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1.  Introduction
1.1. Context  and Background to the Study 
With few exceptions people with an intellectual disability have very limited opportunities to participate in the political or social processes within Irish society or within the disability movement generally.  The causal factors for this exclusion are complex. They are often linked to lack of awareness on the part of people with intellectual disability themselves about their right to participate and the limited opportunities available to them, as many live in residential settings.
The recognition of the importance of advocacy for people with disabilities in Ireland, can be dated back to the nineteen nineties.  However there were few initiatives in relation to people with intellectual disabilities. Some, self advocacy groups developed in an ad hoc way, around the country, often associated with service providers who provided residential and day services for people with intellectual disability. The period since then has been one of rapid change within the wider disability arena.

In 2005  the  Irish Government  launched its  National Disability Strategy which  is directed at improving services for people with disabilities in Ireland  It is made up of three key pieces of legislation: 
1. The Education for Persons with Special Educational Needs Act 2004,

2. The Disability Act.  2005 

3. The Citizens Information Act. 2007.  

This last Act provides for the introduction of a personal advocacy service specifically aimed at people with disabilities. The government agency charged with providing this service is the Citizens Information Board whose   wider responsibility is to provide information, advice and advocacy  to members of the public. While this service has yet to be formally introduced, the Citizen Information Board has developed a  programme  of support for community and voluntary  organisations through which it funds a number of organisations  to provide  advocacy services for particular  groups. 

Inclusion  Ireland, the National Association for People with an Intellectual Disability, successfully submitted a  project  proposal  in 2005 under this scheme entitled “The Personal Advocacy Project”. 
This  research paper  is  an examination of the impact of the  personal advocacy service on service users who participated within the project.  
Inclusion Ireland  defines  Advocacy 
“as a process of speaking and acting with or on behalf of 
 a person or a group of people with the aim of ensuring that their    

 opinions, wishes or needs are expressed and listened to” 
1.2. Inclusion Ireland 

Inclusion Ireland is a national  voluntary organisation working to promote the rights of people with an intellectual disability in Ireland  to ensure their full and equal participation  in society.  Inclusion Ireland was founded in 1961 and is now the largest national organisation representing and championing the interests of people with intellectual disability their families and the organisations that provide them with services.  It has a membership of  170  affiliated organisations  and hundreds of individual members. Inclusion Ireland,  amongst its  other functions,  provides an independent  personal advocacy service to people with intellectual disability.   
Inclusion Ireland initially focused  on the promotion of self advocacy and supporting  self advocates to develop their own voice.  However, Inclusion Ireland  became increasingly aware that this new and exciting advocacy movement  was not targeting  people with more severe and profound disabilities many  of whom were living in large  outdated  residential settings.  (In Ireland today it is estimated that approximately 3,000 people with disabilities live in a setting with ten or more people.)
 Furthermore,  there is no  independent monitoring or inspection of these services , though national standards and  independent inspection are  expected to be introduced at the end of 2009.  A  pilot project was  thus designed  which would allow Inclusion Ireland to  secure funding to provide an independent personal advocacy service to   a number of people   with intellectual disability living in two  separate residential  services.        
1.3. Personal Advocacy Project 
The personal advocacy project commenced in February in 2006 with the employment  by Inclusion Ireland   of an independent  advocate  to be based in two  intellectual disability services within a 50km radius of Dublin.  One service  is provided by the State and has over 250 residents  the other  is  provided by a  religious order  funded by the State and has  167  residents. Both services were happy to  co-operate with the project  and each service has a member on the project management committee which oversees the project. There are also parent representatives from both services, a person with a disability and a representative from the Citizens Information Board on the management committee which is chaired by a board  member of  Inclusion Ireland. 
Each service initially nominated 10 people, (20 people in total,) who it was felt would benefit  from  the services of an independent  advocate. The total number who have participated in project to date is 54 persons with an intellectual disability.   The project is funded until 2010
1.4 Aims of Paper
The aim of this paper is  to examine the impact of the personal advocacy  service on the quality of life of the residents and to examine the

contribution made by the personal advocate to the quality of  life  for people  with severe and profound  intellectual disability.  

It  examines the  concept of non instructed advocacy  and its  benefits for people with communication difficulties ( Non instructed advocacy   is used when the person has no formal communications and  cannot  instruct his or her advocate. As part of this process the Advocate ensures that the person human  and legal rights are respected and upheld )
. 

The paper also looks at the issues  which  people brought  to  the

advocate. 

2.  Methodology
2.1. The Data Gathering Methodology 
The data was collected  in three different ways. 

1.  Review of case  files of  those receiving  the services of the 
     Personal advocate.

2.  Qualitative data gathered from the author’s  ongoing 
     Observations  and discussions with the residents.

3. Information obtained from parents/families using a structured interview questionnaire.  The same   questionnaire was used for both parents and staff 

The interview questionnaires contained a number of questions on the effects of Advocacy on the quality of life of people with intellectual disability. These questions were identified from the advocate’s experiences and observations, since May 2006. 

The questionnaire was piloted with five parents and staff in January of 2008. Small changes were made to the questionnaire following the pilot. 

Interviews took place  from  February to July of 2008. The arrangements with respect to the date, time, and place of the interviews were made orally to suit the participants and were confirmed prior to the interviews. The interviews with the parents and the staff of the services  took place at the project locations. The duration of each interview was approximately thirty minutes. 

2.2 The Study Sample 
A total number of 417 residents were available for referral from the two services, ( 250 from the statuary service and 167 from the voluntary service.) 60 referrals have been made  since the inception of the project in  2006,  37 from one service and 23 from the second service.  From these 60 referrals, 53 were referred from the services themselves and 7  were self referred through crisis and a drop in service.  Of the 53 nominated to the project by the services 6  families did not wish for their  family member to avail of the services of the advocate leaving a total sample of 54.
10 parents / family members from each of the services ( 20 in total ) were selected for interview.  In addition a sample of 10 staff members from each service (20 in total) who worked directly with the residents from different areas of work, e.g. staff nurses, care staff, care workers were selected for interview. From the review of the case files a total of 104 staff  were identified as being  involved with the 54 residents

3. Results 
3.1 . Types of Advocacy Issues 

From the review of the case files it can be seen that  of  the 54 residents 21 were male and 33 were female.  11 were aged under 30, 26 aged under 40, 11 aged under 50 and 6 aged over 50. (Table 1.) 15 people were diagnosed as having a mild intellectual disability, 15 had a moderate disability and 24 were in the  severe to profound range of  disability and complex needs. (Table 2.)
             Table 1.   Age Profile of Residents by Gender
	AGE OF RESIDENTS   

                   
	Male
	Female   
	Total

	Under 30 Years old
	5
	6
	11

	Under 40 Years old
	11
	15
	26

	Under 50 years old
	4
	7
	11

	Over 50 years old
	1
	5
	6

	  Total
	21
	33
	54


  Table 2.  Level of Disability By Gender 


	Level of Disability 

   
	Male
	Female
	Total

	Mild Intellectual Disability
	5
	10
	15

	Moderate Intellectual Disability
	7
	8
	15

	Profound Intellectual Disability
	5
	7
	12

	Dual Diagnosis / Complex needs
	4
	8
	12

	Total
	21
	33
	54


The review of case files showed that 30% of the people required   information and advice on  basic entitlements. 15%   required support at  meetings and  at personal planning meetings.11%  required assistance with  negotiations with the service provider around some issue for example, accommodation. In the advocates opinion 81% of the  residents required long term support.

The review of case files also  highlighted  a number of issues / difficulties for residents. The most frequently raised issue  was that of  privacy, with 48% of residents having raised this with the advocate. Holiday entitlements were raised by  35%. and  37%  were around support at meetings and PCP meetings.   28%  of issues involved the advocate supporting the person to link with their family,  a further  26% related to assisting  family contacts  and 28% were about  their  current accommodation. 15% of issues related to speech therapy and 12% related to behavioural assessments. (Table 3)
         ADVOCACY ISSUES FOR PERSONS WITH ID 
	LIST OF ISSUES
	% N = 54



	Privacy Issues
	     48%

	Support at Meetings

Support at PCP meetings
	     37%

	Holiday entitlements
	     35%

	Family Supports & links

Family visits
	     28%

	Accommodation issues
	     28%

	Assessment of need
	     26%

	Day Services
	     23%

	Speech Therapy
	     15%

	Multisensory services
	     13%

	Educational Services
	     12%

	Management of Money
	     12%

	Behavioural Assessment
	     12%

	Health Care
	       9%

	Human Rights issues
	       8%




Table 3.

3.2  Parents
The most encouraging fact to emerge from the  interviews with parents was the overwhelming positive  experience of the  introduction of an independent advocate for their son or daughter   This  supports previous research carried out by  Inclusion Ireland   in 2004 on parents attitudes to advocacy 
.
95%  of the parents  interviewed felt that provision of advocacy was important for their son/ daughter and   that it made a positive changes to the daily  life  of their son or daughter.  93%   believed the advocate  should be independent  of the service.  
It is interesting to note that only 61%  felt that their son or daughter could   not communicate their problems or concerns to the advocate and that the majority 93%  did not understand what non instructed advocacy  involved but  following an explanation by the advocate 87 % agreed that it  could play  an important role in improving the quality of life for those with more severe intellectual disability.

On the question of choice 93%  of parents expressed the view  that Advocacy helped their son or daughter make more defined choices about what they wanted for themselves. and 90%  felt that it helped their son or daughter express their needs and help them speak up for themselves. 

Finally parents were asked their views on whether the introduction of a personal advocacy service had  brought about any changes around   the culture of advocacy within the service .  For example, were  people treated  with more respect have staff become more  in tune with the  needs of the person.   The majority felt this to be the case 89%  which was a very positive  result

3.3  Staff
As with the  parents the response from staff was very  positive to  the introduction of the  independent advocacy service with 97%  agreeing it was a very important service but fewer staff than parents at 80%  felt that it  made a change in the daily  lives of the residents. On the question of whether they felt that residents could communicate their issues to the advocate, a  higher  number of staff  at 80%, than the parents at 61%  felt that the person with intellectual disability was able to communicate effectively their issues to the Advocate yet five staff who are  in daily contact with residents felt that that they could  not communicate their  needs effectively.  27% of staff  did not understand what non instructed advocacy was and  40%  had no view on the matter   but  after  explanation   88%   felt that it had an important  role in the lives of people with severe intellectual disability. Three staff felt that it didn’t have a  role.  
On the subject of choices, fewer staff 84%  than parents felt that advocacy contributed to more  choices for residents but the same number 90%  felt it contributed to the empowerment of residents.  Staff were more pessimistic on cultural changes with only 43% compared to 89%   of parents   agreeing   that   advocacy service had contributed to this type change within their  services.
Table 4. Parents and Staff views on Advocacy 
	
	Parents

n = 20

Yes 
	Staff
n = 20

Yes
	Parents
n = 20

 No
	Staff
n = 20

No
	Parents
n = 20

Don’t Know
	Staff
n =20

Don’t Know

	The Importance of Advocacy
	97%
	93%
	3%
	0%
	0%
	0%

	The Independence of the Advocate
	90%
	93%
	8%
	7%
	2%
	0%

	 Can a person with ID communicate their issues

	61%
	80%
	15%
	20%
	24%
	0%

	Didn’t understand Non Instructed Advocacy
	93%
	27%
	17%
	33%
	0%
	40%

	Advocacy persons with ID to make more defined choices
	93%
	80%
	0%
	3%
	7%
	17%

	Advocacy helps with Self Empowerment
	89%
	90%
	0%
	3%
	11%
	7%

	Positive Cultural changes within services
	89%
	57%
	4%
	6%
	7%
	27%


4. Conclusion and Discussion
4.1 Conclusion and Discussion
The review of the files shows that  the primary concerns  for  people revolve around  very fundamental  needs such as privacy accommodation  and links to families. These issues must and should be addressed by services especially today in the context of the UN Convention on the Rights of People with Disabilities.    It is no longer acceptable that people have to share accommodation or have few opportunities to be consulted about their views or wishes. . It also came as a surprise to the advocate that he spent so much time on issues of basic entitlements such as money, holidays, respite care, arranging visits to families and supporting personal planning  meetings. These are areas  which should happen  within service and form part of good practise 
The evidence from the interviews of parents and staff was very encouraging as they show  great support for  contribution of advocacy provision for person with an intellectual disability in helping to communicate their own personal wishes, needs, and difficulties. It also has a role in helping them identify and communicate their own choices and requirements for a more independence life. 
It was somewhat disappointing to find that some staff did not  understand non instructed advocacy or felt that it had any use in a service. Staff also were less optimistic about cultural changes advocacy could bring about  in a service   There could be a number of factors for this   such lack of training  heavy work loads, staff morale  This is something which  will need to be  looked at in the future by service  providers.

Nonetheless  the study shows  that  in the two services there have been  positive  changes in people’s  lives as a result of the introduction  of an independent  personal advocate . It is to be hoped that the experience  gained from this project will be used  to roll out  similar projects in other  residential services throughout the country.  
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