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ABSTRACT

Introduction:  Multiple sclerosis (MS) has a 
broad range of symptoms and heterogenous 
trajectory that requires individualised care. 
To optimise shared decision-making between 
healthcare professionals (HCPs) and people with 
MS (PwMS), it is important to understand com-
munication needs from the patient perspective 
at diagnosis and throughout their care journey.
Methods:  Two multinational online surveys 
were conducted to explore (1) communica-
tion needs around the time of diagnosis, and 

(2) PwMS empowerment in communicating 
their specific needs and symptoms. Question-
naires included ten close-ended questions and 
were shared among 100 PwMS aged 18–50 years 
in Australia, Spain, the  UK and the USA. 
Anonymised data were analysed by a core panel 
of HCPs, PwMS and patient advocacy group rep-
resentatives, and key recommendations were 
agreed.
Results:  The majority of respondents were 
female (65–80%) and from the UK (80–87%). 
PwMS and caregivers are often overwhelmed 
and feel ‘lost’ at the time of diagnosis. Early 
regular contact is critical for effective delivery 
of key information and building a trusting rela-
tionship. PwMS value a clear explanation of the 
healthcare team and next steps, but only around 
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a quarter (26%) had HCP roles clearly explained. 
PwMS are often uncertain if health changes are 
related to MS and 42% reported not feeling com-
fortable discussing ‘invisible’ symptoms such as 
cognitive, mood and emotional changes. Most 
respondents (54%) reported that their MS nurse 
was the person they were most likely to con-
sult. Support services were not routinely offered; 
only 26% were informed about patient support 
groups. The most reported benefit of an MS-spe-
cific patient group was ‘feeling less alone’.
Conclusion:  Regular HCP contact after diag-
nosis, peer group support for PwMS and their 
caregivers, signposting of reliable and accurate 
online resources and the timely offer of sup-
port services, including psychological support, 
should be routine elements of care from the 
point of diagnosis.

PLAIN LANGUAGE SUMMARY

Multiple sclerosis (MS) is a long-lasting ill-
ness that affects the brain and spinal cord. In 
MS, the body’s own defence system attacks 
a coating around the nerves, which causes 
damage. This leads to many symptoms. Some 
are easy to see, like trouble walking or speak-
ing. Others are ‘hidden’, such as feeling very 
tired, changes in mood, bladder problems or 
trouble remembering things. These hidden 
symptoms can impact quality of life, but they 
are often missed or ignored. The MS in the 
21st Century (MS21) group works with peo-
ple who have MS, doctors, nurses and patient 
support groups to make care better. To learn 
more about what people need, MS21 talked to 
30 people recently diagnosed with MS in five 
European countries. They also did two online 
surveys with 100 people each in Australia, 
Spain, the UK and the USA. One survey asked 
about needs at diagnosis. The other asked 
about helping patients feel comfortable speak-
ing with their care team. Four important needs 
came up: first, clear communication  about 
what will happen next and who is in the care 
team; second, helpful information given at 
the right time, including for families; third, 
trusted resources  like reliable websites and 

MS nurses; fourth, support services, such as 
counselling and patient groups to help with 
feelings of loneliness. Many people wanted 
more time with their doctors, more discussion 
about hidden symptoms and regular offers of 
emotional support. Meeting these needs early 
could help people manage MS better and feel 
more confident about their care.

Keywords:  Caregiver; Communication; 
Diagnosis; Multiple sclerosis; Patient 
empowerment; Shared decision-making; 
Support

Key Summary Points 

Why carry out this study?

Multiple sclerosis (MS) is a chronic neuro-
logical condition with a range of visible and 
invisible symptoms and a trajectory indi-
vidual to each person, and so the needs of 
each person need to be carefully identified in 
order to enable effective communication and 
shared decision-making

Surveys were conducted to explore: (1) the 
specific unmet communication needs of 
people with MS (PwMS) at and around the 
time of diagnosis, and (2) how PwMS could 
be empowered to communicate more confi-
dently about their needs and symptoms

What was learned from the study?

Early regular contact with the healthcare 
team is required for building the trust 
required for open and effective communica-
tion

Patients are frequently overwhelmed with 
information at the time of diagnosis and 
there is a need for regular and sustained sup-
port from the outset

Peer support for PwMS and their caregivers, 
signposting of reliable and accurate online 
resources, and the timely offer of individu-
alised support services should be routine 
elements of care
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INTRODUCTION

Multiple sclerosis (MS) is a chronic, immune-
driven disorder of the central nervous system 
characterised by inflammatory demyelination, 
neuroaxonal and synaptic damage and loss and 
gliosis (scar formation) [1–4]. The global preva-
lence of MS has increased over the past several 
decades, with an estimated 2.8 million peo-
ple currently living with the condition world-
wide [5]. Advances in therapy have markedly 
improved outcomes for people with MS (PwMS), 
and early clinical trials have demonstrated the 
feasibility of remyelination as an approach to 
restore function and prevent irretrievable dam-
age [6].

The symptoms of MS are broad and impact-
ful, and can affect people’s physical, cognitive 
and psychological health [7, 8]. Owing to the 
relatively young age of onset, MS has a long-
term impact on life events, such as building a 
career or having children, and may be associated 
with economic and societal burden [1, 5, 9, 10]. 
Symptoms of MS can be ‘visible’, such as mobil-
ity issues and speech problems, or ‘invisible’, 
meaning they are not immediately apparent to 
other people, such as fatigue, mood changes, 
bladder and bowel dysfunction, sexual dys-
function and cognitive changes [7, 8]. Invisible 
symptoms, especially when unaddressed, can 
negatively impact a person’s overall quality of 
life, their own health perception and disability 
progression [8].

Since the approval of the first disease-modi-
fying therapy (DMT) for MS in the USA by the 
Food and Drug Administration in 1993, the 
portfolio has expanded with the development of 
new classes of therapy offering different mecha-
nisms of action, efficacy and tolerability pro-
files, delivery routes and administration sched-
ules [11–13]. Greater flexibility in the treatment 
landscape, coupled with the changing needs of 
patients as their MS evolves over time, makes 
effective communication and shared decision-
making between PwMS and healthcare profes-
sionals (HCPs) essential [13–16]. This process 
of shared decision-making has been associated 
with better health outcomes, greater adherence 
to DMT and greater patient satisfaction [15].

The MS in the 21st Century (MS21) initia-
tive is an international collaboration between 
HCPs, PwMS and patient advocacy group repre-
sentatives, with the overall aims of improving 
patient–HCP communication and optimising 
MS care. Established in 2011, the guiding prin-
ciples of MS21 are to further understand real-
world unmet needs in MS and develop practi-
cal educational resources and tools to support 
PwMS and HCPs involved in MS care. Gather-
ing PwMS’ insight and perspectives is a criti-
cal element of achieving the goals of the MS21 
initiative. Herein we report and discuss find-
ings from survey-based research, exploring two 
important themes in MS care: (1) understanding 
the specific needs of PwMS at and around the 
time of diagnosis (Needs at Diagnosis), and (2) 
recognising how to empower PwMS to feel con-
fident in communicating with their healthcare 
team about their needs and symptoms (Patient 
Empowerment).

METHODS

To better understand the patient experience 
of being diagnosed with MS and help design 
quantitative surveys, preliminary web-assisted, 
60-min, semi-structured interviews were con-
ducted among 30 PwMS, aged 18–50  years, 
who had been diagnosed with MS within the 
previous 3 years (Fig. 1). Interviews took place 
among PwMS in France, Germany, Italy, Spain 
and the UK (each n = 6), moderated in the local 
language and held over the Zoom platform by 
an agency (Lumanity, London, UK). PwMS were 
identified through an internal database and 
financially compensated for their time.

To generate wider quantitative insights across 
the MS community, two multinational surveys 
exploring ‘Needs at Diagnosis’ and ‘Patient 
Empowerment’ were developed. Question-
naires (see Electronic Supplementary Mate-
rial [ESM] documents S1 and S2) included ten 
close-ended questions and were shared among 
100 PwMS who were aged 18–50 years and liv-
ing in Australia, Spain, the UK or the USA. The 
online surveys were conducted in English during 
May 2024 through Realworld MS (Leeds, UK), 
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a partner organisation of the patient advocacy 
group Shift.ms (Leeds, UK).

Anonymised data from the ‘Needs at Diag-
nosis’ and ‘Patient Empowerment’ surveys were 
reviewed by two core MS21 panels (N = 11 and 
N = 10, respectively; see ESM Table S1 for panel 
members) to identify major unmet needs. Key 
recommendations to improve the experience of 
PwMS at diagnosis and throughout their MS care 
journey were agreed.

Ethics Compliance

This study was performed in accordance with 
the Helsinki Declaration of 1964 and its later 
amendments. All participants provided informed 
consent and data were anonymised. The survey 
protocols were reviewed by an independent 
institutional review board, WCG Clinical (Cary, 
NC, USA), and determined to be exempt from 
full review (Protocol numbers 5653 and 5652 for 
the ‘Patient Empowerment’ and ‘Needs at Diag-
nosis’ surveys, respectively).

RESULTS

A total of 100 PwMS completed the quantitative 
surveys (Table 1), the majority of whom were 
female (65–80%) and from the UK (80–87%).

Several key themes of unmet need emerged 
that were relevant to the findings of both sur-
veys: effective communication, meaningful 

Fig. 1   Study overview. MS21 MS in the 21st Century, PwMS people with multiple sclerosis

Table 1   Demographics of participants with multiple scle-
rosis who completed online surveys

 NAD ‘Needs at Diagnosis’, PE ‘Patient Empowerment’

Demographics NAD survey 
(N = 100)

PE survey 
(N = 100)

Gender

 Female/male 80/20 65/30

 Not disclosed – 5

Country

 UK 87 80

 Spain 1 1

 USA 11 18

 Australia 1 1

Time since diagnosis

 < 2 years 36 5

 2–4 years 62 45

 5–9 years 6 47

 10–15 years – 1
 > 15 years – 2
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information, reliable resources and support ser-
vices (Table 2).

Effective Communication

Interviews revealed that newly diagnosed PwMS 
valued clarity around the immediate next steps 
in their care, including how care will be deliv-
ered and what to expect from each member of 
the care team. However, the ‘Needs at Diagnosis’ 
survey found that only around a quarter (26%) 
of PwMS had the role of each HCP in their care 
team clearly explained to them (Fig. 2).

The ‘Patient Empowerment’ survey demon-
strated that PwMS commonly experience uncer-
tainty about whether health changes are related 
to MS, with 88% of respondents experiencing 
mood or emotional changes, 80% experiencing 
cognitive changes and 79% experiencing physical 
changes uncertain if their symptoms were related 
to MS. PwMS reported that they were likely to 
withhold information about symptoms because 
of uncertainty as to whether the symptom war-
ranted attention (47%) or which healthcare team 
member was the right person to help (29%). 
While two-thirds of respondents (67%) reported 
wanting to discuss health changes with their neu-
rologist, 42% reported not feeling comfortable 
discussing any changes outside of the commonly 
known visible MS symptoms (e.g. cognitive, 
mood and emotional changes or bowel issues). 
PwMS agreed that less reliance on questionnaires 
and implementation of certain conversational 
strategies by healthcare teams would encourage 

Table 2   Unmet needs identified through responses from patients with multiple sclerosis to the ‘Needs at Diagnosis’ and 
‘Patient Empowerment’ surveys

MS multiple sclerosis

Effective communication Meaningful information Reliable resources Support services

• Clarity around process and 
next steps

• Uncertainty about whether 
symptoms are linked to MS

• Lack of time in  
consultations

• Building trust

• Information at the ‘right’ 
level and at the right time

• Information provision for 
family at diagnosis

• Signposting to trustworthy 
educational material

• Value of MS nurses in MS 
care

• Access to support services
• Peer support

Fig. 2   People with multiple sclerosis who had the role 
of each healthcare professional in their care team clearly 
explained to them at diagnosis (N = 100)
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them to be more open about health changes that 
were bothering them such as, for example, the 
HCP mentioning common MS symptoms that 
are not often spoken about (hidden symptoms), 
using open-ended questions and/or asking the 
PwMS directly whether there are any changes that 
are worrying them. Almost a third of respond-
ents (31%) answered that they were less likely to 
share information with care team members with 
whom they had not built a trusting relationship. 
The most important PwMS-reported factors for 
building a trusting relationship were confidence 
in HCPs’ knowledge of how to treat their MS, 
a clear explanation of next steps and whom to 
contact about concerns and the ability of HCPs 
to listen and understand their priorities. How-
ever, time constraint was revealed as a barrier to 
this, with almost half of respondents (49%) feel-
ing that there was not enough time for a general 
discussion with their neurologist about how they 
were feeling.

Meaningful Information

Interviews with PwMS revealed that they often 
feel overwhelmed at hearing their diagnosis, 
which can result in them missing information 
and feeling lost. Almost two-thirds (65%) of the 
‘Needs at Diagnosis’ survey respondents reported 
that they would have appreciated being asked 
how much detail about MS they were ready to 
hear at the time of diagnosis. From the PwMS 
perspective, the most important questions for 
HCPs to address at diagnosis were “What treat-
ment options do I have?” (92%), “What can I 
do to help myself and manage my MS?” (89%), 
“What is MS?” (88%) and “What does life with 
MS look like in the long-term?” (86%). Two-thirds 
of respondents (67%) thought information for 
families and partners of newly diagnosed PwMS 
would be very useful.

Reliable Resources

People with MS may not be aware of how to 
manage relapses or where to get answers for 
urgent questions, with the ‘Needs at Diagnosis’ 
survey finding that only around half of PwMS 
(48%) received such guidance (Fig. 3). PwMS 

interviews revealed that advocacy organisations 
and patient stories are valuable resources, pro-
viding additional information to that shared by 
HCPs, including practical aspects of living with 
MS. Three quarters of respondents (76%) used 
social media to find information. The majority 
of PwMS reported that their MS nurse was the 
person they were most likely to consult about 
health changes that were worrying them (Fig. 4) 
because of their ability to listen and understand, 
in addition to having the knowledge and skills 
to provide answers.

Fig. 3   Provision of guidance to people with multiple scle-
rosis (PwMS) regarding action to take in the case of relapse 
(with relapse defined as when a PwMS experiences new 
symptoms, or existing symptoms worsen for ≥ 24  h) or 
urgent health concerns (N = 100)
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Support Services

Patient interviews revealed that learning the 
diagnosis can be followed by a feeling of being 
misunderstood and a profound sense of iso-
lation, and that being able to overcome this 
feeling was perceived as an important step in 
disease acceptance. The ‘Needs at Diagnosis’ 
survey revealed that PwMS valued counsel-
ling, with 92% agreeing that routine offering 
of counselling at the time of diagnosis was very 
important or somewhat important. Nearly half 
of respondents (47%) joined an MS-specific 
patient group, the benefits of which included 
feeling less alone, accessing information on 
managing MS in daily life, and learning where 
to look online for reliable and accurate infor-
mation (Fig. 5). Support services were not rou-
tinely offered around the time of diagnosis, 
but when they were, they were often utilised 
(Fig. 6).

DISCUSSION

The early period of the MS journey is a time 
when PwMS feel particularly vulnerable, and 
unmet needs at diagnosis can impact long-
term care [17]. These survey findings highlight 
the need for clear, consistent communica-
tion before, during and after diagnosis, while 
the interviews revealed that many PwMS feel 
overwhelmed, causing them to miss important 
information.

Fear and anxiety at diagnosis can stem from 
uncertainty about the diagnostic process, 
multiple medical tests, limited knowledge of 
MS and concerns for the future [17]. Provid-
ing clear explanations of procedures and next 
steps, along with early follow-up consultations, 
can help patients and their families adjust and 
prepare questions. Contact details for an MS 
nurse or designated team member who can 
respond to questions can further reassure 
patients and foster trust.

Fig. 4   Which healthcare professional people with multiple sclerosis would approach for advice about health changes. HCP 
healthcare professional, MS multiple sclerosis
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Fig. 5   Benefits of joining a multiple sclerosis-specific group around the time of diagnosis. MS, multiple sclerosis

Fig. 6   Support services offered and used around the time of diagnosis (N = 100)
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While MS nurses were identified as a key and 
trusted point of contact in this study, their avail-
ability and scope of practice may vary across 
countries and healthcare systems. In settings 
where MS nurses are part of the healthcare team, 
they play a central role in patient education, 
advocating for patients and care coordination 
[18]. Not having access to an MS nurse may con-
tribute to inequities in patient experience and 
access to timely support. From a patient and 
public involvement perspective, it is important 
to recognise that while some individuals benefit 
from structured MS nurse-led care, others may 
not have access to such services, highlighting 
the need for adaptable care models and clear 
alternative points of contact within the multi-
disciplinary team.

The evolving landscape of MS diagnosis and 
disease classification, including updates to diag-
nostic criteria and increasing interest in biology-
guided definitions of progression, has important 
implications for patient communication. Emerg-
ing frameworks conceptualise MS as a contin-
uum with progression present from early disease 
stages, rather than distinct phenotypic phases 
[19, 20]. While these advances may improve pre-
cision in disease monitoring and treatment deci-
sions, they also risk introducing complexity and 
inconsistency in how disease progression is com-
municated to patients. From a patient perspec-
tive, inconsistent terminology between HCPs 
may lead to confusion and anxiety. Therefore, 
there is a growing need for aligned, clear and 
accessible communication strategies, alongside 
education for both neurologists and MS nurses, 
to ensure that evolving scientific concepts are 
translated into meaningful and consistent expla-
nations for PwMS.

Social media was reported as a common 
source of information but can increase anxiety 
if content is misleading. Signposting to reliable, 
accessible online resources, especially those fea-
turing relatable stories from PwMS, can answer 
practical questions and reduce misinformation. 
Accreditation marks can help patients iden-
tify trusted content. For example, ‘PIF TICK’ is 
an accreditation scheme run by an independ-
ent UK-based charity, with the PIF TICK logo 
awarded to content that meets certain criteria 

for being evidence-based, produced by trained 
staff and written in plain language [21].

Group learning clinics, where PwMS meet 
collectively with a neurologist to ask questions 
and learn from each other, offer emotional sup-
port, practical advice and the opportunity to 
reduce feelings of isolation. Evidence from tel-
enursing and empowerment programmes shows 
improved self-management and MS knowledge 
[22]. Support for caregivers is also important, as 
they often face challenges in adjusting to their 
role [23, 24].

Invisible symptoms, including fatigue, mood 
changes, sexual dysfunction and cognitive 
changes, are often under-discussed yet can be 
highly distressing. From an HCP perspective, MS 
progression tends to focus on physical disability, 
leaving patients with less overt symptoms feel-
ing their experience is not validated by others 
and something they need to cope with alone 
[25, 26]. Acknowledging these symptoms dur-
ing consultations validates patient experiences 
and encourages further exploration and dis-
cussion about support options. Digital health 
and telemedicine apps are being increasingly 
integrated into multiple aspects of medicine, 
including MS care [27, 28]. Digital tools, such as 
the MS21 myMS priorities planner, can prompt 
discussion and help track invisible symptoms. 
Even small adjustments during consultations, 
like HCPs asking open-ended questions about 
health changes, could make a big difference in 
terms of encouraging open discussion.

Mental health needs should be addressed pro-
actively, with accessible counselling offered rou-
tinely and in a timely fashion. PwMS may not 
feel ready to use these services immediately, but 
the vast majority (92%) of respondents agreed 
that offering counselling at the time of diagnosis 
was important. Psychological interventions ben-
efit individuals with both visible and invisible 
symptoms, although their emotional trajecto-
ries differ [29]. This underscores the personalised 
nature of MS care and the central role of open 
communication in fostering acceptance and 
engagement.

Addressing unmet needs at diagnosis requires 
collaboration across MS stakeholders to ensure 
effective HCP–patient communication, deliv-
ery of relevant and reliable information and 
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individualised support for PwMS and caregiv-
ers. To retain and facilitate brain health from 
the point of diagnosis, ‘coaching’ of newly diag-
nosed PwMS, involving HCPs and experienced 
PwMS, is an innovative approach combining 
information delivery, emotional support and 
goal setting in a collaborative setting [30–32]. 
Further research is needed to explore its feasibil-
ity and efficacy [32].

Limitations

The observational, survey-based methodology 
used in this research was associated with some 
limitations. The population surveyed through 
the patient organisation, Shift.ms, may not be 
representative of the wider MS community. The 
survey questions in each of the two surveys were 
aimed at different MS populations, and while we 
would expect that patients would only complete 
the survey that was most relevant to them, due 
to the nature of the anonymous data collection, 
we are unable to guarantee that there was no 
duplicate participation. The online surveys were 
completed by PwMS who were computer liter-
ate and able to understand English, which limits 
the generalisability of the findings. The major-
ity of participants were from the UK, so answers 
may be dependent on the nationalised UK-based 
healthcare system. The quantitative surveys did 
not allow open-text responses, and interpreta-
tion of the findings was based on the opinions 
of committee members actively involved in the 
MS21 initiative, which is an industry-funded 
initiative.

CONCLUSION

Providing PwMS with effective communication, 
reliable resources and support services remain 
key unmet needs, especially at the time of an MS 
diagnosis. They also represent key opportunities 
for improving the patient experience. Looking to 
the future, it is clear that engaging with both the 
patient and healthcare community is essential 
to developing solutions that address patients’ 
needs in a sustainable and reproducible way.
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