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1. Introduction

1.1 The Equality and Human Rights Commission (the Commission) was established on 1st October 2007 under the Equality Act 2006. It champions equality and human rights for all, works to eliminate discrimination, reduce inequality, protect human rights and build good relations, and ensure that everyone has a fair chance to participate in society.  

1.2 The Commission brings together the work of the three previous equality commissions, the Commission for Racial Equality, the Disability Rights Commission and the Equal Opportunities Commission. The Commission's remit covers race, disability, gender, age, sexual orientation, religion or belief and the application of human rights.  

1.3 The Commission welcome the opportunity to respond to this consultation, and are pleased that there is a commitment to applying the same assessment criteria across all PCTs, and enable informed decisions to be made by children and their families about ongoing and future care, with no discrimination based on age, disability, condition or type of health need. We are keen to see a clear statement that no discrimination will take place on grounds of sex, sexual orientation, religion or culture, race, or transgender status.

1.4 We have chosen to respond to specific questions that are within our remit and field of expertise.

2. National Framework

Are the core values and principles of the National Framework the right ones?
2.1 We would like to see more emphasis on how best to provide continuing care in a culturally sensitive manner. According to the most recent census, while in the population as a whole 8.7% are from ethnic  minorities, for the under 18s this increases to 12.1%, and 13.4% for the under 4s. Information on religious affiliation is more difficult to come by, but the statistics on ethnicity alone suggest that the under-18s may be more at risk than older age groups of experiencing multiple discrimination, with, for example, young black males experiencing a greater likelihood of being reported to the police, or young women being harassed for wearing Muslim dress. 

2.2 It is well known that some children’s care pathways will be counter to the belief systems of some parents, particularly in the provision of mental health services and social care and welfare interventions. Hence it is necessary to recognise that the care pathway may have to over-ride the wishes and feelings of parents to ensure the child’s best interests are being met. We would like to see this stated explicitly in the values and principles statements.

2.3 To ensure that all a child’s needs are addressed requires flexible, multi-disciplinary interventions that are not just restricted to healthcare  and medical models, but also incorporate educational, social welfare, safeguarding and other well-being indicators. There must be a recognition that the holistic development of the child is the over-riding consideration in any interventions that are provided.

2.4 We have concerns about the National Framework being restricted to children with complex healthcare needs, primarily arising because of accident, illness or disability (paragraph 34). We are keen to see more flexibility built into the system to ensure that the care planning process is genuinely needs led, and takes into account the individual’s needs above and beyond their diagnosis, as well as establishing what support is available from immediate family, as these support structures will make a significant difference to a child’s outcomes. In many situations a child’s chronic healthcare needs may be fairly straightforward but because of their personal or family circumstances there are a number of agencies who are involved with the child. We are keen to ensure that such children are adequately catered for, as the difficulties caused by a lack of co-operation of children’s services agencies and other service providers may exacerbate a child’s illness or increase the complexity of their situation. This is particularly relevant where a child has psychological and emotional needs or is exhibiting challenging behaviour.
2.5 Hence individuals with long-term care needs such as diabetes might not be picked up by the assessment tool, and might not ensure the child receives the treatment and interventions they require, to ensure that the condition does not become life-threatening. Similarly the system may well lead to certain children not receiving continuing care because of not meeting the specific  thresholds described in the paper. A child who has autism, Asperger’s syndrome or other neuro-divergent conditions might not be seen to have significant levels of challenging behaviour, communication difficulties or psychological and emotional needs, or might comprise a group of behaviours which fall into the low level of need category. Children with these conditions may still need a long-term care pathway. It is vital to ensure that children receive the interventions at crucial transition points in their lives, such as starting in primary or secondary school. There also have to be adequate arrangements in place for transition arrangements to adult services.

Is there anything missing from the National Framework?

2.6 We welcome the inclusion of challenging behaviours and psychological and emotional needs as Care Domains. We would like to recommend monitoring of the numbers of children from black and minority ethnic communities who fall into these care domains. We are keen to establish whether there is a higher proportion of children from BME communities in these care domains than in the general population, and if so how PCTs and other statutory agencies will address this over-representation. 

2.7 The Mental Health Act Commission stated in a recent publication that people from Black and minority ethnic communities are over-represented among patients detained under the Mental Health Act
. There is also much evidence that in the criminal justice system there are differences consistent with discriminatory treatment against children and young people from BME communities 
. 
2.8 Bearing in mind the high levels of children with mental health problems in the youth justice system, particularly with challenging behaviours in the high to priority levels of need, it is vital to ensure that appropriate methods of treatment are provided to individuals with these behaviours at an early age to reduce the likelihood that their first intervention will be from the youth justice system. We are keen to see the National Framework recognising that some of the children on continuing care pathways may well be in custody or in the youth justice system, and Youth Offending Teams and other agencies may well be part of multi-agency teams or panels, so this needs to be included in Standard 4.
Does the draft continuing care pathway accurately capture the child/ young person and family’s journey? If not, why not?

2.9 We are keen to ensure that the pathway described is fully compliant with gender, race and disability equality duties, and that there are appropriate data collection and monitoring systems are in place to ensure these duties are complied with. We are keen to see data being collected on the other protected grounds, specifically religion and culture, sexuality, age and transgender status.
2.10 We very much welcome the involvement of children, young people and their families in decision-making processes, and would reiterate that the child’s best interests must be the primary consideration in any care planning procedures, and that it may be necessary to over-ride the wishes and feelings of the parents as well as the child in some circumstances. 
3. The Decision Support Tool
Are the domains the correct ones?

3.1 We do have some concerns about the titles of the care domains, in particular ‘challenging behaviour’ and ‘seizures’. Regarding the former category, we do welcome the inclusion of this domain in the decision support tool, but as mentioned above it may well be necessary to mention the involvement of youth justice agencies. There is the possibility that the behaviours described may lead to the individuals committing offences against other persons, particularly of a violent or sexual nature, and they may exhibit emerging serious or dangerous personality disorder traits which require specialist interventions. 
3.2 Also in the latter category, entitled ‘seizures’, it may be appropriate to include other neurological conditions or disorders, including traumatic brain injury or Tourette’s syndrome.
3.3 In the domain labelled ‘Psychological and Emotional Needs’, we suggest including eating disorders, self-harming behaviours and early onset psychotic behaviours, as these are not included elsewhere.

� Mental Health Act Commission Race Equality Scheme (Revised in May 2007)


� Feilzer, M., and Hood, R. (2004) Differences or Discrimination? Minority ethnic young people in the youth justice system. London: Youth Justice Board; Home Office (2006) Statistics on Race and the Criminal Justice System – 2005. A Home Office Publication under section 95 of the Criminal Justice Act 1991.
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