Delivering national
transformation in England

Christine Lenehan
Director
Councill for Disabled Children

Council for
Disabled
Children



The Council for Disabled Children

e Raise awareness of the needs of children with
disabilities and their families

 Promote the participation of children with
disability and their families in all decision makin g
about their lives

e Contribute to the development of policy and
practice in central and local government

* Provide an independent forum  for the discussion
and resolution of issues relating to children and
disability.
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What is Every Disabled Child

Matters?

e Campaign to get rights and justice for
every disabled child

* Run by:
— Contact a Family
— CDC

— Mencap
— SEC
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Why Is a campaign needed?

 Disabled children too low on the agenda

« ECM outcomes not being delivered for
disabled children

* Need for new rights to services and support

e Opportunity to influence the Spending Review
2009/10

* Opportunity to influence a General Election
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Outcome: Aiming High for
Disabled Children - £770 million
e Short breaks- £370m

* Allocations to health £34O -
e Childcare - £35m

e Transition Support
Programme - £19m

e Parent Forums - £6m

 Individual Budgets
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Aiming high: system reform

e National indicator

e ‘Core Offer’
— Information

— Transparency
— Participation
— Assessment

— Feedback
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If | could change one thing ...

Disabled children and young people want. @
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Whar dizahled rhidren and yrang

p=ople have told us would make the
Hggast diffarenca n rthair livac

Parents want:

1) Things to do and places to go STE T eodd :
2) To be respected sz A Ca e
3) A good education ews

1) To not have to fight for support
2) To beincluded in their communities

3) To find educational provision that
meets their child’s needs
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Local action

Local Authority Charter

By January 2008, we will ensure that in our autharity...

g L O C al Au t h O r Ity C h arte r - We know how many disabled children livein our area and that all agencies in our area are

planning services on the basis of this knowledge.

targ ete d at L e ad M e m b e rS Thereis a key worker servicein our authority providing support to families who are

accessing more than one specialist service.

Our parent partrership service s sufficiently resourced to provide advice, information and
support to parents of disabled children and young people who have been excluded from
schaol.

Parents and carersin our area are getting accurate and timely information and aclvice on

« 77 of 150 local authorities . "
nOW Signed up _Over 50% MAIIstaffhajereneivedboth risabilityequalitytrainingandt;ainingtuensumthattheyhave

cere competencies to work with disabled children; relevant staff have received specialist
training and other staff know how to contact them for information.

Disablec children are involved in drawing up our Disahility Equality Scheme and alsa in
monitoring its effectiveness in eliminating discrimination.

. Our Childran and Young People’s Plan explains how we will provide specialist services and
We b | I n k . also make all universal services including extended schools and children’s centres accessible
. todisabled children.

WWW_ e d C m . O rg . u k/l a C h arte r Our Local Area Agreement includes targets for the level of service to be delvered to

families with adisabled child.

Disablec children and families are involved in the planring, commissioning and monitoring
of services in our area, including hoth specialist and universal services.

Signed

Council for :

Disabled . Every Child Matters
Children




Engaging
Health

 PCT Charter — targeted at
Chairs

* 60 PCTs signed up-over a
third

Web link:
www.edcm.org.uk/pct_charter







29,000+ supporters signed up
online




Link to AHDC

e Through EDCM provided the lobbying to
get the review

e Organised the Parliamentary Hearings
Process

 Worked with DCSF and Treasury on the
reports findings and recommendations



Part of a mainstream agenda...




CSCI report - March 2007

'Services remain variable and in some areas, very
limited and insufficiently joined up.

Parents... are dissatisfied with the overall
experience. Despite the principles of Every Child
Matters, they feel there is a lack of information, too
much duplication of assessments and services,
access Is difficult and there are high thresholds to
social care support. Parents and young people say
they do not get enough respite and what is
provided is often inappropriate.’



The challenge for short breaks

e Changing population
* Biggest single cause of unhappiness
* Evidence of inverse care law

e A few extra not good enough



Key messages about the
programme

Transformation is about cultural change

We are dealing with poor use of
language

Poor levels of expectation

Poor understanding of the road map



The end of respite

Changing language is key to transformation




What Is a short break

 An additional service a disabled
child and their family receives to
support caring and promote
positive activities



Who misses out

3 specific groups:

e Children with complex health needs/
palliative care/ lifting and handling needs

e Children with severe ASD and children
with challenging behaviour which is
Impairment based

e Young people who are 14+



Current Service Delivery: Strengths

« Widespread recognition of inadequacies of
current provision and a desire to improve

« Recognition that improvement involves
iIncreased volume and choice

* Good partnerships with PCT to take this forward
 Integration widely recognised as the way forward
e Parents were widely included in developments

« Understanding of the need to improve
commissioning practice



Current service delivery: areas
of underdevelopment

Challenges from increased need

Relationships with Independent Sector Providers
Providing short breaks through universal settings
Involvement of children and young people
Limitations in how direct payments are used
Systematic approach to BME groups

Recognition of the scale of the workforce issues.



Involving parents, children and
young people

Effective approaches underpinned by consultation/
engagement strategies

Supported by dedicated staff
Using a range of techniques

Often around a specific service change - embedded/
systematic approaches weaker

Approaches in place around ‘care planning’
Voice of disabled young people is weak

Lack of resources and skills to provide real choice and
control, reliance on direct payments



Commissioning

Generally recognised as in need of development

Inadequate user /service level data and financial
iInformation to plan services/deliver VFM

Little evidence of outcome focused approaches
Some use of views of parents and disabled CYP
Joint commissioning is emerging

Some regional and sub-regional approaches
Some early development work with providers

Little systematic decommissioning



Workforce

Workforce planning largely at a children’s services
level or short breaks

More joint appointments

Mixed messages around core management capacity
Significant gaps in the NHS workforce

Training strategies in early development

Little preparation for significant additional capacity
and specialist skills needed

Approaches inclusive of voluntary and independent
sectors



Plans for service delivery —
comprehensive approaches

Imagination, innovation, flexibility - listening to parents,
children and young people

Creating diversity of provision to meet need

A range of new family and community based
approaches: less reliance on residential

Improved commissioning

Recruitment and training of staff with specialist skills to
work in all settings

Clear pathways to universal services



Examples of advanced practice

PCT providing community nursing teams to deliver training
to all sectors

A workforce which can support inclusion in universal
services and services around the clock

Use of new technologies to support choice

Mainstreaming of Early Support posts in early years
Influencing the development of short breaks provision in
early years and childcare

Operational and strategic approaches to transition : the
development of dedicated age appropriate resources to
support independence

Development of local performance indicators



What are we working towards
The Full Service Offer

A short breaks service should:
e Offer more short breaks
 Be based on clear eligibility criteria

o Offer a wide range of reliable support
— Through universal settings
— Befriending, sitting and sessional support
— Provide overnight and day care
— In the child’'s home and elsewhere



And

Promote positive friendships
Ensure culturally appropriate services

Avalilable on a planned and regular basis
when families need it

And ensure the most disabled access
services



The short breaks model aiming

for....
A service which Is:

e Child centred/outcome focused
e Cost effective

* Inspected appropriately

e Legislated appropriately

e Based on entitlement

 One thatis NOT RESPITE



Be based on outcomes

 Be Healthy

e Stay Safe

 Enjoy and achieve

 Make a positive contribution

* Achieve economic well being




Supporting transformation
What will Help:
« A National Support Body
» Guidance and tools
* A new legal duty

e Pathfinder developments



Regulation

Looking again at:
 Regulation and Inspection

o Standards for all services and settings

o Use of legal status




Guidance and tools

e Short break implementation
guidance

e Baseline planning and audit tools

e Ongoing practice development
iInformation



National support body

Appointed May 2008
To:

e Collate data and finance Info

o Support dissemination of good
practice and regional learning

e To offer tailored support to
individual LAs



Right to short breaks
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Outcomes

Be Healthy

Short Break services that support disabled children and young
people to be physically, mentally, emotionally and sexually
healthy means:

That disabled children have appropriate access to universal
and specialist health care whilst receiving the service

That short break providers empower and support disabled
children to take responsibility for their own health and well
being

That disabled children are supported to achieve maximum
mobility and independence through the provision of
appropriate equipment and adaptations whilst receiving the
service

That disabled children have access to appropriate advice
and support on their emotional well being and mental health



Next steps

* A legal right to short breaks comes in In
2011

 The challenges of transformation on the
ground are huge




