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1 Executive Summary

1.1 Context

Barnet children’s service commissioned Paradigm to conduct a consultation with disabled
children and young people and their parents/carers to find out their views and ideas for short
breaks services. Barnet Council estimates that there are currently 1,660 children and young
people in Barnet who have support needs which require them to have a statement of special
educational needs (SEN) or early support. There are also around 400 children and young
people with a disability who meet the criteria of, and receive a service from the Disabled
Children’s Team. There are also a number of children and young people who meet this criteria
who are not currently receiving a service, but an exact figure is not known.

Aiming High for Disabled Children highlights the importance of short breaks services and
identifies people with an Autistic Spectrum Condition, or a complex health need, as particularly
important to include in local consultations to ensure that they get good local services, as often
their experiences have been poorer than other disabled children; additionally, people from
minority ethnic groups, frequently underuse services and are an important group to focus on in
a consultation.

1.2 The Consultation

The consultation consisted of a structured questionnaire distributed to nearly 1800 people and
completed and returned by just over 120 people (a response rate of just on 7%). However, in
relation to the number of 400 young people who meet the DCT eligibility criteria, the response
rate is likely to be way in excess of this percentage. In addition, 227 parent/carers participated
in 17 focus groups and meetings, 51 participated in face to face or telephone interviews, over
90 children and young people were involved in workshops, meetings and observations (some
school councils had already done their own involvement work, and including those young
people, this figure grows considerably), and 13 siblings participated in focus groups and

workshops.
i . A

Parents/Carers in focus groups 227

Parents/Carers in interviews 51

Parents/Carers filling in questionnaires 122

Children and young people in workshops and meeting 90

Siblings in workshops and meetings 13

TOTAL 503
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1.3 Findings

The consultation sought to draw a number of themes out:

From people’s perception of current services, what can be learned about features to
include in new short breaks developments and what types of service are sought after
From people’s ideas for short breaks in the future, what can be learned about features
to include in new short breaks developments and what types of service are likely to
sought after

Parents and Carers were more easily able to conceptualise the idea of a service. In summary

they would like services which:

Listen to what their children say they want and need and enjoy doing
Provide fun and positive opportunities for children and young people, geared to their
own individual needs, wishes, hopes and personalities
Provide good, reliable transport to get there and back
Provide good support workers — reliable, interested, trustworthy, trained, understands
needs of child, enthusiastic and consistent
Provide you (as a carer) with a break when you need it, not when it is convenient for the
service to be provided
Flexibility so you can pick and choose both what you want and when you want
Good information about all of the services and opportunities that are available

o Describes the service clearly, honestly and well

o Provides the information in a captivating way which will engage and excite

children

o Clear about the sort of children and young people it is for

o Clear about how you access it

o Clear about what transport arrangements there are and how to get there
Where people with complex needs are supported, trained staff with awareness of the
specific medical issues involved.

The whole process sought to introduce new ideas and horizons to people about short breaks.

The following table captures the services which proved to be the most popular. There is

considerable demand for personal budgets and to be able to use that money to organise short

breaks from a wide menu of supports to suit each young person and their family. There was

variation across ethnicity and type of impairment, which the report further explores — with a

strong preference for culturally specific services, activities and supports.
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Type of Provision Numbers

Family Based Overnight Breaks 54
Residential Provision 47
Support to take part in play and leisure opportunities 47
Support in the Home 60
Day care 38
Camping or holidays away 51
Specialist play and leisure opportunities for disabled children 35
Overnight provision in schools 39
Direct payments/Individual Budgets 99
Sitting 52
Befriending 49

Children and young people found it difficult to conceptualise services, but had very clear ideas
of the sort of activities they wanted to do, and what features they would like to see in a short
break.

The activities included the range of activities any child of a similar age would want:
Under 5’s wanted to spend their time doing play based and fun activities

Primary school children wanted to spend their time doing a range of play, leisure and sport
activities

Secondary school children and young people wanted to spend their time in a range of leisure,
sport and physical activities, alongside other children in ordinary settings

A consistent message of what young people wanted in those supporting them was very
obvious:

e Interested in the activities they were doing
e Kind

e Fun
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e Similar age to them
e ‘on my wavelength’

People with additional support needs such as Autistic spectrum Conditions (ASC) or complex
health needs valued people who understood their condition and needs.

1.4 Key issues
In the course of the consultation, a number of issues frequently cropped up:

e Information —too many people did not know what was available, what was possible or
what they were entitled to

e Transport — many people found that the location of some short breaks services, and the
difficulty in getting about, meant that too much time was spent travelling when they
should be getting a break

e Cost—many families found the extra cost of ‘specialist’ services an extra financial
burden

1.5 Issues to consider in developing short breaks services

Information: a full mapping exercise of services, activities and opportunities, clearly
documented, regularly updated, easy to follow should be conducted and made available to
young people and their families.

Variety: the actual detail of what young people want cannot be found through a general
consultation. Clear and broad themes have been identified. Person Centred Planning will
identify clearly what each young person wants. Any service development needs to reflect the
broad variety of activities that people want to pursue.

Holidays: very short and regular breaks for a few hours should not be seen as an alternative to
holiday based breaks. Young people (and their families) really value holiday based breaks —
supply will need to grow to meet demand.

Universal Provision: the most popular activities amongst young people are those that happen
in mainstream places at times that other young people do things. Improving access will be a
key consideration.

Personalisation: and more families have heard of personal budgets and direct payments. It was
the most popular thing on people’s ‘wish lists’; as they become the dominant model of
provision in adult services, children’s services will find that there is a growing demand from
young people and families too.
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2 Introduction

Barnet Council commissioned Paradigm (see Appendix 8.9 for more information about
Paradigm) to design and conduct a consultation exercise with disabled children and young
people and their carers to find out their views about short breaks services. This included their
views of the services they are currently receiving, and in particular the services and supports
they would like to use in the future.

Under the Aiming High for Disabled Children agenda, Barnet Council will receive extra money
from the Government to help them develop their short breaks opportunities for disabled
children, young people and their families. In order to receive this new funding to support short
breaks every local authority in England has to consult with local disabled children and young
people and their families to find out how they would like short breaks supports to be in the
future.

Barnet Council estimates that there are currently 1,660 children and young people in Barnet
who have support needs which require them to have a statement of special educational needs
(SEN) or early support. There are also around 400 children and young people with a disability
severe and lifelong enough for have an impact on everyday life, who meet the criteria and
receive a service from the Disabled Children’s Team. There will also be a number of children
and young people who meet this criteria and who are not currently receiving a service.

Reports on services to disabled children and young people, and in particular those which focus
on short breaks highlight the importance both to the child and to the parent/carer of a break
from caring. Without these important breaks, some families are unable to cope. The National
Service Framework for Children, Young People and Maternity Services (NSF)?, Aiming High for
Disabled Children?, all recognise and reinforce the importance of short breaks.

“With the right kind of short breaks fdmilies \

2.1 What is a Short Break?

For a disabled child or young person, a short break can be anything from spending a few hours
taking part in an activity that they enjoy to staying away from home overnight. A short break is
meant to enable children and young people to have fun and their parents to have a break and
some time to themselves or to spend with other siblings in the family.

The Valuing People Support Team defined a short break as*:

! National Service Framework for Children, Young People and Maternity Services. Department for Health &
Department for Education and Skills, 2004.

2 Aiming High for Disabled Children: Better Support for Families. DCSF, 2007

3 Breaking Point, MENCAP, 2006

Vi
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e A chance for all family members to get a complete break from the routine of caring, so
combating isolation, stress, crisis and breakdown — “to feel energised and able to go on”

e To help a whole family and community to keep including and caring for the person with
a disability

e For people with disabilities to get an enjoyable break from their families, with real
opportunities and choices to try new experiences, make friends and learn new skills.

“The best short break gives a break to the car ¢
and car e. The best short break benefits everyd

No two families are alike; the two reports and many others have reinforced that short break
services need to reflect the diversity of families: their desires for different lengths of break,
where the support is provided (at home or away) and who it is provided by. Inadequate short
breaks can contribute to stress and sometimes family breakdown, often resulting in the use of
expensive residential services by children’s services. Investment in a good range of quality
short breaks can pay dividends for all concerned.

This report looks at the current short break services that families in the London Borough of
Barnet use, what their experiences and perceptions are and what they would like to see in the
future. From this work with children and young people and their families, we conclude with a
number of recommendations for the Council to consider based directly on where was either a
strong consensus or significant passion for change.

* A Guide to Short Breaks, VPST, 2007, written by Paradigm
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3 Methodology
The consultation consisted of three distinct elements:

e Astructured questionnaire
e Focus groups
e Semi-structured interviews

Each was designed to appeal to different stakeholders, provide multiple channels for data
collection and address different aspects of the information to be gathered. The consultation
was held between September and November 2008. The consultation was led by Julie Pointer,
Consultant with Paradigm and a specialist around children’s services. Julie conducted the
majority of the work and oversaw the work of our other consultants. Other personnel who
participated in the consultation were:

Paula Daley — Consultant

Sally Warren — Director of Consultancy
Richard Lamplough — Associate Consultant
Phillipa Clement-Evans — Administrator
Tony Shingler — Data Analyst

Peter Kinsella — Managing Director

3.1 Questionnaire

A questionnaire was designed specifically for this consultation by Paradigm and Barnet Council,
and the content and structure agreed with officers of the Council before distribution. The
purpose of the questionnaire was to solicit views about current services used and to find out
what ideas respondents had for future services and supports. The questionnaires allowed for
tick box responses to enable quantitative data analysis, as well as free text response for
additional comments from respondents. Demographic data was also collected to allow for
deeper analysis. Appendix 8.1 contains the questionnaire used.

In total, just on 1800 questionnaires were distributed to families. This ensured that the
guestionnaire went to all of those parents and carers of children and young people on the
register for special educational needs (n=approx 1550), and all families eligible for the Early
Support programme, whether they were receiving a service or not from the Disabled Children’s
Team (DCT). In addition, Barnet Voluntary Services Council distributed a further 200
guestionnaires, specifically aimed at ‘hard to reach’ groups, families from minority ethnic
groups, single parents and parents who had a disability themselves.

Whilst the questionnaire was designed with access and ease of use in mind, with large print and
symbols, it was virtually exclusively completed by parents and carers, sometimes together with
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their child. Most families completed the questionnaire independently, a small number of
families took the opportunity during face to face or telephone interviews to complete the
guestionnaire as part of this process. A short document describing possible future options for
short breaks services was distributed with the questionnaire this outlined the options described
in Appendix 0. These options were based on good practice examples from across the UK with
an aim of encouraging children and young people and their families to think beyond the
supports they receive now and consider what they may find helpful in the future.

Appendix 8.2 contains a full demographic breakdown of questionnaire respondents.

3.2 Focus groups

24 focus groups were convened to enable a broad cross section of families to participate in the
consultation. Each focus group was facilitated by an experienced Paradigm consultant and held
at various locations throughout Barnet.

A focus group is a form of qualitative research in which a group of people is typically asked
about their attitude towards a product, service, concept or idea. Questions are asked in an
interactive group setting where participants are free to talk with other group members. A
facilitator guides the group through a discussion that probes attitudes about the issue being
discussed. The discussion is loosely structured, and the facilitator encourages the free flow of
ideas. The facilitator is given a clear brief. He/she will generally have only a few specific
guestions prepared prior to the focus group. These questions will serve to initiate open-ended
discussions. Facilitators examine more than the spoken words. They also try to interpret facial
expressions, body language, and group dynamics. Facilitators may use straight questioning or
various projective techniques, including fixed or free association, story-telling and role-playing.

Thus, they do not produce hard quantitative data to analyse in a spreadsheet. They serve an
equally important purpose (and arguably more important purpose) of probing and capturing
general feelings and thoughts on top of static data collection techniques such as
guestionnaires, as well as getting people to think beyond their own immediate experience and
generate (co-produce) ideas and thoughts with other similar people.

The population was segmented, in a number of ways:
e Type of impairment of the child/young person (with a particular focus on Autistic
Spectrum Conditions and Complex Needs)
e Gender of the parent/carer
e Ethnicity (focusing particularly on Jewish or Muslim families)
e Children and young people
e Parents and carers



http://en.wikipedia.org/wiki/Qualitative_research
http://en.wikipedia.org/wiki/Free_association
http://en.wikipedia.org/wiki/Role-playing
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The focus groups were held at locations and times to maximize participation by as wide a group
as possible. In total, 227 parents and carers attended 17 focus groups.

Appendix 8.4 has a breakdown of the focus groups held, and a full demographic analysis of
participants in the parent and carer focus groups.

3.2.1 Parents and carers
The facilitator of the focus groups focused the questions for participants to discuss around two
key themes:

e Their perceptions of what works and what doesn’t about their current services
e What they would like to see developed in the future with regard to short breaks

In particular, the questions were focused on activities that their children might enjoy doing and,
for many parents, this enabled them to consider short breaks in a completely different way
(thinking beyond traditional services) and thinking about new opportunities for their children
which would also enable them (as parents)to have a break.

3.2.2 Children and young people

For some of the children and young people, the focus groups were designed as a participative
workshop using a variety of techniques to enable the children and young people to participate,
including art, drama and music. These sessions were included as part of a family group to
provide a fun and engaging way to involve children.

For most children and young people the concept of a short break was quite difficult to
understand. In order to make the consultation meaningful for them (and so as not to raise any
anxiety) the questions asked focused on the following:

e What activities do you enjoy doing?
e What activities would you like to take part in, in the future?

For some young people we asked them to think about “their best day” as this naturally led onto
them thinking about what they would like to do in the future (a very useful technique adapted
from Essential Lifestyle Planning). For others, using what their siblings do as an example was
helpful, e.g. is there any activity that your brother or sister does that you would like the chance
to do too?

Any consultation with disabled children and young people needs to be both flexible and person
centred and we endeavoured to ensure our process worked in this way.

Appendix 8.5 has a breakdown of the children and young people involved in focus groups and

workshops.
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3.2.3 Siblings

A small number of siblings participated in the consultation, mostly through focus groups (n=13).
Siblings often see their disabled brother or sister in a very different way to their parents and
provide an important perspective in their own right.

3.2.4 Hard to Reach Groups and specific focus groups
“We are not called a hard to reach group for ngq

In addition to the above, a number of focus groups were set up to ensure that certain groups of
people who either under use services or sometimes have difficulty in accessing services in
Barnet had the chance to express their views.

These specific groups included:

e Focus Groups for people of the Muslim faith

e Focus Groups for people of the Jewish faith

e Fathers’ Group — whilst not necessarily a marginalized group, research shows us that
fathers’ views are often not obtained, both generally and specifically, for various
reasons.

e Parents of children with Autistic Spectrum Conditions

e Parents of children with complex needs

3.3 Interviews

Some parents and carers did not wish to attend focus groups and a number of interviews
(telephone and face to face) were conducted. The interviews adopted the same questions as
the focus groups as well as sometimes completing the questionnaire with the parent or carer.

51 interviews were held, in total. Appendix 8.3 has a breakdown of the people involved in
interviews.

3.4 Additional ways of gathering information

Whilst the consultants carrying out this consultation project have many years experience in
working and supporting both children and adults with various support needs, it was clear from
the beginning that there was likely to be a group of children whose views would be very hard to
obtain.

Children and young people who might not use spoken language, for instance, require people to
get to know them well over a long period of time before they can be confident that they are
able to properly represent their views.

For these children and young people we relied on the following to best seek their views:

t
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e Observation in school - a good way to see what children and young people enjoy doing.

e Discussion with support staff who know those young people well; teachers and learning
support assistants were crucial here.

e Discussion with parents/carers and siblings to support our information.

In some situations, siblings were able to speak up on behalf of their brother or sister.
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4 Findings

We have grouped our findings around what can be learned from people’s experiences and

perceptions of current short breaks services and what people would like to see in the future.

This qualitative feedback is derived from the questionnaires, focus groups and interviews. This

feedback picks up on recurring themes from the questionnaires and specific information about

existing services that arose during focus groups — especially those we consider to be important

aspects to think about when designing or commissioning any future short breaks services.

4.1 What can be learned from current provision

The services represented here are services that families told us about; they are not meant to

represent an exhaustive list of current provision — just the most popular and widely used.

Service n What works What needs consideration
IPOP Play 32 Positive and challenging e Play Plan is confusing
Scheme experience for children e Would like to be able to book
Holiday provision really gives independently
families a chance to switch off
Provides time for children to
spend with friends
Enables children to try out new
things to do
IPOP Holiday | 18 Great for young people to get ¢ Not able to cater for children
& Residential away with complex medical needs
Service e Long waiting list
e Staff need training to use hoists
properly
e Struggle to manage children
with an ASC
Resources 12 Somewhere for our childrento | ¢ Long waiting list
for Autism just be themselves e Unclear information about
We can really switch off as they access to the service (how much
seem able to manage any you can have and for how long)
situation
Finchley 4 Great place to go if you like to e Not an easy place to get to for
Youth perform some
Theatre
Barnet Care |2 Good reputation for older e More geared up for adults
& Support adults e Too risk averse
Service




Bucketsand |4 Focus on cultural needs is Not ‘Jewish’ enough for
Spades pitched right for some people Orthodox Jewish families
Not enough on a Saturday as
that is the Sabbath, but that is
when we could do with the
support
Medical support not enough for
children with life-limiting
conditions
Capacity limited as they take
children from outside of Barnet
SNAAP 4 Integrated setting Some facilities (ie. computer
Available for people who may room) not always available
not get any other service
Some of the support is provided
by other children in the school
Allsorts 6 Trips out can be really enjoyable We would like a wider variety of
activities
We would like more trips out
After school | 15 An environment that the Provision on a Saturday
and play- children know and are morning would really help —
| scheme comfortable with that’s when we go shopping
2 | provision in Support form people that the Providing transport for the
¢ | schools children are familiar with holiday play-schemes
= Wide range of activities More flexible start times in the
§ morning
% In the summer, sessions could
S be rotated to enable you to
S attend your local school
E Not enough done outside of the
2 school environment
é Play scheme hours can eat into
5 Play Plan hours — little time left
;5 for other short breaks
©
% Open Door 5 Focus on early years (very little More of a focus on primary and
E otherwise) secondary school children
g Parents can chat whilst children
5 play
IS Able to get great advice from
é Mencap at the same time as
3 getting a break

~
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Appendix 8.7 has a description and full quantitative analysis of feedback on all current short

break services.

4.2 The features that parents and carers want in Short Breaks services

Parents, carers and children and young people often found it difficult to think beyond the

services they received, and to conceptualise the future in the form of specific services or

models. Instead, they were able to much more easily consider the features that they think

commissioners and providers should design in to any service.

4.2.1 All parents and carers

The following is a list of the features that most commonly occurred in discussions across all of

the focus groups, interviews and extracted from the qualitative entries in the questionnaires:

A service that listens to what the children say they want and need and enjoy doing
Providing fun and positive opportunities for children and young people, geared to their
own individual needs, wishes, hopes and personalities
Provides good, reliable transport to get there and back
Provides good support workers — reliable, interested, trustworthy, trained, understands
needs of child, enthusiastic and consistent
Provides you (as a carer) with a break when you need it, not when it is convenient for
the service to be provided
Flexibility so you can pick and choose both what you want and when you want
Good information about all of the services and opportunities that are available

o Describes the service clearly, honestly and well

o Provides the information in a captivating way which will engage and excite

children

o Clear about the sort of children and young people it is for

o Clear about how you access it

o Clear about what transport arrangements there are and how to get there
Information about parent/carer rights and entitlements and how to complain
Safe — physical environment that is appropriate to the children and young people using
it
Good at sharing information on young person (using person centred planning or pen
profile) between family, short breaks and other services
Where people with complex needs are supported, trained staff with awareness of the
specific medical issues involved.
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4.2.2 Families of Muslim Faith
“1 think it®"s a great opportuni toychidren Espezialyy ou't
(1

Musl im families i ke mine) who wouldn"t dream
arrangements becaugsef a) guilt and b) the Muslim®s heavy
and not wusing ,strangers®" because of religious

a service available that were in an appropriate situation and we totaligtatood that situation, the
responseijtwolimd shue edi fferent!”

Research tells us that families from black and minority ethnic groups tend not to use traditional
short breaks for their disabled children; a Social Services Inspectorate report” highlighted the
lack of provision for such families. The report suggested that suitable placements were hard to
find as issues of religion, culture, diet, and personal care needed to be addressed in addition to
issues of disability.

The Muslim families we spoke to shared this view and were concerned that there were no
Muslim specific services for their children. Some families had tried to use after school provision
in mainstream schools for their children, but had found this did not work as the child was not
supported to take part in activities. They talked of a dream of having a culturally specific
building that could provide a range of activities for the whole family, including opportunities for
disabled children and young people to enable families to have a break.

There is increased social mobility in Muslim families within this country and with the continuing
immigration of families from outside the UK, there has been a resulting erosion for many of the
traditional “extended family”. Traditionally extended families have provided much/all of the
support — this will not continue in the future and services are likely to experience greater
demand.

The key features of short breaks services that Muslim families would like are:

e Specific faith grouped opportunities for teenagers (12+) and that these are gender
specific

e The idea of a personal budget for families to buy their own support was very appealing
and parents immediately felt they would either be able to recruit people they knew or
would advertise in the Mosque and ensure faith specific support.

e Able to provide advice and sign-posting beyond short breaks, such as housing advice and
benefits advice (one parent described her 17 year old son needing a lot of support but
she had been waiting to be re-housed for 5 years, and was having to carry her son up
and down the stairs).

e Families would like to see community resources (such as schools) used more for other
opportunities outside of school hours. This was not just about schools running extra

> Excellence, not Excuses. SSI, 2000
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activities but was also about other groups being able to use their resources too and be
placed firmly in local communities.

e Most families were not keen on overnight short breaks (apart from activity holidays)

e Families would like to see a range of breaks available for the disabled young person on
their own, with their siblings and with the whole family.

4.2.3 Families of Jewish Faith
As with Muslim families orthodox Jewish families felt a strong need for any support to
understand their specific religious and cultural differences and needs.

There was no consistent view around whether anyone providing support needed to be Jewish,
either within families or within the broader Jewish community. For example, one mother told
us that any activity provided outside the family home required a Jewish support worker to
facilitate this, but within the home as long as they had an understanding of what it means to be
Jewish it did not matter.

Families wanted:

e more activities after school, especially for older children, particularly boys

e abank of support staff that could be used for a variety of opportunities, in and out of
the home

e some families would want Jewish staff on the bank.

4.2.4 Parents of children with ASC

“Barnet needs to recognise chil dr en oseliamiliesav e m
wi t h s Pargntowith a.child with ASC in a focus group

Through the course of our consultation we spoke to a number of parents who had children with

an Autistic Spectrum Condition. We also spoke to young people to seek their views too.

“Too often children are not consulted with on what they want and we have a choice of activities none
of which t hetwoboyskvieh’an AS&€r ent of

Parents of children and young people with Aspergers Syndrome or High Functioning Autism wre

confused around eligibility criteria, and the majority described how they were struggling alone

without any formal support.

“There is nothing suitable for children with 1

provided for , i.Parebteftawraldkewitli Asgelgerd Syrdreme”

Research has consistently shown® that these young people with an ASC are more likely to
experience depression and mental health issues, particularly in adolescence and early adult

® Better Services for People with Autistic Spectrum Disorder. DH 2007

e nt
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hood. This was backed up by parents in the focus groups who talked about the frustration of
being on the edge of services but not able to access them, and shared stories of socially isolated
young people who needed support to engage in activities that they enjoyed. One parent was
told that they thought that they were not entitled to short breaks because both parents were in
employment. There was widespread confusion around eligibility and thus whether or not it
was worth asking for help.

Virtually every family with a child with an ASC had a story to tell of a feeling of desperation and
being left alone to cope. One mother described how she had found many different
opportunities for her son with an ASC to take part in activities in the community, but this was
all at a cost to her both financially and emotionally, and resulted in her son experiencing great
activities but not enabling her to have a break as she had to spend so much time sharing
information and supporting the staff so that they could support him.

‘o am a si ngl emgstdull tme.t Myaaon ¢ Awtistic, &nd | rarely have time for myself.

I don®"t know how t o acces rackhatetfaded.sShatmréaksaycoupld t e |
of hours a week would be invaluable for me and good for my son, but there ebke very little

available”

Another family described how they were unable to travel to visit family abroad together as they
had 2 children with an ASC and extra support needs. Another family who had a teenager with
an ASC told us that they had not been able to go on holiday for 10 years, and another of a
teenager with ASC said that they had not had a holiday since their honeymoon.

Consistently, the vast majority of families wanted:

e Clear and fair eligibility criteria

e Bespoke personalised support relevant to the particular needs of their child and family

e Services and support staff that had had training in and understood Autism

e The full range of short breaks that other disabled children had

e Support to enable the parents to go shopping without their child — at the time which is
convenient for them

4.2.5 Carers and parents of children and young people with medical support
needs and/or life limiting conditions

In addition to the questionnaires, focus groups and interviews, we were able to glean useful
information from talking to staff and people at Noah’s Ark (a hospice provision providing
support to families in Barnet and Enfield). Noah’s Ark hopes to eventually provide a residential
resource in Barnet for whole families to use and for parents to also leave their child so that they
can have a break or go home to sleep. At the moment, Noah’s Ark provides some support in the
home through volunteers and a play specialist to help with play support for all the children in
the family. Noah’s Ark also provides a social work support service and family activities

np t
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throughout the year. Noah’s Ark supports 25 families in Barnet. Some families are using
hospice provision outside of Barnet (Shooting Star in Surrey, Helen House in Oxford) but this
can be a two hour trip for families and relies on them having a car. One foster carer who
supported a young woman spoke of the frustration of having to drive 2 hours to get to a short
break service (Shooting Star) and her grave concerns about what support would be there for
her when her foster daughter leaves school.

Families want:

e support staff who can relate to the young people (for teenagers, ‘someone who was on
their wavelength and into similar things’

e Support staff who were well trained and able to cope with medical intervention such as
tube feeding, providing suction and managing seizures.

e Support that is flexible enough to be able to have an evening out with a partner

e On demand for support for the times when they feel constantly tired and desperate for
some sleep.

e Generally, but not exclusively, to prefer support in the home. (It was especially difficult
when the young person became too poorly to go to school and at this stage support in
the home could be the difference to a family continuing to cope).

e A bank of support staff to choose from and help to choose the right people (some
families felt anxious about being given the responsibility of finding someone
themselves).

The following graph shows what families who have children with complex needs (including
medical needs) would like to see developed in the future:

4.3 The features that disabled children and young people want in Short Breaks
services

The range of activity and opportunities that children and young people both enjoyed and
wished to see developed in the future were as varied as they were! The consistency is not in
the detail of what individual children want to do (good Person Centred Planning will identify the
specifics), but in the general trends and themes, which this report captures. An accessible
report specifically aimed at the young people themselves has also been produced to be read
alongside this report.

43.1!' YRSNI pQa
Like most small children, the under 5’s we spoke to or observed all enjoyed playing. Some of

the favourite activities were follows:

e Music
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e Sand and water play

e Qutside play, slides, bikes, swings and climbing
e Sensory play

e Food, eating and helping to make

It is very apparent that they want support to do the things all other children do —in the same
way and in the same places.

4.3.2 Primary Age Children
Primary school children, again wanted support to do the same things in the same way and in
the same places that all other children do. They talked about liking staff who are:

e Kind
e Fun
e Willing to do things with you

The sort of things that people wanted to do, again, varied enormously, according to the specific
child. General themes were:

Physical activities such as:
e Dancing
e Go Karting
e Horse riding
e Playing in the park

Sporting activities such as:

e Football

e Sports club and swimming
e Cycling

e Trampolining

e Swimming

Other Activities and clubs:

e Board games, cooking

e Film and DVD club

e Breakfast club at school

e Music club and drama club
e Soft play
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4.3.3 Secondary School Age Children

The young people whom we met were either in school or youth club settings. The vast majority
spoke about being very keen for more grown up activities and opportunities and to spend time
with their friends. Young People wanted breaks based around their interests and hobbies:

Physical and outdoor activities such as:

e Flying a kite Making a kite
e Playing games

e Parties

e Dancing

e Cycling

e Fishing

e Horse riding
e Gym

e Disco’s

e Theatre

e Aqua splash Hemel Hempstead
e Parks
e Bowling

Sporting activities such as:

e Football

e Swimming

e Snooker
e Tennis
e Games

e Football matches
e Wheelchair sports
e Stanbrough lakes — kayaking and canoeing

Community Activities:

e Eating out in places like Pizza Hut and MacDonalds
e Theatre

e Cinema

e Going on the bus

e Zoo

e Performing drama
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e More after school clubs

e Days out; fun fairs, Legoland, car racing track

e Travelling and going out on trains

e Anight out locally

e Spending time in busy places with other people

Holiday Opportunities away from parents:

e Camping

e Youth Hostels

e Trips on a boat

e Beach

e Canal trip

e YHA centre, Lee Valley, pot holing, boating, canoeing, climbing and cycling.
e Go on holiday with friends

Other ideas:

Support to stay at home

e (o to visit grandparents

e Cooking

e Computer games; e.g leap pad, and puzzles and games
e Interest clubs; building robots, art or crafts

e Soft play centre

e Help to go to friends

Young People wanted to do all of this (regular things in regular places) with other young people;
if they were to get support, they wanted support from people who were:

e Interested in the activities they were doing
e Kind

e Fun

e Similar age to them

e ‘on my wavelength’

4.3.4 Children and Young People with an ASC

Children and young people with an ASC who struggled with making and keeping friends wanted
to have clubs that they could attend with those who had a common interest, like computers
and films. They also want the same as all other young people.
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4.3.5 Children and Young People with Complex Needs

Young people with complex needs wanted support to do activities they enjoyed, a lot of which
were the same as other young people - using the computer, going to youth clubs, spending time
with their siblings. They wanted to be able to try out new activities like drama and to play
football with their friends. When they weren’t well, they wanted their services to still give
them the opportunities they liked doing.

4.3.6 Young people at the family days

The family days consisted of children and young people of all ages and needs. They focused on
the things they liked doing and thus the things that a short breaks service should enable them
to do:

e soft play & ball pools

e cycling

e walking

e playing at the swing park

e swimming

e being with friends and family

e bird watching

e water slides

e goingto the beach and the seaside
e eatingice cream

‘Rolling base interviews’ were also completed during this day and can be viewed through a
separate DVD report produced by them.

43.7! y24S lo2dzi L2adGd mcQa
The young people we spoke to were effectively in sixth form (including those in a special
school) were very keen for activities to be held away from school.

Oneyoungmantoldus“ | don®*"t really want to stay on at s
doing thingswithmyfe nds out si de of school”

The overriding feeling was that young people with additional support needs want to be like

other young people and enjoy similar activities in similar places.

4.4 Specific Short Breaks Services that parents/carers would like in the future

4.4.1 Overall
Part of the consultation process included informing families and young people of what is
possible in relation to short breaks on the basis of good practice in other parts of the UK. Once

c hi
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people understood what some of the options were, they were better placed to pass judgement

on what they would like to see in the future. The questionnaire specifically asked parents and

carers what types of future provision they would like. The table below captures their feedback.

A | B C E H I M O P Q S U
Family Based Overnight Breaks 17 2 7 4 2 1 5 1 10 1 3 1
Residential Provision 19 3 5 3 0 1 2 0 9 1 3 1
Support to take part in play and leisure opps 17 2 5 4 0 1 3 1 9 1 3 1
Support in the Home 20 3 7 5 1 1 5 1 10 3 3 1
Day care 14 2 5 3 0 1 2 1 5 2 2 1
Camping or holidays away 18 4 8 3 1 1 3 1 7 1 3 1
Specialist play and leisure opps for disabled children 12 1 4 2 0O 0 5 0 6 1 3 1
Overnight provision in schools 13 2 5 2 1 1 2 1 6 2 3 1
Direct payments/Individual Budgets 32 7 14 6 2 2 7 2 15 4 6 2
Sitting 18 2 7 3 1 1 4 1 10 1 3 1
Befriending 17 3 7 2 2 1 3 1 8 2 2 1

197 31 74 37 10 11 41 10 95 19 34 12

The categories of impairment are those which the council use.

Key:

ASC (Autistic Spectrum Conditions)
PD (Physical Disability)
PMLD
MLD
SLD
SpLD (Specific Learning Disability)
SLC (Speech Language and Communication)
VI
BES (Behaviour Emotional and Social)
HI
Other
Unlisted

coOoOxTxTwm< O wLzZzOPO o9>r
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The following graph shows what parents with a child or young person with an ASC (in
particular) requested for the future for their children:

m Family Based Overnight Breaks

M Residential Provision

W Suport to take partin play and leisure
opportunities

M Supportin the Home

W Day care

m Camping or holidays away

m Specialist play and lesiure opportunities

for disabled children

m Overnight provision in schools

Direct payments/Individual Budgets

W Sittting

Befriending

Parents/Carers with a child with an ASC: what Short Break services they would like in the

future (n = 25)
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M Befriending

B Camping or holidays away

m Day care

W Direct payments

M Family Based Overnight Breaks

M Individual Budgets

B Overnight provision in schools

M Residential Provision

W Sittting

M Specialist play and lesiure opportunities for

disabled children

M Suport to take partin play and leisure
opportunities

 Support in the Home

Parents/Carers with a child from a Black and Ethnic Minority Community: what Short Break

services they would like in the future (n = 28)
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M Befriending

W Day care

M Direct payments

® Individual Budgets

B Overnight provision in schools

B Support in the Home

Parents/Carers with a child with complex support needs (n=7): what Short Break services

they would like in the future

Paradigm
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A breakdown of short breaks services by type provides a clearer analysis of potential demand
with some indications of different expectations by a number of factors.

General:

BME:

ASC:

Complex Needs:

n=119
n=28
n=24
n=3

4.4.2 Befriending Services

Befriending Services

M (blank)
HNo
m Not Sure

mYes

Befriending Services - ASC

m (blank)
HNo
m Not Sure

M Yes

Befriending services are popular across the board, but in particular where a young person has

an ASC

&
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4.4.3 Day Care

Day Care

M (blank)
ENo
 Not Sure

HYes

There is no discernible difference amongst any other analysis. It would appear that there is
little demand for day care as a model for short breaks.




4.4.4 Camping/Holidays Away

Camping/Holidays Away

B (blank)
ENo
 NotSure

mYes

Camping/Holidays Away - Complex Needs

u (blank)

m NotSure

Camping/Holidays Away - ASC

0 (blank)
B No
B Not Sure

W Yes

Consultation on short breaks for disabled children and young people |
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child with complex needs had no demand for this.

Camping/Holidays Away - BME

0 (blank)
HNot Sure

mYes

Camping and holidays away appeals mostly to families with older children and those who have
a child with an ASC. Families from black and minority ethnic communities and those with a
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4.4.5 Family based short breaks

Family Based Overnight Breaks

H (blank)
ENo
= Not Sure

mYes

Family Based Overnight Breaks - ASC

M (blank)
mNo
= Not Sure

M Yes

Family Based Overnight Breaks - BME

W (blank)
B No
= Not Sure

HYes

Family based short breaks appear to be in demand as a future option. In particular, people with
an ASC and those from black and minority ethnic communities had a strong interest in this.
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4.4.6 Direct Payments/Personal Budgets

Direct Payments/Personal Budgets

B (blank)
HNo
m Not Sure

W Yes

Direct Payments/Personal Budgets - ASC

B (blank)
mNo
W NotSure

W Yes

Direct Payments/Personal Budgets - BME

M (blank)
HNo
W NotSure

HYes

Direct Payments/Personal Budgets - Complex Needs

B (blank)
B Not Sure

m Yes

Across the board, the idea of having your own money and using it to pay for your own support

and short break was very popular, whatever the demographic analysis.
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4.4.7 Overnight provision in school

Overnight provision in school

W (blank)
B No
W NotSure

M Yes

Further analysis showed no discernible difference across different groups.
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4.4.8 Residential Provision

Residential Provision

Residential Provision - BME

H (blank) u (blank)
ENo B No
W Not Sure W NotSure
B Yes HYes
Residential Provision - Complex Needs Residential Provision - ASC
o (blank)
H (blank) HNo

H Not Sure

= NotSure

HYes

There is generally low demand for residential provision, in particular from families of people

with complex needs. Although, for families of young people with an ASC or from black and

minority ethnic communities, interest is much higher. However, in the focus groups, families

from black and minority ethnic groups were not keen on the idea of residential respite.
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4.4.9 Sitting Services

Sitting Services Sitting Services - BME

M (blank) M (blank)
HNo HNo
= Not Sure = NotSure
W Yes W Yes
Sitting Services - ASC Sitting Services - Complex Needs
0 (hlank) u (blank)
" No B Not Sure
mYes

Across the board, sitting services were a popular idea - in particular for families with a young
person with an ASC, and those from a black and minority ethnic community. Families of people
with complex needs reported no demand.
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4.4.10 Specialist Play and Leisure

Specialist Play and Leisure

Specialist Play & Leisure - BME

B (blank) H (blank)

ENo HNo

= NotSure " Not Sure

B Yes | Yes
Specialist Play & Leisure - ASC Specialist Play & Leisure - Complex Needs

0 (blank)

HNo B (blank)

B NotSure W Not Sure

W VYes

There were minor levels of interest across the board in specialist play and leisure opportunities.

This was mirrored in the sub-analysis for people with an ASC and people from minority ethnic

communities.
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4.4.11

Support in Integrated Play and Leisure

Support in integrated play & leisure

0 (blank)
HNo
B Not Sure

W Yes

Support in integrated play and leisure - ASC

H (blank)
mNo
u NotSure

W Yes

Support in integrated play & leisure - complex needs

0 (blank)

B NotSure

Support in integrated play and leisure - BME

0 (blank)
W NotSure

mYes

Generally, there was a high level of interest in support in integrated play and leisure settings,

noticeably so for families with a young person with an ASC and those from minority ethnic

groups.




4.4.12

Support in the home

Support in the home

Support in the home - BME

o (blank) M (blank)

ENo ENo

W Not Sure " Not Sure

mYes B Yes
Support in the home - ASC Support in the home - complex needs

H (blank)

mNo 0 Not Sure

mNotSure BYes

mYes
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Across the board, and within particular groups (ASC, BME and complex needs), there is a high
level for support in the home as a model for short breaks.




Consultation on short breaks for disabled children and young people |

~

5 Recurring themes

5.1 Transport

The issue of transport came in every group. Parents who have a car often spent hours
travelling from one side of the borough to the other, meaning that even if they had a short
break there was really no time to go home before they needed to pick up their son or daughter
from their activity.

For those parents without a car it meant waiting for buses (the underground was inaccessible
for a large number of families), which became especially difficult in the dark, cold and wet.

When asked about solutions, parents were consistent in wanting a range of solutions across the
borough which minimised or eradicated travel, and for the times when they did, to receive
assistance with travel.

Families felt that community transport services did not seem easy to use or book and no
families reported were making use of this resource.

5.2 Cost

A significant number (we estimate between 40-50%) of parents raised the issue of cost of
activities and how they often had to choose between them to keep costs down. Some parents
felt that charges should be kept in line with other youth provision (one sibling was able to
attend a universal youth club for 50p a night). A very common request was that any
opportunities for disabled children and young people should cost no more than it’s equivalent
mainstream service/activity — and ideally be subsidised to reflect families’ greater costs
associated with a disabled child and young person.

53 ht RSNJ ¢SSy I3SNE 6SaLISOAlItEfe 20SNI my

“Now my son i s 17 t hparesetofiayourigpersorumatthseviere leacning u s e ”
difficulties
“There 1 s a real wewaouldhaeefloved mf dfnramat iaork egynagder son

motherof a disabledl7 year old

“We would have | oved regular short breaks and ¢
to spend some t i me Watherrof atybueg marewsthand3SC t he f ami |l y’

Support and appropriate activities for teenagers came up in every focus group and school
setting. Even parents of very young children were thinking ahead and worrying about what
would happen to their son or daughter, particularly when they were due to leave school.
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Even for those young people who had begun college, parents were concerned about social
isolation and needing support both to broaden their experiences and become more
independent.

Parents told us of activities and support ceasing at 18 even when they were still in school, and
confusion around who would continue to provide that support. The Transition years seemed to
be a somewhat bewildering time. Clear and systematic person centred planning would help to
address this.

5.4 Information

Many families are bewildered by what they are entitled to, what is available and how to access
it. This lack of clarity around information, extends beyond Short Breaks services. Many families
do not understand (nor see the point) in the various demarcation lines and boundaries between
various services, and cannot understand why good quality information is not available through
any contact with a service. Knowledge of housing and benefits, (particularly amongst Black and
Minority Ethnic groups) in particular, was poor.

Lack of information about what is currently available in short breaks was an issue for around
three quarters of parents and carers. There was a general feeling that schools would be a good
place to send out information on short breaks, and that it should be something discussed at the
annual Education Review.

“This is first time that | have heard of servi (
old son with complex support needs
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6 Points to consider
A number of suggestions for future development of short breaks in Barnet came up (from the

wide range of children and young people, parents and carers we consulted with) during the

consultation, and a lot of the suggestions were based on the idea of a menu of short breaks

from which to be able to pick and choose. The very clear and consistent message which came

across was that families told us that they needed a range of short break opportunities for their

children in a variety of settings, and children and young people want a range of things to do
that other children do.

6.1

“Make people more aware of services by advert.i

“Every famil
assessment s

Information

y has different needs
o

it woul d
they are aware of 1indi

vi dual

Families need accurate information about services and opportunities available to their
children; this information should be aspirational, getting people to think beyond what
they have always had and is out there. It should be captivating, reflecting the best in
marketing and advertising.

Families with children in schools out of the borough sometimes miss out on information;
it is important that they are made aware of what is available to them within Barnet.
This may help some people to come back.

School reviews need to be more holistic and provide an opportunity to discuss outside
school activities and support. This is where many families have their strongest
connection to services. This is even more important during the Transition years (14-
19+), when young people want to do more outside of school and parents would like to
see them becoming more independent.

Some families who have adopted disabled children are unclear of whether they are
eligible for services or not. This goes for families who foster as well. There needs to be
a good link between family placement teams and disabled children’s services.

Some families have children who are unable to attend school, either because they are
being home educated or because they are too sick to attend. These families need to be
kept informed of any support options available to ensure they do not feel forgotten.

It is important that Barnet has a clear picture of what is available currently for children
and young people and their families as well as what the gaps are, and how much current

0.
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services cost. A current community and service mapping exercise will help the local
authority to be clearer about what is currently out there, and then make this available
to children and young people and their families.

6.2 Variety

U Children, young people and their families very clearly told us they would like a range of
support; whatever the support was, they were clear that people carrying out the
support needed to be committed, consistent, skilled at what they were doing (they do
not all need to be formally trained) and most importantly enjoy spending time with their
children. Person Centred Planning should identify the key attributes that children and
young people want in their support staff.

“Our worries ar e aifod& safbty.dVe needdt@abe gohfidentrthat stee avould
get the very specific care she needs.”

U Young people enjoyed spending time with younger support workers (such as the IPOP
staff, and the students from Finchley High School) who were able to relate to them in an
appropriate way. Using non-disabled young people (including siblings) can be a fantastic
way of providing peer and friendship opportunities. It can also be a way for older
disabled young people to provide support to others. However, parents and carers told
us that they need to feel confident that support staff are trained and supported well.
This should be a feature of specifications for short breaks services.

“Difficulties in using agrmrladed& pepaedofmake fin effadti n g
has been difficult. | am often left ihelurch atthelast minute, and overheads make a maustly
s e r v Pateet.with a Direct Payment

U A bank of support staff. A popular idea for nearly all parents was to have a bank of
trained support staff that they could use when they needed to. This could be provided
through an already established service (for example a school or voluntary organisation)
and could provide a wide range of support people from a variety of backgrounds with
different skills and abilities. Alternatively, as the Council implements aspects of
Improving the Life Chances for Disabled People, Our Health, Our Care, Our Say and the
Independent Living Strategy, it could be done by a User Led Organisation.

U Such a bank of staff would need to be able to meet the support needs of a range of
disabled children and young people in Barnet, reflecting on both the diverse community
that Barnet is and the range of needs its families have. It would be important ensure

S
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that there was available in times of an emergency or crisis. A number of families we

spoke to did not have an emergency contingency plan“® we j ust cr oss our
nothing happens to one of us (parents)”

6.3 Other family members

U The fathers we spoke to at the family day talked about the need for opportunities to get
together with other fathers, from time to time, not necessarily in a formal way —
sometimes just down the pub with a pint of beer. Any development around short
breaks should consider this need.

U Siblings also told us that they wanted new opportunities developed for their brothers
and sisters. It is important that short breaks give siblings the chance to spend some
time with their parents too. Carers Assessments are an opportunity to consider the
impact on siblings. One girl told us she would like to have a pampering day with her
mum, and a number of the siblings spoke about being able to watch a DVD from
beginning to end without being interrupted.

6.4 Holidays

U Some families really felt they needed some time with their children staying away from
home. Children also told us that they would like opportunities to go on holiday,
camping or youth hostelling or to spend time on a boat. Residential short breaks do not
have to use a residential unit. With more creative and flexible use of funds, children and
young people can experience new things and parents can have a break, it can be a
win/win situation.

U Holiday opportunities provided through the voluntary organisations were very popular
with families - all who had used them told us they would like more. The young people
who went on these holidays talked about the activities they did and the fun that they
had. This is an obvious model to develop.

U For some children with specific support needs it seems that short breaks are best
provided in the home, or at school where children were known well. After school clubs,
Saturday clubs and holiday schemes also provided a vital service for families, but
transport and cost needs to be considered to ensure all children are able to take part.

U Holidays within school - some schools had provided a camp experience for young people
within the school grounds as a way for them to spend some time away from home.
Parents again felt confident in the staff’s knowledge and skills to support their son or
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daughter and would welcome more opportunities for this to happen, as well as looking
at opportunities further afield.

U One mother with a child who has a lot of equipment in the home suggested a “house
swap” idea for holidays. This would mean families swapping homes with another family
who had a child with similar needs. This service does actually exist but parents did not
seem to know about it.

U Holidays for the whole family were suggested by a small number of people (going away
together as a family staying in a different place, all together, and having a different
routine, was seen as a break in itself); some single parents also saw this as an
opportunity to make new friends and relationships.

6.5 Family based breaks

U We spoke to a small number of families who used Family Based short beaks. This
seemed to have declined as a short breaks option over the years. It is still a very valid
form of short breaks support and consideration should be given to trying to developing
this more. There was a general feeling that family based short breaks worked better
with younger children and those with less support needs.

U The idea of contract or salaried carers appealed to a small number of parents, but there
was concern around losing the informal nature that volunteer family based short beaks
can bring.

6.6 Using universal provision

U Befriending opportunities seem to be fairly limited in Barnet. Parents were particularly
keen for befrienders for their older children so that they could go to local clubs and
activities or to just go out with “a mate”. Befrienders can be a good way to encourage
small groups of young people to spend time together, acting as a bit of a facilitator to
help make things happen. Voluntary organisations and schools could be encouraged to

develop this.
“Thinking about my child having the chance f o
me f eel much | ess guilty about having a break

U Whilst there are a currently a lot of opportunities around leisure and social activities
parents and young people were very keen to see these further developed.
Consideration also needs to be given to ensure that universal leisure and youth
opportunities are available to disabled children and young people and that they are
provided with the right support to take part.

—_— -
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|l ntegration only works if the venue is right

U Opportunities need to ensure that young people are included beyond 18, especially if
they are still in school or attending college.

6.7 Breadth of focus

U Parents talked about having a key worker to support them through what they feel is a
maze that they face when trying to support a disabled child or young person. Barnet is
currently developing a lead professional service which should help with this. Lead
professionals need to look at the support needs of the whole family, and pay
consideration to other aspects of family life like income and housing. A number of
families had more than one child with additional support needs, and others were
parents with disabilities themselves which placed additional strain on their lives.

U Whilst we did not specifically look at employment for parents it came up frequently as
anissue. A number of parents struggled to work because of the support they needed to
give to their children, and felt that current services provided did not accommodate the
needs of working parents. Short Breaks and other supports have a role to play in
enabling parents to go out to work.

6.8 Personalisation

U Self Directed Support (known as individual or personal budgets). A number of parents
were aware of the move towards disabled people being given their own budgets to buy
more appropriate support services better tailored to meet their needs.

“Don"t waste t oo muc khpunitemeenye yo nt ca dtnhieni psee arpalte !o’n

U Barnet has had direct payments for many years now and has recently introduced
personal budgets for adults with learning disabilities. Almost all the families we spoke
to felt positive about having their own budget to buy the support they need. A number
of families talked of the ‘dream’ of having money to pay for a support worker to go on
holiday with them so that they could stay together as a family but also have a break
when they were away “the best of both worlds”. However, some families were
suspicious and felt it was a way for the council to save money, and sometimes direct
payments were seen as a way for local authorities to wash their hands of supporting
families.

U Personal (or individual) budgets can provide families with the chance to buy support
that meets their individual and unique needs; for example, a support worker from a
specific community group or someone who shares a common interest with the person
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needing support. It is vital that the introduction of personal/individual budgets is
supplemented with support to families - this could be either through lead professionals
or through current voluntary organisations who would be well placed to provide this
support and draw on experience already gained through what has happened before
both in Barnet and across the country. Already, personal budgets for children and
young people are being trialled in the UK. We think this would be an excellent option
for the future of short breaks services in Barnet.

U Ultimately families need to be given the choice. Some will prefer to manage budgets
with little or no support and others will need someone to guide them along the way;
some will want the council to arrange and pay for their support.

[13 My
r eal

short breaks t hr ouwealhthedliffareace in the vaoydmn Mynsorshash a v e
l'y positive opportunities out and about a
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7 Conclusions

This was a wide ranging consultation. Importantly, it looked at what people thought of current
services as well as what ideas people had for the future. Both aspects provide important
pointers on which the council can start to plan and work in partnership with children, young
people and their families.

Any such consultation, by its very nature, raises expectation and produces more impetus for
change. Such a consultation also starts off a debate much wider than short breaks services. In
fact, both many of the experiences and many of the ideas can and do apply to a much broader
range of services.

Having been involved in a consultation exercise, children and young people and families are
keen to find out what happens next, and to see if their ideas and views are considered as new
services and opportunities are developed.

The consultation process aimed to capture as wide a range of families as possible from all walks
of life providing support to an equally diverse and unique range of children. Sometimes, the
findings from questionnaires appeared to conflict with discussions in focus groups. This just
highlights the diversity of people involved in each part of the consultation.

Aiming High for Disabled Children specifically requires local authorities to collect the views of
families who support children and young people with complex needs (including those who
require medical support) as well as those with Autistic Spectrum Conditions. Whilst, this has
been part of the focus of this consultation, it has been broader than that and has also focused
on other families in Barnet needing support to continue to provide their children with a range
of opportunities and experiences, as well as having a break for themselves.

Children and young people were clear and direct about what they wanted. They did not
describe services as such, but features they want. This provides an excellent opportunity to use
this information in the specification setting of outcomes, processes and output for any
contracts for short breaks.

As with any consultation process there will be further work to do and sometimes groups who
do not feel they have been well represented. Some groups had relatively low numbers, and
guestions must be raised about some of the quantitative analysis. Using the Council’s
categorisation of complex needs, 3 families returned the questionnaire. However, this is a
narrow definition, and using the basis of the services and schools that people attend, we would
estimate this number to be between 10 and 15.

The London Borough of Barnet is a diverse borough with a very good range of community and
voluntary support and opportunities. The foundations are already there to build on and
strengthen so that families who are supporting and caring for a disabled child or young person
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can do so with support from good quality short breaks and children and young people can enjoy
themselves and experience the same outcomes as other children.

Paradigm




Consultation on short breaks for disabled children and young people |

~

8 Appendices

8.1 Example of questionnaire

8.2 Demographic Breakdown of Questionnaire Respondents

8.3 Analysis of interview participants

8.4 Analysis of focus group participation for parents and carers

8.5 Analysis of participation in focus groups by disabled children and young people
8.6 Current Short Breaks Services

8.7 Analysis of feedback of current short breaks services

0 Examples of options for short breaks services used in focus groups

8.9 About Paradigm

8.10 Acknowledgements




8.1 Example of questionnaire

No
Yes (with support)

Yes (without support)

Can you tell us what services you use (

theatre and art groups, faith groups,

Do you currently use any short break services  ?

Please tick a

For example, IPOP holiday

sports activities )

play scheme, after school clubs, residential weekends at Buckets
and Spades, activity weekends, scouts or guides or other gr oups,

Please tel | us in this box:

Consultation on short breaks for disabled children and young people |
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Tell us about the services you use. There is a separate page for each

service.

Name of service to go in this box:
each service provided even if it is

Please do a separate sheet for
the same provider.

(Please tick & )

e

Good OK Poor
J K L

Does
apply

Information on service

Range of activities

Ease of booking

Confidence in service

Involving young people in
planning activities

What your child thinks about the
service

Standar d of care

Giving feedback

Providing you with a key person
to link with

Where the service is situated

Day and time of the week
provided

(=




Name of service to go in this box:  Please do a separate sheet for
each service provide d evenifitis the same provider.

(Please tick & )

« Good OK Poor |[Does
J K L apply

Information on service

Range of activities

Ease of booking

Confidence in service

Involving young people in
planning activities

What your child thinks about the
service

Standard of care

Giving feedback

Providing you with a key person
to link with
Where the service is situated

Day and time of the week
provided
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Name of service to go in this box:

Please do a separate sheet for

each service provided even ifit is the same provider.

/

(Please tick &)

P

Good
J

OK
K

Poor
L

Does
apply

Information on service

Range of activities

Ease of booking

Confidence in service

Involving young people in
planning activities

What your child thinks about the
service

Standard of care

Giving feedback

Providing you with a key person
to link with

Where the service is situated

Day and time of the week
provided

(-
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Name of service to go in this box:

Please do a separate sheet for

each service provid ed even ifitis the same provider.

/

(Please tick &)

«

Good OK
J K

Poor
L

Does
apply

Information on service

Range of activities

Ease of booking

Confidence in service

Involving young people in
planning activities

What your child thinks about the
service

Standard of care

Giving feedback

Providing you with a key person
to link with

Where the service is situated

Day and time of the week
provided

(.
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Name of service to go in this box:
each service provid ed even ifitis the same provider.

/

(Please tick &)

Please do a separate sheet for

r'e

Good
J

OK
K

Poor
L

Does
apply

Information on service

Range of activities

Ease of booking

Confidence in service

Involving young people in
planning activities

What your child thinks about the
service

Standard of care

Giving feedback

Providing you with a key person
to link with

Where the service is situated

Day and time of the week
provided

(-
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Name of service to go in this box:
each service provide d evenifitis the same provider.

(Please tick &)

Please do a separate sheet for

/

Good
J

OK
K

Poor
L

Does
apply

Information on service

Range of activities

Ease of booking

Confidence in service

Involving young people in
planning activities

What your child thinks about the
service

Standard of care

Giving feedback

Providing you with a key person
to link with

Where the service is situated

Day and time of the week
provided

(=
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Name of service to go in this box:
each service provide d evenifitis the same provider.

(Please tick &)

Please do a separate sheet for

Good
J

OK
K

Poor
L

Does
apply

Information on service

Range of activities

Ease of booking

Confidence in service

Involving young people in
planning activities

What your child thinks about the
service

Standard of care

Giving feedback

Providing you with a key person
to link with

Where the service is situated

Day and time of the week
provided

(:
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Please use this box to tell us anything else that may improve
short break services you use  in Barnet

the




information about short breaks.)

provided or increased?

More choice in Barnet. ( Please refer to the letter enclosed fo

What further opportunities for Short Breaks would you like to see

(Please Tick

rmore

a)

Yes

No

Not sure

Family based overnight breaks

Residential provision

Support in the home

Support to take part in play and
Leisure opportunities, what might these
be? (please list)

Day care

Camping or holidays away

Special ist play and leisure
opportunities for disabled children
What might these be?

Overnight provision in schools

Direct Payments

Individual Budgets

Sitting

Befriending
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Anything Else? Please use this box to tell us anything else
about developing short breaks in Barnet.

THANK YOU FOR TAKING PART IN THIS IMPORTANT SURVE4del
return your questionnaire in the envelope provided by October 10th
or if you would like to complete the questionnaire on line please go

to: and follow the link.

Would you like to tell us yo ur views in a different way?

For example by telephone, or a visit to your home or at a centre, in a
discussion group with other parents/carers.

Please contact the project coordinator either by telephone or by
email.

07989 706152

If you need support in filling in this form please contact Oliver Ridout
at Barnet Voluntary Services Council on: 020 8364 8400

We are also holding a family event (flyer enclosed) as well as other
events to give yo u further opportunities to share your views . Look out
for them through schools and voluntary groups.



http://www.paradigm-uk.org/
mailto:juliep@paradigm-uk.org
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8.2 Demographic Breakdown of Questionnaire Respondents

N =122

Age of child/young person

W (blank)
m0-5
m11-19
m5-11

Gender of children/young people

M (blank)
mf

Em
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Age of carer filling in questionnaire

W (blank)
W 30-45

W A45-60

W under 30

Gender of carer

W (blank)
B Female

m Male
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Ethnicity of family

B (blank)
B Asian
m Black
B Chinese
H Other

H White

Number of Short Breaks Services Used

mo
L
w2

m3
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Council defined impairment of child/young person

H (blank)
mA
mB
mC
WES
mH
|
Em
Ho
mpP
Hq

ms

u

v

Council Codes:

A ASC (Autistic Spectrum Conditions)

P PD (Physical Disability)

Q PMLD

M MLD

S SLD

L SpLD (Specific Learning Disability)

C SLC (Speech Language and Communication)
\ Vi

B BES (Behaviour Emotional and Social)
H HI

0 Other

U Unlisted

ES Early Years & Complex Needs
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Carer reported impairment of disabled child/young person

M (blank)

W autistic

M hearing

M learning

M learning, autistic
M learning, hearing
M learning, medical
M learning, other
M medical

M other

M physical

m physical, learning, hearing, medical

physical, learning, medical

Paradigm
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8.3 Analysis of interview participants

= White
m Black

M Asian

Chart showing breakdown by impairment of the children and young people, with a sub-break
down of ethnicity, for people who participated in face to face and telephone interviews.

m5to 11
mllto19
mO0-5

Analysis by impairment and age group.




Consultation on short breaks for disabled children and young people |

’

8.4 Analysis of focus group participation for parents and carers

B Mapledown school
B Muslim network
m Oaklodge

H SNAPP

m Collingdale

m Oakleigh

Jewish Network

General Attendance Breakdown

g 7
= White
/

0 ' ' ' ' ' m Black
N\ N N
‘bo ('\\Q% & 5 & B Asian
R & & 3
N - N Y
Q & & &
W & N &*
& & Y
WY Y &P
e N
Y Y &
& N N
QS QS

Analysis by impairment and ethnicity — Mapledown focus group
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=
=]

Q= N W R Uy N 0w

H White
M None
H Black

M Asian

ASD & Complex Needs

Complex Needs

Analysis by impairment and ethnicity — Oakleigh focus group

14

12

10

11to 19

S5toll

M Learning,Visual,Medical Hear
ing

M Learning & Medical

W Learning

B ASD & Learning

B ASD

Analysis by impairment and age of young person — Oaklodge focus group
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Full list of focus groups, visits and workshops with families and young people

School/Group Type

Date of visit | Time

Number of people consulted
with

Mapledown Complex 17/09/2008 Morning Staff and observation with children
needs/secondary
Mapledown Parents evening 24/09/2008 Evening 7
Oakleigh Complex 16/09/2008 Morning Staff and observation, nursery and 2
needs/Primary complex needs classes
Oakleigh Complex 03/10/2008 Morning 15 mums and 1 grandmother
needs/Primary
Northway Moderate 03/10/2008 Afternoon 8 young people from student council
needs/Primary who had asked whole school
Oaklodge Moderate 18/09/2008 Morning 27 young people
needs/Secondary
Oaklodge Moderate 29/10/2008 Evening 15 parents
needs/Secondary
Collingdale Primary Physical 29/10/2008 Afternoon 2 parents
Disability RP
Broadfields Primary Autistic 04/11/2008 Morning 7
Spectrum Condition
RP
Livingstone Primary Autistic 04/11/2008 Afternoon 9
Spectrum Condition
RP
Whitefields Secondary Physical 05/11/2008 Afternoon 4
Disability RP
Hendon Secondary Austic 05/11/2008 Morning 4
Spectrum Condition
RP
IPOP Residential holiday 30/10/2008 Evening 3 parents and 3 young people
reunion, parents and
children
SNAPP After school club for 22/10/2008 Late 10 mums
children with Autism afternoon
and parents
SNAPP Sessions booked at 23/10/2008 Morning 4 mums, 1 young person, and 1
Quench Café sibling
Allsorts youth club for young 15/10/2008 Evening 10 young people
people
PODS Parents of children 09/10/2008 Cancelled by parents
with Downs Syndrome
Muslim Network Parents of children 22/10/2008 Evening 2 mums and 1 rep from Muslim
with a range of network
disability
Muslim Network 23-Oct Evening 2 mums, 2 dads, 2 siblings
Jewish Focus Group | Parents of children 23/10/2008 Morning 6 mums, 1 dad, 1 young person
with a range of
disability
Jewish Focus Group 30/10/2008 Morning 2 mums
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Open Door Mencap run pre- 16/10/2008 Morning 4 mums
school group for
parents and children
Open Session Mencap faciltated 24/10/2008 Morning 1 mum
session for parents
Avenue House Open drop in session 20/10/2008 Morning 1 dad, 3 mums
for parents
Family Day Mums 2 focus groups held for | 12/10/2008 Afternoon 36
Group mums at the family
day
Family Day Dads 2 focus groups for 12/10/2008 Afternoon 10
Group dads facilitate by a
male worker
Family Day Siblings | 2 focus groups for 12/10/2008 Afternoon 10
Group siblings
Family Day young Art, music and drama 12/10/2008 Afternoon 12

peoples group

group faciltated by
arts specialist
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8.5 Analysis of participation in focus groups by disabled children and young

people

Impairment Ethnicity of young people

30
25 70

20
15 60
10 50

5
0 40

; T T T T T T X o Total
f»"\‘g e,“&’ e"’sﬂ & {\‘(& & 30
@ +$ _‘ﬁ G?‘ Z'b( Q‘(\‘\
& & > 20
& & BN
o i
& ¢ 10
) o
$ & - B
+e 0 T T 1
Q@
(96\ (blank) Asian Black White
Service used (base for workshop) Age Range
30 -+ 45
40
25 A
35
20 30
15 A 25
20
10 ~
15
37 10
0 T T 5
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8.6 Current Short Breaks Services

IPOP (Inclusive Play Opportunities)

nStaff are well tr ai neRarenttalkingabowIPQP and appr oacha

IPOP provides integrated play and leisure opportunities, holiday play schemes and residential
breaks for children. For most children and young people, IPOP is obtained through a play plan
which is allocated from an assessment by the Disabled Children’s Team. A play plan will
allocate a number of play hours a year to a family, who can then choose how to use their hours.
IPOP currently supports approximately 150 families in Barnet.

| POP boo
equest b

=1}

i n
fore we know what is on offer.o

—_

i What doe skFeédbackwo IPRPdholiday scheme and residential holidays 18 families.

Resources for Autism

A centre in Golders Green that provides play schemes, youth clubs, and holiday clubs that are
ASC specific as well as support groups for parents and siblings. They also provide some
outreach support including Befriending, and a Saturday club.

Barnet Care and Support Service (BCASS)

BCASS provides support in the home for families who care for a family member who has a
disability or chronic illness. Their focus is right across the age range, and does include a service
to children and young people, as well as adults.

ABCAISHWryri sk adverse and not wused to childreno

Buckets and Spades

AWhy do children outside Barnet Qualify for Buc¢
are too young?do

Norwood (a Jewish organisation) runs Buckets and Spades as a respite unit for children and
young people with more complex support needs. Buckets and Spades is accessed via an
assessment through the Disabled Children’s Team. Buckets and Spades is currently supporting
15 children and young people in Barnet.

g can be difficult as Bubmitedoud pl anni
;
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SNAAP

SNAAP was set up by parents of children with an ASC and runs out of Finchley Catholic High
School one day a week. The club provides an opportunity for parents to meet and provide
mutual support as well as a space for children to take part in activities they enjoy. On the
evening we visited SNAAP most of the children were engaged in computer activities in one
room whilst the parents spent time chatting in another adjoining room.

A number of students from the school support the young people to take part in the activities
provided.

Allsorts

Allsorts is a youth facility run for a wide range of children and young people of mixed age and
ability. They meet at a community centre in Hendon. Allsorts is supported by volunteers and
IPOP staff.

After school and play-scheme provision in schools

AiBarnet needs more aft egforeveribwith complexineeds, primary d ay 9
care is great but isn'"t enough choice for seni (

A range of services provided in different locations and at different times throughout Barnet.

Both Mapledown School and Oakleigh School provide activities both after school and during
school holidays. Mapledown School also provides a holiday play-scheme and after school clubs
3 days a week, as well as a Saturday club for children with ASC. Whilst these also provide young
people with new opportunities and the parents with a break, numbers had to be restricted due
to lack of space. Both schools feel that they would like to provide more opportunities for their
students and support to parents.

OOPS is Oakleigh’s playscheme for pupils who attend the school or the Acorn assessment
centre for pre-school children.

Whilst there were some opportunities for activities outside of school these presented huge
issues for organisers when the children had complex support needs and required intimate care
and the use of a hoist.

Some parents talked about a residential holiday which was provided through another special
school, Oak Lodge, that gave young people a chance to spend time away from home and gave
parents and siblings a break. This was a valuable resource that no longer happens.
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Three families had used Log Cabin Adventure play ground summer scheme successfully,
although families felt that they were unable to support children with complex needs.

{ dzLJILI2 NI T2 NJ dzy RSNJ pQa

There was a general view from families that short breaks were not available to under 5s but
that they still needed a break, particularly if the children were in school during term time and
they had other children in the family too.

Barnet Mencap runs “Open Door”, a parent and toddlers group for disabled children and their
siblings. This provides parents with a chance to talk and support each other whilst their
children have the opportunity to play. Open Door has volunteers and play workers who can
engage children in activities whilst parents have a break. Many families spoke to us about the
support that Mencap provided them with, describing them as a difeline€. Families appreciated
the impartial advice they received and the range of knowledge that Mencap had about support
services in the borough, as well as knowledge around wider issues such as benefits and housing.

Other provision

There were a number of other short break opportunities being used by families that had either
been set up by organisations and parents identifying unmet needs, or were universal
opportunities that also provided for disabled children and young people. Those that came up
during our consultation are listed below:

e Unity - run by Norwood at the Kennedy Leigh Centre in Hendon. Holiday and
afterschool activities for disabled young people and siblings from 5-18

e YASS! - a self help support group for young people and their families with ASC. They
run holiday activities and a regular youth club on a Wednesday evening.

e Church support. Some families spoke to us about finding the right church that was
able to include their son or daughter both in the service offered and any youth clubs
or holiday clubs available.

e Chicken Shed - an inclusive theatre, with satellite theatres across the country, which
aims to include all children and young people. Parents told us that there was a long
waiting list for Chicken Shed and if they got a place the parents may be needed to
provide support to enable their son or daughter to attend.

e Step North West - set up by a parent, Step North West provides a Saturday club
each week for 2 different age groups. This is run out of the Jewish Centre in Golders
Green. They also provide a 2 week summer camp and a week winter camp. The
activities are supported by paid “counsellors” who are recruited from a Jewish girls’
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school (sixth form). Step North West endeavour to support all children but are
aware of some limitations around children with more complex needs or ASC. The
holidays are supported by paramedics and they always try to include any child,
including those with medical support needs and who use a hoist.




8.7 Analysis of feedback of current short breaks services

In services

8.7.1 Analysis by ma

M Poor
m OK
m Good

_umudﬂ-uﬂm ST 9DIAISS Dﬁﬂ— Dh@ﬁ—\(r

JOIAIS

oy Jo syuryy prryo ok Jeyay

9.1ed JO plepuel§

SONIANDY Jo d3uey

Py 03

uos1ad £y e ypim nok Surpraoag

sonianoe Suruued
ur ojdoad Funo£ Surajoauy

9DIAILG U0 uoneuLIojuy

Speqpasy SuAln

Supjoog jo sseq

39oMm 913 JO swny pue %wﬁ—

ODIAILS UL 90UQPIJUO)

After School Clubs

M Poor
m OK
m Good

Po3emiIs ST 9DIAILS 93 9I9YAA

9DIAISS

Dﬁﬂ- MO mvﬁﬁg TT&O .Hﬂ-O% umﬂ\(/

oIed MO TH@@C@HM

SOMIANPOY JO d3uey

I urp 03 uosaad
Koy e ypm noL Surpraoag

sop1anoe uruued
ur o[doad Funo£ Surajosuy

Allsorts

9DIAILS UO uoneuwLIojul

Joeqpa9) SuIALn

Supjoog jo aseq

SPoM oy Jo o pue Ke(]

ADIAIRS UL 90UIpIJUO)

| ajdoad SunoA pue uaJp|iyd pPajgesIp 40} SYealq LoYS Uo UoNEL)NSUo)




M Poor
m OK
m Good

POIBMIIS ST 9DIAIDS O} DTIYAN

ODIAISS

93 Jo sjuryl prmyo .H—JO% JeYM

.J1ed MO Th@@ﬁﬂ-m

SOMIANPOY JO d3uey

s yury 03 uosaad
Koy e qam noL Surpraoag

son1anoe Suruuerd

ur s[doad Funo£ Surajoaug

9DIAIDG UO UOIRULIOJU]

JPeqpPovy SurAln)

Supjoogq jo oseq

v~®®>> Dﬁ MO uwun TCN %.ND

9OTAIS UT JOUIPIJUO))

Buckets & Spades

m Poor
m OK
m Good

9DIAISS Dﬁ

MO mvﬂgmﬁﬂ— —ujﬂo .Hﬂ-O% HNH—B

SOTIANDY JO d3ury

s ury 03 uosaad
£oy e ypm nof Surpraoag

son1anoe Suruuerd
ur s[doad Funo£ Surajoaug

90IAI9G UO UONRULIOJU]

Direct Payments Service

peqpas) SurAl)

Supjoogq jo aseq

9OTAIS UT JOUIPIJUO))

| ajdoad SunoA pue uaJp|iyd pPajgesIp 40} SYealq LoYS Uo UoNEL)NSUo)

V




W Poor
m OK
m Good

PR1BMIS ST 90TAIIS ) QIYA

9DIAISS

oy Jo sUIyy pryo oA TRYM

1ed MO T.ﬂm@ﬂdwm

SOMIAPDY JO d3ury

s Syurp 03 uosaad
Koy & s noL Surpraorg

son1anoe Suruuerd
ur ojdoad Funo£ Surajoauy

9DIAILS UO uonewLIoJu]

yoeqpooy Suraln

Supjoogq jo aseq

YoM 9 Jo own pue feq

9OIAIG UI 9DUSIPIJUO))

Finchley Youth Theatre

W Poor
m OK
® Good

@@uﬁﬂumm ST 9DIAISS wﬂu DHDQN(/

ADIAISS

Y Jo sUIyy pryo oA RYM

1ed MO Th@@ﬂdum

SONIATOY JO d5ury

s yury o3 uosxad
Koy & s noL Surpraoayg

sontapoe Suruued
ur ojdoad Funo£ Surajoauy

9DIAI9S UO UOTIRULIOJU]

Holiday Play Schemes

ypeqpooy Surany

Supjoogq jo oseq

399Mm 913 JO o pue %do

ODIAISG UT 90UPIJUO )

| ajdoad SunoA pue uaJp|iyd pPajgesIp 40} SYealq LoYS Uo UoNEL)NSUo)

k




W Poor
m OK
m Good

Po3emiIs ST 9DTAILS 93 9I9YAA

JOIAIS

o Jo sypuryy piy oKk ey n

oJ1ed MO Th,m_.uﬁdum

SONIANDY JO d3uey

s yury o3 uosxad
Loy & yam no£ Surpraoay

sop1anoe Suruued
ur o[doad Funo£ Surajoauy

AOIAIRS UO uonewIojuy

Peqpas) SUIALD)

Sunjoogq jo oseq

v~®®>> Oﬁ—u MO uwn Tﬁd %NQ

9DIAIG UI DDUIPLJUO))

IPOP Activities

m Poor
m OK
m Good

Po3emiIs ST 9DIAISS 93 9I9YAA

ADIAISS

Y Jo sUIy pryo ok 1RYM

o1ed ,«O —Uhmwﬂdum

SOMIANDOY JO dSuey

sy
03 uosaad Lo e yprm nof Surpraoay

sonIAnoe
Suruuepd ur sjdoad Sunof Surajoauy

IPOP Holidays

@Uw\whwm uo QOENE.HOMCH

ypeqpooy Suralny

Sunjoogq jo aseq

YPoM d) Jo oW pue feq

9DIAIDG UT OUIPLJUOD)

| ajdoad SunoA pue uaJp|iyd pPajgesIp 40} SYealq LoYS Uo UoNEL)NSUo)




W Poor
m OK
B Good

POIBMITS ST 9DTAIDS I} DIIYAN

JDIAIS

a3 JO sUIY Py Inok Jey Ay

o1ed ,«O —u.ﬁmwﬂdum

SOMIANDY JO d3uey

PIm uIp 03
uos1ad oy e ypim noA Surpraoig

sontanoe Suruuerd
ur s[doad Funof Surajoauy

Log Cabin

9DIAISG UO UOHRUWLIOJU]

Joeqpad) SurAln)

Supjoogq jo aseq

YoM 9 Jo own pue feq

ODIAISG UL 9DUQPIJUOT)

M Poor
m OK
m Good

Twu.mﬂzmw ST 9DIAISS Oﬁ—u U.HDJ\(/

Q0IAIDS

oy Jo syury) prryo nok yeypn

.J1ed MO ﬁuhd_,uﬁdum

SO[IAROY JO d3ury

s yurp 03 uosaad
Koy e ypm nof Surpraoag

son1anoe Suruuerd
ur s[doad Funo£ Surajoaug

Play Schemes

@Uw\whwm uo QOSNEMO@CH

Joeqpa9) SuIALD

Sunjoog jo aseq

vﬂw@\s @5 MO 2uwn @CN NAND

ADIAIRS UL 90ULIPLJUO)

| ajdoad SunoA pue uaJp|iyd pPajgesIp 40} SYealq LoYS Uo UoNEL)NSUo)




M Poor
m OK
m Good

POIBMIIS ST 9DIAIDS Y TOYAN

90TATIS o)

JO syunyp pryp oK jeyp

Q.aed MO _.Uhcmuﬂcum

SONIARPOY JO d5ury

s yury o3 uosxad
Koy e yam noL Surpraoiyg

son1anoe Suruuerd
ur sjdoad Funo£ Surajoauy

IDIAISS UO uonewIoju]

Jpeqpas) SuIAlD)

Sunjoogq jo oseq

Soom ot Jo owny pue Le(]

ODIAILG UI 90UQPIJUO )

Resources for Autism

M Poor
m OK
m Good

Po3emIs ST 9DTAIIS 93 9I9YAA

9DIAISS

A JO SYUIY) pIIyo ok LYY

9.1ed JO plepuel§

SOQIADPY JO 25Uy

yim yury o3 uosxad
Loy & yam no£ Surpraoayg

sonranoe Juruuerd

SNAP

ur odood Sunof Surajoauy

90IAI9S UO UOTJRULIOJU]

JOrQPOYY SUIALD)

Sunjoogq jo aseq

YoM 9y} Jo dwn pue feq

9DIAIRG UL 30USPIJUO))

| ajdoad SunoA pue uaJp|iyd pPajgesIp 40} SYealq LoYS Uo UoNEL)NSUo)




8.7.2 Analysis by domain of feedback
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8.8 Examples of options for short breaks services used in focus groups

8.8.1 A menu of Short Breaks
“What we would really Ilike is a menu of opporty

One size does not fit all families and Local Authorities are beginning to develop what might be
referred to as a “menu” of short breaks. Families make it clear that a range of options can help
provide them with the type of support they need at different times and stages in their lives. For
children and young people, support should be person centred and available to meet their
different needs. A move away from fixed service provision will enable a wider range of families
to receive the right support and will provide opportunities for more flexible and creative
activities for children and young people.

To better understand this approach, the following gives some general menu possibilities,
further describe each of these and gives some examples:

e Family Based break. This could be with a paid carer or a volunteer family who help to
look after a disabled child for agreed amounts of time. It might include overnight stays
too. These services can come under different names like “family link” or “share the
care”.

Some local authorities are using salaried or contract carers. This is usually someone
who is trained and approved as a foster carer with specific skills and experience in
supporting disabled children. They usually get paid a salary to provide support to an
agreed number of children on a regular basis.

e Supportin the home.

“1t wo ul ldftrdined shiters werfe available so | could spend time with my other
children”

This could mean someone coming in to support you with your child whilst you get on
with other things like housework or playing with a sibling. It might also mean someone
coming in so that you can go out. This type of service is particularly helpful if the child
has a lot of equipment or adaptations to the home, and if they need support with
moving and handling. Sometimes support carers are able to stay overnight with the
child so that parents can go away themselves or can use the opportunity to have a
night’s sleep.

e Residential provision.

This might be in a short breaks (respite) unit, or it could be a holiday away. Tower
Hamlets developed Hotel in the Park where disabled people can stay. People are
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referred through social services and are allocated a number of nights break a year. The
hotel also runs female only breaks for women that wish to stay in an all female
environment either due to religious or cultural reasons or personal choice. Some
residential short break services (respite) are beginning to diversify offering more of an
outreach opportunity to children and their families in their own homes. The benefit of
this type of provision is that children have the chance to take part in an activity, parents
have a break and the child does not need to spend time away from home. This type of
service could be developed further to provide overnight support to the child in their
own home so that parents can spend the night away, or again have the chance to get a
good night’s sleep. One example of this is CARDS (Children with Autism Respite and
Development Service), a service based in Dorset at Portfield School. The service
provides support to the children in their own homes or out in the community by a team
of trained staff who have an understanding of Autism and know the children.

Another example is a residential unit in Kingston upon Hull that is looking to change the
way it provides support to families. When the unit closed for a refurbishment the local
authority had to look at alternative ways to provide support. After school evening
activities and a youth club were provided to young people who spent the evening away
from home but returned to sleep at the end of the activity. By reducing the number of
overnight stays, funding has been released thus offering a wider range of supported
community activities and meeting the needs of a greater number of families.

“l't seems i mpossi bl e t o ocaoetoeernight, orweekeads antesss i d
you are a family in crisis”

Another type of residential provision is provided through schools offering a unit where

students can spend time away from home. This type of resource can also be seen as an
opportunity to offer independence skills training to young people as well as the chance

to spend time with their peers.

Community, or social breaks.

“A weekly soci al group so my sister could m
“Friendshi p -gacbaunge forahem dosthetthingsghey enjoy with a couple of
friends, not strangers.” Siblings of a disa

These breaks come in many different forms but the focus is usually around an activity
and offers people the opportunity to access their local community with support. This
might mean providing support for a young person to attend a local club or activity, or a
more specialist group that provides a higher level of support. It could be a play scheme

B I €
ak
b | ¢
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provided during the school holidays or a youth club or after school club. It could also
mean support to attend something in the community such as scouts or guides. Disabled
young people tell us very clearly that they would like to have more opportunity to take
part in a variety of community activities and the chance to spend time with their friends.

IPOP in Barnet currently provides opportunities for disabled children and young people
to participate in activities both on their own in an existing group or with other disabled
young people.

The Ethnic Minority Access and Participation Project in Southall (EMAP) provides
community based short breaks for an Asian community in Ealing who were not
previously using services. Using a local community centre, activities are planned that
are both centre based and out in the community. The service runs both female only
groups and mixed sex groups.

Camping or holidays away.

“They could go to an activity place. My br

Some local authorities have used the money that would previously have been spent on
overnight short breaks to support young people to go on holiday to places like Centre
Parcs instead, or to go camping or to a youth hostel.

Kingston upon Thames Transition team take a group of disabled young people to the
Guildfest Music Festival once a year. The group spends a night in a tent and have the
chance to see bands and enjoy the atmosphere of a music festival with their friends.

Direct Payments and Personal Budgets.

“Families don"t want to go t-theywantgohiveanoci al S
ordinary | ife”
“Families using direct payment or individua

network around them and can broker support themselves. Families without good brokerage
really struggle and it becomes just anotiheu r d e n . ”

Also known as self-directed support, this is where a family is given control of the funding
to either purchase a different kind of service directly or to carry on using current
services but to be more in control of how these are provided. There are already some
really exciting examples of short breaks using individual budgets in some areas, with
young people having more appropriate breaks for them or by paying for a support
worker to go on holiday with the whole family to provide extra support.

D t




Consultation on short breaks for disabled children and young people |

~

Sitting.

A sitter can provide an opportunity for parents to go out for the evening. Sitters will
usually look after all of the children in the family, just like a baby sitter would for small
children. A sitting service is a good way to provide support to children who feel safer in
their own homes or who may have special equipment requirements. Sitting is
particularly popular with families who have young children where their needs are best
met in their own homes alongside their siblings.

Befriending. A befriending service usually recruits and trains befrienders who are young
people (often college or university students) who are then “linked” to a disabled child or
young person. Links are made according to interest and back ground so that both young
people have shared interests and can enjoy spending time together. Befriending
services can be popular and sometimes carry quite long waiting lists.

Emergency Breaks.

“Never mind short breaks, they are a |l uxury
emergences” Dad

This is support which often a local authority or provider organises that can be provided
to families when they are faced with an emergency such as a parent or child needing to
be admitted to hospital. This is particularly important when there is no natural family
support around, or when a parent might have a disability or be a single carer.
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8.9 About Paradigm

Paradigm is one of Europe's leading Human Service consultancy agencies. Our mission is to be
the leader in the development of responsive services, inclusive communities and a promoter of
positive lives for all socially excluded people, and in particular, people with learning disabilities.
We do this by working with independent and government agencies at a local, regional and
national level. Our 15 consultants offer considerable long-standing and current experience of
working in Social Service Departments, NHS Trusts, Housing, Education and Independent Sector
agencies.

Paradigm’s style of work is interactive: we work in partnership and build upon local strengths.
Our consultants form an impressive network of leaders in the field of human services, with
comprehensive current experience in developing and managing responsive person-centred
services. We draw upon people from across the UK, Europe and the USA. We include managers
of providers, purchasers, trainers, family members and people with disabilities (wherever
possible) amongst our consultants. Each piece of work is led by a dedicated Consultant and
overseen by one of our Directors of Consultancy, Senior Consultants or our Managing Director.

www.paradigm-uk.org



http://www.paradigm-uk.org/

Consultation on short breaks for disabled children and young people |

~

8.10 Acknowledgements

This work would have been made much harder if it were not for the support Paradigm received
from Barnet Voluntary Services Council, and in particular Karen Walkden who provided valuable
support by setting up numerous focus groups and session for consultants to meet and talk to
people in the most convenient and comfortable settings. We are very grateful to them for their
support.

Many parents and carers shared their views, ideas and stories with both passion and honesty,
and many children and young people told us what they enjoyed doing and what activities they
would like to see in the future. We also spoke to a number of brothers and sisters of disabled
young people who told us what they would like to be developed for the future. Without the
input from all these people a report like this would have no meaning — thank you.




