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ABSTRACT

This is a summary of a previously published paper:

Joint Healthcare Professional and Patient Develop-

ment of Communication Tools to Improve the

Standard of MS Care. It describes a collaboration

between people with multiple sclerosis (PwMS) and

healthcare professionals (HCPs) to identify chal-

lenges in multiple sclerosis (MS) care and design tools

to improve communication during consultations.
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Key Summary Points

This Summary of Research Article overviews a

previously described collaborationbetweenpeople

with multiple sclerosis (PwMS) and healthcare

professionals (HCPs) to identify challenges in

multiple sclerosis (MS) care and design tools to

improve communication during consultations.

PwMS feel more satisfied with their care if they

have good communication with their HCP.

In reality, PwMS often feel disconnected from

their HCP because of poor communication,

resulting in suboptimal outcomes.

A group of PwMS and HCPs collaborated to

identify current challenges and design tools to

improve communication during consultations.

Through workshops and a survey, the group

identified key issues in communication between

PwMS and HCPs, including a lack of time in

appointments to explore the priorities of PwMS,

and information not being presented in a clear

and appropriate way.

With these findings, the group developed two

communication tools—‘‘myMS priorities’’ and

‘‘myMS commitments’’—to help PwMS and HCPs

best utilize their consultation time, and to

encourage open and honest communication.

INTRODUCTION

This Summary of Research Article overviews a previ-

ously described collaboration between people with

multiple sclerosis (PwMS) andhealthcareprofessionals

(HCPs) to identify challenges inmultiple sclerosis (MS)

care and design tools to improve communication

during consultations. PwMS feel more satisfied with

their MS treatment if they have good communication

with their HCPs and are involved in shared decision-

making [1]. However, the communication between

PwMS and their HCPs can sometimes be poor:

• PwMS often feel they do not get enough quality

information from their HCPs during their

consultation.

• Some HCPs may misjudge PwMS sensitivity about

discussing certain topics, including sexual prob-

lems, incontinence, and walking ability.

• Some HCPs can use a one-size-fits-all approach,

rather than tailoring consultations to suit indi-

vidual needs.

• PwMS and HCPs’ treatment priorities can differ;

from the perspective of PwMS, some HCPs focus

on risks and adverse effects associated with treat-

ment, rather than the impact of treatment on

symptoms and disease progression.

Therefore, communication between PwMS and

HCPs needs to improve to improve treatment satis-

faction. Some communication tools already exist for

PwMS and their HCPs, including the ‘‘MS symptom

and impact diary’’ which aims to help PwMS under-

stand the impact of their symptoms. However, there is

still room for improving the communication between

PwMS and HCPs, and communication tools could

address this.

In this group, PwMS and HCPs worked together

to:

• Identify issues in communication between PwMS

and HCPs through workshops and surveys.

• Create solutions to these problems in the form of

two communication tools.

WHO TOOK PART IN THESE
WORKSHOPS AND THE SURVEY?

The group involved members of the international

initiative ‘‘MS in the 21st Century’’ (MS21), which is

led by 12 PwMS and 15 HCPs who specialize in MS.

Five workshops were held with various members of

MS21 between March 2016 and July 2017.

A survey about MS care was answered by 143

PwMS and 296 HCPs at various neurology and PwMS

meetings held between 2016 and 2018.

WHAT WAS DISCUSSED
AT THE WORKSHOPS?

In the first workshop, the group discussed recent

successes and areas for improvement in MS care, and

how MS treatments affect the lives of PwMS.
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The group then developed a survey to gather more

opinions from PwMS and HCPs about different

aspects of MS care, including diagnosis, disease pro-

gression, treatment decisions, and communication.

Over another four workshops, the group analyzed

the results of the first workshop and the survey. They

then discussed possible ways to improve communi-

cation in MS care. In the end, two communication

tools—myMS priorities and myMS commitments—

were developed. The two tools were then presented at

neurology and PwMS meetings to gain further

feedback.

WHAT WAS THE OUTCOME
OF THE WORKSHOPS?

Part 1: Identifying Issues in Communication

Between PwMS and HCPs

In the first workshop, PwMS and HCPs listed similar

issues in current MS care (see Table 1), but there were

some key differences in opinion. For example, PwMS

tended to focus on mental wellbeing and treating the

‘‘whole person’’, not just the physical symptoms of

disease. But these topics were notmentioned byHCPs.

The group agreed that the main reasons for poor

PwMS and HCP communication are:

• PwMS may have a lack of knowledge about the

disease and/or information is not presented in a

clear and appropriate way.

• HCPs may lack the ability to explain complex

information to PwMS.

• HCPs may not fully understand the individual

priorities of PwMS and instead use a one-size-fits-

all approach in consultations.

• There is a need for more educational resources

available addressing these issues for both HCPs

and PwMS.

• There is a need for more time in consultation

appointments.

Part 2: Developing Communication Tools

to Address Issues

Once the group understood the possible reasons for

poor communication in MS care, they were able to

design two tools to help improve communication

between PwMS and their HCPs.

myMS priorities is a checklist designed to help

PwMS and HCPs make the most of their consultation

time. In this tool, PwMS can write down what they

want to focus on in their consultation, including any

questions or changes in their symptoms, medication,

or lifestyle. These notes can then be shared with the

HCP before the consultation so that the doctor can

prioritize conversations that are important to the

PwMS and prepare and plan referrals ahead of time if

needed. Furthermore, the toolmay help PwMS initiate

discussions about potentially embarrassing or invisi-

ble symptoms.

myMS commitments is a disease management

contract, designed to encourage open and honest

communication between PwMS and HCPs. This tool

outlines the responsibilities that both PwMS and

HCPs have in the management of MS, encouraging

shared decision-making. The contract covers four

aspects of MS care: education about MS, how to get

the best from appointments, MS treatment and

management, and how to get the best out of life. This

tool also provides PwMS with a realistic idea of what

they can expect from their healthcare team.

Once the tools were developed, the group gained

feedback from other HCPs and PwMS at neurology

and PwMS meetings to understand the possible lim-

itations of the tools:

• HCPs felt theymaynot have the time to readmyMS

priorities before each appointment. They were also

worried that copies of the tool may get lost.

• PwMS were concerned that PwMS may change

their mind about their priorities before the

appointment. They also felt that any physical or

cognitive difficulties due to MS may make it

harder for PwMS to use the tools.

WHAT ARE THE NEXT STEPS
FOR THESE COMMUNICATION
TOOLS?

Testing the communication tools in real consulta-

tions with PwMS and HCPs to see if they can improve

communication, encourage shared decision-making,

and improve the standard of MS care.

WHAT ARE THE MAIN TAKE-HOME
MESSAGES?

• There are some key issues in communication

between PwMS and HCPs that may affect the

delivery and outcome of care.

• The main reasons for these issues in communica-

tion include a difficulty in either communicating
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Table 1 PwMS and HCPs’ perspectives on current issues in MS care

Please note, examples are not listed in a particular order of priority in the table
HCP healthcare professional, MS multiple sclerosis, PwMS people with multiple sclerosis
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(HCP) or understanding complex information

(PwMS), differences in priorities (and awareness

of such differences), a lack of time in appoint-

ments, and lack of educational resources.

• The myMS priorities tool is a checklist designed to

help PwMS and HCPs make the most of their

consultation time so that both parties feel heard

and the needs of both are met.

• The myMS commitments tool is a disease man-

agement contract designed to encourage open and

honest communication between PwMS and HCPs

and establish expectations and responsibilities for

MS care.

• Both tools are available in the supplementary

material.

QUESTIONS FROM THIS RESEARCH
THAT CAN BE USED TO TALK TO YOUR
PWMS ABOUT THEIR MS CARE

• What does this information mean for them?

• How can they use these communication tools in

consultations with their HCPs?
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