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FOREWORD BY THE ECONOMIC SECRETARY TO THE
TREASURY AND THE PARLIAMENTARY UNDER-
SECRETARY OF STATE FOR SCHOOLS

We are really pleased to be publishing this report, which marks the culmination of
our Disabled Children Review. The Government believes that every child matters,
and this Review will take us closer to achieving our aim of ensuring that every
disabled child can have the best possible start in life, and the support they and their
families need to make equality of opportunity a reality, allowing each and every
child to fulfil their potential.

We believe that we have reached a set of actions and proposals that will make a
real difference to all disabled children and their families, and create a local and
national focus on promoting the life chances of disabled children and their families.
We could not have reached this point without the guidance, expertise and
commitment shown by the parents and children who shared their experiences with
us and gave us their frank views; the professionals and charities who supported us
in developing this report; and the MPs and peers who took part in the
parliamentary hearings and generously offered their time and expertise.

Our task now is to turn this report into reality and build on this progress over the
next Comprehensive Spending Review and beyond. Our long-term goal is to
transform the life chances of disabled children. That will take time, but today's
report is a significant step along the way.

W AT

Ed Balls, MP Lord Andrew Adonis
Economic Secretary Parliamentary Under-Secretary of State
to HM Treasury for Schools
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EXECUTIVE SUMMARY

The Government wants all children to have the best start in life and the ongoing
support that they and their families need to fulfil their potential. Disabled children are
less likely to achieve as much in a range of areas as their non-disabled peers. Improving
their outcomes, allowing them to benefit from equality of opportunity, and increasing
their involvement and inclusion in society will help them to achieve more as
individuals. It will also reduce social inequality, and allow communities to benefit from
the contribution that disabled children and their families can make, harnessing their
talent and fostering tolerance and understanding of diversity.

The Government has done much to improve outcomes for disabled children and their
families. They should be benefiting more than others from the Government’s Every
Child Matters programme coordinated package of support, given that they often need
access to a wide range of services. However, the Government recognises the need to do
more. Building on progress to date, and underpinned by £340 million of investment
over the CSR period, the Government will take action in three priority areas to improve
outcomes for disabled children:

e access and empowerment;
e responsive services and timely support; and

e improving quality and capacity.

Access and empowerment

Engagement of disabled children and young people in shaping services at a local level
results in the provision of more appropriate services, and can help services work more
efficiently and effectively, allowing for more flexible and tailored provision. Increased
transparency about entitlements and services available, and increased information at a
local level, should lead to greater equity in access to provision, and make it easier to
benchmark local performance.

To empower disabled children, young people and their parents, the Government will
set a clear standard or core offer, and give disabled children and their parents the
option to be fully involved in local service development and in designing their packages
of care.

Aiming high for disabled children: better support for families 5



EXECUTIVE SUMMARY

Empowering disabled children, young people and their families.

e a “core offer will encompass minimum standards on information, transparency,
participation, assessment and feedback, to make it clear what entitlements and services
disabled children, young people and their families can expect. Through providing greater
transparency, it will be easier to benchmark provision across the country;

e piloting Individual Budgets will give families and disabled young people real choice and
control to design flexible packages of services which respond to their needs; and

e spreading good practice on engagement such as parents’ forums across the country,
underpinned by £5 million of investment over the CSR period, will give parents of
disabled children a voice in local empowerment mechanisms, foster better relationships
between service providers and parents, and allow parents to contribute their expertise to
help shape services.

Responsive services and timely support

Disabled children and their families should be able to benefit from services which are
easily accessibly at key transition points in their life, designed around the child and
family, and delivered in a coordinated and timely manner. Where this is the case,
disabled children, young people and their families will be supported to play a full role in
the society of which they are part, and will benefit from equality of opportunity
compared to their peers.

To ensure that all disabled children and their families can benefit from responsive,
flexible services as soon as they need them, and are included in universal services, the
Government will make disabled children a priority at both a local and national level,
improve benchmarking of early intervention practices and set up a Transition Support
Programme at the critical transition to adulthood.

Aiming high for disabled children: better support for families
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Promoting more responsive services and timely support

e the Government believes that disabled children should be considered both a local and
national priority. To ensure that commissioners and providers have sufficient incentives to
focus on the needs of disabled children, Government will develop a national disabled
children indicator as part of the new set of priority PSAs to be agreed across
Government at the Comprehensive Spending Review;

e to prevent interventions coming too late at important stages of a disabled child’s life or
development, the Government will provide specific resource for evaluation and
benchmarking good practice on early intervention for disabled children and their families
as part of the work of the new Centre for Excellence for Children and Family Services;

e to develop a clearer picture of the disabled children population at a local level so that
disabled children’s needs are planned for, Local Authorities and PCTs will improve their
data collection for this group, and national and local agencies will work together to

develop more coordinated data sets;

e the Government will continue to roll out the Early Support Programme to cover all
disabled children aged 0-5 to promote wraparound, timely provision for young disabled
children and their families; and

e disabled young people may face more challenges than most in the critical transition to
adulthood. The Government will provide £19 million over the CSR period for a
Transition Support Programme to help disabled young people and their families benefit
from intensive, coordinated support and person centred planning.

Improving quality and capacity

Certain services were highlighted throughout the Review as particularly vital to
improving outcomes for disabled children, young people and their families. To respond
to these needs, Government will make provision over the CSR to boost provision of
these services for disabled children.

Aiming high for disabled children: better support for families 1
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Boosting provision of vital public services

e a specific grant of £280m over the CSR period to deliver a step change in the provision of
short breaks for disabled children. Government will also go further and provide additional
funding through the NHS settlement to provide short breaks for disabled children with

complex healthcare needs;

e accessible childcare is vital to help parents work, and to improve children’s development.
The Government will set up a childcare accessibility project, underpinned by £35m over
the CSR through the General Sure Start Grant;

e to maximise mobility, help children access schools, leisure and other services, and
promote independent living, the Government will deliver a radical reform of community
equipment and wheelchair provision, with full consideration and provision for the needs
of children, through the DH community equipment and wheelchair review. Subject to the
outcomes of the CSR, the NHS will provide additional resource for 2010-11 to increase
the stock of wheelchairs and improve provision of community equipment for disabled
children; and

e to make universal services more accessible for disabled children, such as positive activities
for young people, the Government will commission the Children’s Workforce
Development Council to research the skills and behaviours required by the workforce

and to identify gaps.

Responding to stakeholders

The Review has sought to engage closely with professionals, parents, the voluntary
sector, disabled children and young people. Consultation included responses to the
Children and Young People Review Call for evidence last summer, joint HM Treasury
and Department for Education and Skills seminars in July and October 2006,
engagement with the disabled children pathfinder Children’s Trusts, and visits to Local
Authorities, Primary Care Trusts and voluntary sector organisations. A series of
Parliamentary Hearings held in July 2006 have also supported the Review, with 3
hearings and hundreds of written submissions. The Government would like to thank all
of those who contributed and shared their expertise and experiences.

Aiming high for disabled children: better support for families



INTRODUCTION

THE DISABLED CHILDREN REVIEW

1.1 The Government’s aim is to ensure that every child, irrespective of race, gender,
background or circumstances gets the best start in life and the ongoing support that
they and their families need to allow them to fulfil their potential. This Review has
looked at what more can be done to improve the outcomes of disabled children and
young people (0-19) and their families, examining the role that public services can play
to make this aim a reality.

1.2 In line with the Government’s report, Improving the life chances of disabled
people,' the Review has worked towards the best ways of creating equality for all
disabled children. Improving their educational, social and emotional development, and
their opportunities for independent living, choice and control, is a key part of this
process. Government wants to ensure that disabled children and their families are
enabled and empowered to make a full contribution to the society of which they are a
part.

1.3 Disabled children and their families face a unique and often challenging set of
circumstances that demand a unique and sometimes specialised response from both
the universal and targeted services that support them. It is essential that they are able to
influence the design and delivery of services which should be responsive to their needs.

1.4 To foster a responsive level of appropriate support for disabled children and
their families, the Review has looked at the most effective means of providing disabled
children and their families with greater transparency about their entitlements, both
locally and nationally. The Review has also considered how evidence on effective
practice and support for disabled children can be better evaluated and disseminated.

1.5 Underpinning better support and improved provision of specific services for
disabled children and families is the need for:

e clear entitlements that are well understood, with minimum standards as
part of a “core offer”, which allow for local flexibility and innovation, but will
ensure disabled children are not disadvantaged by how well local areas are
accommodating both national standards and local priorities;

e disabled children, young people and their families to feel empowered and
supported in the choices they make;

e coordinated planning and commissioning to ensure best use of finite
resources across traditional health, social services and education
boundaries; and

o focused, effective support early in life and at key transition points, with early
support for disabled children and their families, which promotes emotional
and social development for disabled children and their siblings, to help to
improve outcomes for all.

I Improving the life chances of disabled people, Prime Ministers Strategy Unit, 2005
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Box I.1: The Review of Children and Young People?

In July 2005, the Government announced that a second Comprehensive Spending Review (CSR)
would be undertaken, reporting in 2007. It will set the departmental spending plans and priorities
for the years 2008-09, 2009-10 and 2010-1I. Budget 2006 announced that the 2007 CSR would
be informed by a series of policy reviews, one of which was a review of children and young
people, building on the Government’s strategy to improve their outcomes.

A discussion paper, setting out the evidence and analysis that has been gathered to inform the
Review of Children and Young People was published in January 2007. It also provided a discussion
of the issues and challenges raised by that evidence. The Review has drawn on a number of

sources of evidence, including:

e research studies and evaluations of interventions to support children, young people and
families;

e consultation with groups of young people, particularly those who have difficulty accessing

services;

e consultation events with parents, practitioners, commissioners of services from public
agencies or the third sector, academics and others with relevant expertise;

e smaller workshops, meetings and visits to experts or projects in relevant fields;

e a public Call for Evidence to support the Review’s analysis — the Review’s discussion paper
provides details of those organisations and individuals that responded; and

e some new research commissioned to support the Review, which is also set out in more

detail in the Review’s discussion paper.

The Review of children and young people consists of four strands, including this strand on
disabled children.

ENGAGING CHILDREN, FAMILIES AND THEIR SUPPORTERS

1.6 The Review has taken evidence that engaging disabled children and their
families in the shaping of services, and in designing packages of care helps deliver
improved outcomes that meet families needs. Therefore the Review has sought to
engage closely with disabled children and young people, parents and their supporters,
including professionals and the voluntary sector. The Review has consulted through
responses to the Children and Young People Review Call for evidence last summer, joint
HM Treasury and Department for Education and Skills seminars in July and October
2006, engagement with the disabled children pathfinder Children’s Trusts, and visits to
Local Authorities, Primary Care Trusts and voluntary sector organisations. A series of
Parliamentary Hearings held in July 2006 have also supported the Review, with three
hearings and hundreds of written submissions (see box 1.2 below). The Review would
like to thank all of those who contributed and shared their expertise and experiences.

2 Policy review of children and young people — A discussion paper, HM Treasury and Department for Education and Skills, January
2007. Aiming high for children: supporting families, HM Treasury, Department for Education and Skills, March 2007.
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INTRODUCTION

Box 1.2 Parliamentary Hearings and report

A series of Parliamentary Hearings, supported by a consortium of charities working with disabled
children and their families, were held to seek the views of disabled children, parents and
professionals. The hearings followed the life cycle of a disabled child, covering the early years,
family support and transition to adulthood.

MPs heard frank accounts from disabled young people, parents and professionals on areas of good
practice, but also further challenges to the Government to improve services for disabled children
and their families. Parliamentarians also contributed their constituency experiences. Hundreds of
disabled children and young people, parents, professionals and organisations submitted written
evidence, all of which informed the Parliamentary Hearings Report, published in October 2006.

Priority recommendations from the report included:

e significant additional resources targeted at disabled children and their families to be made
available to planners and commissioners of universal and specialist services;

e additional funding linked to the development of minimum standards, or a ‘core offer’ for
disabled children and families which would create a universal entitlement to a minimum
level of service; and

e ministers should ensure that services for disabled children are part of every Local Area
Agreement, and national Public Service Agreement targets should be developed for
disabled children.

A link to the Parliamentary Hearings Report can be found on the Every Disabled Child Matters
website, www.edcm.org.uk

1.7 These submissions and recommendations were helpful in informing the
conclusions of the Review. This report sets out the Government’s response.

Fulfilling the potential of every disabled child

1.8 Since 1997, Government has placed children at the centre of efforts to create a
fairer and more just society. The Every Child Matters agenda has transformed the
Government’s approach to children and families. Public services are now focussed on
ensuring that children are healthy, stay safe, enjoy and achieve, make a positive
contribution, and achieve economic wellbeing.

1.9 To deliver these outcomes, the Government has put in place a package of
reforms that promote better coordination of and integration of services for all children.
Sure Start children’s centres provide wrap around support for the youngest children,
ensuring every child has the best start in life. Directors of Children’s Services are now
accountable for the well being of every child in their area. Local Strategic Partnerships
are also bringing together different parts of the public, private, community and
voluntary sectors at a local level: allowing different initiatives and services to support
one another so they can work more effectively together to meet the needs of their local
communities. The 570,000 disabled children in England, around 100,000 of whom have
complex care needs, need support from a wide range of services, and so should be
benefiting even more than most from these reforms.

1.10 It has traditionally been the case that disabled children are likely to have poorer
outcomes across a range of indicators compared to their non-disabled peers, including
lower educational attainment, poorer access to health services and therefore poorer

Aiming high for disabled children: better support for families 1
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health outcomes, more difficult transitions to adulthood, and poorer employment
outcomes3. Families of disabled children are less likely to have one or both parents in
work, and are more likely to suffer from family break up. Siblings of disabled children
may also be more likely to suffer from emotional and behavioural problems, for
example through sleep deprivation.

1.1l Alack of appropriate and timely support for disabled children to allow them to
fulfil their potential not only affects disabled children and their families, it also prevents
communities benefiting from the contribution that disabled children can make. Their
talent will be wasted, and society will lack the tolerance and understanding of diversity
that inclusion and support for disabled children and their families brings.

Progress to date

1.12  There is a significant programme of work underway to improve outcomes for
disabled children and their families, across all aspects of their lives. Government has
instituted policy reform as part of the following strategies and frameworks:

e the Prime Minister’s Strategy Unit report Improving the life chances of
disabled people, set the Government the challenging goal of achieving
substantial equality for disabled people by 2025. The report highlighted a
number of changes that must be made in order to achieve this goal. In
relation to disabled children and young people it focused on improved early
support for families with young children and facilitating a smooth transition
to adulthood. This Review builds on the work already underway to meet
these recommendations;

e at school, children with Special Educational Needs (SEN) (including most
disabled children) are benefiting from DfES’ long-term strategy Removing
Barriers to Achievement.* This includes action to improve SEN provision in
mainstream schools and to encourage joint working between mainstream
and special schools. Ofsted has found that pupils with even the most severe
and complex needs are able to make outstanding progress in all types of
settings;’

e the National Service Framework for Children, Young People and Maternity
Services is benefiting disabled children and their families through setting
standards for the first time in children’s health and social care services
health support. There are specific standards to address the requirements of
children and young people who are disabled and/or have complex health
needs and their families (standard 8), and to address the needs of children
and young people who are ill (standard 6);

e the recent independent report on palliative care needs Palliative Care
Services for Children and Young People in England which has highlighted the
needs of children with life-limiting or life-threatening conditions. Most
children with palliative care needs are disabled, and some children with a
disability have palliative care needs. Improvements arising from this Review
will benefit children with palliative care needs as they will benefit all other

3 Policy review of children and young people — A discussion paper, HM Treasury and Department for Education and Skills, January
2007.

4 Removing barriers to achievement: The government’s strategy for SEN, Department for Education and Skills, Feb 2004.

5 Inclusion; does it matter where pupils are taught? Ofsted, 2006.
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disabled children. The Government is currently considering the
recommendations from the palliative care review; and

e strengthened local arrangements to safeguard children, including the
establishment of Local Safeguarding Children Boards (LSCB) in 2006. LSCBs
bring together a wide range of local partners across sectors, to consider how
best to safeguard and promote the welfare of all children in the local area

.13 This work is supported and underpinned by legislative and policy actions taken
by Government in recent years, including:

e the Children Act 1989, under which disabled children are defined as
“Children in Need”. Under the Act, Local Authorities have a general duty to
“safeguard and promote the welfare of children in their area who are in
need... To promote the upbringing of such children by their families, by
providing a range and level of services appropriate to those children’s
needs”;

e the Disability Equality Duty, introduced into legislation in 2005, which
requires organisations across the public sector (including schools and
hospitals, local and central government) to be proactive in ensuring that
disabled people are treated fairly and are included in all aspects of policy
development from the outset;

e the Childcare Act 2006 which requires Local Authorities to have particular
regard to the needs of disabled children as part of their new duties to assess
the childcare needs of families and to secure sufficient childcare to children
up to and including age 14 (18 for disabled children); and

e arequirement on most public bodies to have a Disability Equality Scheme
setting out how they will meet their responsibility to promote disability
equality.

1.14 Disabled children and their families are also benefiting from more flexible
support. Many local areas are encouraging parents and young people to be engaged in
the design and delivery of services, or using direct payment to develop a package of
social care support which fits around their needs, such as provision of short breaks
services in a home setting for those who want them.

1.15 From birth to transition to adulthood, local areas are both establishing and
developing new ways of encouraging coordinated provision designed around the child
and family. This includes the Early Support Programme, which provides coordinated
support for disabled children aged 0-5, and person centred planning at transition to
adulthood.

Remaining challenges

1.16 The Review has found many examples of good practice, where services for
disabled children are fully meeting their needs, and those of their family. For example,
in some areas, coordinated working, innovative practice in service delivery, and the
involvement of disabled children, young people and their parents is fostering services
that are more responsive and flexible to disabled children and their families needs, and
families have told the Review that these are making a real difference to their lives.

Aiming high for disabled children: better support for families 13
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1.17 However, as outlined in the interim discussion paper,¢ good practice is not
uniform across the country. Challenges remain:

existing data does not present a full picture of the quality of provision in
different areas. However, there is evidence that across local authorities,
disabled children and families are offered different levels and standards of
care, and that those most in need are not always the most likely to get
support. Parents and young people in some areas feel that they are not
sufficiently empowered, informed, or involved;

research for the Review also showed that much provision is targeted on high
need, high cost interventions, with a lack of focus on intervening early in a
child’s life, at a key transition point, or change in their condition. Local areas
rightly prioritise those in greatest need, however a lack of early support is
sometimes exacerbating the numbers of disabled children and families who
reach crisis point and need more complex interventions; and

despite strong examples of successful coordination in the planning and
provision of innovative services, for example through the Early Support
Programme which is encouraging multi-agency working, there is more that
needs to be done to tackle remaining coordination problems. This includes
differing eligibility criteria, differing referral systems and cultures, and
differing and inconsistent data about the disabled children population
across agencies.

1.18 This Review considers and sets out the further actions that will be taken to
improve outcomes and equality of opportunity for disabled children and their families
to address these issues. It aims to facilitate and better support improved outcomes for
disabled children in the following areas:

empowerment - offering parents and their disabled children choice and the
power to take decisions about their own care and influence local priorities,
to improve service quality and responsiveness;

responsiveness - prioritising disabled children at a local and national level,
with early interventions, coordinated and timely support, to bring up
standards of provision across the country, make it easier for families to
access holistic support, and prevent conditions deteriorating; and

service quality and capacity - boosting provision of services which are vital
for improving outcomes for disabled children and their families. The Review
focuses mainly on specialist services such as short breaks, equipment and
therapists, but also tackles barriers to accessing universal services such as
childcare.

6 Policy Review of children and young people — A discussion paper, HM Treasury and Department for Education and Skills, January

2007.
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ACCESS AND EMPOWERMENT

INTRODUCTION

2.1 Developing an approach that is more focused on service users leads to good
service management and design and contributes to high-quality service provision.
Involvement of children and their parents in planning services results in the provision
of more appropriate services.! Clarity over which services and support mechanisms are
available, and consultation and involvement of service users to establish their views,
preferences, and needs can help services work more efficiently and effectively, allowing
for more flexible and tailored provision.

2.2 Local Authorities engage and respond to the views of disabled children and their
families to differing degrees, and many young people and their families feel they are not
sufficiently empowered. Survey data shows that disabled children and their parents are
being involved in a range of decisions concerning their own care and in social service
development. However, it also shows that participation varies considerably across areas
with not all Local Authorities inviting participation.23 Disabled children and young
people are also often excluded from wider consultations around local policy and
planning within their neighbourhoods and communities.

Box 2.1: Empowerment

The concept of empowerment is intimately linked to the principle of rights and responsibilities
for individuals. In this context, empowerment means:

e a right for citizens to ‘opt-in’ to networks of support to help influence and shape the
services on offer. This creates a duty for service commissioners and providers to reach
out to vulnerable groups and empower them in making their views known and heard; and

e recognition that with rights come responsibilities for citizens: to engage constructively with
service providers in shaping service provision where possible, and understand competing
priorities and local constraints.

2.3 Despite the principles of Every Child Matters, parents of disabled children feel
there is a lack of information, too much duplication of assessments and services, and
that access is difficult.+ Empowerment requires information: information for Local
Authorities about their populations, and information for service users about the
services available to them, and opportunities for consultation.

24 Empowering disabled young people and their families means:

e improved provision of information and greater transparency in decision
making. Allowing more informed decisions, greater understanding of
entitlements, and the process for accessing services;

I National Service Framework for Children, Young People and Maternity Services, Department of Health.

2 participation of Disabled Children and Young People in decision-making within Social Service Departments in England, Franklin and
Sloper, Social Policy Research Unit, York

3 Consulting with disabled children and young people, Joseph Rowntree Foundation, 2001

4 Children's Services CSC findings 2004-2007, Commission for Social Care Inspection, March 2007.
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children

e putting families in control of the design and delivery of their care package
and services. Disabled young people and their parents are often experts on
their impairment, and when packages of care are designed in partnership
and aim to promote choice and control, they are more likely to be
appropriate to their needs, and less likely to leave gaps in provision or to
waste resources through inappropriate provision; and

e supporting disabled children and young people and their parents to shape
services. This can also mean them playing a part in local mechanisms to
facilitate citizen pressure to hold front-line services to account, linked to the
new Local Government White Paper “Community Call for Action”.s

INFORMATION AND TRANSPARENCY

2.5 Increased transparency about individual entitlements, and increased availability
of information at a local level should lead to greater equity in access to provision
between families in the same area, through a clearer understanding of their
entitlements and how they can access services. There is evidence that different areas
make different levels of care available and that those most in need are not always most
likely to get support.s At a national level, increased transparency about eligibility criteria
and levels of provision will give Government and parents a better picture of the levels of
variation in provision across local areas. More easily comparable data will make it easier
to benchmark local performance and consider what action needs to be taken to
improve services. Within health services, the notion of entitlement to a particular
service or intervention is less meaningful. Health services are determined by the
individual health needs of the child or young person. However, these services still need
clear standards about the process for assessing needs and its timeliness.

2.6 Empowering disabled children and their families through increased
transparency and provision of information will reduce frustration at the uncertainty
over the level and timing of support that will be provided, helping families plan and
adapt to the level of support they can expect to receive. Directly involving disabled
people in designing information can also improve the quality of information and
satisfaction with services.’

Further action

2.7 The Aiming High for Children reports proposed a “Parents’ Charter”, setting out
the minimum level of support parents should expect from local children’s services.
Given the importance of social care and health services for families with disabled
children, the Government will establish a “core offer” for disabled children and their
families. This core offer will help parents and young people better understand their
entitlements within local areas, increase transparency about variation in provision
across areas, and underpin and support standards such as the National Service
Framework Standard 8 for disabled children.

5 Strong and Prosperous Communities, the Local Government White Paper, Department for Communities and Local Government, 2006
6 Services for disabled children, National Audit Office Report, 2003.

7 Five principles for producing better information for disabled people, Office for Disability Issues, February 2007.

8 Aiming high for children: Supporting families HM Treasury and Department for Education and Skills, March 2007

9 National Service Framework for children, young people and maternity services, standard 8, Department of Health, 2004.
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2.8  The core offer for disabled children will encompass the following elements:

e Information: disabled children and their families able to access appropriate
information at every stage of a child’s life;

o Transparency: levels of support for disabled children and their parents
determined on a fair, understandable and transparent basis, with social care
services eligibility criteria defined according to need and published by local
authorities; clear information published and made available by Primary
Care Trusts to families about how to access health care and support
available for children with disabilities and complex health needs in the local
area;

e Participation: disabled children and their families have the option to be fully
involved in the way services are planned, commissioned and delivered in
their area, increasing their choice and control, which may include access to
a supported parents’ forum. This participation will help to make sure that
the Community Call for Action will deliver for all citizens, linked to the new
duty on best value authorities to inform, consult and involve representatives
of local people in their activities;

e Assessment: disabled children and their families to benefit from integration
of assessment processes, with shared information, shared basic assessments
including through the Common Assessment Framework, providing a
gateway to more specialist assessments where necessary, and more high-
level multi-agency assessments provided in the same place at the same time.
As children and young people develop there will be a need for ongoing and
differential assessment, but this should be provided in a coherent,
coordinated way. Parents and young people will be told at assessment when
they will get a response setting out what support they will be provided with;
and

¢ Feedback: a clear and published complaints procedure for all families who
are not happy with the services they are receiving (including through the
Community Call for Action as set out in the Local Government White Paper).

2.9 Delivery against this commitment will be measured through the revised Local
Government performance framework to be determined at the time of the
Comprehensive Spending Review, and reinforced through Comprehensive Area
Assessments, which will take an area based view on delivery of local priorities.
Information on the offer should be distributed through local services, such as council
offices, libraries and local voluntary sector groups, the Early Support Programme and
the Transition Support Programme at a local level.

2.10 This core offer will take the form of a policy statement which will be developed
by the Department for Education and Skills and Department of Health, with support
from key stakeholders, and underpinned by guidance for each of the above elements in
time for the Comprehensive Spending Review this Autumn. It is expected that Local
Authorities and their partners consider the core offer policy statement in their local
planning and provision of services, and ensure that it is published and accessible to the
local community.
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PUTTING FAMILIES IN CONTROL OF CARE PACKAGES

2.11 Direct payments are cash payments made in lieu of social service provision to
individuals who have been assessed as needing services. They can be made to disabled
people aged 16 or over, to people with parental responsibility for disabled children, and
to carers aged 16 or over in respect of carer services. Since the Health and Social Care
Act 2001, families assessed as eligible for social care services, including families with
disabled children, must be offered the option of direct payments.

2.12 Direct payments create more flexibility and choice in the provision of social
services, and allow people to make their own decisions about how care is delivered. If
packages of care are designed by users, they are more likely to be responsive and
appropriate, with resources less likely to be wasted on inappropriate provision. Some
parents described direct payments as having positively “transformed their lives”,
however other service users in the review’s consultation felt that the additional
responsibility of managing a budget for services was too much of a burden, particularly
given their existing care responsibilities. One survey of direct payments found that
parents appreciated the flexibility, freedom, choice and control that direct payments
offered, but found that managing the payments could be time consuming, and that
there could be difficulties in finding suitable people to employ.'° Parents in the survey
also felt that they could make sure that their child was happy with their carers if they
chose them themselves with direct payments. Young people have also benefited from
receiving direct payments, choosing who provides them with assistance and what
activities they engage in.!

2.13 Figures from the Commission for Social Care Inspection (CSCI) show that in
2005 there were over 2,700 families with disabled children and over 300 disabled young
people aged 16-17 receiving direct payments, indicating low levels of take up. To
promote further take-up of direct payments for families with disabled children,
information for Local Authorities and parents has been placed on the Every Child
Matters website and an updated version of A Parent’s Guide to Direct Payments'2 was
published in summer 2006.

2.14 The Department of Health (DH) has developed a self-assessment tool for
councils to review their direct payment systems in collaboration with partners. The
focus is on identifying where local barriers exist to identify solutions to promote uptake
of direct payments.

2.15 Individual budgets build on some of the successful features of direct payments
and apply the same principles of choice and control. There are, however, some key
differences. Individual budgets include a number of income streams rather than simply
social care services in order to give the individual a more joined-up package of support.
Most importantly, individual budgets put people in the centre of the planning process,
and recognise that they are best placed to understand their own needs and how to meet
them.

10 The use of Direct Payments in Essex by families with disabled children, Kay Poutney, Research Team, Essex Social Care, October
2003.

I Direct Payments for Young Disabled People, Joseph Rowntree Foundation Findings Ref 553, Abbot D, 2003,
www jrf.org.uk/knowledge/findings/socialcare/553.asp

12 A Parent’s guide to direct payments, Every Child Matter, Department for Education and Skills and Council for Disabled Children
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2.16 Unlike direct payments, individual budgets can be held and managed by a
broker (to help service users manage the budget and reduce the associated
responsibility for arranging their own care). By facilitating the provision of a holistic
package of support designed around the child and family, individual budgets can also
help encourage coordinated provision of services, and avoid duplication in provision.

2.17 The Improving life chances for disabled people' report recommended that the
individual budgets approach should, in principle, be extended to families with disabled
children. It states, “The mechanisms, costs and benefits will need to be investigated
through pilots coordinated with those for adults. The design and timing of these pilots
will also need to be carefully coordinated with the roll-out of wider changes to the
landscape of children’s services”.

2.18 The Council for Disabled Children was recently commissioned by the
Department for Education and Skills (DfES) to produce a scoping report covering the
following issues relating to Individual Budgets:

e the implications of introducing individual budgets for Local Authorities and
other stakeholders;

e therelevant evidence collated from various stakeholders;
e possible models to be used in the introduction of individual budgets; and
e the views of disabled children, young people and their families.

2.19 DfES is intending to carry out a scoping exercise taking account of the CDC
report and the recommendations in this Review, with the aim of:

e looking at the financial level of these individual budgets and the different
income streams that would need to come together;

e looking at what added value individual budgets bring to current practice;
and

e demand for individual budgets and/or direct payments .

2.20 The scoping exercise will then be evaluated in order to inform the development
of the concept of individual budgets for disabled children and their families more
widely. It is envisaged that work will initially concentrate on older children and the
preparation required to facilitate their successful transition to adult individual budgets.

2.21 One of the key elements of individual budgets is to bring together a variety of
income streams in an integrated manner, to improve choice and control for the
individual, and to facilitate coordinated provision of services. The majority of income
streams being used by the individual budget pilot sites are only available to young
people and adults over the age of 16. The largest potential source of income is the Social
Care budget. Other budgets that could be included are the Integrated Community
Equipment Services budget, and the Disabled Facilities Grant could be available for
children under 16.

2.22 A number of Local Authorities and health providers are already creatively using
aligned budgets or pooled budgets to transfer money to the local authority to part fund
a package of care where the individual has specific health needs. However, more

13 Improving life chances for disabled people, Prime Minister’s Strategy Unit, January 2005.
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specific guidance would help enable this to become national practice rather than
limited to those authorities where good joint working partnerships are in operation.

Further action

2.23 To increase flexibility and choice in the provision of services, the Government
will pilot Individual Budgets for disabled children and young people, building on the
current scoping exercise, with full evaluation over the CSR period. This will involve as
many funding streams as possible at a local level, and where there are legislative or
systematic barriers, the pilot will consider how best to promote the principles behind
individual budgets of greater choice and involvement in decision making by disabled
young people and their families.

2.24 Government also recommends that some health funding streams, where there is
already the potential and legal provision of pooled budgets, and where needs are
predictable and specific to an individual, should be included in these pilots. On this
basis, Government proposes including health funding streams for short breaks,
equipment and wheelchairs. This will facilitate provision of a holistic package of
support for the child and family, and help further coordinated provision from the
family’s perspective, complementing work at the local service provision level to
improve joint commissioning (see Chapter 3 section on coordination).

PARENTS, CHILDREN AND YOUNG PEOPLE SHAPING
SERVICES

2.25 Despite policy and guidance which makes clear that service commissioners and
providers should be fully involving parents in the design and delivery of services, and
some areas with good practice in involving and consulting, participation for disabled
children, young people and their families is variable across the country. One study
found that where parents were ‘active agents’ rather than ‘passive recipients’, this can
lead to lower levels of stress for families and better outcomes for both parents and
children.

2.26 Strong and Prosperous Communities: The Local Government White Paper's, sets
out how the Government intends to strengthen the role of local government, and
increase local flexibility, to deliver better outcomes across communities. The
Government will create mechanisms for more citizen pressure and greater dynamism at
a neighbourhood level, so that front-line services are more accountable to citizens.

2.27 The White Paper announced a new best value duty to involve local people in the
design, delivery and assessment of local services and policies. Building on this
commitment, a “Community Call for Action” will be extended across all public services
to enable people to hold local bodies to account if services fail to meet their needs.
Central government will also work with local government and community organisations
to identify and promote good practice in local charters, neighbourhood planning,
citizenship learning and participatory budgeting.

2.28 To help achieve this aim Local Authorities need to consider how best to engage
‘hard to reach’ groups when deciding how to meet this duty. Any guidance that may be

14 Positively Parents: Caring for a Severely Disabled Child, Beresford, B, SPRU, York. 1994.

15 Strong and Prosperous Communities: The Local Government White Paper, DCLG, 2006

Aiming high for disabled children: better support for families



ACCESS AND EMPOWERMENT

Parents’
forums

issued to support the implementation of the new best value duty will emphasise the
need to take appropriate steps to engage these groups.

2.29 The Government recognises that given that some parents of disabled children
may have substantial caring responsibilities, they may need additional support to
express their views at a local level. Some areas already have well established
arrangements in place for parents and carers of disabled children to participate and
express their views, but others are still developing. A range of mechanisms need to be
developed to support parents and carers, building on existing arrangements for parents
of disabled children, linking where appropriate with other sources of support such as
Parent Partnership Services and Local Involvement Networks, to avoid duplication .

Box 2.2 Exemplification standards for Parent Partnership Services

The minimum standards for Parent Partnership Services (PPS) in the Special Educational Needs
(SEN) Code of Practice include '...that parents' views are heard and understood, and inform and
influence the development of local SEN policy and practice...'

In addition, the draft exemplification materials on the forthcoming guidance ‘Informing and shaping
local policy and practice' expect parents and carers to be routinely consulted about SEN policy as a
minimum, with PPS providing training and support to enable parents to subsequently participate
in:

e discussions to inform policy development,
e review and evaluation of SEN;

e Parent Partnership Services; and

children's services policy.

This will lead to full participation by parents in shaping policy development and practice.

2.30 All local services are now expected to consult with parents and involve them in
the planning and development of services, however the concept of ‘parent
participation’ means different things to different people. Having a facilitated forum,
training in the most effective ways to voice views, or a parent support officer or
disability champion can all help bring a representative group of parents together to
participate in designing appropriate provision and communicate any local challenges.

2.31 There is no ‘one size fits all’ solution to parent’s forums. They vary depending
on many local factors. The structure that will work best in any area will depend on what
parents want to achieve, the number of people involved and how they want to work. A
forum can:

e be professionally led, an independent organisation, or a regular meeting run
by parents;

e provide the opportunity for parents to raise individual issues regarding the
provision of services for their children;

e allow parents to feed back views to service providers or commissioners, and
develop partnerships with statutory and voluntary organisations;

¢ send newsletters to keep parents in touch; and

e deliver training workshops.
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2.32 Evidence submitted to the Review and from fieldwork has found that the
benefits of parents’ forums include an increased feeling of control for parents over their
child’s wellbeing leading to lower levels of stress for families, better use of services and
increased parental understanding of how services work, which often leads to better
working relationships with professionals. Parents can also make an impact by asking
the questions which no one else would think to ask, and benefit from making new
contacts with other parents facing similar issues and supportive professionals.
Professionals in turn will benefit from better relationships with parents, gaining a new
perspective on the services that they are providing by finding out what parents and
disabled children and young people really want.

2.33 There is currently support and guidance from the voluntary sector in meeting
the information and support needs of both parents and professionals. For example, the
charity Contact a Family offers:

e information about parent participation in a user friendly format aimed at
both parents and professionals;

e key principles to ensure successful parent participation, drawn from their
own parent participation work in different areas of the UK;

e examples of different models of participation, their strengths, weaknesses, in
what circumstances they might work well and how they could be replicated;

e a range of printed resources on parent participation, some written for
parents, some for parent groups and some for professionals;

e tailor made training for both parents and professionals designed to meet the
different needs of each group we work with; and

e free e-newsletters for anyone interested in parent participation issues.

Box 2.3 Cornwall Parent Carers Council

Parents from the Parents Carer Council in Cornwall, in conjunction with the local voluntary
befriending organisation, Face2Face, are in close consultation with the Local Family Services social
services department. As a result, direct payments and other flexible solutions are being used to
ensure that the most flexible, efficient packages of care are made available, and the best use is
made of resources available to help families and children, helping to tackle their greatest
challenges — be that inclusive childcare or flexible short break provision for families.

Parents are also helping shape services through designing and delivering training to childcare
settings in providing for disabled children and their families. The dual benefits of transferring skills
to the universal workforce, and allowing parents a platform to share their expertise and regain
their confidence, was proving hugely beneficial to both promoting inclusive childcare settings,
breaking down attitudinal barriers and improving the trust in universal settings for parents of
disabled children.

2.34 A great deal of existing legislation and guidance on health, education, social care
and early years mentions the need for user participation. The Disability Equality Duty
promotes the participation of disabled people and this should include children and
young people. However, evidence suggests that parents’ forums are not yet established
in every Local Authority, and in certain areas where the service provision is not very
good, statutory bodies have few incentives to increase the voice of service users and the
impact of parent forums.
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