THE HIGH COURT OF JUSTICE CLAIM NO:
ADMINISTRATIVE COURT
IN THE MATTER OF A PROPOSED APPLICATION FOR JUDICIAL REVIEW

BETWEEN:
THE QUEEN

on the application of

(via his mother and litigation friend (R )

First Claimant

-and-
(via her mother and litigation friend
Second Claimant
-v-

WEST BERKSHIRE COUNCIL
Defendant

WITNESS STATEMENT OF ALICE CULLINGWORTH

I. Alice Cullingworth, of 40 H2born Viaduct London, EC1N 2PZ wil say as follows -

1 l'am a Sa'iciter in tne firm of Irwin Mitchall LLP, | have corduct of this case on behalf of the
C'amants. | have s22n the grounds of claim in this matter and confirm that thay accord with
my insiructons. All corespondence referrad to in this statement is conta ned within the Cort
Bund.e with rafarences in square brackets.

2 This clam relates 10 th2 lawfulness of the decision by the Defendant on 1 March 2616 to cut
s funding to voluriaty sector providers of short breaks services by 54%. | make this
statement 1o ass st the coutt with a summary of th2 pra-acion correspongsrce and to explan

w1y extensive correspondance was nacessary befora issuing procead rgs.

3 We were frst contactad by the family of the First Clamat. (H R - -

Wovember 2013 Wz wer2 infarmad tha: th2 Dafandart had sa~t leners to a Yoluntasy sactor
oroviders of cai'aran's short breaks and respite servicas in tne borough on 25 Sartamase-
2315 to tarmirate treir contracts far funding on 31 Marzh 2016. We were irstructed tha: the
First Cla.rant relied upon servicas provided by Wast Berkshire Mencap (“Mencap’y and



Crossroads Care Oxfordshire {‘Crossroads™) and that he would be detrimentally affected if
these services reduced or ceased.

On 3 November 2015, the Defendant launched a public consultation regarding its budget
proposals for 2016/17. The consultation documents stated that the Defendant must make
savings of £20 millon over the next 4 years, £11 million of which are to be made in 2016/1 7.
The consultation included a proposal in relation to short breaks services to “cease all the
current contractual arrangements, in order to rationalise these arrangements; revising and
reducing the breadth of the current provision and refocusing support to those children and
families assessed to be in the greatest need. It is also proposed to reduce council funding and
deliver significantly more limited short breaks provision, whilst working with the community
based organisations and charities to help provide support for those families who are most
able to manage their own support arrangements for their disabled children. This will save the
council £345,000°. The consultation closed on 14 December 2015,

We made an urgent application for lega’ aid on 9 November 2015 that was granted on 23
November 2015. We sent a letter before action on 30 Novernber 2015 [C1-8], to challenge
the Defendant's decision to terminate all providers’ contracts to provide children's short
breaks services and the Defendant's ongoing consultation.

In November 2015, we were approached by three further potental clients: the Second
Ciaimant, (S -~ A /- sont a second
letter before action on the same day (30 November 2015) on behalf of the first two {C9-11]
and a third letter before action on behalf of (EINMENNN d2ted 3 December 2015 [C12-
15].

The Defendant provided its formal response on 14 December 2015 [C16-21]. Within its formal
response, the Defendant confirmed that it had not taken any decision to cut the funding to
providers. It confirmed that no final decision would be taken until 1 March 2018 when the full
Counci' would approve the budget proposals for 2016/17. Although termination letters were
sent to all vo untary sector providers. the Defendant stated that “the Councif has not decided
not to negotiate a further extension of the existing contracts beyond 31 March 2016. All
options remain open pending completion of the consultation’ [C17).

We confirmed by letter dated 21 December 2015 [C22-23) that we did not therefore intend to
Issue judicial reviaw procesdings at that tme to challenge the tarmination letters sent to
providers on 25 September 2015. We sought clarification as to how tha Defendant had
arrived at the figure of £345 000 in savings by cutting short breaks services as it was not clear
how the Defendant had determined what its statutory obligations are towards disabled

children in the borough and the cost of meeting those statutory obligations but no more.
2



11,

$a

In respact of the calculation of the proposed savings. t12 Dafendant explzinad by lattar dated
§ January 2016 [C24-26] that “the estimated saving is based on an officers’ assessment of
the hkely spand on respitz cars and short breaks that focus on (a) chitdren who met the
efigibility criteria, and (b) community provision™ [C25]. Nao further datails ware provided. The
Defendant stated that it was anxious to engaga in ADR to avoid costly litigation, which it said
could take place without lawyers [C21].

Our clients were cont2nt to await a final decision on 1 March 2016 befors taking any further
l2gal action. A meaeting took place directly betwsan ihe Dalendant arc providers on 4
February 2016 [52-56). Also, the First Claimants motner. NN :pproached
Children's Sarvices directly to request a maating to discuss har son’s short breaks services
provis'on. as she was concerned about what would be left for hm to access after the cu's.

As set out in deiail In the Grounds of Claim. 01 1 March 2016 the full Council approved the
proposal to reduce the budget voluntary seclor organisations to provide children short breaks
services by 83% {£345,000) from £415,000 in 2015/16 to £70 000 in 2016/17 and approved
the allocation of £170,000 of transitional funding to children’s short breaks services Later in
correspondence the Defendant confirmed that £50.000 of tha trarsitionzl funding will likely be
appied to Casie Gata, a counc| run respte sarvice. I2avng £120,000 available to voluntary
sector organisations to apply for [C38). Factoring in this transitonal funding. the furdng to
voluntary secior organisations to provide childrer’s short breaks services would be £190.000
in 201€,17 (£70 000 plus transiticnal funding of £120 000;. This is a cut by 54%.

A mzetng too< place on 15 March 2016 betwean th2 Defendant and providars. including
Mencap and Crossroads. during which the Defendant explained that, in 1gnt of the transitona
tunding. g-ants of up to £20,000 could be applied for by provicers to continue thar provision
i 2016/17. Mancap and Crossroads both aopliad fo- transiteral grants befors tha deadiine of
"5 Aprit 2248

We laisad with the LAA to agre2 funding for tne First Claimant (¢ challenge e decision on 1
March 2016 However we were not rotfied by tne _AA that func ng had been agreed until 10
March 23°'6. We urgently corsiderad tre documants ard p-eparec a 21er befor2 action to
the Datendant within five working days. wh ch was s2rt 01 17 March 2016 [C27-36)

Tn2 Datendart respondsd on 29 March 2076 [C37-47). disputng the zlam but offenng to
measat wib 12 First Respondant’s family “on an ADR basis and that it s wling ‘to maks a
social worker avadabie within the naxt few days’ [C46] O~ 1 Aprl 2016 [C48-49] we
asceptad the offer but the mesting was not in fast arangsd watl 13 Apn 2C16 ard our
request that this meeting be brought forward [C53] was refusad [C54]
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18.
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On 1 April 2016, we also sent a letter to the D=fandant on behal® of the Second Claimant
[C52] seeking a reassurance that her needs will continue to be maet by the Dafendant. In its
response on S5 April 2016, the Defendant sought more tima to provide a formal response
under the pre-action protccol and stated that a claim on her behalf wou'd be premature before
the outcome of transitional funding grants was known [C56].

We responded two days later on 7 April 2016 [C57-59]. We confirmed that we would await
the outcome of the meeting with the First Claimant's social worker before deciding whether to
Issue judicial reviaw proceedings on behalf of the First Claimant and we invited the Defendant
1o provide a full formal response regarding the Second Claimant if it wished to do so by 14
April 2016. We again invited the Defendant to confirm that it will take a naw decision, such as
applying the Defendant's un-estricted reserves for tha purpose.

Responding on 14 April 2016 [C80-61]. the Defendant repeated that it will meet the First
Respondent's needs. The Defendant suggestad that it will meet any assessed needs of the
Second Claimant (although it mistakenly stated that she has not been assessed).

We responded by letter the following day, on Friday 15 Apr! 2016 [C62-63). We set out why
the De‘endant had mischaracterised our case by focussing on the individual assessed needs
o* the Claimants, as opposed to focussing on our zlaim that the Defendant has breached its
general duties to provide short breaks services as set out in cu- letter dba'ore action. We
stated that we have no opton but to issus judiz gl review proseadings We also con‘irmed
that. following the mesting with the social worke:, (| BB cccs rot consider that the
Detendant wil be able to identfy options for IR that are most suitable to meet his
needs. We explained that the Second Claimant's famiiy is prapared to a2ngagjs in dialogue
with her sacial workar about [iprovision.

We were then informed by providers that the Defendant's decisions in raspect of transitiona!
grant applicasons wer2 to be taken or Monday 18 April 2018 and that the outceme would be
commuricatad within a weex, i.e by Monday 25 April 2016. We assessad that it was
reascnasle given that decisions would be commun catad to providars wih n a matter of days
to await this information befors issuing proceedngs.

Wa wsra inforrzc that provicers received rotce on 21 Apri' 2016 ragarcing ther transitona
funding g-ant aookications. We are now issu 1g judicial review pracezdings on pehalf of the
Cla ma=s only 2 woring days later.

Now nat we have a. of the nformatcen regarding funding lo providers for 201516 we have
been abe 1 establish the detrimant to the Claimants. In order to ass st 2 Cour. we exhibit
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to this statemnant al *AC1" a table setling out how each Cla'mant wil be derimantal'y affectad
by the decision on 1 March 2016.

We have acled axpaditiously throughout this protracted period of pre-action correspondence
in order to establish the fasts, accept the Defendant's offer of a meating with a social worker
in raspact of the First Claimant, and to issue proceedings 3 working days afiar decisions wers
communicated by tha Delendant ragarding grants to providers.

Tha Claimants thereforz ask the Court to intzrvene to correct thz Dafendant's unlawiul
decision to cut the funding to voluntary sector arganisations to provide short breaks services
by 54%

Statement of truth:

| believe that the fasts stated in this Statement are true

Sigred

Dated:
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THE HIGH COURT OF JUSTICE CLAIM NO:
ADMINISTRATIVE COURT
IN THE MATTER OF APROPOSED APPLICATION FOR JUDICIAL REVIEW

BETWEEN:

THE QUEEN

on the application of

SR
(via his mother and litigation friend (I ENNEEENEER

-and-

First Claimant

O
(via her mother and litigation friend (D

Secor.d Claimant

-\

WEST BERKSHIRE COUNCIL
Defendant

wiTNESS sTATEMENT OF (D

|, U - S

@R vill say as iollows:

1.

{ make this statement in support of the Claimants’ application for judicial review. | am (IR

SR - other 2nd litigation friend. My date of birth is (I EEEEEEED

Unless otherwise stated, the facts and matters referred to in the statzment are within my own
knowledge derived from my professional experience and are true to the best of my knowledge,
information and belief, Where they are not within my knowledge, the source of my information is
identified.

@ is ‘4 years ol ang fives at homs with us in Nawbury - which is to say with me, my husbangd
S = our ‘n-ee other children, whe are aged (NN @B has autism and &
asvelopmanial disorder called William's Syndromsa. He has high care nesds, 24 hours s dav. He s
non-varbel ant communicates Dest using an iPac or a wJchsorean with icons, by po'nting, 239 by
grapoing on to Someons. whilst [l is contnent during tne day (b witn occasional accidents) at
ri3nt ha requiras incontnence pads (i cannot wash or drass himset; §lcanact getdood or help
nmself ta 2 drink, althoegh whan he is provigec win fooc or 37k he 18 abi2 10 Teag himsaif with &

5+ o° assisance. Wi 25 almast no comprenension of dangss, sucn as i-om vathic. s fully

-



£,

mobile, for examps ne can run (akhoagn at = slowsr spsed than others) -has profound
behavioural issuges related to nis autism, inciuding savere obsassions ard diffizuities in ail aspacts

of normal intsractior,

@ czqnot be Isit alonz &t al as he may injure himsealf or causs gamag2. Hs might flood the
bathroom, scald himself, empty the ketle, pull wires out irom the tzslsvision or computer, go
exploring. etc. He is unable to care for himself at all. At night, he slzeps in s own room but is very
close to us. He is izken ta tne loo late at night but, asspite having & nappy. is regularly very wet in

the moraing.

Caring for- affects every area of our lives. Every day, either at home or on an outing, needs to be
carafully planned to enzble us to kezp him safe and happy, whilst allowing our other childran time to
have fun and bz a "normai” family. It can prove almost impossibie at times Ha neads full adult 1:1
supaivision at zll tmes including gning for a walk, going to the cinema, out for a meal, swimming,
etc. He cannot even be leftin the car for two minutas whila we pick up other children from school. it
can be amusing, exhausting, embarrassing. upsetting or completely impossible but naver dulll We
often feel that we are barely coping.

What services- enjoys

6.

-t

m

i

@ hzs a care package which is fundad by the Council | manage R cirect payments on his
beha¥f. With thess direct paymants | arrange &l of- carz, including his shor breaks services. |
undarstand the rate | have paid for these is low becauss the providers are also fundad directly by
te Council. ) azends services provided by Waest Barkshire Mancap, Crossroads Care
Oxfordstire, Castle Gate, and Guide Post. We love @l dzarly, but it is absolutely nacessary that
we are abla to g2t thase short breaks — necessary both for him and for us as a family.

@ atiends an aker schoo! club twice & waek on Tuesday and Friday from 3.30 pm to 6 pm and a
wezkend club on a Saturday morning once a month from 8.30 am to 12.30 pm with Mancap. ()
also attznds the Mancap play schemas every holiday, which will be 6 to 8 days in the summer
holidays, 2 days ir the Easiar holidays, and 1 day in the Christmas holidays from 9.30 am to 4 pm.
With Menczp (@l can t2ks part in indoor and ouidoor activities with othar disablad young people,

such as playing gameas at the Mancas Csnime, swimyming. visiting & 200, or visiung a play patk.

With C"DSS.’CEJ:.- hzs day trias reguiarty duting the yaar, mosty in tne schoal Rolidays T5is i3

for savarz' cays =2ash holday. Sz might 9o far &n oulng 1o the zd0, cinsma o- for pizza for

sxamole Also, cnsz 2 vaar in the summar, he goas for 2 2 night s1ay to Sutins,
-ats 2Y3vs 2 nignts o° ovemignt resais £ Tonw o™ Caste Gats b2 wil 21thar 02 sollesed
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10.

untii 1 pm the next day. During these stays, il stays at a specially purpose built building with
outdoor play area and can take part in activities such as playing in the play area and going for walks

with Guide Post, ) aiso takes part in activity days based at his school during school holidays.
This is for approximately 8 days in the summer holiday and 2 days at Chrisimas and Easter.

Assessment of i needs

11. - was last assessed by Children's Services in December 2014, and a copy of this assessment is

12.

13.

exhibited to this statement at SM1. Whilst this is rather out of date and il is now accessing short
breaks with Crossroads as well as Menap, it is still largely accurate. The assessment reflect how
high [ilneeds are, for example where it states that ‘@ has a number of obsessions which can
lead to increased anxiety for himself and these are difficult for the family to manage... due fo the
risks presented by these obsessions and- severely limited awareness of dangers and risks, he
requires intensive supervision which dominates family Jife".

The assessment shows how important short breaks services are in meeting B needs, for
example when it says “The local area has a range of community resources and amenities to meet
the needs of the family” and notes that Mencap and Castle Gate “continue to be appropriate in
supporting the outcome of the CIN plan®. It records that “As{lilihas become older he has becorne
increasingly dependent on specialist services such as Mencap”. The fact that an important eiement
of these services is to allow JJto socialise with peers is also clear — it says “{laccesses a range
of out-of-school activities providing hirm with opportunities to be with peers” and * (I NN 2 s
continued to make good use of community resources and services providing respite. {ili}is able to
access a range of activities in the community through specialist services providing opportunities to
social alongside peers”.

At the time of the assessment, (il social worker concluded: "In my opinion an increased level of
respite would enabic B to have the required 1:1 support more frequently and support the family to
continue to provide the level of care and supportneeds to stay safe and achieve his potential'
and recommended that Il access to playschemes and holiday clubs continue, his respite at
Castle Gate to continue, and there should be an increase in his direct paymens.

Why these services are so important to-and to us

14,

litsrelly cannos inink of 2 singie patt of our lives that wil' not be detrimznially aected i is no
anle *0 continue with the same shorl b-aaxs ha enjoys ~ignt now. Without thess sarvices, ([l will n2
iongsr b2 abiz to sociz'ise witn other children and aaJits in a safe envionmant. The's are va-y few
nlacas wnars he can g0 bacause ha is so disad'aa, 50 we gre very graefu! hat there a2 Diaces

wnas h2 581 02 and ramaln safz and sy himssli with Mancap, Crossroacs anc Guidsposts. Ws

-
-

10



15.

186.

have been using them for a long time and we know and trust the employses. We have coniidence
that they are qualitied and specially trainea to provide the level of care he requires, and without that
confidence we simply could not leava{iilin the care of others.

He loves Mencap, Crossroads, and Castle Gate and always gets really excited when he gets to go.
| can tell he is happy and comfortable, especially because he knows the staff and other children,

and because he is in a familiar environment.

The lives of the rest of the family would be completely changed as well. My husband works full time
as a vet and | parl time as a doctor, so losing these services would make our working lives harder.
It | simply don't know how we will be able to cope.. Even though we already employ a nanny, she
works virtually the same hours as my job so the same difficulties apply to her, i.e. how can she
provide 1:1 and safe care for lll whilst looking after the other children — especially during the
holidays. This will also have a knock-on effect as us being tired will make i harder to take care of
@ =nd the rest of the family. The lives of my other children will be negatively affected as well by
these changes. The shor breaks Ban accesses give us the chance to take our other children out to
do activities we wouidn't be able to do if i) were there. So all our relationships with each other as
a family unit will certainly deteriorate as we will be under a lot of pressure caring forB#llB without the
same level of short breaks as we get now. As already mentioned, the effect on the rest of the family
cannot be underestimated and will be extremely detrimental and very hard.

Alternative provision locally

17.

18.

Having met with Bl social worker, it is clear that there are no services that are suitable and
availabie for i} if Mencap and Crossroads cannot maintain his provision. The other solutions
we've found would force either- or us to lose something valuable, like socialisation or respite.
Because of his profound disabilities there are not a lot piaces locally that have the safe environment
and the specially trained staif he needs. Leaving @ with carers that are not specially trained is
simply not an option because of the risks this would involve to his wellbeing.

Increasing the Castle Gate provision will help a little but this is no replacement. Castle Gate is a very
lovely (and as | undersiand it — expansive) overnight respite facility but it does not provide a social
environment for il a: all. The on'y other option would be to hire a care worker to attznd on (B
1:1. This would not be ideal and it would be much more expensive ~ | bslieve £18 per hour, It could
in no way replace the services thai (il lost. because he would not be able to socialiss with other
children and adults, which he is sble to do with his current providers. If & carsr came over to look
ater (- whars could they take him whare he will be safs and stimuiatad by the snvironment?
How would be access a peer group like he doas now at Mancap and Crossroacs? Hz coula end up
spending much more time at nome and he will los2 access to all 501s oF other enviconmanits that
gnrich his lifs
4
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19.

20.

21.

We wiil also iose the benefit of having il s:ay overnignt with providers, except Castie Gate.
Replacing, for example, the Butlins trip by Crossroads with & carer coming ovar to our home and
staying overnight is just not the same. Being present, wa wil stili to some degree be on duty, and we
will not have a total break.

| have attempted to cost up how much @il personal budget would have to be increased to replace
his Mencap, Crossroads, and Guideposts services with a 1:1 carer at £16 per hour, and | estimate
that (il would need several thousands of pounds extra per year. | can't imagine it will save the
Council anything by making these cuts to funding for providers and then increasing children’s
personal budgets to buy back the services they lost - and this will be to buy a worse service than
what is available right now. it makes no sense to me at all.

it seems to me like the Council went ahead with these cuts because it had to find savings, without
really looking into the actual impact it wouid have on disabled children like [l and families like
mine. | can't believe that it properly analysed what services would remain after the cuts because,
whilst the Council says it will meet children's assessed needs — how will it do 507 if the Council had
looked property at what provision would be lefi across the borough then maybe it would have
realised that there would be nothing left to replace what would be lost.

Meeting with -social worker

22.

23.

Following the letter before action sent to the Council by I soiicitors, we were told that the
Council would arrange for a social worker to meet with us to discuss what options will be available
for B after the cuts. We already had a meeting scheduled with @ sociz! worker for 14 April,
and this was not brought forward by the Council. | had asked for this meet some time ago because
| was worried about what would happen tolllll services and his social worker agreed to meet with
me. The Council made no attempt to contact me to bring this meeting forward.

At the meeting @I} social worker and | went through alt the services that @il is likely to lose and
tried to find what the local authority could identify instead. | said there were two things | believed
were important when iooking at alternative solutions for @ The first was that we needed to be
sure we were taking care of all of his needs - but especially his social needs. The second would be
tc offer us, meaning my family, the respite that the current services ofier. During the mesting the
social worker confirmed that thers were no ‘like for like” replacements in either the short or long

2rim.

. Loowving =: 510+t i salstions for- we discussad another cluh calize Bayone thei is arivataly
¥ ; )

nUa 2°G oroviges holigay day care but I is much mors expensive (295 pe- day) ang aiso it doasn't
ofiar as many daye as hs currantly enjoys. Anothe: opuian we dissussac was increasing his direct
p2wMEN(s i ordsr i pay fora 111 carer, wi izh not on'y casts the Counsil mars monay Sut wadlc

5
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26.

26.

mean thztJlI will not get the opportunity to socialise like he does now. It will ziso take some tme to
find a suitable carer for {}, which will cause more stress for the family. The other options we
discussed were facilities where he would need to be accormnpanied by me, which means that | will
not actually be getting respite. We discussed several long term soiutions as well, such as the
possibility of some daytime respite at Castie Gate, but | was told that this is not currently available.

The foliowing day, | drafted 2 note of my meeting within an email and sent this to ([
solicitor, copying in his social worker in case she wanted to comment at all on the content. A copy of
my email is exhibited to this statement at SM2.

Following this meeting, | am more convinced than ever that {8 and the whole family will not be
able to access anything like the support we get now after the cuts. Of course | am willing to keep
looking, but the prospect is pretty negative. | am very disappointed that the Council did not seem 1o
take into account this fact before it took its decision — that after the cuts there won't be the services
available locally to meet (i} needs in the way he (and we) most need. It is very clear to me that
once Mencap and Crossroads reduce their services, there won't be anything like for like to replace
them, even with an increased personal budget.

The effect of the cuts onfiiil

27.

28,

29.

If his services cease, there are no services outside school or home that are suitable or able to care
for @ in tight of his severe disabilities. This would mean he would become sociaily isolated from
everyone besides his family. The effect this would have on him would be profound.

The reduction or removal of these services wouid also have a massive impact on our family as we
use the time afforded by these services to work and more importantly to spend time with our three
other children. The short breaks these services provide are critical in helping us provide a
sustainable caring role for{li Without them, | simply do not know how we could cope as a family.

In conclusion, it is hard for me to express how imporiant these services are in keeping our family
together. | hope that the Council will consider carefully what | and other families are saying about
ihese cuts and that it will realise that it has made a mistake — because once these cuts siart to really
bitz and services reduce or cease aliogethar, there simply won't be anything left to fill that gap.
children likeJJ will sufier awifully as a result. | hops the Council changes its mind as soon as
possible 10 k2ap thess viial services going.

()3
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Statement of truth:

[ believe that the facts stated in this Statement are true.

sorc: [

Dated:
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THE HIGH COURT QF JUSTICE CLAIM NO:
ADMINISTRATIVE COURT
IN THE MATTER OF A PROPOSED APPLICATION FOR JUDICIAL REVIEW

BETWEEN:

THE QUEEN

on the application of

A
(via his mother and litigation friend NG

-and-

First Claimant

(via her mother and titigation friend S

Second Claimant
Y S

WEST BERKSHIRE COUNCIL
Defendant

WITNESS STATEMENT OF NN

, D, o S il say as follows:

b

| make this statement in support of the Claimants’ application for judicial review. | am (N

S oiher and litigation friend. My date of birth is ]

Uniess otherwise stated, the facts and matters referred to in the stalement are within my own
knowladge derived from my professional experience and are true to the best of my knowledge,
information and belief. Where they are not within my knowledge, the source of my information is

identified.

R s 8 years old and lves at homs with her fathar, her brother Alec, who is 12, and m2 in
Newbury. She is diagnosed with autism, ADHD, epilepsy, and corical dysplasia. Her corical
dysplasia is a brain malformation in the frontal lobe of the right hemisphere, which is the part of the

rain tha: is responsible for emorional and impuls2 control. As & rasuit of har conditions, ([ is
incradibly volatie and ofizn violsnt. She spirals out of control quickly 21d is very impulsive, which
makes & difficul for ner to learn. At B years old sha can't yet read or writz, evan though she is vary
bright. dus T har disabiities. It is also very difficult for (A t> make fnsnds becaus: of her ASD

anc nar podr emiotonal and impuise control.
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Caring for il has had 2 huge impact on our lives. Our family is in constant state of fight or flight
because of (Il mpulsive and violent reactions. She reeds constant altention and wili lose
control if she loses your attention for a moment. 1t is espacially difficult on her older brother (R
who even has to keep a padiock on his bedroom door {o keep her from coming in, hurting him,
calling him names, and breaking things. Her behaviour means that we cannot have a normal family
life. Simpie things like helping @l with his homework or playing a game with him become nigh on
impossible because she needs to be the centre of attention most of the time.

what serviceslilll enjoys

5. @ has a care package funded by the Council, which | organise on (il behalf using direct

payments, With these direct payments | buy al of I care, inciuding short breaks services.
B :ttends services provided by West Berkshire Mencap and she also has a 1:1 care worker,
called (IR These services are critical, not only for (MR own wellbeing but also 10 keep us
afloat as a family.

D =ceives services provided by West Berkshire Mencap. With Mencap, (D attends the after
schoot ciub on Mondays and play schemes every holiday. She goes to these play schemes for a
number of days in the Easter holidays, the Christmas holidays, and 8 days in the summer holidays.
There is a sensory room for her to use, a soft room play area, and an outdoor play area. The 1:1
services they provide are exceptional in my opinion. This service provides [l with a safe
environment to play in while fulfilling her care needs. (il always wants to go to Mencap because
she loves playing with the other children there. In contrast, although she likes (MR she
sometimes abjects to going out with her because she doesn't want to spend time with an adult, she
would rather play with other children her age. @D also spenas 2 hours after school and 4 hours
during the weekend with her 1:1 care worker, (I We were very lucky to have found (D
because with il unique nzeds she needs someone wha is very experienced.

Assessment of [l needs

rid

S H=s been assessed by the Children's Services and a copy of her latest Child in Need Plan,
which is dated 24 March 2014, is exhibited 10 this statement at HF1, It was afier this assessment
was conducted trat (I was diagnosed with cortica! dysplasia and heterotopia, which is why
tnase diagnoses a2 not mantioned. 18 months ago we ware going through & very strassful time
znd s0 the hours of raspite wears increased to 10 hours 2 week for 3 months. Ten hours a waek
worked very wal' for us but, after the three-month period, ths hours were reduced again 10 8, which
s what @ nas now. We ware unhaapy with this and mads an appsa! for the hours to be

Tainginec &t *0 bu: regrauably we warg not succassiil,

A%
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8. SR Child in Need Plan shows how extensive her needs are, stating that IR high leve! of
complex needs places additional demands on the family" . i sta'es that at school W intcraction
with peers are limited due fo requiring 1:1 support for her emotional and behavioural needs”. Also
the fact that caring for il impacts on quality time with our son Alex is clearly recorded. Mencap
was identified as a provider to mest har needs, particularly in relation to socialising with peers: "/t
has been identified that (I could attend a mencap after-school club so she has further
opportunities to socialise with peers in her age group and have similar needs whom she may be
able to associate haerself with". So accessing Mencap services was always about giving us a break
and, equally importantly, so that Sl -2~ socialise with children her own age more.

Why these services are so important to il and to us

9. W |fe would be dramatically impacted if she were no longer able to continue with the short
breaks provided by Mencap. Most inportantly, they give B an opportunity to socialise with other
children. (R spent tvo years out of the classroom being taught 1:1 because, within a classroom
environment, she spiralied out of control. She would disrupt the learning of others by running about,
screaming, throwing things and sabotaging activities. Because of her sensory processing issues,
which are extremely severe, her poor attention and her need to be on her own agenda at all times,
she was unable to learn in a classroom setting. Consequently, both in Year 1 at (NN School
and in Year 2 at the autism resource at [l Primary she was taught out of the classroom 1:1 or
even 2:1. When she arrived at (Il special schoo! last September she didn't know how to
relate to other children and her class teacher describad her as “a lonely little git”. Mencap riot only
provides her with the opportunity io socialise but it allows her to do so in & safe environment She
always wants to go to Mencap because she knows she will be able to play with other children, an
experience she does not get with her 1.1 carer. Mencap is also fantastic because it gives her a
place to go for an extended period of time. With a 1:1 care worker she is not allowed to stay at the
care worker's house for more than three hours, making it expensive and difficult to keep (Il
entertained as there is only so many times you can go to McDonalds or the cinema. During the
summer holidays JJJll loses the social structure that she enjoys during the school year making
Mencap very important for her. Being able to go to Mencap for 2 days a week gives her the structure
she neads and gives us peace of mind knowing that shs is having fun with other chiidren in a safe
space with excelient staif.

12. 1215 these shon braaks services that kaep ths family togsiner. Ta<ing cars of— 125 D281 very
hars on iz family, esazciallv ‘ol he oider bromner. 2aczuse of K= ca't briag meny
frianas homs anc ha goss to counseiling at sc1ool. - will ta-get @ pinch M, kick air and

(oW 1THIgS &1 Nim. Witk the show D-eaks services we &g &d2 to do things with (I we wou s

nevat 52 &Y'z 1C 00 0TiEwisz, &3 we wouic have to s020d all o oun timz and snsrgy taking cats of
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11.

cope with the constant care and attention @l neads. The Holidays are especially difficult for us
and we always come back from holiday completely exhausted.

For example, we just got back from & week long holiday and we had brought a lot of noard games in
the hopes of being able to play them with 8, however we were unable 1o do so because we spent
all of our time taking care of Q. wiH @R it is impossible to do things that other families take for
granted.

Alternative provision locally

12,

13.

@ scci=! worker came over to our house on the evening of 20 April 2016 to discuss her short
breaks and respite, and suggested that she may be able to arrange for an additional night of 1:1
care per week, which could be provided by SR | will not know if this additional respite will be
provided until & decisicn is made by the Panel to furd this. Whilst we would be grateful for this
additional support, this will not be a real substitute for Mencap’s services. il wants to be around
other children, which | believe is very important too, and this doesn't happen with (R
@D is fzntastic and a great 1:1 care worker for (Il but @l dozsn't always want to spend
time with (Il while she always wants to go to Mencap.

We have had a lot of difficulty finding other respite services for Wil We have a social worker who
has tried to find suitable placements for isbut even the social worker has admitted there is an
unmet need. For instance, [ was assessed for Castle Gate, however, she was deemed too
bright for the prog.am and was therefore rejecter. | have spoken to many people and they all agree
that Castle Gate would not be a suitable alternative for her as she would not have the social group
she needs, like she has at Mencap. We have also been looking for an overnight placement for
@ . 5.ch as a foster family who could meet her unique needs. Unfortunately, | don't think that we
will be able to find a suitable place for 1o stay overnight because it has been two years and we
(and the Council) haven't found a family or a place that provides the environment she needs.

. Another option would be to send - ta a residential placement. We might seriously have to

consider this if we lose Mencap because we can't cope without the respite it providss. We love
@ =d do not want to sed her to a residential placement but we can't take care of her the way

she needs without Mencap.

5 it is vary difficdls for ms 1o ungersiand how the Council colid co an2ac witt its dacision o cut

#19ding 1 Mensas witho. 1 unge-standing the impact it wouic hiavs on d'sablac aniisrst fik R |
nan't osiizve the Council -aziised what the conssgusnces wouid ba - 1131 you can't jus: \nzreass?
S -=rsona’ Dudgs: and sveryaing wil bs fns. | Thik the Sounci conducting s consi:azon
Bt dicnt acteally v 12 wort oot the effest of 192 oUts, as in what s2mvices woud say 20 wnal
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The effect of the cuts onfIED

16.

17.

18.

Without the respite services B il not have access to the socialisation within a safe
environment that Mencap gives her. Other similar places such as Castle Gate wouid not be able to
meet her needs for socialising the way that Mencap does. _ looking after (IR for an
additional night per week will help, but it is no replacement for Mencap's services.

Itwould also lead to a lot of problems within the family, such as causing more stress and anxiety for
her brother and even more responsibility for my husband and me. We don't have any extended
family or other support network nearby that could help us shoulder a part of the responsibility. My
husband and | would spend a lot more time caring for her. With the loss of Mencap we might have to
find a residential placement for ) because it will be our only other option because our family
wouldn't be able to cope with the added burden that would be put on us.

| find it very distressing that the Council didn't take into account all of these consequences before it
took its decision to cut its funding to providers. It just didn't seem to consider properly what would
happen on the ground if the cuts went ahead. | hope that now the Council has been given lots of
information about the real suffering that will be caused to children and families that it wili change its
mind and provide the funding necessary to save these services.

Statement of truth:

| believe that the facts stated in this Statement are true.

Datad:

sge: (R
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THE HIGH COURT OF JUSTICE CLAIM NG:
ADMINISTRATIVE COURT
IN THE MATTER OF A PROPOSED APPLICATION FOR JUDICIAL REVIEW

BETWEEN:
THE QUEEN

on the apptication of

L
(via his mother and litigation friend (IR

-and-

First Claimant

]
(via her mother and litigation friznd (D

Second Claimant
==

WEST BERKSHIRE COUNCIL
Defendant

WITNESS STATEMENT OF LEILA FERGUSON

|, Leila Ferguson, Chief Executive of West Berkshire Mencap, The Mencap Centre, Enborne Gate,
Enborne Road, Newbury, Berkshire RG14 BAT wili say as follows:

1. | make this statement on behalf of West Berkshire Mencap in support of the Claimants'
application for judicial review. | have worked for West Berkshire Mencap for 20 years starting as a
Children's Manager. Since 2003, | have bezn Chief Exascutive and therefore ultimately
responsible for West Berkshire Mencap. Before becoming CEO | was a Family Advisor working
with the families, most of whom use our services. | am therefore very aware of how much the
short breaks and respite services are needed. Regularly | have meetings with parents, far too
many of whom are at breaking point, whom resly on our services to give them much needed
respite. Besides diract meetings with parents and carers | have formal qualifications including &
MSc in Voluatary Sector Managjemsnt

E\}

Unless otharwise stated, tha facts and matiers refarrad 10 10 the statsment ars within my own
know!adge derived from my proiessional exparience and are tus to the bast of my knowledge,
information and baiisf. Wheara thay are not within my knowladge, tha source of my information is

idantitiec.

Wweast 3akshire Menzap
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3.

=

West Berkshire Mencap was founded in 1954. It is an independent charity (registered charity
number 1076658) and a company limiled by guarantee (company number 3790942). We are
affiliated with but are not funded by the national Mencap, which is a totally separate charity, to
whom we pay an annual fee.

Funding by West Berkshire Council has been in place for our Children’s Services at various levels
and under various SLAs for 14-15 years. For the last financial year 2015/2016 our contract
funding from West Berkshire Council was £136,789. This SLA incorporates both Short Breaks
funding (previously called "Aiming High" funding) as well as the Children's Services SLA and
Carers Children funding for our Family Advisory Service team. For the financial year 2015/2016,
this SLA represents 70% of our funding for these services. Our other income comes 20% from
sessional fees charged to parents and 10% from grants made by other charitable trusts. We are
therefore heavily dependent on funding by West Berkshire Council in order to provide our
Children’s Services.

In order to run our Children Services, we have the following staff:

a. 2x full time staff = a Senior Children's Officer and a Children’s Officer, who must be
qualified with NVQ Level 3;

b. 1x parttime Children's Manager, who must be qualified with an NNEB;

c. 10x part time regular sessional staff — Play Workers, 3 of whom are qualified with
NVQ Leve! 3 and 7 of whom are working tovards this qualification,;

d. 5x bank staff for our Play Scheme;

e. 50x volunteers weekly to staff our After School Club, Youth Club and Saturday Club;

—h

30x additional volunteers for our play schemes,

All our staff have undertaken and continue to undertake relevant training to their position within
Children's Services. We require training in the following areas: epilepsy, anaphylactic shock,
paediatric first aid, safeguarding childran and young people, gastrostomy, medication, diabetes,
manual handling, PRICE (restraint training), food hygiene, and learning disability awareness.

We provide the following Children's Services:

=, After School Ciub — Active Zone. Active Zons started in November 2001 and provicas
daily care for schoot aged children with & learning disadility. Active Zonz operates
daily (except Thursdays) from 3.30pm — 8pm. The after school club caters for 5-18
year olds and provides fun activiiies on sita as well as the children having use of the
sensory room, playground and soft pay roorm. The children that asiend tne afier

2
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school ciub have a 1:1 volunteer carer from local schools who assist the children in
daily activities and encourage play and social interaction. 56 children attend every
week with 7-9 staff members working the After School Club. The First Claimant
attends the after school club every Tuesday and Friday and the Second Claimant
aftends every Monday.

Youth Club - Funky Thursdays. Funky Thursdays started in 2001and is a youth club
that runs every Thursday during term time from 6-Bpm. The club is aimed at the
teenagers aged 12-18. The teenagers are involved In crealing the programme of
events, such as a disco, quiz night, cooking, a trip out to Pizza Hut or playing snooker
and the games console. 26 children attend every week and 4-6 staff members work
the Youth Club.

Saturday Club. Saturday Club was established in 2001 and runs once a month for
children aged 3-18 years. The club is split into 2 sessions. Session 1 runs from 8.30-
12.30 and is for children aged 10-18 and Session 2 runs from 1.30pm-4.30 and is for
children aged 3-10 years. The club operates at the Mencap Centre and is a play
based session. The children have access to a wide range of toys, soft play room,
sensory room and fully equipped playground. We also offer craft, cooking and other
sensory activities during the session. There are 7 fully trained staff on site and
volunteers who provide 1:1 support to the children. 36 children attend every month
and 10 members of staff work the club. The First Claimant attends the Saturday club
once per month.

Holiday Play Schemes. These schemes have been running for 11 years over the
Christmas, Easter and Summer Holidays, taking in children aged 3-18 years with a
wide range of abilities and needs. We take up to 25 children a day. Each child is
given a 1:1 volunteer carer for the day. The volunteers are mainly recruited from local
schools and colieges and are given training in subjects such as basic first aid,
communication, health and safety and play. There are also highly skilted and
experienced staff on site. The Play Schemes also allow the children the opportunity to
access occasional trips out as well as the facilities on offer at the centre. 78 children
attended in the summer of 2015. Depending on individual need and whether a child
needs 1:1 or 2:1, staffing numbers are between 8-12. Both the Claimants use our
Holiday Play Schemes.

Greenfields Play Schames — The schame has been running for 5 years during ths

Eastzr and summer holidays. This 13 a spacialised play schame for childran with

Profound Muliiple Laarning Difficulties with high care nesds and physical disabilities

Sach chitz is swafiad 1:1 due 10 thar care pesds. Tnis 1s a mors relexad and sensory
3
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B.

9.

based play scheme. It ran for 7 sessions during last summer for i1 children. &
members of staff work these sessions.

f. Residential Holiday — This runs during the February half ierm and takes § young
people away and all have 1:1 support from staif/volunteers.

g. Sleepovers is our newest services, which has been running for 3 years. It runs for 4
days a year and a maximum of 8 young people access this service at one time.
Between 3-4 staff work these sessions.

Our above services support a total of 150 families.

The children’'s needs vary widely, but the majority of children and young people who access our
services have one or more of the following: mild learning disabilities, communication difficulties,
severe learning disabilities, profound and multiple learning disabilities, Autistic Spectrum Disorder,
Severe Autistic Spectrum Condition, Downs Syndrome, Cerebral Palsy, complex epilepsy,
complex medical conditions, Sensory Processing Disorder, microcephaly, Angeélman’s Syndrome,
CHARGE Syndrome, and diabetes.

Effect of the cuts on our Children Services

10.

11.

12

Ever since the Council sent termination letters to providers on 25 September 2015 to end our
SLAs, our ability to recruit and retain both staff and voiunteers has been negatively affected. The
uncertainty of our funding position fias meant existing staff hava been looking for other roles
elsewhere and volunteers similarly will be casting around for oiher volunteering opportunities.
This is inevitable as we had to be honest with our staff, volunteers and families that our funding
would cease on 31 March 2016. To date we have lost 3 members of staff, including 1 manager,
and recruiting new staff to our Children’s Team has been virtually impossible for us as we cannot
offer any reasonable lengih of contract. We recently had one applicant withdraw their application
because of the cuts to services when they read about it in the local press.

Since the cuts were announced in October 2015, we have had to take some tough decisions
about what services we can continue to provide and for how long. We decided that we wili be able
to continue our after school clubs that Claimants attend, at ‘east until 20 July 2016. However,
since Easter we have had 1o reduce the access to these clubs because of our staffing shortages.
we have notified parents of children who attended 2 nights per week, such as the First Claimant,
that their children can only atiend 1 day a week in ths interim.

We also run & Children's outrzach service which is delivared via Your Choice Senvices which is
Wasi Be-kshira Mancap's ragistersd oomiciliary care agency. Whilst iamilies can use ihis service
io pay for carers to come over 10 their homas and provice shott breaks that wey (sither in the

home or ous ia the community), wa Know this 18 not tha kind of short breaks service that most of

-

-
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13.

our families need. Critically, the child loses the massive benefit of being in a social environment
outside of their home, As a resuit of the cuts, we are having to increase our charges for the home
sitting service from £14 per hour 1o £16 per hour. So any family trying to replace the loss of our
other short breaks services via our hame sitting service will need to meet our rate of £16 per hour.

In the interim, whilst we awaited a decision fram the Council about transitional funding grants, we
have tried to keep as many of our services going at the same level as before, but it has been
impossible for us to continue all services as before.

Outcome of transitional funding grants

14.

15.

16.

17.

We received notice on 21 April 2016 that we have been only partially successful in our
applications for transitional funding grants. We made 5 separate applications, 1x application for
£17,102 to fund our playschemes and 4x applications for £15,500 to fund our 4x after school
clubs. This amounts to £79,102 — the most we thought we could apply for.

The Council granted us the £17,102 we requested to fund our playschemes but only 4x £12,000
1o run each of our after schoo! clubs. This means we have been granted a total of £65,102 for this
year to run our short breaks services. Whilst this is of course a great improvement on zero
funding, which is what we would have got without the transitional funding grants, given that our
funding by the Council last year was £136,789, this means we have lost £71,687 in funding this
year, which is a cut by 52%.

We have been working hard 1o identify other sources of funding and luckily we have secured a
funder to assist with the shortfall in the funding for our after school clubs, which means that these
and the youth and bubble clubs will run as normal until July 2017. Once we have recruited new
staff, children like the First Claimant will be able to return to using the clubs twice a week.

We will still have to make some significant reductions in our services however:

a. We will be able to run our holiday playschemes but we will reduce the number of
days. Instead of 16 days at summer, 2 days at Chrisimas, and 4 days at Easter (22
days over the year) we wili provide 8 days at summer, 2 days at Christmas, and 2
days at Easter (12 days over the year),

b. The Saturday club will cease aiter 9 July 2016, except for the children with profound
and multiple learning disabilities, who we will continue to support (again subject to
staffing). This maans that the number of children attending will reduce irom 20 to 6.
The First Claimant does not have profound end multiple l2arning disabilities and so
he will lose this service afier & July 2015;

c. Greenfiaids Piey Schemas - wil' csaess,

]
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d. Residential Holidays — will cease; and

e. Sleepovers service — will cease.

Communication with the Council

18.

19,

20.

21.

22.

We see that the Defendant says in its formal response to the Claimant's letter before action that it
has “not been made aware” by providers that services may have to cease to exist due to the cuts.
This is not correct. We have engaged with the Council and have explained on numerous
occasions the fact that with massive cuts to our funding we will not be able 1o maintain the level of

services we provide now.

Shortly after the termination letlers were sent, we attended a meeting with the Council on 30
November 2015 at which we explained the likely impact on the services we run and the
consequences for families, carers and children if our SLA ended. The minutes to this meeting are
in the Court Bundle at D48-50. As recorded in the minutes, we made it clear that if some funding
continued we could maintain core services but to fewer children and that our other sources of

income were unreliable.

We submitted our consuitation response online and were not provided with an electronic copy.
From memory, we explained in our consultation response why short breaks services are so
important to local families and that the cuts would jeopardise our ability to continue to provide
those services. We also started a petition using the website 38 Degrees for "West Berkshire
Council to change their mind on their proposal to cut the funding of disabled children’s shor.
breaks at West Berkshire Mencap”, explaining that “West Berkshire Mencap support the most
complex and vulnerable of children who quite fiterally have no other respite options”. This patition
has attracted 3,705 signatures to date. A copy of the web page is exhibited to this statement at
LF1,

On 23 December 2015 we sent a letter to Ms Juliet Penley, the Children’s Services Manager at
the Council, requesting an extension to our SLA beyond 31 March 2016. A copy of this letter is
exhibited to this staterment at LF2. in response 1o this request we received a single sentence by
way of refusal: by email on 5 January 2016 Ms Penley said "discussions are continuing and no
decisions have been made. So | am unable to agree any extensions at present”. A copy of this
email is exhibited to this statement at LF3.

On B8 January 2016 we wrote again a lefter to Ms Penley explaining that the anticipated cuts to
our funding on 1 April 2016 ware causing us staifing difficulties ihat were impacting our services.
We ware concarned that our senvices would bacome unviable beiore a dacision was mada on 1

Iarch 2015 about the budgst for children's short breaks services in 2016/17. We requested an
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23

24.

25.

26.

27.

28.

extension to our contract beyond 31 hiarch 2016 as a matter of urgency. A copy of our lefter is
exhibited lo this statement at LF4.

We received a response by letier dated 8 January 2016, which said the Council was not willing o
negotiate by correspondence but indicated that it is open 10 ongoing discussions. A copy of this
letter is exhibited at LFS.

Following this my colleague Ms Emily Buckmaster, Manager of our Children's Services, attended
a meeting on 4 February 2016 with the Council and providers, the minutes of which are contained
in the Court Bundle at D52-56. There are mistakes in these minutes (such as comments made by
the NAS that are atiributed to us) and it is only a partial record of what was said. Looking at our
own notes of this meeting, Ms Buckmaster said that it is difficult for our Trustees to make
decisions about what services will close or will need to be reduced until we know what decision is
going to be made by the Council about our funding. So we made it very clear that, depending on
the funding decision made by the Council on 1 March, more or less of our services wouid cease.

On 2 March 2016, | wrote an email to the Councit foilowing a telephone conversation | had with
Ms Penley to confirm in writing that “we need to give notice on the toy library as the cuts have
sadly made it impossible for us to run and it is costing us far more than we can afford to run.” On
3 March 2016, 1 wrote a further email to the Council confirming what other reductions to our
services the Board had decided were necessary, as described above. A copy of my email is
exhibited to this statement at LF6.

On 15 March 2016, iis Buckmaster attended a meeting with the Council and other providers to
discuss the impact of the cuis and the future of our services. A copy of the minutes are in the
Court Bundle at D187-189. Ms Buckmaster explained during this meeting the difficult position that
we were in and that as a resuit of the cuts we were reducing our services. This was recorded in
the minutes of the meeting.’

On 16 March 2016, Ms Buckmaster emailed the Council a copy of the letter we had already sent
to parents, notifying them of the reductions in our services, a copy of which is exhibited to this
statement at LF7.

We have been transparent with the Council about the level of reductions to our services that will
be a consequence of the cuts, at least so far as this is possible without knowing what transitional
funding will be granted to us.

' “Emily Buckmaster (Mencap) said that they had sent & letter out i0 parenis/carers asking those wiih
an extra After School Club session to reduce the number of days. She &lso conifirmed that they are
not running playsshemes over the summer holdeys bui thai the Youin Jltb was safe.” (Fags 3)

7
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Provision across tha borough

28.

30.

at.

In our view, the Council did not even attempt to anticipate what the impact of its decision to cut
our funding would be. Given that it conducted a public consultation on the proposals, we expected
that the Council would make a serious effort to look at what services would stay and what would
go if the cuts went ahead. We expected that the Council would conduct some sort of broad review
of the services that are available locally, how many disabled children in the borough have needs
for these services, and whether enough would remain after the cuts to meet those needs. in short,
we assumed that the Council would analyse the demand for and supply of services across the
borough before taking a decision to axe funding to voluntary providers to provide these services
by 54%. Without doing this analysis, how could the Council know whether enough services would
continue after the cuts to meet its legal duties towards disabled children?

It is clear to us, in light of all the conversations, meetings, and correspondence we have had with
the Council, that it has not conducted any such review of short breaks provision locally. The cuts
were presented to us providers as something that is necessary, i.e. it had to happen, and we were
asked to come up with creative solutions or other sources of income in order to continue services
after the cuts. In meetings we were asked by the Council about what services we provide and told
to liaise with other providers 1o try to work out new ways of working together to ensure that no
services are duplicated and that we target what services remain at the children maost in need.
They asked us in our transitional funding grant applications to show that our services will be
sustainable, i.e. they can continue in the future without continued funding by the Council, which is
obviously very difficult for us to be able to show. But all this was the Council asking us providers
to work together in response to the cuts, as opposed to the Council taking a broad view of
services to reach a decision about what would be enough to ensure sufficient provision locaily.

It appeared 1o us that there was no officer in the Council that had a really good understanding of
what services were already in existence, to whom they were provided, and what the minimum
level of provision needs to be to meet the assessed needs of the children. For example, whilst we
provided information to the Councit about what services we provide and to how many children, we
have not seen any evidence that the Council analysed this information in order to assess what
services might stay, what might go, and how many children (and which children) we support will
lose those services if the cuts went ahead.

The importance of our short breaks services

59 Savaral families have recently indicai=d fo members of staff that West Berkshirs iMencap services

have prevanted them irom going inio crisis bacause it has given them opporiunities io have a

breek from their caring role, enabled them to spand time with their other children, and to work and

Ly
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33.

34.

to maintain normat family fife. Without these services their child/ren would be in care, residential
care, residential schooling, or fosier care.

The services we provide are also pivotal for disabled children because they provide an
opportunity to socialise with their peers. If these children cannot access the same level of services
due to the cuis to our funding, then children will lose their social neiworks and the support that
families benefit from wili disappear.

West Berkshire Mencap are not aware ot any other local services in the borough who could offer
the short breaks services we provide, apart from those organisations which are also affected by
the same cuts to funding by West Berkshire Council — such as Crossroads Care and the NAS. It
is unlikely therefore that children will be able to access alternative services locally that offer what
we can offer — these cuts will inevitably reduce the availability of short breaks services across the
whole borough. In particular, what will be lost is the group activities thst we offer where children
are provided with a social environment that is safe and meets their care needs as well as their
needs for socialising.

Staternent of truth:

| believe that the facts stated in this Statement are true.

Signed:

Leila Ferguson

Dated:

Lin]
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THE HIGH COURT OF JUSTICE CLA NO:
ADMINISTRATIVE COURT
i THE MATTER OF A PROFOSED APPLICATION FOR JUDICIAL REVIEW

BETWEEN:
THE QUEEN

on the application of

R
(via his mother and iitigation friend NS

-and-

(via her mother and litigation friend b

RYS

First Claimant

Second Ciaimant

WEST BERKSHIRE COURCIL
Defendant

WITNESS STATEMENT OF MARY RAINFORD

|, Mary Rainiord, Chief Executive of Crossroads Care Oxiordshire, Crossroads Centre, Marston Court,
Oxdford, OX3 OEA will say as follows:

1. | make this statement on behaif of Crossroads Care Oxfordshire ("Crossroads”) in support of the
Claimants’ application for judicial review. | am the Chief Executive of Crossroads, overseeing botn
our adult and childran's services. | work closely with our Chiidren Sarvices Manager o ensurg a
vital and varied programme of suppo+t for pecole who cere for chilaren and young people and
also for chiidren and young peopie with care needs. We also suoport young adult carers.

5 Unless otnerwise s:ated, the fac's and matters referrad to in the stziement are within my own
kncwlecge darved from my professiona’ experience and are true fo the best of my xnowedgs,
formetion end baligt. Whee they are rot within rmy Xnowiedgs, ths source of my inicrmation is

ioentifies.
Crossroads

3 (Cross-ozds nas bass providing suppon to aduls ang chiidren jor over 20 vears. We continue 0

3rovige Gally $ppatiIe pRoDIE VLT care nesds In & vaniaty of ways insluding:

.  Gaily oomishaty wsits,
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~I

Holiday breaks;

Weekend breaks;

Day trips;

Sitling services;

Social activities and groups,
Companionship; and

End of life support.

We often help families in crisis situations and help relieve pressures associated with the caring

role. Our constructive and innovalive work assists with a reduction in hospital admissions and

ofien prevents the breakdown of care settings at home. We are a network pariner of Carers

Trust and work closely with them to respond to national trends within the care field.

With the sum of £65,000 in 2015/16 from West Berkshire Council we have been able to support
over 77 children and hundreds of associated siblings and family members. With this funding we

have provided vital respite and support services for children and young people, helping with social

and educational activities, sitting services, music therapy groups and emergency support. The

children we support often have complex needs with both behavioural and emotional

complications.

The children and young people we care for have varying issues, including those living with:

e,

Autistic Spectrum needs;
Special Needs;
Behavioural issues;
Terminal ilinesses; and

Social deprivation.

The First Claimant uses our short breaks services: he attends our weekend and holiday activity

days and enjoys trips away that we organise during school holidays.

Ths response to our children and young pzople’'s sarvice has bzen overwhelmingly positive.

Familizs have expressed great joy at having iheir children engaging in social activities and

support, proving beneiicial with regarcs behaviour and genaral happiness. Combating social

isglation for children and voung psople with care needs s a2 major focus of the woark we do.

2

76



Families have also expressed how amazing it is to have a resi or break form their caring role.
Such breaks help parents and guardians to spend time with their other children, helping to reduce

tension within the home.

Eéfect of the cuts on our Children Services

9.

10.

Without funding from the Council, we have no funds to provide the level of care we have
previously because we have no alternative source of funding currently.

We informed our service users as soon as we became aware of the proposed cuts to our funding
and explained that our services would have to end. Naturally, there was a lot of upset, worry and
negative feedback. The overwhelming response from our service users is panic around how they
are going to cope without having any support — as they have no other support available to them.
We explained to our service users the timescale for the cuts and also who to contact to discuss
these issues, but this did not allay fears as the services Crossroads provides are trusted services,
which have taken time to build. Many families have become deeply anxious as they fear a
breakdown in family units as the stress of the caring role, with no support, could become too

much.

Communication with the Council

11.

12.

13.

14.

We see that the Defendant says in its formal response to the Claimant's letter before action that it
has “not been made aware" by providers that services may have to cease to exist due to the cuts.
This is not correct. We have attended meetings with the Council and clearly expressed our

concerns that without funding our services will cease.

We could not attend the meeting with the Council on 30 November 2015 and so we met
separately with officers on 4 December 2015. A short note by the Council of this meeting is in the
Court Bundle at DS1. During this meeting we explained our deep concerns about the impact on
families of the cuts.

We responded to the consultation eniine (and were not sent an electronic copy). | recall that we
explained in our response the feedback we had from families about how important our services
are to them, that families can reach a crisis point without proper short breaks, and that these cuts
would put our services under threat.

| attended the meeting on 4 February 2016 with the Council and providers and expressed the
difficult siuation that providers zre in. | said that we need certainty 1o be able io confirm 1o
families what services we ars and are not going to be 2ble to provide. | said that providers weren't
seaing the bigger picture because they all provide diterent types of sarvices, The Council was
encoureging us 10 consider working in parinership with one another, but zifactive pannership

working vall bs difficult given how diffierent our services are. In anv evani, it is tha Council's job ic
3
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15.

16.

have the big piciure and ensure thai there is the necessary varieiy of services to meet needs

across the borough.

| attended the further mesting with the Council and providers on 15 March 2016, and although
there are no comments recorded in the Council's minutes by me, ! also made it clear during this
meeting that our services will cease without adequate funding. This is the bottam line for us and |
have repeatedly made it ciear to the Council that this is the ultimate consequence of the cuis 1o

our funding.

We have been clear throughout this period that Crossroads is dependent on the funding by the
Council and our services will cease without it. We have recently informed the Council that, without
the benefit of full funding, we will be cutting our holidays and short breaks services irom May
2016.

Outcome of transitional funding grants

17.

18.

19.

We received notice on 21 April 2016 that we have been only parially successful in our
applications for transitional funding grants. We made two separate applications for £20,000 each
(a total of £40,000), one to fund our short breaks programme and one to fund our activities
programme for one year, which was the most we could apply for under the Council's guidelines.

The Council has decided to award us £15,000 for our short breaks programme and £12,000 to
fund our activities programme (a total of only £27,000). Given that our funding by the Council iast
year was £65,000, this means we have lost £38,000 in funding this year, which is a cut by 58%.

Whilst we are extremely grateful for any financial support we have, the limitations in our funding
will mean the amount of families we can assist will have to drop by around approximately 40%.
We continue to engage in additional ongoing fundraising to try 1o make up the huge shortfall but
as yet we have not secured any additional funding.

Provision across the borough

20. In our view, the Council did not properly assess its provision of services across the borough in

order to determine whether there would be enough services remaining after the cuts io meet
children's needs, We have worked clesaly with the Council, even before the consuitation process,
10 try to explain what the impact on our services would be if the cuts went ahead as planned and
to explein what a devastating impact it would have on the chiidran we support. We provided
information about the nature of our servicss, tha numbers of children vie provide servicas to, anc
what sort of neads they have. Howaver, wa cannot see that the Council really procassed this
iniormetion and used it as part of an exerciss io review its provision. We think this is & real failure
hesauss it is = 12ap in the dark —these cuts are going ahead without the Council having any idea

what sanvices will be 1eft afts~wards, nd without any idea how cnildran’s naads will b2 mat, anc
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without eny idea how many chiidren will be left without support. Th's isn'l geod enough because
the wellbeing of a iot of disabled children and their families are at stake.

The importance of our short breaks services

21. At MR1 | exhibit 2 number of emails by families who wrote to us to express how important the
services we provide are to their famities. They wrote these emails in order to support our services
conlinuing but we have anonymised them in any event,

22, These emails show that the services we pravide are a lifeline ot support to people with care
needs. We help to build authentic social capital, that in the long-term saves the Council money
because it keeps families together, improves behaviour, and makes for a more stable and caring
society.

Statement of truth:

| believe that the facts stated in this Statement are true.

Signed:

Mary Rainford

Dated:

]
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THE HIGH COURT OF JUSTICE CLAIK NO::
ADMINISTRATIVE COURTY
INTHE MATTER OF A PROPOSED APFLICATION FOR JUDICIAL REVIEW

BETWEEN:
THE QUEEN

on the application of

(via his mother and litigation friend (REIEENEEEEED

-and-

First Claimant

(via her mother and litigation friend (RN

Second Claimant
-

WEST BERKSHIRE COUNCIL
Defendant

WITNESS STATEMENT OF CHRISTINE LENEHAN

I, Chiistine Lenetan, Director of the Council for Disabled Children, 8 Wakley Street, Londcn, EC1V

TQE, will say as follows:

1. | make this siatemeant on behalf of the Council for Disabled Children (the “CDC") in support ¢f the
Claimants’ application for judicial review. | am well known for my work in tiis field and have had a
successiul career in champioring the rights of disabled children and their carers. | qualfied as a
social worksr in 1980 and nave always worked m disabled children's services ! have managed
and devsloped short breax services for a number of years and provice national and interr.ational
advice on their development and delivery. | was a member of the exper working group on the
Children's National Service Framawork modul2 on disabled children and was respansitls for the
development of its consuliatior programme. | sat on the advisory group for the publication
“Improving the life cnances o disab'ad people” issued by the Primie Ministar's Strategy Unit in
January 2305, | have haic a numbe- of siralegic roles. inzluding being a member of the
Siaksholders Group which wotked on the implamentation of "Every Child Mazers”, tha Ministarizl
Impiemeriation CGrodp for "Implementing Aiming digh for Disablad Children®, and s Programime
Boa-d oversa2aing "A'ming =igh fo- Disab'ed Chidran”. In 2008 | was awsrdad zn O3E in
rECOQNIton 0F My work win diszdlea chiidren ang thai- familles for over tirty vears. it 2012, i was
22201735 & member of 112 Heathweaich Engizaa commities. | recesiy co-caziraa the C1'dren



and Young People's Health Outcomes Forum, which lead the development of the Children and
Young People's Health Outcomes Strategy. In 2013, | was awarded an Honorary Fellowship of
the Royal College of Paediatrics and Child Health my work advocating the rights of children,
including disabled children, across the health system. | also acted as a board member of the
Every Disabled Child Matiers (EDCM) campaign.

2. 1 am currently the Director of the CDC and my role is to manage the direction and strategic
development of the CDC team. The CDC is the umbrella body for the disabled children's sector in
England, with links to other UK nations. We are the only national body that brings together the
diverse range of organisations that work with and for disabled children to support the
development and implementation of policy and practice. Our work impacts on over 800,000
disabled children and their families. | have overall responsibility for CDC as the direct line
manager of key staff and as a senior manager within the National Children's Bureau. On a day {o
day basis this means linking with ministers and civil servants, all levels of staff working within
statutory agencies, colleagues across the wider voluntary sector, and most importantly parents
and children and young people.

3. Unless otherwise stated, the facts and matters referred to in the statement are within my own
knowledge derived from my professional experience and are true to the best of my knowledge,
information and belief. Where they are not within my knowledge, the source of my information is
identified,

The importance of short break services to disabled children

4. The status of short breaks as a fundamental service to support iamilies with disabled children 10
lead ordinary lives is beyond dispute. In October 2006, a set of cross party parliamentary hearings
was conducted by Rt Hon Tom Clarke MP and Joan Humble MP, supporied by the disabled
children's charities CDC, Contact A Family, Mencap, and the Special Educational Consortium.
This inquiry found overwhelming evidence for the positive impact of short breaks for families with
disabled children and identified a lack of access to these services as the single biggest cause of
unhappiness with service provision.'

5. It is not hard to understand why short break services are so highly valued by families with
disabled children. Cver 10 years, successive Mencap surveys have found in the region of 80 per
cent of parent carers of children with learning disabilities say they have reached or are close 10
reaching & "breaking point’; a moment of emotional, psychological or mental crisis where they feel

' Parliemaniarv haarings on services for disablec children, St Hon Tom Clarke MF and Joan Humbie
WiF {2003)
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they can no longer cope with their caring responsibilities.” Short break provision gives families a
break from care duties and allows children to experience new relationships, environmenis and

positive activities. The benefits to children, young people and their families are profound.

Aiming High for Disabled Children

6.

However, prior to the Parliameniary hearings in 2006, gaining access 1o support through short
break services was extremely difficult. A key theme that emerged in the hearings was that families
with disabled children were forced to fight to get access to the right services for their child and the
support that would allow their famity 1o function. In particular, the inquiry identified a serious lack
of short break provision as the leading priority for families with disabled children. Parents
complained that provision was simply not available unlil they could no longer cope.

The Government responded to the findings of the Parliamentary hearings with the "Aiming High
for Disabled Children: Better Support for Families” report, which formed part of the 2007
Comprehenstve Spending Review. This committed £340 million revenue funding between 2008
and 2011 to transform local authority services for disabled children, with £280 million specifically
allocated 1o expand the types of short break services available and increase accessibility to
disabled children, young people and their families. This grant was intended to make provision {or
an additional 40,000 fortnightly short breaks between 2008-11.

In December 2008, the Children's Plan committed an additional £90 million local authority capital
funding for short hreak services from 2008 to 2011, bringing the funding allocation for short
bresks to £370 million. In addition, the Department of Health’'s 2009 Child Health Strategy
'Healthy lives, brighter futures' announced that £340 million of Primary Care Trust baseline
funding for 2008/09 to 2010/11 should be zllocated to disabled children to be spent on short
breaks, community equipment, wheelchairs, and children’s palliative care.

The Government and EDCM (the Every Disabled Child Matters campaign, hosted by CDC)
undertook research to assess the impact of this unprecedented invesiment in short break services
and both found significant achievements, although these were unevenly spread across the
country. The most important achievement for families with disabled children was the much greater
levels of provision that allowed local authorities to move away from a crisis model, where
residential short breaks were provided to a low volume of children at high cosi, to a preventative
model where far greater numbers of families benefited from provision that was more responsive to
their needs and cheaper to provide. In many areas, this move was facilitataed by the development

° Breaking Poini reports, tencap (2003, 2008, 2013), avialable at

files/documents/2008-04/camoaigns _brazking point 0408.odi

nma /i mencap.ore. vk/sites/defau
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10.

11.

12.

13.

of self-reierral mode's that allowed families 1o access provision without having to undertake social
care assessments, which were typically required only for the most intensive interventions. These
models were popular with many parent carers because they enabled famllies to receive services
more eastly and empowered them to meet their own needs through the available provision. They
led 10 key developments within the voluntary sector and a recognition that innovation in short
breaks was often provided beyond a statutory sector response.

Despite the funding won under AHDC, EDCM considered it essential to campaign for stronger
rights to regular, reliable, and appropriate short breaks for the disabled children and their families
who needed them. To this end, EDCM iobbied the Government on the passage of the Children
and Young Person's Act 2008 to include the duty fo provide shorl breaks. This duty was
necessary to embed in law the move lowards a prevention model that supports parent carers to

futfil their caring role and avoid reaching a crisis point.

The passing of a specific legal duty to provide these services was also necessary to ensure the
sustainability of short break provision beyond the life of the ring-fenced ABDC funding. Concerns
about sustainability were shared by some of those working within the AHDC proegrammes as well
as by parents and were borne out by the fact that in many areas funding ear-marked for short
breaks through PCT funding was not dedicated to this purpose. EDCM's research later revealed
that some areas began making culs to provision even before the end of AHDC funding, despite
the passage of the short breaks duty.’

The Freaks for Carers of Disabled Children Regulations 2011 responded 1o these concerns by
setting out the range of short break services that must be provided. An additional £800m was
announced in December 2010 by the Depariment for Education (DfE) explicitly to continue
investment into Short Break Services, as well as £40m capital investiment in 2011-12. This
continued investment in short breaks was made available through the Early Intervention Grant
(EIG) for four years, allocated in sums of £198m / £202m / £206m / £210m between 2011/12 and
2014/15."

The EIG brought together a range of ringfenced and non-ringfenced funding streams into a single
non-ringfenced grant for children's services not included in the Dedicated Schools Grant (DSG).
However, there has been dissatisfaction with how the EIG has distributed funds to iocal
authorities. According to the Local Government Association, the total EIG represented a 32 per

it

Jiwvewe . men X ro. k/sites/def iles/documents/2008- reaking Point Families still need

a break.pdf and h YW.MEen ro.uk/sites/default/files/documents/Short Breaks report.pdf
See the Report by EDCM =nhﬂed "Short Breaks in 9015 An uncertam future™

Jiwww edem.oro.

Gov=rnmen¢ announces £800 million 1o suppon‘ ramilies — press release, Departmeni for

Education (11 Decamber 2010), available at

DS /fenany 0OV, ukloovemme'ltl" 2 -sluovarnrn Snt-annginces-

-million-io-supoort-iamiliss

4

89



cent budget cut compared to zll the previous grants that it replaced.’ The EIG was subsequently
iransferred into the Business Rates Reiention (BRR) system from 2013-14, with funding for
expanding early education for disadvantaged children {aken out of the EIG and transferred into
the ringfenced DSG that amounted to £534 million in 2013/14 and £760 million in 2014/15.° In
addition, a 'top-slice’ of £150m per year was retained by the DfE’ and later allocated back to local
authorities as specific non-ringfenced granis including the special educational needs reform grant
of £70m in 2014/15.% The DIE explicitty committed funds to loca!l authorities for the purpose of
sustaining short breaks services.

14. Elizabeth Truss MP, the then Minister for Education and Childcare, in responding to a
Parliamentary Question in January 2014 stated that funding for early intervention through the EIG
{and subsequently BRR system), DSG and DfE funding through its ‘“lop-siice’ had actually
increased funding from £2.2 biflion in 2011-12 1o £2.5 billion in 2014-15 despite complaints by
local authorities of increasing budgetary pressures caused by ‘*hese changes.® The changing
parameters around these funding streams for children's services has obscured the explicit
intention of additional funds granted to local authorities over this period to sustain the
development of short breaks services.

15. In terms of recent spending by local authorities on short breaks, according (o the research by
EDCM'™ there was a huge variation between local authorities. The average cut for the bottom
quartile of local authorities on the short break spending index was 26% between 2011/12 and
2015/16. The average spending increase for the top quartile was also 26%. This shows many
Iocal authorities have worked hard to protect spending on short breaks in a challenging financial

climate.
West Berkshire Council

16. | note that in this case, West Berkshire Councit has drawn a distinction between its funding for
what it calis the “Aiming High" voluntary sector providers, such as West Berkshire Mencap, the
NAS, and Crossroads, and its “core funding” for children's services. In its forma! response to the
First Claimant's letter before action it said:

® Early intervention Grant briefing, Local Government Association (2012):

hito://www.local.gov.uk/briefings-and-responses/-fioumal_content/56/10180/3736125/ARTICLE
Ibid.

" Ibid.

® Timpson creates SEN iunding pot from early intervention grant, Children and Young Peopla Now

(2013):

hito:ffwwiw cypnove.co.uk/cvp/news/1 141041 timpson-creates-sen-funding-not-intervention-grant
Elizabath Truss, 6 Jan 2014 : Column 82W

'8 Bags 3 of report by EDCM sniitizo "Short Braaks in 2015 An uncertain future”

koo ffanvew. edom.ora.uk/madiali 62 178/short-breaxs-in-2015-an-uncenain-iuwre-final odf
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17.

i8.

« “...the short breaks budget/contracts in question are a relatively recent phenomenon,
originally commissioned by the Council pursuant to cenlral government’s Airming High
for Disabled Children initiative (2008—11}, when central funding was provided to
councils to develop and increase short breaks for disabled children at an earlier point
of need and to far greater numbers than previously (for convenience, this provision
will be referred o "Aiming High short breaks provision”, although the description is no
longer completely accurate);

= central government ring-fenced funding ceased in around 2012/13 and, not only that,
central government has required the Council ta make very substantial budgetary
savings ouf of its general funds... ... Naolwithstanding the lofal cessation of ring-feniced
central government funding for Aiming High short breaks provision, and the budgetary
pressures on its general funds, the Councif has continued to fund Aiming High short
breaks provision through a number of contracts and there will continue to be some
funding available in 2016/17..."

It appears to me that the Defendant has misinterpreted the Government's intention regarding the
Aiming High Funding. While the funding came through a ring fenced grant, the Government’s
intention was to raise the provision of short breaks to a point where it met agreed needs. Within
the final year of Aiming High ring fenced iunding we saw the introduction of the Regulations and
the Short Breaks statement which made clear to local authorities and to parents the
Government's intention that local provision should continue.

It is important to note that the Defendant’s distinction between "Aiming High short breaks
provision” and “core” provision is inaccurale as these provisions carry the same statutory intent
and, in essence, Aiming High just acted as a pump priming mechanism to build local authority
capacity. The fact that in some areas this short breaks provision was then provided by the
voluntary sector is irrelevant. There is no difference in these types of funding, as the Regulations
were passed with the Parliamentary intention of sustaining short breaks provision established by
Aiming High. In my view, the Defendant's approach to this issue, by describing services as core
and non-core and focussing on the “total cessation of ring-fenced central government funding”, is
misguided.

. Finally, | understand that the Defendant has &ttempted to defend the cuts it is making by

confirming that it will meet the assessed needs of children in the borough. In my view, it is not
approprizie for local authorities to be iocussing solelv on meeting assessad needs in this way.
There is now a policy imparative to reduce the emphasis on assessments of disabled childran’s
needs. The overall cost of conducting assessments is high, and short biesks sarvices are

intendad 1o bring cown tha number of assessments anc by providing peneric services available to

=
9]
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all disabled children and by preventing neads from escalating to the point that an assessment is
needed.

20. Short breaks are an essential part of living for families of disabled children. They enable the basis
of an ordinary |fe and are a key part in promoting the best ouicomes for children and to prevent
family breakdown. The Government recognised this through the Aiming High Programme and
encouraged local authorities 1o be flexible and innovative in designing and commissioning
provision to meet these needs. The voluntary sector programmes under threat by the cuts in this
case are examples of short breaks services thal, provided they are there for the long term, are
invaluable to maintaining family lives.

Statement of truth:

} believe that the facts stated in this Statement are true.

Signed:

Christine Lenehan

Dated:
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