Response to Consultation on the draft Breaks for Carers of Disabled Children Regulations 2011(England), and associated draft Statutory Guidance
Introduction
Section 25 of the Children and Young Persons Act 2008, introduced a new statutory duty on local authorities (LAs) to assist individuals who care for disabled children to continue to do so, or to do so more effectively, by giving them a break from their caring responsibilities.
This new duty is intended should come into force from April 2011. These regulations further define the legal requirements surrounding short break provision to assist LAs in understanding their duties and responsibilities.
Consultation on the draft Breaks for Carers of Disabled Children Regulations 2011, and associated draft Statutory Guidance, ran from 1 February to 26 April 2010. This document summaries the key issues raised during the consultation period, which was carried out by means of:

· Formal responses received via the Department e-consultation website;
· Informal comments recorded at regional consultation events held in Leeds, Birmingham and London; and 
· Informal comments recorded at a session for parent of disabled children.
Responses
The 58 formal responses received within the consultation period break down as follows:
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Those respondents who classified themselves as ‘other’ included a parent advocate, consultant in paediatric palliative care, The Royal College of Nursing, Bradford Disability Strategy Group, a school governor, and Ofsted.

As some respondents may have offered a number of options in response to questions, the total percentages listed under any one question may not always equal 100%. Throughout the report, percentages are expressed as a measure of those answering each question, not as a measure of all respondents.
Next Steps
We expect these regulations to be formally laid before Parliament by January 2011. We expect to publish the associated guidance by January 2011. 
The regulations have been amended to reflect the following point raised in response to consultation:

· The regulations now include reference to breaks being given to allow parents to meet the needs of other children in the family more effectively, as well as to enable parents to undertake education, training, regular leisure or day to day activities. This reflects the importance of short breaks to the siblings of disabled children which was drawn out in consultation responses.
The regulations have also been amended since consultation to reflect changes to the political context. In particular the Government has made it clear that it wishes to reduce the bureaucratic burden on local authorities, and to increase their autonomy in making locally determined decisions about how services should be delivered. As a result of this contextual change, the regulations which required local authorities to produce and publish a Children and Young People’s Plan are due to be withdrawn later this year. As a result the short breaks regulations are amended to require local authorities to publish a short breaks service plan, accessible to parents, alongside any eligibility criteria which apply to short breaks services. 
This consultation included a section on statutory guidance to accompany regulations. It is likely that the guidance will be substantially reviewed prior to publication to better reflect comments from this consultation, as well as the changes to regulations outlined above. Revised guidance, which may not be statutory, will be published in January 2011. 

Since consultation, Ministers have announced they will produce a Green Paper focused on children with special education needs and disabilities. Once the Green Paper has been published, the guidance will be reviewed again to ensure that it reflects the messages which relate to short breaks and disabled children from the Green Paper. 
Overview
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Most of responses to the specific consultation questions were positive. There were, however, a number of issues where a significant proportion was either negative or unsure. 
It was felt by many that the regulations and guidance were too narrowly focussed on the needs of parents/carers and that reference to the needs of disabled children and young people, and other family members, such as non-disabled siblings, also needed to be included. 
As stated in the ‘next steps’ chapter, the regulations have been amended to reflect the benefit of short breaks to siblings.

Most respondents felt that the type of short break services described in the draft regulations were clear and reasonable, but a number felt the role of ‘universal’ services needed to be included or made clearer in guidance. There was also some uncertainty expressed around the inclusion of the term ‘educational’ activities.

The guidance is under review. The role of universal services will be made clearer in the revised version.

In terms of the process that local authorities (LAs) are expected to follow, in undertaking their short break sufficiency assessment, the majority of respondent felts the draft regulations were clear and reasonable. Some reservations were expressed about the level of data held by LAs in relation to their disabled population, and the need to ensure that any assessment was not based simply on the number of families who had requested or been offered a short break.
The duty to assess sufficiency of short breaks provision will be replaced by a duty to provide a short breaks service plan to parents of disabled children. There will be more flexibility for local authorities to reflect their local circumstances and information available to them in drawing up a short breaks service plan.

The majority of respondents felt that the timetable set out in the draft regulations for LAs to undertake and publish their first short break sufficient assessment was clear and reasonable. However a proportion was either unsure or felt that the timescale was too tight or unrealistic. A number of LA respondents questioned how the ending of the ringed-fenced Aiming High for Disabled Children short break funding might impact on their ability to meet the duties laid down by the draft regulations.

There is no longer a duty to publish an assessment as part of the Children and Young People’s Plan arrangements. The timescale to produce a short breaks service plan for parents is six months, which reflects the comments that timing was too tight for LAs to comply with the previous version of the regulations.

Break down of responses to questions about draft regulations:

Q1.
Are the draft regulation requirements clear in terms of the responsibilities and duties placed on local authorities?

52 Responses
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The majority of respondents found the draft regulations clear, but a number registered a range of general and specific concerns in terms of their focus and detail.

Key comments and suggestions:

· Current wording, and even the title of the regulations, focuses too predominately on the needs and parents and carers to the exclusion of the needs of the disabled children/young people themselves.
· Draft Regulations do not emphasise that short breaks are opportunities for disabled children and young people to engage in new, positive, fun activities which help them to develop, achieve and gain a sense of independence.
· Draft regulations should specifically mention the needs of non-disabled siblings, alongside those of parents/carers and short breaks should also be for siblings.
· A few respondents called for clarifications as to what was meant (both in the draft regulations and draft statutory guidance) by the terms: ‘must have regard to’ and ‘so far is reasonably practicable’? These terms should be defined or specific enough otherwise could lead to confusion, especially among parents.
Q2.
Are the types of services described in the draft regulations that local authorities must provide clear and reasonable?

49 Responses
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The majority of respondents thought that the types of services which must be provided under the draft regulations (section 4) were clear and reasonable. 
Key comments and suggestions:

· Some argued for specific reference to the use of ‘universal’ as well as ‘specialist’ services/provision, linked to the rights of disabled children to be able to access ‘ordinary life opportunities’.
· The reference to ‘educational or recreational activities’ is unhelpful or confusing and might be replaced with ‘developing life skills’ and that ‘positive activities’ such as holidays or fun short breaks should be included.
· The range of services should also provide opportunities for the ‘whole family’ to take a short break together. 
Q3.
Is the process, as described in the draft regulations, which local authorities are expected to follow in undertaking their short break sufficiency assessment clear and reasonable?

49 Responses
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Key comments and suggestions:

· Concerns about the data held on their disabled populations by some LAs, particularly as the regulations propose that their short break assessment should be based on the extent to which short breaks have been requested by carers.  
· Some questioned how the proposed sufficiency assessment of short breaks could be seen as an integral part of the Children and Young People’s Plan (CYPP) when it was to be published separately and initially to a different timetable. Also, whether the assessment would belong to the LA or, as with the CYPP, to the Children Trust.
· Suggestion that the short breaks sufficiency assessment might better be incorporated into the childcare sufficiency assessment, which is also based on a 3-year cycle with an annual refresh, as there some overlap between the activities covered and providers.
· A number of respondents (mainly LAs) felt that more detailed guidance was needed on what needed to be done in undertaking a sufficiency assessment – possibly linked to the production of a standardised template or pro-forma. 
· Draft regulations should make reference to LAs having a duty to assure the quality of short break services provided, or to ensure that their services met the needs of the families, children and young people who use them.
Q4.
Is the proposed timetable, set out in the draft regulations, for local authorities to publish their first short break assessment (i.e. two months from when the regulations come into force) clear and reasonable?

49 Responses
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The majority of respondents agreed that the statutory timetable was clear and reasonable.
Key comments and suggestions:
· 16% felt timetable to be unreasonable

· Detailed guidance to be available to make short timescale more workable.
Breakdown of comments in response to questions about draft Statutory Guidance:

Q5.
Is the draft guidance structured in a way that makes it easy to follow and use? If not, what should change?

51 Responses
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. 
Key suggestions and comments:

· Many respondents found the guidance format helpful and user-friendly

· The document very complex- perhaps a summary at the end of each section would help.
· Flow chart diagrams would improve guidance - particularly in helping to map out the relationship between the different legislation. 
· Sections 4 and 7 might be combined as the issues covered (who should be considered for access to short breaks and eligibility) were strongly connected.
· Draft guidance places too much emphasis on the benefits of short breaks for the carer than on the rights of disabled children/young people to have a say in the experience provided for them.
· No clear definition of disability, and what groups of disabled children and young people are eligible for short breaks. 
Q6.
Does section 4 of the draft guidance cover all the circumstances where local authorities should be able to offer short breaks?

52 Responses
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Key challenges and comments:

· A significant proportion (41%) of respondents felt the guidance should cover more circumstances.

·  ‘Parental responsibility’ should also include people who do not have direct parental responsibility, but who do have caring responsibilities, such as grandparents.
· Need to focus more on supporting inclusive activities and holiday provision for the whole family so that the parents and children can spend more time together rather than the separation of parent/carers and the disabled child/young person.
· Greater emphasis needs to be placed on the benefits of short breaks for children and young people, for example in developing relationships and new interests outside the family/home.
· The guidance should be clear that families should not have to reach a crisis before they receive short break support and the preventative nature/role of short break services.
· Some contradictions: in 4(5) the draft guidance singled out that LAs need to have regard for those families whose children have profound and multiple impairments; but in the following paragraph LAs were advised they should not define the groups of families who are able to access support according to the type of impairment. 
· More clarity needed in terms of explaining/emphasising the difference between childcare provision and the provision of short breaks, what short break funding can be used for, and how it fits in with other initiatives such as the DCATCH programme. 
· Some concerns that the wording used in paragraph 4.11 might imply that attendance at a special school automatically makes a child eligible for a short break.
Q7a.
Do you find the inclusion of boxed examples, to help illustrate the guidance, helpful?

51 Responses
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The majority of respondents favoured the inclusion of examples or case studies to help illustrate the guidance. Whilst some of the examples shown were considered useful others were viewed as being too vague or generalised, or needed to be developed further or expanded. 
Key comments and suggestions:

· Too many examples are based around low level needs rather than more complex needs.
· It would be useful to have links to further sources of information.
Q7b.
Would you prefer a shorter document with reference to separate more detailed sources of practice examples?

51 Responses
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There was a mixed response with a majority in favour of a separate document, but others for keeping the references and examples in one document. 
Key comments and suggestions

· Some respondents wanted examples/cases studies embedded within the main guidance document AND a separate document comprising of a range of more detailed practice examples.
· Toolkit or ‘good practice guide’ should be produced/published to include much more detailed examples that local authorities might use to benchmark their own activities. 
· Also that there should be a version of guidance published specifically for families which they could use to help express their views and needs to local authorities/PCTs and understand what services they may be entitled to under the new duty/arrangements.
Q8.
Section 5 of the draft guidance quotes the AHDC Short Breaks Full Service Offer. Is the language used right and does it provide sufficient clarity?

48 Responses
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General feeling that whilst the language used may be understood by LAs and PCTs it may be much less clear or understandable to many parents or disabled young people.
Key comments and suggestions:

· The inclusion of ‘educational’ activities could cause confusion in relation to what short breaks services should provide, and what should be provided by schools or extended school activities. 
· A number of respondents felt the guidance needed to provide greater clarity about what ‘emergency care’ in paragraph 5.1(d) was intended to cover and how long an emergency placement or break might be expected to last.
· There should be reference to the new safeguarding guidance (2009).
· A number of respondents expressed concern about the inclusion of a list of specific groups of children who local authorities should in particular ensure were not disadvantaged in accessing short breaks (paragraph 5.5) and whether this contradicted earlier advice cited in paragraph 4.6. A number of responses specifically asked that the guidance should be amended so as to ensure that no disabled child is disadvantaged and a statement such as “this is not an exclusive list” should be added to this section.
· Reference to overnight services should be added.
· Many respondents questioned the inclusion of the final bullet point ‘transport is an integral part of provision’ (in the items listed at paragraph 5.7) and that this might imply LAs or short break providers should always be expected to provide transport – which many (especially LAs) felt was unreasonable, unrealistic and unaffordable.
· Some respondents felt the term ‘regularity’ (paragraph 5.8) needed to be properly defined or greater clarity offered as to what was meant when it refers to reliable and regular short breaks.
· A number of respondents felt that the rights and entitlement of disabled children and young people to access ‘universal services’ should be made explicit and that the draft guidance needed to give stronger emphasis on need for such services to be more accessible and inclusive. 
· Some respondents also felt that draft guidance section on Direct Payments needed to be expanded, and in particular needed to include some reference to the use of ‘individual budgets’.

Q9.
Are there other issues which should be included, under section 6 of the draft guidance, to help ensure effective partnership working between health services and local authorities?

46 Responses
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Key comments and suggestions:

· Provide all parents of disabled children with information about what services are available in their area.

· Provide more emphasis on partnership working in guidance and spell out the specific role of PCTs in supporting short breaks services. The role of PCTs should also be described in regulations relating to Children’s Trust Boards.
· Health budgets for short breaks should ring fenced.

· A multi agency assessment approach would help.

· This guidance should be issued and adhered to jointly by LAs and PCTs.

· PCTs should be required to share data about disabled children with LAs, and there should be some guidance available about the set up and use of shared data bases
Q10.
Section 6 of the draft guidance identifies a range of issues that should be considered by the local authority as part of any assessment and review. Do you agree with the key headings?

51 Responses
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Key comments and suggestions:

· A number of local authorities asked for further detailed guidance/templates that would help to make clearer what LAs need to do in order to undertake their assessment of the sufficiency of their short break services.
· There should be a greater focus on ‘outcomes’ and measures of success rather than the process involved in the assessment.
· Guidance needs to be much clearer and stronger on the role/obligations of health service, and also third sector partners.
· Guidance or examples of how ‘common databases’ for disabled children can/have been establish would be helpful.
· Availability of health expertise to short breaks was not ‘important’ but ‘essential’ (paragraph 6.12). 
· ‘safeguarding checks’ and ‘child protection training’ should be mentioned.
Q11.
Section 7 of the draft guidance attempts to cover what is a complex area of the law, and one that it is not easy to summarise without risk of some possible misinterpretation or misrepresentation. Do you think that further guidance in this area is needed?

51 Responses
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Overwhelming response in favour of further guidance on eligibility but most respondent felt this section of the draft guidance was too complex and difficult to follow. 

Key comments and suggestions:

· Specific toolkit to support local authorities in their understanding of their obligations in relation to the use of eligibility criteria would be helpful.

· Also guidance needed for parents, written in much more accessible format and language, to help them understand the implications of the Islington judgement and what it means for every local authority, and so empower them to challenge local authorities who do not comply with the law.
· Some concerns about potential loss of AHDC ring-fenced funding, how this might lead to reductions in short break funding, and impinge on their ability to discharge the duties placed on them by the regulations.  
The following organisations and individuals submitted a formal response to consultation:

ACT

Action for Children

Alder Hey Children’s Hospital

Lucy Bartley

Barnardo’s

Bradford Disability Strategy Group

Buckinghamshire County Council

Cambridgeshire County Council

Care Co-Ordination Network UK (CCNUK)

Charlton School Governors and Parents

Cheshire East Council

Children’s Trust, Tadworth

Council for Disabled Children

Madeleine Cowley

Derbyshire County Council

Dorset ADHD Support Group

Down’s Syndrome Association

East Riding of Yorkshire Council
Enfield LA

Every Disabled Child Matters

Corinda Goodall

Halton Borough Council

Includes Us 2

Sheila Jones Trust

Kent County Council

KIDS

Leeds LA

Lincolnshire County Council

Alison Macleod

Milton Keynes Council

Hayley Moran

NASS

NHS Ealing and Ealing Council

Ofsted

Peterborough City Council

Play England

David Preece

Princess Trust for Carers and Crossroad Care

Daniel Ray

Rotherham MBC Children and Young People’s Service

Royal Borough of Kingston

Royal Borough of Windsor and Maidenhead

Royal College of Nursing

Sense

Shared Care Network

Sheffield County Council

Somerset County Council

Stockport Children and Young People’s Disability Partnership

Torbay Children’s Services

Tree House

Wakefield Council

West Berkshire Council

West Sussex County Council

Wiltshire Council

In addition, joint responses were written up and submitted from three regional consultation events in Leeds, Birmingham and London, and a London-based consultation with parents of disabled children.
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The Government’s response to comments collected during this consultation is marked below in bold.
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