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CONCLUSIONS

While PwMS and HCPs reported similar responses 
for some questions, several significant differences 
were also highlighted.

These differences indicate a potential breakdown in 
communication between PwMS and HCPs, which 
could lead to negative impacts, such as 

un-engaged PwMS, unduly distress and concern for 
PwMS, and increased difficulty for HCPs to raise the 
subject of disease progression.

The impact of disease progression on the family 
and friends of PwMS was acknowledged by both 
groups as a key concern. This topic is an important 
area of for the MS in the 21st Century Initiative and 
further research is ongoing to understand how MS 
impacts of the quality of life and wellbeing of PwMS
support networks.

BACKGROUND

• The MS in the 21st Century initiative, formed in 2011, is composed of a 
steering group of international multiple sclerosis (MS) specialists and people 
with MS (PwMS). The initiative’s focus is to improve the education of, and 
communication between, healthcare professionals (HCPs) and PwMS, with a 
view to ultimately supporting more effective shared decision-making and 
improving patient engagement and outcomes. 

• In 2018, the Steering Group developed a survey with the aim of identifying 
key differences in the perspectives of HCPs and PwMS with respect to 
perceptions of communication about the topic of disease progression.

• Almost a quarter of PwMS and HCPs reported that the other group had raised 
the subject of disease progression (23.8%, n=42 and 23.6%, n=40, 
respectively) (Figure 2).

• Both PwMS and HCPs stated time was a limiting factor for discussions, 
38.6% (n=96) and 40.7% (n=98), respectively (Figure 3). 

• Almost half of HCPs (48.5%, n=117) stated PwMS do not want to 
think about disease progression, and a quarter stated patients were 
too upset (28.2%, n=68), however PwMS responses for these was 
approximately half those of HCPs (22.1%, n=55 and 15.7%, n=39, 
respectively) (Figure 3).

• Around a quarter of HCPs stated patients lack of understanding and 
lack of empowerment were also important reasons for discussions not 
taking place (27.0%, n=65 and 23.2%, n=56, respectively), however, 
this was much lower for PwMS (9.2%, n=23 and 9.6%, n=24, 
respectively) (Figure 3).

• Conversely 18.1% (n=45) of PwMS reported they were waiting for 
their HCP to raise the subject (Figure 3).

• When asked what the biggest concern for PwMS was, HCPs and PwMS
both stated the most important concern was increased disability 
(67.0%, n=120 and 63.0%, n=150, respectively) and the second was 
how it will affect their family/friends (56.4, n=101 and 53.4%, n=127, 
respectively) (Figure 5).

OBJECTIVES

• To examine factors that influence initiation of conversations about disease 
progression between HCPs and PwMS.

• To examine patient perceptions of conversations about disease progression.

• To compare the feelings and concerns of PwMS around disease progression 
conversations with those perceived by HCPs.

METHODS

• A 6-question electronic survey was developed to gain insights into HCPs’
and PwMS’ perceptions of disease progression conversations. The survey 
was conducted amongst PwMS attendees at a series of international 
conferences: European MS Platform (EMSP) 2019, European Committee for 
Treatment and Research in Multiple Sclerosis (ECTRIMS) 2018 and 2019 
and a Merck Patient Ambassador Summit 2019.

• The survey was conducted amongst HCP attendees at a series of 
international conferences: Consortium of Multiple Sclerosis Centers (CMSC) 
2018, ECTRIMS 2018 and 2019, Treatment and Research in Multiple 
Sclerosis (TriMS) 2019, European Academy of Neurology (EAN) 2019 and 
Charity Action for Relief of Multiple Sclerosis (CHARMS) 2020

• Finally, an online version of the survey was available for PwMS and HCP visitors 
to the MS in the 21st Century website from 2019 - 2020.

• Both groups reported worry, fear and feeling overwhelmed as the three 
most common responses to the subject of disease progression, which is 
understandable given the nature of the topic. These responses highlight 
the need for communication around progression to be sensitive, patient 
friendly and personalised. 

• The emotional responses may also explain why a subset of PwMS say that 
they do not want to think about the topic. However, it is important to 
emphasise the role that effective personalised communication from a HCP 
can play in overcoming this initial negative emotional response. Not 
having these conversations, or delaying them, risks PwMS encountering 
the topic for the first time from other, potentially misleading, sources 
without support from their healthcare team. 

• The concerns that PwMS have around progression can explain their 
negative responses to the topic. As well as concern about general 
increases in disability and a subsequent loss of freedom there is also a 
common belief in the idea that decline is ‘inevitable’. These concerns are 
likely aided by the stereotypical image of wheelchair-bound MS patients; a 
representation that is becoming increasing outdated in the current 
treatment landscape. 

• HCPs should take advantage of these advances in the field of MS care to 
openly discuss disease progression and long-term planning with their 
patients in a positive and empowering way.

• Increasing PwMS engagement and empowerment in their disease could 
encourage productive and supportive conversations around MS and 
disease progression, and hence improve trust and satisfaction in the HCP-
PwMS relationship.

RESULTS
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• The average number of responses per option for the question on why 
discussions do not take place were much higher for HCPs than PwMS
(29.7% and 18.9%, respectively) (Figure 3).

• PwMS were overall more positive in responses compared to HCPs for 
feeling confident and hopeful (14%, n=23 and 20.7%, n=34 for PwMS
and 6.4%, n=11 and 15.7%, n=27 for HCPs, respectively) (Figure 4).

• These data show many differences between PwMS and HCP perceptions of 
disease progression discussions. 

• A large proportion of PwMS stated that their HCP had never discussed the 
topic of disease progression with them. It is important to note that given the 
HCP responses to this question a likely explanation for this result could be 
that these PwMS’ are under the care of a HCP who prefers to discuss 
progression at a later stage in the patient journey, or is waiting for the 
PwMS to raise the subject. 

• There was agreement on the need to discuss disease progression in order to 
be open and honest about MS, however, HCPs were more likely than PwMS
to provide reasons to avoid having the conversation, including the common 
beliefs that PwMS do not want to discuss the topic or aren’t emotionally 
ready to.

• Time proved to be the biggest barrier that prevents discussions taking place. 
It is understandable that a sensitive subject such as disease progression 
requires dedicated time to satisfactorily cover details and ensure PwMS are 
empowered and engaged with their diagnosis and treatment. Appointments 
are often time limited and there is a need to cover multiple topics, as a 
result, conversations about the future may end up being deprioritised and 
delayed.

DISCUSSION

• When asked “When do you generally first talk about MS progression?”, 
32.2% (n=77) of PwMS stated they have not discussed this with their 
HCP. Conversely only 4.4% (n=8) of HCPs reported this (Figure 1).

• Both HCPs and PwMS reported that the concept of disease progression is 
most commonly introduced at diagnosis, 33.3% (n=82) and 34.3% 
(n=60), respectively (Figure 1).


