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Introduction

• Multiple sclerosis (MS) requires ongoing interaction with the healthcare 
system. 

• Positive health care experiences lead to better health outcomes1. 

• Providing quality healthcare to people with MS (PwMS) requires review of 
what is currently working well, and whether there are any areas that could be 
changed. 

• It is important to consider the experience of the MS healthcare professional 
(HCP), and any barriers they may face.



Background 

• Evidence shows that previous healthcare experiences heavily influence future 
decisions to seek care for MS-related matters2.

• Recent meta-synthesis into overall experiences of PwMS revealed lack of 
information and personalized advice in the early stages of diagnosis3.

• These studies assessing the healthcare experience in MS have focused heavily 
on the PwMS. 

• Lack of recent qualitative studies that specifically focused on the experience of 
healthcare, which are more well-suited to capturing diverse breadth of 
healthcare experiences. 



Research Question

1. What is the experience of MS healthcare for both PwMS and HCPs?

2. For PwMS and their HCPs, what works well and are there any areas in 
healthcare that could be changed?



Research Methods

Study design: 

Explorative, 
qualitative 
study using 

semi-
structured 
interviews. 

Recruitment:

PwMS (n = 15) 
and HCP (n = 

11) 
participants 

were recruited 
via circulation 
of study flyers 
and personal 
invitations.  

Interviews:

Conducted via 
telephone or 

video 
conferencing 

over a 9-
month period. 

Analysis:

Interviews 
transcribed 

verbatim and 
analysed  by 

three coders to 
identify 

themes. Data 
was then 

collated using 
NVivo 12 
software.



Results – Common Themes for both PwMS
and HCPs

Communication

• Clear, direct 
communication valued.

• Explaining results of 
examinations and 
investigations. 

• HCPs use a staged-
approach in 
communicating diagnosis 
and management

• HCPs spend a lot of time 
providing education and 
correcting misinformation. 

Uncertainty

• Challenge for PwMS
regarding progression and 
suitability of treatments. 

• Lack of definitive diagnostic 
tests creates level of 
uncertainty that can make 
communicating diagnoses 
difficult for HCPs. 

Relationship and Rapport 

• Highly valued by both 
groups.

• Important for HCPs in 
building therapeutic 
alliance. 

• For PwMS, many negative 
experiences with 
healthcare could be 
attributed to lack of 
rapport with their HCP. 



Result – PwMS

Decision-making

• Decision-making 
process 
overwhelming.

• More guidance 
when selecting 
DMTs

Roles and 
Expectations

• 9 PwMS listed 
their neurologist 
as one of the 
most important 
members of their 
healthcare team. 

• Most PwMS were 
unsure of what 
their GP could 
offer them. GPs 
played a bigger 
role in rural areas. 

Self-directed 
Management

• Significant 
proportion of MS 
management is 
self-directed.

• Some PwMS were 
happy with this, 
while others 
found it difficult.

Support

• Early access to 
support services 
valuable. 

• Lack of emotional 
support during 
diagnosis. 



Results – HCPs

Medical 
Management

• Balancing 
personalised 
approach to 
management 
with the best 
available 
scientific 
evidence. 

Multidisciplinary 
Approach

• Importance of 
multidisciplinary 
team, 
particularly with 
increasing sub-
specialisation. 

• Value of working 
alongside MS 
nurses. 

Barriers and 
Access

• Time constraints 
and availability 
of 
appointments.

• Lack of funding 
– specialised 
clinics, MS 
nurses etc. 

Hope and 
Reassurance

• Delivering hope 
to PwMS. 

• Advances in MS 
therapies.



Discussion
• Both groups valued clear 

communication and rapport, and 
both identified uncertainty as a 
challenge.

• Purpose of rapport was multifaceted 
and held different meanings for both 
PwMS and HCPs.

• Many factors contribute to the 
healthcare experience, some of which 
may not be transparent to PwMS. 

• Limitations: 
• Small sample size
• Experiences vary greatly depending 

on the year in which diagnosis was 
made

• Bias 



Conclusion

• Multiple factors are considered by both PwMS and HCPs during their 
interactions. Systemic factors that impact the healthcare experience could be 
communicated more freely to the PwMS. 

• Clearer outline of what each HCP in the multidisciplinary team can provide. 

• Further, more large-scale research required. 
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Questions?

Contact:

• Name: Eluned Price 

• Email: eluned.price@anu.edu.au
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