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Abstract

Aim: To examine the experiences of health care professional (HCP)-patient interac-
tions in Multiple Sclerosis (MS), identifying factors that can influence these interac-
tions. Methods: A three-stage systematic review and thematic synthesis of qualitative
and quantitative research was undertaken. Stage 1: the systematic literature search;
Stage 2: methodological appraisal of the qualitative papers; Stage 3: thematic synthe-
sis of all qualitative papers and the integration of quantitative findings into the syn-
thesis. Results: Forty-nine qualitative studies were identified. This included 1014 in-
dividuals with MS (244 male, 755 female and 15 unknown) and 106 carers and 86
HCPs. Seventeen quantitative studies were identified which included 7680 (2008
male, 5812 females, and 40 unknown) participants as well as 224 carers. Two themes
are discussed: 1) The expectations, experiences and perceptions of interactions with
HCPs, and 2) The factors that influenced interactions and relationships. Discussion:
There is need for improvement in the content and provision of information to pa-
tients with MS from HCPs. Specific strategies are suggested and implications for pa-
tients and health care providers are considered.

Keywords

Qualitative, Meta-Synthesis, Interaction, Communication, Therapeutic
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1. Introduction

Multiple sclerosis (MS) is a disease affecting the brain and spinal cord [1]. It is charac-
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terised by an unpredictable course, but often, over time leads to substantial disability. It
is reported to have a considerable impact on an individual’s quality of life, ability to
continue life roles, to work or undertake leisure activities [2]. Direct medical costs in
the US are identified as above $10 billion each year [2], and in the UK this has been re-
ported as an average of £8397 per patient, each 6 months, with costs rising with in-
creasing disability [3]. It affects approximately 2.1 million people in the world [2], rep-
resenting about 0.3% of the population in the UK. Data from general practice in the UK
has identified that MS has a higher incidence in women than men, with a peak onset
between the ages of 40 - 50 years [4].

For individuals with MS, the ability to communicate is central to maintaining their
relationships and quality of life [5]. However, impairments often impact on their ability
to communicate [6]. This is important as the experience of MS is influenced by how
well individuals can participate and interact in their own environment [7]. Thus, health
care professional (HCP)-patient interactions and communication are important fea-
tures that impact on the experience of living with the illness, affecting individuals’ sense
of identity, feelings and attitudes [8].

The loss and changes that occur following the diagnosis of MS are substantial and
can leave individuals vulnerable to poor interactions with HCPs, who, early on in the
experiences with the health care sector, have a considerable amount of situational social
power [9]. Such power can be exerted over individuals during interactions. Experiences
of communication with HCPs can strongly influence patient’s generalised hopes and
mental well-being [10]. For example, at a basic level, the expression of emotions from
the face of HCPs can influence interactions and have a subsequent impact on a patient’s
general life satisfaction [11]. Further to this, the experience for patients as they progress
through the NHS system can be highly challenging. For instance, the moment of re-
ceiving a diagnosis has been reported by patients as “poor”, “unforgettable” and
“evocative” [12].

HCPs have reported that health care services need to be improved for patients with
MS [13]. However, they lack understanding of when problems are experienced and why
and how these can be improved. In order to understand this need a comprehensive re-
view or policy document is required. Further to this, research [14] has called for the
development of better models of care that are founded on provision of appropriate in-
formation about the condition (including the different sub-types), as well as effective
co-ordination between different health care groups. Research is calling for a different
way of conceptualising communication and care for patients, centred on interaction
and mutual enterprise rather than the functional delivery of technical information [15].
One way of achieving this could be through the use of qualitative approaches that
document experience as against traditional satisfaction surveys [16] [17].

Recently, the use of evidence syntheses of the experiences of patients with neurologi-
cal conditions [18] [19] [20], including MS [21], have been extremely useful in begin-
ning to identify, and further understanding of, particular concepts that relate to com-

munication and interaction. Using such an approach, focused explicitly on HCP-patient
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interactions, may advance understanding of patients with MS experiences of interac-
tions as part of working towards improved services for this group.

Qualitative syntheses are able to provide a higher level of evidence-based knowledge
[22] and in this instance, compared to a traditional systematic review, would create a
greater understanding of the positive and negative experiences of HCP-patient com-
munication and the collective factors that can influence the mental well-being of pa-
tients with MS. To the best of the author’s knowledge, only generalised reviews [23] and
one narrative review [24] including 6 articles have been attempted thus far in the lit-
erature. This evidence only identified broad needs for individuals around information
provision which is hard to translate into clinical practice and does not consider the fac-
tors which influence interactions. A qualitative synthesis could be further extended by
considering evidence from quantitative studies to triangulate findings, enabling stronger
conclusions to be drawn regarding phenomena, as a basis for development of practical
guidance for HCPs as well as researchers. Therefore the aims of the review were to con-
sider the views and experiences of HCP-patient interactions within health services for
MS.

2. Materials and Methods

A “subtle realist” approach to the review [25] [26] was undertaken. Such an approach
helped focus the review on identifying the central factors across the included studies. A

systematic review and thematic-synthesis were undertaken in 3 phases.

2.1. Phase 1 Search Strategy

A systematic search of the literature was conducted [27] by the primary author. The
“SPIDER” [28] eligibility criteria directed the approach. The following electronic data-
bases were included from inception until November 2015: PubMed, Medline, CINHAL,
and Sports Discus. We also searched two specific websites including

www.googlescholar.com and www.sciencedirect.com. Hand searching of included arti-

cles and searching of the publication lists of major authors was performed. The follow-
ing key words were used (Boolean operators added): Multiple Sclerosis OR MS AND
interaction OR relationship OR therapeutic relationship OR communication OR pa-
tient-provider communication OR patient provider relationship AND experience OR
Perception OR Views Or Attitude AND health care professional OR Patient OR Carer
AND Qualitative OR Mixed Methods AND Interview OR Observation. Finally we drew
on the corresponding author’s existing personal library of documents and considered

the reference list of included articles.

2.2. Eligibility Criteria

Articles were identified by the primary author and included when they satisfied the fol-
lowing eligibility criteria, considered within the domains of the “SPIDER” search tool
[28]:

S—Sample. Articles had to include individuals diagnosed with MS. Studies using dif-
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ferent populations or mixed groups of patients were excluded.

PI—Phenomenon of Interest. Articles had to consider the patient’s experience of in-
teractions with health care staff or services. Alternatively, studies may have used the
experience and views of others that related to this phenomenon (these included views
of HCPs, carers, family or friends). Articles were considered where there was direct
reference to this in the results section Ze, it was a direct and significant finding of the
research.

D—Design. Any type of qualitative design was considered including phenomenol-
ogy, grounded theory, or ethnography. Quantitative articles were included considering
cross-sectional surveys and mixed methods studies. Articles were excluded if they were
reflective pieces, reviews, books, theses, case studies or conference proceedings. The
reason for this was to ensure the included articles had been peer reviewed, contained
in-depth experiences and perceptions and contained a method section. Internet sources
were also excluded if not presented in a traditional article form with a methods section
that could be critically evaluated.

E—Evaluation. Articles were required to include the following methods of evalua-
tion: surveys, questionnaires, interview, diaries or focus groups. These methods had to
state the aim of documented experiences, views, or attitudes from users. Articles had to
be published in English.

R—Result Type. To be included, articles needed to include quantitative or qualitative
results. The data had to document, or illustrate, verbal and/or nonverbal interactions
between patients with MS and HCPs.

2.3. Stage 2 Critical Appraisal and Study Quality Assessment

Two authors (AS, CR) undertook the critical appraisal assessment. A modified version
of the consolidated criteria for reporting qualitative research (COREQ) [29] was used.
The modified version had 13 items and was generated due to the lack of sensitivity
from some items of the larger 32-item version [20]. This system scores the quality of
the methods section of each article across three domains. Domain 1 considers details
regarding the research team and reflexivity (5 items), domain 2 considers the study de-
sign (5 items) and domain 3 considers the data analysis undertaken by each study (3
items). Articles that scored less than 4/13 were discussed for their inclusion by two au-
thors (AS, CR). This score was selected as representing a methods section that was po-
tentially poor in quality and required further consideration. After this, the following
questions were considered: 1) Are the results believable and could they represent
trustworthy expressions of the MS sample in question? 2) Were there any areas of
methodological weakness that caused the data to be considered untrustworthy? To be
included, answers had to be yes for question 1 and no for question 2. No studies were

excluded on this basis.

2.4. Stage 3 Synthesis of the Review

A thematic synthesis [30] of qualitative research was undertaken to reveal over-arching
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and emerging themes. The synthesis was undertaken in two phases by the primary au-
thor. Phase 1 included several stages that enhanced the analysis. Open coding was used
initially to establish a framework, an idea web [31] was used then to group themes and
sub-themes, this was followed by a tabulation of themes [32], and 3 revisions to the ta-
bles in order to reduce, change and focus the analysis was undertaken. This utilises
techniques of honouring original meaning by using key and essential terms by using a
key word in context method [33] but also transforming the data in common and linked
phrases, terms or phenomena [34]. Phase 2 involved the identification of quantitative
findings that related to the themes generated in order to refine, critique and support the
phase 1 findings. During this phase vote counting [34] and juxtaposing the data [35]
were used to provide the reporting of the synthesis. A full audit trail of processes and
example stages can be obtained from the primary author. The qualitative synthesis was
presented and supplemented by quantitative research findings. Quantitative findings
were used to further develop the point or illustrate unique findings and are presented
within the themes generated from the qualitative findings.

The synthesis in the results presents themes, sub-themes and codes. In order to re-
strict results to the most prevalent and detailed themes, at least 5 (5/49, approximately
10%) qualitative studies had to support the code or sub-theme. Analysis is detailed by
giving a fraction and percentage units in brackets. Generally, percentage units should
be interpreted as relative to other scores rather than as absolute units and not be con-
sidered as representative rather as more or less common. Fuller and more detailed re-

sults can be obtained from the primary author.

3. Results
3.1. Output of Studies

Forty nine qualitative articles were identified [10] [12] [13] [14] [15] [36]-[79]. From
these studies a total of 1014 individuals with MS (244 male, 755 female and 15 un-
known) and 106 carers and 86 HCPs were included. The aggregated mean age of par-
ticipants was 48.0 years and aggregated time since diagnosis was 10.7 years. The diag-
noses were as follows (unknown = 707, known = 307); primary progressive (n = 48/307,
15.6%), secondary progressive (n = 117/307, 38.1%), relapsing remitting (n =1 36/307,
44.3%), benign (n = 6/307, 2.0%). The countries that undertook most of the research
included the UK (n = 14/49, 28.6%), the USA (n = 7/49, 14.3%), and Sweden (n = 7/49,
14.3%). Most frequently, interviews took place in the patients home (n = 17/49, 34.7%)
and a community or rehabilitation clinic (n = 8/49, 16.3%). The most frequent sam-
pling techniques were purposive (n = 32/49, 65.3%) and convenience (n = 14/49, 28.6%).
The most frequent form of data analysis was thematic analysis (n = 18/49, 36.7%) and
content analysis (n = 6/49, 12.2%).

Seventeen quantitative articles were identified (including two mixed method studies
identified within the qualitative studies also) [78]-[94]. From these studies, a total of
7680 (2008 male, 5812 females, and 40 unknown) participants were included as well as

224 carers. Across 4233 patients (n = 2868 missing) the aggregated mean age was 49.7
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years and aggregated time since diagnosis was 11.0 years. The diagnoses were as follows
(unknown = 6611, known = 1069); primary progressive (n = 143/1069, 13.4%), secon-
dary progressive (n = 386/1069, 36.1%), relapsing remitting (n = 532/1069, 49.8%), be-
nign (n = 8/1069, 0.7%). Nine studies used interviews in person and the remaining
studies used a postal questionnaire. The most common countries conducting this re-
search included: UK (n = 3), Australia (n = 3), Sweden (n = 2), Norway (n = 2) and Italy
(n = 2). The search processes are illustrated in the PRISMA [95] diagram see Figure 1.

3.2. Critical Appraisal

3.2.1. Within COREQ Domain and Item Analysis
The average score for domain 1 was 1.3 + 1.3 (1.3/5, 26%). The lowest scoring items

were identification of participant knowledge of the interviewer and their purposes for
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Figure 1. The PRIMSA diagram illustrating the search process.
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conducting research (6/48, 12.5% with identification) and description of the interview
characteristics (4/48, 8.3%). The average score for domain 2 was 1.9 £ 1.5 (1.9/5, 38%).
The lowest scoring items were details regarding reasons for non-participation (15/48,
31.2%) and identification of data saturation (14/48, 29.1%). The average score of do-
main 3 was 1.4 £ 0.9 (1.4/3, 47%). The lowest scoring domains were identification of a
coding tree (12/48, 25.0%) and clarity of minor themes (10/48, 20.8%).

3.2.2. Between Study Analysis

A total of 18/48 (37.5%) studies scored a total of 3/13 or less. The item that most fre-
quently scored a point for these studies was the “derivation of themes” (13/18, 72.2%).
This suggests that even the lowest scoring studies often have considered or have a ra-
tionale for the themes that are generated. The other item that was scored with some

consistency was the identification of methodological orientation (4/18, 22.2%).

3.3. Synthesis

The synthesis identified two themes; 1) the expectations vs. experiences of HCP-patient
interactions, 2) the factors that influenced interactions and relationships. Due to the
volume and amount of information generated fuller versions of the results are available

from the primary author upon request.

3.3.1. Theme 1: The Expectations vs. Experiences of HCP-Patient Interactions
This theme identifies the expectations and subsequent experiences (both good and
poor) of HCP-patient interactions. Table 1 provides a full comparison of patient ex-
periences within 5 domains and thus can be used as a summary document in itself. The
domains included: 1) timing of information given, 2) needs and experiences consider-
ing the MS and symptoms, 3) information-giving related to service provision and needs,
4) needs and experiences of HCPs and 5) reasons why information was identified as
valuable. Each domain is separated by wants and expectations vs. good or poor experi-
ences. A summary of the good and poor experiences and expectations of patient’s with
MS are provided below.

1) Sub-theme: Good experiences of information provision

There were greater levels of evidence of good experiences of information provision in
quantitative articles (10/17, 59%) compared to qualitative articles (8/49, 16%). There
appeared to be general satisfaction with information given during HCP-patient interac-
tions (7/17, 41%). Qualitative articles were able to identify reasons why experiences of
patients with MS were identified as good or positive. Patients valued the ability of a
HCP to; see them quickly, identify problems accurately, acknowledge the limits of sci-
ence and be able to interact in a responsive and efficient way, as well as arrange follow
up meetings (6/49, 12%).

2) Sub-theme: Poor experiences of information provision

Over half the studies identified negative experiences during HCP-patient interactions;
this included slightly higher numbers of qualitative articles (28/49, 57%) than quantitative

articles (9/17, 53%). Patients identified experiences of not receiving adequate information
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Table 1. The expectations vs. experiences of information provision in patients with MS.

Wants and expectations (support from Experiences of informational provision
Area of ualitative articles = *, support from support from qualitative articles = *
. . d ones . ’1, PP (supp d s R ]’, Support from Research
informational need quantitative articles = °, support from both =support from quantitative articles = °,
) support from both = ©)
Expectation:
When was the Qual: 9/49 (8%)

information needed . . X .

Information before a diagnosis was received or .
. X Articles: 3, 4, 12, 15, 19, 23, 36, 48, 49
early information®

Timing of
information given Quant: 4/17 (24%)
Articles: 1Q, 3Q, 5Q, 13Q
General informational provision
The meaning of diagnosis®
Information around the symptoms and how to
identify that an attack was occurring® Poor Experiences of General informational ~ Expectation:
provision
What change in symptoms to expect, the Qual: 9/49 (8%)
prospects of getting worse® Patients identified not receiving adequate
advice or information about what is happening Articles: 3, 4, 12, 15, 19, 23, 36, 48, 49
Role of different HCPs® from doctors®
Quant: 5/17 (29%)
Specific information provision Patient left with unanswered questions due to;
not understanding information at time or not Articles: 1Q, 3Q, 5Q, 12Q, 13Q
Needs and . . Y . .
. Importance of hereditary information remembering details*
experiences .
idering the MS Poor Experiences
considering the
d tg Physical functioning and problems including; More information about MS required®
and symptoms
ymp walking and balance, bladder and bowel, Qual: 22/49 (45%)
fatigue, overheating, sexual problems® Poor Experiences Specific informational
provision Articles: 2, 3,4, 6,9, 10,11, 15,17, 19,
Information around psychological problems 20, 23, 24, 28, 30, 36, 37, 42, 45, 47, 48,
including stress and emotional changes® Bowel and bladder® 49
Understand the medication they were taking® Pain® Quant: 4/17 (24%)
Information on how to self-manage® End of life care® Articles: 3Q, 9Q, 10Q, 16Q
Identification of action, treatments or
rehabilitation that could be taken®
Current research being undertaken®
General information Expectation:
If free services and agencies were available® al: 10/49 (20%
& ¢ v Poor Experiences of General informational Qu (20%)
Information giving provision

Articles: 2, 5, 10, 11, 12, 13, 15, 24, 44,

atient had, further to this where to get mone 48
b ’ & ¥ Deficiency of information around services and

. what entitlements and financial support the
related to service

provision and needs ;|
in times of trouble® .
benefit entitlements®
Quant: 3/17 (18%)
what applications could be made was identified

some quantitative study® Articles: 5Q, 11Q, 12Q

%%
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Continued
Poor Experiences.
ual: 4/49 (8%
Specific information Q (8%)
. X Articles: 10, 19, 27, 37
MS society, MS support groups, counselling
services, and MS specialist nurses®
P Quant: 1/17 (6%)
Articles: 9Q
Poor Experiences of General informational
provision
Lack of information from general practitioners
and eye specialists®
Poor experiences of specific informational
needs
Patients reported experiences of being given
the wrong information around diagnosis* ,
Expectation:
Some patients identified that HCPs were not
. . . . X Quant: 1/49 (2%)
able to diagnosis or identify the experience of
MS related toms*
related symptomns Articles: 9Q
Patients expressed that some HCPs did not .
X Rk . Poor Experience
know enough leaving patients with
unanswered questions®
B Qual: 15/49 (31%)
Inappropriate advice regarding treatment and
Needs and , o ppropriafe acvl-c regarcing Articles: 4,7, 8, 11, 19, 20, 23, 27, 30,
. Information about specialists with knowledge regimes was identified*
experiences of the 31, 35, 37, 38, 46, 48
about MS*
HCPs

Information around the end of life care was

\dentified® Good Experiences:

1: 8/49 (16%
Good Experiences of general informational Qua (16%)

needs .
Articles: 3, 24, 28, 29, 37, 42, 44, 49

General support for satisfaction with
, , Quant: 7/17 (41%)
Interactions were reported"

Articles: 6Q, 7Q, 8Q, 9Q, 10Q, 13Q,

15Q

Good experiences of specific informational
needs

Qualitative valued by patients included
efficient appointment, accurate diagnosis and
identification of problems®

Being responsive to questions and
acknowledging limits of science and current
knowledge®

Arranging follow up meetings*

Poor experiences of specific informational

Expectation:
needs P
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Continued

al: 2/49 (49
The wrong diagnosis could lead to mental ill Qual: 2/49 (4%)

health? .
Articles: 6, 19
Reasons why
information was Prognosis or information on what action or ~ When patients perceived a lack of HCP
identified as treatment could be taken was reassuring® knowledge they could feel distinct negative

valuable emotions like fear, anger, distress a or cause a

Poor Experience.

al: 8/49 (16
reduction in confidence in the HCP, which Qu /49 (16%)

could lead to more self-management® .
Articles: 9, 10, 19, 23, 27, 31, 35, 37

Qualitative studies summarised as [1] = Ahlstrom (2007), [2] = Abolhassani et al (2015), [3] = Barker-Collo et al. (2006), [4] = Baker (1998), [5] Borreani et al.
(2014), [6] Boyd and MacMillian (2005), [7] Davies et al (2015), [8] Courts et al, (2004), [9] = Deibel et al (2013), [10] = Edmonds et al. (2007), [11] = Edwards et al.
(2008), [12] = Finlayson et a/ (2005), [13] = Fong et al (2006), [14] = Ghafaria et a/(2015), [15] = Galushko et a/(2014), [16] = Ghafari et a/(2014), [17] = Golla et a/
(2011), [18] Golla et al. (2014), [19] = Hepworth et al (2003), [20] = Hainsworth et al (1994), [21] = Irvine et al. (2000), [22] = Isaksson et al. (2007), [23] = Johnson
(2003), [24] = Kosmala-Anderson et a/ (2013), [25] = Isaksson et a/ (2008), [26] = Kirpatrick Pinson et a/ (2009), [27] = Koch et a/ (1999), [28] = Malcomson et a/
(2008), [29] = Lohne et al. (2010), [30] = Miller (1997), [31] = Olsson et al. (2008), [32] = Olsson et al. (2011), [33] = Oeseburg and Abma (2006), [34] = Ploughman
et al. (2011), [35] = Ploughman et al (2011b), [36] = Schnieder and Young (2010), [37] = Solari et al. (2007), [38] = Stewart and Sullivan (1982), [39] = Somerset et al.
(2002), [40] = Soundy et al (2012), [41] = Synnot et al (2014), [42] = Thorne et al (2004), [43] = Isaksson and Ahlstrom (2006), [44] = Wollin et al. (2006), [45] =
Rubin (2005), [46] = Koopman and Schweitzer (1999), [47] Grose et al. (2012), [48] = Hepworth and Harrison (2004), [49] = Wollin et a/ (2003). Quantitative studies
summarised as 1q = Buecken et al. (2012), 2q = Baker (1994), 3q = Baker (1997), 4q = Freeman and Thompson (2000), 5q = Hepworth and Harrison (2004), 6Q =
Gottberg et al. (2008), 7q = Lode et al. (2007), 8q = Lorefice et al (2013), 9q = Matti et al (2010), 10q = Somerset et al (2001), 11q = Thorton and Lea (1992), 12q =
Wollin et al. 2003, 13q = Yttberg et al (2008), 14Q = McCabe et al. (2015), 15Q = Holmoy et al (2012), 16Q = Messina et al. (2015), 17Q = de Seze et al (2012).
Other Notes: MS = multiple sclerosis, HCP = health care professionals.

about what is happening from doctors (10/49, 20%). This was supported by a quantita-
tive study and by some HCPs also. Patients suggested that they were left with unans-
wered questions (6/49, 12%). For example, patients considered some HCPs who were
not able to identify symptoms that caused MS as deficient in knowledge (9/49, 18%) or
unable to bring the information together that related to the patient. In some cases pa-
tients with MS were given the wrong diagnosis and treatment (7/49, 14%) or the HCP
could not give a diagnosis of MS or identify the experiences or symptoms that related to
MS.

3) Sub-theme: The expectations of patients

Higher numbers of quantitative (8/17, 47%) studies identified aspects that related to
the expectations of patients within interactions compared with the qualitative studies
(19/49, 39%). Patients wanted further information within the following areas; informa-
tion before a diagnosis was received or early information, the meaning of diagnosis, in-
formation around the symptoms and what change in symptoms to expect, or how to
identify that an attack was occurring (9/49, 18%). Quantitative articles (4/17, 24%)
supported these points. Quantitative articles also identified a patient’s need for under-
standing the prospects of getting worse and current research taking place as well as in-
formation regarding the role of HCP groups, often physiotherapists (3/17, 18%). Pa-
tients with MS wanted information considering current government regulations around
health care system support for MS (6/49, 12%). This included information about; 1) if
free services and agencies were available, 2) what entitlements and financial support the
patient had and 3) what support was available as the disease progressed, for example,
information on particular care services like palliative care. Further to this, where to get

money in times of trouble or what applications could be made, was identified in some
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quantitative studies (3/17, 18%). Information regarding treatments (5/49, 10%), self-
obtained information and wanting to know if a cure was possible were identified as
important concepts that needed to be understood by patients. Three (3/17, 18%) quan-
titative studies identified the need for patients to have information on the management
of symptoms and medication. Additionally, information regarding how to self-manage
the condition was important, where more information was considered as having greater

value than not understanding enough (3/49, 6%).

3.3.2. Theme 2: The Factors That Influenced Interactions and Relationships
This theme considered a variety of bio-psychosocial factors influencing the HCP-pa-
tient interaction. Table 2 provides a summary of this theme and support from different
articles for this theme.

1) Sub-theme Factors that related to interactions and relationships

The most prevalent factors included those which were identified as being within a
HCP-patient interaction. Nine factors that related to, and impacted on, interactions and
relationships with other people were identified and are discussed below.

i) The importance of providing choice for patients

Some patients identified that they had a lack of choice or felt powerless to change the
diagnostic procedures or treatment experience with HCPs (8/49, 16%). Choice in
treatments was identified as important in five quantitative studies (5/17, 29%). This in-
cluded choice of what information was obtained, opportunity to choose treatments or
rehabilitation, and reaching decisions when the patients were too ill to choose or
choosing when to disclose information to others. Studies identified patient needs that
related to choice including: 1) the need for HCPs to ask questions and make sure pa-
tients understood information that was provided, particularly in topics which are more
difficult to discuss, as this may limit choice; 2) the need to identify who supports (a sig-
nificant other) the patients within interactions and which HCPs are involved in care,
and 3) the ability to consider the patient’s own agenda and lists for meetings and inte-
ractions and giving the information requested by the patient (8/49, 16%). For example,
for some patients being able to talk about the meaning of symptoms and treatment may
be important where as for others it may not be. Due to a lack of choice or perceived
usefulness of interaction from HCPs to patients, patients could begin to exercise their
own choice through taking actions and self-management (5/49, 10%). For example, one
study identified that interactions that limited a patients’ choice could cause the patient
to change HCPs.

Specific factors which were identified as influencing a lack of choice included; 1) in-
teractions that conformed to a clinical agenda, examples of this may include having to
experience an interaction which lacks relational (the connection between patient and
HCP and how the communication and interaction proceeds, further to the verbal or
written provision of disease related information) or inclusive strategies and uses tech-
nical language, 2) not being able to leave the hospital grounds as an in-patient, 3) not
having other support during encounters from close others, 4) experiencing a devaluing

encounter; this was described as including terms not being explained to the patient, a
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Table 2. Considering theme 2 and the factors identified as influencing information and relationships.

Sub-theme

Code

Key Findings

(1 = evidence where at least 5 qualitative studies (10%)

support the information 2 = unique findings which were
Included studies support for code identified as “significant” statistically or as clinically

meaningful findings; or where prevalence is given a

prevalence of >50% and when at least 2 (15%) quantitative

studies support the finding)

Sub-theme 2.1 Factors

The importance of
providing choice for
patients

Coordination and
Continuity of care

Qual20/49 or 41% 1) Patients identified interactions that provided little choice,
this was worse when they felt they had to confirm to the
Articles: 1, 3,4, 5,6,7,9, 16, 17, 20, 25,27, HCPs agenda and when they felt not heard or listened to.
33, 34, 37, 38, 39, 42, 44, 45 There was value for patients when the HCP considered their
own agenda and when they could take action and
Quant 8/17 or 47% self-management.
2) Variability in the need for information was reported
Articles: 1Q, 2Q, 3Q, 5Q, 8Q, 13Q, 15Q, 17Q across patients

Qual7/49 or 14.2%
Articles: 5, 10, 15, 17, 23, 27, 47 1) Studies identified a lack of continuity of care, this
reflected lack of communication between HCPs and

Quant 3/17 or 18% agencies as well as loss of valued HCPs

Articles: 3Q, 13Q, 15Q
Qual 11/49 or 22%

Articles: 4, 11, 13, 15, 19, 29, 37, 38, 42, 46,

View or support from the48

family

Quant 1/17 or 6%

that related to Articles: 4Q
interactions and Qual 12/49 or 24%
relationships
. 1) Words or sentences perceived in a negative way, tone of
) Articles: 3, 8, 11, 20, 21, 23, 24, 27, 28, 29, 40, . . L. . o
The delivery of voice which was patronizing, stating that the patient is
information and news luckily that it is not worse, or statistics which could be
relating to MS interpreted in negative, and delivery of information in a
g Quant2/17 or 12% wnterp gatv clvery ot inforn
casual way could have a negative and lasting impact
Articles: 4Q, 6Q
Judgmental or flippant
remarks dismissing the . X .
. . Qual 6/49 or 12% 1) Comments suggesting the patients were lying or
patient and suggesting . L. . .
L. imagining symptoms, were perceived as particularly hurtful
the patient is . 8
- Articles: 8, 11, 32, 38, 42, 43 and negative
misinformed or
imagining experiences
Qual 8/49 or 16%
. 1) Experiences that made patients feel worthless and
Power relations and the . .
X ., Articles: 2, 8, 20, 24, 27, 32, 29, 42 powerless revolved around a paternalistic approach to care,
perception of patients L . X .
. this included being told what to do (without consultation
that they were not being X o2 X K
X Quant 1/17 or 6% sometimes), belittling remarks, assuming the patient had a
valued for their thoughts K X R
low level of knowledge and not taking patient seriously
Articles: 6Q
Qual15/49 or 31%
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Continued
Articles: 1, 3, 11, 15, 16, 23, 27, 28, 29, 37, 38,
Insufficient care rHees 1) Treatment that lacked empathy including experiences
. . . 39, 42, 43, 46 . . . o
experience including which were perceived as impersonal and undignified, that
treatment lacking lacked care and compassion**

Quant7/17 or 41% . i R X
empathy and sympathy 2) This could be more prevalent when this was identified as
that affected dignity . a need from the patient

Articles: 1Q, 6Q, 7Q, 10Q, 11Q, 13Q, 16Q

2/20/49 or 41%
Qu ? 1) Emotional support was required, this included listening,
iving empathy and sympathy and being respectful**
The value of emotional ~ 2,3,4,8, 13, 14, 15, 16,17, 20, 25, 28, 29, 32, 5. 8 CPATY SR SyMPATy and being respectin
i 2) The ability to listen, be sensitive to patients needs was

support and being able to33, 37, 42, 43, 45, 49 8 . i

L ) highly valued**. This support helped the patient feel

Jjust listen and provide

h QuanB3/17 or 18% welcomed and valued
empa
paty 3) There was general satisfaction with sympathy and kind
treatment from HCP
Articles 6Q, 13Q, 15Q reatment from groups
. . . Qual8/49 or 16% 1) Interactions could empower patients when the patient
Provision of information, X . i . K
perceived the relationship as a partnership and experienced
trust and empowerment .
16, 20, 23, 26, 34, 37, 41, 42 choice**
Qual 10/49 or 20.4%
. 1) There were times (notably at diagnosis) when patient’s
) ) Articles: 2, 3,7, 12, 17, 42, 43, 44, 45, 46 ) )
Readiness to receive mental well-being meant they were not able to consider
information Quant6/17 or 35% information given by HCPs. Distinct emotions and
. uan or
Sub-theme2.2 Internal ’ specific adaptation related responses influenced this.
Psychological factors

Articles: 2Q, 7Q, 11Q, 13Q, 14Q, 16Q

Factors that influenced  Qual 5/49 or 10.2%
the ability or desire to ask
questions Articles: 4, 7, 42, 45, 50

Notes: Qualitative studies summarised as [1] = Ahlstrom (2007), [2] = Abolhassani et al (2015), [3] = Barker-Collo et al (2006), [4] = Baker (1998), [5] Borreani et
al. (2014), [6] Boyd and MacMillian (2005), [7] Davies et al. (2015), [8] Courts et al, (2004), [9] = Deibel et al. (2013), [10] = Edmonds et al. (2007), [11] = Edwards et
al. (2008), [12] = Finlayson et al. (2005), [13] = Fong et al. (2006), [14] = Ghafaria et al. (2015), [15] = Galushko et al (2014), [16] = Ghafari et al. (2014), [17] = Golla
et al. (2011), [18] Golla et al (2014), [19] = Hepworth et al (2003), [20] = Hainsworth et al. (1994), [21] = Irvine et al (2000), [22] = Isaksson et al (2007), [23] =
Johnson (2003), [24] = Kosmala-Anderson et al. (2013), [25] = Isaksson et al. (2008), [26] = Kirpatrick Pinson et al (2009), [27] = Koch et al. (1999), [28] = Malcom-
son et al. (2008), [29] = Lohne et al (2010), [30] = Miller (1997), [31] = Olsson et al. (2008), [32] = Olsson et al. (2011), [33] = Oeseburg and Abma (2006), [34] =
Ploughman et al (2011), [35] = Ploughman ef al (2011b), [36] = Schnieder and Young (2010), [37] = Solari et al (2007), [38] = Stewart and Sullivan (1982), [39] =
Somerset et al. (2002), [40] = Soundy et al. (2012), [41] = Synnot et al (2014), [42] = Thorne et al. (2004), [43] = Isaksson and Ahlstrom (2006), [44] = Wollin et al.
(2006), [45] = Rubin (2005), [46] = Koopman and Schweitzer (1999), [47] Grose et al. (2012), [48] = Hepworth and Harrison (2004), [49] = Wollin et al (2003).
Quantitative studies summarised as 1q = Buecken et al (2012), 2q = Baker (1994), 3q = Baker (1997), 4q = Freeman and Thompson (2000), 5q = Hepworth and
Harrison (2004), 6Q = Gottberg et al (2008), 7q = Lode et al. (2007), 8q = Lorefice et al. (2013), 9q = Matti et al. (2010), 10q = Somerset et al. (2001), 11q = Thorton
and Lea (1992), 12q = Wollin er al 2003, 13q = Yttberg et al. (2008), 14Q = McCabe et al. (2015), 15Q = Holmey et al. (2012), 16Q = Messina et al (2015), 17Q = de
Seze et al. (2012). Quantitative evidence summary: >25% prevalence = including information that has a 25% prevalence rate or substantial evidence, >50% prevalence =
information on theme is included a critical or majority prevalence rate (>50% prevalence). ** indicates that finding is support by quantitative evidence. Qual =
Qualitative studies, Quant = Quantitative Studies.

perception that the HCP was not giving adequate time to the encounter, perceiving that
the patient was not heard or listened to, valued or believed from what they said, or be-
ing told/prescribed what to do, 5) experiencing increased difficulties at times of transi-
tion, or symptom exacerbation.

Further to this there was variability in the perceived value of information within par-
ticipants responses (3/49, 6%). This was highlighted by quantitative studies (4/17, 24%).
Uncertainty around prognosis and change in symptoms could motivate some patients
to find out more information. Alternatively it was important to note that some patients
were not interested in finding out more about the disease (2/49, 4%) and also that the
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need for information may vary e.g., information around death and dying may not be
wanted by some patients.

ii) Coordination and Continuity of care

A lack of continuity in care or co-ordination of care agencies was identified (5/49,
10%), although there were good experiences of this in both qualitative and quantitative
studies (2/17, 12%). There were different and varied reasons for the poor experiences
reported by both patients and HCPs. Patients identified that appointments could only
be arranged quite a distance in the future, with long waiting times which could vary by
geographical variation in service provision. For example one study stated “the people
with MS talked about their frustrations in having to repeat their story with each clini-
cian they met” [77]. HCPs identified that patients wanted one competent HCP who
knows the complexities of MS. In addition, it was stated that if the information that the
patient wanted to hear was not provided, the patients could change providers. Patients
identified that within the journey of MS often there are loss of a specialist who would
have other case loads and effectively be withdrawn from the patient’s care. This could
leave patients with the perception that they were isolated and without support or on
their own. It was suggested that poor continuity could be experienced within progres-
sions or transitions in the illness. Continuity in care may be reduced because of the
compartmentalization of services or lack of funding for services.

iii) View or support from the family

During meetings with HCPs, having family members presents was perceived in both
a positive and negative way by patients (7/49, 14%). Positive experiences included the
usefulness of having others present in a meeting to remember information, the benefit
of being able to share information, the ability to support gathering information and the
ability of a relative to acknowledge or accept diagnosis that could aid the patient’s ad-
justment. Negative experiences were reported and included a lack of support from close
others, a misunderstanding of the disease by some and a general decrease in social net-
work size. More importantly it also included the spouse leaving or divorce and the pa-
tient potentially dying alone. One reason for this may be because the patient perceived
close others to treat them differently following disclosure. One quantitative study (1/17,
6%) identified that patients who lived alone may increase the requirement for service
provision or HCP assistance.

iv) The delivery of information and news relating to MS

Patients were able to recall negative relational communication, this included; da-
maging words, sentences, tone of voice and other non-verbal cues like delivery of in-
formation in a “casual” way and details about the delivery of information from HCPs
and the emotional impact this had on them (11/49, 22%). Patronizing comments were
identified as particularly difficult. For example, being told how lucky the patient is that
the diagnosis is not worse, or hearing the statistics of what might happen that appear
good or positive by an HCP, but may be viewed in a different light by a patient. The
provision of unmitigated information from HCPs within diagnosis was identified, for

instance one patient remembered the doctor saying “go away and live with if’ [54].
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Another example included not being told directly about the diagnosis, for example be-
ing told to read some information around the disease. The outcomes from such expe-
riences could increase fear and frustration in patients and isolate the patient and pre-
vent future contact with services. For example, one study stated that “It was obvious
that initial conversations left a lasting negative impression of GPs and/or neurologists
and that many participants felt isolated and/or abandoned by the medical tean” [61].

Quantitative studies (2/17, 12%) provided some context for interaction, identifying
who provided the majority of interactions and thus who this information may be most
suited to. The two most frequently utilized outpatient hospital departments included;
neurology and emergency room. The two most frequently accessed professional groups
were physicians followed by physiotherapists.

v) Judgmental or flippant remarks dismissing the patient and suggesting the pa-
tient is misinformed or imagining experiences

Some patients had experienced remarks and comments that suggested the patient
was lying or imagining their experiences (6/49, 12%). This could include instances
where the patient had self-diagnosed and the HCPs had stated that it was incorrect, or
stated that it was not for the patient to do this. Further to this, some patients described
being treated or given information based on their physical appearance and functioning
rather than their experiences, thus experiencing a form of discrimination. The views of
patients could contrast the views of some HCPs. For example, the provision of “realis-
tic” information from HCPs could be difficult for some patients to accept. For instance,
a GP who considers a patient with what he termed as a “mild” form of MS and with this
diagnosis then suggests that the patient should keep working, despite the patient want-
ing to stop.

vi) Power relations and the perception of patients that they were not being va-
lued for their thoughts

Patients identified experiences that made them feel weak, powerless often within a
paternalistic approach to care (6/49, 12%). Examples of this included dismissing or tri-
vializing the patient’s experience, belittling or making the patient feel like a burden on
society, not taking the patient seriously, withholding information or assuming that the
patient had a low level of knowledge and being told what to do or what was needed
without consultation. For example, one study stated “Believing that important informa-
tion had been withheld was particularly troublesome to the participants in their quest
to learn about their illness and in their efforts to take control over their illness’ [72].
The result of such interaction could make the patient feel depressed and desperate.

vii) Insufficient care experience including treatment lacking empathy and sym-
pathy that affected dignity

Patients identified experiences of insufficient care and dissatisfaction with services
(9/49, 18%). Dissatisfaction was most often generated from patients perceiving that the
HCP-patient interaction was perceived to be depersonalised way, where little interest
was shown towards the patients’ situation and circumstance. The experience was often

insufficient compared to their expectations of the interaction before hand. Patients used
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words to describe being treated like an “object” or “piece of meat” during care. For
example, one patient stated, “7 did feel like I was just another patient. It was very im-
personal especially since it was such a big deal to me and seemed pretty routine to
them” [38]. The experience of such treatment was associated with isolation and loss of
dignity. Particular problems were identified as a lack of the following aspects; 1) care,
compassion or sensitivity, empathy this was supported by quantitative studies where
care was wanted but not received, 2) kind treatment, 3) lack of assistance whilst as an
inpatient, 4) too little time for interactions within appointments or an inability to listen
or give understanding. According to quantitative studies a problem could occur if this
type of support was wanted and not received (2/17, 12%). Some studies identified dissa-
tisfaction with the availability of psychosocial and emotional support (2/17, 12%).

viii) The value of emotional support and being able to just listen and provide
empathy

Patients expected comfort and emotional support (20/49, 41%); this type of support
was identified as being more important in patients who were isolated or older. Three
quantitative studies (3/17, 18%) identified that there appeared to be general satisfaction
with sympathy and kind treatment received from HCPs. Patients highly valued the time
that HCPs gave for listening to their experiences and problems in order to validate
them (12/49, 24%). Specific qualities during interaction that were valued included being
sensitive to the individual’s emotional needs, being taken seriously and feeling re-
spected by the HCP (8/49, 16%). For example one patient stated, “One day when I was
crying, a nurse held my hand for a few minutes and stayed with me. She listened to me,
I needed sympathy, empathy, and reassurance; she gave all these things to me” [50].
HCPs highlighted the value of this form of support.

Particular interactional approaches or skills could enhance this type of support
needs. Such documented by patients as valuable included; sympathy, listening or active
listening, telling the patient they are not alone and are supported in the process, con-
firming the patients actions and choices or decisions made, providing the patient with
hope, and being respectful. The value of receiving emotional support included feeling
welcomed and valued, gaining encouragement, as well as gaining a sense of dignity and
hope. Where patients experienced emotional support during interaction with HCPS
they reported feeling encouraged, valued and respected. This helped them to feel more
hopeful and enhanced their ability to make decisions.

ix) Provision of information, trust and empowerment

The provision of information and experiences of interactions was able to empower
patients or disempower them. Patients felt empowered when they perceived a partner-
ship with a HCP who acknowledged and valued the patient’s experience and choice
(6/49, 12%). This perception helped patients feel they could express feelings or ask
questions. It was also important for patients to feel supported, to trust the HCPs and to
receive tailored and accurate information that was direct and understandable. Patients
felt disempowered when they perceived themselves to be dependent on the information

and advice from the HCP or when HCPs used technical terms or medical jargon with-
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out explaining it. For example one study stated that “Comments such as ‘it s a mystery
to mé or ‘you know more about this than I do' magnified the participants sense of be-
ing alone in managing their disease” [72].

2) Sub-theme 2.2 Internal Psychological factors

Studies identified two internal psychological factors that influenced the HCP-patient
interaction.

i) Readiness to receive information

Patients varied in their own readiness to receive information. A frequently cited rea-
son for this was the mental well-being of the patient (8/49, 16%). Notably emotional or
adjustment related responses like denial, fear, anger or depression were reported to
prevent the patient being ready to receive information (7/49, 14%). Fear and worry
were increased at certain times, for instance, during the experience of unknown or un-
diagnosed symptoms, whilst waiting for test results and when worrying about the out-
come of test results. Such responses reduced the patient’s ability to assimilate informa-
tion. Interestingly, one quantitative study identified that those more interested in the
“uncertainty” surrounding their symptoms and MS, for instance an unknown future,
may more actively seek information.

The mental well-being of the patient and ability to receive information varied be-
cause of several factors. The factors included; 1) the symptoms experienced, previous
experience of symptoms, 2) values and views of the meaning of symptoms in the pa-
tient’s life, 3) the topic of information being covered within the HCP-patient interac-
tion, for instance, end of life care, or how optimistic or pessimistic the interaction with
the HCP had been perceived, 4) the topic within the HCP-patient interaction was of a
sensitive nature, or difficult area, not understood well by the HCP, and 5) if informa-
tion was perceived in a negative way. In addition to this, quantitative studies identified
that patients may not know what questions to ask, could be too intimidated, or feel too
ignorant about MS to ask. Demographic factors also influenced the ability to receive
information, for example, quantitative studies (3/17, 18%) found variation by gender
(women had a greater need for emotional support) and age (younger age groups 18 - 39
years wanted more information than older age groups >40 years).

ii) Factors that influenced the ability or desire to ask questions

Some patients did not want to ask the HCPs questions or weren’t able to ask imme-
diately/expressed hesitation in asking questions to HCPs (5/49, 10%). A variety of rea-
sons were given including; 1) the limited value of asking a question, due to a perception
of the HCPs lack of knowledge on the topic (HCPs could be less willing to share infor-
mation in case it was wrong), 2) not knowing what questions to ask because of a per-
sonal lack of understanding about MS, 3) several internal reasons were suggested such
as the question not perceived as serious enough to bring up, that acceptance of what
had happened by the patient wasn’t possible, or that the patient was currently manag-
ing so the need to ask a question was less, 4) others didn’t want to “bother” the HCPs
with their situation and 5) others could be embarrassed about the topic of conversation.

Despite this, a worsening of symptoms could prompt patients to return to a HCP for
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further advice. Some patients who did not understand the symptoms of MS or the
prognosis of the illness felt more uncertain, fearful, worried or disempowered about
what could happen. This was identified by some patients as being associated with the

experiences of subsequent depression.

4. Discussion

The current review provides a comprehensive overview of the published knowledge
considering HCP-patient interactions associated with the care of people with MS. The
critical appraisal of included studies identified limitations within the existing literature;
these included articles that frequently did not: identify theoretical saturation or give
credence to minor themes or provide an audit trail of the analysis. Despite this, most
studies had formulated a rationale and provided consideration and justification of the
results presented. Thus despite some aspects of methods often missing detail, the re-
sults provided by each study were justified with consideration from previous research.
The lack of detail regarding minor themes and the failure to discuss whether or not
theoretical saturation was achieved provided a rationale for the need and value of this
review.

The findings from this review identify the content of HCP-patient interactions as
well as detailing factors that influence how patients valued their interactive experience.
Quantitative data indicated that the majority of patients were satisfied with their ex-
periences of interactions within health care contexts and rehabilitation. However, it is
important to note that Satisfaction surveys are often associated with poor psychometric
testing [16] and can be influenced by factors other than the care experienced for in-
stance, by a general reluctance to be negative about care or a perception that the pro-
vider has a pressurised or constrained care environment [17]. Thus whilst patients may
be satisfied with experiences of care, it doesn’t necessarily mean that bad experiences
don’t occur. In order to be able to respond to the variability of patients’ interactional
needs, HCPs need to understand what information patients with MS require and what

factors can influence HCP-patient interaction.

4.1. Referential Health Literacy and Information Needs

Health literacy models for HCPs could be used to improve the HCP-patient interaction
[96]. Patients whose health literacy remains poor may as a result be left feeling unin-
formed, overwhelmed and unable to understand the condition or its impact on their
health [96]. Indeed, those who are better informed are more likely to take part in the
decision-making process [97]. In the current study, patients highlighted the importance
of information, indicating that more information was better than not enough. HCPs,
therefore, must be fully equipped to provide this information. In order to be active in
shared decision-making, patients first need to be informed of their condition and
treatment options [98]. Provision of the correct information can have an empowering
effect on patients, aids decision-making and can be essential in the management of the

condition [99]. An example of information provision could include a HCP supporting
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the patient with job retention and helping to address their personal problems that are

experienced within the work setting [100].

4.2. Relational and Interactional Factors Which Influence the Patient

The identification by patients in the current studies of poor information provision
within the HCP-patient interaction may stem from “paternalistic” or “task orientated”
care [101]. The results here identified evidence of paternalistic care, this included in-
teractions directed by the HCP’s agenda or that were medicalised and using terminol-
ogy that was not explained. Several relational components of the HCP-patient interac-
tion are valued by patients, these include: understanding the patients condition, the pa-
tient as a person and being able to listen to and legitimise that the patient’s experiences
[102]. Current evidence from this review has suggested interactions with patients who
have MS lack characteristics that promote the development of therapeutic relations.
Receiving task orientated care resulted in poorer emotional well-being and increased
dependency during encounters with HCPs. HCPs need to become aware of the emo-
tional impact and acknowledge relational aspects of care [24].

What patients most need from their interactions with HCPs is empathy and to be
listened to, and to feel valued for who they are [103] [104]. The current results identi-
fied that HCP-patient interactions lacked the basic components needed for an effective
therapeutic relationship, where a trusting and safe space is created between practitioner
and patient. This is considered central to patient-centred care [105] and needed in or-
der increase self-determination in patients [106]. Good person-centred relationships
require that both practitioner and patient know each other as a “person” first before
their functional role, founded on empathic engagement [107]. Indeed, HCPs may bene-
fit from further training in how to develop more effective therapeutic relationships that
support greater patient participation within a patient-centred model of care. This could
focus on developing active listening skills and reflective clarification so that the patient
may experience empathy, feeling heard and understood [108].

The current results identified that interactions could also be influenced by lack of
continuity with, and loss of trusted or supportive HCPs. In order to enhance trust, pa-
tients need to have confidence in the knowledge of the HCP and perceive that the HCP
encourages open communication, is willing to work in a team and treat the patient with
respect [109]. When a patient forms a trusting relationship they are more willing to
disclose information and ask questions necessary for patient empowerment [98]. How-
ever, trust can also promote a passive encounter due to an overreliance of the HCP’s

opinion [98].

4.3. The Importance of Choice and Shared Decisions

Contemporary research identifies a need for HCPs to listen to and integrate patient
preferences during the HCP-patient interaction. Allowing and promoting patient pref-
erences will help promote a better interaction and shared decision-making [110] [111],

even if the patient doesn’t make the final decision for the care or rehabilitation [112]. A
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central aspect of patient-centred care is the involvement of patients in decisions. De-
velopment of autonomy-supportive interactions [113] [114] and shared decision-
making [115] are required for HCP-patient interactions. The current review demon-
strates that patients with MS are given limited opportunity and choice for decisions
about involvement in their care.

Shared decision-making requires a non-confrontational approach which encourages
empathetic understanding of the choices and goals identified by patients [103]. Failure
to adopt a shared decision-making approach can limit the patient’s ability to self-
manage their condition. For patients with MS, a collaborative self-management plan is
needed, one which maximises the patient’s experience, health literacy and abilities to
make decisions [116]. Patients who are more willing and able to manage their condition
report better and fairer care experiences (activated) from HCP-patient interactions as
well as better health outcomes compared to those who do no report better or fairer ex-
periences (unactivated) [117]. However, it should be acknowledged that there is some
recognition that paternalistic care initially, near diagnosis or when transferring a pa-
tient to a new environment, might actually aid autonomy [118]. Further consideration
and guidance is needed on how HCP-patient interaction can be tailored to accommo-

date a transition in care, and a change in symptoms, or the situation of a patient.

4.4. Barriers to Choice and Communication

The HCP and the patient can create barriers to choice and communication during the
HCP-patient interaction. Understanding these is central for developing better patient-
centred care. Barriers created by the HCP include: 1) physicians incorrectly perceive
that they practice in a patient-centred care, or do not see the role of support self-man-
agement as important [119], 2) Feeling limited by the time allowed with patients [119]
and 3) use of technical language [98]. Barriers created by the patient include: i) fear of
making the wrong decision and/or wanting the HCP to decide [98], ii) belief that they
should take a “normal” passive role [98]. Patients worry about being labelled a “prob-
lem patient” if they deviate from the expected role, being a “good” patient could be as-
sociated with benefits of having more support from the HCP [98]. Preferences for this
role can change over time [110], vary by age, culture and gender [120], iii) particular
patient perceptions of their HCP can prevent interaction, these include; patients per-
ceiving physicians to be too busy, hurried during an interaction, having too high a
workload, or if they appear to be authoritarian or dismissive [98]. Finally, iv) changes
in symptoms, exacerbations or psychological readiness to receive information can have
a negative impact on the HCP-patient interaction. Both poor health and cognitive im-
pairment are consistent factors that impact on the HCP-patient interaction [98].

Shock or negative emotional reactions have been reported to impair patients’ ability
to receive information [20], as well as alternative specific states of mental health, for in-
stance depression [121] or anxiety [122]. Lack of a supportive network (significant oth-
ers including family and friends) being present within HCP-patients could also impact

the patient’s ability to adjust to the diagnosis and take in and consider the information
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provided. Patients may also be inhibited by the belief that their questions are not im-
portant enough for the HCP to consider [123], that the doctor “knows best”, or, that
the topics were either too sensitive or too embarrassing in nature [98]. Patients may
perceive limited value in asking a question if they believe HCPS’ to be ill-informed. In
contrast, several relational aspects of the HCP-patient interaction, focused on the un-
professional delivery of information (e.g., use of a casual or patronising manner, dis-
missing the patient’s experience, or implying the patient’s problems were psychologi-
cal), influencing the patients” willingness to ask questions. Other demographic factors
that can impact on the HCP-patient interaction include, the age group (older adults can
be more accepting of paternalistic care), ethnic background (for example a greater
power imbalance was identified by African American men), level of education and dif-
ferences between the demographics of the interviewer and interviewee [98]. Finally, the
settings where the interactions take place, e.g. a lack of privacy or too much noise, can

inhibit interaction and patient engagement [98].

4.5. Clinical Implications

In order to promote the best care for patients with MS and according to the perception
of patients” with MS good HCP-patient interaction should be: responsive, informative
within the limits of science, able to identify symptoms and problems, able to arrange
follow up care and be supportive. In order to be responsive (see Table 1), HCPs need to
understand the common information requirements of patients, they also need be aware
of the variation in readiness to ask questions and varying needs of patients. Information
giving should be tailored by the HCP to the patient’s needs and readiness, doing this
will help meet the needs of patients. But to enhance the HCP-patient interaction further
other considerations are required and detailed below.

Patients identified that the provision of choice within the HCP-patient interaction
was important, supporting patients’ needs for HCPs to be more patient-centred. Their
responses focused on: what MS-related information HCPs provided, the treatment op-
tions presented, the presence of close others in meetings, other decisions and actions
taken around care, and disclosure of information to others. It may be that certain HCP
groups take on particular features of decision-making, for instance nurses, may be re-
garded by patients as tending to provide better relational care, they therefore may be
best placed to take the lead role in the shared decision-making process, and use their
skills to inform other stakeholders, like doctors, of the decisions made [98]. Further re-
search is required to consider this.

Listening and the provision of empathy are essential within interactions. Further
training as to how HCPs can develop such skills would enhance effective therapeutic
relationships.

Negative HCP-patient interactions have an over reliance on technical wording and
the style of delivery. Where possible HCPs should avoid a style that doesn’t allow pa-
tient input that assumes a certain level of patient knowledge or is dismissive of a pa-

tient’s concerns. When technical information is delivered it is important that HCPs
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check the patient’s understanding of that information.

The ability of HCPs to consider the patient’s psychological adaptation to MS could
be enhanced by considering and assessing three psychological constructs expressed by
patients with MS. The first two constructs include; 1) acknowledgement of one’s pre-
sent and personally defined situation in relation to how MS has impacted on their life
and 2) hope in possibility for improving this situation. The final construct includes first
realising the choices they have and second acting upon those choices so that they can
positively adapt and integrate the changes experienced directly related to MS they.
Please see [26] for a conceptual definition of these constructs. Both hope and acknowl-
edgement can be assessed through the use of simple easy to use tools which can assess
this quickly e.g. the Hope and Adaptation Scale [124]. Maladaptive responses can then
be identified and suitably supported. HCPs can also consider if the patient is able to
recognise the different choices that are possible and whether they feel able to act on
those choices [26].

Training needs for HCPs have been identified here for techniques and strategies that
can support better quality and more patient-centred interactions with HCPs. For in-
stance rehabilitation counselling or training in particular techniques like motivational
interviewing or autonomy support (interactions that are able to enhance intrinsic mo-
tivation by providing choice, limiting pressure, identifying meaningful aspects of the
patients life by listening and creating mutual goals). To support this, clinicians can ac-
cess and utilise brief guides enhancing autonomy supportive interactions [113] [115].

HCPs must be aware of the impact of relational aspects of communication on the pa-
tient’s perception of enablement during the HCP-patient interaction. Aspects that in-
fluence this include agreements with patients or patient approval, being able to legiti-
mise patients’ concerns and the use of humour or laughter [125]. Additionally, HCPs
must consider the impact of non verbal communication, in particular hand gestures
and facial expressions can have a positive impact on the patients’ perception of HCP-

patient interview quality [126].

4.6. Limitations

The phenomena of focus and the data collection methods for each study varied and
some studies only presented small parts of the results, thus the results should not be
used to represent the prevalence of poor interactions, but rather they should be consid-
ered for relative prevalence against other concepts and be used as data that illustrates
how and why interactions can go wrong and what factors can impact on this. The
analysis was undertaken by the primary author so may have been biased towards the
researcher’s previous experience and knowledge. There was limited information from
the included studies on the sub-types of MS, thus applicability of these findings to dif-
ferent types of MS must be considered with caution. Data from HCPs and carers is un-
der-represented here and further consideration of the experiences of these stakeholders
is required. Limited detail on non-verbal interactions is considered. Generalisability of

findings and application to different geographical locations must be considered with
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some caution. All except 3 articles were published after the year 2000, this is a key date
for the use of patient-centred care by HCPs within the UK e.g., [127]. Thus, the evalua-

tion of experiences should reflect modern clinical experiences of care.

4.7. Conclusion

There is a danger that paternalistic interactive styles taken by HCPs, and within work-
place cultures, prevent patients from taking an active role within the HCP-patient in-
teraction creating poor experiences of care. Further to this, the HCP-patient interaction
is vulnerable to several psychosocial and interactional factors that often can be im-
proved, resulting in better care experiences and likely improved health outcomes. Fur-
ther work exploring the development of effective and patient-centred therapeutic rela-
tionships in patients with MS is needed. This may help to identify HCP’s training
needs, enabling them to deliver more effective and mutually-satisfying interactions with
people with MS.
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