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This guide has been written as an introduction to short break services for staff in local
areas involved in delivering the Aiming High for Disabled Children programme. It sets out
the context in which short break services have developed, and some key information
about both the users and providers of these services.

There are references to emerging practice throughout this publication. Local areas are
encouraged to make use of the TDC website (www.togetherfdc.org) to keep up to date
with new ideas or submit their own case studies.

This guide has been adapted from How to ‘hit the ground running’ in transforming
short break services written by Jeanne Carlin and Jan Morrison for Together for
Disabled Children in partnership with the Council for Disabled Children.

It has been developed to support local areas in delivering the short breaks transformation
programme.

March 2009

Transforming Short Break Services Page 2 of 23 v1.1 March 2009



1 A brief history of disabled children’s short brea k services

What are disabled children’s short breaks?

Short breaks are preventative, family support services that can also enhance disabled
children and young people’s personal, social and emotional development. They form part
of the wider package of support available to disabled children and their families.
Traditionally they have been available in the form of residential provision (through either
health or social care) and overnight stays with link families. The range of options has
increased over the past ten years as service providers have introduced sessional and
outreach work, sitting services, play and leisure options and contract carer schemes. The
duration of short breaks ranges from a few hours to a few days, and occasionally longer
depending on the needs of the child and their family.

Previously known as respite care, ‘short breaks’ has become the preferred term and the
one used throughout the Aiming High for Disabled Children programme. This term is a
more accurate reflection of the range and breadth of services that many local areas now
provide. It also encourages a more positive interpretation that acknowledges the needs of
disabled children and their families.

How did disabled children’s short breaks develop?

Traditionally both disabled children and adults were cared for in long stay hospitals.
Although the National Assistance Act 1948 allowed local councils to pay for care in a non-
institutional setting, ‘respite’ continued to be provided mainly in hospitals. This continued
until the 1970s when, under the Health Services and Public Care Act 1968, children with
a learning disability could be placed in a hospital or residential setting in order to “relieve
the burden” on their families.

During the 1960s and 1970s the practice of admitting children to hospitals for either short-
term or long-term care came under question. In the mid-1970s local councils set up a
number of family-based schemes, although residential short break provision continued
alongside this. A report written for the National Children’s Bureau (Robinson, 1984)
estimated that there were around 60 family-based short break services. In 1989 the first
national survey of short breaks received information from 212 family-based services for
children.

During the 1990s family-based services began to diversify to meet the needs of the
changing population of disabled children and young people. All local areas saw a rise in
the number of disabled children referred for services that required moving and handling,
the administration of an invasive clinical procedure as part of their routine care, and for
support with Autistic Spectrum Disorder (ASD). Service providers had to become more
innovative and flexible to meet these changing needs. Many areas began to develop
alternative services such as sitting, befriending and Saturday day care schemes. This
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expansion has continued since 2000, with further options such as contract carer schemes
and the introduction of direct payments.

This expansion in the availability and diversity of services has not however been
consistent across the country. Part of the challenge of the Aiming High change agenda is
to ensure that all disabled children and their families have a menu of service options that
meets their needs.

The legislative and regulatory framework

Before the 1989 Children Act, family-based short breaks were run on an informal basis.
There was no requirement for children to be looked after by the local authority when
placed with another family. Although a few service providers carried out regular reviews,
there was no statutory duty to do so. While many practitioners believed that the flexibility
and informality of short break services made these services attractive to parents, there
was a growing awareness that disabled children were at greater risk of abuse.

The Children Act 1989 put family-based short breaks onto a more formal statutory basis,
with the two major changes being:

stays of 24 hours or more away from home meant that the child was
accommodated

people who provided short breaks lasting 24 hours or more to a child who is looked
after must to be approved as local authority foster carers

In 1995 regulations® were introduced that defined short breaks as a series of short-term
placements in the same place or with the same carer, where no single placement lasts
more than four weeks and the total duration of placements is not greater than 120 days in
any 12 month period.

The current regulations and standards that apply to short breaks are not covered in detail
here as the Department of Children, Schools and Families/Department of Health are due
to publish revised guidance on these.

! Children (Short-Term Placements) (Miscellaneous Amendments) Regulations 1995
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2 Types of short breaks

The expansion of short break options has been driven by a number of factors. These
include:

the changing population of disabled children (as outlined in Section 1)

the move to include disabled children in universal and mainstream services
wherever possible

a change in emphasis to providing services that benefit disabled children and their
families, rather than a focus on the needs of parents

difficulties in recruiting short break carers to provide overnight short breaks

This chapter provides an overview of the different types of short breaks, including direct
payments as a means to purchase these services.

(@) Residential services

In recent years residential units providing short breaks have become smaller and more
home-like. They are run by local authorities, the independent sector or health services.
Children’s hospices also provide overnight services to children with complex disabilities
and palliative care needs.

Residential services now cater primarily for children who are more challenging to place
with short breaks carers. This includes older children who require moving and handling,
children who require invasive clinical procedures, and those with severely challenging
behaviour. Whilst it is likely that residential provision will continue to focus on children with
these types of need, the Government wants the current investment in short breaks to
open up the range of options for this group.

There is some evidence from research and pathfinder applications that many residential
services have diversified and now also offer an outreach service. This may take the form
of group evening activities, or support in the child’s own home. These services offer
activities to the child and a break for the family, and do not involve the child having to stay
away from home. Local area data collection exercises will shed more light on the extent of
this development.

Residential units managed by the local authority or the voluntary sector are registered
and inspected by Ofsted in accordance with the Children’s Homes Regulations 2001 and
the National Minimum Standards. Children’s hospices and residential provision provided
by health services are registered and inspected by the Health Care Commission.

The majority of children who use services provided by hospices are those with multiple
impairments and complex health needs, rather than those with life limiting conditions such
as cancer. Not all the services provided by hospices are short breaks. However when
they do fall into this category, the time spent in the hospice is commonly taken into
account when authorities consider the level of short breaks a child receives. Information
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on children using hospices for short breaks will be recorded in the data local areas are
collecting for the Aiming High programme.

In some areas special schools offer hostel or residence facilities for their pupils. The
schools do not define such overnight stays as short breaks, but rather as ‘a 24 hour
curriculum’ — but in effect they provide breaks to families for a few nights per week.
Children will often be referred to social work teams for short breaks, particularly in holiday
periods. The amount of time the child is away from home is therefore taken into account
when offering further short breaks. Very often these school residences are not flexible
enough to allow families to take a holiday break without their disabled child. However if a
family is provided with an occasional holiday break on top of the time that their child
spends in a school residence, this can create issues around the equity of service in a
geographic area.

(b)  Overnight and day care with short break foster carers

Short break placements offering overnight stays with approved carers were the first type
of family-based short breaks to be developed. A short break foster carer is usually
approved for up to three ‘link’ children, who can stay overnight at different times for short
periods (mainly at weekends).

(© Overnight and day care with contract carers

Contract carer services have been set up largely as a response to the shortage of
overnight family placements. The fourth national survey of family-based short break
services (Carlin & Cramer 2007) found that 31 local areas in the UK had developed
contract carer services, 20 of which were managed by the local authority and ten that
were managed within the voluntary sector.

Contract carers (also known as fee paid, salaried, professional or link-plus carers) are
approved as foster carers by a fostering panel to provide short breaks. They are usually
contracted to provide a specific number of nights per week or per year, and receive a fee
or retainer, even when they do not have a child staying. They also receive an allowance
when a child is in placement in the same way as other short break carers. The children
are usually cared for in the homes of the carers for overnight stays or day care.

Contract carers tend to look after children and young people who have been considered
hard to place. These are similar to the groups defined as high priority within the Aiming
High programme - children with ASD, complex health needs, children with moving and
handling needs and those with challenging behaviour. The capacity to cater for these
categories of need is likely to lead to an increase in the number of contract carer schemes
under the Aiming High programme. The availability of capital funding for equipment and
vehicles is a factor too. As contract carers provide placements for five children on
average, local areas have tended to see them as a better investment for the provision of
equipment, adaptations, transport and training in comparison to carers who offer a
placement to one or two children.

Where prospective carers are couples, most providers require both partners to be
approved as foster carers. This is the same for both heterosexual and same sex couples.
In some cases the majority of care is provided by only one of the partners, and most
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services are flexible about the preparation training undertaken by the less active partner.
Depending on the circumstances a partner may only be assessed and checked as a
‘significant adult’ living in the household. For contract carers the ‘retainer’ or fee is paid to
only one of the partners (unless they are both working as contract carers).

More detailed information on contract carers can be found in the guide A job worth doing
(Carlin, J. 2008).

(d)  Sitting/sessional worker services

There are a variety of terms that describe care that begins and ends in the child’s own
home and include an element of personal care. Sitting is the most common one; other
terms include home care, in-home care, outreach worker and sessional worker. There is
a corresponding variation in the roles of workers in this category. In some areas a sitting
service will be wholly based in the child’s own home, whilst in others the worker will take
the child out and about as part of the care session. The latter is usually referred to as a
sessional worker.

Sitting services arose from the practice of some short break carers of providing care in
the child’'s home, perhaps because of the availability of equipment or the need to provide
a consistent environment. The setting up of recognised sitting services involved a process
for assessment and training that followed the same lines as short break carers approved
as foster carers.

Sitting can take place in the child’s own home on any day or evening during the week.
The sitter should be employed by a registered agency as prescribed under Domiciliary
Care Regulations or employed directly by the parent with funding provided under the
direct payments scheme. Alternatively, for children under the age of eight, the sitter may
be a registered childminder. Overnight sitting is the same, but includes overnight care
during which the parents may or may not be present.

Sitting services provide a very flexible solution. In some services siblings are looked after
at the same time as the disabled child, providing a total break for the parents. They are
also often used in combination with a direct payment, with parents using this facility to
employ a sessional worker to take their child out.

The fourth national survey of family-based short break services (Carlin and Cramer 2007)
identified 30 short break schemes in the UK that were providing a sitter or sessional
worker service. Most of these were managed by voluntary sector providers. This figure
under-represents the true picture however, as the survey did not cover sitting services
that were separate from other overnight short break services (for example sitting services
contracted out to organisations such as Crossroads or small local voluntary
organisations).

The differences in practice across the country may be explained by differences in the
status of sitters in different local areas. There is inconsistency among providers of short
break schemes when it comes to classifying sitters as foster carers, self-employed or
employed. Schemes have in the past misused foster care approval systems as a way of
recruiting sitters and then treating them as carers and paying them through an expenses
route. It is now accepted as good practice that sitters should be employed or self-
employed because they go to a place of work outside of their own home. The 2007

Transforming Short Break Services Page 7 of 23 v1.1 March 2009



national survey found however that sitters were regarded as employed or self-employed
in 52% of sitting schemes. This indicates we still have some way to go in ensuring that
sitters are recruited and remunerated appropriately. These variations in status also mean
that different recruitment practices exist; some short break services are using a
recruitment interview, while others use an assessment and preparation process similar to
that for short break carers.

Sitters regarded as employed or self-employed tend to be paid a wage (on average £6.94
an hour) and those regarded as carers are paid an allowance (on average £3.58 an hour,
figures for mid-2005). Aiming High funding should be used to address these pay and
recruitment issues, for example to reflect the responsibility that many sitters take on when
caring for children with more complex care needs.

Overnight sitting is provided in some areas. Some health providers offer overnight sitting
for children with multiple impairments, complex health needs or those who have palliative
care needs (in some areas this is referred to as the ‘Diana Nursing Team’). Providers find
that overnight sitting works well for children and young people whose family home is
appropriately adapted, for those with ASD who do not adapt easily to new environments,
and for young people who prefer to remain in their own home rather than stay elsewhere.

(e) Befriending

Befriending services take the form of a one to one relationship that enables a child or
young person to access a range of community or leisure activities. A befriender is a
volunteer. There are no national minimum standards for befriending schemes and they
are therefore not registered or inspected. However, local areas that operate them use an
assessment and preparation process similar in nature to that of short break fostering.

The 2007 fourth national survey identified a sharp decline in children’s befriending
services within short break schemes, although the reasons for the decline are unclear.
The survey did not pick up befriending services that were stand alone and not part of the
short breaks team provision and therefore, like the data on sitter services, we do not have
the full picture. Sixty percent of befriending schemes are managed within the voluntary
sector.

Both the national survey and a research study carried in 2004 (Heslop & Robinson 2004)
found that most schemes were unable to meet the demands for befrienders. There is
some evidence of the growth of peer befriending such as that provided by the Action for
Children Umbrella Project in Scarborough, described in Annex F of the Short Breaks
Implementation Guidance. This is a particularly valuable service that enables teenagers
to be out enjoying themselves with their peers rather than with adult carers.

) Community and leisure activities

Community and leisure activities refer to a range of organised group activities that
includes play schemes, Saturday clubs and after-school clubs. These may be specifically
organised for disabled children or include their non-disabled peers.

The 2007 fourth national survey found that only nine percent of short break schemes
were running one or more community and leisure activity. However, there are many
services not provided as part of a short break service that may be accessible to disabled
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children and young people and therefore capable of providing a short break. These were
not covered by the survey however.

The Government has made clear its intention that more disabled children and young
people should be included in mainstream settings; including children’s centres, extended
school activities and play schemes. But there is likely to be a continuing need for some
specialist community based provision, such as the Out and About Saturday Scheme for
young people with ASD (described in Annex F of the Short Breaks Implementation
Guidance). The critical success factors in such services are robust risk management,
adequate staff ratios and staff who are properly trained and supported. It is vital too that
children and young people attending specialist provision also get the opportunity to enjoy
mainstream outings and activities as part of their service.

Is there a typical profile of a carer or care worke  r?

The recruitment of short break carers, sitters and personal assistants presents the same
challenges as the recruitment of foster carers. There is limited research or information on
the profile of carers or residential staff to assist in further effective recruitment. Itis
commonly thought that the majority of carers have some experience of disability prior to
becoming a carer. The recent guide on setting up contract carers found however that this
may not be the case. The diversity of backgrounds and profiles of carers makes targeted
recruitment very difficult, but it also means that there is a large pool of potential carers
available. Many people employed through direct payments are extended family members,
and there is potential here to explore how these people can be encouraged to work within
the care field on a more full-time basis.
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Inclusive services

The Short Breaks Implementation Guidance (www.everychildmatters.gov.uk/ahdc) is
clear that the Aiming High funding should be used with the primary aim of securing short
breaks for severely disabled children. If applied to universal settings, expenditure must
support an identified programme of short break provision and should not simply aim to
enhance inclusion in a general sense (e.g. help childcare settings to provide day care for
disabled children to enable parents to work or train). This is not to say that short break
commissioning ought not to enable provision to be inclusive - but rather the aim of the
expenditure must be to secure short break provision. Disabled children may require one-
to-one support to access inclusive services. It is an accepted part of the Aiming High
programme that providing more sessional workers, befrienders or support workers, either
directly or through direct payments, will increase short break provision. Some local areas
are increasing access to inclusive services by providing either bridging activities to
facilitate confidence and social skills, or an additional staff member for a short period until
the disabled child feels confident in the service.

Direct payments

Direct payments are a means of arranging short break services that gives families the
flexibility and control to decide how to meet their particular needs. A person with parental
responsibility for a disabled child or young person is given money to purchase their own
service rather than relying on the local authority to arrange it. A direct payment is given
instead of a service, based on the same assessment of need and eligibility as used for
direct services. The facility is regarded as one option in the menu of services available to
families.

Most parents use direct payments to employ a person — usually someone within their
network of contacts, for example a play worker, bus escort or a member of the extended
family. A direct payment may also be given to purchase equipment. Parents cannot use
direct payments to purchase a local authority service.

There are two main challenges for parents in using direct payments. Firstly there is the
issue of finding a suitable person or service to meet their family’s needs. The
development of the market by encouraging new providers is part of the Aiming High
programme and should provide parents with more local options. Secondly there is the
process and responsibility involved in becoming an employer. Local areas are finding that
good advice and support for parents on issues such as tax and payroll is an essential
ingredient in the successful take up of direct payments.

Administering direct payments presents a real challenge to local authorities. There is a
difficult balance between giving parents the power and funding to make their own
decisions for their children, whilst still fulfilling their duty to safeguard and protect the
welfare of children. At the heart of this lies the parent’s decision (as the employer) of
whether or not to request a Criminal Records Bureau (CRB) check on a prospective
employee. The guidance states that local authorities should strongly advise parents to
request a CRB check - particularly when employing a ‘stranger’. Some local authorities
ask parents to sign a disclaimer stating that the issues have been discussed with them
and that they are aware of the risks.
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It is good practice to encourage parents to see the CRB check as just one way of
safeguarding their children, in addition to standard recruitment good practice such as
taking up references and discussing gaps in a candidate’s work record.

Under section 17A of the Children Act 1989 direct payments are available for local
authority services for children in need®. However, local partners are encouraged to work
as flexibly as possible. In some of the areas where there is good joint working between
health and social care, direct payments are funded jointly by the local authority and the
PCT.

In an individual budget (IB), different funding streams to which a person is entitled are
integrated, allowing the user greater flexibility to choose how resources are used. Users
can choose to take this monetised budget as cash, services or a mixture of the two. The
flexibility of individual budgets allows individuals to tailor the support they receive to meet
their needs as a whole, rather than being provided with compartmentalised and
fragmented support. IBs can also be held and managed by a broker who in turn can
support service users in managing the budget, arranging care, facilitating a package of
support designed around the beneficiary, coordinating provision of services and avoiding
duplication in provision, and in improving outcomes for the family.

2 Provided under section 17 of that Act and for servi ces provided under section 2 of the Carers and
Disabled Children Act 2000, in accordance with the Community Care, Services for Carers and
Children’s Services (Direct Payments) (England) Reg  ulations 2003
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3  Meeting the needs of specific groups of children

During the 1990s it became clear that certain groups of children were on family-based
waiting lists for longer periods than others. Research by Stalker and Robinson (1991)
identified three distinct groups in this category — children with challenging behaviour,
children with complex care needs, and those from black and minority ethnic communities
(regardless of the complexity of their disability). For some of these children only
residential short break care was available. Nine years later, research by Prewett (1999;
2000) revealed a similar picture.

While there is evidence that this situation has improved, there are still groups of children
that remain harder to place in family-based services than others and these are recognised
within the Aiming High Short Break Full Service Offer as requiring a particular focus when
planning for a growth in provision®. These are:

children with complex health needs (requiring invasive care)

older children with moving and handling needs

children on the autistic spectrum (usually with severe learning disabilities)
children with ‘challenging behaviour’

older children (14 plus), particularly boys

In reality of course, these categories overlap and cannot be regarded as discrete groups,
but they form the basis for the priority groups in the Aiming High programme.

The make-up of the population of disabled children has changed over time. There has
been a dramatic increase in the number of children on the autistic spectrum, and an
increase in the number of children with complex health needs and multiple impairments.

Family-based services have responded to these challenges by:

increasing the diversity of services on offer, with less reliance on the traditional
overnight family-based placements

increasing the use of contract carers — initially for children with complex
health/moving and handling needs, and more recently for children on the autistic
spectrum

providing innovative services to meet the more age-appropriate needs of older
children

focusing work on the barriers to finding placements for children from BME families

addressing the risks, training and support required by carers

® See the Short Breaks Implementation Guidance at www.everychildmatters.gov.uk/ahdc
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Children with complex health needs, moving and hand ling needs, and challenging
behaviour

During the 1990s short break providers encountered a range of barriers that hindered the
provision of services to disabled children with more complex care needs. These included
providing elements of care that were regarded in some areas as inappropriate for family-
based settings:

carrying out ‘invasive’ tasks (for example tube feeding) - it was a requirement in some
areas that only health staff should carry out such procedures

lifting and moving of children - it was often accepted practice to involve two people in
this, or to use mechanised equipment

managing challenging behaviour - in residential provision this was often carried out by
more than one person.

The result was that some children only had the option of using residential short break
services.

As the ethos of providing services that were family-based and more inclusive gained
ground, providers needed to address a range of issues:

the fear of litigation

the extent of insurance cover for tasks such as invasive clinical tasks
a lack of clarity about training and support for carers

an absence of nationally agreed guidelines, policies and procedures

There were a number of policy developments that helped to overcome these batrriers. In
1997 the House of Commons Select Committee on Health Services for Children in the
Community concluded that it was unacceptable for health professionals to refuse to train
non-parent carers for fear of litigation. They recommended that professionals should be
indemnified by either their employing NHS body or by the NHS centrally.

The recent national survey by Shared Care Network found that insurance companies will
cover carers carrying out invasive tasks as long as all reasonable steps are taken to
assess and minimise the risk. Shared Care Network and the Council for Disabled
Children produced the publication Dignity of Risk (Lenehan, et al., 2004) to address the
risks in all the different areas of care — invasive clinical tasks, moving and handling and
challenging behaviour.

The Royal College of Nursing (RCN) added their support to these developments by
producing a list of permitted invasive tasks that a non-health qualified carer can be trained
to carry out (this list is on the RCN website and is regularly updated). Each carer needing
to undertake such a task must receive training from a qualified health professional that is
specific to the needs of the individual child they are caring for. This type of training cannot
be generalised from one child to another, or be cascaded down among staff. Each
member of staff or carer trained must be signed off as competent by a qualified health
professional.
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All carers or staff who are going to carry out moving and handling activities must first have
general training provided by an accredited trainer, experienced in training on paediatric
moving and handling. They must then be trained on the moving and handling needs of the
specific child in their care. This is usually provided by the occupational therapist or
physiotherapist known to the child - this is particularly necessary if the child will be using
equipment. This training also cannot be cascaded, or provided by the parent or social
work staff.

When providing training to short break carers or care staff on managing ‘challenging
behaviour’ it is important that the management techniques taught should be the same as
those that the child experiences elsewhere. Therefore if Therapeutic Crisis Intervention
(TCI) is used at a child’s school, short break carers need to be trained in TCI to provide a
consistent experience for this child.

In general, family-based services for children who require moving and handling, or who
have invasive clinical needs, are much better developed than those for children with
challenging behaviour. For many children in this latter group, residential short break
services have been their only option. With creative approaches the transformation of short
break services should change this situation, aided by the dissemination of good practice
as it emerges across the country.

Children from black and minority ethnic families

There is also evidence that families from BME communities have a different pattern of
short break usage to white British families. Research by Stalker and Robinson (1993)
found that black and Asian families were under-represented as users of family-based
schemes, and over-represented amongst users of residential units. The first three
national surveys of family based short breaks (carried out in 1993, 1999 and 2007)
highlighted the under-representation of BME families as both users and support carers in
short break services.

The most recent fourth national survey found that:

the vast majority of carers who provide overnight short breaks are from white ethnic
groups (94% of short break carers and 96% of contract carers)

25% of carers providing sitting or befriending services are from BME ethnic groups (an
increase since the first survey in 1993)

children from BME groups are under-represented as users of family based overnight
services

40% of children using sitting services are from BME families

less than 40% of services had ‘same race policies’ - and of those only 50% stated that
they managed to adhere to the policy

In Ethnicity, Disability and Chronic lliness (Ahmad 2000), the author concluded that
disability is at least as prevalent in BME communities as in other sectors of the
population, and should therefore receive equivalent levels of service.
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In 1999 a research report (Chamba, et al.) found that “the majority of BME parents said
they needed more breaks from caring for their child but most did not use short-term care
services. Many were unaware that such services might be available in their area while
others had chosen not to use such provision.”

In 2002, the Joseph Rowntree Foundation produced a report (Flynn, 2002) that identified
four key factors in improving the take-up of short break services by BME families.

The provision of culturally competent services — if BME families are not using local
services, it doesn’t mean they don’t need them. It should be assumed that the services
are not sufficiently culturally sensitive to attract BME families to use them

The need to build community links — services should use outreach and development
work in order to reach specific community groups. Services should also continually
check out assumptions about families and their culture

The need for service flexibility — check that processes and procedures do not
discriminate or exclude BME families. It is also vital that local areas offer a range of
flexible options, including sitting and other home-based provision

Procedures and processes for recruiting care providers need to be continually
reviewed to ensure that they do not exclude or disadvantage particular groups

Building on this work, Shared Care Network undertook an 18-month development project
on making short break services more inclusive for BME families. This culminated in the
publication in 2006 of a toolkit A Process for Change, designed as a starting point for
short break services working with BME communities.

Information from pathfinder applications indicates that many local areas are now working
with new and different communities, in particular those from Eastern Europe. The
challenge to making short break services accessible to all sections of the community is
therefore ongoing.
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4  The service users

How many severely disabled children are there?

Estimates for the number of disabled children in the UK and England vary. Based on the
broad Disability Discrimination Act definition, a Cabinet Office report (2004) stated that
there were 770,000 disabled children in the UK. The Aiming High report estimated this
equated to 570,000 disabled children in England (Department for Education and Skills
and HM Treasury, 2007). This equates to seven percent of the child population. A more
recent report (Mooney, et al., 2008) estimated that the disability population equated to
between three and five percent of the child population.

Figures obtained through Disability Living Allowance tend to be used for the group of
children that the Aiming High programme is focussed on. These provide an estimate of
around 100,000 for the number of severely disabled children in England, about 17 percent
of the total disabled children population. This percentage can be used to work out a
ballpark figure for the number of severely disabled children in any given area (based on
1.2 percent of the local child population). Many of the pathfinders find that using this
estimate is more helpful than trying to define severe disability.

Definitions of disability are important when it comes to setting eligibility criteria for
services. Arriving at a consistent definition has long challenged service providers. The
‘social model’ of disability is commonly used to look at all the relevant factors that affect a
disabled person’s ability to be a full and equal participant in society. However, when
considering eligibility, there is a tendency to revert to defining children by diagnosis and
the use of a medical model. The Aiming High programme provides the opportunity for
more creative thinking in this area (a summary of the type of eligibility criteria used is
contained in an appendix in the Implementation Guidance).

The process for service provision

Since the introduction of the Children Act 1989 the provision of short break services is
dependent on an assessment. The assessment process was formalised by the statutory
guidance Framework for the Assessment of Children in Need and their Families in 2000,
issued under section 7 of the Local Authority Social Services Act 1970 which local
authorities must “act under”. This introduced the triangle of need, and initial and core
assessments. Many authorities modified the forms involved in this process to suit local
need.

Concerns over the value of completing a core assessment for a relatively simple service
(for example a sitter for four hours a month) have resulted in some local areas exploring
whether certain services can be allocated without a core assessment. Many of the
pathfinders are developing alternative assessment models, including self-assessment by
families requiring lower level services.

The Common Assessment Framework (CAF) is now used for many children who are
considered to not require a core assessment. Different approaches have started to
emerge from the short break pathfinder learning sets. Assessments seem to fall into two
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categories - those that use a core assessment by a social worker in a Disabled Children
Team, and those undertaken under CAF by a professional other than a social worker.

In addition, a number of authorities are piloting the use of ‘self-assessments’ based on the
Regulation of Adult Social Care (RASC) model used with individual/personal budgets.

Whichever assessment format is used, it is generally agreed that assessing a child within
the context of the whole family is preferable to separate children and carer assessments.
Some authorities have introduced a matrix system which translates the needs of the child
and family into a score, with the type and level of short breaks allocated on this basis.

The process for dealing with the outcome of the assessment varies across the country.
Many local areas have introduced allocation panels to ensure equity across geographic
areas. One advantage of using a panel is that children are not referred to a large number
of separate services. Effective panels will find solutions for all children, even if these are
temporary ones while families wait for the service of their choice. In areas where short
breaks are contracted out to a diverse range of providers, panels are essential to ensure
a co-ordinated service for each child and an equitable distribution of resources.

Many areas are moving towards a more co-ordinated service across the board, for
example by introducing systems such as the ‘team around the child’ or other key working
systems. Further information can be obtained on these systems from the links to the Early
Support and Care Co-ordination UK websites at the end of this document.

Short Break placements

Once a short break placement has been identified, the usual practice is for the child to be
introduced to that placement at a pace that suits them. For example, this could take the
form of a teatime visit eventually building up to overnight stays. If the child is being linked
to a sitter or sessional worker, introductions will involve the parent staying until the child is
confident and happy to be left.

Engaging children in their short breaks

The right of all children, including disabled children, to participate in decisions that affect
their lives is now enshrined in legislation and reinforced in guidance and good practice
materials. For short break provision this means that local authorities should take into
account the child’s preference when deciding on the particular type of service to be
provided, to have their communication system understood and used by their carers, and
to have their views considered in service reviews. These entitlements form a thread
running through the Aiming High programme.

Sloper and Franklin (2006) found that good practice in consulting with disabled children
was dependent on a champion within the local area to implement it. This same research
found that disabled children who use language, and are articulate and confident, tend to
be the ones consulted about their services. Children who use non-verbal means of
communication are often excluded from these consultations. These findings concurred
with those in the fourth national survey of short break services (Carlin, et al., 2007). This
tendency was evident too in the local authority and PCT bid proposals for short break
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pathfinder status. There was a strong focus on the use of youth parliaments and
participation at planning groups — both are valuable mechanisms, but ones that tend to be
dependent on language use.

Effective engagement with disabled children therefore requires a process for taking
account of their communication methods in their assessment and care plans. Carers or
care staff also need to be trained to understand and use these methods appropriately.
Incorporating children’s views into a service review requires an embedded system for
collecting and recording their feedback, including the use of methods such as
photography and video where necessary.

The Aiming High programme also highlights the need to engage and consult with parents
of disabled children. Focus groups and involvement in planning processes are a common
way of doing this, but these methods also tend to be dependent on parents having the
confidence to participate in them. Some consultation approaches require the use of
written language or computer technology, which will inevitably exclude a proportion of
parents. The Aiming High programme presents a real opportunity to find more effective
ways to reach less articulate and confident parents and those that do not have English as
their first language.
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5 Training the short break workforce

Developing a workforce that can deliver the objectives of the Aiming High programme is
one of the major challenges for local areas. This chapter looks at the issues in
developing the skills of the expanding workforce of care providers, and the staff that
support short break provision.

Securing the appropriate resources to train new carers and risk manage the services is a
key challenge during service expansion. Most service providers pay for this input and
there is therefore a cost implication. Health staff play a central role in providing training
and risk management, and PCTs can use their additional funding to provide these
functions to support short break services. Local authorities and PCTs will be working
together to ensure that the availability of resources for training and risk management
matches the needs of the expansion in short break services.

Short break services will usually put on regular general training on health issues. This is
generally bought in from a national voluntary organisation, a health professional or
sometimes from one of the medical suppliers that specialise in certain procedures.

Child specific training

Child specific training is usually carried out usually by a nurse (paediatric, community,
learning disability or specialist) on a one-to-one basis. Carers must be signed off as
competent at the end of the training. In a residential short break setting, all staff working
with that child must be trained.

Training for the care of children with moving and h andling needs

Training for care of children requiring moving and handling requires partnership working
with a range of health staff (for example, occupational therapists, physiotherapists and
back care specialists). Many areas are addressing the problem of the shortage of national
accredited paediatric moving and handling trainers by funding one or two staff members
to become accredited trainers. This covers general moving and handling training such as
back care, safe lifting and the manual handling regulations.

Occupational therapists (OTs) usually provide advice and training for carer providers
seeking a placement for children with specific moving and handling needs involving
equipment. There is also still some anecdotal evidence that some OTs are reluctant to
take on this role for fear of litigation.

Examples of good practice include the short breaks team in Nottinghamshire (one of the
pathfinders) that employs a nurse and an occupational therapist, and Action for Children’s
managed short breaks team in Devon that employs a full time nurse.

Training for the care of children with challenging behaviour

The picture in terms of training to work with children with challenging behaviour is less
clear. Anecdotal evidence suggests there is a shortage of training and trainers in this field
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for family based settings - many of the training techniques are more relevant to residential
settings. The fourth national survey of short break services (Carlin, et al., 2007) indicated
that there is a range of specialists who provide training, individual advice to placements
and sometimes assistance with risk assessments. These include community nurses
(community teams for learning disabilities / Registered Mental Health Nurses),
psychologists, psychiatrists and social workers. Some schemes use specialist facilities or
teams.

Increasing short break provision inevitably means reviewing the resources required to
support the effective running of the services. This includes staff undertaking
assessments, social work staff placing, monitoring disabled children using short breaks,
and recruiting carers and other short break providers. All these staff require appropriate
training.
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