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Foreword
Self-advocacy is the act of speaking up for oneself. With the right support in terms of advice, information and encouragement, self-advocacy is something that many individuals can achieve. The term “advocacy” literally means standing with or speaking for someone, so self-advocacy is sometimes interpreted as being a contradiction in terms. In reality, self-advocacy is the process by which people are empowered to speak for themselves. (Comhairle, 2004, p.14).
Self-advocacy essentially involves speaking up for oneself or claiming one’s rights and entitlements – it is an important part of life for most people and is largely taken for granted. It is also an important engine for equality and participation. However everyone has times and areas of life where they need support in order to advocate effectively; and for those who are disadvantaged, training and support may be needed if they are to become true self-advocates.

The principles of democracy and equality are best upheld by people accessing services and negotiating with providers directly. In this context effective self- advocacy depends on accurate, relevant and up-to-date information, so that the person knows where to go to find out what they need to know in terms of their rights and entitlements. He/she will also need to understand administrative structures and the choices available in each situation. 
The Citizens Information Act 2007 gave the Citizens Information Board legislative responsibility for the development and delivery of advocacy services specifically for people with disabilities. In response the CIB initiated the Advocacy Programme for People with Disabilities in the Community and Voluntary Sector and is now providing funding and support to 46 representative advocacy projects for people with disabilities around the country. 

The proposed Personal Advocacy service (PAS) will also employ representative advocates when it is set up. However CIB recognises how important it is not to take over from people competent to advocate for themselves and not to interpose another layer between claimant and service unless absolutely necessary. As the Advocacy Guidelines (CIB, 2007) put it: “many people with disabilities are well equipped to make their own decisions, given the requisite information and advice.”
Developing self-advocacy among groups and individuals is an important part of encouraging equality and participation among people with disabilities and involves a range of approaches. The basic one involves information, both on the issue in question and on the structures of service provision – so that as far as possible people understand their options and possible solutions to their issues. Another element in enabling self-advocacy involves supporting organisations to respond to both structured and informal requests from self-advocates. Yet another part of self-advocacy development involves building up people’s confidence so that they see it as normal to complain when services are unsatisfactory, so that they can make proper use of case conferences and reviews, and get what they want out of the funding allocated to them. The background work required involves basic information-giving and confidence-building among people with disabilities; it also involves providing them with opportunities to practise these skills. 

For people with more severe disabilities this background work may be long term as they are introduced to new possibilities and shown the skills to choose between alternatives. One of the initiatives surveyed in this research describes “problem-solving in groups” as one of its self-advocates’ activities – this is a very necessary preliminary to the independent living and autonomy that self-advocacy aims to facilitate. Recent years have seen considerable developments in advocacy among people with intellectual disabilities both in Ireland and abroad.  The rise in self-advocacy has gone hand in hand with a rights-based view of disability and the move from institutional to community services. These movements first began in Sweden and in the United States but are now well established in most European countries. Some people with intellectual disabilities now speak at conferences, train other self-advocates and staff and organise aspects of their own services and lives in ways that would have been considered impossible thirty years ago.

Self-advocacy programmes are often linked to person-centred planning or personal outcomes planning and the associated principles which aim to put the individual rather than the service centre-stage, by developing differing goals and objectives which are regularly reviewed for each individual. Some documents on these approaches have been developed and when implemented certainly provide a practical means for the provider to plan for (or preferably with) individual service-users in the realms most important to them.  The Council for Quality and Leadership (CQL) initiative provides another means of planning with service users – and the important element here is outside monitoring of Person-Centred Planning (PCP) type goals. However the intentions and independence of such systems are sometimes impaired by the fact that they are based within rather than outside services.  People with more severe disabilities are dependent on staff, and external facilitators need to interact with staff in order to communicate effectively with these service users. As a result training for staff on the changes envisaged is crucial.

The Citizens Information Board initiated the present Self-Advocacy Mapping Research in services for people with intellectual disabilities because the number and types of self-advocacy initiatives operating throughout Ireland in day care and residential facilities was unclear.  The reason for this exercise is to discover the number and types of initiatives within organisations which facilitate self-advocacy among service users.

CIB is aware of self-advocacy initiatives organised with people with disabilities – both by service providers and by independent groups - some of these initiatives being funded by the CIB.  With all these issues in mind the Citizens Information Board commissioned this research to identify existing self-advocacy initiatives and gaps in the availability of self-advocacy supports for people with intellectual disabilities as a useful exercise towards assessing support needs in this area and working out how such initiatives will complement other advocacy services including CIB’s funded advocacy services. 
In undertaking this research on both the qualitative and quantitative fronts, all known service providers in intellectual disability were surveyed (both electronically and by post) for details of self-advocacy initiatives within their service(s) or among their service-users. The resulting report gives details of 43 from a survey of 87 services, a response rate of about 50%. It is possible that the non-respondents had fewer, if any, self-advocacy initiatives.

Most of the organisations responding provided services in a number of locations to those in the mild and moderate range of intellectual disability – (around 70% of the intellectually disabled population fall into these categories. See HRB, Annual Report of the National Intellectual Disability Database 2007, P 24). Almost all of the respondent organisations (93%) had Person Centre Planning in place, while 79% also had Self-Advocacy Training. However not all service users in each organisation would necessarily be involved in the full range of self-advocacy activities. (Table 2.10 P.48) 

Most of the 43 services responding were in the two HSE Dublin areas (which extend beyond the capital), with smaller numbers from the West and South. Staff-client ratios were lowest in the West.

Initiatives were catagorised using a scale which ranges from the presence of simple self-advocacy training for service users in an organisation to self-advocates becoming involved in the service’s representative groups, right through to lobbying at local or national level. The grouping together of these activities under the self-advocacy banner could be questioned but they are usually accepted as ways of actualizing self-advocacy.  The report argues that self-advocates should concentrate on their own issues first – that they may be too quickly channelled by services into representing other service-users. However, the service’s representative group and another person’s issue may provide the practice arena for one to cut one’s advocacy teeth so that when the individual has an issue of their own, they know what to do. Peer support could also be important where a service-user is in conflict with a provider over a serious issue. Services may channel self-advocates into representative groups in order to spread the benefits – to avoid possible issues of inequity in terms of the service provided to those who have self-advocacy skills and those who do not. Taking part in representative structures can also lead to an incremental growth in autonomy as service-users develop skills and pinpoint new areas where change could be beneficial.

The report also aligns hypothetical outcomes for service users with different levels of autonomy and the type of advocacy engaged in, though it is noted that “the level of self-advocacy initiatives in an organisation may not reflect the level of autonomy service users may have.” Possible explanations are:

· that different individuals may have varying potential for autonomy, whatever the training received;
· that self-advocacy is only skin-deep rather than an integral part of some  services;
· that the service shies away from the term “self-advocacy” but empowers service users in other ways;
· that service users may need several years of “reorientation” to become truly autonomous; 

· that the level of autonomy reported may not correspond to the reality.

However, although the correlation was not total and the numbers involved small, (page 40) the service users judged to have the greatest autonomy (Level 5 & 6 on the Lundström scale) mainly came from services with above average levels of self-advocacy. More in-depth interviews and observation would be needed to assess fully the factors involved.

The report also examines facilitation and notes that most organisations have staff facilitators – in only 19% of cases was the facilitator independent and only half of facilitators had received training. It is possible that service providers do not fully appreciate the importance of independence or that they have resource constraints.

The number of self-advocacy initiatives per service is also detailed – these ranged from none to 5 or more, with the greatest number of organisations reporting four – which may mean that self-advocacy tends to replicate itself. It would be interesting to know if services with more than one initiative simply follow the same model over a number of centres or whether there is progression. 

Most services surveyed also have training for staff (79%), a smaller number (37%) have training for parents.

Numbers only tell part of the story however and an important part of the research involved qualitative work which documents the experience of key staff and of self-advocates in a number of services. This broadens the understanding of what self-advocacy is. Ideally a researcher would have contacted respondents directly but this would have led to a tiny sample as few people with intellectual disabilities are reachable other than through services. 

Most of the issues described centre on the accommodation and work or training areas. Accommodation is an interesting one (it also tops the list of issues in reports from the CIB funded Community & Voluntary Sector Advocacy Programme). It is obviously central to the individual’s happiness but it brings its own constraints (paying rent, food and utility bills); assertiveness and cooperation with others (getting on with house-mates), and interaction with the local community are necessary to make independent or semi-independent living initiatives work.

An interesting fact to emerge from the interviews with self-advocates was the decrease in bullying and fighting between service users when a self advocacy programme started. (e.g. Joseph, P.31). (Ch 1 Section 3, Service Users’ Experiences of Self Advocacy). A number of self advocates described how they advocate for others who could not speak for themselves (e.g. Suzanne, P31, George, P32, and Maura, P34). – this would fit with the model of having more articulate people with disabilities speak for their peers. Including people with more severe disabilities (especially those with communication difficulties) is a real challenge for self advocacy.

The cross-agency advocacy project was an interesting one as it involved groups meeting within and outside their own service. It also secured the involvement of a third level institute - giving the project a number of advantages: the self advocates (or champions) had the opportunity to meet outside the service and the planned course was partly delivered by an independent facilitator. This initiative also had training for all levels of staff as central to the initiative. It identified some of the problems with self advocacy – the possibility of tokenism, the difficulties in measuring outcomes and the place of representative work for self advocates.

The contribution of the specially tailored third-level courses to self advocacy is also informative as this is a way of securing the involvement of an external agency –although service providers continue to provide a good deal of input. There was an interesting contrast between the bottom-up and top-down approach of the two courses quoted.  Such courses could provide a progression route for self advocates as well as a useful degree of outside involvement, as groups sometimes have difficulty sustaining themselves when immediate problems are solved. 

However, the most illuminating account was that of the service without walls (P.22), where the person’s whole service is set up on advocacy principles and provided in very small clusters, several of which are integrated with other community groups (for example, a women’s group). This integrated approach to provision allows for natural advocacy with the person negotiating the type and amount of support they want and the service facilitating the things they wish to do. It is significant that this service came from the region with the lowest staff-client ratio (1:1.2). It could of course be argued that such a service can only accommodate relatively small numbers and may be best suited to small town or rural areas.

The report gives an interesting picture of the spread and to some extent the depth of self advocacy initiatives in the intellectual disability field in Ireland. It describes a need for a new definition of self advocacy, and sees value in promoting more inter agency work. The report also highlights the need to involve staff and families in self advocacy initiatives.

Mapping Self Advocacy
Introduction
This document consists of three chapters, followed by appendices as follows:

· Chapter 1
· Section 1: Service Providers’ Responses
· Section 2: Third-level Education Initiatives
· Section 3: Service Users’ Experiences

· Section 4: Hypotheses 

· Chapter 2
· Section 1: Methodology

· Section 2: Results

· Chapter 3: 
· Conclusions and Recommendations
· References

· Appendices
Many different kinds of self-advocacy initiatives exist for people with intellectual disability in Ireland.  These initiatives range in sophistication from simple self-advocacy classes within a service to service users participating in third-level courses. Self-advocates with intellectual disability who have received this training may be engaged in many different kinds of self, peer and group advocacy initiatives, from saying what they would like to happen in their lives to becoming as autonomous as possible or taking on the mantle of peer or group advocates and lobbying for people with intellectual disability at local, national and EU level.

This document reports on self-advocacy initiatives for people with intellectual disability in Ireland. The study consisted of two phases
 as follows:

Phase 1: Consists of information gathered by conducting interviews with service providers and two third-level institutes which provide educational opportunities for people with intellectual disability.  Additionally, self-advocacy initiatives were observed in operation and interviews were conducted with participants and graduates of self-advocacy programmes. These descriptions are followed by hypotheses on the types and levels of self-advocacy initiatives and service users’ current levels of autonomy. 
Phase 2: From the information provided in Phase 1 a questionnaire was developed in order to conduct a census of all services for people with intellectual disability about their self-advocacy initiatives (or lack thereof). 
Chapter 1 – Section 1: The Qualitative Study
Section 1 of this Chapter describes the responses from service providers under the following headings:

· The respondents from organisations providing services for people with intellectual disability;

· Description of service;

· Self-Advocacy training;

· Staff;

· Parents;

· Other issues

· Summary
Section 2 of this Chapter provides information from two Co-ordinators of two third-level courses for people with intellectual disabilities.

Section 3 of this Chapter describes the responses from six service users.
Section 1: 
Service Providers’ Responses
The Respondents:  The information provided here is compiled from interviews with eight
 individuals. Respondents were members of the organisation’s staff at senior (CEO, Director, etc.), middle (Centre Manager, Psychologist, Occupational Therapist, etc.) or front-line staff level.  The position of the respondent will be identified preceding the information they provided.
The researcher made notes during or tape recorded the interviews, depending on the circumstances (e.g. noise level of place where interview took place). These data were transcribed and returned to the respondent for verification before being incorporated into the report.
Service 1: 
Two respondents, both from middle management provided information about the self-advocacy initiative in this service.  The information they gave was amalgamated and the transcript returned to the more vocal respondent for verification.
Description:  This service is provided in the centre of a large town in the midlands and has 60 service users. It provides a range of residential, community and clinical supports to people of all ages with intellectual disability. Services for adults include sheltered employment/workshop, supported employment, rehabilitative training and vocational training (FÁS). There are also outreach, residential and respite services and services for older people and those with challenging behaviour. (National Federation of Voluntary Bodies, 2007) 
Self-Advocacy Training:  Service users take part in self-advocacy training once a week. One staff member commented that she believed it is cruel to teach self- advocacy to service users if what they subsequently ask for in their lives cannot be delivered. Another two issues mentioned by one respondent are that: (a) parents may be too protective and therefore inhibit self-advocacy initiatives; and (b) staff in centres do not always understand the concept and process of self-advocacy.  
The organisation provides Person Centred Planning (PCP) for all service users but there is no auditing of the process and according to the above-mentioned respondent: “standards of the PCPs can vary enormously in terms of quality.”
Staff:  The respondent commented that staff members need to be trained to understand the concepts of self advocacy and to put the ethos of self-advocacy initiatives into practice for their service users. 
Parents:  Families do not always understand or sympathise with self advocacy. The (service) respondent gave one example of a wheelchair-user whose family keep all of his disability allowance and only give him paltry sums to spend on outings. He is sent to bed at 9.00 p.m. every night and although a special en-suite bedroom was built for him another family member uses it. The man for whom the bathroom was intended has to haul himself upstairs to his bedroom.

Other Issues: According to the respondent, procedures within the organisation and the HSE may hinder rather than help when a service user expresses their wishes. There is the need for more comprehensive self-advocacy training for service users, parents and staff. Furthermore, there is an urgent need for representative advocates in many parts of the service.

Service 2

The information for this service’s self-advocacy initiative was provided by a member of senior management.

Description: This organisation is based in Dublin and has 1,410 service users (children and adults) in 120 locations around the city and suburbs. Services for adults include: day care/activation centres, enterprise, training and employment in sheltered employment/workshops, supported employment programmes, and vocational training). It also offers home support, outreach, residential and respite services together with services for older people with intellectual disability and for those with challenging behaviour (National Federation of Voluntary Bodies, 2007). 

Self-Advocacy Training (or Equivalent):  Some years ago two members of staff founded the Dublin Self-Advocacy Group which they facilitated outside working hours on a voluntary basis. Subsequently the organisation had a self-advocacy project which lasted about a year and a report detailing its process was published. According to the respondent the project came to an end because too many recommendations were made and management considered they would be too costly to implement. 

At the moment the organisation is engaged in empowering its service users through a Council for Quality and Leadership
 (CQL) initiative. Using this initiative, (part of which is a tool for measuring if the service user is asserting his/her rights) at least once a year, a service user’s key worker reviews their situation and finds out what areas the person would like to see addressed as a priority. It uses terms like ‘What outcomes are present?’; ‘Which supports are present?’ and ‘What are the priorities?’ The above-mentioned tool has 23 items?, a number of which directly relate to rights (e.g., ‘I exercise my rights’; ‘I am treated fairly’; ‘I have time, space and opportunity for privacy’; ‘I have intimate relationships’. The use of the tool impacts directly on service users asserting their rights and the system also requires that rights should be protected at organisational level. The Due Process Committee of the organisation is responsible for the protection of service users’ rights.

The organisation is involved in several projects in the area of self-advocacy one of which is inter-agency, in which service-users are part of the research team.

Staff: Two issues arose in relation to self-advocacy and staff: 

· The attitude of staff and management in relation to listening and allowing people who may have a complaint to be taken seriously and be provided with feedback. Service users need to be made aware that there are more formal complaint systems and be taught how to use these systems. However, this causes an inherent conflict for staff because the complaint may be against another member of staff. The organisation needs to be aware of these limitations in its systems. 

· It is important that any groups of service users established should not be led by staff and can work with genuine independence.  Groups need to be consulted on the level of assistance or support they need (e.g., taking notes, booking a venue, etc.) Attempts by staff to control the meeting should be discouraged. 

Parents: Sometimes the service sees its role as controlling service users in order to appease families, particularly parents, and avoiding putting the organisation in an awkward situation. 

The organisation is planning to initiate a Service Users’ Council in addition to the newly-established Parents’ Council.

Other Issues:  The respondent considers that inter-agency cooperation in delivering and maintaining self-advocacy may be a way of circumventing issues related to conflict of interest. Additionally, Workers’ and residents’ Committees which have the opportunity to meet groups from other agencies might be useful because service users could learn how other organisations are addressing similar issues including  conflicts of interest.
The respondent considered that self-advocacy initiatives need to be grown from the ground upwards and every centre should encourage expressions of self-advocacy, such as workers’ committees in sheltered workshops, trainees’ committees in training centres. These should use democratic principles and promote the concept that people who use the service have a voice and can make their views known.  According to this respondent:

Organisations often have a tradition of putting hoops in the way and people have to jump through hoops before they can do the things they want to do- [such as] having prerequisites of how and who is on the committees. [People] should not be bound by prerequisites. The more experience service users get of committees, the better.

Service 3

The information on self-advocacy initiatives in this organisation was provided by a member of senior management.

Description: This service provider has centres for 400 children and adults with intellectual disability in three counties in the east midlands. They provide the following services for adults: community-based services; day care/activation centres; enterprise, training and employment including supported employment programmes and rehabilitative training. Additionally, the organisation provides residential, respite services and services for older people with intellectual disability and those with challenging behaviour (National Federation of Voluntary Bodies, 2007).

Self-Advocacy Training (or Equivalent): In this organisation’s Strategic Plan the first priority (of four) is to become more person centred. This entails working on an individual level with service users to: (a) obtain the supports that suit them best; (b) empower them to make choices for themselves; and (c) include them at all levels of decision making in the service. 
In collaboration with organisations in Denmark, Portugal, Scotland and Wales, this organisation developed a pack for training self-advocates. At the moment self-advocacy training is not fully operational. Some centres within the organisation have strong self-advocacy groups, others have less structured groups. A member of staff is to be seconded for a year to work full time on establishing self-advocacy groups in every centre in this organisation. Another function this staff member will perform is to map the progress of self-advocacy within the organisation.
However the respondent believes that if self-advocacy within the organisation were to be provided by some outside body (e.g., partnership groups) it might circumvent issues around tokenism and conflicts of interest that can arise when self-advocacy becomes operational in an organisation.

Currently there is a debate within the organisation about whether service users should be represented on the Board or not. This matter has not yet been resolved because: (a) the way the Board meetings are structured (i.e., their length and complexity); (b) having one very able and high functioning service user on the Board might be seen as tokenism; and (c) the organisation’s governance rules might be breached if service users went on the Board.
Staff:  The organisation’s third priority in its Strategic Plan is supporting staff - including ensuring that they develop their knowledge, skills and expertise with structures in place within the organisation to support staff to work well.

Parents: The second priority in the Strategic Plan is to involve parents as supporters and decision makers in the lives of the family member with an intellectual disability. The organisation supports family members by: (a) assisting them in developing good communication networks within families; (b) providing them with information on best practice; and (c) involving them in all levels of decision-making within the organisation.

Other Issues: Some service users from the organisation have visited the Dáil and also the European Parliament in order to promote the recognition of rights for people with intellectual disability. According to this respondent:
It is important for people with intellectual disability to have expectations. High expectations are part of being in the real world. People lose jobs, that’s a fact of life, that’s part of being included. What’s more important is how we support people through those things. I think it is more dangerous to say ‘no, we don’t want to raise people’s expectations because we might not be able to deliver what people expect’ - at least we will know what people want. 

Service 4: 
The information on this service’s self advocacy initiative was provided by a member of front-line staff involved in self-advocacy training.

This organisation is situated in a medium sized town on the east coast. It has 200 service users and is engaged in providing the following services for adults with intellectual disability: day care/activation centres; enterprise, training and employment in sheltered employment/workshops, supported employment programmes, rehabilitative training and vocational training (FÁS). The organisation also provides residential and respite services and services for older people with intellectual disability. (National Federation of Voluntary Bodies, 2007).
Self-Advocacy Training: The organisation provides different levels of self-advocacy training for service users depending on their level of functioning. In the organisation’s community workshop service users get one advocacy class a week of about 45 to 50 minutes duration. The service users have their own service-wide self-advocacy committee with around 13 members, together with a chairperson, vice chairperson and secretary. They do not have a treasurer at the moment which is their decision. The committee changes every year and selection is done democratically with candidates canvassing other service users to vote for them. The committees meet once a month. It is the job of the representative in every unit to make sure everybody in their unit is contacted to discover if they have any problems or issues which they want brought to the committee meeting. Emergency committee meetings can also be held. 
Arising out of this training and the working of the self-advocacy committee the service users are now responsible for: (a) organising the European Living Day to which they invite the speakers they want to hear, or they might decide to have a fun day depending on the theme chosen for the day; (b) organising the Christmas party including choice of venue, music, singers and who will be given awards; (c) the running of the social club which arranges a foreign holiday every two years and a holiday in Ireland every year; (d) engaging in an initiative to counteract bullying in the organisation including designing posters and engaging in a drama production to highlight the issue and how to deal with the problem; (f) initiating a recycling unit; (g) campaigning with others for a change of name of NAMHI
 (now Inclusion Ireland); (h) supporting service users who have moved from home and into independent living (this latter initiative was the subject of a video production called A Home of Your Own showing how the service users coped with this new situation, including advice from their parents about getting housing grants).
Some years ago the committee was becoming a bit stale and tired so with help from Inclusion Ireland the work of the committee expanded to improve the lives of disabled people in the local community including: getting the bank ATM machines lowered to accommodate wheelchair users; getting a pedestrian crossing outside the centre because the volume of traffic made the road dangerous to cross; engaging with a local school to solve a lunchtime litter problem in the area which culminated in the County Council, at the request of the committee, sending a litter warden to the area at lunchtime.

Members of the training group in the organisation are enrolled in a course leading to   a FETAC certificate. The course consists of four modules including rights, making choices, confidence building and communication. This group also has a committee focusing on training issues and they report to management on how training could be improved. The group has also expressed a desire that their unit would be located separately from the community workshop because of the stigma attached to involvement with such a service. When this group has finished training, staff assist them to get work experience and ultimately work in the community in positions they have chosen for themselves. 
Finally, some higher functioning service users attend a leadership course at Waterford Institute of Technology. This is an inter-agency initiative aimed at grooming leaders to engage in peer or group advocacy for people with intellectual disability.

Parents: Sometimes older parents do not seem aware that their family member with an intellectual disability is an adult and they impose inappropriate house rules (e.g., early bedtimes). When their family member objects they sometimes complain to the service provider accusing them of “putting thoughts in their head”. However when the inappropriateness of their attitude is pointed out to them and they see the progress their son or daughter is making, they are very pleased and often have a change of heart about house rules. Similar issues do not seem to arise with younger service users and their parents.
Staff: It is policy that staff do not get involved in the initiatives run by the committee in the community workshops described above. However the respondent (staff member) does assist with financial issues, if asked.

Other Issues: Person-centred planning has not as yet been initiated in the centres; however some research is ongoing in order to choose an appropriate method of providing this initiative for service users in the community workshops. Service users in the training unit have individualised plans or training plans.  
Service 5

The information about this organisation’s self-advocacy initiative was provided by two members of staff one senior and the other middle management. This report was heavily edited by the member of middle management before it was incorporated in the report.

Description: This Service is part of a larger organisation which provides services to people with intellectual disabilities. This branch provides services in the South Dublin catchment area. There are eight centres for 260 adults and children, providing day and residential care. The services for adults include: day care/activation centres; enterprise, training and employment including sheltered employment/workshop, supported employment programme, rehabilitative training and an enterprise centre. The service also provides home support, residential and respite services in addition to services for older people with intellectual disability and those with challenging behaviour (National Federation of Voluntary Bodies, 2007).

Self-Advocacy Initiatives: The organisation has developed several different self-advocacy initiatives including: the CH programme; a Charter of Rights; service users partaking in FETAC training courses; Personal Outcome Measures; the creation of a Service User Representative Group; the employment of a ‘Rights Officer’; and other advocacy classes/training (with links to Trinity College’s School of Occupational Therapy within different day service areas.

The CH Programme is an 18 month self-advocacy project funded by the Citizens’ Information Board.  This project involves four other agencies.  The main objectives include training service users to become agents of change, to move away from staff-led to service-user led advocacy, and to influence and change the organisation’s culture.  This will depend on the Service re-evaluating its position on advocacy to make it an integral part of its culture.  

The Advocacy Champions initiative aims are to: share information; promote self-advocacy; help people to have greater control of their lives; increase awareness of the rights of people with disabilities; support training opportunities in advocacy and to work together to expand advocacy in the service’s catchment area.  

Every agency involved in the programme identified five to eight service users to train as Advocacy Champions.  The training included effective group working skills, problem solving, advocacy and promoting self advocacy skills in others.  Initially the Champions received nine weeks of interagency training facilitated by the School of Occupational Therapy at a leading Dublin third-level institution. Problem solving, listening skills and equal chances emerged as themes during the initial training.  At the end of the term an information-sharing session was held in the third-level institution where the Advocacy Champions showcased their learning and received a certificate.  There was also weekly in-house training for the Advocacy Champions. 

The Advocacy Champions have a major role on the Service User Representative Group.  This Group consists of representatives from the different areas within the service including day and residential.  Monthly meetings are held with management where issues from the different areas of the service are brought forward. Representatives also attend the agency’s monthly information sharing sessions and act as the voice for their area.  Additionally, there are monthly support meetings where the Representatives discuss what actions they have been working on with staff support. 

The Advocacy Champion project aims to track the strengths and constraints on the services in relation to the advocacy process.  There is a focus on developing a specific and relevant working methodology and testing the structures of every member service.  Learning will be shared among the agencies and the activity programme also includes national dissemination of information.  

The Champions meet for interagency workshops once a month. They bring evidence (audio, video, photographic and written) of what they have done in their Advocacy Champion role and share it with their peers. They also spend some time problem-solving in groups and discussing their answers.  These inter-agency meetings are facilitated by staff with varying degrees of input from the Champions.  For example: Champions in one service plan the interagency social evening on their own, with little support, at another workshop the Champions facilitate the initial warm-up exercises. Advocacy Champions within the different agencies are working to represent service users of varying ability levels.

The Charter of Rights includes the rights of every service user to a person-centred plan, including rights to have a plan stating goals and the supports needed; be involved in decisions made about them; be treated as an individual; know, see and understand what is written about them; give or not give consent; have a continuity of service; have staff who are committed to them. The Charter of Rights also includes the responsibilities for the service users including: participating in the development of their personal plan; doing what is agreed to in the plan; using the supports provided to help with the plan.  This list is not exhaustive. Additionally, the agency is using the CQL quality service initiative described in Service 2 above. 

Training Courses: Approximately 30 service users have gained greater autonomy and are working or taking part in further education in two third-level institutions or in VEC colleges, demonstrating that the organisation, as far as is practicable, is moving towards a model of service delivery which is not based in centres but on providing supports to individuals where they need them in wider community settings.

Staff:  In order to facilitate the Advocacy Champions initiative, middle and senior management are given four days of training consisting of some information and time for reflection regarding their views and beliefs around advocacy and the culture of the organisation. Frontline staff have undergone advocacy training which identifies models of advocacy, their beliefs about advocacy and assists them to think about and challenge the existing agency structure and culture.   

Parents:  Although a parents’ forum exists within the organisation, it is not linked to the Advocacy Champions project.  

Other Issues: Several issues have come to the fore in relation to the Advocacy Champions project including: (a) the realisation that service user attendance at management led and structured meetings may simply be tokenism if it is not adequately supported; (b) Whether methods of including non-verbal service users in the project and eliciting their views should be developed and supported; or whether the initiative should be confined to more able service-users. (c) willingness of middle and higher management to  listen to service-users’ opinions on their terms -this may entail re-evaluating the current structure; (d) ways of measuring advocacy successes within the agency, - for example, the number of issues resolved, changes in Service User behaviour, changes in organisational culture and actions?  Finally, there is the dilemma of whether advocates should go on to represent others and whether this is a progression imposed from outside or a choice of the advocates themselves. One respondent commented:

If you are saying someone is a Champion Advocate and they are equipped with the skills to represent their own opinion, is that success, or do you seek to push that along …saying ‘right, if you can represent your own opinions and your own views, well maybe you should represent the views of one or two or three or four more people as well’. Do you move along this continuum of advocacy models and to what extent are we imposing progression, structure and ways of doing things because it looks neater?

Service 6
Three units within this organisation were visited and three members of middle-management were interviewed about the service’s self-advocacy initiative.
Description: The organisation is based in a county on the western seaboard. It has 170 service users all adults with intellectual disability, and provides the following services: day care/activation centres; diagnostic and assessment services; enterprise, training, sheltered employment/workshops, supported employment programmes and rehabilitative training. It also provides home support, outreach residential and respite services and services for older people with intellectual disability (National Federation of Voluntary Bodies, 2007).  
Self-Advocacy Initiatives: This organisation provides a ‘service without walls’ for citizens with intellectual disability and sees advocacy as its primary component. The people who use the service run it, with staff responding where people say they want support. The service and supports are mainly community-based and include staff, family and volunteers.  The change from centre-based to community-based services began in 2000/2001 with staff developing an awareness in the people using the centres that they had rights as citizens and could express opinions. Service users then became conscious that they were left out of decision making and developed an increasing sense of their place, their entitlements and the level of “respectfulness” of the service. So the people themselves transformed the service. 

After the initial transformation, the service has become more of a support service so that people can become integrated into the community. Advocacy services have also become more community based. Staff support people to have a voice in their community and to interact with local authorities to ensure better integration of people with disabilities. Staff assist people to apply for social housing; to find local employment; and to ensure planning and infrastructure within the area are sensitive to the needs of people with disabilities. 

The first unit visited is located in the community centre of a small town. The group, Positive Changes, consists of five members, who are self-advocates from the units in the area, some of whom are integrated into the community development agency. 

This project is driven by the values of Person Centred Planning underpinned by a partnership with the local Community Development group and the members’ families. The five members decide their support needs and define their goals at a weekly Project Team meeting. The support service consisting of an advocacy co-ordinator and a trainee advocate, responds and helps to design strategies to meet these goals. The group has links to the local radio station where they play an active part, making a monthly radio programme called Now We’re Talking which features current affairs, news from the centre, interviews, self-penned stories on a variety of topics (anything from road safety to the death of a loved one), reports on disability issues and a request spot. Members of the group attend a number of mainstream education courses in the community. 
The group has made presentations to the local Urban District Council which has responded positively with public commitments to address some of the issues put to it by Positive Changes. 
One member of the group represented her county in the organisation’s National Service Users’ Council. However the group opted out of the national council because members believed there was no real participation. “It just wasn’t leading anywhere and wasn’t soaking into the grassroots.” This group has now become a citizens’ group, not a service users’ group and is currently looking for equal opportunities to participate in community life. This approach is a departure from this particular service’s normal advocacy.
The second unit visited is also located in a small town, but is housed in a modern purpose-built training centre. Because of the ethos of the organisation, the centre manager and a self-advocate jointly provided the information on these self-advocacy initiatives. Initially the staff and people in the centre made a video about bullying in workshops because they felt issues of over-crowding meant they were ‘all on top of each other’. This issue is now less important as the centre is used less intensively because people are engaged in work and projects in the community. This unit was the only one with several staff.
A self-advocate from this unit is a representative on the service’s Regional Group which meets on a two-monthly basis. The Regional Group consists of the director, the managers of the different service areas, finance manager and the chief executive officer. In this way the people to whom the service is being delivered put their issues directly to the Regional Group. One issue was dealt with successfully because of the intervention of the self-advocate. She objected to having to pay from her disability allowance for staff to accompany her on holidays. It was subsequently arranged that staff would be given an allowance by the organisation to accompany people on holiday.

On a day-to-day level self-advocates are bringing many issues to staff’s attention.  For example, some people did not have keys to their own bedrooms and were forced to go to bed at a certain hour, others were not permitted use of the kitchen when staff had their break. Self-advocacy was also involved in solving the issue of moves over Christmas and other holidays when people are obliged to leave their usual home and spend time with people not of their choice.  

Further examples of self-advocacy in action, have been the subject of a video. By moving out into homes of their own, people with disabilities have demonstrated that they have the right to their own house, sharing it with people they have chosen to live with. In another case people have made a major employment decision, by starting a coffee shop in their own community. 

Another self advocacy initiative in the centre is a women’s group that meets once a week to discuss issues such as health, relationships, etc. The hope is that, in time, it will become integrated into other women’s groups in the community. A joint celebration of International Women’s Day was a first step in this direction.
The third unit visited was located in a community centre in a small rural village. This unit supports five people, four of whom work in the community and one who is elderly and lives at home. The building was only used for meetings with the support worker. Two people, with support from staff and volunteers, run a coffee shop where both work part-time in addition to having other jobs in the community. Staff provide administrative support around accounts, meetings and act as a sounding board for ideas and advice. The people running the shop are brimming over with ideas and innovations for the business and have made it a focal point in the village so that it has become embedded in the community. It opens for community activities in the evening for a small fee and in return the neighbours bake scones or donate flowers for the tables, etc. One of the volunteers has a physical disability but finds helping out and being involved in the community beneficial to her. She is an enormous support to the two men running the coffee shop, both of whom live independently.
A third man, who is non-verbal and whose parents are dead, is being supported by the service to find out about his childhood. He lived in an isolated rural community and neighbours help by telling his family story and finding old photographs of his family. When complete, this record of his family will be put together in an accessible format for him to keep and share with his friends. This man works in several different jobs and travels around the county independently.
The other person attached to this centre is autonomous and only checks in when she needs support. 

The staff respondent from this unit pointed out that working and living in the community provides people with a greater opportunity to meet their needs in a natural setting where they feel included and valued. People are happy doing inclusive community-based activities with support and enjoy getting to know their neighbours and being recognised and greeted on the street.
Staff:  According to the manager of the centre conflicts of interest can arise because:
It is very difficult to have advocacy and services being delivered from the same pay desk.  Sometimes people feel threatened and difficult situations arise and it is not easy to try to find the right way. It is because the service is trying to be a service for people and at the same time trying to enable people to complain about the service. 

Parents: Parents or family, are an integral part of the project team in the first unit and attend meetings regularly. The communication with parents has greatly improved services because of the immense support they can provide. In the second unit visited, when family members come to personal planning meetings and see how committed staff are to people becoming  more a part of their own community, being treated individually and having a job, it has a knock-on effect. Parents realise that they are all on a journey together and are very co-operative. 

In the third unit some parents were reported to have concerns about the changing way services are delivered. But many are becoming more involved in deciding about the service and its evolution over time. Delivering a service is becoming more of a collaborative process between families and the organisation, with respect for families and their wishes at all stages.
Other Issues: The service has started its own housing association and is building houses and looking at different possibilities for how people might live. These include the idea of ‘people [with disabilities] just being with ordinary people rather than planning houses for people with learning disabilities only.’
Relative to self-advocacy and ‘pushing out the boundaries’ one member of staff commented:
People never failed before because we never let them fail, so that side of their personality never really developed. We have all failed and that is what made us stronger. So it’s about letting people fail but still being there for them, I think that’s what’s important.

Summary Section 1
In this section, service providers with very different philosophies of service delivery, methods of service provision and self-advocacy initiatives were described. All but one were centre-based with no plans to change this method of service provision.  However, most were attempting to become more person-centred.  Self-advocacy initiatives ranged from token gestures to those where service users were referred to as ‘citizens’ and the focal point of provision was meeting their wishes and  enabling them to have as full a life as possible within their communities. 
Chapter 1 – Section 2: Third-level Education Initiatives
Two third-level education initiatives were visited and interviews conducted with the co-ordinators of the courses offered to people with learning disabilities.   Initiative 1 is being provided in the south-eastern region of the country and is being replicated in other locations. The second initiative was the brainchild of several parents of people with intellectual disabilities who considered their children would benefit from being included in a third-level environment.  A feasibility study was conducted in this institution in the early 1990s (Lundström, 1995).  From this study it was evident that there was large scale support from the different faculties in the institution for the establishment of an Institute for Learning Difficulties.
Third-level Education Initiative 1

This is a trans-organisational initiative in the south-eastern region of the country. It emerged in 2000 through a regional consultative committee of all the managers and stakeholders involved in the delivery of services to people with intellectual disability and the disability co-ordinator of the then South Eastern Health Board. This led to an Equals conference in 2002 which, although professionally-led, had considerable service user participation, along with discussion forums for staff. However the degree of dependence on staff was judged excessive and a plan was made for a forum that would be run as much as possible by service users with facilitation independent of staff. When the facilitator was appointed, the respondent noted a conspicuous absence of leadership ability in people with intellectual disability. He saw it as a symbol of disempowerment and visited different organisations to encourage them to elect regional representatives from among their service users to become members of the South Eastern Service Users’ Forum. The initiative culminated in 23 elected representatives who call themselves a Regional Forum. 
The Regional Forum used Open Space Technology (see Appendix A) in conducting its meetings and it became apparent that in addition to having an independent facilitator who was responsible for administrative and logistical backup, there was the need for leadership training for the 23 elected representatives.  A forum was held, dedicated specifically to developing a training programme in leadership. Seven categories of leadership training needs were identified. The group wrote a description of what a course might look like and presented it to Waterford Institute of Technology (WIT), explaining its evolving nature and that it was a pilot project. WIT gave the proposed course third-level college accreditation. Modules consisted of Leadership and Advocacy; Teamwork; Communication Skills; History of Disability in Ireland; Standards Awareness; Programmes and Campaigns; and Inclusiveness. 
Level of accreditation: currently college accreditation only, awaiting further accreditation.
Outcomes: Twenty-one people enrolled in the course and 19 graduated in 2006. In 2007, 27 students are enrolled on the course.  Subsequently the graduates of the programme took over the responsibility for running the forums, including keeping records, secretarial duties and publicity. These graduates delivered the plenary session at the first all-Ireland conference on advocacy at the University of Ulster and have taken part in active citizen deliberations initiated by the Taoiseach. 

Dissemination: This course is now being adopted by Dundalk Institute of Technology, partnered by Midway Services in Navan using the same approach to recruit students.  Interest in the course has also been expressed by groups in the South, the Mid West, Cork and Limerick. 
The Future: It is envisaged that this model of third level training will work autonomously in each different region. In time it will develop into a national initiative receiving some form of official recognition and in the future service users could actually become part of the discussions when National Agreements are being negotiated. 

Commenting on the empowering nature of the initiative, the respondent stated:
The inclusion of people with disabilities in the forum is preparatory for their inclusion in society. The way it is going to happen is by blurring the distinctions between the service providers and the service users … rather than destroying life, it actually will enhance life. It has a huge humanising effect for all the people who normally consider themselves (as not having any power) to be able to make decisions at a distance.

Third-level Education Initiative 2

This initiative takes place in a major third-level institution in Dublin -“a place where people with intellectual disability, families, academics, professionals and service providers come together to promote full inclusion through education, research and advocacy”.  
A two-year, full-time Certificate in Contemporary Living, formally approved by the College in April 2006, is being offered to people with intellectual disability. The core values of the programme are: inclusion; equality; respect and recognition of individual differences. The Certificate provides both mandatory and optional courses. The mandatory courses are: English and communication; mathematics and financial management; information technology; personal effectiveness; inclusive studies and research; career development; international awareness and social science. The optional courses are: drama and dance; music appreciation; creative arts appreciation and/or performance and a special topic which offers the student an opportunity to research a topic of interest under the guidance of a tutor. A key aim of the certificate programme is to ensure that the education offered leads to appropriate employment opportunities.
There is also a part-time inclusive education programme of study for students with learning disabilities in this institution. The programme aims to allow students to study and socialise within a tertiary level environment through working with college staff and students. The programme comprises four courses of study: equal people; active citizenship; music, and office procedures. 

This third-level institution, in addition to promoting inclusion through education, promotes the inclusion of people with intellectual disability through research and advocacy. It also provides an ongoing series of workshops for family members of people with intellectual disability.
Dissemination: In pursuit of providing education to people with intellectual disability models of lifelong learning are being developed that can be transferred to other settings within Ireland and internationally.
Summary Section 2
These two approaches to including people with intellectual disability in third-level educational settings are very different.  Institution 1 used a bottom-up model, designed and negotiated by people with intellectual disabilities themselves. Institution 2 has adopted a more traditional top-down academic approach to providing people with intellectual disability the opportunity to experience learning within the walls of a third-level institution with, hopefully, all that entails (e.g., study, socialising with other disciplines, etc.)
Chapter 1 - Section 3: Service Users’ Experiences of Self-Advocacy
This section provides information from interviews with self-advocates who are service users in different organisations throughout the country.  The self-advocates who provided information are not necessarily from the organisations described in Sections 2 and 3 above.
The information provided by service users was tape recorded, transcribed and returned to the service users for verification before being included in the report. No service user changed any of the information they provided initially.

Joseph and Suzanne are VOICES representatives and Advocacy Champions.  VOICES is a service user representative group, and the service Joseph and Suzanne attend is involved in an interagency advocacy movement. 

In October 2006, Joseph and Suzanne underwent nine weeks of interagency Advocacy Champion training as part of the Citizens Information Board funded Programme.  The school of Occupational Therapy in a third-level institution provided the service users with the Advocacy Champion training. Upon completion of the training an award ceremony was held in the institution where each Champion described their Advocacy Champion story.  Currently a second series of Advocacy Champion Training is taking place. The past Champions are assisting the new Champions’ learning.

Joseph – VOICES Representative and Advocacy Champion

The Changes Self-Advocacy has Brought to Joseph’s Life: Joseph, in partnership with the Project Co-ordinator, participated in a presentation at an IAM information-sharing day in Killiney Fitzpatrick Hotel.  Joseph represented peers from his local advocacy group and interagency advocacy group.  The presentation was about his agency’s advocacy strategy plan which Joseph and the other Champions had participated in creating.  The training has given him the ability to talk for himself and other people. 
Living Arrangements: Joseph lives in a residential group home.  He is able to make his breakfast and lunch sandwiches and cleans his house and does the washing before travelling independently to his job every morning.
Work: Joseph works for an allowance and is currently advocating for this to be increased for all the workers in his centre. When VOICES meetings are held he gets the minutes of the meeting in writing and pictorial format and keeps them neatly in a briefcase, which his father gave him for Christmas.  He has an action folder with all the minutes from the meetings.

Recreation: When Joseph’s group goes out for an evening there used to be fighting and bad language but through his skills as an advocate Joseph has played a part in having this behaviour stopped.

Advocacy: There used to be bullying and fighting in Joseph’s centre but through advocacy most of this has also stopped and things are much improved.  Joseph can diffuse situations, letting both protagonists tell their sides of the story.  There are regular advocacy meetings in his centre.  Joseph has arranged for Champions from other agencies to visit his centre to talk about advocacy.  Joseph has attended management meetings and communication team meetings in his service on behalf of VOICES.

Suzanne - VOICES representative and Advocacy Champion 

The Changes Self-Advocacy has Brought to Suzanne’s Life: Suzanne has just returned from Beijing having won a silver medal for golf in the Special Olympics. On the day of the interview she was very excited because there was to be a celebration for the athletes in her centre.  

Living Arrangements: Suzanne lives at home but avails of respite services on a regular basis from her service.

Work: Suzanne attends the Training Resource Centre. Her key worker who has just had a baby, - a cause of excitement, - supported her through the initial I AM Advocacy Champion training.  Each week her centre has a local advocacy meeting.

Recreation: Suzanne is very athletic and participates in a range of sport activities such as golf and basketball with a local sports group. In her agency she participates in swimming, football and dancing.  Suzanne is very independent and avails of the local amenities in her community, visiting the local shopping centre and using the recycling banks.

Advocacy: On several occasions Suzanne has used her advocacy skills to stop illegal incidents from occurring (she stopped the theft of a staff member’s bicycle).  Suzanne has a fantastic memory and assists others in their advocacy duties by reminding them of what has happened in a previous meeting or what needs to be done.  She is a strong advocate when making decisions and problem solving.     

George and Maura, Self-Advocates
George and Maura are service users in a large Dublin-based organisation. They are both approaching senior citizen status and have worked, in a voluntary capacity, as advocates within their organisation for many years
George started learning self-advocacy in a group about 29 to 30 years ago. The classes were held in the city centre. The group leaders taught George all he knows about self-advocacy and he believes that without it the changes he has made in his life would not have been possible. 
The Changes Self-Advocacy has brought to George’s Life
George is able to stand up for himself and is also able to talk in front of people.
Living Arrangements: George used to live on his own but he was pestered by gangs of young people. He was able to stand up for himself and sent for the Gardaí. He now lives with friends which he prefers.

Work: George has worked for a DVD company for the last 11 years for which he gets paid. His job is sticking labels on DVDs. When he arrives for work his colleagues make him a cup of tea. Everybody there is pleased with his work. He makes his own sandwiches which he brings to work for lunch. Because he works outside the centre, George has had his allowance cut. 

Recreation: George is a Special Olympics athlete. He threw bean bags, played netball and ran in races. He also goes to Croke Park to see Dublin being beaten! At the moment George spends much of his free time cleaning the house. At the weekend he went shopping in town. George’s next holiday will be to New York with the three people who share a house with him. 

Advocacy: George acts as an advocate for people who cannot talk and uses sign language to find out what they want.  He finds it difficult to get any privacy to talk to the centre manager. People interfere which he finds disrespectful. 

Maura, Self-Advocate

Maura and her boyfriend (who is now dead) started learning to be self-advocates in classes in the city centre about 30 years ago.  The group leaders taught Maura all she knows about self-advocacy. She believes that without self-advocacy training the changes she has made in her life would not have come about. 

The Changes Self-Advocacy has brought to Maura’s Life

Living Arrangements: Maura used to live in her own house with her boyfriend but since he died she has had to move several times. She is now looking forward to having her own house again which she hopes to share with friends. Living on her own would not be any fun for her but at the moment she does not know where this house is going to be.

Maura gets some of her meals in another organisation nearby, however, her cooking skills are good and she cooks for herself at weekends.

Work: Maura has a job outside the training centre in the Dublin Society for the Prevention of Cruelty to Animals (DSPCA) where she works as a volunteer. She has worked there for one-and-a-half years. She looks after animals and “loves it”.  She mostly looks after the cats, cleaning their feeding bowls and cages. Her work-place is quite a distance from where she lives and the journey there and back costs €30 by taxi which is not paid by the DSPCA. Maura believes the cost is worthwhile because she enjoys the work. She also spends time in the workshop but has been told to take it easy and not to do too much work there. 

Maura has also worked as a teacher of self-advocacy in UCD as a result of taking a four month course there which gave her a certificate in self-advocacy. Following this the university asked her back to teach self-advocacy to other students. She enjoyed this work for which she got paid. DCU are now starting a similar course and Maura has put herself forward to teach there. 

Maura believes there is a lot of boredom in the workshop which leads to fights and bullying. If people learned how to read and write they could bring in books which would help with the boredom problem. This is what Maura does.

Making Complaints: It is difficult to make complaints. However, if there’s a will there’s a way. Maura knows how to fill out a complaint form and has done it once or twice but never about a member of staff.

Self-Advocacy Conferences: Maura has been to a week’s conference in Toronto, where she met “all denominations”. In order to be able to travel the ten people who attended the conference fundraised and got €4,000 - €5,000 each. They also visited Niagara Falls. The group have also gone to conferences in Newcastle and London.

Recreation: Maura is involved in a book club which meets once a month. She is currently reading a war book. Last weekend she and a friend went into town and visited a museum. She is going to Lanzarote with her sister for a holiday around Christmas time. She gets out as much as possible because she believes an active mind and an active body keeps a person out of trouble. 

The Future: Maura would like to work looking after or visiting elderly people in the Hospice or Hospital, especially people who do not have anybody to visit them. 
Advocacy: Maura also speaks up for other people who cannot speak up for themselves. She makes notes of what they want her to say on their behalf. If the people have not got language she writes down for them what they need.  

At the moment Maura is attending meetings advocating for more money for people employed in the service provider’s workshops. She believes the money they receive is not adequate. One complaint is that advocacy meetings frequently do not start on time although those attending have to go to great lengths to get there (for example getting a taxi), She feels this puts those attending under unnecessary pressure and is disrespectful. 

Another issue that Maura would like to see addressed is bullying in workshops. She wants to see a programme put in place. Her own experience of bullying is of being refused coffee if she is not in the workshop before 9am. 
Jim, Self-Advocate
Jim lives and works in a small town in the west of Ireland. He has had no formal training in self-advocacy but his level of autonomy is remarkable and he is proud of his achievements which are described below. 

Jim and a friend called Brian run a café between them in a small rural town. The café used to be a drop-in centre run by FÁS and making it into a café was Brian’s idea. The two men decided to open the café initially two days a week and at the time of the interview had been in business two years. Jim says they were the first two to be supported by their service provider to actually start their own business. They pay the bills and look after all outgoings and incomings every day. They have their own chequebook and bank account. 

Many people from within and outside the community use the café. Since a volunteer, Jenny, came in as a partner with the two men, the café is open five days a week. Jim says they are getting great support from the community around. 

Jim has been working five and a half years in an eco organisation that aims to preserve the rural way of life. From the beginning of April 2007 he would work three days a week there and in the shop attached to the business.
Karin Self Advocate

Karin lives in a small town in the west of Ireland (different from Jim’s). She attends the local centre and works at sewing.

The Changes Self-Advocacy has made in Karin’s Life

Because of self-advocacy initiatives in her service Karin has her own key worker whom she helped to choose and is:

… delighted with her. She is very good to me and I couldn’t say a word about her … I try to do the very best above in the house myself and make sure that the house is clean and… tidy and at the weekend we go shopping and do all, go out and then we have the weekend off Saturday and that. The weekend after that now will be John’s birthday and Ann and myself and John are going off to stay just for an overnight. 
Living Arrangements

Karin decided she wanted to choose with whom she would share her accommodation. Her move to a new home of her choice (which is rented privately) formed part of a film made by her service provider. In her previous house she had six companions of different abilities, ages, mobility and challenges. She says: 
It was pretty crazy altogether I had no relaxation at night, I had no privacy of my own and I just wanted my own privacy and then I finally got my own place. 

In the first home of her choice she was subjected to abuse by locals who were name calling.  Because of this Karin decided she wanted to live further out of town as she couldn’t put up with the abuse. Now she lives in a nicer bungalow and just walks to work every morning.  The only problem she has about her new home is that the road is extremely dangerous because cars fly up and down the hill and she has to be careful. Karin said of the move:

I have my own house thank God and I am delighted with myself - absolutely thrilled. 

A delegation from Karin’s service provider went to the Council about getting a zebra crossing or traffic calming on the road. The group are currently waiting to see what the Council will do.

Parents: Karen’s parents “are both looking down at me, they are dead”. However she has two sisters who are very good to her. She also has two brothers in a city some distance from where Karin is based. 

As someone who advocates for others Karen is aware that some families don’t listen very carefully to the wishes of their children who are service users. 
Work

Karin sews in her local service provider’s centre. The environment has improved since self-advocacy was introduced. 

Recreation

Karin is able to go places by herself. Over a long weekend she might go to see her brothers in a nearby city on the bus. She says she “just loves that part as well”

The Future

Karin has put her name down on the housing list with her local County Council and hopes, in time, to get a Council House. 
Summary Section 3
In this chapter, service users from several different organisations throughout the country talked about their lives and the self- and group-advocacy they were engaged in and how it changed their lives. It is evident that depending on the organisation and the person’s level of functioning, the advocates have very different perceptions of what changes advocacy initiatives have made in their lives. However, all of them are benefiting from being involved in self-advocacy training. Additionally, some self-advocates are helping their less well able colleagues to express their needs through peer advocacy.
Chapter 1 - Section 4: Possible ways of Measuring Self Advocacy
This chapter provides three hypothetical structures for measuring and describing organisational inputs and self-advocacy outcomes for people with intellectual disability.

Self-Advocacy Initiatives: The types of self-advocacy initiatives encountered above, and other possible outcomes are portrayed hypothetically in Figure1 below. At Level -1 an organisation does not have any initiatives to encourage autonomy among its service users. At Level 0, the organisation is engaged providing person centred planning (PCP) for some or all of its service users. The higher the level, the more initiatives are in place to encourage self, peer and group advocacy among service users within the organisation. 

The Self-Advocacy Outcomes: During this phase of the project, it became apparent that self-advocacy initiatives led to different outcomes for service users in different organisations. These outcomes are hypothesised in Figure 2. 

	Level of Advocacy Initiative 
	Initiative
	
	
	
	
	

	Level -1
	No initiatives towards autonomy
	
	
	
	
	

	Level 0
	Person-Centred Planning
	
	
	
	
	

	Level 1
	Self-Advocacy Training (or equivalent)
	
	
	
	
	

	Level 2
	Self-Advocacy Training (or equivalent)
	Person-Centred Planning
	
	
	
	

	Level 3
	Self-Advocacy Training (or equivalent)
	Person-Centred Planning
	Service Users’ Councils
	
	
	

	Level 4
	Self-Advocacy Training (or equivalent)
	Person-Centred Planning
	Service Users’ Councils
	Representation on Board of Management (or equivalent)
	
	

	Level 5
	Self-Advocacy Classes (or equivalent)
	Person-Centred Planning
	Service Users’ Councils
	Representation on Board of Management (or equivalent)
	Involvement in Third-level education
	

	Level 6
	Self-Advocacy     Self Advocacy Classes (or equivalent)
	Person-Centred Planning
	Service Users’ Councils
	Representation on Board of Management (or equivalent)
	Involvement in Third-level education
	Involvement in lobbying at local, national or EU level.


Figure 1 - Hypothetical model of levels of initiatives around self advocacy and autonomy for people with intellectual disabilities
Figure 2: Hypothetical Outcomes of Self-advocacy Initiatives for Service Users 

	Level of Autonomy
	Description of the Outcomes of Self-Advocacy Initiatives for Service Users
	Type of Advocacy Engaged in

	Level 0
	Has no autonomy within the organisation providing the service
	None

	Level 1
	Has limited autonomy within the organisation providing the service
	Self-advocacy

	Level 2
	Has access to a service users’ council member
	Peer/Group advocacy

	Level 3
	Is a member of a service users’ council
	Peer/Group advocacy

	Level 4
	Is a representative on or has access to the organisation’s Board of Management (or equivalent)
	Peer/Group advocacy

	Level 5
	Attends third-level education
	Peer/Group advocacy

	Level 6
	Has some autonomy (with support) to choose some aspects of how they live their lives
	Self-advocacy

	Level 7
	Has autonomy (with support) to choose all aspects of how they live their lives
	Self-advocacy


Figure 2 demonstrates that in some instances self-advocacy initiatives do not lead to anything more than the service user knowing they have rights but being unable to exercise autonomy within their lives, either because of the nature of their disability or the constraints of the service in which they are placed.

In some instances self-advocacy training does lead to some level of personal autonomy, usually within the confines of the service - for example, the initiatives reported in Section 1, Service 3.  Self-advocacy training which leads to the service user being able to gain full autonomy to choose all aspects of how they live their lives in their own community can occur with the support of an enlightened service, its staff, the cooperation of the service user’s parents or guardians and ideally the support of the local community (Section 1 Service 5).

In other instances service users, usually in long-established services who have been provided with self-advocacy training, engage in peer or group advocacy, learning how to represent their, possibly non-verbal, and/or less able colleagues, to gain a modicum of autonomy in their lives within the service.  Some service users engage in peer or group advocacy by lobbying for amenities within their communities, serving on consumer panels (e.g., Health Service Executive) or lobbying at national or at EU level. 

It should be noted that the level of self-advocacy initiatives in an organisation may not always correspond with the level of autonomy of service users.

Table 3 relates to the advocacy initiatives and the service users’ levels of autonomy from those set out above.

Figure 3: 
Level of Organisations’ Advocacy Initiative and Service Users’ Levels of Autonomy
	Case Study 
	Level of Advocacy Initiative
	Highest Level of Autonomy Achieved

	1
	2
	2

	2
	3
	3

	3
	6
	2

	4
	6
	5

	5
	5
	6

	6
	4
	6


A service provider’s advocacy initiative is not always a good predictor of their service users’ level of autonomy as other factors can intervene. However it was notable that those service users with the highest levels of autonomy (5,6) came from services where the self advocacy provided was reasonably developed.
Figure 4 
Demonstrates that self-advocacy training (or equivalent) can take different paths within an organisation.
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Figure 4: 
Hypothetical Structure of the Outcomes of Self-Advocacy Initiatives

Self-advocacy training or its equivalent can lead to the service users gaining more autonomy in their lives within the confines of the service or it can allow them to live and work within their community with the support of staff from their service.  Otherwise, self-advocacy training can lead to the service user engaging in peer or group advocacy within their service and/or in their local community or further afield (i.e., nationally or at EU level). Obviously other factors will also influence how far this happens.
The three hypotheses portrayed in the three figures above will be tested using the questionnaire contained in Appendix B to this document. 

Summary Section 4
Based on the qualitative information received, this chapter devised methods for measuring: the level of service providers’ self-advocacy initiatives and the level of service users’ autonomy. It also provided a map of possible outcomes for self-advocacy training or equivalent. These will be tested in the census of organisations.
Chapter 2 - Section 1: The Census / Survey
Methodology

This chapter describes the methodology employed in conducting a census of all organisations providing services for people with intellectual disability. It then details the results.
How the Population of Service Providers was Determined

The population of service providers for people with intellectual disabilities in Ireland was deemed to be 92. This number was established from information provided by Inclusion Ireland in the first place and then from the National Federation of Voluntary Bodies website All but one service provider from both lists had e-mail addresses.

Five services were excluded for the purposes of the census, three because they do not provide services, one because it does not appear to be operating and the fifth because it only provides services to children. The population of service providers was therefore taken to be 87 organisations.

Questionnaire Design and Fieldwork
Following the first phase of the study a draft questionnaire was prepared. SPSS was contacted to devise a web-based version, with help and privacy button for respondents. The web-based questionnaire was piloted and a final version was agreed. The questionnaire ‘went live’ on the SPSS website on the 22 October 2007 with a link which was designed to be embedded in e-mails to service providers asking them to take part in the census. Follow-up phone calls were made to all 69 organisations which had not responded within the time limit. Analysis was delayed to allow for this. 
Responses and Response Rate

By the end of the (extended) data collection period 43 responses had been received Three replies were excluded (duplicates or unverifiable). The response rate was therefore around 50% - which is within the expected range for this type of survey. Braun Hamilton (2003) suggested that the average on-line survey response rate is 32.5%.
Table 2.1: Response Rates
	Number of Respondents
	Calculation
	Response Rate

	All Respondents N = 45
	45/87 * 100
	52%

	Removal of suspected duplicate N = 44
	44/87 * 100
	51%

	Only Identifiable Respondents N = 43
	43/87 * 100
	49%


 The respondent organisations could be deemed “self-selected” because we do not know anything about the group which did not respond.  However, this is the first time such a census has been attempted.  The Census data gives a partial ‘snapshot’ of self-advocacy initiatives within intellectual disability services with much valuable information on their spread and type.  
Chapter 2 - Section 2: Results
The results of the survey described above are covered in eight areas as follows:

· The respondent organisations;

· Service users; 
· Front-line staff;

· Self-Advocacy Initiatives;

· The Service Users’ Activities;

· Facilitating Self-Advocacy Initiatives;
· Examining the hypotheses from Chapter 2;

· Summary.

The Respondent Organisations
Forty-three organisations, as described in Chapter 8 above, responded to e-mails requesting them to complete the web-based questionnaire, giving a response rate of 49 per cent (43/87).  Table 8.1 gives details of the Health Service Executive (HSE) Areas where the respondent organisations are located.

Table 2:2: HSE Areas of Organisations -Number and Percentage 
	HSE Area
	N
	%

	Dublin Mid Leinster 
	9
	20

	Dublin North East
	11
	26

	West
	5
	12

	South
	13
	30

	Not known
	5
	12

	Total
	43
	100


The greatest number (13) of respondent organisations are located in the HSE South area followed by the Dublin North East area (11) and Dublin Mid Leinster area (9). 

The average number and range of the respondent organisations’ service provision locations are provided by HSE location in Table 2.3.
Table 2:3: Average Number and Range of Respondent Organisations’ Service Provision Locations by HSE Area
	HSE Area
	Average
	Range

	Dublin Mid-Leinster
	14
	1 – 41

	Dublin North East
	5
	1 – 15

	West
	12
	1 – 52

	South
	12
	1 – 50

	Not known
	5
	-


There has been a tendency in recent years for service providers in the intellectual disability field to break up large institutions and provide services in smaller centres – this leads to relatively large numbers of locations with smaller numbers of service users in each one. The HSE Area with the greatest average number of service provision locations is Dublin Mid-Leinster followed by the West and South. The West HSE Area has the greatest range of service provision locations and Dublin North East has the smallest. 
The Service Users 

Table 2.4 gives a breakdown of the number and percentage of service users and front-line staff in the respondent organisations. 
Table 2:4: Number of Service Users in Respondent Organisations by HSE Area by Number and Percentage
	HSE Area
	Service Users

	
	N
	%

	Dublin Mid-Leinster
	1,511
	21

	Dublin North East
	3,077
	44

	West
	1,026
	15

	South
	1,401
	20

	Total
	7,015
	100


The Dublin North East area has the highest number and percentage of service users (3,077) followed by Dublin Mid Leinster (1,511) and HSE West the lowest number (1,026).
Table 2.5 provides information on the average percentages of ability levels of the service users by HSE area.

Table 2:5: Average Percentage of Service Users by Level of Ability and HSE Area
	HSE Area
	Average % 
Mild
	Average % Moderate
	Average % Severe

	Dublin Mid Leinster
	43
	38
	12

	Dublin North East
	27
	53
	12

	West
	14
	44
	28

	South
	35
	48
	16


Most respondent organisations provide services for service users who are classified in the mild level of disability category. All organisations have a low percentage of service users in the severe level of disability category – this would roughly correspond with the proportion of service users in each category on the NILD database. (National Intellectual Disability Database, Health Research Board) 
Front-Line Staff

This section provides information about front-line staff in respondent organisations. Table 2:6 details the number of front-line staff.
Table 2:6: Number and Percentage of Front-Line Staff in Respondent Organisations by HSE Area by Number and Percentage and Ratio of Front-Line Staff to Service Users
	HSE Area
	Front-Line Staff

	
	N
	%
	RATIO

	Dublin Mid- Leinster
	920
	22
	1:1.6

	Dublin North East
	1,446
	34
	1:2.1

	West
	821
	19
	1:1.2

	South
	1,068
	25
	1:1.3

	Total
	4,255
	100
	1:1.6


The Dublin North East area has the highest number and percentage of front-line staff (1,446) followed by the South (1,068). The West has the lowest numbers of staff.
The overall ratio of front-line staff service users is 1:1.6. (one member of front-line staff to 1.6 service users. Staff client ratios are decided based on the level of clients’ disability and the type of service offered, with high staff–client ratios desirable in terms of allowing more individual choice.)  The lowest ratio of front-line staff to service users is in the West (1:1.2) followed by the South HSE area (1:1.3).  The highest ratio of front-line staff to service users is in Dublin North East HSE area (1:2.1).
Self-Advocacy Initiatives 
Table 2.7 details the types of self-advocacy initiatives in which respondent organisations are engaged by number and percent. 

Table 2:7:  Types of Self-Advocacy Initiatives 

	Type of Initiative
	N
	%

	Self-Advocacy Training
	34
	79

	Person Centred Planning
	40
	93

	Council on Quality and Leadership
	17
	39

	Other initiatives encouraging autonomy
	25
	58

	No initiatives
	0
	0


Overall, person centred planning was the initiative provided by 93 per cent (40/43) of respondent organisations followed by self-advocacy training provided by 79 per cent (79/43).  The initiative which was least commonly provided was Council on Quality and Leadership (or equivalent) at 39 per cent (17/43). 

The ‘other’ initiatives reported by 28 service providers can be classified into the following categories as shown in Table 2:8
Table 2:8: Classification of ‘Other’ Self-Advocacy Initiatives Engaged in by Respondent Organisations
	Within the Organisation
	Outside the Organisation
	No reply

	Individual
	Group
	Educational
	Lobbying
	

	4
	9%
	16
	37%
	5
	12%
	3
	7%
	15
	35%


The ‘other’ initiative most engaged in is ‘group initiatives within the organisation’ (16) followed by ‘educational initiatives outside the organisation.’ (5)
Examples

Individual initiative within the organisation: “Members of the advocacy committee are represented on other committees such as Strategic Management team, family and friends, network committee, and the PCP Steering committee. Advocacy clinic set up for clients to raise their concerns or express their needs”. 

Group initiative within the organisation: “A service user advocacy forum with links to two regional advocacy groups. FETAC Self Advocacy skills programme”. 
Educational Initiative outside the organisation: “Advocacy course - National Institute for Intellectual Disability (NIID)  1 year duration (Trinity College)”.

Lobbying initiative outside the organisation: “A Seat at the Table Project, the aim of the Project is to establish a service user forum in the HSE North East Area”.

A complete list of ‘other initiatives’ is provided in Appendix C together with the classification system employed.

When ‘other’ initiatives are added to those reported in Table 2.8 above, five respondent organisations were engaged in one initiative; eight in two initiatives; six in three initiatives, 17 in four initiatives and seven in five (or more) initiatives. 

In order to provide self-advocacy initiatives most respondent organisations made training available for staff and/or parents. 
Table 2:9: Staff or Parents Trained for Self-Advocacy Initiatives 
	Persons Trained
	N

	%

	Staff
	34
	79

	Parents
	16
	37

	Don’t Know
	8
	18


This table shows that over three-quarters (79%, 34/43) of the organisations trained staff members to engage in self-advocacy initiatives and 37 per cent (16/43) trained parents. Eighteen percent (8/43) of respondent organisations did not know if training took place.
The Service Users’ Activities
This part describes the self-advocacy activities in which respondent organisations are engaged. Table 2:10 provides details of the number and percentage of organisations in which self-advocacy activities take place and the average percentage and range of service users engaged in these activities.

The most common initiative is workers’/service users’ committees (67%, 29/43) followed by involvement in third level education – made available by 42 per cent of organisations (18/43). The least common initiative is representation on local consumer councils – but this obviously involves negotiation with the HSE or other statutory agencies. 

Table 2:10: Types of Self-Advocacy Activities by number and percentage of Respondent Organisation and Average Percentage and Range of Service Users Engaged in these Activities
	Type of Initiative Engaged in
	Number of Organisations
	% of Organisations
	Average % of Users
	Range

	Workers’/Service Users’ Committees
	29
	67
	20
	3 - 100

	Workers’/Service Users’ Consultative Group
	11
	26
	22
	2 - 100

	Service Users’ Councils


	17
	40
	15
	2 - 80

	Representation on decision-making committees
	17
	40
	4
	1 - 35

	Representation on Board of Organisation
	5
	12
	3
	1

	Representation on local Consumer Councils
	1
	2
	1
	1

	Service users lobbying at local, national or EU level
	17
	40
	14
	3 - 100

	Involvement in third-level education
	18
	42
	8
	1 - 60

	Other initiatives


	1
	2
	5
	5


Other Self advocacy activities

Examples

Within the Organisation: “Service users participate in programme meetings, (on individual basis) where they are encouraged to decide what they want to achieve, set goals”.

With other Organisations: “Self Advocate representative from Regional Advocacy Council, South East on the Steering Group for Waterford Advocacy Project”.

With the General Population: “Representatives selected/elected to student council and green schools committee to join in decision making relating to aspects of school life. Students invited to participate in Comhairle na nÓg for past number of years to discuss issues relating to teenagers”.

A complete list of the responses to ‘other activities’ is provided in Appendix C together with the classification system employed.

Seventy two per cent (31/43) of respondent organisations said they had a process for feeding the wishes of service users into their decision-making structures. The most common method used is collecting information from groups of service users (42 per cent 18/43) followed by collecting information from individual service users (21 per cent 9/43)
Examples
Individual: “Individual plans determine plans for local service, the area services and the organisation. Preferences are also analysed organisationally to determine key organisational priorities e.g., living arrangements, work options, rights, service coordination.”

Group: “The service user council or group will be facilitated by an independent advocate who in turn will feed back issues to a designated senior management staff member, who in turn will present these issues at the decision-making forum”.

Service: “Views given to management of local services and at times to senior management of organisation”.

A complete list of the responses is provided in Appendix C together with the classification system employed.

The level of autonomy of service users is provided in Table 2:11.

Table 2:11: Service Users’ Level of Autonomy

	Level of Autonomy
	N
	%

	Some autonomy
	7
	16

	Complete autonomy
	1
	2

	No response
	35
	82

	Total
	43
	100


Seven organisations responded that their service users had some autonomy and one that their service users had complete autonomy. That 38 respondents (82%) did not or could not answer this question could suggest that many organisations do not consider autonomy in relation to their service users.
Facilitating Self-Advocacy Initiatives

Almost three quarters (74%, 32/43) of respondent organisations employ a group facilitator who is usually a member of staff 67%). Parents are least likely to act as facilitators 5% 2/43) and an independent facilitator (not a member of staff) is employed in 19% of cases. 14% 6/43 utilise volunteers as facilitators. Organisations also record engaging college tutors and students from third level institutes as facilitators.
Almost half of facilitators receive training but there was a large non-response rate to this question. Twenty-one organisations provided details of the training their facilitators receive. Third-level training was most common at 28 per cent (12/43) followed by in-house formal training at 26 per cent (11/43). 
Examples
In-House Informal: “All Advocacy Supporters (facilitators) are provided with information as to the principles of advocacy. Guidelines have been developed by Advocacy Supporters and Self Advocates as to the type of support that can and should be provided”.
In-House Formal: “One day advocacy training; one day facilitation skills training; two days communication skills training”.

Outside Training: “The people who facilitate these groups are involved with Inclusion Europe and go to regular conferences in Ireland and abroad. They also give talks at these”.

Third-Level Training: “Qualified as an Advocate at Sligo IT”.

A complete list of the responses to ‘details of training facilitators’ is provided in Appendix C together with the classification system employed.

In this section the hypotheses formulated in Chapter 2 are examined in the light of the Census findings. 
The first hypothesis was that it would be possible to rate service providers on their level of advocacy initiatives. Figure 1 (Page 41) showed a hypothesised “hierarchy” of Levels of Advocacy. However this was not directly applicable because many organisations did not provide advocacy in the add-on manner predicted.  Nevertheless, it is possible to total the number of advocacy initiatives organisations engage in to derive a measure of their Level of Advocacy. Table 2:12 shows the Levels of Advocacy which were assigned to the respondent organisations in the survey using the revised method.
Table 2:12: Number of Initiatives Engaged in by Number and Percentage of Respondents and their Level of Advocacy Initiative
	Number of Initiatives
	Respondent Organisations
	Level of Advocacy Initiative

	
	N
	%
	

	0
	0
	0
	Level 0

	1
	5
	12
	Level 1

	2
	8
	19
	Level 2

	3
	6
	14
	Level 3

	4
	17
	39
	Level 4

	5 (or more)
	7
	16
	Level 5


All respondent organisations provide some level of self-advocacy initiative, with over half (55%, 24/43) providing four or more initiatives. This would suggest that self-advocacy (at some level) is becoming a recognised part of services.
In Chapter 1, Section 4 the hypothesis was put forward that levels of autonomy for service users could be related to self advocacy initiatives. This was not entirely workable so Table 2:13 provides an alternative method of measuring levels of autonomy for service users by summing the number of initiatives in which they are engaged.
Table 2:13: Number of Activities Engaged in by Number and Percentage of Respondents and the Level of Autonomy of their Service Users
	Number of Initiatives
	Respondent Organisations
	Service Users’ Level of Autonomy

	
	N
	%
	

	0
	0
	0
	Level 0

	1
	11
	26
	Level 1

	2
	5
	12
	Level 2

	3
	6
	14
	Level 3

	4
	4
	9
	Level 4

	5 
	8
	18
	Level 5

	6
	6
	14
	Level 6

	7
	3
	7
	Level 7


Over one quarter of respondent organisations’ service users can be classified as being at Level 1 in terms of their autonomy.  At the other end of the scale, 18 per cent have service users who could be classified at Level 5 and another 21% have service users at Levels 6 and 7, which shows that a sizeable minority of service users have reasonable levels of autonomy. However it would appear that self-advocacy initiatives promoting service user autonomy are still much needed in over half of the respondent services for people with intellectual disabilities. As was stated earlier, “self-advocacy initiatives in an organisation may not, on their own, reflect the level of autonomy service users have” (p. 5).
The final hypotheses in Chapter 1.4 above showed the different paths that self-advocacy training could take. Figure 2:14 below demonstrates that this diagram was an accurate representation of the structure of Self-Advocacy Initiatives.
Figure 2:15 Relationship between hypothetical model and Census respondents
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The numbers of services in each section suggest that most self-advocacy training takes place within organisations rather than in the community but that second stage self-advocacy initiatives are more likely than second stage peer/group advocacy initiatives to lead to community involvement. 
Summary

Forty-three organisations from four HSE Areas completed the web-based questionnaire. Between them they had responsibility for 7,015 service users who were mostly in the mild to moderate levels categories of intellectual disability. These service users were cared for by 4,255 front-line staff with a staff to service user ratio overall of 1:1.6 (one member of front-line staff to 1.6 service users). One area (West) had a ratio of 1:1.2.  All respondent organisations provided self-advocacy initiatives for their service users with over one-third of organisations providing at least four initiatives. Staff were the persons most likely to be trained as facilitators. Through these initiatives, service users engaged in self-advocacy activities within the organisation (most commonly) and in the community. These activities were most likely to be workers’/service users’ committees. The method of feeding the wishes of service users into the decision-making structures of respondent organisations was mainly through consultation with groups. Very few services (18%, 8/43) reported on the level of autonomy of their service users which indicates that organisations are not yet comfortable with the concept of autonomy.
Most groups of service users meet with a facilitator who is generally a member of staff.  Less than half of those who facilitate self-advocacy groups receive training, either formal or in-house.
Two of the three hypotheses formulated in Chapter 1.4 above had to be revised. A revised methodology was used to assign a Level of Advocacy rating to organisations and a Level of Autonomy for their service users.  The final hypothesis was correct in that self-advocacy training or equivalent led to either self-advocacy or peer/group advocacy, both of which approaches were more likely to lead to initiatives within the organisation rather than in the community.  However, self-advocacy was more likely than peer/group advocacy to lead to community involvement.

Chapter 3 - Conclusions and Recommendations
This report was prefaced by a quote which suggested that “self-advocacy is the process by which people are empowered to speak for themselves” (Comhairle, 2004, p. 14). For people with intellectual disability to be empowered to speak for themselves “with the right support in terms of advice, information and encouragement” is only the beginning of the initiative. If these people are going to have any chance of making choices about how they live their lives, they require interventions (e.g., training), supports and good will from their service provider at all levels (from management to front-line staff) and their families. Additionally, there needs to be co-operation between the service provider and families to ensure that the person with the disability is provided with the optimum opportunities for as much autonomy as possible. It is apparent from the case studies and survey data that the implementation of self-advocacy initiatives can be complex and may lead to many different outcomes for the organisations and their service users. 
Conclusions 
One could question the aim of self-advocacy training if the main outcome is that the person who has been trained is now working as a peer or group advocate (usually in a voluntary capacity) for his or her less able colleagues and representing his or her disability sector on the board of a consumer council, boards of management, or lobbying on their behalf at local, national or EU level.  Perhaps a more appropriate route is for the person trained in self-advocacy to be offered the supports to make choices about how they live all aspects of their lives including where they work and where and with whom they live, before peer or group advocacy is engaged in. This is a more difficult and far-reaching route for services to take because it implies a considerable dismantling of services as they currently exist and the deployment of staff in community settings in a very different way to that currently operating.
It could be argued that this latter approach to self-advocacy is only for people whose level of functioning is high.  However it may be possible for many people at most levels of functioning to choose and grow and mature in the choices and autonomy they have. This is what the concept of ‘lifelong learning’ suggests and it should not be any different for people with intellectual disability.

Recommendations

The following are recommendations which emerged from the qualitative interviews with the services and the survey as follows:

Global (for CIB)
· The idea of self-advocacy needs to be expanded in order to give primary emphasis to individual autonomy as an outcome with peer and group advocacy or participation in representative structures secondary. 
For Inter-Agency Initiatives
· Set up a meeting of services interviewed together with some of their service users. 

· Organise inter-agency co-operation in monitoring self-advocacy initiatives for service users so that conflicts of interest may be avoided.

· In addition to self-advocacy training for people with intellectual disability advocates from outside the services are needed to work on behalf of service users and represent them within the service, the community and at home;
For Service Providers
· The number and complexity of self-advocacy initiatives within a service does not necessarily lead to the personal autonomy of its service users. Therefore service providers need to broaden their understanding of what self-advocacy should ultimately lead to for their service users.

· Staff at all levels need to be trained in the concepts and principles of self-advocacy for a service to be able to promote  real personal autonomy among service users;

For Parents of People with Learning Disability
· Parents/family need to be part of the support team for self-advocacy initiatives in order that personal autonomy for service users can become a reality.

· Parents/family of service users also need training in order to understand the concept and principles of self advocacy initiatives so that they can support their family member in achieving as much personal autonomy as possible.
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Appendix A

Open Space Technology - An Overview
Open Space Technology: A World Story
In the beginning there was a white paper, presented at a traditional conference, and then a not-so-traditional conference that grew into a worldwide community and practice. Eventually Harrison Owen wrote it all down and shared it in a book, called Open Space Technology: A User’s Guide. This is the opening of that book and the beginning of the Open Space World Story…

One thing must be clear from the outset. Open Space Technology is not the proprietary product of H.H.Owen and Company. This is not a matter of altruism, or as some might suspect, pure madness. It is rather a simple acknowledgement of the truth.

Although my name is most closely associated with the approach, and its design and development, it is a fact that the creation of OST has been a collaborative project involving perhaps 1000 people on four continents over a period of eight years (as of 1993, that is!). Some were participants, some practitioners, and all were contributors.

In addition, many of the basic ideas come from a small West African village, the Native American Tradition, and the Wisdom of the East. To this should also be added the work on group dynamics done in many places, and the special contributions of many friends and colleagues. The list could go on and on, but the reality is, Open Space Technology is a World Product.

There is also the practical matter that a number of people, in a number of places, are already using Open Space Technology without my say-so or sanction — a situation in which I profoundly rejoice.

If I have a vision for Open Space Technology, it is that it become rather like accounting: something we all must do because it works, and because it is useful. My concern is that we do it well. To this end I have written this book [the original OST: A User’s Guide], not so much as the definitive statement of the right way to proceed, but rather as an invitation to join the process and do it better.

So use this book [and this website!] as seems fitting, and please join me in what has been, and will continue to be, a marvelous co-creative adventure. Of course, there is one small responsibility that accompanies this invitation. Please share what you discover and we will all be the richer.

Harrison Owen
Potomac, Maryland
Winter, 1993

Source: http://www.openspaceworld.org/news/world-story
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5. What is Open Space Technology?

Open Space Technology is one way to enable all kinds of people, in any kind of organization, to create inspired meetings and events. Over the last 20+ years, it has also become clear that opening space, as an intentional leadership practice, can create inspired organizations, where ordinary people work together to create extraordinary results with regularity. 

In Open Space meetings, events and organizations, participants create and manage their own agenda of parallel working sessions around a central theme of strategic importance, such as: What is the strategy, group, organization or community that all stakeholders can support and work together to create? 

With groups of 5 to 2000+ people -- working in one-day workshops, three-day conferences, or the regular weekly staff meeting -- the common result is a powerful, effective connecting and strengthening of what's already happening in the organization: planning and action, learning and doing, passion and responsibility, participation and performance. See also WorkingInOpenSpace (Guided Tour). 

5.1 When and Why?

Open Space works best when the work to be done is complex, the people and ideas involved are diverse, the passion for resolution (and potential for conflict) are high, and the time to get it done was yesterday. It's been called passion bounded by responsibility, the energy of a good coffee break, intentional self-organization, spirit at work, chaos and creativity, evolution in organization, and a simple, powerful way to get people and organizations moving -- when and where it's needed most. 

And, while Open Space is known for its apparent lack of structure and welcoming of surprises, it turns out that the Open Space meeting or organization is actually very structured -- but that structure is so perfectly fit to the people and the work at hand, that it goes unnoticed in its proper role of supporting (not blocking) best work. In fact, the stories and workplans woven in Open Space are generally more complex, more robust, more durable -- and can move a great deal faster than expert- or management-driven designs. 

5.2 What will happen?

We never know exactly what will happen when we open the space for people to do their most important work, but we can guarantee these results when any group gets into Open Space: 

1. All of the issues that are MOST important to the participants will be raised. 

2. All of the issues raised will be addressed by those participants most qualified and capable of getting something done on each of them. 

3. In a time as short as one or two days, all of the most important ideas, discussion, data, recommendations, conclusions, questions for further study, and plans for immediate action will be documented in one comprehensive report -- finished, printed and in the hands of participants when they leave. 

4. When appropriate and time is allowed for it, the total contents of this report document can be focused and prioritized in a matter of a few hours, even with very large groups (100's). 

5. After an event, all of these results can be made available to an entire organization or community within days of the event, so the conversation can invite every stakeholder into implementation -- right now. 

6. AND... results like these can be planned and implemented faster than any other kind of so-called "large-group intervention." It is literally possible to accomplish in days and weeks what some other approaches take months and years to do. 

The good news, and the bad news, is that it works. Good news because it gets people and work moving, bad news because that may mean lots of things are going to be different than before. Wanted things can appear, unwanted things disappear, and sometime vice versa -- but that's how life is. In short, then, Open Space brings life back to organization and organizations back to life. 

Source: http://www.openspaceworld.org/cgi/wiki.cgi?AboutOpenSpace
Appendix B:

THE QUESTIONNAIRE

CITIZENS’ INFORMATION BOARD

SELF-ADVOCACY INITIATIVES FOR PEOPLE WITH LEARNING DISABILITIES QUESTIONNAIRE 

The Citizens’ Information Board is conducting a census of the types of training for people with intellectual disabilities provided throughout Ireland in day care and residential facilities.  The reason for this exercise is to discover the types of initiatives within organisations which may facilitate self-advocacy among service users.

1. Is your organisation engaged in any of the following initiatives with your service users (please ( all that apply)?


Self-Advocacy Training






(
Person Centred Planning (PCP) (or equivalent) 



(
A Council on Quality and Leadership initiative (CQL
) (or equivalent)
(
Other initiative which encourages autonomy among service users

(
None of these initiatives






(
If you (  ‘other initiative’, please provide some details of the initiative below.

	


If you ( none of these initiatives please skip to question 10 on page 3. 
2. Does the initiative your organisation is engaged in lead to any of the following activities (please ( all that apply):

Training for staff in the principles of the initiative



(
Training for parents in the principles of the initiative


(
3. As a result of these initiatives, are any of your service users engaged in any of the following activities (please ( all that apply):

Approx.  

 % of             service 

users

Workers’/Service Users’ Committees




( _____

Workers’/Service Users’ Consultative Group

Service User’ Councils (or equivalent)



( _____

Representation on decision-making committees within your organisation


( _____

Representation on the Board of your Organisation


( _____

Representation on local Consumer Councils (or equivalent) 

( _____

Service users lobbying at local, national or EU level


( _____

Involvement in third-level education




( _____

They have some autonomy
 to choose some aspects of how they live 

their lives







( _____

They have autonomy
 to choose all aspects of how they live their lives

( _____

Other activities






( _____

If you ( ‘other activities’ please give details:

	


If you ( ‘Workers’/Service Users’ Committees’ or ‘Service Users’ Councils (or equivalent)’ please answer question 4, otherwise skip to question 5.

4. How frequently do these groups meet?  

	


5. Do any of the above groups of service users meet without a facilitator?









Yes 
(
No  
(
(
If ‘yes’ to question 5 please skip to question 8, if ‘no’ please answer question 6 
6. Who facilitates these groups (please ( all that apply):

Staff


  (
Volunteers

  (
Parents

(
Independent Facilitator (
Other


  (
If you ( ‘other’ please give details this/these facilitator(s).
	


7. Does the facilitator(s) have training to support their role?

Yes 
(
No  
(
If ‘yes’ please give details of the training facilitator(s) receive if ‘no’ skip to question 8.

	


If you  ( ‘representation on Decision-Making Committees’ or ‘Representation on the Board of your Organisation’ please answer question 8, if ‘no’ please skip to question 9.

8. How many service users / self-advocates are on Decision-Making Committees or on the Board of your Organisation?

____

9. Is there a process whereby the wishes of service users in your organisation can be fed into the decision-making structures of the organisation?



















Yes 
(
No  
(
If ‘yes’, please give details of this process, if ‘no’ please skip to question 14.

	


NB: Please skip to item 14

	NB: Only for organisations which ( ‘no’ to question 1 

10. Does your organisation intend to initiate self-advocacy (or equivalent) initiatives in the next six months or so?                                                                  Yes 
(
No  
(
If ‘yes’ please skip to item 14 if ‘no’ please answer question 11.

11. Has the organisation any reasons for not initiating self-advocacy (or equivalent) initiatives?

                                                                                                                 Yes 
(
No  
(
If ‘yes’ please answer item 12, if ‘no’ please skip to question 13. 

12. Please give some of these reasons

13. Are there plans within your organisation to incorporate your service users’ suggestions/wishes into the decision making structures or your organisation?




                                         Yes 
(
No 
(



14. Please provide us with the following demographic information about your organisation.

Name of Organisation: 

___________________________________________________________________

	Ability Levels of your service users
	Approximate Percentage

	
	% Mild
	% Moderate
	% Severe

	
	
	
	


	HSE Area
	Number of Service Provision Locations 
	Number of Service Users
	Number of Frontline Staff 

	
	
	
	

	
	
	
	

	
	
	
	

	
	
	
	


Thank you for your co-operation in completing this questionnaire!

Appendix C: 

CLASSIFICATION OF OPEN-ENDED QUESTIONS

Q1b ‘Other’ Self-Advocacy Initiatives in which Organisation is Engaged

N = 28

Key 

II =     
inside the organization at individual level 

N =   4

IG =    
inside the organization at group level
 

N = 16

OE =   

outside the organization educational 


N =   5

OL = 

outside the organization lobbying 


N =   3

	Code
	Response

	II
	Personal Development Training

	IG
	Self-Advocacy group that meets fortnightly.

	OE
	Members of Seasamh, the South East Service Users Forum through which Leadership training is provided. Service Users here are members of the Health & Safety Committee and the Service Representatives Meeting.

	OE
	As part of the regional partnership fora, our organization is exploring models and frameworks to enhance our service user participation

	IG
	Arising from an inclusive research project on the Rights of People with Intellectual Disability we are currently in the process of electing Speak Up Committees in each of our services.  These Committees represent the people availing of our services, 

	OE
	A Seat at the Table 1 year duration North East Project (Leadership course through DKIT, Dundalk)

	OE
	Advocacy course -  (NIID) National Institute for Intellectual Disability 1 Year duration (Trinity College)

	IG
	Advocacy Module in Training Programme - 2 hours

	IG
	Programme in school designed to promote independence, good communication skills and self help strategies with students.

	IG
	An agency wide advocacy group, members are represented from all the areas.  Meetings are held monthly.  They are chaired by an outside facilitator & support staff accompanies each representative.  Other monthly meetings include a staff support meetings and training and Information in Advocacy and Rights.

	IG
	Local Regional and National Advocacy structures to support people accessing services to discuss issues of importance to them and address these issues to those who can support their resolution.

	IG
	Currently we have 5 self-advocacy groups running in Cheeverstown House and we are also looking at setting up a 6 service due to increasing demand. The social work department run regular community house meetings in all twelve of our community houses. 

	II
	Principle of self advocacy is supported by giving all a voice in decision making on personal issues and decisions about how life in the community is planned run developed.

	IG
	Focus Group for People with Intellectual Disabilities (Bray Partnership). Trainee meetings and Active Citizenship Course

	OE
	Advocacy with the I Am Group

	IG
	Centre based advocacy groups

	OL
	Service users attend Leadership & Advocacy training in WIT. Service users attend South East Parliament (Seasamh)

	OL
	A Seat at the table Project, the aim of the Project is to establish a service user forum in the HSE North East Area

	IG
	Members of the advocacy committee are represented on other committees such as Strategic Management team, family and friends, network committee, and the PCP Steering committee. Advocacy clinic set up for clients to raise their concerns or express their needs

	IG
	A service user advocacy forum with links to two regional advocacy groups.
Fetac Self Advocacy skills programme.

	OL
	A Seat at the Table Project, Polices and Procedures Committee, Service user handbook,

	IG
	We have set up a people first group.  The group meets on a regular basis and is undergoing a training programme on committee skills.  They meet regularly with the management team.

	IG
	Charter of rights training; Complaints procedures & supports; Client representative council (CRC); CRC meet with management team on a monthly basis.

	IG
	At present we are in partnership with two other organisations in putting a proposal together around training in advocacy awareness for staff and service users.  We plan to set up advocacy committees in all our residential houses and day units.  

	IG
	This year, we have undertaken to put in place a Structure of Advocacy in order to support service users to be involved in decisions affecting the development of the organisation. At the moment we are looking at training for service users.

	II
	Biographical work

	IG
	Group work

	II
	Individual Service Design and Inclusive research with Kelly Johnson from Bristol University


	Q3b Other Activities in which Service Users are Engaged 

N =  11

Key

WO =Within the organisation                                                N = 5

OO = With other organizations                                              N = 2 

GP = With the general population                                          N = 4



	

	Code
	Response

	OO
	Service users from our service are involved in self advocacy groups of other service providers

	GP
	Cavan/Monaghan youth active citizenship project

	WO
	Service users participate in programme meetings, (on individual basis) where they are encouraged to decide what they want to achieve, sets goals.

	WO
	Service user’s involvement on the POMs committee. Their role is to feed back to the committee on the impact personal outcomes measures is having on their lives and on the lives of the people they live with.

	GP
	Dance & Drama Classes (Old Abbey Dance Studio, Drogheda) 
Computer Classes - Diversity online (Drogheda Community Forum) 
Social Outings - outside of centre activities.

	GP
	Representatives selected/elected to student council and green schools committee to join in decision making relating to aspects of school life.
Students invited to participate in Comhairle na nÓg for past number of years to discuss issues relating to teenagers.

	OO
	Self Advocate Representative from Regional Advocacy Council, South East on the Steering Group for Waterford Advocacy Project. Self Advocates involved in the provision of presentations to National Conferences, Advocacy training for staff at induction, etc

	GP
	Attending pilot scheme Back to Education Initiative (VEC and Bray Adult Learning). Relationships and Sexuality Education. Regular speakers from MABS and Citizen Information Centre. Speakers from OBAIR

	WO
	The service users do get choices they can chose what activity they would like to participate. Mostly the care staff advocate for the service user.

	WO
	As part of person cantered planning implemented by our organisation last year during our involvement in the Developing Outcomes for people imitative we have undertaken a number of changes in the Bungalow. These changes were identified by the Clients themselves

	WO
	Involvement in preliminary staff recruitment process


	Q6 Other Type of Facilitator


	Code
	Response

	
	College Tutors

	
	Students from 3rd level education


	Q7b Do Facilitators have Training to Support Their Role?

N = 21

Key

3     = Third-level education                                                 N = 8

IHF = In-house formal                                                         N = 7

IHI =  In-house informal                                                      N = 2

O    = Outside training                                                         N = 4

	

	Code
	Response

	3
	Qualified as an Advocate by Sligo IT

	IHI
	In house

	3
	Trained teachers....in-service training....walk tall and stay safe

	3
	Registered Nurse for Intellectual Disability. Facilitation/Advanced facilitation Skills. Masters in Equality Studies.

	O
	Through their professional bodies and in-service training

	3
	BA in Training and Education

	3
	Support Staff - Training & Continuing Education (NUI Maynooth).                  BA in Disability Studies

	IHF
	General training for teachers, some specific in-service relating to different aspects of school life.

	IHF
	One day advocacy training, one day facilitation skills training, two days communication skills training.

	IHI
	All Advocacy Supporters (facilitators) are provided with information as to the principles of advocacy. Guidelines have been developed by Advocacy Supporters and Self Advocates as to the type of support that can and should be provided, and what is outside.

	IHF
	Key worker training; Personal Outcome Measure training; Supported Living Training; Supported Employment Training

	3
	Qualified social worker; V.E.C. teachers.

	O
	Outside training with I AM

	IHF
	Induction to the programme, in-service training with the St John of God Order.

	IHF
	Introduction to advocacy training

	3
	The primary facilitators of these groups have a background in education and training and have the competencies to facilitate groups and deliver training to other staff and service users who facilitate groups.

	IHF
	Training provided by day service Rehab Care

	3
	A number of our staff have attended a course in Waterford  I. T. in facilitating advocacy groups

	IHF
	Self Advocacy courses/ training courses

	O
	Trainers have received training in supporting people personal outcomes and through the inter-agency advocacy movement

	O
	The people who facilitate these groups are involved with Inclusion Europe and go to regular conferences in Ireland and abroad. They also give talks at these.


	Q9b The Process Whereby Wishes of Service Users are Fed into Organisation 


	N = 31

Key

I    =   Individual                                                                  N =   9

G  =    Group                                                                        N = 18

S   =    Service                                                                      N =   3

R  =     Research                                                                   N =   1

	

	Code
	Response

	G
	The Service User representatives provide feedback to the Day Service Manager who reports to the Senior Management Team.

	G
	By attendance by service users and through representation from their own Self-Advocacy Group fortnightly meetings.

	I
	Person Centre Goals

	G
	Meetings with pupils, circle time

	G
	Service user committees; individual Programme Planning; Management & Staff meetings.

	R
	Co Research

	I
	Individual plans determine plans for local service, the area services and the organisation.  Preferences are also analysed organisationally to determine key organisational priorities e.g. living arrangements, work options, rights, and service coordination.

	G
	The service user council or group will be facilitated by an independent advocate who in turn will feed back issues to a designated senior management, who in turn will present these issues at the decision making forum.

	I
	PCP process; house meetings in group homes; service user meetings with management; daily choice of activities for some centres

	G
	Advocacy Meetings with Groups & Reporting outcomes at a meeting with management.

	G
	Student council / Green school decisions or requests forwarded by representatives in person or in writing to school principal or Board of Management. For example, students requested that a school uniform should be available. This was forwarded to BOM.

	G
	We have a group called the 'Listening Group' which is a consultative group. When we are making changes to House Leaders, Work Leaders or Community Director everyone within the organisation is consulted and their opinion noted and taken into consideration.

	G
	The Service Users from advocacy group rotate attending management team 

meetings.  Service Users decided what information they would like to present to management team meetings & share with the information committee.

	G
	Twelve local groups that meet monthly with local managers to address issues locally. Each local Group elects two representatives to represent issues of importance to them on the Regional Advocacy Council. The Council meets a number of times per annum. 

	I
	Personal outcome measures, every service user has a key worker and is interviewed and four goals are set these are then feed back to the Quality team and in turn to the board of management.

	G
	Client Representative Committee

	I
	Appropriate consultation with all people living in the community/ stakeholders on major developments, forming policies etc. There are platforms on a daily, weekly and monthly basis where service users and others can have an input, raise a point for discussion.

	G
	Service workers have monthly meetings facilitated by staff member wishes can be brought forward to staff meetings.  Service users have individual mentors.  Service users have Individual Training Plan meetings with staff and outside family or support workers.

	G
	We have selected Advocacy Champions

	G
	Through the weekly meetings, Writing to Management, and making verbal requests.

	I
	Individual Planning Meetings. Client Committee; Advocate Representation

	S
	1. Circulation of minutes of all meetings; 2. Ongoing meetings with management and staff.

	S
	Via key worker group meetings and advocacy committee meetings

	I
	Through collection of POM interview information. This is then placed on a database & reports are run from this database to indicate what is / is not required based on service users wishes & POMs

	G
	Issues are brought from the various committees and councils to the Regional Management Team Meetings.  The Regional Management Team meets with the People First Group on a regular basis.

	G
	Staff facilitate House meetings

	I
	The use of PCP's ensures that the wishes of the service users taken into consideration at all times.

	G
	Weekly community meetings which feed in to other meetings.

	S
	Views given to management of local services and at times to senior management of organisation

	I
	Identifying priorities with individual plans. Service deficits identified at time of annual interview and fed back to senior management team.

	G
	Service Users' Council. Reps from advocacy attends service directorate three times a year. The service directorate (management) meet with service users' council.


Appendix D

Person Centred Planning and Personal Outcomes Planning

Key Principles of Person Centred Planning 

NDA
1. Person centred planning is planning from an individual’s perspective on his or her life: 

2. Person centred planning entails a creative approach to planning which asks ‘what might this mean?’ and ‘what is possible?’ rather than assuming common understandings and limiting itself to what is available:): 

3. Person centred planning takes into consideration all the resources available to the person – it does not limit itself to what is available within specialist services: 
4. Person centred planning requires serious and genuine commitment and co-operation of all participants in the process: 
5. Person centred planning is an art – not a science:
6. The development of a plan is not the objective of person centred planning: making real, positive differences to someone’s life is. 
� 	Initially a third phase to this study had been planned. It consisted of the conduct of a small number of interviews with service providers not engaged in providing self-advocacy initiatives for their service users. These users were to be identified from the census data in Phase two of the study. No Service Providers identified themselves as belonging to this category.





� 	Six service providers were visited by the researcher in different locations throughout the country. In one instance three different units within the same service were visited.





� 	For more information about this Texas-based organisation see: � HYPERLINK "http://www.thecouncil.org" ��http://www.thecouncil.org�








� 	National Association for the Mentally Handicapped in Ireland


� 	Total for this column is over 43 because respondents could choose more than one answer.


� 	If in doubt consult � HYPERLINK "http://www.thecouncil.org/" ��http://www.thecouncil.org/�





� 	With support from staff and family


� 	With support from staff and family
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