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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 raised are more meaningful and give insight into how the 
community works and where there are areas for action and improvement.  This approach is 
endorsed by the Scottish Government in the Community Empowerment Act 2015 and the 
Government 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.’ 
 

East Lothian Community Care Forum (ELCCF) is the independent voice of service users that, 
among other duties, acts to provide the Health and Social Care Partnership with an 
independent service users’ point of view of the services provided.  
 

Context and Methodology  

 
In mid-September 2018 East Lothian Community Care Forum was asked to carry out 
independent research to find out what people service users and carers think of their day 
support/service. The research began and was carried out over six weeks from mid-
September to 26th October 2018.   
 
ELCCF worked with community volunteers and advocacy organisations who helped set the 
questions for the questionnaire and gave their reflections for the analysis of this report.  
This is a short turnaround for such a research project in order to meet the Health and Social 
Care Partnership timetable of consultation for the Community Review.   
 
Two questionnaires with similar questions were sent out - one to people who receive adult 
day support, and one to family carers.  Both questionnaires were distributed by the Health 
and Social Care Partnership.  There were 76 responses from service user survey and 16 
responses from the carer survey. 
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Although this is written as a generic report it is of note that the majority of responses came 
from people or family carers of people with a learning disability.  Only a couple of 
respondents could be identified from another client group – mental health.   
 

Report Format 
 
The surveys used asked for a mixture of quantitative responses (with results shown 
graphically where a score of 1 is poor and 6 is good) and qualitative comments. 
 
 
 
 
 
Responses from both the service user and the family carer questionnaires have been 
combined in this one report. 
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Key Findings and reflections 
 

 This report shows that day support is wide-ranging – 26 providers were mentioned in 
this document. 
 

 An overall positive picture of current service provision of Adult Support.  Most 
respondents spoke highly about their service and their staff who provided it. 
 

 Meeting up with friends was most valued by respondents about their day 
support/service and a predominant theme throughout this research. 
 

 Things that were important to people about their day support were: socialising 
especially in the evenings and at weekends, routines, feeling safe, a variety of activities 
and opportunities to go on outings. 
 

 Many respondents said they wanted to try other activities, the challenge for this review 
is to find models of provision that support this as well as maintaining the core support of 
having a safe place to be between activities. 
 

 Areas of concern that reduced the quality of service provision were staff shortages and 
set timetables.  Services that were less flexible had a significant impact on family carers. 
 

 For most family carers, day support is essential in providing them with a break from their 
caring role, and the importance of that break in maintaining their wellbeing and balance 
with other aspects of their lives, for example, enabling them to work or attend health 
appointments etc. 
 

 Staff shortages in the care industry were seen as a major area for concern in East 
Lothian. 
 

 Finding out about activities generally happens through their own provider/s.  Finding out 
what’s on outwith those networks can be challenging. 
 

 As most respondents of this report were people with a learning disability or their family 
carers or support workers, there is a need to find ways of gathering views from people 
with other disabilities or long term conditions. 
 

 Most of the comments were about people participating in group activities.  Where 1:1 
support was provided, finding suitable activities could be both challenging and expensive 
particularly in the winter months. 
 

 Supported employment and work experience placements seem to have fallen off the 
radar as there is no facility in East Lothian that offers this service of support.  This is an 
area that needs addressed.  The very small number who had long term placement of this 
nature were very positive about it. 
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 87% of respondents cited lack of confidence, not enough support, cost and transport as 
some of the main barriers to getting out and participating in activities or social 
gatherings.  Unsuitable venues and activities were also noted as barriers.  The range of 
challenges outlined emphasise that people need to be supported to access services and 
if this is not planned for then new services may well fail to meet their needs.   
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Demographics 
The statistics below refer to the service user questionnaire only (76 respondents).  We have 

decided not to include the stats from the carer questionnaires as it is not clear if they 

answered the questions below about themselves or the person they were caring for. 
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What people said 

Question 1: Please tell us what day support you receive? 

 

 

 

 

 

 

 

 
 
 
Most respondents ticked they received day support from a day centre and or support 
worker.  The one ‘none’ response was because the service user had a voluntary job and did 
not receive any formal day support.  For the twelve who ticked ‘other’,  some were about 
support they received outwith East Lothian for example attending the Upward Mobility  
Centre, others were about alternative activities, such as peer support with the Smart Talk 
Group and New Beginnings or attending Leuchie House for day respite. 
 

Carer responses to Q1 
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Carer responses to this question reflect the comments from the service user survey.  

 

 

 

 

 

Question 2:  Please score how happy you are with your day 

support/service. (Service User responses) 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Reflections 

Both comments from the service user and the carer surveys show that day support is wide ranging. 

For example 26 different service providers were mentioned offering a variety of activities and 
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As in the graphs above, the comments are separated into 3 categories; responses written by 

service users, on behalf of service users by a family member, on behalf of service users by a 

support worker.   Overall it is a positive picture where most respondents looked forward to 

their day’s activities and meeting up with their friends 

 I enjoy being with my friends and being active. 

 I like going out everyday. 

 I'm also part of Neighbourhood Networks in Haddington which is social and we do lots of different 

things. I think it is very well run. 

 The service is always good. They stay in touch very often, they communicate well. They offer useful 

services and courses too. 

 I do lots of fun stuff at my Day Centre 

It is also testimony to the staff who work day support or services for the positive 

experiences illustrated in the comments: 
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 The staff help me to learn English, maths, computing and life skills. They are all friendly and 

supportive. 

 Leuchie House is a place of joy for the people it serves. 

 I have lots of support from staff in my unit, my social workers and other professionals. 

 Staff listen. 

And especially for those who receive intensive support i.e. attending a day centre with a 

dedicated 1:1 worker  

‘For many years now I have enjoyed my days at Tynebank. The staff are very friendly and supportive and work  
Hard to keep the centre up to date, lively warm and welcoming. Because of the extent of my disability my 1:1 
worker ensures that I join in with most of the activities on offer. I love being involved amongst my friends, 
joining in with my 1:1.’ 
 

However, some comments highlighted areas of concern.  Most of these comments were 

about staff shortages and services or activities being cut. 

 The service my relative uses often cancels due to no staff. 

 Too many things have been cancelled and that upsets me. I like my routine. 

 Sometimes I have been let down by the support agency due to staff shortages. 

 I need more support sometimes and shortage of staff means things get cancelled and I do silly things. 

Routine, familiar staff and good communication with family carers are also key ingredients 

for a positive experience.  The comments below highlight difficulties and frustrations when 

these expectations fall short. 

 I never know who is working with me on the days I attend the centre. 

 Too many things have been cancelled and that upsets me. I like my routine. 

 Everything is expensive. My mum never knows from wk to wk what I am up to. I spend my life going 

out for meals and walking around shops. 

 Same support worker would be better rather than 4 or 5 different ones 

Attending services outwith East Lothian can mean a punishing transport journey. 

Happy with the service my son attends in Edinburgh but it means a nearly 40 mile round trip 3 days a week. The 

bus that picks him up and also collects means he can be on the bus for an hour and a half some mornings and 

as he goes to breakfast club it is a long wait from getting up at 7am to eating after 9.15am. 

 

Carer responses to Q2. 
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The comments from carers mirror those from service users.  In general family carers are 

happy with the services provided for their child or sibling: 

• Happy doing gardening & upcycling as he can see end result. He enjoys working with others. 

• Helpful staff. A welcoming environment at the day centre. 

• Enjoys activities and feels included in all aspects of same. 

• Keep me informed of how it is getting on. Advise me of any concerns and asks if I have any concerns. 

• She is very happy at her centre and loves learning new skills - so could be stretched even further. Although 

she always has to be encouraged to try something new, I'm sure she would love to do more at weekends. 

The comments that highlighted areas of concern: 
 Lots of workers coming and going. Difficult to keep track. 

 The organisation my relative uses has a great problem getting staff. They only have 2. The others are 

agency workers, which mean continuous change. 

 My experience is the ability for me to step back a bit after 55 years of having no relief. It was unfortunate 

that it had to get to crisis point before S/W got someone involved. 

 Try to hold on to staff by raising pay and offering better conditions. 

 

 

Question 3: What changes, if any, would you make? 

Just under half who responded to this question were happy with their service as it is.  For 

those who suggested changes the top suggestions for were;  

1. evening and weekend social activities,  

2. more choice of activities  

3. more consistent support  
 I would have more clubs for evening and weekends - things which aren't overly expensive…. 

 My weekends still need improvement on the social side. 

 More staff. 

 Better access to services within East Lothian. Travelling into Edinburgh to access good quality services 

is time consuming and costly! Sometimes being out in the community all day is really hard. Having 

places to chill out with friends and meeting up is what is needed. 

 Stop things being cancelled every week. 

 Reflections 

The evidence shows a positive picture where most respondents seem happy with the service 

they are receiving.  It is worth drawing attention, however, 39% of forms were filled out by 

support workers, which calls into question the independence of the answers.  

With regards to ‘areas of concern’ raised, staff shortages tops the list.  This clearly has an 

impact on getting a good service.  Not having a dependable and reliable service impacts badly 

on the service users for whom routine has a stabilising influence in their lives.  Staff shortages 

also have an impact on family carers.  

Recruitment of support and care staff is a well-known area of difficulty for providers in East 

Lothian. We would like to see this issue being addressed at a strategic level to work towards 

the aspirations of service users and their families. 
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Carer responses to Q3. 

It is no surprise that there were comments about the benefits of breaks from caring 

 It is vital for carers to have some form of rest. So keep resource centres open but with opening hours 

to suit carers. Remove charges. 

 More security - no changes!! It is only two years since we last went through this. Total waste of time 

and resources. 

 More support for our family. 

 I have made a change. Starting in October D will be living at …where a new house has been built for 

him. This has been our hope for many years. I am now 84 years old and have not the energy that is 

needed to support D and consistently chase X. 

 

Question 4.  What else would you like to be able to do? 

 
Almost everybody who commented on this question said they would like to try other things. 
There was a wide variety of activities and things to do suggested in this question. 
 
Meeting up with friends and going on social activities was top of the list 
 

 Have more social clubs, holidays away. Full days without sitting on buses then getting to destination 
for an hour then back on the bus.  

 To join a befriending service in order to jump-start my weekends again. 

 Meeting up with my friends. Having local area drop in hubs, safe places to chill out. Not have my 
parents be with me all the time! 

 More opportunity for socialising with others of a similar age/support needs. As unable to go out 
without support would like evening activities/clubs specifically for people with support needs where 
we could meet in a safe space. 

 To arrange more groups. Make it easier for me to meet my friends. 

 Have someone to go out and do activities with. 

 Go to the pictures or meet my Edinburgh friends on a Saturday…but I can't. 
 

Also popular suggestions were about having more outdoor and physical activities and trips 
further afield 
 

 Do more outdoor activities, cycling, climbing, and rollerblading. 

 Horse riding and swimming 

 I love doing sport 

Reflections 

Meeting up with friends is the predominant theme that runs throughout this report.  The responses 

from service uses about weekend and evening activities indicate a level of social isolation at these 

times.  It is important that people have access to social groups and activities outwith ‘office hours’. 

For Carers (and some service users), day support for the person they care for plays crucial role in 

giving them a break. 
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 I used to enjoy horse riding but cannot now (H&S!!) I have scoliosis. I still love seeing/touching the 
horses when my parents take me on a local walk. I love being in the water, so visits to Prestonpans 
pool (hydrotherapy) are a treat and very relaxing. I'd like to try the beach wheelchairs at North 
Berwick - I love getting to the water's edge. 

 I used to go to the gym with my day centre. I like that but it has been cancelled 

 I'm a really keen cyclist and would like help to join a cycling club or help more with Beyond Boundaries 
which would mean I could cycle more often with friends. 

 Do more exercise with support 

 Bowling, horse riding, golf. 

 Go places further afield. 

 Would like to go on some outings 

 Go on more holidays 
 

Volunteering and employment opportunities were also suggestions in response to this 
question: 

 I’d like to go back to volunteering at Capability Scotland. 

 I’d like to volunteer at Newhailes 

 Get a job 
 

 

 

 

 

 

 

  

Reflections 

The suggestions made by service users are all realistic and achievable.  However the responses beg 

the question – Is the current assessment process and service provision open and flexible enough to 

accommodate access to more choice of activities at different times of the day and still retain the core 

functions of a place of safety between activities?   

Is this an opportunity to rethink the resources we have got to retain core services but change 

provision to something more flexible and shared across all service providers? 



13 
 

Question 5: Do you feel informed about other day  
                      services/support and choice of activities? 
 

 

 

Comments: 

Knowing what is on is always a challenge in any aspect of life. Approximately two thirds of 

respondents said they are quite informed or very informed through a variety of sources 

 I have a very obliging social worker, despite being only a designate and not a regular. She informs me 

on a tri-monthly basis. 

 Support worker informed by memos also review meetings. 

 It is my Mum that finds out what services are available for me to access. 

 I am told about different classes and things to do. 

 I have a diary and all my activities, appointments are written beforehand in my diary.  Staff who come 

will read my diary and support me. I am very happy with the support I receive. 

 I keep up to date through Carers of East Lothian who help a lot. 

 I always know in advance what I will be doing at both UPMO and Strive. 

 My day centre and staff always tell me when there is stuff on that I might be interested in. 

 My support staff keeps me informed. I also attend Stepping Out which also helps me. 

However a significant cohort said that they either did not feel very informed about what is 

going on or had limited knowledge e.g.  about their particular day centre or service.  

 Parents, we work in the 3rd sector. Without us working in the 3rd sector I don't think we would be well 

informed at all. There is a lack of joined up thinking within East Lothian H&SCP 
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 I do not know about other day services/support other than the one my relative attends. 

 I only really know what happens at the day centre I attend on the days that I go. 

 I don't know about other services. 

 No idea what other activities are available for my son, which is why he usually ends up going 

swimming with his support worker. Support Agency provides no suggestions on activities. 

 Now his siblings are his family carers. We all work, so knowing where to find help and activities to 

support K during the day would be very useful 

 Not happy for not being informed. 

 

Carer responses to Q5. 

 

 

 

 

 

 

 

 

 

 

Comments: 
Only two comments from the carer respondents on this question. 

 Always the same stuff mentioned. Of no interest to my family member. Nothing suggested to suit 

them. 

 I never hear of anything different. 

 

 

 

 

 

 

 

 

 

Reflections 

Word of mouth is often the most effective means of communication and the evidence from this survey 

shows that providers are mostly good at informing what opportunities are available in their sphere of 

provision.  However the evidence also shows that it can be difficult to know what is going outwith 

those spheres. 

It is also crucial that service users understand what opportunities are available, how to access them and 

what support they might require.  This is a specialist sector that requires planning and support.  

It might be worth exploring social media…a Facebook page where people give short descriptions of the 

activity they have enjoyed. 

However, the responses to Q8 below suggest that just providing better information is unlikely in itself 

to facilitate better access to a wider range of services 
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Question 6:  How flexible is your day support/service?  

 

 

Comments: 

Approximately two thirds of respondents scored 4 and above regarding the flexibility of 

their day support or service.   Comments below show that some providers do their best to 

offer flexibility. 

 I suffer from a mild form of autism which restricts me to a routine-like scenario I can't get my mind out 

of. My daily help is able to adapt to my mental needs if my routing goes awry. 

 So long as they have enough notice things can be changed if staff are available. More people who 

have a driving license so that if the client has a disabled car. This means they have more freedom to go 

further rather than just sitting there. 

 I feel the workers are as flexible as they could possibly be. 

 If I have a hospital appointment etc. Providers will try to give me 2 hours on another day. 

 I can enjoy my free time and support is flexible so I can see shows at the Brunton and disco's 

 I pay weekly and I am able to take days off when I need. 

 Support worker has transport and is very flexible with visits if appropriate. 

 They stay on later with me at discos and take time back at a time that suits me. 

 

2 

0 

2 

1 

2 

7 

0 

1 

7 

4 

5 

11 

0 

1 

4 

4 

2 

13 

0 2 4 6 8 10 12 14

Score 1

2

3

4

5

6

Q6. How flexible is your day support/service? 

Support worker

Family member

Self



16 
 

Approximately a third of respondents scored 3 or less.    Flexibility of service is on a 

spectrum and in many cases notice needs to be given.  Set timetables and staff shortages 

can also hinder flexibility.  

 Sometimes I feel the service isn't always helpful to me and my friends. It's not easy to access some 

activities. 

 The service we use has set times but holidays are flexible. 

 So long as they have enough notice things can be changed if staff are available. More people who 

have a driving license so that if the client has a disabled car. This means they have more freedom to go 

further rather than just sitting there. 

 Staff not always available 

 I need to give quite a long period of notice for support 

 Don’t get a choice they just stop groups. 

 Not very flexible because of the way things are pre-booked and ran 

 The service we use provide 6 set hours of support per week with no flexibility. The support worker is 

flexible on my son's chosen activity. 

Carer responses to Q6. 

 

 

 

 

 

 

 

 

 

 

 

Comments: 

Overall comments from carers were positive understanding the stresses and strains of 

providing flexibility within a service 

 Overall flexibility is good. Might be helpful for some to have a drop-in facility, voucher scheme. 

 They seem flexible. 

 If his times need to be changed or cancelled as long as we can give enough warning if passible they 
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 They are normally quite good. 
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The less positive comments showed the strain and stress put upon carers when care is 

cancelled or flexible support is lacking. 

 Asked for assistance due to work commitments. Parent ended up doing transfer herself when told they 

couldn't help, even though they are meant to assist. 

 If care isn't available, this lets down the family member and myself. Sometimes at very short notice. 
Also not all carers know when they're working with my family member. Lack of communication from 
above. 

 Possibly cash strapped. 
 

 

  
Reflections 

An overall positive picture that demonstrates most providers do their best to be as flexible as they 

can.  However the evidence shows that set timetables and staff shortages can significantly curtail 

flexibility.  Where services are less flexible this has a significant impact on family carers and their lives, 

as well as giving a less qualitative service to users. 
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Question 7.  What is important to you about your day 

support/services? 

 

Comments  

It is no surprise that ‘meeting my friends’ topped this question along with ‘outings for 

support’.  The social aspect of day support/service is what respondents, throughout the 

findings, have said they most look forward to.  Having an active social life can help people 

with a learning disability to feel happier, included and valued (Chadwick et al. 2014; Mason 

et al. 2013).   

 I like meeting up with my friends in a place I feel safe. I hate being told what activities I can and 

cannot do. I like to give my Mum a break as well. 

 I have a great group of friends that I enjoy meeting with and doing things together as a group. The 

people at the centre are caring and considerate about our needs 

 My centre is a special place. It offers support to a large variety of disabilities and conditions, cares 

about its clients and gears up to activities to fit in with those needs and bring out their best. I have a 

lot of friends there now and it’s nice when the more able of them include me in the groups. I have a 

smart chair which I can use round the centre thanks to a finger switch. 

 I like to feel safe in my surroundings and have someone with me to talk to when I feel anxious or 

upset. 

 I like meeting people. I enjoy company. My carers need a break so my attending a resource centre 

really helps. I enjoy outings but sometimes there are cancelled. 

 Meet new people to socialise 
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‘Outings with support’  

 I went fishing with Stepping Out. A great day was had by all. 

 I like going out and about with my support worker and looking at charity shops. I also enjoy playing 

golf. 

 It would be great if I could go to Get2gether as some of my friends go. Maybe someone could support 

me with activities and outings instead of being in the day centre all the time. 

 

‘Having a safe place to be’ either between activities or for the day is a very important aspect 

of day support/service for service users and their carers.  People with a lived experience of 

disability are more vulnerable to the hazards of daily living. 
 I like to feel safe in my surroundings and have someone with me to talk to when I feel anxious or 

upset. 

 I enjoy libraries and bookshops. My support is happy to go with me to these places. I get to visit many 

new places and enjoy the new experiences. (As my son's main carer it is good to have reliable support) 

 The place of work is a safe place where we know that K is being looked after and supporting his 

independence for 3 days of the week. He also learns new skills there. 

‘Special activities to suit me’ also scored highly. This might mean specially tailored activities 

to suit specific needs or support to attend mainstream activities/work.  

Whichever….activities were an important aspect of daily life. 

 I have daily support from ELCAP. I attend work at East Lothian Council 5 days a week. I am part of 

Neighbourhood Networks on a Tuesday and on other days and times  

 Have a work placement 4 days and I go to centre for one day a week which I really enjoy as I see all my 

friends. 

 My son is able to progress his interest in media studies, dance and drama at UPMO. Without this 

service he would be stuck at home with nothing to stretch his abilities. He also meets his friends at 

UPMO and is able to learn social skills. Without this, he would have no peer group to interact with. 

 Going into Edinburgh 3 days a week from 8-5 is enough for our young person at the moment as he has 

spent the last 6 years going to Edinburgh to school. His other 2 days at the moment involve 1:1 

support. This is ok but can be expensive as they need to go places and do things which can be great in 

the summer but occupying a special needs person for 6 hours out of their home in the winter is a 

different matter. 

 I enjoy going to my day centre but would like a change now and again. I enjoy the activities but they 

are a bit the same all the time. 

 Getting to the gym, doing any forms or applications and meeting outdoors to get out of the house all 

really benefit my mental health. 

 

Approximately half of the respondents ticked ‘giving my family carer a break’.  The survey is 

unclear about how many people are cared for by their family outwith the hours they receive 

day support/service. Nevertheless a break from caring is a very real benefit of day 

support/service for family carers. 

 Giving my Mum her own time. Having someone different to talk to widen my horizons. Someone else 

to spend time with. 

 I like meeting people. I enjoy company. My carers need a break so my attending a day centre really 

helps. I enjoy outings but sometimes there are cancelled. 

 I like meeting up with my friends in a place I feel safe. I hate being told what activities I can and 

cannot do. I like to give my Mum a break as well. 
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Carer responses to Q7. 

Meeting friends, a safe place and a structured routine of activities were what carers felt was 

important for their loved ones.   

 Routine, Music, Friendships 

 Socialising and meeting friends - routine. Chance to do things he wouldn't normally do. 

 Friends over many years (30). Arts, crafts and music. 

 It is very important to have a structured routine to the day - with people the person connects with and 
feels secure with in familiar surroundings. The social context is important including meal times and a 
range of stimulating activities (inside and outside) is essential for mental and physical wellbeing. 

 Spending time with friends in a safe environment with adequate changing facilities and wheelchair 

access. 

 

However respite, getting a break was the key message behind most of the comments from 
carers. 

 

 Enjoy meeting friends and workers but without any services, carers lives would be drastically changed 

and would put people at risk. So day centre support is important for all involved. 

 Assist so parents can work without the cared for having to sit all day in the work place. 

 They get to see their friends and socialise. They're doing activities they enjoy and it gives us carers 
some time to ourselves. They also learn new skills and are safe. 
 

There is also a perception that there are few suitable facilities in East Lothian. 

  

 He attends 2 days a week at X in Edinburgh which I sourced myself years ago, as at the time there was 

nothing for him to do to go to…a very big black hole in support for certain ages of people. Children and 

OAPs fine but nothing in between!!! 

 

 

 

 

  

Reflections 

Socialising especially in the evenings and at weekends, routines, feeling safe, a variety of activities and 

opportunities to go on outings were all equally important to service user and carer respondents to 

support their health and wellbeing.   

Most of the comments were about people participating in group activities.  Where 1:1 support was 

provided, finding suitable activities could be both challenging and expensive particularly in the winter 

months. 

Supported employment, voluntary placements seem to have fallen off the radar as there is no facility in 

East Lothian that offers this service of support.  This is an area that needs addressed. 

Giving a break to carers came up as a basic requirement in both surveys.  Next in the report is a specific 

question asking carers to give their views on the importance of respite. 

  



21 
 

Question 7A.  Carers were asked how important the day 
support which the person they care for receives was in 
giving them a break? 

 

 

 

 

 

 

 

Comments: 
 

 It can cause more stress when staff can’t assist on dropping off or pick up. 

 The person is now living in supported accommodation but I see him regularly. 

 He is unable to live on his own, it is essential 

 I have been getting surveys etc. from our service and providers of what they are going to do (see enclosed 

list). But without the staff it is all meaningless. Visits from consultants are an insult and just an excuse for 

this service to do nothing. 

 It gives me a break which is VITAL because when you have to always think for two constantly from what to 

wear/eat to there are stairs where we are going, is it wheelchair friendly? So having someone else doing 

this even just occasionally, you would have to look after someone 24/7 to realise just how much this helps. 

 It helps as it means I can get to work and gives me some 'me' time. 

 It's like him going to his work. He loves going out during the day. 

 Time to ourselves to relax, meet up with friends. Going to appointments 

 Until there are more accessible premises for adults with disabilities using wheelchairs, the day support is 

essential for good wellbeing. 

 Without the support of the resource centres, carers could probably not be able to carry on. We need a 

break from caring and the centre really does help. 
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Q8. How important is day support to give you a break? 

Reflections: 

Virtually all carers noted the importance of day services in providing them with a break in 

their caring role AND the importance of that break in maintaining their wellbeing and in 

achieving some balance with other aspects of their lives. 
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Question 8.  What stops you from doing the things that you 
want to do? 
 

 
13% of respondents said they did not experience any barriers to doing the things they 

wanted to.  However 87% of respondents cited confidence, not enough support, cost and 

transport as some of the main barriers to getting out and about.  Unsuitable venues and 

activities were also noted as barriers although not as much as the others. 

Transport.   

 So far as our you person has only just started in adult services, things are going well, but only through 

asking lots of questions did I find out the bus dies a dual drop off and there is no escort on the bus, 

when some of the youths are in wheelchairs. I think it would be very difficult for the bus driver to deal 

with anything going wrong. Then to find out they pick up UPMO youths first, then sit at Milton Rd 

College till 4.30 before setting off, this means that the UPMO youths have a longer day. We are a rural 

area so a lot of time is spent getting from A-B. 2 Buses would be far better for our youths. 

 No direct bus travel to Musselburgh. No direct bus travel to Tranent. Universal Credit can restrict my 

weekly spend especially if having lost out on PIP. 

 I don't self-travel so rely on family to transport me to any supported social events. 

 Recently the bus from Meadowmill bowling club has stopped and this has caused transport issues. 

 It takes 2 buses to get back from Midlothian disco and the bus to Haddington has stopped running by 

the time it finishes 

 When I'm not at day respite at Leuchie. Transport is difficult to access. Buses are not suitable as in a 

wheelchair. Costs high and benefits not enough. Also in a wheelchair all shops are not easy to access. 

Also my confidence is quite low. 

 I like trams but they don't always have ramps, so I need to order in advance, so if I'm late for any 

reason I wouldn't be able to get on. 
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Q8. What stops you from doing the things you want to do? 
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No or not enough support 

 Frequent staff shortages impacts on availability of support for activities. 

 My son needs someone with him when out in the community. Although support is provided during the 

day to allow his parents to work, he relies totally on them in the evenings and at weekends. 

 When you have a special needs youth your caring role as a parent is lifelong and you have to manage 

their life, make decisions for them and constantly know where they are and with whom. Everything is 

planned and there is no flexibility of spontaneity. Having a safe place/resource/hub such as the Yard in 

Edinburgh would be amazing, giving support to parents the change to meet up but also have it staffed 

so if they did have an appointment or just an hour or two, they could drop their young person off and 

not have to worry. It would also enable youngsters to meet up with each other. 

 At the moment K needs support to go and try other activities. In his own community he is independent 

and once shown he has the confidence to go on his own providing it is in daylight hours. 

 I would like someone/support to help me socialise and make friends. I am not very confident in new 

situation or with new people. 

 I would like more hours to have support at the weekend. 

Cost 

 Everything I go to costs money whether it is an outing or centre. People forget I have to live as well i.e. 

podiatry, haircuts, food, clothes, presents, my social life outwith the centre and support workers. 

 Support has to be paid for and there is no more money forthcoming from the government. 

 With the likes of the service I use, if there are any trips that come up that may suit me, they are always 

expensive and I miss out because of this. 

 Changes to cost means changes to services and loss of days. 

Confidence 

 I would like someone/support to help me socialise and make friends. I am not very confident in new 

situation or with new people. 

 I am very shy and find it difficult to meet new people because of my speech. I get very anxious when I 

have to ask new people a question to the point where I won't speak out sometimes. 

 My anxieties when heightened stop me from participating in many activities. The cost of support 

prevents me from going away longer than an overnight stay. The overnight stays build my confidence 

and encourage me to make everyday decisions for myself. 

 I have to have Mum for directions but the group are helping me with this and helping to build up my 

confidence. I'm also trying to get help with my frustration of not being able to do everything that my 

peers do. 
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Carers responses to Q8 

 

 

 

 

 

 

 

 

 

 

Comments: 

 Transport is sometimes not available for outings etc. Lack of support is often blamed for outings being 

cancelled. And the introduction of charges has implications. 

 My son has autism and some places and activities can make him anxious. 

 My son does not talk very well. He struggles when a stranger asks him a question and has to reply. 

 Sometimes staff shortages mean he can't do/go somewhere as expected. 

 Due to budget constraints within the Council concerns me re costs as my son only has limited funds 

after he pays out money for board and lodgings to his father. 

 Always hoping more voluntary work would be found but with plenty of support but these kind of jobs 

aren't easy to find. Service user has been at resource centre since he left school. 

 Going on holiday due to cost of paying for support worker as well. 

 My daughter cannot travel independently and lacks confidence in public places. 

 Needs full assistance with all activities of daily living due to severe disability. Occasionally there is 

difficulty due to limited wheelchair access at venues e.g. theatre which results in missed opportunities. 

 

 

 

 

 

 

  

Reflections 

The range of challenges outlined emphasise that people need to be supported to access services 

and if this is not planned for then new services may well fail to meet their needs.   
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Q9. Please tell us about any difficulties the person you care 
for may have in doing the activities they want to do. 
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Appendix - Service user questionnaire 

 


