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SPIRIT Launch – Conference Report 

Introduction 

The SPIRIT launch event was designed to bring together the latest evidence and good 
practice of inclusive research with people with learning disabilities that is making an impact 
in their lives.  

Inclusive research involves co-production and innovative approaches to working with the 
very people that are typically the subjects of research. It sits at the heart of the SPIRIT 
disability platform and we were able to show how it can be used to inform change in 
disability support provision. 

We structured the event with three key goals in mind, to allow people time to:  

(1) meet new people,  

(2) discuss ideas, and  

(3) think about how we can all make a difference.  

The conference took place on 25th May, 2016 in UNITY 12, the home of Southampton 
Centre for Independent Living (SPECTRUM CIL) 

35 people attended the event including commissioners and local council disability leads, 
learning disability charity representatives, service provider managers, researchers, and 
people with learning disabilities. Many other people expressed an interest in attending but 
could not do so. By making the report and presentations available online, we hope that more 
people can find out and think about the themes identified from the event. 

The following report  provides a record of the event and summarises the main discussions 
which took place in the break-out discussion groups.  

We at SPIRIT hope to use the points raised in the 
presentations and discussions to help inform the 
future research and public engagement activities of the 
platform. 

 

- Andrew Power, Co-founder of SPIRIT  

Figure 1: Matt King, Donna Evans, Andrew 
Power, Kerry Martin, and Clare Tarling 
from SPIRIT after the conference (L-R) 
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Conference Presentations  
 

1. Introduction: Doing Research Inclusively  

Andrew Power, Lecturer in Geography, University of Southampton and Melanie Nind, Professor of 
Education, University of Southampton 

This was an opening talk about what inclusive research is, and how researchers have used it 
to give a voice to people with learning disabilies. It is about doing research with people not 
on them and not turning them into objects for other people to study. It is also about issues 
that really matter. The aim is to improve people’s lives and to treat people with respect. 

Link to Presentation [downloads Powerpoint from website]: https://goo.gl/8G0Lh5 

Link to Video [opens a YouTube webpage]: https://www.youtube.com/watch?v=21Q1XZboNVE 
 

 1. Getting Together and Supporting Each Other Through 
the Cutbacks: How peer-advocacy can help. 

Andrew Power, Matthew King and Donna Evans (self-advocates from 
Southampton).  

This was a presentation of findings from a recent University of 
Southampton study involving people with learning disabilities as 
co-researchers. It showed how people with learning disabilities are using peer-advocacy to 
get by and support each other at a time when services are being affected by cuts. Despite the 
potential for peer-advocacy, the speakers also talked about how these groups are at risk of 
cuts themselves and need to be recognised and supported. 

Link to Presentation [downloads Powerpoint from website]: https://goo.gl/8G0Lh5 

Link to Video [opens a YouTube webpage]: https://www.youtube.com/watch?v=36YBkvXGaQw 
 

2. “This is how I want it!” People with Learning 
Disabilities enhancing self-assertiveness and 
self-determination.  

May Østby, Marit Haugenes, Ole Magnus Oterhals,  Guro 
Fiskergård Werner, Magnus Sten, Camilla Høgstøyl  and Aud 
Elisabeth Witsø,  from ‘Its the way I like it!’ Project, Norway.  

This was a presentation on how people with learning disabilities can enhance their self-
assertiveness and self-determination. The group designed short videos to how show support 
staff can sometimes stop people with learning disabilities from having independence (for 
example, by saying you cannot decide how to spend your money or when you go shopping), 
and ways that people with learning disabilities can make their voices heard. 

Link to Presentation [downloads Powerpoint from website]: https://goo.gl/QOXLvn  

Link to Video [opens a YouTube webpage]: https://www.youtube.com/watch?v=eZODrTRrTHs 
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3. Impact? ‘How personal budgets can work better for people with learning 
disabilities’  

Val Williams at the Norah Fry Centre for Disability Studies at Bristol. 

Val talked about how inclusive research can make an impact. She said 
this meant ways that research can make a difference in policy. This was 
hard to do because policy makers often do not take into account what 
research says or link policies to particular research findings. She used 
lots of examples of her own research to show how it had make an impact. 
One example was to show her research on how personal budgets can 
work better for people with learning disabilities. 

 

Link to Presentation [downloads Powerpoint from website]: https://goo.gl/LWbBRO 

Link to Video [opens a YouTube webpage]: https://www.youtube.com/watch?v=ES3Cg0qCVwM 

 

4. ‘What user-led organisations can do and why it is so important’ 

Steve Strong from National Development Team for Inclusion (NDTi) and Tammy Flook, 
Gloucester Voices. 

Steve and Tammy talked about how important it was to have user-led organisations. People 
with learning disabilities are subject to hate crime, less than 1 in 5 people with learning 
disabilities work and 1 in 2 families with disabled children live in poverty.  They talked 
about how Gloucester Voices was set up to make a difference and the work that it has done 
to improve the lives of people with learning disabilities. This work has included making 
short films and theatre productions about important issues like sexual abuse and hate crime. 
 

Link to Presentation [opens as PDF]: https://goo.gl/8cV6Mm 

Link to Video [opens a YouTube 
webpage]: https://www.youtube.com/watch?v=G_5MnX78o-U 

 
 

5. Robin Meader, graphic facilitator 

During the day, Robin Meader visually captured the activities and the 
‘buzz’ at the event by making drawings. 

Robin showcased his art at the end of the day. His drawings are shown in 
the appendix at the end.  
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Themes from the Conference Discussions 

As well as the presentations by the speakers and images from the graphic facilitator shown 
above, we also asked people at the conference to talk about what mattered most to 
them – to identify barriers, to make suggestions for change, and to think about what was 
important for SPIRIT to look at next. We gave each table flip-
chart pages to record their ideas (see Fig. 2) 

The eight themes below are loosely ordered by the amount of 
comments made about a particular topic.  

Some were more general, for example ‘community’, whereas 
some were more specific, for example ‘advocacy’. 

Even though some themes were talked about less than others, 
they are all still relevant, and all of them are related to each 
other in some way.  

 

1. Community 
The theme of community was the most discussed at the conference. People talked about 
what was available in the community which could help people with learning disabilities. 
People also talked about what could be done to make the community more accessible and 
welcoming. 

The following recommendations were made: 

 Listen to people – support user-led organisations who know local people and the 
local community 

 Make information more accessible 
 Personal development projects – empower people to speak up, such as self-advocacy, 

groups empowered to have a ‘louder voice’ to impact change 
 The community as a whole, including post offices, buses, banks, GP’s, local shops, 

dentists, etc. should help to reduce hate crime and help make people feel safe in their 
community. 

 Commissioners need to understand needs by talking to people and understand 
organisations. 

 Services – need to take time to listen and connect with communities and maximise 
choice 

 Priorities for communities: work to improve accessibility, reduce prejudice, offer 
more education, open more venues, and stimulate more creativity. Services need to 
get people out first! 

 Barriers to getting out in the community also include being very dependent on family 
support and transport.  

 Empower small community projects to compete with larger organisations 

Figure 2:  Ideas from a discussion group 
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In addition to these recommendations about community, the following questions were 
raised about the barriers that exist, and that would need to be addressed in order to enable 
more people to get out in the community: 

 How do communities meet together when resources are getting reduced all the time?   
 Most services are now funded on 1:1 delivery – all the ‘extras’ like policy and 

development meetings are not funded so people who could support changes cannot 
attend.  

 People do not always feel safe or able to go out in community and are isolated. People 
are hidden and unsupported – how do we hear their voice? 

2. Work 
A second key theme that people talked about was more access to paid work. People with 
learning disabilities prioritised having a paid job where they can feel valued. Many said that 
there is greater need for appropriate support to get and keep a job. 

Delegates identified some key open questions about this: 

 What issues are there in the workplace?  
 What support do people need?  
 What are the barriers?  
 What policies could encourage organisations to be inclusive? 
 How could the benefits system allow people to work and be better off for having a job?  
 How could policies allow people to have the support they need to get and keep a job? 

(e.g. job share, mentoring, ‘buddy’ schemes. Would awareness training for employers 
work?)  

3. Communication 
A third key theme that people talked about was ‘communication’. People emphasised the 
need for more access to communication aids and information in easy read formats. People 
said that this was relevant in all parts of life. 

One important area in particular was the need for easy to understand communication about 
rights and legislation to ensure greater awareness and use of the laws that exist 

 Marketing/advertising of updates and changes to the law should be made accessible 
to all 

 People are not aware of the Mental Capacity Act or Care Act 
 There should be an easier way to challenge any loss of rights – including an 

automatic referral. 
 Loss of Information = Loss of rights  

4. Co-production 
Given the overall theme of the conference was to showcase inclusive research that is co-
produced with people with learning disabilities, people naturally talked about the 
importance of ‘co-production’ between all relevant stakeholders more generally. 

Here are some of the things people recommended about co-production: 
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 Councils could be guided by TLAP guidance on co-production 
 Experts by experience (i.e. people with learning disabilities) should be allowed to 

shape and influence local policy and commissioning 
 Partnership agreements that respect listening and fair representation could help 
 Important to recognise the required time needed to engage and co-produce 
 Importance of sharing good stories to help support change 
 Training designed and given by people with learning disabilities – that would be real 

co-production! 

5. Services 
Related to the above theme, many people talked about how ‘services’ could work better. One 
important way to achieve this, according to one person at the conference, was to ensure 
services and people with learning disabilities work together. It was also mentioned that 
commissioners should make it easier for people to get funding for the services they want. 
There was also a point made about using money and resources more creatively, for example 
by using time banking. 

Other recommendations that were identified included changes to the systems and practices 
that services use: 

 Change rota systems of staff so people can have a life outside 9-5. 
 Services need to have a positive approach to taking risks 
 Services should listen – and be forced to do ‘You Said, We Did’ 
 Disabled people should be treated with respect 
 It’s not about the staff – the person decides! 
 Making sure we all know we are all equal: everybody should be treated with dignity 

and respect 

6. Advocacy 
Alongside services, people also spoke about the importance of ‘advocacy’. This was 
mentioned a couple of times: 

 There should be more funding for peer-advocacy and statutory advocacy  
 Self-advocacy groups can help people to live more inclusively 

These points are very important because people are finding it harder to get funding and 
supports that they might need to live inclusively. 

7. Changing laws and policies 
We also asked people to think about ways that they could make an impact on laws and 
policies that would help people with learning disabilities. 

One person made the important point that ‘it is very complicated to make any changes to 
the law’ and ‘it takes a long time to make any changes’. Therefore we have to be careful 
about expectations. 

People said that the best way to make an impact on changing the law is to include and 
respect disabled people’s voices when new laws or policies are being developed: 
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 Include disabled people in discussions about changes – it’s not the politicians who 
are affected – it’s us! 

 We don’t always talk about issues as a whole – we tend to focus on individuals we are 
supporting 

 Working bottom up  = listen to people first to inform legislation/guidance 
 
Related to listening to people, the relevance of the earlier theme of communication was 
mentioned. Easy read information is needed so that people can find out about changes in 
policy. 

 

8. Health & Leisure  
A final key theme that people talked about was ‘health and leisure’. One important aspect 
was trying to identify whether people with learning disabilities know enough about health 
and what is involved for a healthy lifestyle. 

 What do people with LD think is ‘healthy’?  
 How do we share information about what is healthy? 

 
There were also a number of people who talked about the need for ways to get better 
support to go on holiday: 
 
 Disabled people should be able to pay for support workers; not easy to find friends to 

go on holiday with you so you can share the costs. 
 Wo don’t want to rely (or in most cases can’t) on our family paying for us to go on 

holidays 
 Make changes to provider policies to make it affordable. 
 Find out how do people go on holidays? 
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Contributors 
The following section provides details of the speakers and organisers (A full list of people 
attending is available on request). 

Ruth Bartlett is an Associate Professor within the Faculty of Health Sciences, programme 
lead for the MSc Complex Care in Older People, Co-director of the University’s Doctoral 
Training Centre in Dementia Care and Principal Investigator of an interdisciplinary, cross-
faculty research project funded by the Alzheimer’s Society.  

Donna Evans is a self-advocate at the Hub in Southampton and she tries to remain very 
involved in local learning disability issues through Choices Advocacy. 

Tammy Flook was closely involved in setting up Gloucestershire Voices in 2010 . Since 
then she has been a member of the Board including 4 years as Chair. She is also a member 
of staff and is currently working as part  of the Quality Checking Team. Tammy regularly 
attends meetings and conferences as a representative of Gloucestershire Voices and is an 
experienced trainer.  She has recently attended a course in Media Skills. 

Kerry Martin is a self-advocate from People First Dorset 
(http://peoplefirstdorset.org.uk/meet-us/our-team/), and a member of the National Forum 
and involved with the Norah Fry Institute.  

Chris Mellor is a self-advocate at People First Dorset, and also works as a Day Services 
Quality Checker (http://peoplefirstdorset.org.uk/our-services/quality-checkers/) 

Claudia Joyce is locational manager at Choices Advocacy at Southampton and is actively 
involved in managing advocacy for people with learning disabilities across the Southampton 
region. 

Matthew King a self-advocate from Southampton, who is actively involved in the local 
Partnership Board and self-advocacy groups, Busy People and the Hub. He is also a big 
Saints fan. 

Robin Meader is one of the first members of Openstorytellers since 2004. He works 
telling stories, drawing pictures to support people, and with Somerset Advocacy. He is an 
artist illustrator with his own business- graphic facilitation at conferences and courses. 

Melanie Nind is Professor of Education at University of Southampton, with strong 
background in inclusive research with people with learning disabilities. She is co-founder of 
SPIRIT disability platform. 

The Norway ‘project group’ is comprised of Østby, May (associate professor); Haugenes, 
Marit (assistant professor); Høgstøyl, Camilla (co-researcher); Oterhals, Ole Magnus (co-
researcher); Sten, Magnus (co-researcher); Werner, Guro Fiskergård (lecturer) and Witsø, 
Aud Elisabeth (associate professor). This is a network of co-researchers with learning 
disabilities and University researchers across Norway who are committed to doing inclusive 
research together. 
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Andrew Power is a Lecturer in Social Geography at University of Southampton. His key 
interests are in the implementation of disability and social care policy and examining 
support models which help disabled people have a good life in the community. He is 
committed to working inclusively with disabled people to ensure their voices are heard and 
respected. He has published many articles and books in these fields. He is co-founder of 
SPIRIT disability platform. 

 Steve Strong has had a career working in Health, Social Care and the Voluntary Sector 
mostly in connection with Learning Disability issues. He spent nearly 10 years working with 
the Department of Health, initially as a member of the Valuing People Support Team and 
then on the Personalisation agenda where he focussed on the role of ' User Led 
Organisations'. He now works at National Development Team for Inclusion. 

Clare Tarling is an advocate at People First Dorset, with roles in the Forum, Easy Read 
Design and a Quality Checker. 

Val Williams is a Disability Studies researcher with key interests in ways of 
conceptualising change in policy and practice, on the terms of disabled people 
themselves. She is an executive editor of the international journal Disability & Society, as 
well as Head of the Norah Fry Centre for Disability Studies since 2013. She has worked for 
over forty years with people with learning disabilities (intellectual disabilities) in various 
capacities, always with a view to promoting and facilitating people’s own voices. Her current 
work lies largely in the field of personalisation, choice and control, and spans a wide range 
of individuals, disability groups and intersections of identity.  
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APPENDIX 1: Full Conference Programme 
10.00 Registration & Tea/Coffee 
10.30 Welcome and introduction to ‘SPIRIT’ Disability Platform  
 (Clare Tarling and Chris Mellor, People First Dorset) 

10.40 Doing Research Inclusively, Impacting Lives  
 (Andrew Power and Melanie Nind, University of Southampton) 
10.50 Discussion 1: What is research and what are the ingredients to inclusive research? 

11.00 Getting together and supporting each other through the cutbacks  
 (Andrew Power, Ruth Bartlett, Matthew King and Donna Evans, Southampton)  

11.30 ‘This is how I want it!’ People with Learning Disabilities enhancing 
 self-assertiveness and self-determination  

 (May Østby, Marit Haugenes; Camilla Høgstøyl, Ole Magnus Oterhals, Magnus Sten, Guro 
Fiskergård Werner, and Aud Elisabeth Witsø,  Nordic Learning Disability Network, Norway).  

11.50 Discussion 2 (ideas from the presentations): How can communities and services 
better support people with learning disabilities to live inclusively and have more 
control over their lives?  

12.30 Lunch & Networking 

 Photo Exhibition: What do welcoming communities look like for people with 
learning disabilies? A Southampton based project 

13.30 Inclusive research on Direct Payments making an impact  
 (Val Williams, Norah Fry Centre for Disability Studies, University of Bristol and Julian 

Goodwin).  

14.00  What user-led organisations can do and why it is so important   
 (Steve Strong, National Development Team for Inclusion (NDTi) and Tammy Flook, 

Gloucester Voices)  

14.30 Discussion 3 (ideas from the presentations): What could help user-led organisations, 
local councils and services work together more positively? What things would you 
like to change (e.g. laws and policies) in order to make a difference to the lives of 
people with learning disabilities?  

15.00  Short Break with Tea/Coffee 

15.15  Robin Meader, Graphic Facilitator showing his drawings about the conference.  

15.30 Final Panel Discussion: What do you think is important to look at next?  
  (Kerry Martin, Clare Tarling, Matthew King, Andrew Power)  
 What key areas would you prioritise for research that would help people with 

learning disabilities live more fulfilling lives? 

15.55 Final Words & Farewell (close of conference at 16.00)  
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APPENDIX 2: Robin Meader Drawings 

 
‘Unity 12’         ©Robin Meader 

 
‘SPIRIT Group Talk’       ©Robin Meader 
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‘Norway Group’         ©Robin Meader 

 
‘Norah Fry Impact?’        ©Robin Meader 
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‘Organisations in the Community’     ©Robin Meader 
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