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Methodology 
Community Action Research

Community Action Research (CAR) is research defined, undertaken, analysed and evidenced by

members of the community to highlight issues of importance.  

This approach is valuable because it is the local community who knows and understands their

needs. Therefore the issues that they raise are more meaningful and gives insight into how the

community works and where there are areas for action and improvement.  This approach is en-

dorsed by the Scottish Government in the Community Empowerment Act 2015 and the Govern-

ment Programme for Scotland 2017 -18.

‘Our ambition is to place much greater control in the hands of the people who know best what a

community needs: those who live or work in the community itself.’

Of the many CAR reports we have completed this is the first piece of community action research

that we have done by asking one general question – What matters to you? The responses show

a snapshot of what is important to the respondents and their peer groups, the challenges they

face and what helps them to manage their long term condition.

Format for CAR projects. Our group of community volunteers set the questions for the ques-

tionnaire.  After the data has been collected and collated the volunteers reflect on the reponses

for each question and then precis all the reflections in the Key Findings at the beginning of the

document.



Context

The East Lothian Community Care Forum is the independent voice of service users in East Lothian

that was set up in 1999 to support meaningful involvement within health and social care planning

and provision of services.  

This report aims to stimulate interest in the experience of disabled people and people with long

term conditions, who are members of a peer groups, about what matters to them in their daily lives

and the benefits they get from being part of a peer group.   

The qualitative approach to this piece of work enables a more open and in-depth exploration of 

issues disabled people face and allows patterns to emerge.   Interviews with members of peer

groups were conducted with ELCCF Outreach Worker Steven Nelson.  A number of carers who at-

tended these groups to support their family member also took part.  Group participants were asked

what matters to them in their daily lives. 

This report is the first stage of mapping peer support groups across the county and to begin to 

re-engage peer groups in East Lothian and promote meaningful engagement in the new Health and 

Social Care planning process.

Peer Groups
Peer Support may be defined as the help and support that people with lived experience of a illness,

long term condition or disability are able to give to one another.
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The research was carried out between December 2017 - March 2018.  Eight peer groups con-

tributed to this report and a total of 81 people contributed to its findings.

Headway – Haddington

Headway – Dunbar

Headway - Musselburgh

STRIVE - Men’s Shed, North Berwick

STRIVE – Community Shed, Dunbar

Changes, Musselburgh

Dads Work, Musselburgh

Herdmandflat Recovery Group, Haddington

Musselburgh

Haddington

North

Berwick

Dunbar
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Key findings
The key findings below show combined views of respondents. All the issues were raised by partici-

pants in response to the question….’What Matters to You’ in the context of health and wellbeing 

services.

· Along with family and friends, peer groups are a lifeline that support independent living.  Peer 

groups provide a socially inclusive setting in which people feel understood as individuals as  

well as empowered to learn skills to help self-manage their conditions.  Peer groups are by nature 

very democratic where members are supported to peer manage the group.  Peer groups also offer 

information and advocacy support to their members.

·  Peer groups help members access activities and provide information on all sorts of topics to support 

a positive lifestyle.

·   People attend peer groups because they feel safe, supported and included.

· Peer groups provide information and support people to learn new skills such as IT that they might 

find difficult in a public setting.

· Transport is a very real challenge for people living with a disability or a long term condition for both 

access and cost.

· For family carers, getting a break from the caring role is crucial.  Comments show that affordability, 

access to funds and choice of a break are limited.

· Many participants said they constantly live with stress and anxiety and look for ways to reduce it.  

However many of these lifestyle activities come with additional costs for people who may need 

someone to accompany them, or transport costs for wheelchair users are a couple of examples.  

Peer groups can support access to lifestyle activities and support people to build self-esteem and 

manage in their day-to-day lives.

· It is often very difficult to come back from a mental health issue for people who are physically 

and/or mentally isolated.  Peer group members support each other towards better wellbeing, as 

people of equal value and on a reciprocal basis, using their own lived experience as a tool for 

support.

· Access to green spaces were seen as very important to respondents for their wellbeing.   

Recommendation:  to look to developing a wheelchair accessible map similar to ones that depict   

cycle routes.

· Recommendation: to consider the findings from this report which highlight the positive 

contribution peer groups make to the lives of their members, especially those who are not eligible 

to receive financial support for a service. 
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My life

Family & friends
Home

Activities & Interests
Job/work

Health and Social
Care Services

Housing
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Benefits

volunteering

Money

Being part of a community
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The theme throughout this document is around supported self-management and independent living

and how peer groups support this.

The diagram below is taken from the Chest, Heart and Stroke picture of self-management where the

bottom section below the road depicts our life and other side of the road at the top shows traditional

services.  The diagram depicts a ‘supported self-management’ model where the driver (service user)

chooses who gets on and off his/her bus at whichever point they require support to maintain a life as

independent as possible.   The views we collected from this survey illustrates this clearly - where 

people talk about barriers and what helps to overcome them.

Setting the scene
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What Matters to You

Self Management 
and Independence

This diagram below shows the topics that participants raised when asked, ‘What Matters to You?’



What people said..

Family Carers

Evidence from this research shows the importance of family carers and friends for emotional and

physical support and help to get out and about.

‘I care for my wife who is in a wheelchair’ 

‘I rely on my family and friends to get about’ 

‘My wife is my Carer, I would be lost without her.’  

‘It is important for me to have supportive family and friends around me’. 

‘Other people make me feel guilty about being a carer, being paid to look after my 

own wife’

Respite

Carer respondents wanted more choice:

‘Respite is usually at home…I need to get away, ‘me time’ to go to the football’.  

‘Respite arrangements are mostly regulated through a care plan which prevents more 

spontaneous opportunities.’

‘I am waiting for an operation but I can’t manage until I respite can be arranged.’

‘Time away for us and carers is too costly.’

Peer Support

Peer support is an important social component in all the groups in helping overcome social isolation.

This was evidenced when a member of the Men’s Shed group spoke about wanting support with 

writing music and a book.  Group members responded with useful suggestions and encouragement

about how to further this aim, giving information about local writers groups.  

All the groups showed encouragement and support amongst themselves and their networks. For 

example members of the community shed in Dunbar also attended other groups and volunteer in

local shops and day centres.  

All groups said that one of the prime reasons for attending was to socialise with people with a similar

condition and not be stuck at home.

‘I would never be out of my house if it wasn’t for my group’.

Relations 
&

friendships

Reflections

Care and support largely comes from family and friends.  The evidence shows that self management

of a long term condition or disability starts within the family and network of friends and local 

community.  Along with family and friends, peer groups, for many of the respondents, are a lifeline

that support independent living - a group of people with a shared experience of their condition and

which provides a social aspect in a non-medical setting.  Peer groups help people who feel socially

excluded to overcome their disadvantage and inequalities in vital meaningful ways that will 

become clear throughout this document. 
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The evidence shows that family carers play a crucial part in the welfare of their relative.  It is well

recognised, and comments show, that caring is complex and there is a lack of knowledge, 

understanding and recognition of the caring role.  Getting time off from the caring role is crucial for

both the cared for and the carer.  However, comments show that affordability, access to funds and

choice of a break are limited. 

Home
& Community

Where I Live

One of the themes participants raised about where they lived was over-development in areas that are

already densely populated and the impact that increased traffic will have particularly in the east of the

county.  For participants from these groups who have long term health conditions where mobility is

restricted maintaining green spaces in towns was very important to their wellbeing.

  ‘Musselburgh High street is always so busy, can’t get parked anywhere and cars double 

  parked.’ 

  ‘The volume of traffic in East Lothian is getting worse, over-development of housing and 

  schools will mean even more traffic. No infrastructure to deal with this’.

‘Safer roads, 20mph restrictions are good.’

  ‘We enjoy outside spaces – parks, green areas, the seabird centre, community facilities – 

libraries. ‘I am worried that this will be taken away by over-development’.  

‘Open spaces to go to – gardens, parks, woods, hills.  Aesthetically pleasing, doesn’t matter if it is    

wild or maintained we need to keep open spaces’.  

‘Parks should be a safe place, lots of park spaces are being taken away to build houses.   

Personal Safety

Both the Herdmandflat Recovery group and the Community Shed group spoke of the importance of

feeling safe in their own home and out and about in their community.  Comments from some of the

participants show that not feeling safe comes in different guises – fear of being judged or 

misunderstood, fear of going past the front door, fear of being a target either in the street or over the

telephone or strangers coming to the door.  

‘Having a safe place to stay.’  

‘I am sometimes scared to answer the phone in case it’s a nuisance caller.’  

‘Not afraid to open my curtains.’ 

‘Not being afraid or scared.’   

‘Anxiety being the fear you are in.’ 

The groups were aware of Community Police and Community Wardens but did not know how to 

contact them directly (at the time of an incident) without going through a call centre. Some local peo-

ple in the Community Shed group said that there was a presence of local police and community war-

dens most nights in East Linton but the local youths who are causing trouble know when they come

round and know when to evade the police.

‘Having good neighbours looking out for you is re-assuring.’  
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Reflections

Having accessible green spaces and feeling safe were also raised as topics of importance.  Some 

participants found that new developments and  buildings going up in communities were 

intimidating and they felt having accessible green spaces close by was very important for their 

wellbeing.

The volume of traffic, busy pavements and lack of parking were cited as barriers to getting around in

their community.  Speed limits are important and protection of disabled parking spaces.  Involving

disabled people at the beginning stages of community planning is still not a given.

Feeling safe in one’s own home is often about knowing who to contact or where to find information

and advice if you don’t feel safe - an occupational therapist to help with aids and adaptations

around the house, understanding how to avoid cold callers, who to contact if you are a victim of

hate crime.  Peer group meetings are often where members find out about what support and infor-

mation is available to help them stay safe at home.  It is important that peer groups are funded to

provide information and training on how to do this.

Lifestyle

Activities

Participants from all the groups spoke about the importance of being active and participating in 

community activities.  

The Headway group said that activities are very important to them especially as they  involved 

members working together and social interacting.  The downside of activities arranged by peer groups

is that often the cost of running them or equipment and adaptations is outwith their budget.

‘Sports and exercise give me independence and help me manage my condition.’

‘A mental health peer group spoke about the importance of having a safe place to go where they  

can talk and share experiences without judgement.’

‘Being in a group is important for my own mental health.’

‘Being understood.’

Physical exercise

The majority of groups said that physical exercise was important to maintain their health and stay 

active.

‘Being able to tie my own shoelaces again’.

‘Regular exercise keeps me active and well.’

‘Exercise helps me to do other things like gardening and keeps me independent.’

Healthy Eating

‘I buy stuff from Roots & Fruits’ who are at MECLC each week offering healthy options and selling

good value fruit, vegetables and eggs.  
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Therapeutic activities

Many of the participants said they lived constantly with stress and anxiety and looked for ways to 

reduce it.

‘The hydrotherapy pool at the Mercat Gait centre is good ‘it’s relaxing and good for my blood

pressure.’

‘Would like more use of the hydrotherapy pool, at the moment the only spaces available are at

9am and is permanently booked which is not suitable for those who require assistance with care in

the morning’.

‘Getting away from it all by going for walks, freedom from every day stresses.’

‘After my heart attack rehab sessions really helped.’

Independence

Herdmandflat Recovery group expressed the importance for their recovery to regain and maintain

their independence and being part of a recovery group helps achieve this.

‘Having a house that is also a home’

‘Being able to manage everyday things myself’

‘Knowing my own mind, having confidence in myself’

‘Coping with things my way’

‘Making good decisions for myself’

‘Not to be regarded as different’

Pets

Three of the groups (Headway, Men’s Shed and Herdmandflat Recovery group) spoke of the 

importance of having a pet as a companion and as something to care for and look after.

‘Dogs and cats are not just pets they are companions.’

‘Who would look after my cats if I was ill?  I have no close family.’

‘Someone to talk to that doesn’t answer back.’  

‘I am attached to my dog.’  .

‘Pets are reliant on you this gives me a responsibility.’  

‘My dog (a rescue dog) depends on me.’  

‘My constant companion is always by my side.’

Reflections

The topics raised under this section show what respondents consider important to maintain a posi-

tive lifestyle.   It’s often the little things that can make a significant difference such as access to 

affordable fruit and veg (Roots and Fruits project) and to be able to tie one’s own shoe laces.

Respondents who owned pets spoke about the benefits to their health and general wellbeing.  A pet

can be a great source of comfort and motivation for their owners.  

Underpinning all the above are the comments which show that living as independent a life as 

possible, having control and making choices for oneself support recovery.   Living independently does

not mean living alone without support - it means ‘..all disabled people have the same freedom,

choice, dignity and control as other citizens at home, work and in the community’ (Scottish Govern-

ment). 

However, many of these lifestyle activities come with additonal costs for disabled people who may

need someone to accompany them, or transport costs for wheelchair users are a few examples.  
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Reflections cont.  Peer groups help members access activities and provide information and support on

all sorts of areas to support a positive lifestyle.   Peer groups are safe places for people who have

shared lived experiences of disability in a non-judgemental setting.   It is often very difficult to come

back from a mental health issue for people who are physically and/or mentally isolated.  Peer group

members support each other towards better wellbeing, as people of equal value and on a reciprocal

basis, using their own lived experience as a tool for support.

Information 
& 

Inclusion

Information 

Some participants struggled with computers and felt overwhelmed that a lot of modern daily life is

managed online.  They stressed that some people don’t have access to a computer and don’t want to

learn how to use a computer.  

‘I have heard of Google and YouTube but have no idea how to use them’ 

‘It’s hard keeping up with society, everything is moving too fast’  

‘I listen to the radio and watch channel 4 news.’ 

Reflections

The few comments that participants shared tells us that, despite the information age, many people

are disadvantaged because they don’t have the necesarry IT skills.  Peer groups are a key source of

information and are also instrumental in helping people learn IT skills.  We know that people attend

peer groups because they feel safe and supported.  Public spaces such as libraries are not geared to

offer specialist support or one to one training.  For example, for one Headway member the sensory

overload of a public space is overwhelming.  In the age of technology, IT is as important as learning

english and maths to be able to fully participate in modern life.  It is critical to support people to

have the opportunity to learn these skills or support to access the information.  Peer groups do this!
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Transport &

Access

Transport

Groups reported that they were reliant on volunteers to get to the group meeting.  It is often a 

challenge to recruit volunteer drivers.  For a disabled person planning is required.

‘Public transport – is inaccessible to electric wheelchairs because of the size, which means that 

service users would need someone to push and curtail their independence.’

‘Why are we given passes, if we can’t get on.’ 

‘Trains have better access but difficulties getting to platform.’  

They also reported that taxis can be hit or miss.  Fewer taxis are taking people in wheelchairs.   

Respondents reported that some taxis have refused to take a guide dog.  Many respondents felt that

taxi companies need to be held to account about how many wheelchair accessible cars in their fleet.

For those who lived in a rural area, having a car was very important.  They spoke about the challenges

of relying on public transport as there are fewer bus routes and the services are generally infrequent. 

‘People are reliant on volunteer transport to get to meetings.  Service users can’t afford the 

expense of taxis.                                                                                          

‘This last Monday there were only two volunteers to transport 8 people from different parts of the

county.  We really need this group but, costly to get here as you have to afford your own transport.’ 

‘WRVS are very hard up for drivers.’

Associated with Brain injury can be balance and orientation challenges which make it difficult to use

public transport. Only a couple of this large group of 20+ people are able to use public transport.  

One member of the group said that for him ‘to go anywhere I need a carer and transport that takes a

wheelchair.  It’s very expensive.’  

Outdoor Access

Participants spoke about cycling as being important in terms of fitness, wellbeing and getting about,

but were fearful of cycling on busy roads.

‘It would be good to have accessible cycle routes, separate from the roads that vehicles use, like in

Holland’.

For those who were not ambulant said they were limited to where they could go outdoors in their

wheelchairs. 

‘There aren’t many places in Whitecraig where I can get out in the fresh air for a wander in a

wheelchair’.  

Also for wheelchair users dropped kerbs make such a difference, ‘it is very hard to negotiate even a

small lip in a wheelchair’.    It was unclear to most of the participants who to contact to ask for dropped

kerbs to be put in.

‘Having access to good toilets is very important when you are disabled.’
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Reflections

A great deal of research has been written on transport and disability.  The comments above 

re-inforce that travelling for a disabled person requires much planning and effort of booking places,

assistance, ramps etc.  Buses don’t take most powered wheelchairs because of their size so users are

unable to travel without assistance.   All the effort can and does knock confidence and motivation to

travel.    

The comments about the taxi services in East Lothian demonstrate that training is required to ensure

that taxi services understand the type/size of wheelchairs in order to provide a good and helpful

service.  Rail and bus timetables aren’t always co-ordinated.  Living and travelling in rural East 

Lothian is not only a challenge but also expensive.  

Travelling to peer group meetings for Headway members is usually down to the generosity of time

and money of a few carers who collect and drive many of the members to group meetings and 

outings as most members are unable to self travel.

As stated earlier on in the document accessing the outdoors is important.  Knowing where the

wheelchair accessible routes are would be of great help similar to available maps of walking and

cycle paths.   Also knowing where disabled toilets are.  Dropped down kerbs are very important for

wheelchair users.  On narrow streets standard drop down kerbs should be applied.  The current 

gradients are unsafe and difficult to navigate.

Services

Service Provision

Members of all three groups spoke about the local services that support them.  Whilst appreciating

their support….

‘I think the Health Service is quite good at the moment and is improving’. 

….some participants said they found it difficult to navigate the landscape of agencies such as health

and social care and the benefits agencies and how to access them and to get help at the right time.

‘Having a mental health issue and having to cope with services is difficult, a lot of questions to 

answer, I don’t always understand them and I get frustrated’.

‘Agencies (Social Services and Benefit agencies) don’t listen to me’

‘Who do I contact for information on services if I need help or advice if I have concerns about 

anything’?  

‘I need to find out information in order to ask the right questions’  

Some participants said they have problems making an appointment with their GP.

‘Being able to get support when you need it, sometimes difficult to what support is available?’
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Feeling vulnerable and dis-empowered was a theme for many of the participants

‘I feel intimidated by social work staff. I need to be more assertive’  

‘I sometimes get angry at how I am spoken to and this leads to frustration and sometimes 

confrontation.’ 

‘We would like to be treated as individuals, no labels’

‘I feel intimidated by Job Centre door security staff’ 

The Headway group in Musselburgh is running at capacity.   New people are coming each with 

individual needs but funding is not supporting this.

‘Unless you have experience of a brain injury you don’t know what it is like.  We all have a brain 

injury but are affected in very different ways.  Some of us may look capable but have a short term

memory and find it difficult with orientation.  Some of us behave differently because the injury has

affected that part of our brain. For others the disability is more physical. Headway is a place that

accepts everybody to be how we want to be safely.  We are a jolly group where there is a lot of

laughter’.

Members all said that they would isolated at home if it wasn’t for this group.

Reflections

Comments shows that there are barriers to accessing services and a lack of a person-centred 

approach.    Understanding the system is important in order to fully participate in the dialogue with

care brokers or local service providers.

Peer groups provide a socially inclusive setting in which people feel understood as individuals as well

as empowered to learn skills to help self-manage their conditions.  Peer groups are by nature very 

democratic where members are supported to peer manage the group.  Peer groups also offer 

information and advocacy support to their members.
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Resourses

Funding/Money/Income

Within the three of the groups (Changes, Headway and Dad’s Work) there were concerns about the 

effect of changes in the benefit system where Universal Credit was causing confusion to some.  For

those who wished to work there were few opportunities and little knowledge of employment support

services.  Some people knew about or had heard of East Lothian Works but did not know what they did.

Unsure where to go for help other than the Job Centre, which one person considered ‘not a nice place,

treated badly, security staff are rude’.                                                                                                                                               

Brexit was mentioned in a few groups but no one was sure what this would mean or what effect it may

have for them as an individual.

‘Not enough jobs.’  

‘Universal Credit means I get less money.’  

‘We need more funding to be able to go on more social outings’ 

‘I don’t have enough money to support my family.’  

‘There are fewer job opportunities.’  

‘Working is important, it gives you something to do.’

Reflections

Being disabled and on a low income or benefits is difficult.   Disability costs more.   Getting out and

about, carer support, maintaining equipment, special equipment and daily living expense are all 

additional expenses that disabled people have to bear.

We know from this report and other research that many people wish to get into or back to 

employment.  However,  job opportunities are few and there is limited support in East Lothian to help

disabled people access employment.
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