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ABSTRACT 

Multiple Sclerosis (MS) has a relatively high prevalence in New Zealand (NZ), which was the setting for this study. Fatigue is a common 
and one of the most disabling symptoms of MS.  Recent research focus has been on developing other ways to manage fatigue than via 
medication. Participatory Action Research (PAR) is an innovative method of including consumers in the research process. The aim of this 
qualitative study was to explore perceptions of consumers and health professionals of PAR methodology in the development of a self-
management programme for fatigue in MS and to identify considerations for health professionals when working with consumers in the 
development of health resources. Nine of the ten participants in the PAR group agreed to be interviewed. Semi-structured, individual 
interviews were audiorecorded and transcribed, then analysed thematically. The themes of ‘Having a voice’, ‘Accomplishment’ and ‘The 
process’ were all linked by an umbrella theme of ‘Empowerment’. Consumers and health professionals perceived that the PAR experience 
was positive and valuable because it facilitated the sharing of knowledge between health professionals and people directly affected by MS. 
We believe PAR is a useful tool to facilitate a patient centred approach in developing relevant health resources.
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INTRODUCTION 

Multiple Sclerosis (MS) has a high prevalence in New Zealand 
(NZ),   which was the setting for this study (Taylor et al 2010). 
Recent literature suggests that 75-90% of people with MS 
experience fatigue (Matuska et al 2007). This fatigue is 
described as overwhelming and like a heavy body tiredness that 
occurs without warning, at any time of the day (Schapiro 2005). 
It interferes with activities of daily life. Recent focus has been on 
developing other ways to manage fatigue than via medication. 
These include being physically active (White and Dressendorfer 
2004), or via cognitive strategies for energy conservation and 
self-management (Mathiowetz et al 2001, Matuska et al 2007, 
Twomey and Robinson 2010, Vanage et al 2003). 

The dearth of an organised approach to fatigue management 
for people with MS in NZ prompted a physiotherapist to create a 
rudimentary course based on the concepts of self-management, 
intended to enable individuals to be equipped to successfully 
manage their symptoms on a daily basis (Barlow et al 2009, Lorig 
et al 1999, McGowan 2012). Formative evaluation of that course 
and four successive courses showed that they were well received 
(Snowdon et al 2013). Attendees suggested that it would benefit 
other individuals with MS in NZ but that they had ideas for improving 
its format and content. Building on this feedback led to the decision 
to further develop the programme in a formal manner, via research. 

Participatory Action Research (PAR) was chosen as a 
methodological framework through which to develop the 

programme. This was because the ethos of PAR should enable 
the process and its outcomes to remain in the hands of those to 
whom it really matters, in this case people living with MS (Ehde 
et al 2013, Seekins and White 2013). 

PAR is a problem-solving process involving a group of people 
coming together with the intent of addressing a common issue and 
using a cyclic pattern of planning, action, evaluation and reflection.  
PAR differs from other research approaches in that it empowers 
consumers by providing a voice for them as active research 
participants (Baum et al 2006, Whyte 1991). Participants plan and 
execute actions according to knowledge and personal experiences, 
which they analyse and reflect upon towards further planning and 
action. The continuous cycle of reflection and action, as well as 
the relationships built between members of the group, are argued 
to be its strength, providing ownership and empowerment for all 
members of the group (Ehde et al 2013, Kemmis and McTaggart 
2008, McTaggart 1991, White and Verhoef 2005). 

The PAR group was formed by the physiotherapist who had 
offered the fatigue management course, using purposive 
sampling. Six attendees from the previous courses were invited 
to become part of the PAR group. This was because they had 
expressed particular interest in further development of a fatigue 
management programme so that it could be made available 
to other people with MS in NZ. Two healthcare professionals 
were also invited, one (a physiotherapist) for research expertise, 
and another (an occupational therapist) for clinical expertise in 
fatigue management. Six meetings were held. Discussions at the 



94 | NEW ZEALAND JOURNAL OF PHYSIOTHERAPY 

meetings were audiorecorded, transcribed and read through for 
topics after each meeting by two health professionals from the 
group, who presented the topics at the beginning of the next 
meeting. Reflection and collaborative discussion by the group on 
the topics then facilitated setting of an agenda for that meeting. 
This provided a clear outline of the topics that needed to be 
discussed during the session, as well as the actions that were 
required by members of the group before the next meeting. 
Examples of actions were the writing of personal stories about 
fatigue, taking of photographs to illustrate the stories, research 
into fatigue management strategies, design of worksheets, 
and formatting of chapters for the workbook. Because fatigue 
was often a factor for participants with MS, especially towards 
the end of a meeting, email was established by the group as 
another way for people to communicate their ideas in their own 
time, and outside of the face-to-face meetings. The outcome of 
the PAR process was ‘Minimise Fatigue, Maximise Life: Creating 
Balance with MS’, a six week fatigue management programme 
for MS, with an accompanying 84 page take home work 
book and a facilitators’ training manual (Multiple Sclerosis and 
Parkinson’s Society of Canterbury (Inc.) 2013). 

This paper reports on a study that aimed to:  a) obtain an 
understanding of the perceptions of consumers and health 
professionals about the use of PAR methodology in the 
development of a self-management programme for fatigue 
in MS; and b) identify considerations for health professionals 
when working with consumers in the development of health 
resources. The study used a qualitative approach, with 
interviews to collect the data (Patton 2002).

METHODS

We contacted all of the members of the PAR group by email, 
about one month after the end of the PAR project, to provide 
information on this study and invite them to contribute their 
perceptions and opinions. Nine of the ten individuals who made 
up the PAR group agreed and provided signed consent to be a 
participant. Ethical approval for the study was gained from the 
relevant University Ethics Committee (12/173).

Data Collection
Semi-structured individual interviews were scheduled at a 
convenient time and location for each participant. These took 
place in participants’ homes, workplaces, and the local library or 
Multiple Sclerosis Society rooms depending on the individual’s 
preference.  Three members of the research team (AL, SD, SB) 
conducted the interviews using open-ended questions (see Table 
1 for questions). The interviews, which ranged from 30 minutes 
to an hour in length, were audiorecorded and then transcribed 
verbatim (AL, SD, SB). Personally identifying information was 
then removed and transcripts were numbered to maintain 
participant anonymity.

Analysis
We analysed the data thematically using an inductive approach 
to facilitate analysis, synthesis and description of the data 
(Thomas 2006).    Data from the first two interviews, one from 
a health professional and one from a participant with MS, were 
used to develop an initial coding template. To do this, members 
of the research team independently read a hard copy of the 
interviews closely several times to gain familiarity with the text. 
Specific segments of text that were pertinent to the research 

aims were highlighted. These were assigned descriptors which 
described the segments as distinct categories. The research 
team then came together to discuss the individual coding and 
interpretation of the data, and to agree on the coding and 
meaning of the different categories identified.  This led to the 
development of a list of 48 labelled categories. This coding 
template was then used to analyse the remaining interview 
transcripts, with the addition of new categories as these were 
identified. Data saturation was reached after interview five, with 
no new categories emerging in the last four transcripts. Over a 
number of occasions, the research team then synthesised the 
categories into themes. We then sent participants the themes 
together with each theme’s contributing categories and asked 
for their feedback on whether this reflected their perceptions 
about their PAR experience. We received communication from 
seven out of the nine participants, with all of them agreeing to 
the categories and themes.

RESULTS

The final PAR group included six people with MS (five were 
female), three healthcare professionals (all female, two 
physiotherapists and an occupational therapist) and a male 
physiotherapy student on clinical placement with one of the 
healthcare professionals. Participants with MS used a variety of 
mobility aids, from motorised wheelchair to walking stick. 

The term ‘Empowerment’ emerged as an umbrella theme 
drawing together three themes of ‘Having a voice’, 
‘Accomplishment’ and ‘The process’. The themes and their 
categories are displayed in Table 2 and described below 
supported with quotes taken from the data. Participants are 
identified as a participant with MS (e.g. PwMS 1) or a health 
professional (e.g. HP 1).

Table 1: Semi-structured interview questions

1. Could you explain to us what your understanding of 
PAR is?

2.  How did you all come together as a group?

3.  Could you describe a typical meeting for me and 
describe any specific aspects that occurred or were 
important to you?  

4. Could you tell me about any issues that came up 
during the meetings and how these were dealt with? 

5. Could you tell us about your role in the group?

6. If you were going to do it again, what would you 
change?

7. What did you learn?

8. How did this approach make you feel? 

9. What did you enjoy the most/least?

10. Is there anything else that you want to comment on 
or tell us about?
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Umbrella Theme: Empowerment 
This umbrella theme of empowerment captures how the 
process of PAR facilitated all participants to contribute their own 
ideas and opinions within a group but at the same time hear 
and learn from others. The participants with MS and health 
professional participants were empowered through knowing 
that their contributions toward the development of the self-
management programme would successfully meet a need 
within the MS community. 

 It sort of made me feel useful. I can do something. 
When you’ve had to give up your job, because you can’t 
do it anymore, it’s nice to know that you’re not totally 
useless. You’re not a disease; you’re still the person you 
were before. And it was fun. [The PAR process], it’s just 
sort of self-fulfilling positivity. I guess people feel part of 
something, they’ve owned something and that makes it a 
really positive process. (PwMS 3).

In addition, the health professionals spoke about gaining deep 
knowledge of what is meaningful to individuals living with 
MS. This they perceived would be transferrable to their clinical 
practice. 

Theme: Having a voice. This theme showed how individual 
members of the group identified as a group and interacted 
together; yet also encompassed how participants felt able to 
make individual contributions and were valued for their input. 
There was a sense of validation from within the group; people 
were comfortable to share their ideas for everyone to discuss. 
There were no boundaries to what they could share and there 
was no perception of hierarchy within the group, more that 
everyone had something valuable to contribute.

 I think people felt free to say what they thought and it 
was always received very positively (PwMS 4). 

Participants appreciated the respectful interactions between 
group members that allowed time and space for voicing of 
opinions. For example, naming the programme was revisited 
many times, with more than 15 possible options put forward by 
group members. A final decision was only reached at the last 
group meeting.  

 I think a very specific memory has to go to choosing the 
name. We talked about the name so many different times 
(HP 4).

Theme: Accomplishment. This theme encompassed the 
ownership and overall pride in the perceived quality of the final 
product, coupled with the personal growth that had occurred 
in its completion. Participants mentioned the overwhelming 
satisfaction they felt when they were able to hold the high 
quality resource book and see its contents right in front of 

them. There was an excitement about being able to see one’s 
own ideas and discussions turned into reality. Not only were 
participants proud of the group effort but many commented on 
how satisfying it felt to know that the resource would help so 
many other New Zealanders living with MS. 

 I was really pleased to be part of it. Because it [the original 
course] did so much for me; to be able to improve it and 
make it better for other people gave me a good feeling. 
It’s great to help other people. To work together as a team 
to make it all happen. It’s very inspiring. Yeah, I really 
enjoyed it (PwMS 5).

In addition, by sharing knowledge, experiences and opinions 
about MS with each other, participants with MS had been 
able to learn about themselves in the light of living with MS. 
Participants felt that hearing other people’s opinions made 
them see their own situations differently. The process of sharing 
information helped the participants with MS to learn more 
about what they themselves were experiencing. 

Health professional participants grew in their understanding 
and respect for the expertise of individuals living with MS. They 
perceived that participation in the group (and hearing about 
the impact of MS and its accompanying fatigue) had been a 
most useful tool for them to realise they had held incorrect 
assumptions of what may be helpful for people with MS.  

We hadn’t even scratched the surface about what is it 
really like to live with MS and what’s useful to know .  . . 
And I thought I was the expert (HP 2).

Theme: The process. This theme encompassed participants’ 
views on the organisation and setting up of the PAR group, the 
way that meetings were run, and the process of developing 
the fatigue management programme. Many participants 
mentioned how the setting of ‘ground’ rules about listening 
to and respecting others in the group while also being able 
to voice their own opinions and suggestions was useful in the 
first meeting.  Participants perceived that PAR consisted of 
teamwork, making group decisions, continuous reflection and 
equality. 

All the participants are coming together, making decisions 
all as equals, all having an action or a role to do to 
contribute, and then coming back again for the next stage 
of it (PwMS 1).

Group members were open-minded so that everyone was able 
to express their ideas. Participants identified that discussion 
often deviated but that any group member was able to bring 
the discussion back on track. 

Table 2: Themes and categories

Empowerment

Having a voice Accomplishment The process

Freedom of expression

Social interaction 

Perception of equality

The thrill, joy, pride and ownership in end product

Personal growth

Logistics and organisation

Suggestions for the future 
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We would get through those things [what had been 
decided was to be on the agenda] but there was a huge 
amount of other stuff that crept in. Thoroughly enjoyable, 
I must say, discussions … It wasn’t like a meeting; we 
started with something and somebody would say “I think 
this” so it would head off down the tangent … Then 
somebody would sort of say, “well, so do you think?”, and 
we’d go back to the main question (PwMS 2).

Participants felt there was a good cross section of skills and 
experiences within the PAR group. They observed that the 
group worked as a team to make decisions but used individual 
strengths of group members where appropriate for actions 
required. Participants talked about the extent to which they and 
other members of the group had given of themselves, their time 
and particular expertise.

I think [the group] was a good mixture. I think if you were 
going to do this sort of thing with various people, it is 
important to have a group … [where] everybody works 
together, very open about things (PwMS 6).

Participants identified that they had joined the group without 
selfish motives; they had wished to share their knowledge and 
experience to provide a greater depth to the programme. They 
reported no task had required allocation and tasks were optional 
with no expectation for any one individual to take on more than 
they wished to.  Despite participants commenting on this, many 
noted that they had given far more than what they had initially 
thought would be required. However, participants also noted 
how they were able to work at a pace that suited them and use 
their strengths and skills to be of most value to the group. 

Some practical suggestions for improving the process of using 
PAR were identified in the interviews. One issue was with the 
size of venues for the meetings. These were reported to be not 
large enough to easily accommodate individuals with walking 
frames or wheel chairs, which  had led to time consuming 
efforts to get everyone seated at the beginning of the meetings. 
This was, however, not perceived as having an impact on the 
group dynamics per se.  Additionally, due to the length of time 
between meetings, participants reported experiencing a loss of 
momentum. They suggested that meetings should be held more 
frequently than monthly. Some participants suggested it would 
have been helpful to have specific time at the beginning of the 
first meeting to get to know one another before embarking on 
the important business of the research. 

Despite these issues, participants reported gaining enjoyment 
from the process of the meetings. Participants with MS felt 
the meetings were personally validating, as well as being 
intellectually stimulating. Because of the group process, energy 
and enjoyment were evident within the group, and because 
of that, work was able to be completed. Participants felt that 
through the group, they were able to accomplish a lot and build 
more momentum than they would have done on their own.

I would have never have achieved this on my own (HP 1).

With a group, you can just create the energy and the 
momentum to do a lot more than what you perhaps 
thought was possible (PwMS 3).

DISCUSSION

The purpose of this study was to obtain an understanding of 
the perceptions of consumers and health professionals about 
the use of PAR methodology in the development of a self-
management programme for fatigue in MS. Additionally we 
aimed to identify factors for health professionals to consider 
when working with consumers in the development of health 
resources.

The core idea of PAR is to combine the skills and strengths 
of all participants in an equitable manner (Ehde et al 2013, 
McTaggart 1991). Our study strengthens this idea, through our 
participants reporting that the experience was positive, valuable 
and validating. All members of the group gained knowledge 
about MS and fatigue in particular while working with others 
toward a common goal by using their individual strengths and 
skills. Our findings identified that the use of PAR facilitated 
equality between those with MS and the health professionals 
involved, allowing all to contribute to the development of the 
self-management programme for fatigue in MS. Thus, such 
an approach provides validity for the end product, because 
its development included persons living with MS and not only 
health professionals. 

Our study further informs the use of PAR as a methodological 
approach for development of health resources. The PAR 
approach (Kemmis and McTaggart 2008) has not yet been used 
extensively in the area of health compared to its more common 
application in the social and political setting (Tsey et al 2002). 
We suggest that the PAR approach could potentially be used 
to advantage in developing health resources or interventions 
for people with debilitating long-term conditions other than 
MS, examples being Parkinson’s disease, stroke and traumatic 
brain injuries.  Indeed it is apparent from our findings that it is 
the individuals with a specific condition who hold the expertise 
about their condition (Thorne et al 2000, Townsend et al 
2006). Making use of the PAR approach could assist health 
professionals to access this expertise and form an empowering 
partnership (Seekins and White 2013). 

Issues for health professionals to consider when using PAR 
with people with long-term conditions are the following: to 
have an initial group bonding meeting for group members to 
introduce themselves and get to know others in the group. 
This would assist in establishing connections and group 
cohesiveness. Plan for space and access for participants who 
use mobility equipment. In addition loss of momentum would 
be avoided and the process allowed to move faster if meetings 
were scheduled more often than monthly, or if a summary of 
meeting transcripts were sent in advance of the next meeting, 
for example via email.  This would allow prior preparation and 
thought before the next meeting. 

A limitation of this study is that the interviews were undertaken 
at one point in time, about a month after the end of the project. 
Different data may have been received if interviews had been 
conducted at different time points during the project.  Indeed 
it may have been most insightful to have conducted a series of 
interviews during the process of the project, as this may have 
identified issues early on which could have then been addressed 
during the project. 
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CONCLUSIONS

In conclusion, this study has demonstrated PAR to be a 
positive and rewarding experience for consumers and health 
professionals. The nature of PAR is to bring people together 
to work effectively as a team towards a common goal. The 
depth that can be obtained through this type of research is far 
more than one can achieve individually. We have shown the 
usefulness of the approach in developing meaningful resources 
for use in the health sector.

PAR gives a voice to those who live with long-term conditions, 
thereby enabling personal growth, as well as the opportunity 
to help others. This is empowering. There is a growing need for 
more patient centred approaches in health care and we believe 
PAR may be an appropriate option in this regard, allowing 
health professionals to truly develop partnerships with health 
consumers, in order to develop meaningful and valid health 
resources. Furthermore, it is our role as health professionals 
to develop services that are meaningful and effective for our 
patients or clients. We anticipate that the programme developed 
through this study is a step towards fulfilling this need. 

KEY POINTS

• Participatory Action Research (PAR) is an innovative approach 
to empowering and including consumers in the development 
of a health resource. 

• PAR can facilitate the sharing of knowledge between health 
professionals and the consumers for whom a particular 
health resource really matters.

• While PAR is a useful tool to facilitate a patient centred 
approach, it may require a flexible approach to the cycles of 
PAR to enable consumers to be involved.  
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