Case studies of leadership within three inclusive research teams
Leadership in inclusive research teams is examined in this section within the context of three research studies. 
Strnadová et al. (in press) conducted research, which examined well-being of ageing women with intellectual disabilities in Australia. The research team consisted of eight researchers – four academic researchers from two different universities and four older women with intellectual disabilities. The research team undertook a research skills training over the period of 15 weeks, which was followed by conducting the research study itself. Over the period of one year, 15 ageing women were interviewed, and the data are currently analysed, following the inductive content analysis approach.
Central England People First (XXXXX) employed Walmsley to undertake research with them into the governance arrangements of other self advocacy groups in England and Scotland.
Johnson et al. (XXX)…..

The three research studies were designed and conducted independently, and they aimed to answer different research questions. Based on their experience, the authors went back to data gathered within these three research teams, aiming to answer the following questions:
· What did leadership mean in the three inclusive research teams? 	Comment by Iva Strnadova: Are these the questions we want/are able to answer based on our case studies?
· How was leadership connected with the identity of researchers with intellectual disability? 

The data analysed in each research project were: video-recorded and transcribed research team meetings, research diaries and memos.	Comment by Iva Strnadova: I believe we need to have some consistency when it comes to data sources. The data sources mentioned here are those I have from our research study.  How about you, Kelly and Jan?	Comment by User: I cannot say this. The data was recorded on audio, only partially transcribed as it was very minimally funded

Case study 1	
· Short background about the study: more focused on the characteristics of team members, and team dynamics
· Description of different forms/’faces’ of leadership as displayed by researchers with intellectual disability; within the development of the project (and team) perspective – adding quotes would be useful if available
Case study 2
· Short background about the study: more focused on the characteristics of team members, and team dynamics
· Description of different forms/’faces’ of leadership as displayed by researchers with intellectual disability; within the development of the project (and team) perspective – adding quotes would be useful if available
Case study 3
· Short background about the study: more focused on the characteristics of team members, and team dynamics
· Description of different forms/’faces’ of leadership as displayed by researchers with intellectual disability; within the development of the project (and team) perspective – adding quotes would be useful if available

Case Study 2 Self Advocacy: Where Next Central England People First research into self advocacy
Background
Central England People First was founded in 1990, part of the first wave of People First organisations founded in the wake of self advocacy arriving in Britain in 1984 (CEPF 2012). CEPF has followed the principles of the famous early group, Project 2, Nebraska, USA 
· Enabling people to become equal citizens of their communities 
· Leadership by people with learning disabilities. 
· Non disabled people there only as advisors and supporters. 
(Williams and Schoulz 1982)
Why CEPF did this research
CEPF managed to survive for 21 years, and this prompted it to seek funding to record its history. Writing this history, funded by the Heritage Lottery Fund, prompted its members to reflect on how the organization had changed since its heyday in the 1990s when it had members in 6 branches across England. During the 1990s CEPF held conferences, met regularly with other People First groups, and were keynote speakers at major international Conferences including IASSID, Finland in 1996. By 2012 there were a handful of members, no funding other than for projects and little contact with other groups (CEPF with Walmsley 2012). 
CEPF also knew from a survey conducted by the National Forum Staying Strong But for For How Long (2012) that they were not the only group having difficulties. 
For this reason CEPF decided to do some research to find out if other self advocacy groups were working better. To do this they employed a researcher, Jan Walmsley, to work with Ian Davies, former chair and founder member of CEPF.
The method adopted was to visit 8 self advocacy groups to find out how they work. 
The team members
The team members were:
Ian Davies – founder member of CEPF, who had just stepped down as Chair
Jan Walmsley – independent researcher and long term friend of CEPF who had chaired the advisory group for CEPF’s history project (Walmsley and CEPF 2013).
Catherine O’Byrne – CEPF support worker and History Project Officer.
Other members of CEPF helped to steer the project:
· To agree the questions the researchers should ask
· To agree which self advocacy groups to visit
· To provide the money to pay for the research.
What happened?
What questions to ask
The process of agreeing the questions illustrates how the relationships between CEPF and the researcher worked.
CEPF set the general research aims:
· To find out who is on the management team
· To find out how self advocates get good advice when they need it
· To find out how other organisations manage their paid staff
· To find out how other organisations attract new members.
JW worked these into a list of 7 questions. 
CEPF members considered these questions and suggested some changes (do you think we need an example?). These then became the final list of questions which were sent to the groups to be visited in advance.
Research Questions
· Who needs to be on the Management team?
· How can we run our management team to make sure that members with learning disabilities remain in charge while being able to get really good advice when we need it?
· Who is in charge of health and safety? Is it OK for volunteers to do this, or does it have to be paid support?
· Do your members pay to come? Is this through personal budgets? What do they get for their money?
· Do members have a set role, or do they do what they feel like when they come?
· What do you do if you have a problem with a staff member or the management committee? Do you have help from outside?
· What comes first – personal support for members, campaigning, research or something else? We don’t have the capacity in our support team to do all these things.
· Have you involved people with complex needs or young people? If so, how have you achieved this?
Choosing which groups to interview. 
A similar process applied to deciding which groups to approach. With advice from JW, CEPF agreed the following criteria:
· Different parts of the country
· Recently established and longer established
· Large and small
· Groups CEPF already knew and groups that were new to the organisation
For practical reasons, decisions about which group to approach were made by the research team – Ian, Catherine and Jan – using the sampling frame set by CEPF. This is how it worked out: 
Geography
	Region
	Scotland
	North West
	South
	South west
	North east
	Yorkshire

	Number
	1
	3
	1
	1
	1
	1


When started
	Before 1990
	1991 - 2000
	2001 to 2010
	Since 2010

	3
	3
	1
	1



Members
	1 - 49
	50-99
	100 - 300
	300 or more
	No formal membership

	1
	1
	2
	3
	1


Groups CEPF knew and groups CEPF didn’t know
	Already knew members / staff
	Did not know any members / staff

	5
	3



The visits
Meetings lasted from 40 minutes to 5 hours. In 2 places the researchers only met paid staff. Others gathered a group of members together. In one place the researchers met nearly all the members because they gave them a big slice of their weekly meeting.
Ian asked the questions. The researcher / supporter (Jan or Catherine) prompted Ian, and also asked supplementary questions. Their job was to summarise what the team had found out at the end of the meeting and then to write the transcript of the meeting, for Ian to check. These were then sent to the organisations so they could check too.
How CEPF used the research
Jan wrote a report based on the research. This set out:
The principles of good self advocacy drawn from the research
Some choices for CEPF to make as an organisation like this one on how to manage staff: 
Choices to make

1. The Chair or Chief Executive supervise the senior staff member, the senior staff member manages the other staff.



2. A Staffing Committee, supported by external expert, is responsible for recruiting, managing and developing staff.



3. An outside organization is paid to manage staffing, and other ‘back office’ functions

 Writing up and dissemination
It is in this area that this differs from a more conventional piece of research. This was a very practical piece of work for CEPF which they have used to rethink how they work as an organization. It is not a priority for CEPF to publish in Journals. It is more of a priority for JW to do this, in part because she believes that this is a way to share some of the really good ideas that came from the project. A compromise has been to publish in a professional Journal, Learning Disability Today (CEPF with Walmsley 2012), and, as a reflective account of the process and its leadership in this paper.

[bookmark: _GoBack]Comparison of the case studies & bringing it back to literature
In the self advocacy where next case study the idea for the research came from Central England People First and, after looking around for money from outside, the resources also came from CEPF. This put the formal leadership – in terms of emancipatory research – with the self advocacy group.
There was reliance on the researcher to:
Generate the questions which CEPF subsequently amended
Suggest the sampling rationale – which was ratified by CEPF members
Manage the logistics of setting up interviews
Work with Ian Davies during the research to ensure that the interview questions were fully answered 
When there were a large number of people present at the interview, to make sure everyone had a say.
Write up notes and transcribe the tapes
Write the report and recommendations for CEPF members to vote on
Write for publication.
If we consider where leadership sat, I believe it was with CEPF, but, in part because of my long relationship with them I was able to influence the direction and the practice. And I am probably the only one who will actively use the data for future work.




