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Introduction: A 
transforming landscape 
of social care

Social Care Policy (2008 – )

Personalisation, prevention and co-
production at heart of UK social care policy. 

Choice and control + empowerment > some 
people with learning disabilities taking up 
new community-based opportunities.

For others uncertainty and insecurity: Cuts 
to local authority social care and support 
provision > closure of formal services and 
buildings.



What does it mean to ‘self-build’?

Self Directed Support – akin to a ‘self-build’ project 

• When individuals, with the help of their supporters, co-construct their 
own local support networks, activities and identities, from local 
resources and services, in a meaningful way.

• ‘Self’ is a relational concept, acknowledging inter-dependency (Bowlby 
et al., 2010)

• Some people are self-building by necessity, in adverse contexts with a 
lack of support. 





Existing research

Gleeson and Kearns (2001): an ‘imagined moral geography’ of communities who are supposed to be able to care



Participatory research – SPIRIT platform

https://spiritdisabilityplatform.wordpress.com

The idea for this project came from SPIRIT (Southampton Platform 

for Inclusive Research and Ideas Together)

Qualitative Study: 4 case-study areas (2 in Scotland; 2 in England)



Southampton Advisory Group and Research team co-creating the project logo



Interviews & co-creative methods for capturing 
daily lives of adults with learning disabilities



Interviews
• Adults with learning disabilities across 4 local authorities (n=47)

• Local authority representatives (commissioners in social care/learning disability 
leads) in three of those local authority areas (n=7) (1 urban and 2 rural areas)

• Managers of non-residential learning disability organisations providing 
day/evening support and/or activities (n=27): 
• Day services (incl. day centre in transition to social enterprise*) 
• Friendship meetups *
• Voluntary work and training initiatives (e.g. Voluntary work credit scheme)
• Theatre Group
• Book shop project*
• (Self)Advocacy organisations*
• Good Neighbours*
• Gardening/Horticulture/Farm initiatives*



Addressing a key pitfall of self-directed 
support

While care packages remain relatively steady for those eligible for social care 
despite the cuts, many are losing out support to take part in their community.

Jason: Paul, I was curious to know about what you told us about the stuff on 
your weekly planner here, you said a lot about how you like to chill out, watch the 
telly and all that.  Was it your choice to do that or was it the levels of staff that 
limited what you were able to get out and do?  How much time do you spend with 
the staff there?

Paul: Not a lot.  They used to, they used to spend quite a lot of time with us 
lot, they used to take us out everywhere.  That’s a bit disappointing now because 
they tell us all to be independent.  And I think that’s wrong.





‘Self-building’ a life is about being 
supported to…

• Learn new life skills

• Know what’s going on

• Make friends & build a network

• Have one’s voice heard 

• Learn to make decisions

• Get involved in meaningful activities

• Get around

• Keep safe



We start from the absolute premise, that 
disabled people themselves are the best 
people to determine what their support 
should look like and what support works for 
them, but people need to have the skills, the 
confidence, the capacity to know what that 
support may look like and to be able to 
negotiate it successfully… And people need 
that support and quite often need peer 
support to be able to actually envisage 
different things that they could be doing.

(William, Disability Rights Org.)

‘Self-building’ a life is about being 
supported to…

• Learn new life skills

• Know what’s going on

• Make friends & build a network

• Have one’s voice heard 

• Learn to make decisions

• Get involved in meaningful activities

• Get around

• Keep safe



Building the capacity to self-build a life
Q: What are the main things that you do when you’re at [Speak up]?

Billy: It’s the people I get support with, me and Jane goes through to [town] every 
second month to meetings, well there’s a few meetings there, there’s the voice 
meeting, the hub meeting, the speak out meeting, all sorts of meetings.

Q: So a lot about--, so is this about giving your views and stuff?

Billy: Yeah, speak out, how’s your support getting on, do you like it, do you not like it. 

Yvonne: I’ve gained experience of a few little tasks I was happy to do, like [taking] 
minutes, trying to do that. Everyone has a chance to do it, which is a brilliant user-led 
kind of experience. And the chairperson, everyone has the opportunity to do that, 
and we like it. We can work on that sort of thing. It’s nerve wracking, but once you 
organise, plan, you’re familiar with the place, people who are going, it’s good. 



Book Shop Project (rural village, Scotland)

• Second hand bookshop facilitating meaningful occupation and learning of 
social and vocational skills

• Community development worker-led rather than user-led but person-centred

• 3 volunteers at a time ‘get the opportunity to work together [and …] to do all 
the tasks that are involved’

• ‘first of all I came here to meet new people … I didn’t have the confidence for 
speaking to other people. This place gave me confidence to speak to other 
people. So now I’ve got the confidence and now I’ve got my skills back I had 
when I used to work when I was younger ... So that got my skills back and now 
I’ve got my confidence back, I’m more confident in what I’m doing now’

Model of mutual support & confidence-building 

in authentic retail setting; voluntary work & training



Friendship Meetups (rural market town, southern England)

• Facilitating friendship and social meetups

• Nestled within a self-advocacy group, largely user-led with a 
management committee

• Fostering social learning through providing new opportunities to 
manage the group, support others at events, travel sharing and 
learning, use of social media 

• ‘If we’ve got problems at friendship meetups I’d help those two out 
as well.  Help each other out if we’ve got any problems.’ 

Model of self-advocates helping 

each other & learning as they go



Good Neighbours (urban area in Scotland) 

• A network facilitating support & help with tenancies and being part 
of the community

• 'if someone has a problem, or is worried about something then they 
would talk to the network' 

• Utilising ‘paid neighbours’ idea of community living workers who 
live in the area and put on meetings & activities

• Enabling progress from member to associate member status to 
allow the networking to continue but with less support when it’s 
no longer needed

Model of sustainable local support, 

reciprocity and peers as assets 



Building a network

We sometimes get confused for being a social club which frustrates the 
hell out of me because that's absolutely not what we are.  There's much 
more depth to what we do than that. It's a means to an end. Having the 
opportunity to lend your skills to someone else, can/will absolutely have 
an impact on your confidence and self-esteem.  And if you are feeling 
confident and your self-esteem is high then the likelihood is that some of 
the practical tasks almost feel easier. 

(Manager, Good Neighbours)



Supporting self-building within a challenging context

Individual leaders taking a risk

[Starting up] was a leap of faith because it was at a time where it was very 
evident that funding was drying up [estd. 2007].  Do you sink or do you swim?  
And I was not going to sink.  So I invested my own money into this and completely 
gutted the place.  So it's now fit for purpose. 

(Manager, Community Skills, rural area)



Supporting self-building within 
a challenging context

Sustainability

I have every empathy that Social Services are stretched, they’ve got no money either, 

they’re fighting crises, so they can’t put in to preventative work… So, if we set that as a 

challenge we’ve got to keep going, we fundraise, people are very generous, and we 

rely on a lot of the goodwill of volunteers to support our work so we can stretch what 

we do further and that’s really important… So it’s about using all our resources the 

best way we can to ensure our sustainability.  

(Manager, Friendship Meetups, rural area)



Supporting self-building within a challenging context

Relying on volunteers

Part of our contract was to do -- there were some expectations to do community 
work. Unfortunately-- and there was a hope that we could find volunteers to be able 
to do that work. I don’t know why, the volunteering environment has really dried up. 
It takes a lot of work to manage a volunteer… we don’t have the capacity to do that. 

(Advocate, Advocacy Central, urban area)



Supporting self-building within a challenging context

Barriers to social work taking a lead with championing asset-based support

One thing we struggle with here is just to get social workers here, you know, we 
always try and send an invite but unless there’s an allocated worker it’s slim 
chances.

Q: Because I know you mentioned last time Mike’s social worker, not seeing 
them.

We haven’t seen a social worker for a long time.  

(Manager, Garden Activities, rural area)



Supporting self-building within a challenging context

Commissioners’ voice

How do we support the market or support the community to take some of these 
initiatives forward? Yes, I’d love to spend lots of time doing that, it’s the really 
interesting part of the work, but some of the bigger things always over-ride at the 
moment, the housing, the care and the statutory stuff— Yes, most of our funding is 
meeting our statutory duties. So, yes, the preventative services you’re forever 
defending--. 

(Lead commissioner, local authority 2)



Supporting self-building within a challenging context

Commissioners’ voice (continued)
I think what's massively missing at the moment, from the [sector]--, is brokerage, 
support brokering.  You're not happy with your provider?  Well, how about we 
help you find a new provider and help you broker something else that does work 
for you?  Maybe there's something in there around the peer organisations doing 
something a bit more creatively around filling those gaps where they've 
identified through the peer advocacy what the problems are and fill some of 
those.  

(Lead commissioner, local authority 2)



Creating the conditions to sustain self-building support

Need to… 

• Provide start-up and growth funding for peer-support organisations

• Support business development /organisational experience and 
capacity 

• Address low expectations and aspirations with learning disability

• Recognise the potential of self-advocacy and peer-support – but this 
needs to be supported and promoted

• Address risk aversion & bring along the parents

• National level: need to recognise regional disparity in disability provision (e.g. 
some local authorities de-institutionalised earlier; less institutional stock)



Come along to our Research Event to find out more:
13th November at Coin Street Neighbourhood 

Centre, London

https://selfbuildsocialcare.wordpress.com/
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