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This is one of a range of products that Together for Disabled Children (TDC) is
developing to support local authority and health service teams to transform their short
breaks services and embed parent participation.

The suite builds on existing guidance and experiential learning from the field of
practice.

The aims of the product suite are to:

provide practical help and resources for local authority and health staff to use the
new resources available to really transform the experience of and access to short
breaks for disabled children

ensure that services established are sustainable and successful and meet the
needs of children, young people and their families

The product suite focuses on issues that local areas themselves have identified as
being particularly challenging.

We greatly appreciate the contribution made by those who are working in local areas,
either in delivery or commissioning of services towards the development of the
product suite. A full list of contributors for this particular product is given below,
together with an overview of its contents.

We hope that you find these products useful. If you have any feedback you would like
to offer, please contact us at mail@togetherfdc.co.uk

Liz Railton
National Programmes Director
Together for Disabled Children
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1.1 Who is this guidance for?

This guidance has been written in order to provide advice and case examples to the
‘change agents’ leading on short breaks transformation in local authorities and
Primary Care Trusts (PCTs), and their partners and support staff. These change
agents may have various other roles and titles, however a factor they have in
common is a significant responsibility to transform short break services. This includes
increasing the range of choice for children and families and the volume of breaks in
their area in order to maximise the new resources available for the benefit of disabled
children and young people.

The Together for Disabled Children (TDC) Progress Reports to the Department for
Children Schools and Families (DCSF) in January and April 2009 identified that the
sourcing and use of data and relevant information was a significant challenge to local
areas. Many areas are struggling to obtain data about their local populations and
information on the preferences and views of parents, children and young people in
order to plan effectively for the transformation of their short break services. In some
areas there are reported difficulties relating to the sharing of data between the local
authority and health agencies to enable effective joint planning.

However, there is some promising and imaginative practice developing in local areas.
TDC organised an ‘incubator’ session in March 2009 involving a small number of
people from such areas, to draw out some issues, solutions, case studies and
approaches, and to capture them in this product.

How does this Product differ from the Local Area Im plementation Plan (LAIMP)
Guidance?

The TDC LAIMP is essentially a planning tool that also enables data collection about
provision of short breaks in a local area, and the numbers of children using them.
This data will support local areas to baseline their service provision, decide on
priorities for development and make projections on growth in particular areas. Itis
also used as a reporting tool to TDC, to demonstrate how resources are being
deployed and to show actual growth in volume and range of short breaks. The LAIMP
Guidance, published on 1st April 2009, was produced to ensure that there was
consistency in how local areas defined services and counted use.

The data required for the LAIMP is key to service planning, but does not constitute
the full range of information required to bring about service transformation. Building
on the foundations of the LAIMP and its corresponding guidance, this product takes a
wider view and considers the use of information across a range of applications
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relevant to short break service planning. In this sense, the LAIMP guidance and this
document complement each other. Each has been written to help those in local
areas to make progress on collecting and using data in order to be more effective in
commissioning and transforming short breaks.

Data and Policy Reference Group

Facilitated by TDC and arising from one of the national learning sets, a group began
meeting in the autumn of 2008. This group includes representatives from local areas,
delivery support and the DCSF. Their original remit was to review the LAIMP and
recommend structure and content of the guidance; they will continue to meet
quarterly throughout the programme to make recommendations on further
clarification of data required and on any additional data needed through the LAIMP

reporting (See Appendix).

1.2 What is a short break?

* Short breaks come in a variety of formats and each one can last from just a few
hours to a few days, and occasionally longer, depending on the type of provision and
the needs of the child and their family. Short breaks should be reliable so that carers
can plan around the breaks provided'.

(AHDC Short Breaks Implementation Guidance 2008)

Short breaks can include daytime, evening, weekend and overnight activities. They
can take place in a family based setting, a residential, educational or community
setting, in the local environment, or in the child's own home, Whilst the range of
activities is broad, short breaks will always provide a substantial break for the parent
as well as responding to the child’s interests and preferences. The activities can
include social and sporting activities, play schemes, pre-school groups, youth clubs,
time in residential homes, nurseries, or enjoying the arts or dance.

1.3 The Vision for Short Breaks

‘Short breaks form part of a continuum of services which support disabled children
and their families. They are provided to give:

disabled children and young people enjoyable experiences away from their
primary carers, thereby contributing to their personal and social development and
reducing social isolation

parents and families a necessary and valuable break from their caring
responsibilities’
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“The vision behind Aiming High for Disabled Children is for families with disabled
children to have the support they need to live ordinary family lives as a matter of
course”.

(AHDC Short Breaks Implementation Guidance 2008)

Short breaks should ensure that the disabled child gains improved outcomes, both
through their experiences while in short break provision, and through ensuring that
the child’s family remains resilient and healthy and is supported in meeting their
caring obligations.

To meet this vision Local Areas (Local Authorities and Primary Care Trusts) will need
to develop Short Break services to meet the Full Service Offer (FSO) which is
described in the Aiming High for Disabled Children: Short Breaks Implementation
Guidance. The FSO meets the following overarching objectives:

to base service provision on the identified needs of all eligible disabled
children/ young people and their families;

significantly increase the volume and range;

significantly improve access to short break services;

improve the quality of short break experiences for disabled children and young
people.

1.4 What do we mean by ‘transformation’?

"Transformation’ here means to bring about demonstrable improvements to make a
significant positive impact on the lives of disabled children and young people and the
families who care for them through a series of whole system reforms, set out in
Aiming High for Disabled Children: Better Support for Families report (2007).

Short breaks transformation is a central component of the government’s vision to
improve the quality of the lives of disabled children. Transformation involves
changing the way we think about commissioning and providing short breaks, so that
we achieve the vision set out above and can ensure that children do have more
positive and enjoyable experiences; that families can have necessary breaks -
knowing their child is safe, happy and fulfilled; and that we provide a wider range of
types and numbers of provision, offering choice to both children and their families.

1.5 Who are short breaks for?

Within the scope of the Aiming High for Disabled Children (AHDC) programme, short
breaks should be provided to disabled children (as children in need), where
appropriate and where holistic assessment processes (compliant with the Children
Act 1989 and corresponding guidance) indicate that short break services would be of
significant benefit to the child.
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In practice these children are often severely disabled and require short breaks as a
result of the extensive care requirements placed on their parent carer and wider
family members. This group of disabled children will require either additional support
to access universal or mainstream services or will use specialist or targeted services.

Aiming High also offers the opportunity to open up short break provision to a wider
set of beneficiaries than those for whom an initial or core assessment has led to an
allocation. By identifying a population group of severely disabled children,
authorities and PCT partners can extend provision to children and families who may
not have been provided with a child in need assessment, but whom may
nevertheless benefit from short breaks. In this way, local partners are able to utilise
breaks as a preventative service and minimise associated costs with making
provision.

1.6 Who are the priority groups?

Within the categorisation of severely disabled children, the AHDC programme has
prioritised two broad groups of children who in the past have remained on waiting
lists for the longest and have often not been given a choice of the type of short break
service they can access (Carlin et al., 2004; Carlin and Cramer, 2007). These two
priority groups are:

Group A - children and young people with Autistic Spectrum Disorders (ASD)
who also have an additional impairment, such as severe learning disabilities or
behaviour which is challenging OR those children and young people whose
challenging behaviour is associated with other impairments such as severe
learning disabilities.

Group B - children and young people with complex health needs including those
with disability and life limiting conditions, and/or those who require palliative care
and/or those with associated impairments such as cognitive or sensory
impairments and/or have moving / handling needs and/or require special
equipment / adaptations. These children may be referred to as having ‘multiple
impairments’ or ‘profound and multiple disabilities (PMLD).
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In order to transform short break services, local areas need to access a wide range
of data, information and knowledge. This will include data based on population
statistics, service reviews, and assessments as well as knowledge based on
research and feedback from parents and disabled children. All types and sources are
important and will provide a part of the total picture.

Local areas will need to collect the following types of data, information and
knowledge including:

population or demographic data

data on the local disabled children population

views of service users - both disabled children and their families
information about existing and potential service provision
workforce data

-~ 0o o0 T

evidence on outcomes?

! Evidencing outcomes is the subject matter of a separate TDC product available from July 2009 on
the TDC website, and is not addressed in this document.
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3.1 Purpose of data collection

The key purpose of data collection in transforming short break provision is to ensure
better outcomes for children and families of disabled children. But there are other
additional purposes for which data can be used. These tend to fall broadly into the
following areas: planning, monitoring, development/ improvement and accountability/
information providing. For example:

Planning requires data to:

underpin various plans, particularly the Children and Young People’s Plan
build up knowledge about current services and their usage

provide trend analysis for planning

support the development of business cases

set targets for service provision

enable better collaborative commissioning across areas (for example, sub-
regionally)

ensure there is a fair and equitable distribution of services.

Development/ Improvement requires data to:

provide a lever to ensure better services through improved (service) specification
change services in line with changing needs

Monitoring requires data to:

demonstrate changes in volume and use of services

confirm that appropriate and timely services are being provided and thus better
resource management through strategic planning

confirm or reject ‘gut feelings’, hypotheses or tacit knowledge

Accountability/ Information  requires data to:

share progress and highlight ongoing needs with partners
improve the targeting of information and communication
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provide accounts of performance and progress to elected members, government,
parents and the public

plan for emergency cover arrangements and contingencies

3.2 Data sources and uses

The following describes the types and sources of data, information and knowledge

outlined above.

3.2.1. Population or demographic data - national st

What data do we
need?

Where can we get it?

atistical data

How can it be used?

Population or
demographic data
e.g. growth
projections, live birth
rates and projections,
deprivation, benefits
(DLA and Higher Rate
DLA), ethnicity, birth
weight

National websites — for
example: Department
of Works and Pensions

National research
reports

ChiMat and mapping
data

Regional Public Health
Observatory

Joint Strategic Needs
Assessment (JSNA)

Population information
collected locally, for
example number of
live births.

PLASC (Schools
census data)

Analysis of population data
will help inform a delivery
strategy and assist with
planning for current and
projected provision.

Population data will help
local areas determine
priorities.

Data from ChiMat, such as
live births and birth weight,
can help the local
authorities draw inferences
about levels of children with
complex health needs. In
many cases, the data will
be used in triangulation (i.e.
giving a sense check to
direct data sources,
identifying gaps in accuracy
or quality of direct data
sources, putting other data
sources in context).

National websites

The Department for Works and Pensions publish information on the take-up of
various benefits, including Disability Living Allowance (DLA).
http://dwp.gov.uk/asd/famchild.asp
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LAs may find it helpful to use the proxy figure of 1.2% of the local child population in
order to gain a ball park figure of the number of severely disabled children in the local
area, to assist in broad planning. The 1.2% assumption is derived from Disabled
Living Allowance figures nationally?. This should be supported by local area
population information, as well as individual assessments.

UK National Statistics — provides statistics on birth rates
http://www.statistics.gov.uk/hub/population/index.html

Recent national research report

Mooney, A, Owen, C and Statham, J. (On behalf of the Thomas Coram Research
Unit and the DCSF), 2008. Disabled Children: numbers, Characteristics and Local
Service Provision. DCSF — RR042.

ChiMat (Child and Maternal Health Observatory)

This provides web-based resources that allow local authorities to produce tailored
data sets based on up-to-data population and demographic projections.
http://www.apho.org.uk/default.aspx?QN=CHIMAT HOME

3.2.2. Local disabled child population data — statistical information on the

disabled children living in the local area

What data do we Where can we get it? How can it be used?

need?

Local disabled child Local databases held Establish levels of need for

population — by the different planning and

information on agencies. commissioning.

individual children/

families such as age, Information on Knowledge of individual

disabilities, school, individual children children and families

ethnicity, services using services — held enables tailoring and

received by Children’s Disability | targeting of services to
Team and other meet needs, and also
specialist services, for | assists with targeting
example, Occupational | information about provision

2 Estimates for the number of disabled children in the UK and England vary from 5% to 7% of the child
population. Figures obtained through Disability Living Allowance tend to be used for the group of
children that the AHDC programme should be prioritizing, (as this group of children have historically
not been in receipt of services). The number of severely disabled children is approximately 17% of the
total number of disabled children, or 1.2% of the total local child population. The 1.2% can be used to
provide a ‘ball park’ figure for the number of severely disabled children in a given area. Many of the
pathfinders find that using this estimate is more helpful than defining disability.
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What data do we
need?

Where can we get it?

How can it be used?

therapy, Physiotherapy
etc.

Information held by
Health agencies on
children with palliative
care needs and
children with complex
health needs

Information held on
children with Special
Educational Needs
(SEN)

Information held on
Disability Registers

3" sector providers

and further consultation with
families.

Age profiling will assist with
planning future service
provision, as trends in type
of service usage may
change over time.

In some local authorities and PCTs, services have historically kept separate,
localised databases. Where this is still the case you may wish to collate these into
spreadsheet with different tabs, in order to bring multiple lists together and make
them more accessible. This approach can help identify cohorts of children.
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%

3.3.3. Views of service users and their families

This knowledge is mainly non-numerical and provides more of the qualitative

information that is required. It is important not to use information from, for example, a
group of 20 parents to generalise to all parents, as the groups often consulted are not
representative of your whole local population.

What data do we
need?

Views of service
users and their
families

There are a variety of
approaches to engage
and involve disabled
children, young people
and their families -
parent-led conferences,
family consultation days,
surveys, focus groups
etc for parents and fun
events, Big Brother
diary rooms / pods etc
for disabled children.

TDC website (Practice
Section) features
examples of good
practice in this area

Compliments/complaints

Where can we get it? How can it be used?

To provide qualitative
feedback on services
provided and services
required.

To ensure that
commissioners are working
in partnership with service
users and are working
together to plan services
that children and families
need and want and are
benefiting from.
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Research in this area of work has concluded that participation should be an ongoing
process rather than a one-off event. It should be embedded in our practice and in the
way we deliver services. It is by adopting these approaches that we will be more
likely to engage with parents who do not come to ‘group events’, who do not have
English as their first language and who are perhaps not articulate or literate.

In the same way by making consultation methods part of the process we are more
likely to use methods which will engage children who do not use language, who do
not have the cognitive ability to make abstract choice or children on the Autistic
spectrum who may use language in a different way. Commissioners need to be
mindful to build feedback and engagement with both children and families into
service specifications so that it becomes embedded in the design and operation of
services.

The following case studies illustrate good practice
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3.3.4. Information about existing and potential ser

What data do we

Where can we get it?

vice provision

How can it be used?

need?

Existing service
provision — mapping
current service
provision

Disabled Children’s
Team will have
information about
services being used.

Commissioning
agencies will hold
information about
services being used by
disabled children — e.g.
Health services for
hospices

Service providers will
hold information about
services being used,
e.g. leisure services,
youth services,
Children’s Centres
Extended schools and
third sector providers.

Disabled children and
their families will have
information about
services they would
like to access.

Mapping service provision
will provide information
about service usage, gaps
in provision and help plan
future service requirements.

Information on how far a
disabled children travel to
access a short break
services will build up an
understanding of gaps in
service provision across a
geographic area

Potential Service
providers

National and local
voluntary organisations
active in the area or in
adjacent areas.

Local Provider Forums

Federation of Disability
Sports Organisations

Holding providers’
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What data do we
need?

Where can we get it?

How can it be used?

days with a clear brief
about what is needed
will identify potential

providers.
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This product does not address the area of financial data and its use in planning,
including to examine value for money. Work commissioned from Loughborough

University on this topic will be made available on the AHDC and TDC websites once

published later in 2009.

3.3.5. Workforce data

What data do we Where can we getit? How can it be used?
need?

Workforce data — Skills Audit Use skills audit to plan
Key skills and (i.e. tool to map skills future training needs

characteristics of the
workforce. Need to
include front line staff,
care providers and the
staff supporting care
providers (see
information below).

of workforce members
against skills needed
for particular roles,
often used in HR
departments)
Children’s Service
Mapping

Service Managers
Human Resources

departments in local
authorities and PCTs

Information to be used to
plan for workforce
development and growth to
meet identified needs in the
Area, i.e. matching
resources to needs.

Identify risks and weakness
and plan to meet them
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Local areas need to collate workforce information at four different levels:

frontline staff - review staffing in terms of those undertaking assessments for
services, social work staff placing, monitoring and reviewing disabled children
using short breaks and staff recruiting carers and other short break providers

care providers - short break carers, sitters and personal assistants, residential
staff and staff in leisure and other activity-based services

staff supporting carer providers - Health staff support care providers and therefore
the placements of children with invasive care needs, children who require moving
and handling and children who have behaviour that challenges.

Staff providing universal services such as children centres, after school clubs play
schemes and youth services

The TDC products ‘Growing the Short Breaks Market and Planning for the Workforce’
provides helpful guidance and links on planning for workforce needs.

3.3.6. Outcomes Data

The final area of data that local areas need to collect, in order to monitor and
evaluate services, is evidence on the outcomes of short break services for both
disabled children and their families. A TDC Product on developing outcomes will
cover this area of work in detail, available from July 2009 on the TDC website.

Statutory returns

Within both the local authority and PCT there are officers responsible for regularly
collating and submitting returns containing data on a number of areas. This data may
be relevant and useful in building up the total picture about short break services, for
example - statutory returns (CIN Census), SEN data, NI 54 and 51, home schooling
numbers.

National Indicator N154

The disabled children's services national indicator (NI 54) will look at parental
experiences of services for disabled children and young people aged 0 to 19 and the
extent to which these services are delivered according to core offer standards. The
new indicator will be a core part of performance management arrangements aimed at
improving the quality of services for disabled children. This is a key priority of the
Child Health and Well-being Public Service Agreement (PSA12). This indicator is
included in the National Indicator Set (NIS) and the NHS Operating Framework Vital
Signs indicator set. The indicator will be measured for the first time at local level in
2009/10. A briefing on the indicator (last updated 03 April 2009) can be found on the
DCSF AHDC website. Government Office will be involved in challenge and support
regarding this new indicator.

Joint Strategic Needs Assessment (JSNA)
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Since April 2008 all PCTs and upper tier local authorities have been required to
produce a Joint Strategic Needs Assessment (JSNA) — a 3-5 year assessment of
need based on data analysis relating to adults and children in the local area. This
should contain information about the disabled adult and child population.

Addressing the need to share data

Staff working on the collection of data should find out what existing agreements there
are between members of the Children’s Trust (or Children and Young People’s
Strategic Partnership) that can help in the sharing of information between agencies.
These will have been signed off by the Caldicott Guardian as well as the individual
agencies. Any database must meet Information Governance requirements.

If necessary data systems should be developed that are built around local settings to
have micro-level data sets (and ideally these should be able to inform wider data
collection). Local areas should explore the use of technology to enable the transfer of
electronic data from a PCT to a local authority.
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4.1 What are the issues and blockers to collecting and using
data?

The following are issues that can be barriers to the collection and effective use of
data to develop short breaks:

lack of knowledge about who to contact for data and where it can be found
different definitions and interpretations of ‘disability’

lack of appropriate and up-to-date data sharing agreements and / or
willingness to share data between organisations

securing the data i.e. keeping it safe
sensitivities about using the data only for the purposes it was collected

disparate systems or sources of information that do not interface with each other
resulting in a multitude of databases — by suggesting a separate data base
earlier, you are adding to this issue

systems for capturing data  only allow certain data to be captured even though
other data is available

data accuracy - often data is only as accurate as the systems used to obtain the
data in the first place.

evolving data requirements — data collection requirements change as systems
and processes change over time; systems need to be agile to keep up.

staff want to spend time on using the data to improve quality , not designing
new systems

staff may not possess the technical skills required to collect and manipulate and
analyse short breaks data. Strong administrative skills have become devalued,
but they are essential

non-contiguous borders between PCTs and local authorities, and systems
which do not split PCT data across different local authorities

it's difficult to obtain data on voluntary and independent providers  as they are
not obliged to provide it, unless funded by the local authority or PCT. Smaller
providers are also more difficult to know about

It can be difficult to balance the ‘soft’ approaches to gathering data with the
underpinning hard data

4.2 What are some of the solutions?

clearly identify what data needs to be collected, why it needs to be collected,
who is going to collect it and where the information source is and how it is to be
stored once collected. Ask the following 3 questions:

Why do | need this data?
What would happen if | don’t have it?
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What does this data tell me?

ensure there is shared ownership of data by communicating widely with those
involved, particularly with service providers and parent groups. Where applicable,
seek consent to enable data to be used and shared.

encourage a culture of data sharing by identifying what can be achieved with
the data and share this knowledge between organisations by building
relationships and working together for the outcomes. Use information sharing
protocols and have a responsible information officer

provide training to users of the data so that they can make best use of it.

allow the process of assessing needs and providing services to dictate the data
system (not the other way around)

‘just do it, then tweak it’. Don’t try and make your system ‘perfect’ - start simple
and build on it.

create agile data systems - capable of changing to suit changing needs and
services in the area. These systems should be able to highlight effective good
practice, as well as point towards areas requiring development.

general commitment from management needs to be followed up with action to
obtain and use data to improve services and to resource this sufficiently

respect for the child/young person and their family includes obtaining and using
their data accurately and well, and maintaining confidentiality and anonymity.

Undertake periodic checking to improve data quality

prioritise what data is necessary - don’t waste time chasing what is only going to
add minimal value.

‘eat the elephant in small pieces!” - that is, don't try and do this challenging task
all in one go. Decide on your minimum requirements and build on that.

#

% #0

4.3 A step by step guide - advice from the ‘incubat  or’ group

If you are starting from scratch:

© Together for Disabled Children 2009 Page 24 of 33 5" June 2009 v1.1



1 Use the LAIMP and the accompanying LAIMP guidance as your starting point.
The data asked for in this document gives a sound starting point from which you
can build.

2 obtain the mandate from your senior managers (ensure they are aware of what
the task involves) and keep feeding back to them on your progress — whether
they ask for it or not.

3 Identify and make a list of - firstly, what data is missing (to enable you to complete
your LAIMP), and - secondly, what other data you need to provide you with ‘good
enough’ information for sound short breaks planning

4 identify and make a list of who you think holds information or data that is required

5 bring together people who are likely to be able to help with this task — agree a
shared understanding of what is needed and who will take responsibility for
finding out and collating

6 use the information which is already held on various databases within your
organisation and information held by the Disabled Children’s Team

7 obtain and become familiar with your child population data and the basic
demography of your area

8 use ‘proxy’ measures to estimate the number of disabled children so that you can
begin to plan services, e.g. approximately 1.2% of the child population is severely
disabled.

9 use the ChiMat/C4EO websites and the Children’s Service Mapping tools to
develop a better ‘picture’ of your population and as a triangulation method

10 integrate the knowledge which comes from disabled children and their families
about their services

11 develop a comprehensive picture about existing service provision, gaps and
potential new providers

12 encourage all services to participate in the service mapping process and to
respond to requests for data about who is using services (build into Service Level
Agreements (SLAS)

13 undertake a skills audit on the short breaks workforce and plan for future
workforce needs

14 see your data and systems for short breaks as part of a larger whole, and make
sure they are coherent with and relate to the wider data set and systems for
disabled children and children generally

15 make friends and develop relationships with colleagues in other agencies who link
up with your agenda. A ‘teamwork’ approach can really help.
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Gloucestershire County Council.
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Lastly, some wise words from Charles Handy...

“The first step is to measure whatever can easily be measured. This is OK as far as it
goes. The second step is to disregard that which can't be easily measured or to give
it an arbitrary quantitative value. This is artificial and misleading. The third step is to
presume that what can't be measured easily really isn't important. This is blindness.

The fourth step is to say that what can't be easily measured really doesn't exist. This
is suicide.”

‘The Macnamara Fallacy’ described in The Empty Raincoat, Charles Handy (1994)
Hutchinson Business
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Acronyms
ASD Autistic Spectrum Disorder
AHDC Aiming High for Disabled Children
ChiMat National Child and Maternal Health Observatory
DCSF Department for Children, Schools and Families
DH Department of Health
DLA Disability Living Allowance
ECM Every Child Matters
JSNA Joint Strategic Needs Assessment
LAIMP Local Area Implementation Plan
LSP Local Strategic Partnerships
PCT Primary Care Trust
PMLD Profound and Multiple Disabilities
SEN Special Educational Needs
Terms

Demographic data — a statistical representation of the groupings within a
community, for example, by age, gender, area lived, type of impairment etc.
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Carlin, J and Cramer,H. 2007 Creative Responses to Changing Needs? Fourth
National Survey of Short Break services for Disabled Children in the UK.
(Shared Care Network Publication) York: York Publishing Services.

Carlin, J, Morrison, J, Bullock, J and Nawaz, S., 2004. All Kinds of Short
Breaks. (Shared Care Network Publication). York: York Publishing Services.

Department for Children Schools and Families (DCSF) and Department of
Health (DH), 2008. Aiming High for Disabled Children: Short Breaks
Implementation Guidance. London: HMSO.

Department for Education and Skills (DfES) and HM Treasury, May 2007.
Aiming High for disabled children: better support for families. London: HMSO.

Information Sharing: Guidance for Practitioners and Managers (2008) DCSF
and DCL,; available online at www.teachernet.gov.uk/publications - search using
ref: DCSF:00807-2008

Mooney, A, Owen, C and Statham, J. (On behalf of the Thomas Coram
Research Unit and the DCSF), 2008. Disabled Children: numbers,
Characteristics and Local Service Provision. DCSF — RR042.

DCSF AHDC data workstream — research with York University and local
authorities on best practice in using data — to be published Summer 2009

TDC & TfC Product on Information Sharing — available from mid June 09 will
cover: consent, map of commonly needed information, case studies on the 7
golden rules, model agreement forms, a training guide, where to find out more.
TfC and TDC websites.

www.childrensmapping.org.uk

www.chimat.org.uk

http://www.statistics.gov.uk/hub/population/index.htm

http://dwp.gov.uk/asd/famchild.asp
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Below are examples of roles of people/ or particular departments who it might be
worth talking to, to support your work in improving data collection and analysis. The
list was generated at the Incubator day.

In the local authority - Disabled children’s service lead and sensory
impairment leads, as well as SEN leads

wider children’s services — including Youth Services,
Early Years and Extended schools leads, School
Planning team

Children’s Centre Managers,

people from finance team; corporate and children’s
services performance

economic development lead

Adult services

Leisure services

council planning department

equalities lead

Housing

Local Strategic Partnerships (LSP) Lead
Information Teams

In the PCT Each PCT has a data lead. Children’s Commissioners can
also signpost you to others such as PCT Finance,;
provider services (including NHS provider trusts and
health professionals); Public Health leads.

Child Development Units

Voluntary and The relationships will vary across each area, but one
Independent sectors approach will be to work through the LSP(s) and another
is to liaise with the CVS in your area. Data on voluntary
and independent provision is particularly hard to gather
and maintain, so these are relationships worth cultivating!
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Children’s services mapping - a complete picture of children’s service provision
www.childrensmapping.org.uk

Aim: To bring together information for local authority and health colleagues in
children’s trust partnerships in order to:

Encourage and inform discussion on the children’s change agenda
Inform joint strategic prioritisation and commissioning decisions

Increase understanding of the resources, service inputs and processes
required for improved outcomes

Mapping your population enables responsive and accurate planning and
commissioning by 'knowing your customers'.

Mapping products include:

On-line data collection
Ongoing reporting
Benchmarking tools
Graphs and mapping
Local profiles

‘My space’ to save working
Service directories
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The aim of the Data Reference Group is to:
to provide a forum for Local Area AHDC Programme Leads and Data Analysts to
meet with TDC to enable monitoring of the Data being collected by Local Areas as
the Programme progresses
to support the process of ensuring that the data being collected and presented
iIs demonstrating effective implementation and positive impact
to make recommendations for further clarification of data required and for any
additional data needed
to explore and make recommendation for the sharing of learning from the
collection and analysis of data
to explore ways of supporting the sustainable improvement of data collection
throughout the programme and beyond.
to meet on a quarterly basis

Membership
Andy Horne — Systems Manager, TDC and TfC
Anne Lobley — Nottinghamshire LA
Bev Playle — Strategic Lead, northern regions, TDC
Chris Bestwick — DCSF
Christina Karlonas — Derbyshire LA
Jackie Jackson-Smith; LPA rep — TDC
James Brown — Gloucestershire LA
Jayne Aitken — Sunderland LA
John Dunning — Hampshire LA
Ray Evans — Coventry LA
Richard Lansdale — Telford and Wreakin LA
Rita Wiseman — Director of Delivery Support, TDC
Simon McKenzie — Bracknell Forest LA
Steve Bowring — Bradford LA
Steve Fletcher — Sunderland LA
Victoria Wadams — Programme Coordinator, TDC
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