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1.

Executive summary

Project background
In 2018, the MS Society secured funding from Sport England to set up and deliver the Active
Together project. It allowed the MS Society to recruit a dedicated physical activity expert
within their helpline team. Starting from December 2018, clients were identified by the
helpline team and signposted to the physical activity expert. Depending on their level of
physical activity, the adviser provided tailored support and guidance via the phone, email
and text over a period of one year. The service encouraged people to be more physically
active and supported them to sustain a more long-term behaviour change.
Methodology
The evaluation involved both an impact and process evaluation, as well as both quantitative
and qualitative data methods. Key areas for measuring the impact of the service were
agreed with the MS Society and Sport England to include: physical and mental wellbeing and
individual and economic development. Quantitative data for each of these impact areas was
collected at baseline, 3 months, 6 months and 12 months of someone’s involvement with
the programme. In addition, 42 participants were interviewed qualitatively, through a mix of
depth interviews and group discussions, to understand their experiences of the service in
more detail.
Impact evaluation
The data collected at baseline, 3, 6 and 12 months suggested there were significant
improvements across a number of key impact areas. Crucially, participants’ self-reported
physical activity levels significantly increased during the programme. For example, the
proportion of physically active participants rose from 1% at baseline level to 34% at 3
months, 38% at 6 months and 52% at 12 months. Similar improvements were found in
participants’ self-reported mental wellbeing. For example, while only 23% of participants
reported high level of life satisfaction at the outset of the project, this rose to 41% at 3
months, 44% at 6 months and 36% at 12 months. Measuring the impact in terms of
individual development also showed similar improvements in participants’ understanding,
confidence and motivation to be active. Qualitative research further confirmed that the
service helped many participants become more physically active, which in turn had positive
impact on their physical and mental wellbeing and individual development.
However, the research also showed some variations in participants’ levels of activity and
wellbeing across the duration of the programme. Improvements in self-reported activity and
wellbeing were often at their highest when measured at 3 months compared to all other
periods. For example, while only 2% of participants reported being inactive at 3 months, this
rose to 14% and 9% at 6 and 12 months respectively, suggesting a smaller number of
participants struggled to maintain increased level of activity over a longer period of time.
This pattern was repeated across different measures for physical wellbeing, mental
3

wellbeing and individual development. It potentially suggests that the period between 3 and
6 months into the programme is critical for intervening to help those struggling to sustain
positive behaviour changes after the initial period of enthusiasm.
Qualitative research also highlighted some key factors contributing to participants’ ability to
increase physical activity and sustain those changes over a period of time. These involved
physical constraints due to MS, attitudes to, and experiences of, physical activity, and
opportunities to be active. Within this interplay of different factors, participants’ broader
attitudes to, and experiences of, physical activity were often the strongest influence. For
example, prior dislike for physical activity and not having been active before were additional
barriers for some participants, making it even more difficult for them to feel motivated to be
active with MS. Conversely, some who enjoyed being active before and had positive
experiences of exercise or sport found this helped them keep motivated to be active with
MS. In addition, current experiences of physical activity were a powerful influence too –
where participants felt they found suitable exercise and noticed improvements in terms of
their physical wellbeing, they were more motivated to persevere despite any physical or
practical constraints.
Finally, there were no notable changes in terms of economic development during the
programme, as measured by participants’ healthcare service utilisation or their economic
status. The data on healthcare utilisation showed that the levels of usage remained similar
at the start and the end of the programme, suggesting that factors outside the scope of this
evaluation were at play. Similarly, the data on participants’ economic status did not show
any significant changes in the proportion of those who were employed or looking for work
between the start and the end of the programme. Qualitative research found that
respondents generally did not think that people with MS may need fewer health services if
they were more physically active, other than as anyone else through cutting down the risk
of certain long-term diseases, such as diabetes or heart disease. The main reasons for this
were the unpredictable and progressive nature of MS and the need for periodic check-ups
with MS specialists. For these reasons, respondents felt that while physical activity can
improve their overall health and cut down the need for health services in that way, it could
not replace the specialist services they needed for MS.
Process evaluation
The evaluation also explored participants’ and MS Society staff views on what worked well
about the service, what challenges were involved and potential areas for improvement.
Quantitative data showed that the vast majority of participants were satisfied with the
service they received and its various aspects, including staff behaviour, responsiveness of
the service and the resources that were shared with them. For example, 78% of participants
said it was very likely or likely that they would recommend the service to other people with
MS when asked at their exit interview after the 12 months of programme.
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Qualitative research further identified key ingredients and aspects of the service that
participants felt contributed to its effectiveness. Its major advantages were seen as
providing a personalised action plan and specialist advice on MS and physical activity. The
first meant that participants felt their action plan was more likely to succeed as it was based
in their needs, circumstances and preferences. The second was welcomed as equally
important as many felt this was a gap in the physical activity sector, where providers lacked
adequate understanding of MS to be able to support them. Other important factors
concerned MS Society advisors’ approach to behaviour change – emphasizing gradual
improvements and realistic goals, encouraging to be more active but not judging, providing
emotional support and signposting to suitable resources and opportunities. Finally,
respondents also highlighted positive aspects of customer service, such as being flexible and
prompt and responsive.
While most respondents reported highly positive experiences of the service, some also
made suggestions for how the service could be improved too. These suggestions were
broadly related to the following main themes: challenges experienced by some participants
or the service in supporting them; practical suggestions for improving the service; and ideas
about potential future developments of the service.
One of the main challenges highlighted by the evaluation concerned overcoming barriers to
being more active for a smaller number of participants who struggled to achieve or maintain
positive behaviour changes. Participants in this group cited various barriers, including
physical constraints, lack of motivation, lack of locally available suitable activities, and not
noticing positive impact from physical activity. These participants may first need more
intense help in overcoming these barriers before they can make other changes to be more
active. While this is already provided through information, advice and support, the service
may be able to provide a more targeted offer for those with significant or particular barriers.
Alternatively, the service may re-consider what behaviour change can be expected of these
participants and who this service can and cannot support and why. Additionally, some
challenges were highlighted by staff involved in service delivery. These included resource
pressures arising from data collection requirements and fragmented IT systems that made
some processes more time-consuming.
Participants further made some practical suggestions that may improve particular aspects of
the service. These included a range of ideas, for example; having a written action plan;
agreeing set times for calls; using online video-conferencing in addition to phone calls; and
promoting the service more to raise awareness among people with MS. Managing
participants’ expectations of what the service can and cannot provide, how it worked and
what kinds of support and resources were available was also highlighted as an area that may
require some more attention. While most participants interviewed in qualitative research
were clear on this, a very small number lacked this awareness. It may, therefore, help to
repeat this information periodically to ensure its cut-through in case participants missed it,
5

particularly for less engaged participants. In addition, some participants highlighted needs
that may be difficult to meet solely through the existing service, for example: extending
support beyond 12 months, offering support through an app, and complementing support
with locally available, face-to-face physical activity sessions, for example at their local MS
Society branch.
Finally, the evaluation also explored participants’ views on potential future developments of
the service. Specifically, participants were asked to share their thoughts on potentially
expanding the remit of the service to also provide support with other health and wellbeing
issues. There was a mixed response to the idea, as respondents could see the benefit of
expanding to some areas but not others. Respondents’ views in this respect largely
depended on whether they perceived a particular issue as relevant to MS or not and
whether they felt support was available elsewhere or not. Physical activity, mental health
and diet (for some) were seen as relevant to MS and requiring specialist support, they
struggled to get elsewhere. Conversely, smoking cessation and alcohol consumption were
areas that, respondents thought, were not specifically related to MS and covered by other
services.
Therefore, all felt that MS Society resources should only be used to provide specialist
support difficult to obtain elsewhere, but not areas where there is support available already
through other services, for example, GP or smoking cessation programmes. However,
respondents were very protective of the current physical activity helpline as they felt this
was a priority support area for people with MS. For this reason, they supported service
expansion only if it did not risk diluting the existing service.

2.
2.1.

Introduction
Project context

The MS Society is a community of people with MS, volunteers, researchers, campaigners
and fundraisers working together to stop MS. The MS Society provides a range of support
for people with MS, campaigns to make treatments accessible to all, fights to promote
policies that will help people with MS and funds ground breaking research.
In 2018, the MS Society secured funding from Sport England to set up and deliver the Active
Together project. The project was funded as part of the ‘Movement for all’ programme, a
portfolio of health charity-led projects supported by Sport England.1 It allowed the MS
1

The MS Society is a member of the Richmond Group of Charities 1 which brings together 14 leading health and
social care charities in collaboration to improve the health and care of some 15 million people living with long
term conditions. The MS Society was funded by Sport England to deliver the Active Together project as part of
‘Movement for All’, a portfolio of Richmond Group charity-led projects supported by Sport England. For more
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Society to recruit a dedicated physical activity expert within their helpline team. Starting
from 2018, clients were identified by the helpline team and signposted to the physical
activity expert. Depending on their level of physical activity, the adviser provided tailored
support and guidance via the phone, email and text over a number of sessions. The service
aimed to encourage people to be more physically active and support them to sustain a more
long term behaviour change.
The MS Society commissioned Research Works Limited as an external evaluator to work
alongside the organisation to help evaluate the pilot service and understand how effective it
is and how it could be optimised.
2.2.

Research objectives

The overall evaluation objectives were to understand:
• The extent to which the intervention Active Together has led to behaviour
change around physical activity and self-management among people with MS
who are inactive at the outset;
• The extent to which patient levels of knowledge, skills and confidence affect the
effectiveness of this intervention for people with MS;
• Whether and how tailoring the intensity or type of interventions by patient
levels of knowledge, skills and confidence results in a more effective
programme.
More specifically, the evaluation needed to assess the impact of the project across four key
areas, including:
• Physical Wellbeing;
• Mental Wellbeing;
• Individual Development;
• Economic Development.
The objectives, key impact areas and the evaluation approach were developed in
collaboration between MS Society, Sport England as the funder for the project, Traverse as
an evaluator of the ‘Movement for all’ programme and Research Works Limited as the
evaluator of the Active Together project. Specifically, the evaluation requirements were
shaped by several broader evaluation frameworks, including: the MS Society evaluation
framework devised to ensure consistency across their services; the Sport England evaluation
measures for physical activity projects; and the Theory of Change2 developed for the
information about the Richmond Group, see: https://richmondgroupofcharities.org.uk/;
https://www.sportengland.org/our-work/health-and-inactivity/richmond-group-of-charities/ .
2
See next section for the Theory of change developed for the intervemtions with target groups: people with
MS and people with COPD.
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‘Movement for all’ funding programme. These frameworks together shaped the evaluation
approach and defined the measures to be used, which are discussed in more detail in the
next section.
In addition to evaluating the impact of the service, a process evaluation was also carried out
to help the MS Society understand what worked well and less well and why, as well as what
can be scaled and replicated particularly within the context of people with long term health
conditions.

2.3.

Methodology

The evaluation design was underpinned by a Theory of Change (ToC) developed for patient
groups with long-term conditions, as part of the ‘Movement for all’ evalution framework.
Based on the evidence review of what interventions worked for people with long-term
conditions, the ToC defined the inputs, activities, outputs and short- and long-term
outcomes they should achieve, as shown in the diagram below.

To understand the impact to which the service achieved intended outcomes as above, both
quantitative and qualitative data was collected at baseline and at regular intervals
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throughout the project. The sections below give more detail on quantitative and qualitative
data collection methods.
Quantitative data collection
A set of measures were agreed with Sport England and the MS Society to capture data on
the impact of the helpline in key areas, including physical activity and wellbeing, mental
wellbeing, individual and economic development. In addition, a range of demographic data
was collected, as well as information about participants’ involvement with the programme,
for example, the number and nature of support calls and emails provided, goals participants
wanted to achieve, whether their status was in progress, temporarily suspended or
terminated etc. At the end of participants’ involvement with the programme, they were also
asked additional questions to capture the data on service satisfaction.
Specifically, the following measures were used to assess the impact in four key areas:
• Physical wellbeing: Short Active Lives Survey (SALS) was used to measure physical
activity levels. SALS is a validated tool for measuring physical activity levels and has
been Sport England’s recommended measurement tool for its funded projects. 3
• Mental wellbeing: ONS Personal Wellbeing Questions and the World Health
Organisation Quality of Life Question were used to assess the impact of the service
in this respect. Both are validated measures and also Sport England’s recommended
measures for its funded projects.
• Individual development: A measure recommended by Sport England was used for
measuring the impact in this area: participants were asked to what extent they
agreed with the statement ‘I can achieve most of the goals I set myself‘. In addition,
participants were also asked to what extent they agreed with statements measuring
the impact of the service in terms of their knowledge, confidence and motivation to
be active. These measures were devised in line with the MS Society’s evaluation
framework to help understand the relationship between knowledge, skills and
confidence regarding physical activity and client outcomes.
• Economic development: In line with the overall evaluation framework developed for
the ‘Movement for all’ programme, healthcare service utilisation was used as a
measure in this area.
The data to measure the impact of the service was collected at regular intervals throughout
someone’s involvement with the project: at baseline, 3 months, 6 months and 12 months
into the programme. Demographic data was collected at baseline level, except for the data
on participants’ economic status which was also collected at the end of the project. Specific
questions and statements used for different measures, as well as intervals at which different
data was collected, is detailed in Appendix 3: Data collection protocols (see section 6.3).
Qualitative data collection
3

For more information on SALS see: https://evaluationframework.sportengland.org/media/1357/short-activelives-survey-what-it-is-and-how-to-use-it-1.pdf
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A mixed qualitative methodology was used comprising: 30 telephone depth interviews (1hr
long), 10 follow-up interviews (20 minutes long), and 3 online group discussions4 (1.5hrs
long) with participants of the Active Together project. In total, 42 participants were
consulted across these different methods. In addition, the research included four telephone
interviews with staff involved in the service delivery.
Interviews with participants explored their experiences of the service and support they
received, experiences of being active and behaviour change, views on what worked well and
less well in the service and how the service could be improved and developed. The
interviews with staff involved in delivering the project aimed to understand their
experience, capture their observations and views on the impact the project, what has
worked well and less well, and potential improvements. Discussion guides used in the
qualitative research are included in Appendix 3: Data collection protocols (see section 6.3).
The qualitative depth sample was structured to ensure a diverse range of participants:
Criteria
Gender

Age

Type of MS

Ethnicity

Location

Depth interviews
11
19
6
6
10
5
3
7
14
8
1
20
10
11
2
4
6
3
2
2
30

Male
Female
18-34
35-44
45-54
55-64
65-74
75 and over
SPMS
RRMS
PPMS
Benign
White British
BAME
South East
South West
West Midlands
East Midlands
North East
North West
Yorkshire and Humber

Total
4

Group discussions were initially planned to be face-to-face, but due to the Covid=19 pandemic they were
carried out using online video-conferencing platforms.
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Additional criteria:
• The sample was also structured ensure:
− A good mix in terms of employment status, including those in education /
training, employed / self-employed, and unemployed
− A good mix in terms of mobility including those who do not need a
wheelchair to mobilise and those who do or do sometimes
− A mix of urban, suburban and rural locations
− A mix in terms of health status – all with MS but some also with other health
conditions
− A mix of locations in terms of the deprivation level (as per the English indices
of deprivation 2019).
The group sample was also structured to ensure diverse participants are included. It
comprised 3 groups (4 respondents each), which were mixed in terms of gender, age, type
of MS, ethnicity and location.
The project was led by Dr Danica Minic and the research team included: Amy Smith, Gemma
Haddock and Oliver Gent, supported by field managers Jill Barnett and Annelize Fagan.

3.

Overview of the Active Together Project

With the support from Sport England, the MS Society set up and delivered the project Active
Together over the last two years. The aim of the project was to provide a dedicated physical
activity helpline to encourage people with MS to be more physically active. The project
allowed the MS Society to recruit a dedicated Physical Activity Advisor within their helpline
team. The new helpline was advertised through the MS Society website and events, as well
as by the broader helpline team who identified suitable clients and signposted them to the
Physical Activity Advisor. For someone with MS to be eligible for this support, they needed
to be inactive at the time and live in England. Depending on their level of physical activity,
the adviser provided tailored support and guidance via the phone, email and text over a
period of 12 months. The advisor worked with participants to set achievable goals to
increase physical activity and provided information, advice and support to achieve and
maintain positive behaviour change.
Since starting in December 2018, the project has recruited 189 participants in total.5 The
vast majority of the participants recruited stayed with the programme for the full duration,

5

189 participants were recruited between 17th December 2018 when the first participant was recruited and
23rd September 2020 when the final data set was provided for this evaluation.
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with a smaller number who temporarily suspended6 or terminated their involvement. The
chart below gives an overview of participants’ status within the programme at baseline and
3, 6 and 12 months into the programme. Specifically, it shows the percentages of:
participants involved with the programme (= in progress); those who suspended their
involvement temporarily, those who terminated it permanently and those not eligible to
take part in the service.

Most participants were recruited after they rang the general MS Society helpline and were
signposted to the Physical Activity Advisor. The remaining participants were recruited
through the MS Society website, as shown on the chart below.

6

Where participants’ participation was temporarily suspended this was either at their request due to a change
in their circumstances (for example, a relapse) or because they could not be reached despite repeated
attempts over a period of time.
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In the course of a year-long support programme, each eligible participant received a number
of calls from the MS Society Physical Activity Advisor. The calls typically focused on
supporting participants with motivation, providing information and advice on ways to be
more physically active, signposting to other support or opportunities for being active. Each
call was logged in the case management system based on the main focus of the call. The
number of calls to participants received varied depending on their needs and preferences,
ranging from up to 5 calls to over 16 calls over the programme, as shown in the chart
bellow:

Where relevant, participants were also emailed exercise support materials and advice,
including links to exercise videos. In total, 1495 emails have been sent to participants in the
programme since it started in December 2018.
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Participants were offered a range of specific goals to work on as part of their drive to
increase their physical activity levels and improve their general wellbeing. Potential goals
ranged from being more active in general to using exercise to improve balance and mobility
or reduce specific symptoms of MS. Within this, participants would agree more specific
goals, for example, walking for a certain amount of time or doing particular exercise. Setting
goals was, however, flexible and tailored to individual participants’ needs, ability and
preferences. The data on the goals chosen by participants shows that most just wanted to
be more active generally, followed by wanting to improve their balance and mobility and
reduce fatigue:

Setting goals in participants’ own words:
When I couldn’t walk, my goals were generally to try and regain strength, try and walk
as long as possible. The other one that was more recent was to start focusing on cardio,
because while I had been doing lots of other things that were strength related, I’ve never
liked cardio. I’ve never run. So that was something that was necessary, so I’ve done the
Couch to 5k.
I used to concentrate on different goals, where my balance was a bit funny sometimes,
maybe fatigue, or walking.
I wanted to maintain the condition I was in without getting any worse.
When I first started, I think I was doing about half an hour of exercise, just to get it to an
14

hour, and then two hours. Then to walk further distances. Those were my goals. They did
vary depending on how I was feeling and what was happening.
The advisor knew I was going to the gym, so they gave me things to do, where to focus.
They took me through how many to do to get my core strength better. Doing sit ups, and
they directed me to YouTube, and asked me about the gym.

4. Impact Evaluation
4.1.

Physical wellbeing

Increase in physical activity levels
The quantitative data coillected at baseline, 3, 6 and 12 months intervalls shows the
changes in participants' levels of physical activity throughout their involvement in the
programme. The data suggests that there was a marked increase in participants' levels of
physical activity since joining the programme. For example, the proportion of physically
active participants rose significantly throughout the programme, from 1% at baseline level
to 34% at 3 months, 38% at 6 monhts and 52% at 12 months. While most participants
increased their physical activity and remained either fairly active or active throughout the
project, a smaller number reverted to being inactive over a longer period of time.
Specifcally, while only 2% of participants reported being inactive at 3 months, this rose to
14% and 9% at 6 and 12 months respectively, suggesting a smaller number of participants
struggled to maintain positive behaviour changes over a longer period of time.
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Due to small sample sizes, further analysis to understand any differences in physical activity
levels between different sub-groups of participants, for example, based on gender, age or
ethnicity, was limited. Where such analysis was possible, the data showed that participants
with the RRMS type of MS were more likely to become physically active than those with the
SPMS. Also, the data showed that participants who were employed were also more likely to
become physically active than those unemployed. These differences between participants
are shown in the graphs below:

16

Qualitative findings: Experriences of physical activity
Qualitative research with participants shed further light on their experience of becoming
more physically active with the support of the programme. Most respondents interviewed
for this research reported how they made a concerted effort to achieve the goals they
17

agreed with their advisor. The activities they chose varied and ranged from structured
exercise, through running, walking and active travel, to exercising at home. The section
below gives some examples of the types of activities respondents set out to do and their
experiences of trying to be more active.
Structured exercise
Participants who chose structured exercise opted for different activities, including yoga,
swimming, aqua fit, gym, or dancing. Sometimes the classes or facilities they attended were
not for the general public, but had particular aspects that made them suitable for people
with MS. For example, such activities included wheelchair dancing, pool that can be used for
rehabilitation, yoga lessons adapted to the needs of people with different conditions etc.
Where they used regular gyms, some participants adapted their routine to use particular
equipment or exercise as advised by the helpline. Their goal was to do specific exercise that
helps manage their condition and keep it under control through improving their core
strength and strengthening particular muscles. Often, the exercise they chose was aimed to
improve their balance and mobility.
I probably upped my swimming regime. I think originally in a 20m pool I was doing
20 lengths a day and ended up doing about 60. Other exercises, I just carried on
doing. Recently, I’ve started doing more steps, I do 160 steps a day in two lots,
which I didn’t used to do.
What I find is, when I go to the gym, it isn’t the bike that gets my heartrate going,
because I can’t cycle for long enough for that, it’s actually the weights. 41 kgs
makes me work hard and it pulls my abdomen, and my heart’s going. That’s a heavy
weight for me. Everything else, I can’t last for long enough.
Running, walking and active travel
Trying to walk longer distances was a common goal for participants with limited mobility at
the time. For example, respondents reported how they would set a goal to walk for ten
minutes in their neighbourhood once a week. Others tried to increase the amount of
walking through active travel, for example, not taking bus at times when they felt they could
walk. Where possible, some respondents also started running, increasing the frequency and
duration gradually. For example, one respondent went back to running and increased this to
three times a week over time. Eventually, they trained for a half-marathon which they
accomplished.
I used to go to the park, and down one pathway there were eight benches. I used to
shuffle between benches. At first, I got to the park gate, and there’s a bench about
50 yards from there, and you could see the other benches in the distance, and I
thought, ‘I’d never do that.’ It took months of walking further each time, right I’ve
reached bench number 4, tomorrow I’ll try to reach bench number 5. It’s the same
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sort of thing, I think, okay, I’ll go round this way and see if I can reach that big tree
down the other end. Small victories.
I don’t think I’d have done the Couch to 5k or cardio if it wasn’t for the MS helpline
talking through the benefits of it. Yoga I definitely did before, but running was an
addition which I learned through the MS helpline.
Exercising at home
Many respondents were sent DVDs, links for exercise videos or instructed how they could
exercise at home in other ways. Some respondents found it helpful to learn simple, brief
exercise that can be done during their daily routines, for example, while brushing their teeth
or boiling a kettle. Others were motivated to get new equipment or go back to using
equipment they bought but rarely used. Examples of what different participants found
helpful varied, including using a vibro board, a frame to hold onto during exercise, YouTube,
Wii or PlayStation exercise etc. Exercising at home worked well for those who appreciated
they could do short bursts to fit around their daily routines and changes in their symptoms
and health.
They recommended games I could play on my PlayStation so if I enjoy dancing I
could do it at home on just dance.
I’ve got a static exercise bike. I start off with a couple of minutes, and if I’m having a
bad day I might stick at two and a half minutes, but it’s nice when I can manage five
minutes, and it’s a small victory that you can manage more time.
Just this morning, I did a Zoom class by somebody called Mojo Moves. It’s all upper
body, but like an 80s theme. She played all 80s music. That went on for three
quarters of an hour, and my heart rate really went up. I now feel quite stiff around
here, and I haven’t felt like that since I went to aerobics.
In discussing their exercise routines, many respondents also talked about how they learnt
how to balance being active with avoiding exascerbating MS symptoms through too much
activity that may leave them too fatigued or impact them negatively through heating up. For
example, a respondent explained how they exercise in the evening to avoid being fatigued
during the day. Others discussed how they tweak the amount of exercise they do depending
on how they feel on a particular day. For some of these respondents, learning how to
continually adjust their exercise routine depending on their condition and pace themselves
was a valuable lesson they learnt through taking part in the programme.
It definitely depends on how I feel how much I do. If I feel like I can do it, if I feel my
fatigue levels are down, then I’ll do it. If I do it too much, then fatigue increases. So,
you have to get the right balance.
19

For me, it varies. Sometimes it’s fatigue, sometimes life gets in the way and you’re
busy. But I’d say I still do physical exercise, I just might not stick to a strict plan. I’m
okay with that, it doesn’t need to be so regimented.
Running really inflames the muscle under my foot. If it gets inflamed, I won’t do it,
I’ll just do something else. If I see I’m getting pain in my arms from doing too much
weight training, I won’t do as much. I try to stay in touch with whether those
symptoms flare up or not.
Differences in levels of activity
Qualitative research, however, also found some important variations between respondents
in terms of their ability to increase and maintain their physical activity and the impact this
has had on their physical wellbeing.
Firstly, respondents varied in the extent to which they felt they managed to establish a new
routine and increase their physical activity as they hoped. Over a half of the qualitative
sample reported they established and maintained a new routine of regular exercise and felt
very satisfied with what they achieved. Other respondents reported they struggled to
exercise regularly or to do particular activities they discussed and agreed with the advisor.
These respondents also felt less satisfied with the increase in physical activity they achieved.
A comparison between the two groups suggests some potential factors helping or posing
barriers to increasing activity for participants in the programme. These and other factors
impacting on participants’ ability to achieve and maintain positive behaviour changes are
discussed at the end of this section.
I’d say per week I’d do three activities of physical exercise. Whether that’s yoga,
running or cycling, I’m not as prescriptive. In the last week I’ve been doing a lot of
swimming.
I tend to exercise every day if I can, some kind of exercise. Duration varies. Anything
from about 10-15 minutes to three quarters of an hour. It depends what exercise
I’m doing. If I’m doing a class, it will be as long as the class is. Some of the stuff I do
without the class, it’s as little as 10 minutes. I would say between 10 minutes and
45-50 minutes.
Secondly, respondents also varied in whether they experienced any positive impact in terms
of their physical wellbeing and managing MS symptoms. About a half of respondents in our
qualitative sample felt being more active helped them feel physically better and manage
their MS. Participants most commonly reported being more active made them feel stronger
and have more energy, which in turn helped reduce fatigue, made them more mobile, have
a better posture and in a couple of cases even manage pain better. Some also commented
how even people around them noticed they had more energy and seemed stronger.
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Positive impact on MS symptoms in participants’ own words:
I used to never exercise because I would think it would make my fatigue worse but
actually it has helped a lot. […] Now I have got the pain under control I have been able
to lower the dose of my medication. Swimming has also definitely helped with my
strength.
For me, distance has improved, endurance in terms of running and walking. I’d say
strength has improved and also the level of desire to do sport has increased, because I
know that it works. Whereas if I couldn’t see the improvement, I’d be like, what’s the
point? I’d say those two things and they’re measurable, and I use an app called Strava
so I can see it on a map.
Definitely the distance I can walk has improved. I can walk to the farm and back four
times and I feel like I have the energy to do that. If I go to see friends in Cambridge and
walk around, that can be pretty tough, but I know I can do it. A lot of friends will say,
‘No, slow down,’ but no, I can walk this far, it’s fine. It boosts your confidence as well.
After my relapse, I had pins and needles and very little range of motion in my left-hand
fingers. So, I did a lot of hand physio and typing exercises etc. I can touch type like I did
before now, so I can see that quite clearly.
The benefit I got from swimming was I was a lot looser, and my mobility had stabilised
to an extent.
I feel you have to do an awful lot to stand still, as it were. To stabilise where you are,
rather than getting worse. For me, that’s where I feel the benefit is. If I didn’t do
exercise, I’d probably be a lot further along, so it slows the progression.
From my point of view, the whole idea is to maintain my condition, so it doesn’t get
worse. My mobility is certainly getting worse, but it’s controlled, if that makes sense. I
still do my exercises, I get up and move every hour.
I felt better when I did the physical exercise. I felt stronger, and some of the issues with
fatigue, I just felt as if I didn’t have them.
I’m definitely less sleepy. Before, I’d have to go to bed early all the time, be lethargic
during the day. All I wanted to do was sit in the armchair. Now, I’m quite wide awake.
I’m much more positive.The endorphins kick in, the more you do the more energy you
have.
My left side is slightly weaker, but since I’ve been doing this, I use my left hand more. I
think through exercise, I’ve stimulated it and not realised I’ve done it. That means a lot.
Occasionally I can walk a bit, which I couldn’t do before. What nobody else would
notice are small improvements for me.
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A few respondents also took this opportunity to make other healthy changes in addition to
getting more active, such as eat more healthily, have a better sleep routine, reduce caffeine
etc. Those respondents were satisfied they achieved healthier habits and some could also
see concrete benefits, e.g. they lost weight, slept better etc. In addition, some respondents
also commented how feeling stronger has in turn had other positive impact, for example,
making them feel they were more able to work.
I know that when I get exercise, I feel a lot better for it, and I sleep better for it.
Conversely, other respondents struggled to see much positive change from being physically
active. Typically, where they tried particular exercise, they felt they could not see any
positive impact in terms of managing MS, for example, improvements in their balance or
fatigue. Some felt this was due to the nature of their condition which made improvements
in terms of their physical wellbeing difficult. Others thought they may have not found the
right exercise, for example, they agreed with the advisor to try walking as an activity but
found they often struggled to walk. Some of these respondents were also more negative
about physical activity and less motivated to contact the advisor to report they may need to
change their action plan. To engage them, it may help to remind them periodically that they
can change their action plan if it’s not working and that there are different ways in which
their advisor can support them, for example, through sending exercise materials, advising
on specific exercise or equipment, signposting to local activities and support etc.
I’ve still got the previous symptoms I had, fatigue, spasms in my hands, knee or left
leg. When I speak to my MS nurses, they say that will always be with me.
Thirdly, respondents who reported they made positive changes also varied in how intense
their new physical activity routine was. Specifically, they varied in how vigorously they could
exercise and for how long, with implications for how their activity levels would be classed
based on the physical activity guidelines in the UK. Some respondents reported activity
levels that would be classed as fairly active or physically active. For example, they went
running or used an exercise bike several times a week, which they felt raised their heartrate
for at least ten minutes or more at a time. However, there were others who made positive
changes and did exercise that improved their mobility, balance and strength, but they could
only do very short bursts of vigorous activity. While they noted the positive impact of the
exercise they did, their routine may not have reached the threshold where they would be
classed as fairly active or physically active. This raises an interesting question over whether
additional measures may be needed for assessing the levels of physical activity in people
with MS with limited capacity to achieve the levels of vigorous and moderate exercise that
would class them as active based on the physical activity guidelines for the general
population.
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Factors impacting on making and sustaining positive behaviour change
Qualitative research also highlighted some key factors contributing to participants’ ability to
increase physical activity and sustain those changes over a period of time. In particular, the
following factors were critical, although the extent to which they influenced different
respondents varied.
Physical constraints
Many respondents explained that MS made physical activity extremely difficult for them.
This was partly due to physical constraints in terms of what exercise they felt they were able
to do. For example, respondents often mentioned that fatigue, pain, weakness or balance
problems meant they could not do particular exrcise. Additionally, some also reported that
physical constraints made it more difficult at times to feel motivated to be active and
overcome these physical barriers. While many experienced similar physical challenges posed
by MS, respondents varied in how they dealt with these challenges. Some felt strongly
motivated to persevere with being active working around their physical constraints, while
others struggled to find that motivation. These differences in dealing with physical
constraints often came about through the interplay with other factors, including attitudes,
experiences and opportunities regarding physical activity, which are discussed below.
Attitudes to, and experiences of, being active
Participants’ attitudes to, and experiences of, physical activity prior to being diagnosed was
often reflected in their different levels of motivation to work around their symptoms and
persevere with being active. In particular, prior dislike for physical activity and not having
been active before were additional barriers for some participants, making it even more
difficult for them to feel motivated to be active with MS. Conversely, some who enjoyed
being active before and had positive experiences of exercise or sport found this helped
them keep motivated to be active with MS.
At the same time, prior attitudes and experience did not always have such a linear impact,
as there were participants who changed their attitude to being active after they had MS. For
example, a few respondents who weren’t previously active became more motivated to
exercise after their diagnosis, as physical activity suddenly became a priority for them in
their effort to manage their condition. Similarly but in a reverse way, a few participants who
were active before explained how they struggled with not being able to carry on with
particular activities, for example, badminton or cycling. For these participants, this could
also pose barriers to being active if it made it more difficult for them to look for, and accept,
alternative activities that they can do.
In addition to past experiences, participants’ current experiences of physical activity also
influenced their motivation to persevere with being active. Two key factors helped or
hindered their progress in this regard: whether they felt they found suitable exercise and
whether they noticed any positive impact from it:
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•

•

Finding suitable exercise: To feel that particular exercise was suitable, participants
had to be satisfied that it was at the right level of difficultly for them. In addition,
individual preferences played part, as finding exercise they could enjoy also helped
some be more positive. For example, a couple of other respondents liked the idea of
alternating between different activities, e.g. swimming, yoga and dancing, which
they felt kept their interest and helped them not get bored of individual activities.
Noticing positive impact: Respondents who could see a positive impact of physical
activity on their posture, energy levels, balance or mood, also felt more motivated to
maintain their activity as they could see tangible benefits. Conversely, a few
respondents who struggled to be more active reported they personally have not
experienced feeling better from being physically active, so felt they lacked that
important reason for persisting with behaviour change.
I’d say the other thing is tracking progress. I did a lot of hand mobility physio, and
you can basically track how much weight your hand can put through. Things that
were quantitative are quite motivating, because you can see week by week you’re
progressing. I knew when I reached my previous levels. I think that’s also a big
motivator.
I could see a difference. Whereas before, I was always very much leaning to my
right-hand side, now I can sit completely central in my wheelchair. I think what’s
happened is, my core has strengthened an awful lot more. The motivation for me is
seeing the positive affect it’s had, as opposed to how I was before I started seriously
exercising.

Opportunities to be active
Respondents sometimes felt their ability to be more active was also limited through
practical barriers, regarding time and access to physical activities. For example, those with
work and childcare commitments sometimes reported they struggle to make time to
exercise and were keen on advice on how to manage time constraints and build activity in
their daily lives. Others commented how activities suitable for people with MS were not
available close by, for example, they were available in a nearby town but not in their village.
In particular, some complained about a lack of available activities that would be suitable for
people with MS and wished MS Society branches offered these. Finally, another respondent
highlighted broader issues with accessibility for those with mobility problems. The
respondent explained they had limited mobility but lived on the fourth floor in a building
with no lift, which often made even going for a walk a significant challenge.
The impact of the Covid-19 pandemic
As the final part of the evaluation included the period since the Covid-19 pandemic, the
research also captured some participants’ experiences of being active in this context. This
data suggests mixed experiences, with some participants feeling frustrated about lost
opportunities to be active through closures of gyms and other facilities and others feeling
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positive about the new avenues for exercise they found. Those who felt frustrated missed
their old routine or having in-person supervision of their exercise. However, on the whole,
most respondents still felt they found alternative exercise, either online or through
increasing the amount of other exercise they did at home. A few were even enthusiastic
about the newly found online opportunities, e.g. Zoom classes of yoga or YouTibe videos, as
they enjoyed having more privacy or more flexibility to exercise at their own pace.

The impact of Covid-19 on being active in participants’ own words:
I swam Monday to Friday right up until the onset of Covid. Unfortunately, the gym I
was a member of went bust. I’ve joined another gym about eight miles away, but due
to the prevalence of Covid in our area I’ve not been to the gym for four weeks.
I started doing MS yoga with MS Society on Zoom. I really love yoga, I actually trained
to be a yoga teacher. I hadn’t realised how much impact it would have on the body,
but it gets me through, and I enjoy doing the Zoom one as well as my own yoga each
day.
I actually upped my exercise regime at home. I still do the same exercises, but for
example, I’d do 10 steps in a session, I do 80 now. I’ve just compensated for not going
to the gym by doing more exercise at home.
As of this week, the MS therapy centre I go to has closed for two weeks after having a
positive Covid-19 case. Now I do a Zumba class online, Zumba gold chair, so it’s all
seated. It’s recorded, and because it’s Zumba, it’s not technical. It’s more
cardiovascular. I thought if I don’t do something, I’ll just get worse and I can’t risk
that.

4.2.

Mental wellbeing

Existing evidence points to a strong link between physical activity and mental wellbeing.
It is known that physical activity increases mental alertness, energy and positive mood
states, as well as has the potential to reduce and relieve emotional stress. Similar projects
with people with MS elsewhere – for example, Active Together project in Scotland – have
found that supporting people with MS to become more physically active has also had
positive impact on their overall emotional wellbeing. This evaluation, therefore, also
explored any impact the project had on participants’ mental wellbeing. Participants’
baseline data for their emotional wellbeing was collected at the outset of the project using
the agreed measures, specifically, the ONS personal wellbeing questions and the WHO
Quality of Life Survey question. The same data was then also collected 3 and 6 months after
participants joined the service.
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At the start of taking part in the project, participants’ scores for the wellbeing measures
indicated lower levels of wellbeing when compared to the ONS data for the general
population of adults aged 16 and over. However, when compared to the ONS data for
people reporting bad or very bad health, participants’ scores showed a similar trend of
association between reported bad health and lower levels of emotional wellbeing. The data
collected at 3, 6 and 12 month points suggests an overall improvement in their perceived
wellbeing across different measures over the period of their programme, as shown in the
charts below. The data also shows some variations in participants' wellbeing across the
duration of the project.
Life satisfaction measure
Data indicates there was a significant increase in the proportion of participants reporting
high levels of life satisfaction at 3, 6 and 12 months when compared to the baseline level.
While only 23% of participants reported high level of life satisfaction at the outset of the
project, this rose to 41% at 3 months, 44% at 6 months and 36% at 12 months. Similarly, low
levels of life satisfaction dropped from 37% at baseline level to 8% at 3 months, 22% at 6
months and 23% at 12 months, as shown in the graph below.

While this data suggests marked improvements in participants’ life satisfaction during the
programme, it also points to some variations across that time. Specifically, the proportion of
respondents reporting low life satisfaction was at its lowest at 3 months compared to all
other time periods. This may suggest that the positive impact of the programme of
participants’ life satisfaction may be stronger in the initial phases and may vary in the later
stages of the project. However, such oscillations in reported life satisfaction over time are
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also likely to be due to a range of other reasons, for example, seasonal variations, MS flare
ups, and various other life events.
Things in life worthwhile measure
Similar patterns were also visible in whether participants felt there were things that were
worthwhile in their life. Overall, the proportion of participants scoring high and very high for
this measure steadily rose throughout the programme. For example, the proportion of
participants scoring very high for this measure was significantly higher at 12 months – so, at
the end of the programme – when compared to other time periods. It rose from 13% at
baseline level to 29% when measured at 12 months, as shown in the graph below.

The data also suggests similar variations across different time periods as with the previous
measure of life satisfaction. For example, the proportion of participants scoring low for the
‘things in life worthwhile’measure dropped from 26% at baseline level to 7% at 3 months,
but then slightly rose again to 16% and 15% at 6 and 12 months respectively; however, still
significantly lower than baseline levels.
Happiness measure
Similarly to previous measures, the data indicate there were higher levels of reported
happiness among participants of the scheme at later periods when compared to the
baseline data. Specifically, the proportion of participants rating their happiness as high was
significantly higher at 3, 6 and 12 months than at baseline level: 36% of participants rated
their happiness high at 3 months, 38% at 6 months, and 36% at 12 months, compared to
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23% at baseline level. Also, the proportion of participants rating their happiness as very high
was 20% at 12 months which was significantly higher than 8% at the start of the project.

The data, however, also showed a similar pattern as for the other mental wellbeing
measures above: a drop in the proportion of those with medium scores at 6 and 12 months
when compared to 3 months, coupled with a rise in both those with very high and those
with low scores. This variation in scores may suggest that the period between 3 and 6
months could be critical for sustaining any positive changes, when some participants carry
on progressing whereas around others encounter challenges that can set that will set any
improvements back.
Anxiety measure
The data further shows the reduction in reporting of high levels of anxiety over the duration
of the programme. Specifically, the proportion of participants reporting high levels of
anxiety dropped from 33% at baseline level to 7% when it was measured 3 months into the
programme. In addition, the proportion of participants reporting very low levels of anxiety
was significantly higher at 12 months than at either baseline or 3 month points, as shown in
the chart below.
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Like with other mental wellbeing measures, the rates of high anxiety then rose again at 6
and 12 months, but still remained under the baseline level. Namely, while almost two thirds
of participants reported high or medium level of anxiety at the outset of the project, that
proportion reduced to just over a half at 12 months.
WHO Quality of Life Survey measure
Participants were also asked how they would rate their quality of life at the outset and at 3,
6 and 12 months into the project. Based on this measure, there was a significant reduction
in the proportion of participants saying their quality of life was very poor over time. This
dropped from 20% of participants at baseline level to 5% at 3 months, 7% at 6 months and
8% at 12 months. Similarly, the proportion of participants reporting very good quality of life
rose significantly with 18% and 21% of participants saying this at 6 and 12 months
respectively, compared to 8% at the start of the project.
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Qualitative findings
The qualitative research with participants confirmed the Active Together programme had a
positive impact on participants’ mental wellbeing in a number of ways. Most respondents,
who established routines to be more physically active, with the support of their MS Society
advisor, found that physical activity made them feel better emotionally. They cited a
number of reasons for this. For example, some reported feeling uplifted or more relaxed
after exercise and experiencing a positive impact on their mood. A few also highlighted
other emotional benefits because of being active, such as helping them manage their
anxiety and depression better or feel more connected and supported socially because of
meeting other people through exercise classes. Further benefits included feeling reassured
and safer around the house because of being able to look after themselves.
It helps my mental health as well as physical and keeps your mind off things doing
exercise. Afterwards I feel happier.
Mental health, definitely, when you get out in nature and you feel like you’re
progressing, that helps. It coincides with physical activity, mental health, it’s
interlinked.
My mobility is getting worse, but I can walk around the house quite easily and I’ve
got a lift for getting upstairs. I feel safe in the house. I have the occasional fall but
I’ve not any damage to myself. Activity certainly mentally helps me with day to day
living.
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I think mostly [the improvement] was in my head. When you have SPMS, it feels like
a death sentence. I can’t drive or walk now. I’ve worked all my life, but then
everything stopped. It seemed so negative, and it’s hard to think differently. I think
exercise helps you think differently, with all the endorphins. Yes, it’s a different way
of moving around, but you can still do it.
While the impact of being active on their mental wellbeing was largely seen as very positive
as illustrated by the quotes above, the research highlighted that physical activity can also be
a source of frustration and anxiety for people with MS. As a couple of respondents reported,
doing physical activity sometimes also reminded them of their physical constraints which
could make them feel low.
With exercise, after doing it, it feels good, but sometimes, because it brings on my
symptoms, it can also be a reminder to me of the difficulties I have. Which in some
ways can also be disheartening as well.
The research also found that there were other ways in which the helpline had a positive
impact on participants’ emotional wellbeing. Namely, participants in our sample often
stressed the helpline was also a source of a more general emotional support to people with
MS, in addition to helping them be more active. Most respondents felt reassured and
comforted by having someone who listened and advised them in a supportive and nonjudgemental manner. Some also contrasted the MS Society physical activity helpline where
the advisor had the time to discuss things with them with the NHS services where health
professionals did not have the time for that, in their experience. Against this backdrop,
some felt the service was important in filling in gaps left by the overstretched NHS services.

4.3.

Individual development

The evaluation also measured participants’ perceptions of self-efficacy in terms of being
able to achieve most of the goals they set themselves, as well as their perceived knowledge,
motivation, confidence and opportunity to be physically active. The positive impact in these
areas was hoped to increase participants’ ability to be physically active and manage their
condition more broadly.
Respondents were asked if they agreed with a series of statements around self-efficacy and
their level of understanding, confidence and motivation to be physically active. Like with
other impact measures, this data was collected at baseline, 3, 6 and 12 months. The chart
below shows the proportion of participants agreeing or strongly agreeing with individual
statements and how this changed over the duration of the programme. The findings in this
respect are discussed in more detail in the remainder of this section, based on both
quantitative and qualitative data.

31

Self-efficacy measure – ‘I can achieve most of the goals I set myself’
Like with previous measures, the positive impact was the greatest at 3 months compared to
the baseline level: 80% of participants reported they could achieve most of the goals they
set themselves compare to 41% at baseline level. While the proportion of those agreeing
with the statement dropped at 6 and 12 months to 67% and 56% respectively, it was still
higher than at the outset if the project.
Knowledge, confidence, motivation and opportunity to be active
The baseline data indicated higher levels of knowledge around physical activity at the outset
of the project when compared to participants’ confidence in being physically active. For
example, 78% of participants felt they understood the benefits of being active at baseline
level and 67% reported they knew there were opportunities for them to be active close by.
Conversely, only 35% agreed they felt confident about being physically active and 53%
agreed they could access places or activities to be physically active.
The subsequent data at 3, 6 and 12 months showed marked improvements across all these
different measures. For example, the proportion of participants confident about being
physically active rose to 67% at 3 months. Although it then dropped to 65% and 59% at 6
and 12 months respectively, this remained significantly higher than at the outset. A similar
trajectory could be observed with regards to participants’ perceptions of whether they can
access places or activities to be active. The proportion of those agreeing with this statement
rose to 86% at 3 months, to then drop to 77% and 67% at 6 and 12 months respectively, but
still remain significantly higher than 59% at baseline level.
32

Confidence in, and importance of, achieving goals set in the programme
Similar positive developments were observed when participants were asked about their
confidence in achieving the physical activity goals they agreed with their advisor, as well as
how important they perceived those goals to be. For example, the proportion of
participants reporting they had high confidence in achieving their goals was significantly
higher at 3, 5 and 12 months than at baseline level: 56% of participants had high confidence
at 3 months, 61% at 6 months, 60% at 12 months, compared to 41% at the start.

Similarly, the proportion of participants who felt the physical activity goals they set out to
achieve were very important was significantly higher at 6 and 12 months compared to
baseline: 45% of participants felt achieving those goals was very important at 6 and 12
months compared to 30% at the start of the project.
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Qualitative findings
Qualitative research confirmed that the programme increased participants’ understanding
around physical activity and MS, as well as their confidence and motivation to be active.
Where respondents managed to become more active, this sometimes also had a positive
impact on their broader sense of self-efficacy, for example, in terms of managing their
condition or work.
Understanding
Most participants explained they had a general understanding that physical activity was
important for keeping healthy prior to joining the programme. Still, many felt that the
programme provided them with more specific information about how physical activity
helped manage MS, which exercise to use to achieve particular benefits and how to exercise
safely. For example, some respondents reported that their advisor explained how particular
exercise impacted their muscles or balance and how that in turn helped manage their MS
symptoms. Other examples cited included: learning how exercise helped provide nutrients
to the nerves and why and how this was helpful for managing their condition; learning
specific hand exercise to regain movement and typing skills; learning to judge better the
extent of balance problems through particular exercise; or learning strategies to pace
themselves and break down or adjust exercise to avoid the onset of MS symptoms. This
improved understanding of physical activity in relation to MS gave respondents the
rationale and belief that they could achieve positive impact on their health, which in turn
strengthened their motivation.
I learned that symptoms fluctuate, and you constantly need to adapt. I’ve learned
that you should adapt your exercises over time, and you can’t always do the same
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exercise because then you start doing things that are easy in your comfort zone.
One of the things Omar asked on the phone was, ‘How much more have you done
than last time?’ Trying to constantly increase the difficulty to make sure I don’t
plateau.
What I didn’t quite understand before was how heat and the temperature
difference actually affected my exercise. It’s to do with nervous signals and
reactions. I find that heat is beneficial to a certain extent, and after, it will start my
symptoms again. Pins and needles in my left hand or general tiredness. With cold, I
find it really restricts me, like I suddenly find I don’t have the same range of motion
or it hurts a bit more in my joints.
An exception to this was a smaller number of participants who had regular contact with
physiotherapists specialising in MS. These respondents felt they were already
knowledgeable, so did not think they learnt new information through the helpline.
Nevertheless, they found the helpline useful for their motivation to be active.
My physio is an MS specialist. My MSS advisor gave me advice, but they didn’t really
tell me anything I didn’t already know.
Confidence
Some respondents also explained the programme helped them be more confident about
exercise and overcome anxiety they felt about trying to be more active. For example, a
respondent explained they used to be anxious about going swimming and would refuse to
go with their sister. After speaking to the advisor, the respondent felt reassured about
swimming and not anxious anymore. This improved their confidence and helped their
motivation to follow through with their plans to be more active.
It made me feel confident. I have a plan, I have someone that’s following up. It
makes me more confident to do this now.
Being more physically active also made participants in our sample more confident about
managing their condition more generally. It made some feel they were ‘stronger’ than the
disease and feel proud of how they dealt with it. Some felt this experience also made them
feel more confident about being able to work and achieve other goals too. Others reported
how they came across role models through being active who inspired them to believe that
they could achieve more than they thought previously because of having MS. For example, a
respondent reported how they went on to do sky diving because they met a woman with
MS who was doing that and who inspired them.
I feel more confident that I could do it. If my sister rings me and ask me to go
swimming I would go whereas before I would have said no and get anxious.
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Motivation
Most respondents also felt that taking part in the programme has strengthened their
motivation to be more active and maintain the behaviour change. Across the sample,
respondents discussed a range of different ways in which the helpline helped improve their
motivation.
• Firstly, respondents often talked about needing someone to ‘push’ them to be
active. They felt their advisor provided this through a mixture of encouragement and
a sense of accountability the relationship with their advisor created. Many explained
how knowing they would report back to the advisor made them feel responsible to
carry out what they agreed as much as possible.
• Secondly, the gradual approach to exercise and the setting of realistic goals
promoted by the helpline also helped improve participants’ motivation by making
changes seem more manageable.
• Thirdly, helping participants find the exercise routine that worked for them was
another critical influence on their motivation, although participants varied in in the
extent to which they felt they found this.
It was all about pacing really. You want to do exercise, it’s like a mantra, it will
stabilise your condition and stop you getting worse, but some days, you just can’t
be bothered or feel I can’t do it. In that sense, having them who understand the
condition and can break it down and make you feel there’s a benefit of the exercise
so doing it doesn’t wipe you out for the rest of the week. The constant thing they
kept saying is don’t feel guilty, just listen to your body.
It’s so when I get a phone call from my advisor I can say, ‘I’ve done this,’ and then
go on to set another goal that I maybe do four or five times a week. Increasing it.
They said to only increase it if you feel you can do it.
You go to the gym and you see a personal trainer that expects you to jump through
hoops, whereas they [the MSS advisor] understood what I could do and gave me
exercises I could do without damaging myself or wearing myself.
In addition to these ways in which the helpline improved their motivation, there were other
factors affecting participants motivation too, as discussed earlier in this section. These
included: physical constraints and fluctuations in their condition, their broader attitude to
physical activity, opportunities to be active and whether they found suitable exercise and
noticed any positive impact from being active.
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4.4.

Economic development

The data on participants’ usage of healthcare services was collected at regular intervals
throughout the programme and their employment status was recorded at the start and the
end. The data on healthcare utilisation suggest there were no particular trends over the
period of participants’ involvement with the programme, as the levels of usage were similar
at the start and the end of the programme. While the proportion of participants using
healthcare services for over 10 times during the previous 6 months significantly dropped
from 30% at baseline to 18% at 6 months, it then rose back to 31% when measured at 12
months. Similarly, the proportion of participants who did not use any healthcare services
over previous 6 months rose from 14% at baseline level to 25% at 6 months, only to fall back
to 9% at 12 months, as shown in the graph below.

In terms of participants' usage of specific services, the most commonly used health services
were GPs and specialist MS nurses, followed by out-patient, physuiotherapy and neurology
health services. Other health services, such as A&E and in-patient health services, were used
by a smaller number of participants comparatively. With the exception of neurology, levels
of usage of all other types of health services were similar at baseline and 12 month periods,
as shown in the chart below. For example, 59% of participants saw a specialist nurse once or
more often during the last 6 months at baseline level and 58% at 12 months. The data
therefore does not indicate a change in healthcare utilisation over the duration of the
programme, however, the potential of the programme to impact on healthcare utilisation
was further explored through the qualitative interviews.
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Similarly, the data on participants’ economic status did not show any significant changes in
the proportion of those who were employed or looking for work between the start and the
end of the programme, as shown in the chart below. The data did, however, suggest there
was an increase in the proportion of those volunteering over the time of the programme,
from 7% at baseline level to 20% at 12 months. However, this finding should be treated with
caution due to the smaller sample size at 12 months.7

7

The sample base at 12 months was 75, whereas the baseline sample base was 189. 13 participants reported
volunteering at baseline level and 15 at 12 month point.
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Qualitative findings
Qualitative research further explored participants’ views on any potential impact of the
service in terms of healthcare utilisation. Respondents explained some of their healthcare
appointments were regular and booked on an annual or 6 months basis. For example, most
saw their neurologist in these intervals and some also a specialist MS nurse. In addition,
some also reported they saw their GP and physiotherapists. Those with other health
conditions saw specialist nurses and doctors in those areas too, for example, diabetes
nurses.
I see a neurologist every six months, although I’ve not seen him since January. I’ve
got a new neurologist ringing me on 4th November for an online consultation.
Respondents generally did not think that people with MS may need fewer health services if
they were more physically active, other than as anyone else through cutting down the risk
of certain long-term diseases, such as diabetes or heart disease. The main reason for this
was the unpredictable and progressive nature of MS, as many felt their symptoms could
appear at any point even if they were physically active. Others also pointed out that their
regular check-ups with the neurologist and the specialist MS nurse would continue whether
they were physically active or not. For these reasons, there was an overwhelming sense that
while physical activity can improve their overall health and cut down the need for health
services in that way, it could not replace the specialist services they needed for MS.
I don’t think it replaces going to get your medication. For me, seeing the physio, yes
I could do it in a room by myself if I wanted to, but going there, using their
machines, having someone see me and my physiology and see how I’m doing
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squats, for me, it’s still very important to have all that. The truth is, I haven’t had a
relapse in a year, so it must be decreasing the amount I’m seeing the doctor overall.
I don’t think it replaces the whole system.
I think if you’re not physically active, you will need other services. You hear things
like diabetes, cardiovascular disease. Also, the thing with exercise is your mental
health. It makes you feel better. If you didn’t do those, with or without MS, you’d
probably need the support of other services as you get older. That’s a given, really.
However, a few respondents thought there could be some instances where physical activity
could help people with MS be healthier and more mobile and therefore less in need of
certain health services. For example, one respondent reported they felt much better after
being active and undergoing physiotherapy and occupational therapy, so they thought they
were less likely to need other health services. Another respondent speculated that physical
activity may help prevent falls among older people with MS through improving their balance
and so reduce the likelihood of them needing A&E services. Yet other respondents
commented how physical activity could potentially prevent the need for needing help for
digestive problems, such as constipation, or help prevent problems with bladder control in
people with MS.
I think it would actually. Since I’ve been going to the MS therapy centre, the one
thing I thought is that I don’t want to be one of those people that don’t have control
of their bladder. Because we do so many pelvic floor exercises, I’m no longer waking
up in the night to go to the toilet. That’s MS related, loss of bladder control seems
to be quite common. Before, I was waking up in the early hours to go to the toilet,
but now I find I can go to bed at 11 and sleep til 8 without having to go. That’s a
benefit of exercise, I’m sure. That’s related to MS.
I definitely think anything which can improve your muscle memory, which can bring
you back to the same level of fitness as before, is helpful. There’s more and more
research all the time. To me, anything that helps is worth it.
Finally, some felt that the MS Society physical activity helpline actually filled some of the
gaps in health services for people with MS provided by the NHS. For example, some felt they
could not see their MS nurse as often as they needed to and others pointed out the
physiotherapy support they could get through the NHS was limited. These respondents
explained they only saw their NHS physiotherapist once a year or if something went wrong,
rather than preventatively to support them to avoid deteriorating. The MS Society helpline
was therefore perceived to fill this important gap by supporting them to be physically active
and prevent or slow down the the loss of mobility, balance and strength in this way.
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5. Process Evaluation
5.1.

Participants’ experiences of the service

The evaluation also explored participants’ and MS Society staff views on what worked well
about the service, what challenges were involved and potential areas for improvement. The
section below provides quantitative data for participants’ satisfaction with the service,
followed by qualitative findings on their and staff experiences and views of the service.
Participants’ satisfaction with the service
Data suggests the vast majority of participants were satisfied with the service they received
and its various aspects, including staff behaviour, responsiveness of the service and the
resources that were shared with them. For example, 78% of participants said it was very
likely or likely that they would recommend the service to other people with MS when asked
at their exit interview after the 12 months of programme:

Data for other measures suggested similarly high levels of satisfaction. As shown in the chart
below, 97% of participants agreed or strongly agreed that behaviour of MS Society staff
instilled confidence in them and 95% agreed that the service was provided within the time
that was promised. In addition, 85% of participants agreed that the resources that were
shared with them answered their questions and 74% thought that the resources helped
them understand the subject better.
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Explaining the reasons for how they rated the service in the final survey, participants
highlighted the following:
It’s such a good resource to have, even if it’s just to get you started. I had no idea where
to start and it helped me pull things together.
It’s been really good having that accountability. I know when they ring, I need to be
honest and that helps me stick to it. I’ve also been signposted to some really useful
resources.
They were good at listening and adapting the exercises to what I was able to do. I’m quite
limited sometimes but this helped me do what I could.
Participants’ experiences of the service: what worked well
Qualitative research idenfied the following key ingredients and aspects of the service that
participants felt contributed to its effectiveness:
Personalised action plan
Most respondents felt it was extremely helpful that the action plan was tailored to their
symptoms, preferences, capability, lifestyle, available opportunities and goals. Because of
this, they felt the goals were realistic and they were more likely to persevere with the
activity.
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I think it was nice that it was well tailored to what I could do. They were just really
supportive of where I was at, and they tried to work at my level.
From my point of view, the thing I could do best physically is to swim and my
advisor understood that. Other exercises suggested were secondary to swimming.
Specialist advice on MS and physical activity
Respondents appreciated they could receive physical activity advice and support from
advisors who also had specialist knowledge of MS. They felt this was something they lacked
with generalist physical activity providers who did not understand the condition or know
how to support people with MS. Many also felt this helped them learn more and understand
better their condition and its relationship with physical activity. For example, some felt they
learnt how to avoid setting off MS symptoms when exercising and how to use exercise to
reduce the impact of MS on their mobility, energy levels or balance.
It was just like finally I’m speaking to someone who understands. When you speak
to people who don’t have MS, they’re like, ‘You’ll be fine.’ Speaking to someone who
understands the disease is quite refreshing.
The exercises that [the MSS advisor] sent…the videos are relatable. That in itself is
very encouraging, because there are so many videos you can find on YouTube but a
lot of them are quite generalised and out of the scope of what I can do. It’s really
encouraging to be able to watch videos I could more or less follow.
Supporting and listening
Most participants also appreciated having access to someone who will listen to them and
provide advice in a supportive manner. They found it very reassuring knowing that they
could call their advisor should they need support or advice. Some also commented how it
was very beneficial to have this additional support to complement the support they
received through the NHS where they felt staff generally had little time to discuss things
with them.
I’d say it was fairly helpful and quite supportive. It made me feel quite good.
Encouraging, but not judging
Many respondents also stressed they benefited from having someone who encouraged
them to be more active, however, always in a non-judgemental way. They felt there was a
right balance between ‘pushing’ them to increase their activity but being understanding
about any difficulties and open to reviewing and adjusting the goals and their approach.
I think it was quite encouraging, for the simple reason that you go to the gym, gyms
are full of gym rats and you’re just like a fish out of water. Because of the limitations
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that you have, it doesn’t really work. Whereas the MSS advisor was someone who
obviously understood the limitations. It was encouraging, but the expectation wasn’t
beyond your ability.
Tracking progress over time
Supporting respondents over a period of time also felt critical. This was helpful as
respondents needed support with motivation to maintain their physical activity routines on
a more long-terma basis. In addition, tracking progress and ‘checking-in’ on respondents
allowed for adjustments of exercise if participants struggled with them, as well as to note
positive impact and improvements in participants’ activity levels, strength, balance or
symptoms.
It was nice, because they could measure my progress if I couldn’t measure it myself.
They’d be like, ‘Last time you said you could walk 15 minutes, now you can walk 30
minutes.’ Things that I would not pick up on or reflect on myself.
Setting gradual and realistic goals
Many who became more active felt this was also due to the approach of the service which
emphasised gradual improvements and realistic goals. Participants often commented how
they were not asked to go beyond the level they could handle and were supported to
gradually increase what they could do. If they found they could not do the suggested
exercises, this was commonly resolved by adapting the approach and suggesting alternative
exercise.
Signposting to suitable resources and opportunities
Some respondents also found it very helpful that they were signposted to additional
resources or local opportunities for exercise. For example, some received links for exercise
videos or DVDs and others information about local MSS groups and exercise classes. A few
respondents pointed out signposting was helpful because finding the right materials from a
wide range available online can be overwhelming, so they appreciated help with selecting
appropriate resources.
It’s a repertoire of loads of resources, on a website or in a phone call. Sometimes it
can be super overwhelming if you’re watching YouTube videos, and you’re
downloading an app, and going on forums and stuff, [so the helpline is] kind of like
a one-stop shop.
Flexible service
Respondents also reported that the frequency and communication channels were agreed to
fit with their lifestyle and needs. Most participants felt the helpline staff were flexible and
adapted the schedule and ways of contacting them to suit their preferences. The frequency
of contact therefore varied depending on how much support participants needed and
wanted.
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It’s good to have the mix of both emails and phone calls because I work full time I
don’t always have time to ring but I can reply to his email in my lunch break or
something.
Prompt and responsive service
Most respondents were satisfied that their advisor was very responsive and prompt to reply
to any queries. Respondents also commented how the helpline staff always followed-up on
any agreed calls or actions. Some also appreciated staff would check on them to see how
they were doing with exercise they agreed and if there was anything that should be further
adjusted.
It’s good because they’re always consistent so I know if I have an issue I can always
talk to them on a Monday.
Quite prompt. Quick feedback and good check-ups. It’s never too long. It’s short and
sweet, and you’re encouraged to share.
Potential areas for improvement
While most respondents reported highly positive experiences of the service, some also
made suggestions for how the service could be improved too. The research so far
highlighted the following key areas for potential improvements to the Active Together
helpline.
Managing expectations
A very small number of respondents reported certain less positive experiences of the
service. For most of these respondents, this was due to a lack of awareness about how the
service worked or a mismatch between their expectations and what the service could
provide. For example, one respondent was surprised when the frequency of contact
dropped after the initial period. A couple of respondents were unaware they could get
resources or support materials to help with exercise, so they felt these were missing even
though this was available through the service. Yet another respondent needed some very
technical advice about a particular sport, so they felt the helpline could not provide them
with this kind of specialist support.
These experiences underline the importance of managing expectations in terms of what the
service can and cannot provide. In particular, the research suggests the following
information is important for managing participants’ expectations:
• What the programme can and cannot offer (including the full range of support that
can be provided, e.g. action plans, additional materials, signposting, advice on diet
and any other lifestyle issues in addition to physical activity);
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•

What expertise and support physical activity advisors can and cannot provide (i.e.
being clear on both the specialist advice that can be provided and limitations to it);
• The likely frequency of contact over the duration of the programme (with the
understanding that this will vary depending on individuals’ needs).
It may also help to repeat this information periodically to ensure its cut-through in case
participants missed it, particularly for less engaged participants. This in turn will help
manage participants’ expectations through greater clarity about what support they can
receive from the programme.
Engaging those less motivated or with greater barriers
Qualitative research suggests that the helpline had a positive impact on those who were
more motivated to make positive changes. However, those less engaged or with greater
barriers struggled to make or sustain behaviour changes and, therefore, benefited less from
the support they received. As discussed previously, the key barriers that stopped them from
achieving positive changes included: physical barriers arising out of MS; negative attitudes
to physical activity and low motivation; lack of locally available activities suitable for people
with MS; or lack of time due to work and family commitments. Participants struggling to be
more active may first need more intense help in overcoming these barriers before they can
make other changes to be more active.
The helpline already provides this support through information, motivation and confidencebuilding and advice, but there may be a need for a review if more can be done to help this
group. The outcomes of this reflective practice may be a targeted offer for those with
significant or particular barriers, but also perhaps re-vised expectations in terms of what
behaviour change can be expected of those participants. It may also be greater clarity about
who this service can and cannot support and why.
Sustaining positive change
The quantitative data shows how the improvements in physical activity level, physical and
mental wellbeing and self-efficacy fluctuated over 12 months for some participants. For
example, while 2% of participants were classed as either active or fairly active at 3 months,
14% were classed as inactive 6 months after joining the project. Similar tendencies could be
observed from other measures, with improvements after 6 months less consistent across
participants than at 3 months. The data may indicate that a proportion of participants
struggle to maintain positive changes over a longer period of time, specifically after the first
3 months. To maintain the positive impact on a more long-term basis, the helpline may need
additional bursts of more intense contact with participants at certain intervals during the
programme. It may be beneficial to test whether introducing a more detailed call between 3
and 6 months would help avoid a dip in positive changes that seems to occur for some
during this time.
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Having a written action plan
Participants were generally clear on the goals they agreed with their advisor, however, a
few suggested that a written action plan would be beneficial. Respondents explained this
would help consolidate the plan and be a useful reminder over time.
Maybe more of a written plan that we would have agreed to. I know this is the job of
certain MS nurses or physios, but maybe a written plan, e.g. ‘This should be your
target in three months’ time,’ would make it a bit more concrete. I just think it would
solidify what your goal is.
If you slipped off, you’d just look at the plans and say, this is where I was, I need to
get back to that. A written action plan would help.
More local signposting
Locally available activities suitable for people with MS were hugely important and their
presence or absence was sometimes an important factor in whether participants succeeded
in being more active or not. While signposting is already part of the support provided, it
would be worth reviewing whether more could be done to provide this wherever relevant
and possible:
I suppose they could have a list of accessible places you could go to,if you haven’t
found this yourself. It could be good to have a directory or something similar. […] I
think MS nurses could also promote it - they are much more approachable and you
see them once a year. You could put a leaflet or something In the waiting area.
A set time for calls
A few respondents suggested having a set time for call would also be an improvement. They
explained they sometimes could not answer calls or give them their full attention if they
received them at work. Therefore, they felt that set times would ensure they can get most
out of the call.
The other thing I thought would be helpful would be to have a set time you can
expect. Often, I’d just have a random call when I was in the office from my advisor.
Whereas if I knew it was at 10am on a Friday when my injection appointments are,
I’d know I need to plan for it.
A phone call whilst at the office, step out into the lift lobby, ‘Hey, I’m at work.’
‘Okay, just quickly, how are you getting on?’ If it was a set time agreed between me
and my advisor, then we can go from there. Some people with MS work full time, so
trying to incorporate that into my work life as well.
Support channels
Most respondents were satisfied with receiving support over the phone and felt this worked
well. Some who had mobility problems even preffered this method, as they felt the service
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was more accessible over the phone than if they needed to physically access it. Similarly,
having the flexibility to also communicate via emails and texts was appreciated by most.
I think phone is good. Face-to-face would be fantastic, but it’s a practical thing.
Phone is a good way of communicating once you accept the limitation.
However, others also commented on the merits of other possible support channels, namely,
face-to-face or online video conferencing. Some respondents reported they missed being
able to see someone show them how to do certain exercise or have someone check
whether they were doing it correctly. This was generally the most important reason why
some wished the helpline could be complemented with face-to-face meetings, for example,
group sessions at their local MS Society branch. Others noted that online video conferencing
platforms could help with this to some extent, as well as feel more personal in some
respondents’ view. Respondents generally agreed that adding video conferencing as a
possible method of communication with the advisor would give participants more choice
and fit their preferences.
If it was a Zoom exercise class that was tailored, then I think it would help. Then you
could see, and you could show them, actually I can’t do that. Or you can say, this
doesn’t really work for me. Or, maybe have an exercise class on Zoom, and have an
update after the class to say if there’s anything that didn’t work for you, that you
couldn’t do.
I think it would be nice to give the user the option in the beginning. Would you
prefer via phone or Zoom? I think it would take into account the user’s own
preference. As individuals, we’ve all got our own idea of what would work better for
you, and what wouldn’t.
Duration of the programme
A few respondents who were interviewed after they completed their 12 month programme
missed not having the same support anymore. They wished it was possible to extend the
programme, so those who wanted could keep some contact with advisors after the 12
months. Some of these respondents were in the process of searching for other, similar
forms of support, for example, online physical activity programmes.
It’s obviously something that’s needed. Maybe some people feel like stopping after
a year, but other people might benefit. Do it quarterly or half yearly, as long as that
contact’s still there.
Now I’m looking elsewhere for advice, because their advice has stopped. It’s like
seeing a doctor, you see them for a while, finish the sessions, now do it yourself. For
me, if they just touched base once a month, that would be nice.
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Promoting the service
Some participants felt the service may not be sufficiently promoted. They noted how they
only found out about the helpline because they had contact with MSS previously and
wondered how else people with MS would find out about the service. A better promotion of
the service was often the only improvement suggested by participants in our sample.
Maybe advertise it more because if I didn’t go to the MSS event I don’t think I would
have of found it.
Broader MS Society work on physical activity
Participants who complained of the lack of local activities suitable for people with MS
sometimes questioned if MS Society could help its local branches expand their work to offer
appropriate exercise and support to be active. Others also commented how a helpful
addition would be if the helpline could be complemented with ocassional in-person group
sessions, which would allow for a more ‘hands-on’ approach in showing exercise and
monitoring participants.
I think the idea of the course and the motivational talks to keep you focused and
keep you going, and to encourage you to exercise, that’s great. But there’s a
limitation to it, because sometimes on a practical level, when you’re doing
something, it’s better if you’re given videos so you can see, but sometimes it needs
more of a hands-on approach.
Digital opportunities
A few respondents in the 18-34 year old age group wonder if the service could utilise
additional digital formats, for example, apps. These respondents felt that offering an app as
part of the service would provide important benefits, for example, help with keeping
relevant diaries, tracking progress, interacting with the advisor and potentially also linking in
with other health services.
There’s an app in France that helps people with MS. They have things like a food
diary in it, a symptom diary, which I actually used at the start. It was super helpful,
because when you go to see your neurologist and they ask for your symptoms, it’s
impossible unless you have a written diary to remember. I would probably do the
same with exercise, an easy way to track your time on an app that’s responsive,
that you could share with the MS Society.
The app could link in with your GP. If you’re doing this, make your GP aware, I have
taken on this, or changed my diet. So, they can monitor you and see, okay, the
reason why his weight has dropped is because he’s changed his diet and increased
his exercise.
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They could make it more digital. Looking at a website, yes you can do it on your
phone, but if you’ve got an app, you could set goals there for exercise. Like an app
messenger where you can ping a message to your advisor, and wait for them to
come back, whether it be in a message or a phone call.
5.2.

Staff feedback

Interviews with staff who delivered the service captured their perceptions of what worked
well about the service so far, as well as challenges they encountered. Overall, the staff felt
the service was achieving what it set out to do: support inactive people with MS to become
more active. Specifically, staff felt the take-up of the service was good, as they found they
did not struggle to recruit eligible participants in sufficient numbers. They also reported that
participant feedback on the service was positive and observed how the service helped
participants feel better physically and mentally.
Staff highlighted what they saw as key ways in which the service helped participants be
more active. In line with findings from participants, staff found the service helped
participants with motivation, through encouragement and accountability. In addition, staff
felt the service helped by advising participants how to work around their symptoms and
physical barriers, as well as build exercise in their daily routine. Following participants up
over the period of 12 months was also seen as important, as this allowed for exercise to be
adjusted where needed and for sustained encouragement and support.
Staff also highlighted some other positive aspects of their experience of delivering the
service. They felt they had good rapport with participants, which in their view mostly made
participants more honest about their physical activity behaviour and experience. Advisors
further felt they had enough time to support respondents and follow-up as agreed with
participants. Finally, staff found delivering this service and providing support to people with
MS to be a very rewarding work.
In addition to observations on what worked well, staff discussed challenges they
encountered related to the programme and potential areas for improvement.
Specifically,the data collection process was highlighted as challenging in a number of ways.
Firstly, staff explained that the delays in confirming the funder’s evaluation requirements
and signing off the MS Society evaluation framework affected the launch of the service. The
service could not launch fully in December 2018 as planned, but the launch was postponed
to January 2019. As the delay in signing off the framework carried over into New Year, the
service was launched before staff fully knew the extent of the data they were meant to be
collecting. The delay and introducing certain additional data collection requirements after
the service had launched created a backlog in terms of data collection. This in turn created
problems in terms of resource capacity needed to clear the data collection balcklog in
addition to providing support to participants.
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Secondly, data collection put ongoing pressures on the service delivery team, even after the
initial backlog was cleared. Data was collected from participants over the phone and then
inputed in the system, rather than completed by participants online and recorded
automatically. Staff reported they felt under-resourced at times to carry out data collection
over the phone in addition to service delivery. They felt that had they had support from an
administrator or another part-time practitioner, they could have supported a greater
number of participants.
Thirdly, some of the time pressures created by data collection requirements were due to
certain technical limitations too. Namely, data had to be entered manually, as the website,
marketing, email, calendar and sign-up forms were not integrated with the client
management system the team were using to log participant data. The reasons for this lack
of integration involved data protection concerns and also lack of resource to inegrate these
different systems and tools. As a consequence, logging the data was more time consuming
and cumbersome. It also made some kinds of data more difficult to record, for example,
emails or support materials sent to participants. Staff felt that integrating the website,
email, any other key tools and the client management system would make data collection
much more effeicient and free up time for service delivery.
The other issue staff highlighted concerned the extent to which the measure for physical
activity level and any improvements in that respect was appropriate for tracking progress in
people with MS. Then measure, based on the official physical activity guidelines for
assessing activity levels in general population, deems someone inactive if they do under 30
minutes of activity that raises their heart rate over a week. However, advisors pointed out
that people with MS with more significant physical constraints may struggle to do three
bouts of 10-minute long interrupted activity that raises their heart rate, but may be at the
same time making good progress in their strength, balance and overall physical wellbeing.
Advisors therefore felt that using only this measure for improvements in physical activity
risked missing these other improvements important for participants’ physical wellbeing.
Potentially, there may be a need for more than one measure of physical activity levels and
behaviours when measuring progress in people with MS.
5.3.

Participants’ views on expanding the service

The final group discussions with participants were also used to explore their views on ideas
for the future developments of the service. Specifically, participants were asked to share
their thoughts on potentially expanding the remit of the service to also provide support with
regards to diet, mental health, smoking and alcohol consumption.
There was a mixed response to the idea of expansion, as respondents could see the benefit
of expanding to some areas but not others. Respondents’ views in this respect largely
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depended on whether they perceived a particular issue as relevant to MS or not. Physical
activity, mental health and diet (for some) were seen as issues relevant to MS and requiring
specialist knowledge and support, which respondents felt they could not get elsewhere.
Smoking cessation and alcohol consumption were areas that, respondents thought, were
not specifically related to MS and covered by other services. For this reason, all felt that MS
Society resources should only be used to provide specialist support difficult to obtain
elsewhere, but not areas where there is support available already through other services,
for example, GP or smoking cessation programmes.
I think diet and mental health would be helpful, because of the medicines you’re on
with MS that cause weight gain and things. It’s a constant battle. It’s not your fault,
you gain the weight from the medicine you’re on.
With MS, the emotions and things connected to MS. You’re going to have more
connection with diet and mental health, not so much with alcohol, I wouldn’t think.
For me, I think there are other places you can get support if you want to give up
smoking and if you’ve got problems with alcohol. The only way I could see it
expanded would be to do with mental health, and maybe mental health support
around dealing with MS. Because you’re talking to someone positively who can
motivate you, that’s the only thing it would occur to me would work if they wanted
to expand.
Most welcomed the idea of MS Society offering support with mental health and wellbeing
and some were also interested in specialist dietary advice for people with MS. Thinking
about mental health and MS, respondents stressed how they struggled after their diagnosis,
which some felt was comparable to bereavement. Others also talked about the ongoing
challenge of adjustment to their condition and what it meant for their lives. Most
respondents, therefore, supported the idea of MS Society expanding to support people with
MS in terms of how their diagnosis and condition affected their mental health and
wellbeing.
Being diagnosed with MS is a massive shock. Wait, yesterday I was fine, but if your
MS has been active for 4-5 years, all the symptoms I had were the disease. Even, I’m
two years in March, but I’m still reeling from that shock. That my life isn’t going to
quite be the same, but I’m on the best medication at the moment for it. The mental
aspect is quite helpful as well.
I think mental health is more likely, with having MS, it’s more likely to affect your
mental health. It’s quite a big concern, in many ways, because just having the
diagnosis, no matter where you are, what part of life you’re at, addressing the
mental health aspect of it would be very important.
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Respondents’ views were more mixed in terms of whether diet was an area relevant to MS
or not. For some, diet was similar to smoking or alcohol, in as much respondents felt there
were other services providing support with lifestyle behaviours, for example, their GP.
Others, however, felt diet was an issue relevant to MS for a couple of reasons. Firstly, some
reported they gained weight because MS affected their mobility. Secondly, a few were also
interested in specialist advice on diet as another way to help manage their condition.
With the diet, I think people look up what’s the best diet for MS. If they actually
said, ‘If you’re newly diagnosed, maybe this diet would help with your symptoms.’
I would like it if more was covered, especially diet. I don’t smoke or drink very much
these days, but diet is always a constant problem for me, and not being active I
don’t work it off.
However, respondents’ support for expanding the remit of the service to cover these
additional issues was conditional. Namely, some were concerned whether such an
expansion could stretch MS Society resources too thinly and divert them from offering
support with physical activity. Respondents felt that support with physical activity was a
priority area for people with MS, as it was critical for their mobility and quality of life and
often not available elsewhere. For this reason, respondents were very protective of the
current physical activity helpline and would support its expansion only if it did not risk
diluting the existing service.
You can get help with other things from other areas. Physical activity for people
suffering with MS is a specialist subject that you can’t necessarily get anywhere
else.
It would dilute what you’re trying to do too much. You can’t do all those other
things too much. You’d slim them down, so you don’t give them the support they
need. I don’t see the point in diluting the service you’re giving.
Most further thought expanding the remit would require separate helpline services, rather
than combining support in these different areas within one helpline service. Respondents
cited several reasons for this. Firslty, most saw both dietary advice and mental health
support as specialised areas. Respondents, therefore, expected that a dietician with
knowledge of MS would provide support with diet and a trained therapist support with
mental health and wellbeing. Secondly, some speculated whether combining these different
issues within one service could put some people off, as they may be inteterested in only one
of them but not others. Thirdly, differences in service delivery may make it difficult to
combine these issues within one service. For example, a respondent pointed out how phone
calls for physical activity and diet could often be brief, but counselling would require longer
sessions.
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The reason the fitness one has worked well is that the advisors have got quite a lot
of knowledge and understanding of health and fitness in the world of MS. They
probably don’t have the same range of knowledge of addiction and all those other
avenues. The support you need is probably very bespoke in all those areas.
I think it would have to be some sort of counselling service. When you’re first
diagnosed, it’s a huge thing, a life-changing diagnosis. Your future is probably
different from what you expected it to be, and you have to adjust to that.
I think you’d need a dietician but with knowledge of MS. If there is such a thing.
While most thought separate services would work better for the reasons above, some could
also see the benefits of combining support across issues within one service. Those
respondents felt this would allow a more holistic approach to their health, where different
aspects could be addressed in relation to each other. They also stressed how physical
activity, diet and mental health were related, so could be addressed together. Some also
pointed out how having all support in one service would reduce the number of calls they
had. However, most favouring keeping these services separate explained they would be
happy to use different helplines if they wanted support in those different areas.
Ideally, they’d group them, so you didn’t have a million calls, but it depends what
level of detail you want to go in. I wouldn’t mind them doing a whole overview [of
someone’s lifestyle] because they could better understand a picture of someone and
how they live. At the same time, if that’s out of their depth, I understand why you
would have it separately.
I think all health issues should be approached holistically. When you’re looking at
any problems, there are often outside influences which can cause problems.
Thinking about mental health, that can be affected by what you eat. I think a
holistic approach, for me, would look at not just one aspect of illness.
In a perfect world you would have separate helplines for each of those areas, each
with a specialist who really understands that area. Each can work very well and be
sustained and supported, as well as it works

6. Conclusions
What was the MS Society physical activity helpline meant to achieve and how?
The MS Society physical activity helpline was designed based on existing evidence around
interventions to increase physical activity levels among people with long-term conditions.
The service was built drawing on the following key findings, as outlined in the ‘Movement
for all’ Theory of change (ToC) for helpline interventions among people with long-term
conditions, such as MS and COPD.
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•

Firstly, the focus on physical activity was supported by findings that this was the
behaviour change of choice for some groups of patients with long-term conditions,
for example those with COPD. The ToC did not stipulate whether this was also the
case for people with MS.

•

Secondly, the design of the helpline service was informed by studies suggesting that
remote health coaching using a mix of phone calls, emails and support materials can
help build patients’ knowledge regarding physical activity and improve their selfefficacy through increased confidence and motivation to be active. This in turn
would help patients increase their physical activity levels.

•

Thirdly, the evidence behind the ToC for this helpline service also suggested that
increased physical activity levels would create other positive short-term and longterm outcomes for people with long-term conditions such as MS and COPD.
− Specifically, short-term outcomes of the service, such as increased knowledge
about physical activity opportunities, improved sense of self-efficacy and
increased physical activity levels, were expected to produce a positive impact
on participants’ mental wellbeing.
− Together, these improvements in physical activity levels, self-efficacy and
mental wellbeing were hoped to lead to some more long-term positive
outcomes for patients and the healthcare system more widely.
− The ToC defined long-term outcomes for patients in terms of improved
symptom and condition management and staying active for longer.
− Wider long-term outcomes included: reduced use of statutory healthcare
services among target groups (GPs, hospitals) and improved physical activity
health among target groups (e.g. decreased risk of co-morbidities).

The conclusions below take each of these premises that the service design and its ToC were
based on to explain to what extent the MS Society physical activity helpline achieved
intended outcomes. The discussion below also comments on the extent to which the
evaluation findings support the ToC for this helpline service or highlight areas that may need
to be re-considered in light of these findings.
Premise 1: Physical activity is a behaviour change area of choice for these target groups
The evaluation has confirmed these findings and found similar views among people with MS
in the qualitative sample. In particular, respondents felt that support with physical activity
was a priority area for people with MS, as it was critical for their mobility and quality of life
and often not available elsewhere. For this reason, respondents were very protective of the
current physical activity helpline and very much hoped to retain this service.
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Premise 2: Remote health coaching can help increase physical activity levels
The evaluation showed that a remote support service can achieve a positive impact in
increasing physical activity levels and sustaining this behaviour change in people with MS.
The evaluation also supports the ToC with regards to the methods to achieve this, although
also points out to other important aspects of the service that helped participants be more
active. Providing guidance around physical activity and MS improved participants’
understanding of the relationship between MS and physical activity, how to exercise safely
and achieve particular outcomes. Understanding the benefits of being more active, help to
find suitable exercise and reassurance around managing symptoms when being active,
combined to help improve participants’ confidence to be active. This in turn also
strengthened their motivation to be active.
However, other aspects of the service also played key part in increasing participants’
motivation to be more active. The helpline provided: ongoing encouragement but without
judging; a sense of accountability and emotional support; an approach that made behaviour
change seem achievable through setting realistic goals and gradually increasing physical
activity levels; and tracking over a period of time where action plans could be adjusted if
participants’ circumstances changed. Together, these aspects of the service were critical for
helping participants maintain their behaviour change over time.
In addition, the evaluation showed that adopting a personalised approach to delivering
support was another key factor for its effectiveness. Research with participants found most
felt it was extremely helpful that the action plan was tailored to their symptoms,
preferences, capability, lifestyle, available opportunities and goals. Because of this, they felt
the goals were realistic and they were more likely to persevere with the activity.
However, while the evaluation found that the majority of participants increased their
activity levels during the programme, a smaller number struggled to achieve or maintain
this. For example, while only 2% of participants reported being inactive at 3 months, this
rose to 14% and 9% at 6 and 12 months respectively. Qualitative research found that a mix
of different barriers was often behind this, for example, physical constraints due to MS,
coupled with lack of motivation and interest in being active, as well as sometimes practical
barriers, such as lack of locally available suitable opportunities. To help overcome these
barriers, the service may require a more targeted offer for those with significant or
particular barriers. Alternatively, the service may re-consider what behaviour change can be
expected of these participants and who this service can and cannot support and why.
The evaluation also found important variations in the intensity and types of physical activity
among those who became more active. For example, qualitative research found participants
varied in how vigorously they could exercise and for how long. This had implications for how
their activity levels would be classed based on the physical activity guidelines in the UK. For
example, some respondents made positive changes and did exercise that improved their
mobility, balance and strength, but could only do very short bursts of vigorous activity.
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While they noted the positive impact of the exercise they did, their routine may not have
reached the threshold where they would be classed as fairly active or physically active. This
raises an interesting question over whether additional measures may be needed for
assessing the levels of physical activity in people with MS to recognise beneficial activity
other than based on cardio-vascular exercise guidelines for the general population.
The evaluation further confirmed that remote methods can be used to effectively support
people with long-term conditions, such as MS, to achieve and sustain positive behaviour
change. The combination of phone calls, emails and support materials was felt to have
worked well to provide ongoing coaching and support to be more active. While most
participants reported they were satisfied with these methods, some suggested potential
improvements too.
Some pointed out they missed being able to see how particular exercise should be done and
having someone see what they do and correct them if needed. For this reason, they wished
the helpline support could be complemented with occasional face-to-face physical activity
classes for people with MS at their local MS Society branch or similar suitable partner.
Others suggested existing service could be expanded to utilise digital channels, for example,
through offering a choice between phone and online, video-conferencing calls, or providing
an app for a more interactive contact with advisors and help with keeping diaries and
tracking progress.
Premise 3: Increased physical activity would lead to other positive health outcomes
The evaluation also established the extent to which the MS Society helpline achieved other
short- and long-term intended outcomes. Where participants increased their physical
activity levels and managed to sustain these changes over a period of time, they also
reported improved mental wellbeing. For example, while only 23% of participants reported
high level of life satisfaction at the outset of the project, this rose to 41% at 3 months, 44%
at 6 months and 36% at 12 months. Qualitative research also confirmed that those
participants who increased their physical activity felt this had a positive impact on their
mental health and wellbeing.
The evaluation further found that most participants who increased their physical activity
over a period of time felt this helped them feel physically better and manage their MS.
Participants most commonly reported being more active made them feel stronger and have
more energy, which in turn helped reduce fatigue, made them more mobile, have a better
posture and in a couple of cases even manage pain better. A few cited specific physical
improvements they achieved through particular exercise, such as, re-gaining full mobility in
their hand or feeling more stable and less prone to falls. Some also commented how even
people around them noticed they had more energy and seemed stronger.
Interestingly, among those who struggled to sustain positive behaviour changes, some
complained they could not see any positive impact in terms of managing MS when they did
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exercise. Some of those respondents felt this was due to the nature of their condition which
made improvements in terms of their physical wellbeing difficult. Others thought they may
have not found the right exercise, but were motivated enough to contact their advisor to
adjust their action plan. To engage them, it may help to remind them periodically that they
can change their action plan if it’s not working and that there are different ways in which
their advisor can support them, for example, through sending exercise materials, advising
on specific exercise or equipment, signposting to local activities and support etc.
Finally, the evaluation suggests mixed results in terms of whether this kind of remote
support can achieve intended outcomes regarding the wider healthcare system. The existing
clinical evidence shows a strong case for using physical activity interventions to help reduce
the risk of developing co-morbidities. Participants interviewed as part of the evaluation
agreed that being more active could help reduce their need for healthcare services by
lowering this risk. However, they largely disagreed that being more active would reduce
their need for healthcare services for managing their MS. The main reasons for this were the
unpredictable and progressive nature of MS and the need for periodic check-ups with MS
specialists. For these reasons, respondents felt that while physical activity can improve their
overall health and cut down the need for health services in that way, it could not replace the
specialist services they needed for MS. Quantitative data on healthcare utilisation also
supported this view, as it showed no notable changes in participants’ healthcare utilisation
for the duration of the programme.
Other evaluation design learnings
The evaluation also highlighted some useful learnings regarding some aspects of the
measures used to capture the impact of the service. Most measures worked well to detect
changes across the key impact areas, including physical and mental wellbeing, individual and
economic development. However, there were two areas that may benefit from a review and
refined for future similar projects and evaluations.
•

Short Active Lives: Using the Short Active Lives as the measure to capture
quantitative data on improvements in physical activity levels potentially fails to
acknowledge improvements other than in cardio-vascular activity. For example,
improvements in participants’ sense of strength, mobility, balance or fatigue were
only captured through qualitative research in this evaluation. This has implications
both for evaluating physical activity interventions for people with long-term
conditions and guidance for physical activity for these target groups. A revised
measure and guidance would ideally capture these other important improvements in
physical activity.

•

Healthcare utilisation: As discussed previously, the measure of healthcare utilisation
may need to be re-considered. While this measure would apply to physical activity
interventions in terms of reducing the risk of co-morbidities, it may be less applicable
58

to healthcare utilisation as related to MS due to its unpredictable and progressive
nature.
7. Appendices
7.1.

Pen portraits

Pen portrait 1: Shyam, 20-35, Student, Asian British, London
Shyam is in his 20s and is currently a student. He was diagnosed with RRMS 1-5 years ago.
He is mobile and doesn’t need a wheelchair. Prior to being diagnosed with MS, he used to
play basketball a lot and was physically active. His activity stopped when he was diagnosed,
but he recently started going to the gym when his physiotherapist referred him.
Shyam found out about the Active Together helpline when he called MSS to ask for advice
on accessibility rights for university exams. He agreed to a call from a physical activity
advisor, as he thought it would help to have advice about his gym exercise. His main hope
was to keep MS at bay through exercising.
Shyam appreciated that the MSS physical activity advisor provided him with some very
specific advice to MS, such as which specific gym equipment would be most beneficial and
how it would help. For example, Shyam learned that dumbbells can be more useful for
improving stability and which muscles are helped by using free weights. He valued being set
goals to pursue and push himself, but also getting support and understanding when he was
struggling. He appreciated that the advice was adjusted depending on how he was getting
on with particular exercise. For example, if he couldn’t manage one particular exercise he
was advised to try something different. He also felt reassured that he could consult the
advisor if he wanted to change anything about his exercise.
Shyam was able to apply the MSS advice around exercising and this helped him to feel
stronger, less fatigued and more energised. He also felt more confident about exercising and
success with exercising as a result of the support he received from the MSS helpline.
Shyam felt he could see the positive changes resulting from going to the gym and being
supported by the helpline, so would like to keep his current routine. He now goes to the
gym 2-3 a week.
Pen portrait 2: Naomi, 21, Student, Black British, London
Naomi is a 21-year-old student and she also works part time. She was diagnosed with the
relapse remitting MS during the last year. Since then, her health has been important to her
and she thinks about her diet and how active she is. For example, she explained how she
wouldn’t walk before and always took a bus, but since her diagnosis she has been walking
more often.
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Naomi knew about MSS as she and her family got in touch when she was first diagnosed and
have since then received information from MSS. She appreciated this and felt it helped her
understand MS better. She learnt about the Active Together project from MS
communications and thought it might help her be more active. Once in the programme, she
agreed with her physical activity advisor to go back to swimming once a week. The advisor
suggested how she could set up a routine for herself and how to stick to it, as well as called
periodically to find out how she was doing. She also discussed some other lifestyle habits in
terms of their impact on MS and made some healthy changes. For example, she decided to
stop smoking shisha as it can cause a relapse and to ensure she has a good sleep routine.
Naomi felt that it was good to have someone who listened and supported her. She found
the advisor encouraging but understanding and never ‘pushing’ her to do something.
Naomi was motivated by the helpline to be more active so started going swimming once a
week. She also started walking more and doing active travel instead of taking a bus. She
listens to music while walking and together this makes her feel better. She also finds
swimming does the same: emotionally, she feels in a positive mood after swimming and
physically, her body feels light and she has the energy to walk home. Naomi is also
considering trying alternatives to swimming in the winter, such as yoga, dance, or gym. She
would like to vary what she does, as she feels this might keep her interested in exercise.
Naomi was very satisfied with the support she received from the MS physical activity advisor
and did not suggest any changes to their approach. She was, however, interested in
whether the service could provide specialist advice in some other areas. Specifically, she
was interested in support from a dietician and a counsellor specialising in MS.
Pen portrait 3: Sally, 35, Employed, Young Children, Black British, Leeds
Sally is a 35-year-old female who lives in Leeds and has a busy working and social life. She
struggles to do exercise as she has children and little time. She also feels she can’t exercise
when she's fatigued.
She found out about the programme on Google when researching ‘MS pain’ and MSS came
up, so she learnt about the helpline. From the outset, she wanted to increase her energy
levels and be able to exercise more.
She discussed this with the MSS physical advisor, as well as her lack of time. She was sent a
DVD with exercises she could do at home and a booklet about physical activity and MS, as
well as signposted to local exercise classes. The advisor then followed up with further calls
and emails to see how she was doing and support her. Sally read the booklet and watched
parts of the DVD but struggled to find the time to see this through. She would sometimes
put the exercise DVD on her PlayStation 3 and she felt doing certain exercises helped her
with her posture. She has also been trying to go to the gym since using the service, however,
she couldn't attend any exercise classes as they were timed when she was at work and then
60

must get back to look after her children. Due to her challenges with finding time, she felt
she hasn’t increased her activity as much as she would have wanted to.
She was still very satisfied with the helpline support. Throughout her experience of using
the helpline she felt supported. She reported how the conversations she had were thorough
and that the advisor always followed up with things that were valuable to her. She also liked
that the advice was personalised and consistent. She did not have any suggestions for
improvements, as she felt that the service did well to help her. The only thing she thought
would be helpful would be to give some advice on how to find the time if you're timepressured e.g. but she appreciated that this would be challenging to work around.
Pen portrait 4: Ruth, 47, Employed, White Other, Slough
Ruth is a 47-year-old white female who lives in Slough. She was diagnosed with benign MS
in 2008. She recalled how she initially ignored her MS, but then started feeling more and
more tired until she couldn't walk or stand. For a long time, she didn't want to talk about
MS, as she would start to cry. Ruth felt she perhaps did not want to accept that she had MS.
Prior to having MS, she used to run. She always felt that running was the best activity for
her because she disliked competitive sport and also some other activities such as swimming
or going to the gym. But she enjoyed that running was just about her and doing it for
yourself. However, when she was diagnosed with MS, she stopped running.
She found out about the programme through a local MSS group and after some initial
conversations, the physical advisor encouraged her to start running again. The advisor also
gave some specific advice on what could help her with running. For example, they advised
her to drink water and how much to drink and to put ice on her knees when she felt pain.
Through the programme, she started running again 3 times week. She then signed up for a
half-marathon, which she did. She also made some other changes, for example, when she
walks she now goes as fast as she can. She felt that running made her feel good; that it
made her feel that she was “better than MS”.
After taking part in the programme, she also met other people with MS (she never knew
anyone with MS before, which made her feel alone). She now meets them monthly and this
helped her to understand MS. She can now speak about her MS without crying and can now
see people with MS who manage symptoms and do more than her, e.g. with dancing and
Pilates. She eventually did sky diving because a lady with MS was doing it and she felt
inspired by her.
Overall, she feels that the helpline really benefitted her and she didn’t have any suggestions
for improvement. She now feels more motivated and confident to be active as she can see it
helps to raise her energy. She felt that the MSS physical activity helpline enabled her to
achieve this. She also appreciated very much having someone listening to her, without
judging, and offering helpful advice.
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Pen portrait 5: Peter, 64, Retired, White British, Warwickshire rural
Peter is a 64-year-old male living in rural Warwickshire. He was diagnosed with MS in 1983
and he was able to work with his MS for over 20 years. However, staying in work became
increasingly difficult, as he felt the illness was slowly taking away his ability to be mobile run
and he was struggling. Subsequently, he was made redundant and has been retired for 8-9
years, with a decreasing ability to walk.
He found out about the Active Together helpline at a MSS event in Coventry. He started off
with having a phone call with the physical activity advisor every two weeks and then it
extended to every month and this was sufficient for Peter. He was encouraged to use his
exercise bike, as he felt this was the only thing he could really do. He would have liked to
have gone out running, but this was too difficult.
Peter felt the support he received pushed him to try harder to be more active and he
enjoyed talking through his challenges and how to overcome them. However, he often
found that physically he felt limited in what he could do by over-heating and fatigue. He also
felt he could hardly walk after getting off the bike and couldn’t see that exercise made him
feel any better physically. He noted how he had read many times the exercise was beneficial
for people with MS, but that he was yet to feel the physical benefits himself.
Peter then tried to contact the local MS group in Coventry about having a Pilates class and
they said they couldn’t get the funding for it. He asked if there was a chance that they could
provide funding, but was told this would be quite difficult. He did not pursue this further,
but would be interested in trying any local specialist exercise for people with MS if it was
available.
Pen portrait 6: Betty, 72, Retired, White British, Cambridgeshire rural
Betty is 72, retired and lives in rural Cambridgeshire. She was diagnosed with secondary MS
12 years ago. She lives with her husband and enjoys shopping, knitting, tapestry,
crosswords, and most things that can be done in a chair. She is not mobile, so a carer comes
in and helps her with certain daily tasks. She does a yoga class on Tuesdays, followed by a
home massage in the afternoon.
She found out about the programme on the MS Society website, so followed the process
through and then received a phone call. She was signposted to online exercise videos and
sent a DVD with exercise to be completed from a chair. The advisor then followed-up with
emails asking how she was progressing with them. From a chair, she has mostly completed
arm exercises and bending arms and lifting, following the videos.
She felt positive about her experience of the helpline as it gave her access to exercises to do
and told her what to do. However, she struggled to feel motivated and felt this was because
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she was doing exercise on her own at home. She felt she would have needed someone while
exercising telling her ‘to get on with it’. She would also prefer to attend a local exercise class
for people with MS, but there was nothing available that was close enough to her.
Overall, she felt that the helpline benefitted her. Mentally, she felt more motivated and
confident because she could see exercise helped to raise her energy. In terms of suggested
improvements, she felt that there were limitations to what could be achieved over the
phone. Ideally if there was something available locally that she could attend in person, she
would like it if the service could find it and tell her about it.
Pen portrait 7: Ben, 67, Retired, White British, London
Ben is a 67-year-old white male from London who was diagnosed with relapsing and
remitting MS in 1997. He continued working with MS, but at a greatly reduced hourly rate.
He eventually stopped working because of bowel and bladder issues and was taken into
hospital. Before being diagnosed with MS he lived an active life, including a lot of running
and preparing for the London marathon.
He found out about the Active Together programme from the MS Society where he was the
chairman, but also from his MS specialist nurse. After his initial conversation with the
advisor, he was sent an exercise DVD. However, he felt unable to undertake most of the
exercise shown on the DVD, as he felt ‘incapacitated’. In his further conversations with the
advisor, he was advised to try a vibro board. He followed this through and found it suited
him better as it didn’t require much time and agility.
He felt he learnt about exercises and that having someone to motivate him gave him a push
to do more to be active. He reported how the programme also taught him about the
calories and that he lost lots of weight, which helped him given his legs were weak. Ben was
pleased about the changes and effort he made to be more active and intended to continue
to do so. Ultimately, however, he felt that being able to speak with someone and feel
supported was one of the main benefits of the programme for him.
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7.2. Demographic profile of participants in the Active Together project
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7.3.

Data collection materials

Quantitative data collection: Questionnaire
Active Together project evaluation
What data and when to capture it?
This document is to support the accurate recording of the capturing throughout the delivery of the
service.
It is targeted to be used by frontline staff member who will be capturing data and recording it in
Salesforce.
QUESTION SET 1: DEMOGRAPHIC QUESTIONS
1. Demographic data

1.1

Gender
a) Female
b) Male
c) Other
d) Prefer not to say

1.2

Age
a) 18-34
b) 35-45
c) 46-54
d) 55-64
e) 65-74
f) 75+

1.3

When the client was first diagnosed (picklist):
a) Less than 1 year
b) 1-5 years ago
c) 6-10 years ago
d) 11-15 years ago
e) 16-20 years ago
f) Over 20 years ago
g) I don't know
h) Prefer not to say

1.4

Type of MS:
a) RRMS
b) SPMS
c) PPMS
d) Benign

1.5

Ethnicity [Picklist] [What is your ethnic group?]
a) Arab
b) Asian or Asian British: Indian
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c)
d)
e)
f)
g)
h)
i)
j)
k)
l)
m)
n)
o)
p)
q)
r)

Asian or Asian British: Pakistan
Asian or Asian British: Bangladeshi
Asian or Asian British: Chinese
Asian or Asian British: Other, please describe
Black or Black British: African
Black or Black British: Caribbean
Black or Black British: Other, please describe
Mixed: White and Black Caribbean
Mixed: White and Black African
Mixed: White and Asian
Mixed: Other, please describe
White: British
White: Irish
White: Gypsy or Irish Traveller
White: Other, please describe
Other ethnic group, please describe

1.6

Does the Client own a smart device? Yes/ No ( or Tick box)

1.7

Does the Client need wheelchair to mobilise?
a) Yes
b) No
c) Sometimes

1.8

Any long-term health conditions?
a) No
b) Yes [specify condition]

1.9

Economic status: Picklist with: (multiples selection picklist)
a) Employed/self-employed
b) Unemployed - not looking for work
c) Unemployed - looking for work
d) Student
e) Currently volunteer

1.10 Postcode

When? Collected at the Stage: Initial
For Economic Status, data also collected at 12 months

QUESTION SET 2: PHYSICAL ACTIVITY
2. Physical Activity
2.1. Participants categorised as:
a) Inactive (0-29 minutes of activity per week)
b) Fairly active (30-150 minutes of activity per week)
c) Physically active (150+ minutes of activity per week)
When collected:
- At the Stage: Initial, 3, 6 & 12 months later
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QUESTION SET 3: MENTAL WELLBEING
3. Mental Wellbeing
3.1
Overall, how satisfied are you with your life nowadays?
3.2

Overall, to what extent do you feel that the things you do in your life are worthwhile?

3.3

Overall, how happy did you feel yesterday?

Scale: 0 (not at all); 1, 2, 3, 4, 5, 6, 7, 8, 9, 10 (completely); Don’t know; Prefer not to say
For questions 3.1-3.3. code as follows: 0-4 Low, 5-6 Medium, 7-8 High, 9-10 Very high.
3.4

Overall, how anxious did you feel yesterday?

Scale: 0 (completely anxious); 1, 2, 3, 4, 5, 6, 7, 8, 9, 10 (not at all); Don’t know; Prefer not to say
For question 3.4 code as follows: 0-4 High, 5-6 Medium, 7-8 Low, 9-10 Very low
3.5

How would you rate your quality of life?

Scale: Very poor; poor; neither good nor poor; good; very good

When collected:
- At the Stage: Initial, 3, 6 & 12 months later

QUESTION SET 4: INDIVIDUAL DEVELOPMENT
4. Individual Development
4.1

To what extent do you agree with the statement ‘I can achieve most of the goals I set
myself‘?

Scale: Strongly agree, Agree, Neither agree not disagree, Disagree, Strongly disagree, Don’t know,
Prefer not to say
4.2
a)
b)
c)
d)
e)

To what extent do you agree with the following statements?
I understand what I can do to be more physically active
I understand the benefits of being active
I feel confident about being physically active
I know there are opportunities to be active either at home or near to where I live
I can access places or activities to be physically active

Scale: Strongly agree, Agree, Neither agree not disagree, Disagree, Strongly disagree, Don’t know,
Prefer not to say

When collected:
- At the Stage: Initial, 3, 6 & 12 months later
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QUESTION SET 5: HEALTHCARE UTILISATION
5. Healthcare Utilization
5.1. Thinking about all the services you have used over the last 6 months, please tell us how many
times, if at all, you used each service below:
a) Specialist Nurse (including MS Nurse)
b) Neurologist
c) Physiotherapist
d) GP (General Practitioner)
e) In-patients
f) Out-patients
g) A&E (Accident and Emergency)
h) Other (use of healthcare)
When collected:
- At the Stage: Initial, 6 & 12 months later

QUESTION SET 6: PARTICIPANT ACTION PLAN DATA
6. Participant Action Plans
6.1

Participant status within the programme:
a) In progress: means ongoing
b) Suspended: means temporarily suspended due to personal circumstances (e.g.
feeling of need to rest due to MS)
c) Terminated: means the participant has decided to exit the service earlier than
expected
d) Not eligible.

6.2

Set up of up to 3 goals for each participant from the following list:
a)
b)
c)
d)
e)
f)
g)

Reduce Fatigue
Be more Active
Improve nutrition
Balance/ mobility
Improve muscle stiffness /spasms
Reduce pain symptoms
Other (specify what)

6.3

How confident are you in achieving your goals? (scale 1-10 where 1 is not at all, at 10
completely confident)

6.4

How important is it to you to achieve your goals? (scale 1-10 where 1 is not at all, at
10 completely confident)

6.5

Keep track of the following calls and emails:
a) Number of total support motivational calls
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b)
c)
d)
e)
f)
6.6

Number of total Support Information Calls
Number of total Support Exercise Material Calls
Number of total Support Signposting Calls
Number of Grand total of the calls made to each participant
Number of support emails to participants

Participant referral channel
a) Helpline
b) Website

Number of calls and emails recorded throughout the programme by date
Data for all other questions at Q5 set collected at initial stage, and then at 3, 6 and 12 months

QUESTION SET 7: FINAL QUESTIONS ABOUT SERVICE QUALITY
After completing 12 months in the service or before exiting the service.
This data is collected only once, at the end of participants accessing the service.
7. Quality of the Service
7.1

How likely are you to recommend the service to someone else affected by MS? [Scale:
Very likely / Likely / Neither likely or unlikely / Unlikely / Very unlikely]

7.2

What is the most important reason for your score? [Open text]

7.3

We provided the service within the time we promised to
[Scale: Strongly agree, Agree, Neither agree nor disagree, Disagree, Strongly disagree,
Don’t know]

7.4

The behaviour of our staff member(s) / volunteers instilled confidence in you
[Scale: Strongly agree, Agree, Neither agree nor disagree, Disagree, Strongly disagree,
Don’t know]

The following questions are being asked about supporting materials sent:
7.5

The resource helped me to understand the subject better
[Scale: Strongly agree, Agree, Neither agree nor disagree, Disagree, Strongly disagree,
Don’t know]

7.6

The resource answered my questions
[Scale: Strongly agree, Agree, Neither agree nor disagree, Disagree, Strongly disagree,
Don’t know]

7.7
Anything else you would like to say?
[Open text]

Qualitative data collection: Discussion guide
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The overall research objectives are to understand:
• The extent to which the intervention Active Together has led to behaviour change
around physical activity and self-management among people with MS who are
inactive at the outset
• The extent to which patient levels of knowledge, skills and confidence (also known
as Patient Activation) affect the effectiveness of this intervention for people with
MS
• Whether and how tailoring the intensity or type of interventions by patient
activation levels results in a more effective programme.
To understand this, the research needs to explore the following areas:
• Customer experience of using the MSS Active Together helpline – advice on and
support with physical activity
• The impact of the helpline on participants in terms of:
− Their physical activity level
− Physical wellbeing – any impact on symptoms of MS?
− Mental wellbeing
− Self-efficacy
− Any other impact
• What worked well / less well about the helpline – suggestions for improvement
− What can be scaled and replicated particularly within the context of people
with long term health conditions.

1. Introduction and warm up (2-3mins)
This section reiterates information about the research project, research sponsor and
research agency that have been communicated at the recruitment stage.
•

•
•
•

Introduce self and Research Works Limited, an independent market research agency.
The research is being conducted on behalf of MS Society. The objective is to understand
your experience of being physically active and of taking part in the MS Society Active
Together project (advice on physical activity over the phone).
Explain confidentiality (DPA and MRS code of conduct) and ask permission to record the
interview
Invite any questions about the research process
Ask respondents to introduce themselves – brief background on what they do/did, who
they live with, any hobbies/interests
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2. Experiences of, and attitudes to, physical activity (10mins)
This section focusses on respondents’ experiences and attitudes to physical activity
Moderator to explain we would first like to understand their experience of physical activity
more generally
•
•
•

•

•
•

•

•

Thinking about your experience of being physically active more, how have things
changed, if at all, in how active you have been over time? Probe: in terms of what you
did / do, how you felt / feel about being active
When you think about being active now, what comes to mind? Moderators to listen to
spontaneous response and then probe as follows
What, if anything, stops you from being more active? Why that?
− How does that influence how you feel about being physically active?
− Is there anything that could help you overcome that? What? What difference
would that make?
And what do you think you would gain from being more physically active? What would
be the main benefits for you?
− Why that? How does that make you feel about being physically active? Why?
What sort of things could prompt you to want to be more physically active? Probe: has
that happened in the past, what exactly happened
What could help you be more active? Moderator to listen to spontaneous response and
then probe:
− Who could support you to be more physically active?
▪ Probe: friends, family any organisations that support people to be more
active, why yes/not
Thinking about your local area, what could you do in your area to be more physically
active? Moderator to listen out for spontaneous response and then probe to
understand:
− What opportunities for being active are you aware of in your area? Where do
you know that from? How do you feel about those?
− What other options are available to you? How do you feel about those?
− How accessible are those opportunities to you? Probe: in terms of getting there,
in terms of access to facilities, cost, anything else
Thinking about any activities you may like to do, to what extent do you feel you could
do that? What makes you say that?
− Would you have any concerns about doing that activity? If so, what and why?

3. Experience of Active Together helpline (10mins)
This section focusses on participants’ experience of the Active Together helpline
Explain we first want to capture some basic facts about their experience of the helpline
before we discuss this in more detail
•

How did you first find out about the Active Together advice line?
− What were you hoping to get out of using the advice line? Did you have any
particular goals in mind? Any specific questions? What were they?
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•

•

•

•

What was your initial experience of the advice line like?
− How did the initial conversation go? What did you say? What did the advisor
say?
− What did you agree at the end of that initial conversation, if anything?
What goals did you chose for yourself? Why those?
− Did you consider any other goals? Why did you not chose those?
− What did you think about the range of goals you could choose from?
− Was anything important missing there? What and why was that important?
What support did MS Society provide to you to achieve those goals?
− What advice did you receive?
▪ What did you think about that advice? What worked well/less well
about it?
▪ How did you receive that advice? Probe: over the phone, by email,
another way?
− What support did you receive? Probe: Any support to help with your motivation?
Anything else?
▪ What did you think about that support? What worked well/less well
about it?
▪ How did you receive that support? Probe: over the phone, by email, by
text, another way?
▪ What did you think about the range of channels used to provide
support? Which worked well / less well? Why?
▪ Was there anything else you received through this service? Probe:
DVDs, links for videos, exercise plans, signposting to local exercise
classes, anything else?
▪ What did you think about that? How helpful was it? Why yes/not?
− How frequent was your contact with MS Society? Probe: frequency of phone
calls, frequency of any other contact (email, text messages)
▪ What did you think about the frequency of contact? Probe: about right,
too frequent, not frequent enough
And more generally, what worked well / less well in how MS Society supported you to
be more active? Why do you say that?
− How happy were you with the approach by the physical activity advisor? Why do
you say that?
− How promptly did they respond if you had any questions/asked to be
contacted?
− How did receiving this support make you feel? Why do you say that? Probe:
emotionally, in terms of how you feel about MS or things you’d like to do
− Do you have any suggestions for something that could be improved? Why do
you say that?
▪ How could it be improved? What difference would that make?

3. Impact of the project on participants (25mins)
This section focusses on the impact of the Active Together helpline on participants
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•

Can you talk me through what, if anything, you did as a result of taking part in this
project?
− Did you take up any physical activity? What did you do?
− Where did you do that? Probe: what sort of place, locally?
− What was your experience of that activity? How did you find it?
▪ How easy / difficult was it to do? If difficult, did you discuss this with the
advisor? What did you / they say? Was anything adjusted in what you
do?
▪ How accessible was the place where you did that?
▪ Did you receive any instructions for how to do that activity? Who
provided that? How helpful were those instructions?
− How frequently have you done that activity? Probe:
▪ Weekly or less / more than that?
▪ Does it vary? If so, what does that depend on?
▪ How many minutes of activity is that per week?
▪ How intense is that activity? Probe: sufficient to increase your breathing
rate, to make you feel warmer?
▪ [If not that intense] How would you feel about increasing the intensity of
that activity (so it increases your breathing rate)? What could stop / help
you do that?
− Is there anything else you would like to do to be more active? What is that and
why?
▪ What could stop / help you do that?
− Did your friends and family say anything about doing this activity? What?
▪ How do they feel about that?
▪ Did they support you to carry on in any way? If yes, how?

•

Thinking about the activity you did as a result of the project, how did that make you
feel?
− How do you feel during the activity? Probe: physically, emotionally
− How do you feel immediately after the activity? Probe as above
− What benefits of doing that activity have you had, if any?
− Did you feel any change in your MS symptoms? What and how? What
difference does that make?
− Did you feel any change in how you feel physically? Mentally?
− Did doing this physical activity make a difference to you in any other way?
Probe as relevant:
▪ In how able you feel to work?
▪ In other activities you can do?
▪ How much you need help from other health services?
▪ What has changed and how?
Is there anything else that you’re hoping that being physically active could help you
with?
− Have you discussed that with your physical activity advisor? What did they say?
How do you feel about that?
− Do you have a sense how that could be achieved?

•
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•

Thinking about your experience of this helpline more broadly, what have you learned,
if anything, through taking part?
− What have you learnt that’s specific to how exercise can help with MS or
keeping healthy, if anything? What difference did knowing this make? Why?
− Has taking part in the project made any difference to your confidence about
being active? Why yes / no? if yes, how did the service make this difference?
− Has taking part made any difference to your motivation to be active? Why
yes/no? If yes, how?
− Has taking part made any difference to how you feel about managing MS?

•

Would you recommend this service to other people with MS? Why yes / no? if yes,
who would you recommend it to? Why them?
− Who is this service best suited to? Why?
− Are there patients with MS who you think it might not be suited to?
− Is there something else that could be done for them to help them be more
active?
− What could be done to overcome the barriers they face? Probe: physical
barriers, motivational barriers, access to local opportunities, anything else

•

What do you think about providing physical activity support to people with MS over
the phone? How helpful is that?
− What are the benefits of that / any downsides and limitations?

•

Do you think that receiving this support could have any impact on how much other
health services you would need? Probe: if the service helped you be more active, could
there be any difference in that? Why yes / no?

5. Summing up (5mins)
This section asks respondents for final thoughts on the subject
•
•
•

What were the three most important things you gained from taking part in this project?
why?
What is most important to you about being physically active? Why?
What one advice do you have for MS Society with regards to their Active Together
project? why?
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