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Purpose: Multiple sclerosis (MS) prognosis is often uncertain. This literature review
considers patients’ understanding of, and perspectives on, MS progression to better compre-
hend the unmet needs of people with MS (PwMS), in order to improve treatment adherence
and quality of life (QoL).

Methods: Literature searches for peer-reviewed papers concerning patient perspectives on
the progression of MS and comparable conditions, published between January 2000 and
January 2020, were conducted.

Results: Little qualitative evidence exists that examines PwMS’ perspectives on MS
progression. The understanding and meaning ascribed to terms such as “disease pro-
gression” vary. Some PwMS find disease labels stigmatizing, confusing, and discon-
nected from reality. The lack of a clear definition of progression and discrepancies
between PwMS and healthcare professional (HCP) perspectives may contribute to
misunderstanding and poor communication. Patient descriptions of progression and
relapses include symptoms in addition to those evaluated by standard severity and
disability measures. Compared with HCPs, PwWMS are still focused on relapse preven-
tion but place higher priority on QoL and ascribe different relative importance to the
causes of poor adherence to treatment plans. PwMS want to discuss progression and
likely prognosis. Such communication needs to be personalized and delivered with
sensitivity, at an appropriate time. Poor treatment adherence may arise from a lack of
understanding and poor communication, particularly around treatment goals. The few
studies that directly considered patient perspectives on the progression of comparable
conditions supported and extended the perspectives of PwMS. Lack of adequate com-
munication by HCPs was the most common theme.

Conclusion: Patient perspectives on disease progression in MS and other chronic
progressive conditions are under-investigated and under-reported. The limited evidence
available highlights the importance of providing adequate information and effective HCP
communication. While further studies are needed, the current evidence base offers
information and insights that may help HCPs to enhance patient care, well-being, and
treatment adherence.

Keywords: multiple sclerosis, disease progression, patient engagement, shared decision-

making, communication

Plain Language Summary

Disease progression occurs in most people with multiple sclerosis (PwMS). However,
patients’ views of what MS progression means are largely unknown. This study aimed to
explore patients” understanding of, and perspectives on, MS progression through the review
of journal articles published between January 2000 to January 2020.
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The study found that:

® Understanding of the term “disease progression” varied

among PwMS, their caregivers and healthcare profes-
(HCPs). PwMS’
included symptoms that are not evaluated by standard

sionals descriptions of progression

measures of MS, such as mobility scales.

® Emotional responses to disease progression conversations
varied. Some patients were not concerned and wanted to
talk about how their disease may change, while others were
more distressed by the topic.

® Poor communication with HCPs about MS progression was
common. While many PwMS reported a desire to discuss
long-term prognosis, there was little opportunity for this.
Conversations on MS progression need to occur at an
appropriate time, be delivered with sensitivity and be per-
sonalized to the patient.

® Understanding of MS progression may help patients stick
to their treatment schedule. However, the treatment goals
of patients and HCPs can differ. Compared to HCPs,
PwMS are more focused on improving symptoms that
impact their quality of life and are less focused on prevent-
ing relapse.

Overall, this review found that few studies have examined views
on MS progression in PwMS. Based on the studies reported, this
review highlights the importance of effective communication
between HCPs and PwMS, leading to improved MS management

and treatment results.

Introduction

Disease progression in multiple sclerosis (MS) occurs in
most people with MS (PwMS).' Disease progression in
MS can be highly variable, the prognosis is often uncertain
and there is no universal consensus regarding terminology
or management.* Bodily systems in which MS progres-
sion can be detected continue to be elucidated.® Lublin et
al suggest using “worsening” rather than “progressing” for
patients with relapsing MS, reserving “progression” for
those with clinically defined progressive disease® — a
recommendation adopted here.

PwMS, therefore, have to contend with an uncertain
future as their MS worsens or progresses, alongside, in
many cases, an accumulating symptomatic burden and
increasing levels of disability. In addition, drug treatments,
their associated side effects, and the impact of regular
monitoring add to the disease burden. Not surprisingly,
exacerbations and progressive MS can disrupt many
aspects of a PwMS’s daily life, including employment,

daily activities, relationships, establishing a family, and
their sense of self.””® Continuing stigmatization of MS

9,10

may exacerbate the difficulties and may worsen the

disease, which can result in a vicious cycle.'"'?
Collaborations between PwWMS and healthcare profes-
sionals (HCPs) show that enhanced patient understanding
of MS disease progression and engagement in care can con-
tribute to improved disease management and quality of life
(QoL)."*'* However, there is little qualitative evidence

regarding patient perspectives on MS disease progression.'?

Methods

Literature searches for peer-reviewed journal articles con-
cerning patient perspectives on MS disease progression, pub-
lished between January 2000 and January 2020, were
conducted in PubMed using eight keyword search strings
(Table 1). Bibliographies of included papers were further
searched for relevant articles. Exclusion criteria were deter-
mined and results falling under the following categories
removed: proceedings, conference abstracts, papers not pub-
lished in English, and papers concerned with drug efficacy.

The methodology selected has certain limitations.
The date range restriction was chosen based on the
focus and interests of the MS in the 21°" Century initia-
tive as a whole, namely the changing landscape of MS
care post-2000. However, the exclusion of earlier pub-
lications must be acknowledged as a potential limitation.
Similarly, restricting results to articles published in
English was a decision made to ensure the accuracy of
the authors' interpretations, but likely excluded publica-
tions relevant to the overall focus. Finally, the majority
of excluded publications were removed because of a
focus on drug efficacy. The decision to avoid clinical
trial data and other treatment investigations was taken to
restrict results to publications whose primary focus was
understanding the perspectives of PWMS and not evalu-
ating medical interventions. However, it is probable that
some of the excluded studies would have used endpoints
that may be relevant to the topic.

A parallel narrative, rather than a systematic literature
review, concerning patient perspectives on disease pro-
gression in other chronic or significantly life-altering con-
ditions was conducted using the same search strings with
“chronic condition” replacing “multiple sclerosis”. Papers
covering the same themes identified in the MS results were
selected with a view to contrasting, supporting or expand-
ing the findings of the MS review.
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Table 1 MeSH Term Search Strings and Results from PubMed

AND (english [la])

((multiple sclerosis[MeSH Terms]) AND (disease progression[MeSH Terms])) AND (patient perspective) AND (2000/01/01:2019/12/31[dp]) | 48

AND (english [la])

((multiple sclerosis[MeSH Terms]) AND (disease progression[MeSH Terms])) AND (communication) AND (2000/01/01:2019/12/31[dp]) 41

[dp]) AND (english [la])

((multiple sclerosis[MeSH Terms]) AND (disease progression[MeSH Terms])) AND (patient engagement) AND (2000/01/01:2019/12/31 5

[dp]) AND (english [la])

((multiple sclerosisfMeSH Terms]) AND (disease progression[MeSH Terms])) AND (biographical disruption) AND (2000/01/01:2019/12/31 | 0

AND (english [la])

((multiple sclerosis[MeSH Terms]) AND (disease progression[MeSH Terms])) AND (patient acceptance) AND (2000/01/01:2019/12/31[dp]) | 46

AND (english [la])

((multiple sclerosisfMeSH Terms]) AND (disease progression[MeSH Terms])) AND (patient education) AND (2000/01/01:2019/12/31[dp]) | Il

[dp]) AND (english [la])

((multiple sclerosis[MeSH Terms]) AND (disease progression[MeSH Terms])) AND (treatment adherence) AND (2000/01/01:2019/12/31 79

AND (english [la])

((multiple sclerosis[MeSH Terms]) AND (disease progression[MeSH Terms])) AND (increased disability) AND (2000/01/01:2019/12/31[dp]) | 527

Total results returned 757
Publications identified 683
Full text review and inclusion 7

Results

The initial searches using PubMed MeSH terms identified
757 results across the eight search terms which consisted
of 683 publications (Table 1). Following the application of
exclusion criteria based on abstract content, 7 publications
were identified for full text review and inclusion. Searches
were then expanded by removing MeSH term restrictions
and resulting in 2332 results across the eight searches
which (Table 2).
Following the application of exclusion criteria to these

consisted of 2077 publications

expanded results and additional 7 publications for review
and inclusion. Exploration of the bibliographies of these
14 publications identified a further 13 papers of relevance
to the topic and meeting the criteria for inclusion. Figure 1
shows the PRISMA flow diagram of the combined results.
Full text review of the 27 papers selected for inclusion
led to the identification of four key themes which the
results of the included papers were categorized into:

e Knowledge and understanding of MS disease
progression

¢ Emotional responses and attitudes to MS disease
progression

e Communication with healthcare professionals regard-
ing MS disease progression
¢ Disease progression and treatment adherence

Following additional searching of papers from non-MS
chronic and progressive conditions, 21 papers were
selected for full text review. Discussion of the results of
these studies is included in a later section of this paper that
looks at how the patient perspectives, of disease progres-
sion, in these other conditions compare with those of
PwMS.

Knowledge and Understanding of MS

Disease Progression
The understanding of terms such as “disease progression”
varies considerably among PwMS and their caregivers.'>'®
Some patients find disease labels stigmatizing, confusing, and
divorced from the reality of their lives with MS."> Cognitive
symptoms may interfere with their ability to understand
information.'” Moreover, there may be wide variation in the
meanings that PwMS ascribe to disease progression.'

A lack of clarity on the definition of MS progression

among neurologists may contribute to the variation in the
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Table 2 Expanded Search Strings and Results from PubMed

Multiple sclerosis progression patient preference AND (2000/01/01:2019/12/31[dp]) AND (english [la]) 36
Multiple sclerosis progression communication AND (2000/01/01:2019/12/31[dp]) AND (english [la]) 253
Multiple sclerosis progression patient engagement AND (2000/01/01:2019/12/31[dp]) AND (english [la]) 64

Multiple sclerosis progression biographical disruption AND (2000/01/01:2019/12/31[dp]) AND (english [la]) |

Multiple sclerosis progression patient acceptance AND (2000/01/01:2019/12/31[dp]) AND (english [la]) 220
Multiple sclerosis progression patient education AND (2000/01/01:2019/12/31[dp]) AND (english [la]) 45
Multiple sclerosis progression treatment adherence AND (2000/01/01:2019/12/31[dp]) AND (english [la]) 304
Multiple sclerosis progression increased disability AND (2000/01/01:2019/12/31[dp]) AND (english [la]) 1409
Multiple sclerosis progression patient preference AND (2000/01/01:2019/12/31[dp]) AND (english [la]) 36
Total results found 2332
Publications identified 2077
Full text review and inclusion 7

understanding of disease progression terminology among
PwMS. There is no universally accepted definition and no
clear relationship between different clinical metrics, such
as magnetic resonance imaging (MRI) results and
Expanded Disability Status Scale (EDSS) disability-based
metrics and physical findings.'®'? Discrepancies in what
disease progression means for PwMS and HCPs may
further hinder shared understanding. Patient descriptions
of progression and MS relapses are practical and include
symptoms such as fatigue, pain, and cognitive impairment,
in addition to those evaluated by standard severity and
disability measures of MS.?°

There is also confusion among some PwMS about MS
classification. Findings from an online survey of 215 adults
with secondary progressive MS (SPMS) of >5 years’ dura-
tion in Italy and Germany showed that 57% were aware of
their diagnosis in Italy compared with 77% in Germany.
Moreover, 48% and 56%, respectively, reported not receiv-
ing information on SPMS, indicating a need to improve
patient-physician communication.”’ Likewise, a French
study of patient perceptions of MS and its treatment reported
that more than half of PWMS (57.4%; n=202) did not con-
sider themselves well informed about their disease.””
Similarly, in a small-scale UK study designed to explore
PwMS (n=20) and caregiver (n=13) experiences during
patients’ transition to SPMS, some were surprised to discover
that the disease had progressed to SPMS and did not under-
stand how the diagnosis had been reached, which increased

their confusion. On the other hand, other patients had
accepted their disease progression and found the label of
little relevance.'®

Emotional Responses and Attitudes to MS

Disease Progression

Emotional responses of PWMS to a diagnosis of SPMS
also varied considerably. Some PwMS were unperturbed
by the label, while others had strong emotional reactions,
which, in some cases, required additional psychological
support. Some PwMS may be distressed that an SPMS
diagnosis limits the disease-modifying therapy (DMT)
options. Some view the news that further follow-ups with
the MS multidisciplinary team will be reduced with a
“sense of abandonment”.'® Disbelief, hopelessness and a
sense of loss are common responses.'®**?* Such negative
reactions can be severe and often persist long term.?
Patients’ levels of hopefulness are extremely individual
and variable, though an attitude of hope is important in
order for PWMS to accept and live with MS.*

Indeed, suicide rates in PWMS are approximately double
those in the general population.”® In an analysis of 28 inter-
views involving 14 patients with primary progressive MS
(PPMS) or SPMS, Frost et al found that disease progression
may be associated with thoughts of suicide, suggesting a need
for improved dialog between patients and professionals to
ensure that PwMS are adequately supported throughout the
disease course.® In common with the above studies, Frost et al
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Figure | PRISMA flow diagram of combined results across both stages of methodology taking into account duplicates in each individual stage and between stages.
Notes: PRISMA figure adapted from Liberati A, Altman D, Tetzlaff , et al. The PRISMA statement for reporting systematic reviews and meta-analyses of studies that evaluate
health care interventions: explanation and elaboration. Journal of clinical epidemiology. 2009;62(10). Creative Commons.®*

also reported that PwMS experience loss of self-identity. Some
patients also experienced reductions in their ability to manage,
resilience, and hope.®

A patient’s cultural background may influence their
responses to MS progression. One study found that UK
patients of Black Caribbean descent were more likely to
experience extremes of frustration, loss, and confusion due
to more rapid disease progression than their white
counterparts.”*

Successful coping by PwMS, in general, requires
accepting the diagnosis and progression of MS, awareness
that its effects can often be managed and that this manage-
ment must be integrated into daily life.’” An attitude of
hope seems to help PwMS overcome the challenges of MS
and accept the illness and its prognosis® taking into
account that levels of hopefulness can be extremely indi-
vidual and variable. In a study involving 54 patients with
RRMS, Krol et al show that focusing on a positive future,

rather than dwelling on negative past events, can enable
disease acceptance and conclude that psychological sup-
port may benefit PWMS in the early stages of disease

progression.*®

Communication with HCPs Regarding MS

Disease Progression

Poor communication regarding MS disease progression
was a consistent finding, which may partly arise from
differences in the perspectives of PwMS and HCPs. A
survey of 3175 UK MS Register members found that
most PwWMS wanted to know their long-term prognosis.
However, there was a lack of opportunity for such discus-
sions. As a result, this need frequently remained unmet.>’
A survey by the German MS Society of 573 PwMS found
that more than three-quarters felt it was important to dis-
cuss disease progression with their doctor.”” The study
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also found that doctors who PwMS perceived as commu-
nicating poorly were considered less empathetic.>* An
interview-based study of 25 PwMS in Iran also found
that patients want to discuss disease progression with
HCPs and most participants looked at this as a chance to
receive counselling from their doctor or nurse. However,
most were dissatisfied with their HCPs, especially their
doctors, because they lacked empathy, which undermined
trust.” In a series of 15 in-depth semi-structured inter-
views, PwMS in the UK reported having minimal com-
munication with HCPs about their prognosis and
complained of a lack of opportunity for such discussions.'
Some communication issues may be due to the work
conditions of HCPs. In particular, an Italian interview-
based study of 105 HCPs and nurses showed that compas-
sion fatigue and burnout were common due to intensive
working practices, under-resourcing of medical personnel,
and anxiety caused by employment conditions.*

The importance of sensitive communication with
patients transitioning from RRMS to SPMS was high-
lighted in a qualitative study involving PwWMS (n=9) and
specialist MS HCPs (n=7) in the UK.** The transition to
SPMS came as a shock to some PwMS. Several PWMS
suggested that sufficient information provision and support
were lacking at this stage compared with their initial
diagnosis, and the investigators inferred careful considera-
tion of the timing of such information is paramount, given
the potential distress and the fact that not all PwWMS pro-
gress to SPMS.*> Many reported feeling abandoned by
their MS-specialist HCPs.*> A lack of understanding of
disease progression can make PwMS reluctant to discuss
this with their HCP. This highlights the importance of
developing and using patient-friendly language to describe
MS progression. '

The timing of information delivery is an important
consideration. Davies et al describe how some PwMS
with worsening MS gradually become aware of their
increasing disability. Some PwMS report feeling frustrated
that their neurologist does not start conversations about
disease progression.'® In addition, Methley et al concluded
that continuity of care and patient-centered care (ie, HCPs
working collaboratively with patients to support them in
developing the confidence, knowledge, and skills to effec-
tively manage their health and healthcare and make
informed decisions®®) are pivotal to positive healthcare
experiences for both PWMS and professionals.*”

Nevertheless, determining elements of optimal commu-

nication between HCPs and PwMS about disease

progression is challenging and no consensus exists.-
19.2932.36 The studies reviewed in this paper suggest that
communication on disease progression with PwWMS need
to be delivered with sensitivity, at an appropriate time, and
personalized to each patient’s disease, treatments, experi-
ences, and understanding.

Disease Progression and Treatment

Adherence

The review suggested that PwMS’ understanding of dis-
ease progression and its treatment, along with effective
communication, improves  treatment  adherence.
Conversely, poor adherence may arise from a lack of
understanding and poor communications, particularly
around treatment goals. In a French cross-sectional obser-
vational study 89% of PwMS (n=202) totally or partly
agreed that treatment would prevent relapses, and 85%
totally or partly agreed that treatment would help to
delay disease progression. Adherence was significantly
higher in well-informed patients.”> However, patients
often feel that neurologists do not discuss treatment
goals, which play an important role in patients’ willing-
ness to adhere to treatment. In a questionnaire-based study
of 107 PwMS and 18 neurologists in the Netherlands, 69%
of PwMS indicated that they had discussed the treatment
goal of a “reduction in disease progression” with their
neurologist, whereas 94% of the neurologists reported the
same discussion having taken place. More than a quarter
of the PWMS (27%) said they would prefer to have more
information regarding their treatment.®’

Furthermore, another study found PwMS are less
focused on the prevention of relapses than their physi-
cians, and more focused on QoL.% Patients’ treatment
goals tend to focus on improving specific symptoms that
impact their daily lives, whereas providers’ goals focus on
slowing disease progression.”® These findings report the
limitations of using only treatment goals defined by HCPs
and investigators and suggest that a more patient-centred
approach could be used to maximise the relevance to
PwMS.*® PwMS may view pharmacologic treatment with
feelings of resignation and discomfort, and have to learn to
integrate the treatment into their life and manage side
effects.”

Patients and HCPs also report different reasons for
poor treatment adherence. A survey conducted in seven
countries found that 82% of HCPs (n=280) thought side

effects were the main reason for patients taking a break
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from or stopping treatment, followed by “no sign of dis-
ease declining” (54%). In contrast, 42% of patients
(n=331) cited side effects as being the main reason, fol-
lowed by “being emotionally drained/fed up with treat-
ment” (13%), “practical issues in taking treatment” and
“treatment not working” (9% each).*’ Lastly, a study of
patient perspectives on using DMTs for MS found that
considering and adhering to treatment are not primarily
determined by individual, rational deliberation. Rather,
constantly being confronted with the disease, managing
an inevitable decline, hopes of delaying disease progres-
sion and the value of social support strongly influenced
choice.!

Comparison of PWMS’ Perspectives on
Disease Progression with Patients with

Other Chronic Progressive Conditions
Literature searches on comparative conditions identified
few studies that directly considered patient perspectives
on disecase progression, as was the case with MS.
However, those identified as relevant supported and
extended the perspectives of PwWMS.

People with long-term conditions consistently say that
they want to be listened to, involved in decisions regard-
ing their care and given access to information that will
help them make these decisions. However, many chal-
lenges lie in achieving accurate prognostication due to
PwMS individual variability. Essentially, these people
want support with understanding their condition and
managing it, and they want to be treated holistically.**
In a prospective longitudinal survey from Norway, pro-
viding cancer patients with satisfactory information
improved the patients’ knowledge about their disease
and its treatment.*> A study from the Czech Republic of
the impact of information provision and delivery on
patients with progressive neurological disease (including
MS, Parkinson’s and atypical Parkinson’s disease, and
Huntington’s disease) employed in-depth interviews
with 20 participants (patients, family members, profes-
sionals). Participants often felt that the information pro-
vided and the
inadequate, especially regarding disease transitions and

delivery of this information were
progression.** Such a lack of disease awareness and
understanding could have negative impacts on patients’
family members and caregivers. Indeed, the sufficient

provision of information for family members is one of

the key unmet needs in the care of patients with chronic
conditions.**

Lack of adequate communication by HCPs was the
most common recurring theme. As with MS, this theme
is reflected in studies of breaking bad news to patients with
other potentially life-limiting conditions, revealing room
for improvement and providing indications of potentially
beneficial ways forward. A questionnaire survey of UK
patient preferences regarding the delivery of a cancer
diagnosis (n=244) found that patients who were dissatis-
fied commented on the pessimistic or unsympathetic man-
ner of the doctor.*’

A large-scale survey of Canadian patients with life-
changing diagnosis (n=1337; including cancer, lupus,
amyotrophic lateral sclerosis (ALS), MS, HIV/AIDS, and
Parkinson’s disease) was used to assess one of the most
widely used guidelines for breaking bad news — SPIKES.
The SPIKES guideline largely reflected the perspectives of
the different patient groups. The four most important
components of SPIKES from patients’ perspectives were
physicians demonstrating empathy, explaining their diag-
nosis and its implications, taking their time rather than
rushing patients, and asking patients if they understood.*®
A much smaller-scale study (n=30 patients) from Sweden
found that the doctor’s character and their facility in creat-
ing personal relationships affected patients’ ability to cope
with communications regarding the transition from cura-
tive to palliative cancer care.*’

A survey of patients from the USA with amyotrophic
lateral sclerosis (n=144) and their caregivers (n=123)
found that 56% of patients rated their HCP’s breaking of
the news as “average”, “below average” or “poor”. Better
communication assessed using the SPIKES protocol, along
with more time discussing the diagnosis correlated with
increased patient and caregiver satisfaction.** Likewise, a
UK study of the perceptions and interpretations of patients
(n=13) receiving a lung cancer diagnosis identified com-
munication as a key issue. Patients cited, for example,
doctors’ use of the words “tumor” and “growth” without
regard to patients’ understanding.** The patients’ reactions
and attitudes to their illness and its treatment varied
widely, underlining the need for a personalized approach
to care.*

As with MS, some patients with other chronic progres-
sive conditions may be ambivalent about HCP communi-
cations regarding disease progression.’® Although most
patients want to receive details of their prognosis,*>!
they may prefer the communication of this information
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to be tailored to them regarding the format, extent and
timing of prognostic information delivered by doctors.’!

The papers examining other chronic progressive conditions
confirm that diverse factors influence adherence and nonad-
herence to treatment, including patients’ health beliefs, moti-
vation and perception of illness control, and relationships and
communication with HCPs.”>>* Patients’ sense of responsibil-
ity, fear of complications and continuity of care can also
influence treatment adherence.>® Indeed, poor patient under-
standing can be a key factor in inadequate adherence and
management of chronic progressive conditions. A study of
patient perspectives on diabetes and its management in 12
patients with type 2 diabetes in Bangladesh found numerous
misconceptions regarding the disease, poor knowledge of dia-
betes medications, their use and side effects, and noncompli-
ance with their physicians’ advice on diet and physical
activity.> Drug costs, concerns around side effects and for-
getfulness may be further factors in nonadherence.”

In a longitudinal study of patients with incurable can-
cer, the distress associated with fluctuations in the disease
diminished over time, and patients grew accustomed to the
disease, describing it as part of themselves. Most talked
about their disease in a neutral or optimistic way, while
HCPs typically encouraged hopefulness and optimism.>®

Maintaining hope is an important coping strategy in
patients with incurable cancer.’” A series of focus groups
and interviews explored attitudes among patients with
terminal cancer, caregivers from palliative care services
and HCPs. Most participants believed that there were ways
of maintaining hope and fostering coping, and that HCPs
can help to facilitate this with patients and their
caregivers.”’ Similar results were reported in a large
study of older adults (>60 years; n=2293) in Sweden,
showing that high life satisfaction and a positive health
outlook were associated with lower rates of accumulation
and progression of multi-morbidity and disability.”® Again,
good patient knowledge and understanding of chronic
conditions are pivotal. Lack of understanding and partici-
pation in self-care behaviours limits the effectiveness of
treatment, while, conversely, progressive levels of health
literacy can gradually improve patients’ ability to become
active participants in their care.’® Encouraging such
patient participation may prove invaluable both individu-
ally and collectively. When asked, in a citizen science
study of adults with long-term conditions in France,
patients provided a wealth of ideas on improving their
standards of care across the piece, from HCP-patient

discussions to the coordination and collaboration of inpa-
tient and outpatient care.®

Discussion

This review captured the perspectives of PwWMS on disease
progression from a variety of multi-patient studies (survey,
interview-based, thematic analysis of personal narratives,
focus group discussions, etc.) and considered findings on
patient perspectives from other chronic progressive condi-
tions. The findings build on two recent reports from a
series of collaborative workshops with PwMS and HCPs,
hosted by the MS in the 21* Century initiative, and
designed to further the aims of shared decision-making
and management. The first report highlighted key unmet
needs in the care of PwMS, including the need for
improved communication on complex issues such as dis-
ease progression, along with practical actions that could be
undertaken to address these.'®> The second report consid-
ered the risks and benefits of open communication about
disease progression and potential ways of optimizing such

conversations.®!

The results of this review support the
views highlighted in these two reports.

The aim of this literature review was to identify the number
and relevance of publications that relate specifically to
patients’ understanding of MS disease progression. The results
demonstrated only a small number of publications fall into this
category, despite the importance of this topic. It also demon-
strated that greater PWMS’ understanding of their condition
improved communication between patients and HCPs, and
shared decision-making will, in general, decrease patients’
distress, help them adapt to MS, and potentially improve treat-
ment adherence and overall outcomes. The findings from this
review indicate that further studies could be done to understand
if these factors correlate with objective measures of adherence
and changes in clinical metrics. Patient preference to treatment
options can be affected by the attribute-based communication
used by HCPs.®? Reducing patients’ distress is particularly
important, since negative emotional responses in PWMS can
persist over the long term” and potentially causes a range of
negative impacts, including on QoL,'**>% patients’ sense
of self-identity, and adding to the disruption to other aspects
of their lives.***** Chronic illness has long been known to
cause biographical disruption (the way that illness disrupts the
imaged future that a patient had previously pictured).®> Indeed,
there are numerous parallels between PwMS’ experience of
disease progression and those of patients with other chronic
progressive conditions. Further studies would be interesting to
directly compare attitudes on disease progression and self-
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management in PwMS and those with other chronic progres-
sive conditions and any impact on treatment adherence.

The importance of good communication between PWMS
and HCPs is well known.”>%*"*’ Research on the breaking of
bad news to patients with cancer and (to a lesser extent) with
ALS consistently shows the critical importance of effective
communication, and that patient satisfaction is largely deter-
mined by the HCP’s interpersonal skills. However, discrepan-
cies in expectations of HCPs and patients can have many
negative effects, including treatment delays and diminishing
patient trust.”® Similarly, a thematic analysis of first-person
meta-narratives created from a series of systematic reviews
and qualitative focus-group-derived data representing seven
brain disorders (MS, Parkinson’s disease, alcohol dependence,
depression, epilepsy, schizophrenia, stroke) showed strong
commonalities in both the psychosocial difficulties and the
different
Difficulties in communication were frequently identified,

factors influencing these across disorders.
while stigma and social exclusion negatively impacted on
these across the different disorders. Conversely, access to
work and supportive relationships with family and friends, as
well as self-help groups, had a considerable beneficial effect.”’
The prognosis of MS has improved considerably in
recent decades, due in part to the availability of more
effective DMTs’? — including one approved for PPMS’?
and several for SPMS. There has also been a marked
improvement in the symptomatic management and treat-
ment of MS. The change in treatment paradigms has the
potential to significantly alter the landscape of MS com-
munication by engendering positivity in both PwMS and
HCPs. Yet as long as the prospect of progression remains,
the communication skills of neurology consultants will be
critical in facilitating patient acceptance and maintaining
hope during conversations about the future.'”’* This
reflects increasing evidence that good patient-HCP com-
munication is, in general, associated with greater patient
and doctor satisfaction and improved patient outcomes
compared with poor communication.””> Adequate health-
care resources, including training in communication skills
for neurologists and other MS-specialist HCPs, is also
fundamental to good communication.'*’® Newly diag-
nosed patient education initiatives may also play a role
in enabling improved communication with MS-specialist
HCPs, and in encouraging patients to self-manage.®!
Acceptance, adaptation and self-management strategies
can be invaluable in helping PwWMS to cope psychologi-
cally and emotionally.”'*"” Indeed, positive perceptions
of MS by patients have been found to correlate more

strongly with disease self-management than clinical vari-
ables, such as the severity, duration and type of MS.”®
Inclusion of patient perspectives and engagement may
even improve the clinical utility of disease progression
assessments.”” Online communication is increasingly
changing the patient-HCP dynamic by empowering
patients to become more active participants in joint deci-
sion-making and may present an opportunity for open and
early conversations on progression.**! Looking forward,
technological developments, such as mobile phone apps,
could aid self-management, although these will need to be
validated.*>®

In conclusion, patient perspectives on progression in MS
and chronic progressive conditions reveal further opportunities
for exploration and areas where MS care could improve. The
limited evidence available, summarized in this review, high-
lights the importance of good communication between HCPs
and PwMS to improve PwMS’ experience and outcomes.
While further studies are needed, the current evidence base
offers information and insights that may help HCPs to enhance
patient care, well-being, and adherence.
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