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Disabled Children & Young people from the Southern area in Northern Ireland exercise their right to have their say in decision making about issues that affect them, as laid out in article 12 (UNCRC). However they would like the opportunity to discuss ways in ensuring that agencies associated with other articles listen to them. Disabled Children and Young People believe the Rights of the Child should be at the basis of all Childrens Services Planning. They also call for articles 12 and 23 (UNCRC) to be implemented in other articles of the Rights of the Child and that these articles be enforced at Government level so as to take Disabled Children and Young People to an equal quality of life with other Children and young people. They also request that the Rights of the Child be extended to include the rights of young people up to the age of 25 years to include the Transition from Childrens to Adult Services.

Introduction

The Disabled Children & Young Persons Participation Project (DCYPPP) was set up in the Southern Area of Northern Ireland in 2002.The aim of the project is to facilitate the involvement of disabled children and young people in Children’s Services Planning. The project came about as a result of research carried out by Professor George Kernohan, (University of Ulster Jordanstown, Northern, Ireland for Southern Area Childrens Services Planning.) The research highlighted the lack of meaningful involvement of children and young people in education, social and health services planning.

The Project is managed and operated by Barnardos in partnership with Southern Area Childrens Services Planning and is funded through Wraparound. Barnardos helps over 8,000 of the most vulnerable children and young people in Northern Ireland have a better start in life and the chance of a better future. Their purpose is to help the most vulnerable children and young people transform their lives and fulfil their potential. Wraparound is a project that was established in 2000 by the Southern Health and Services Board The projects piloted through Wraparound sought to establish models of good practice in the following:

· ways of involving Disabled Children & Young People and their families/carers in Childrens Services Planning

· an early intervention project for children with autism

· a play advisory project and 

· ways of bringing services to families.

The first stage of the DCYPPP was piloted to; 

(a) Identify methods of involving children and young people with varying communication need to participate in Children’s Services Planning. 

(b) Enable disabled Children & Young People and their families  to identify disability issues

(c) Enable a number of young people to feed issues back to Children’s Services Planning

Project Worker Rosemary Murray, worked with one hundred families to identify services they used, issues that affect service provision and recommendations they would make to have their needs met. Issues included;

· Inadequate services and support at Transition from Childrens to Adult services

· Not able to choose between special and mainstream schools

· Unsuitable Domiciliary Care services

· Inadequate Wheelchair Services i.e. Children with complex seating needs waiting up to two years for their wheelchair.

· Lack of supported living accommodation

· Lack of support to access mainstream activities resulting in social exclusion

· Limited accessible transport 

It was found that in the main service provision for disabled children did not fulfil article 23 of the UNCRC, Participants experience of service provision was that for the most part they were not able to exercise their right to enjoy the same life as other children and young people and they were not enabled to live as independently as possible.

Methodology

In keeping with article 13 Rosemary Murray worked with individual disabled children and young people, support groups, associated professionals and families to identify individual communication needs and to help young people express their views.

Children and Young People were enabled to tell their story using various methods including:

· The use of music therapy 

· The use of Art

· Digital photography 

· Mobile picture phones

· Drama and role play

· Quizzes

· Sibling representation

After identifying the communication methods best suited to individual needs it was necessary to develop young people’s capacity thus enabling them to carry out an advocacy role. Twenty young people formed an advocacy group within the DCYPPP and named themselves 6th Sense. The advocacy group chose to call themselves 6th sense as they saw themselves as “the eyes and ears of Childrens Services Planning and the voice of Disabled Children & Young People.

Capacity building activities include;

· Childrens Rights training

· information giving sessions from a range of agencies in keeping with (article 17, UNCRC)

· learning through play and games (article 13,UNCRC)

· learning IT skills

· Meeting with relevant professionals

· Presentation skills

Influencing activities

(1)CSP.

Two members of the 6th Sense group (Laura Fagan and Catherine McKernan) sit on the Southern Area Childrens Services Planning (CSP) Disability Working Group. At group meetings the young people present issues raised by participants. These issues are discussed by education, social care and health professionals along with a parent representative. In this group also the young people have the opportunity to participate in setting the 3 year strategic plan for CSP. 

Prior to CSP meetings the young people meet with the chair person and secretary of the group. This enables them to express their views freely and allows the officers to clarify the young people’s views and opinions which are then discussed in the bigger meeting. Young people also place their views on the CSP web site.

(2)Wraparound

Participants present their views at Wraparound Stakeholder meetings which are held every four months. The stakeholders are local health and education authorities and local and regional policy makers and Parents and Young People.

(3)Young Peoples Hospital Forum

In order to enable Disabled Children and Young people to have their say in hospital services the DCYPPP have established a young people’s forum in the local acute hospital (Craigavon Area Hospital) Young People meet with hospital management and discuss ways of improving hospital services for disabled children and young people and their families.

(4)Support

Young people seek the support of the Northern Ireland     Commissioner for Children and Young People to ensure that local authorities listen to what they have to say.

(5)Influencing:

Participants identify opportunities to meet with Members of Parliament from the UK Government to influence policy making and funding for disability services in particular for Wheelchair Services, transition issues and the health care needs of Children with complex medical needs in schools.

Disabled Young People attend local and regional Strategic planning meetings. 

Findings
(a) The right to have your say (article 12 UNCRC)


Disabled Children & Young People who have participated with the DCYPPP have said that having been given the opportunity to have their say they have become much more confident. Some have also said that they have been enabled to reach beyond the limitations of their disability and have found that they have much more potential than they or anyone associated with them thought they had.

Participants have influenced many Policy makers however they are frustrated at the lack of change in working practices which they have identified as inappropriate. It has been the experience of the Project Worker that it is necessary to identify professionals at senior level who are committed to the Rights of the Child in order to encourage agencies to involve Disabled Children and Young People in service planning.

(b) Disabled Children and Young People should have the right to enjoy the same life as other children and young people (article 23)

Participants in the DCYPPP have found that the following inappropriate service provision prevents Disabled Children and Young People in Northern Ireland from living and enjoying life the same as other children and young people for the following reasons;

· domiciliary care and personal assistance provision. A number of young people needing theses services said that they had to go to bed early, sometimes 7.00pm; because that was the time the care worker could fit him/her in to their work schedule. Young people said this was inappropriate because often younger children in the house were sitting up much later. This results in a loss of dignity and independence and freedom.

· Children with complex medical needs have proven that they need health care provision in schools and at home. It has been our experience that in the most complex cases the child/ young person is inhibited form attending school because of inadequate health care service provision i.e. no medically trained personnel on site. Lack of adequate health care provision in the home has also impacted on the rights of the sibling to enjoy life (Articles 24 & 28) 

· Insufficient / Inadequate short breaks / respite provision. Young people are not given a choice about the type of respite they are given. This is due mainly to lack of service provision. Many siblings of children with complex needs would like to have a service that will enable their brother or sister to stay at home in their own surroundings and be cared for enabling the family to have a short break. 

· Disabled Children and Young People are inhibited from their right (Article15) to meet and make new friends and join organisations due to the Education and Youth Service Provision structures. 

· When leaving Childrens and going to Adult Services participants have found that they have lost essential services such therapy provision. Lack of supported employment and training opportunities or Day Care placements. Young people over the age of eighteen feel they have lost their rights to services. Young People dependant on respite services find themselves staying in old people’s homes and hospitals. (Articles 1& 5 UNCRC)

While the Young People have been extremely successful in influencing Government Policy it has also been their experience that when involved at strategic planning level although they are listened to local service providers are reluctant to take responsibility to make changes. Often the Young people have been told that they are in a good position to influence at Government level. 

We base or level of Participation on Hartes Ladder of Participation (appendix 1) The Participation of Children and Young People moves up and down the ladder depending on what issues we are involved with however there is a great lack of understanding among Professionals at all levels as to how to involve Disabled Children and Young People in Having their say.

Recommendations:

· (Article 1 UNCRC )Extend the rights of the Child to cover Disabled Children and Young People up to the age of 25

· Ensure that all Governments that have signed up to the UNCRC exercise their authority to ensure that Local and Regional Policy makers adapt appropriate measures in their agency to enable Disabled Children and Young People to have their say. (Articles 12 & 13 UNCRC)

· Influence Governments signed up to the UNCRC to ensure that they listen to and take seriously the voice of Disabled Children and Young People

· The UNCRC must exercise authority to ensure that all Governments take seriously and implement the Rights of the Child in Children’s Services Planning and allocate sufficient funding accordingly. This should include specific funding for all disability needs.  

· Articles 12 &13 UNCRC should be reflected in Articles 3,5,615,16,17,18,20,23,24,25,2627,28,29,31 to ensure equality of life for disabled children and young people. 

· The UNCRC must exercise its power to ensure that no Disabled Child or Young Person should live in discomfort, depressed, lonely, and unfulfilled or without dignity due to inappropriate or insufficient Service Planning or Service Provision. 

· The UNCRC should influence all Childrens Services Planning organisations to ensure that appointed staff are trained in facilitating the involvement of Disabled Children and Young People in their organisation. This will require a directive to Governments to fund Participation Work.


