	                                                	

Policy Briefing 7/2010 
CHILDREN WITH DISABILITIES


This briefing outlines key information about barriers experienced by disabled children and young people in attaining their rights, and having their best interests taken into account. It calls on government to take action to overcome these barriers and to ensure that they can play a full part in society.


This is the seventh in a series of 12 policy briefings published throughout 2010 to mark the 20th anniversary of the United Nations Convention on the Rights of the Child (UNCRC). These draw from the Northern Ireland Commissioner for Children and Young People (NICCY) report: Children’s Rights: Rhetoric or Reality (2008), NICCY Rights Review (2008) and the UN Committee on the Rights of the Child’s Concluding Observations on the UK Government’s 2008 report. This month we have also drawn from the Committee’s General Comment 9 (2006) on ‘The Rights of Children with Disabilities’, and the 2009 Manifesto produced by the Children with Disabilities Strategic Alliance (CDSA). 


Campaign briefings will also be released each month. The purpose of these is to support children and young people to campaign for Government action to address child rights violations in Northern Ireland.


NICCY was established in 2003 in accordance with the provisions of The Commissioner for Children and Young People (Northern Ireland) Order 2003. The principal aim of the Commissioner, as defined in Article 6 of the Order, is to safeguard and promote the rights and best interests of children and young persons.


Please note that the use of the term ‘child’ refers to a child or young person that falls within the remit of NICCY (up to 18 years or up to 21 years if they are care experienced or disabled.)


In 2006 the Committee on the Rights of the Child published a General Comment on the rights of children with disabilities to provide governments with advice on how to implement these rights in a comprehensive manner. It noted with concern that children with disabilities were still experiencing significant barriers to their full enjoyment of their rights enshrined in the UNCRC and emphasized that:

“the barrier is not the disability itself but rather a combination of social, cultural, attitudinal and physical obstacles which children with disabilities encounter in their daily lives. The strategy for promoting their rights is therefore to take the necessary action to remove these barriers.”[endnoteRef:1] [1:  UN Committee on the Rights of the Children (2006), General Comment 9 on the rights of children with disabilities, paragraph 5.] 


Children with disabilities were one of the key groups of children identified by professionals interviewed for NICCY’s report: Children’s Rights: Rhetoric or Reality (2008) as particularly discriminated against in terms of delivery on their rights. This discrimination can take many forms, and restrict their access to education, healthcare, play, family life, participation in decision-making and social development. The transition to adult services can be particularly difficult for disabled young people, due to a severe lack of provision.


“The Committee urges States parties to make special care and assistance to children with disabilities a matter of high priority and to invest to the maximum extent of available resources in the elimination of discrimination against children with disabilities and towards their maximum inclusion in society.”[endnoteRef:2] [2:  General Comment 9, paragraph 14.] 



The Northern Ireland Executive must develop and implement a comprehensive national strategy for the full and effective inclusion of children with disabilities into society.

The Department of Education must realise the right of disabled children to an inclusive education on an equal basis with other children.

Government must provide age appropriate services for all young people with disabilities as they transition from children to adult services.




The Key Issues:

All of the rights in the UN Convention on the Rights of the Child (UNCRC) are rights which are held by children with disabilities as much as by other children. In addition, article 23 includes a number of specific provisions for disabled children and young people, and stipulates that all disabled children should “enjoy a full and decent life, in conditions which ensure dignity, promote self-reliance and facilitate the child’s active participation in the community.”

The UNCRC further recognises the rights of disabled children to special care and assistance designed to ensure their rights to family life, a reasonable standard of living, education, training, healthcare, play and recreation are upheld. It places the onus on governments to deliver services free of charge both to disabled children and to those responsible for their care whenever possible. The overriding principle in regard to the provision of such care and assistance is that of “achieving the fullest possible social integration and individual development” for each disabled child.

Data collection

A key challenge in making sure disabled children have access to appropriate care and support is the absence of comprehensive statistical data on the number of children with disabilities and the nature of their disabilities. While the Children (NI) Order 1995 required Health and Social Services Boards to maintain a register of disabled children living in their area, a 2007 report on disabled children with complex needs found inconsistencies in how they were being drawn up.[endnoteRef:3] [3:  KPMG (2008), ‘Who Speaks for Us?: Review of Advocacy Arrangements for Disabled Children and Young People with Complex Needs’, (Belfast: NICCY).] 


A 2007 Government survey,[endnoteRef:4] focusing on gathering information on people in Northern Ireland with disabilities found that around 6% of children under 16 were disabled, which equates to almost 26, 000 disabled children in Northern Ireland.[endnoteRef:5]  [4:  NISRA, (2007), Northern Ireland Survey of People with Activity Limitations and Disabilities.]  [5:  This estimate assumes that 6% of 16 and 17 year olds are also disabled and uses NISRA’s 2009 Mid-year population estimates to calculate approximate numbers.] 


The most common types of disabilities were associated with chronic illnesses, learning disabilities, social/behavioural difficulties, and difficulties with breathing. While a third had one form of disability, two out of three had multiple disabilities. Moreover, boys were more likely to have a disability: eight percent of boys and four percent of girls were disabled. It is important to note that this survey only included children who were living in households, excluding those living in hospitals or other communal establishments, and therefore would only have been a partial picture of the number and situation of disabled children in Northern Ireland.

The move to a single regional Health and Social Care Board in April 2009, should ensure a more consistent approach to the collection of data on children with disabilities, providing a more accurate evidence base for the planning of services. 

Defining disability

One of the main problems in gathering information on the numbers and conditions of disabled children, is in agreeing a coherent definition of disability. 

A medical model approach identifies the problem as lying with the disabled person. Interventions must support them to change and adapt to their circumstances. Using this approach children are commonly categorised according to different types of ‘disability’, including:
Sensory 
Physical 
Learning
Mental Health
Hidden (e.g. autism)
Social / behavioural.

A social model approach identifies the problem as lying with the barriers that exist within society and the way society is organised. Barriers disable people with impairments and can prevent full realisation of their rights. 

Discrimination

Article 2 of the UNCRC states that all children must enjoy equal access to all rights contained within it without discrimination. However, evidence from a wide range of sources suggests that disabled children and young people are currently particularly disadvantaged in relation to the enjoyment of their rights to health and welfare. 

General Comment 9 outlines how disabled children often experience multiple forms of discrimination.

“Discrimination takes place – often de facto – in various aspects of the life and development of children with disabilities. As an example, social discrimination and stigmatization leads to their marginalisation and exclusion, and may even threaten their survival and development if it goes as far as physical or mental violence against children with disabilities. Discrimination in service provision excludes them from education and denies them access to quality health and social services. The lack of appropriate education and vocational training discriminates against them by denying them job opportunities in the future.”[endnoteRef:6] [6:  General Comment 9, paragraph 8.] 


Access to services

Disabled children routinely face considerable problems in accessing public services. The Children with Disabilities Strategic Alliance 2009 Manifesto outlined a range of barriers, some of which were physical or sensory in nature. Others related to a lack of understanding or awareness of public services providers to the specific needs of disabled children, attitudes of professionals, a lack of staff training and poor coordination of service delivery. The Manifesto also pointed out that, where there are services and policies developed specifically for disabled people, too often they do not reflect the particular needs of children and young people.


The Northern Ireland Executive must develop and implement a comprehensive national strategy for the full and effective inclusion of children with disabilities into society.

In General Comment 9 the UN Committee on the Rights of the Child stated clearly the responsibility of governments to develop and implement a comprehensive policy to ensure that disabled children not only access all their rights under the UNCRC, but that they – and their parents/carers – also receive special care and assistance. This was also reflected in the 2008 Concluding Observations, in which the absence of “a comprehensive national strategy for the inclusion of children with disabilities into society” was noted.[endnoteRef:7] [7:  The Committee on the Rights of the Child (2008), Concluding Observations following consideration of reports submitted by UK, paragraph 52.] 

Social isolation is one of the biggest problems facing children with disabilities, many finding it difficult to interact with their peers and participate fully in social activities. The Committee recently highlighted the problems of disabled children in accessing play opportunities.
Bullying can be a particular problem. MENCAP’s 2007 research ‘Don’t Stick it, Stop it!’ focussed on the experiences of children with learning disabilities, and found that eight out of ten were bullied, six out of ten had been physically hurt by bullies, and eight out of ten were scared to go out because of their fear of being bullied.
Inclusion also requires the participation of disabled children in society, especially where decisions affect them, and particularly in relation to care arrangements and service delivery. In 2007 NICCY commissioned a review of advocacy arrangements for disabled children and young people with complex needs which identified the need for DHSSPS to ensure that the delivery of advocacy services for disabled children is coordinated at a strategic level. 
Dutybearers: The NI Executive, particularly OFMDFM, DHSSPS and DE.

The Department of Education must realise the right of disabled children to an inclusive education on an equal basis with other children.

In 2008 the Convention on the Rights of Persons with Disabilities (UNCRPD) came into force, and was ratified by the UK Government the following year. Article 24 focuses in detail on disabled children’s right to education, and the responsibility of states to ensure an inclusive, quality and free education on an equal basis with others in the communities in which they live. 

Too many disabled children are excluded from mainstream schools, irrespective of their intellectual abilities, due to physical and practical barriers to their inclusion. They have no choice but to travel to special schools which often cannot offer the learning opportunities of mainstream schools. This impacts on their ability to build networks of friends in their own communities, already often a challenge due to the stigma associated with their disability. Of course, special schools are the choice of many parents for their disabled child as they provide a positive and supportive educational environment.

The Special Educational Needs and Disability Order 2005 (SENDO) aimed to strengthen the rights of children with a ‘statement’ outlining their special educational needs to be educated within the mainstream schools system. This process aims to overcome difficulties faced by children who find it harder to learn at the same pace as other children, and/or disabled children who experience barriers in accessing educational facilities or services in their area.

While there have been a number of concerns around how SENDO has been implemented, a recent consultation on proposals to change how Special Educational Needs are addressed drew widespread criticism, as it appeared to undermine the entitlement of children with ‘statements’ to the support they require. 

	Duty bearers: DE

Government must provide age appropriate services for all young people with disabilities as they transition from children to adult services.

While the transition from childhood to adulthood at the age of 18 for most young people represents an exciting time of broadening opportunities, for many disabled young people the story is very different. The transition from children services to adult services can be extremely traumatic. In many cases young people find themselves suddenly without support, and with few opportunities to continue their education or to find employment opportunities. Care packages that may have taken years to negotiate and fine tune are suddenly withdrawn, and there is little in the way of age appropriate provision for young people.

This is particularly the case for young people with significant learning disabilities. Where they will have benefitted from the special school environment and extracurricular activities, suddenly they can find themselves with few or no options as they move to adult services. Provision of supported employment opportunities, continuing education opportunities, supported living opportunities and respite services for carers is extremely limited, and potentially under threat from recessionary cuts.

A 2005 report produced by HM Treasury outlined three main ingredients for effective support for disabled young people making the transition to adulthood:
Planning for transition based on individual need
Continuous service provision
Access to a transparent and more appropriate menu of opportunities and choices.[endnoteRef:8] [8:  HM Treasury (2005), Improving Life Chances for Disabled People, (London).] 


The Children with Disabilities Strategic Alliance has proposed the introduction of “a multi agency transition service for disabled young people aged 14-25 ... to ensure person centred support at this critical time so the individual has a range of real options to enable them to reach their potential and look forward to their future with confidence.”[endnoteRef:9] [9:  CDSA (2009), Children with Disabilities Strategic Alliance Manifesto, (Belfast),  p23.] 


Dutybearers: The NI Executive, particularly DE, DHSSPS and DEL.



What the UNCRC says:

Article 2 requires state parties to ensure that all children within their jurisdiction enjoy all the rights enshrined in the Convention without discrimination of any kind. This obligation requires them to take appropriate measures to prevent all forms of discrimination, including on the grounds of disability.
[bookmark: art2]
[bookmark: art23]Article 23 outlines the key principles for implementation of the Convention with respect to children with disabilities, stating that they “should enjoy a full and decent life, in conditions which ensure dignity, promote self-reliance and facilitate the child's active participation in the community.” 
The article also outlines the responsibility of states to provide special care to disabled children, and access to a range of services free of charge.

What the UN Convention on the Rights of Persons with Disabilities says:

Article 7 – Children with disabilities

States parties shall take all necessary measures to ensure the full enjoyment by children with disabilities of all human rights and fundamental freedoms on an equal basis with other children.
In all action concerning children with disabilities, the best interests of the child shall be a primary consideration.
States parties shall ensure that children with disabilities have the right to express their views freely on all matters affecting them, their views being given due weight in accordance with their age and maturity, on an equal basis with other children, and to be provide with disability and age-appropriate assistance to realize that right.

What the UN Committee on the Rights of the Child said to the UK Government in 2008:

The Committee expressed concern at the lack of a comprehensive national strategy for the inclusion of children with disabilities into society, and at the barriers they continue to face in their enjoyment of their rights.[endnoteRef:10]  [10:  2008 Concluding Observations, paragraph 53] 


 It made a number of recommendations in relation to the health and welfare of children with disabilities, including ensuring the development of a comprehensive national strategy for the inclusion of children with disability in society and of early identification programmes. It also recommended that Government undertakes awareness-raising campaigns on the rights and special needs of children with disabilities, encourage their inclusion in society and prevent discrimination and institutionalization.[endnoteRef:11] [11:  2008 Concluding Observations, paragraph 53] 


The UN Committee also expressed concern that insufficient action had been taken to ensure that they had a say in decisions affecting them, that significant educational inequalities persisted and recommended that the state party assess why so many children with disabilities are in long-term institutional care. [endnoteRef:12]  [12:  2008 Concluding Observations, paragraphs 32, 66 and 45.] 


What children say:

“one nurse hurt me… she put my medicine, she put my fingers up my throat… she just said take the medicine… mummy had to tell her off… she said she was sorry, not to me, to my mum… ”[endnoteRef:13] [13:  Monteith, M., McLaughlin, E., Milner, S., and Hamilton, L., (2005) Childhood Disability and Health and Social Services Policy in Northern Ireland, (Barnardos, Belfast)] 

“Had I attended a mainstream school, I would have lost out on the therapies that were on offer to me at (special school). I may also have missed out on the specialist help I needed to help me in some of the subjects I was weak at. A statemented child in mainstream primary school usually gets a miserly 10 hours classroom assistance each week.”[endnoteRef:14] [14:  Quote from Fleming Fulton’s survey of past pupils, Interview 2.] 

“(talking about the special school) I left in the first week… I absolutely hated it… I saw the work they were doing and I, it was just so, well not basic, you see all the kids have learning disabilities and find the work hard, and I was like really, really ahead in everything… you had no freedom, you had carers wherever you went … even in the playground you had carers for every two kids and you had to stay with an adult at all times… you couldn’t go anywhere where you were with kids without adults prying in… I thought get out while you can, I’ve never looked back… you know some parents of disabled kids they don’t listen to their ideas… I’m lucky in that respect”.[endnoteRef:15]  [15:  Monteith, M., McLaughlin, E., Milner, S., and Hamilton, L.,,(2005) Disabled Children and Education Policy in Northern Ireland, (Barnardos, Belfast)
] 





Make it right…

…act now!




For more copies of this briefing, or of the campaign briefing, please call us by Minicom on 028 9031 6393, or by using the Relay Services to contact NICCY’s telephone number 028 9031 1616 or email us on: uncrc@niccy.org

For more information on NICCY’s campaign please visit: www.niccy.org/makeitright  
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