fails to appreciate the sociocultural aspects
of the illness [5]. This is reflected in our study where
participants wanted their physiotherapists to consider
the greater context around which the exercises were pre-
scribed but finding that these were often neglected in
favour of a biomedical approach. Our participants de-
scribed factors that were important for the physiotherap-
ist to consider including using personal experiences of
life and relationships, involving family and carers in
decision making and building relationships between
patient and healthcare professionals, all of which are
essential components of PCC [38, 39]. However, none
of our participants described their experience of
physiotherapy as being one which employed a PCC
approach to their treatment.

Limitations

In order to increase the internal validity of the results, a
process of analyst triangulation [23] was undertaken
during the process of generating initial codes. It is sug-
gested that having two (or more) researchers individually
analyse the same data set, then compare their findings is
suggested to reduce the potential researcher biases [23].
This process involved two researchers independently
analysing a selection of the coded data and then findings
were compared.

The primary researcher being a physiotherapist could
be considered both a strength of the study as it allowed
a deep discussion and shared understanding of what was
received by the participants, or alternatively it could be
considered a weakness as participants may have been
less willing to portray a negative experience of physio-
therapists. However, the interview questions were
worded in such a way as to ensure that negative experi-
ences could be openly discussed and it was made clear
that hearing any negative experiences were important as
well as hearing positive experiences.

Several interviews involved interviewing the carer and
the relative together which added a challenging dimen-
sion to the interview, whereby the relative was often
keen to answer for the person with dementia when they
were struggling to think of an answer. However, during
these interviews, the interviewer explained the import-
ance of hearing the person with dementias’ views and
they were asked to give them time to do so. Frequently
the person with dementia sought reassurance from their
relative when answering questions, perhaps further re-
enforcing the lack of confidence that they felt.

The authors recognise the sample size was relatively
small and the participants were recruited only from the
South West of England, however the purposive sampling
strategy aimed to recruit participants with a range of
characteristics in order to increase the generalisability of
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the results. Furthermore, the results of this study are
supported by a previous qualitative study we have under-
taken whereby physiotherapists throughout the UK were
sampled [17]. Physiotherapists reported appreciating the
importance of incorporating PCC into their treatment of
people with dementia, but were limited by resource
pressures and lack of knowledge into using a PCC ap-
proach. The authors recognise that the results of this
study may not be generalisable to other countries out-
side of the UK. The experiences reported were common
amongst participants suggesting the sample size was suf-
ficient to gain a good understanding of the experiences
of this population while also being sufficient to answer
the aims of the study.

Conclusion
Our findings suggest that the principles of PCC were de-
sired by participants, however, the incorporation of PCC
principles into their individual management was rarely
evident, with physiotherapists often approaching the pa-
tient from a biomedical perspective with little emphasis
placed on the biopsychosocial aspects of their situation.
Greater incorporation of PCC into the physiotherapy
treatment of people with dementia may be very valuable
in order to improve adherence to treatment.
Physiotherapists may need to develop other strategies
to ensure that people with dementia get the input they
need, such as improving the involvement of carers or in-
corporating exercises into more functional activities that
can be undertaken with less supervision, while also pro-
moting strategies that increase a person’s self-efficacy.
We found that communication was often reported to be
poor, particularly in relation to goal-setting and setting
expectations of what physiotherapy could offer. A shared
understanding of the role and aims of physiotherapy
may help to avoid the frustration and feelings of dissatis-
faction that our participants experienced.
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