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Introduction and background

The review’s focus was a result of the sub-committee’s interest in evidence which
indicated that supporting parents had a major positive impact on their children’s
wellbeing and educational attainment. In the administrative year 09/10 the
previous sub-committee had produced a report on the importance of parental
involvement in children’s education. This concluded that there should be an
emphasis on enabling parents to have the skills, knowledge and confidence to
help their children as evidence indicated that this would lead to a big impact on
their children’s ability to perform well educationally. o~
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The committee produced a report in 10/11 focusing o port for parents
during school admissions. Alongside this review trxﬁb mittee is also
looking at a volunteer programme developed by Ct yhich demonstrated
success in supporting parents in challenging si s, inclu ddressing child
protection issues, by using mentors to suﬁn ts. This will e subject
of a separate report. \

This report is focused on the best way the counc
carers, so that they in turn can have a

position possible to parent their disabled chi
and participate to community life. Gi e
prioritised evidence from parents and carers,
and carers and eviden

support parents and

ife and be in the best
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t for evidence from parents and carers and voluntary
h parents and carers of disabled children asking for
comment on the fo ing issues in particular :

I. Experiences as a service user
II. Practical and financial resources available
III. How skilled and informed you feel
IV. Parenting
V. Caring
VI. Maintaining family life
VII. Employment and childcare
VIII. Your physical and emotional well-being



Organisations that support families of disabled children and young
people

In response to this the committee received evidence from two organisations that
work in Southwark to support families; Contact a Family and Southwark Parent
Carers Council (SPPC).

Contact a Family
Contact a Family is a national charity with a branch in Southwark that exists to
support the families of disabled children whatever their condition or disability.

They work with families; often at a time of crisis. V 2N
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Southwark Parent Carers Council (SPCC)
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Context
Numbers of disabled children and young people in Southwark
The committee received evidence of work done previously by Contact a Family

and the SPCC to identify the number of Children and Young People (CYP) with a
disability and/or additional need and their parent carers.



Borough wide they estimate that there are closer to 2500 children and young
people with a disability and/or additional need in the borough. Of these:

I. Approximately 1500 children have a statement of special educational need
II. Approximately 450 children are on the disability register
ITII. Approximately 180 children receive a service through social care

Contact a Family and Southwark Parent Carer Council also submitted data on the
numbers of families they are engaged with:

I. There are approximately 590 families reglstered v;mtact a Family in
the borough
II. There are approximately 240 families reglst@ MPCC

has led to budget red
overview and scrutiny

achieved. When the significant
for children’s services are taken into account

pe £86.4m. The total savings and commitments
for the depa nchanged from those agreed at council assembly in

February 201

Contact a Family reported that they have experienced financial cuts of 25 %, and
that they are waiting to hear what will happen after April 2012. SPCC recently
lost their worker because of budget reductions. The evidence received from
these organizations considered both the effects of organisational budget
reductions and how they were seeking to adapt, alongside recommendations on
the best way to deliver council services and support families given shrinking
funds.

The impact of the recession and austerity on families

National Contact a Family have produced a report called Counting the Costs 2010



Key findings from a survey of over 1,100 families with disabled children found:

I. Almost a quarter are going without heating (23%). Up from 16% in 2008.
II. One in seven (14%) are going without food. Down from 16% in 2008.
III. More than half have borrowed money from family or friends (51%) to
keep financially afloat or pay for essentials, such as food and heating.
(42% in 2008)
IV. More than 40% have applied for a charity grant. Up from 25% in 2008.
V. Almost three quarters (73%) are going without w and leisure time
with the family. Up from 55% in 2008. y 9
VI. Almost 90 % said that financial worries had {ewtal impact on their
family life o v KN

V % ‘\
Y

National research on the need amilies an e outcomes carers
would like from social care pro

The full report can be found here:

www.cafamily.org.uk/pdfs/CountingtheC 0.pd
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Contact a Family have produced a nati “What makes my family

stronger *.
Key findings of the re

I. ost 70% of ith disabled children said that understanding and
ly from their community or society is poor or

II. Ove id they don't feel listened to by professionals.

III. Vital support services such as short breaks, a key worker and childcare are

IV. Over 60% o ies said they don't feel valued by society in their role as
carers.

V. Half of families with disabled children said the opportunity to enjoy play

and leisure together is poor or unsatisfactory.
The full report can be found here: www.cafamily.org.uk/pdfs/wmmfs.pdf
The Social Policy Research Unit at York University published a report which is an

easy introduction to the range of outcomes that carers would like to achieve
from social care services.



These include:

I. A life/identity of their own, over and above their role as parents/carers
II. Having control over their life
ITI. Spending ‘quality’ time with the person receiving support, over and above
care-giving activities
IV. Maintaining physical and emotional well-being
V. Having adequate resources
VI. Feeling skilled and informed
VII. Maintaining family life
VIII. Service process outcomes relating to positive relamps with
professionals and working in partnership with es

The full report can be found at: A‘\

e
http://www.york.ac.uk/inst/spru/pubs/pdf/O }Ddf ‘\

Findings

Fairer access to universal servic
In their evidence to the. committee SP at families understand that

pressure so their recommendation was to improve

lighted this issue and they included evidence on their
inclusion program vhich offers a range of family inclusive activities to
introduce families to new experiences. Many of these are within the borough
and most are universal. Contact a Family’s aim is to support families to enjoy
activities which can be repeated independently. Examples are using local parks
and libraries, taster sessions and courses at local swimming pools, and exploring
local museums. Contact a Family also offers information and training to other
settings and agencies to support staff to be inclusive in their practice.

Council officers acknowledged that families want fairer access to universal
services and detailed work they are doing to meet some of that need through the
Short Breaks programme. Evidence taken from the Short Break consultation



indicated that universal settings in particular need to be more inclusive with the
up skilling of frontline staff to better support disabled children and young people.
The evidence identified there was a particular need to ensure hearing and
visually impaired children and young people are included in service provision and
access to activities, as these groups are often isolated. More sports clubs have
been requested by families and children, but it was noted that the disability
sports program is no longer available. There was a particular interest in
swimming including disability swim sessions. Parents have also requested
activities for girls supervised by female staff. Different kinds of activities to meet
different needs (i.e. swimming classes delivered at different levels of ability)
were also proposed.
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Short Breaks & ‘

Evidence received from family support orgamsaggrg\and parents indicated that

families would like to have regular breaks fro normal r e. They want
good quality and meaningful experiences for their child and they t a chance
to recharge their own batteries. The cou don n extensive i

on this and Appendix 1 is attached: Shaping
stakeholder proposals. The recent Short Breaks ices statement highlights the

wide range of universal support alread [ is helping to promote the
local offer to families and to identify ¢

teenagers

Contact a Family repa ~ ith families; often at a time of crisis.
They reported that this is often agnosis has been received as this is
often a time of [ ert and stress for parents. However, the

service reported th: 1 eed particular support around times of
moving into school or college. Contact a Family reported

that be officers were emphasising service provision for
families o er their organisational experience is that there
are just as when a child enters puberty and becomes physically

and sexually ma ern was raised that services often drop off during this
challenging time. act a Family’s organisational view limiting services to
under 5’s is not a good idea.

Autistic children and young people

The evidence from SPCC highlighted what they termed as the “massive
prevalence of autism”. Many of the parents giving evidence had a child or
children on the autistic spectrum. The Short Breaks scheme indicated that there
is a need for increased service provision for Children and Young People (CYP) on
the Autistic Spectrum. This report noted that CYP on the Autistic Spectrum often
slip through the net as they may not qualify for mainstream and/or specialist
services. CYP with dual diagnosis of ADHD and Autistic Spectrum Disorder are



particularly vulnerable as they require 1 to 1 support to access services which
required funding; CYP on the Autistic Spectrum with challenging behaviour are
often hard to place especially for overnight stays and respite care. The report
recommended more suitable provision for these CYP, including enhanced training
for carers. The evidence indicated that more provision is needed for children
under 8 diagnosed with Autism, in particular.

Data registration

Parents and family support organisations said that they thought it was really
important that the disability register was kept updated, even if families do not
receive formal services. Parents and family support organisations emphasised
that early help is much better and data registers coul with this. Better data
recording would also give more accurate |nformat| led CYP could be on
various data records because of a medical condi Banhavmg-statement of

special educational need, being on Southwark’ being in
receipt of social care through a eligibility a ssmen he evidence
indicated that these data sets do not al te t ch other in r and

functional ways.

How well medical and social care is integrate d communication with
families
Parents complained that they have to rvices e thing again and

at they used. Parents said that professionals
from Health a i s do not have access to their respective
records, eve -located in places such as Sunshine House.

Assessment for
Parents’ spoke of the delays they had experienced in getting an assessment from
the disabilities/complex needs team (social care) and the Special Educational
Needs (SEN) section. Parents found this difficult to understand, particularly if an
assessment had been recommended by health service. A parent complained
about delays from the SEN team when it comes to issuing a statement of special
need. Her child had eventually received a statement; however she was
dissatisfied that the process had taken too long and commented that her son has
since been permanently excluded from secondary school. She said she felt sure
that if the correct support mechanisms had been in place this would not have
been the case. A humber of parents expressed frustration that social care



assessments are issued without full reference to the medical diagnosis. Parents
thought this showed a lack of consistency and highlighted the disjuncture
between social and health services.

Parents said that their perception was that the policy seems to be to say no the
first time, then parents have to go back and make the case, then eventually you
get what you need. Parents commented that this advantages more articulate and
pushy parents. They said that services should be given to those who most need
them, not those who shout the loudest. A parent contrasted their perception of
how Health and Social Care respectively access need in this.way: the NHS admits
you have a need and puts you on a waiting list; the council denies that you have
a need at all. The waiting list approach was considere&tter in helping a family
coming to terms with a child’s diagnosis and likely @n

Parents reported that the delays in receiving ress, and that
a small amount of service, or early intervention, would be more effective as
it prevented families escalating up the la crisi at often a

A number of parents cite ily in supporting them in
accessing services iate the system. Parents Contact a Family

s and carers need clear accessible
just be on the website. SPCC went on to explain

it is vital that this dhered to. A parent commented that a child’s statement is
a vital tool for parents and teachers, as it is a legal document stating who our
child is, what she needs and how those needs will be met.

Common Assessment Framework (CAF) and ‘single point of access’
The Contact a Family manager commented on the importance of finding families
before they go into crisis to prevent further difficulties. The manager reported
that officers are saying that unless there is a Common Assessment Framework is
in place Contact a Family is being asked not to provide services. They reported
that this creates difficulties as some people have had a bad experience of
statutory services. Contact a Family emphasized that it is very important that



families can self refer so the organisation can meet the needs of these families.
Officers stated that they believe families should be able to access services in the
way that best suits them. They reported that the council is working with partners
and voluntary sector partners, to develop a ‘single point of access’, which will
make it easier and quicker for families to receive the support they need. Officers
reported that the Common Assessment Framework (CAF) is an assessment tool
designed to support the early identification of children with additional needs and
reduce the number of times that parents have to tell their story. Officers
envisage that as the tool is increasingly used by agencies it will ensure that
detailed assessments are completed more quickly. Officers are developing
systems to promote the identification of families so they can be supported and
which bring systems together (this is related to Aimin h for Disabled
Children, the Green Paper Support and aspiration: A ne roach to special
educational needs and disability, the Child Poverty Strategy and more)

A\ <

A N

Family life ?’

In the evidence received families pointed out not exist in isolation from
the rest of the world. Their evidence spoke of th iculties in sustaining paid
employment and the impact on sibling bled child with limited
support in difficult circumstances. y sessments and
consultations the council takes into a 2nts’ responsibilities for other
children or work commit bout the services and

Information
Contact a Famil i hem it is hard to get good quality

ople updated. SPCC also emphasised the
. The Short Breaks consultation recommended

locations; worksho
Budgets, Taxi Card

issues of relevance (Direct Payments/Personalized
nding for holidays e.t.c) and an annual conference.

Schools

As noted above parents want an early assessment for a statement of Special
Educational Needs. A parent raised concerns that families cannot highlight an
Academy school for our children, if a statement is received. Parents expressed
frustration with their relationships with schools; one parent indicated this had
broken down. Other parents emphasised the importance of communication and
the difficulties children have had at mainstream school. One parent reported that
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his child would be distressed because the support worker was not available, but
the school had not informed him. The parent went on to say that he has even
offered to train staff at the school but this has not been acted upon.

Consultation
Evidence on consultations emphasised treating parents and carers with respect
and truly seeking and valuing their contributions (and those of their children)
when planning and evaluating services. A parent raised concerns about
consulting on services that the council is legally required to provide. The Short
Breaks consultation was given as an example of good practice. Specific
recommendation included:

&
N
I. Ensure that results of consultations are shan{ Mer possible explain
why some requests cannot be honoured. ..
II. Offer various methods to collect feedb

. face toMnsultatlon
questionnaire, electronic survey, telephone survey)

ITII. Parents to participate in the strat ning of services y
possible.

IV. Robust methods to engage CYP and inclu eir views and provide
opportunities to introduce them ent activities (i.e.

canoeing, sailing)

elop resilience and have a quality of life.
|ver|ng services in a time of shrinking

Evidence callec he council to support community and voluntary sector
agencies and groups in offering a wide range of opportunities to families. They
wanted the council to collaborate with and value the sector. When
commissioning, community organisation requested the council offer contracts
which are long enough to allow security and development. Family support
organisations emphasised developing systems to promote the identification of
families so they can be supported and which bring systems together.
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made by service users and providers including families.

The following work plan has been collated based on consultation

d are suggestions and recommendations

WORK AREAS

DISCUSSION POINTS

Eligibility Criteria

Clearer explanations of eligibility criteria and referral
athways into services (pre and post assessment).
Review of joint working agreement/protocol between
Children with Disabilities Team and Referral and Assessment
Team to ensure families are signposted and referred to
appropriate services.

In the event that a parent carer has an emergency (i.e.
hospital appointment, surgery, child in the hospital) where
can they go to get help?

Many parents felt that in the first instance they would rely
on their network of family and friends. As many CYP are
not known to Social Care parents wouldn't feel comfortable
contacting them in an emergency. In the event that a

12



parent/carer was without support, where would they receive
help in an emergency situation?

ed frontline staff to better support disabled
oung people.
and visually impaired CYP are included in

ds of activities to meet different needs (i.e.
classes delivered at different levels of ability)

different ability levels; CYP should have a choice of activities

uring short breaks programs wherever possible — mix of

ages and CYP will support socialization skills and break
down disability barriers.

e More activities needed that offer support to all CYP within
Southwark with an additional need — as the majority are not
known to Social Services, they should still be able to access
services.

e Review of referral routes to ensure that CYP not known to
Social Services can be referred by other professionals or
self-referred by parents.

e For families who don't receive services and/or funding from
Social Services, how can they be supported to access

13




activities for their children? It is viewed that better access
to services |n the long run WI|| help prevent CYP and families

Publicity

Offer parent carers including foster carers a series of
workshops to explain more about: Short Break provision
and what is available, Direct Payments/Personalized
Budgets, Taxi Card and other issues of interest (i.e. funding
for holidays).

Transportation Strategy

Accessing short breaks is often difficult due to travel and
transport arrangements. Some CYP will miss out on
services, as it is too difficult for parent carers to bring them
to/from activities. Ensure equal distribution of activities in
the north and the south of the borough wherever possible.
How can CYP travel between school and local
clubs/community activities?

Mobility allowance and Disability Living allowance can be

14




used for transport to/from activities — may need to refresh
this information with parents.

Some servi ave their own transport as Southwark has
o the purchasing of vehicles; review of
reements to ensure that drop off and pick up

y, as currently there appears to be
.e. crossing into Lambeth).

ol — consider using these buses during the
ends and during the school holidays to

travel independently would be useful, especially for working

arent carers and/or those with other children to transport

to school.

e Review of the assessment process for school transport to
include parent carer work/shift commitments, other children
in the household and logistics of travel for drop off/pick up.

e School transport currently is operating without
designated/routine pick up times which can distress the
children; parents are often having to take children to school
so they arrive on time which adds extra pressure and stress
(A new system is in place, still working through the logistics
but is causing stress to some families).

e There are less buses being used for school transport so

15




Cost Savings and good value for money

timing is less flexible — this creates difficulty for parents with
other children (i.e. bus scheduled for pick up at 8:30, parent
y 8:20 to bring other children to school).

on is especially important, as parent carers feel
ive of their children being out on the streets of
need to feel that their children are in safe
arriving/departing a provision safely will

may need tailor made/specialized care packages and some
ervices could be more flexible with their care offer.

Utilizing in-house staff, partner agencies and parent carers
to provide staff training and workshops around disability and
safeguarding.

Sessional staff are only paid for hours worked; if a CYP does
not attend an activity is Social Services still required to pay?
Are parent carers still required to contribute?

Review of sites for short breaks in terms of value for money
and facilities — are they meeting the needs of CYP and
families? (I.e. Bacon’s College offer competitive rates,
however they don't have sufficient equipment for the
Special Care Group during Playscheme; it is also not

16




centrally located which adds transportation challenges).
Can parallel activities be offered for other children at the
same site?

Early Years Provision

additional Early Years placements, especially for
r 3. Currently there is a limited portage

this group of children needs more activities
for social interaction.

—

Spectrum Disorder are particularly vulnerable as they
equire 1 to 1 support to access services which required
funding; CYP on the Autistic Spectrum with challenging
behaviour are often hard to place especially for overnight
stays and respite care. Investigate more suitable provision
for these CYP including enhanced training for carers.

More provision needed for children under 8 diagnosed with
Autism.

Further investigation around services provided by Resources
for Autism and IBA.

Consultation

Regular on going consultation with CYP,

Ensure that results of consultations are shared; wherever

17




parents/carers/providers (i.e. 2-3 times per year)

Care package allocation

possible explain why some requests cannot be honoured.
VI. Offer various methods to collect feedback (i.e. face to face
consultatio estionnaire, electronic survey, telephone
survey)
VII. Parents to participate in the strategic planning of services
wherever possible.
Robust-methods to engage CYP and include their views and
provide opportu 5 to introduce them to new and
different activities (i.e. canoeing, sailing

VIII.

v \ ’ . . .
RE of current ‘panel’ process; consider a wider multi-
age approach to include input from various service areas
across t ectors including an Independent Person to offer

‘» a wider range of services to families. Consider

er/lead professional to attend the panel meeting to
advaocate on behalf of the family and further explain specific
requests for services.
Transparency in how care packages are allocated and the
eligibility criteria for services.

e Inform parents of other services they may wish to access in
addition to what is provided by Social Services and/or by
using Direct Payments.

Extended use of available fa

e Review of site provision to ensure maximum use and
provide value for money.

For example:

Orient Street has capacity on the children’s side during school
hours to provide a safe space for additional activities — i.e. under
5’s stay and play or a drop-in service to give parent-carers a break
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(staff requirements would need to be reviewed); Work experience
placements from Spa School could use the building during the
school day; Occup al Therapy assessments. Consider using
Orient Street as.an activity hub and/or resource center including as
ndence Training. This would maximize the

onsider multi-use sites for after school and club activities
where siblings can attend and/or activities for parents;
parallel activities reduces travel time and cost, allows a
break for the whole family and then parents/siblings can
provide support for CYP with additional needs if required.

Staff Resources

Wider pool of carers needed to provide short periods of
respite care, especially within the family home. Consider
increased utilization of pool of sessional contact supervisors
to provide cover when required; these are staff who would
be employed by Southwark Council and would have
undergone all required safety checks and training.

e More foster carers needed — strict criteria and lengthy
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assessment processes means many carers don't qualify or
move on before they are accepted. Improved process for
ho can supervise CYP in their own home,

expensive and can be inconsistent; service
nts feel that agency staff often don't offer

CYP. This kind of service is well received by families and

rovides good value for money.

Consider designated Short Breaks Coordinator to ensure

Southwark offers a comprehensive short breaks service

integrating all CYP with special needs; would facilitate

managing, arranging and monitoring service provision.

e Consider Brokerage Worker role to support CYP and families
to be provided appropriate services.

e Further discussions around maximizing staff working with

CYP in Southwark in lieu of using agency staff; i.e. the

creation of a staff pool for staff who would like to work

extra hours and work with CYP in different settings (possibly

with different contractual arrangements to avoid overtime
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In-school support

pay). This also supports staff continuity and stability for
families.

ith schools about disability awareness,
understanding how to meet the needs

of incidents of bullying and exclusion of CYP with
| needs from mainstream schools; with the

around supporting CYP with additional needs including
efreshed strategies for in-school support.

Consider program to support CYP to travel independently to
school — i.e. walking school bus, escort to school from home
or pick up point (volunteers, 6™ form or college students,
older siblings) and organized ‘carpools’ between parents
(i.e. taking a group of children to school on foot, by bus or
car). This also supports working parents and those with
several children to transport to and from school.

School governors to include parent(s) of CYP with additional
needs to advocate and provide link to services and
information.

Integrated Working and Information Sharing Process

Increased use of CAF for information sharing and a more

21




holistic assessment and referral process.
Further development of Key worker and Lead Professional

pproach to Team around the Child/Young
to ensure professional networks are working
uard vulnerable CYP and their families.

Multi-agency working

s to encourage multi-agency working,
ormation sharing including shared IT

here referrals are received by parent carers
workers, information from other professionals

Best practice to be shared across the children’s workforce.

Transition

Well planned and managed transitions from Early Years
provision to Reception, Primary to Secondary and from
Children’s to Adult Services for CYP who are 18+ including a
Team Around the Child/Young Person meeting for
professionals to share information and knowledge about
each client.

Staged and managed transitions to new sites are also
important, especially for CYP on the Autistic Spectrum for
whom routines and consistency are essential to their safety
and well-being.
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