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Executive Summary

Purpose

This report is written four years in to thpe®ialEducationalNeeds andisability (SEND)
Reforms; with much work around parent participation being seen as business as usual.
However the report will demonstrate that there is still much to do to completely embed
participation and move to a system that truly sees the familyeasdm focust an

operational levelThere has been a move towards ensuring the voice of the parent and young
person are heard and the right to be heard is embedded in service design and development.
Colleagues across Health, Education and Social canenwfite Local Authority and Health
Authority have worked to take on board the Section 19 Principles of the Children and
Families Act 2014. Previouslywe saidtfiaP ar t i ci pati on occurs at al
strategic level where services are designed atigeted based on this participation. The
SENDreforms have shaped how parent participation is occurring locally, and the work on
the services such as the Early Help Pathway and support offered demonstraddikis

not the end of the process though

The implementation phase is over so the real work to help children and young people with
SEND achieve the best possible outcomes needs to happen. Family Voice Peterborough has
been best placed to help in this process by virtue of beingdgharinentor Education

(DfE) designated parent carer forum for Peterbghoand by having been involved the

process since the development of the SEND Reforms. In the previous report we asked the
foll owi ngWhygRamily YoiceReterbofiough, why paremirers? To answer these
guestions the report contextualizes parent participation and parent carer forums and goes on
to demonstrate the work of the Family Voice Peterbord&iytr)o This report wil
demonstrate the value of working with a parentsrfofurther by presenting the views/

concerns/ experiences of parent cafiens the perspective of parent carers. The majority of
staff/ volunteers/ trustedsom FVP are themselves parent carers who have lived experience

of the impact of theeforms in thecurrent economic climate.

As with the report produced for the 2016 to 2017 financial year this report will @lgain
look at FVP as a charity and how the charitable purposes as defired Pd@bgctsare met
by the Board of Trustees and will also provedlédence to support gnt funded work and
demonstratéow outcomes have been achieweih some areas exceedddhe different
chapters can be usad stanehlone reports fomonitoring purposes relatio specific
income streams

It is also important to understand the context in which this report has been produced in

relation to the SEND reforms and current austerity measures facing the Local Authority,

Clinical Commissioning Group and Service Prov&ddrhe two conflicting factors are

impacting detrimentally on parent carers and members of the wider community/ beneficiaries

of FVP as a charityLocally there have notk@6 c ut s 6 t o SEND budgets f
community short breaks budget has remaitie same for the past few years yet there have

been reductions through increased demand, higher numbers of child/ young people/ adults

with more complex needs and the budget remaining static.

Section One: CAMHSs Transformation andParent Carer Support

The Early Help Pathway has been an area where parent carers have reported issues again. In
the | ast financial yeardés work issues relate
work took place to help develop better communication. This time evideamoepfrent

carers has related more specifically to parents being referred to CAMHs when their child/

2
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young person is presenting with different needs and being placed on the Early Help Pathway
despite already having a diagnosis aftidtic Spectrum Disorde(ASD)/ AttentionDeficit
HyperactivityDisorder (ADHD) The referral for accessing CAMHSs is turned down until the
Early Help Pathway has been followed.

Key themes;

1. Parent carers feeling frustrated due to being unable to gain support for their child/
young personds .ment al heal th needs

2. Work around the HUB has increased with 33 parent carers being seen during the year
and the ASD/ ADHD sessions proving most popular. The Challenging Behaviour
(CB) Workshops and Expert Parent Programme (EPP) have woeked Wwhere the
trainers themselves hawveerseerthe advertising.

3. Those who take part in the pathway support programme provide positive feedback.

4. The data gathered in terms of costs/ attendance/ outcomes is used to further inform
commissioning relatingp Emotional Mental Health and Wellbeing.

Section Two: SEND Reformsand Participation

The SEND reforms have changed how parent carers engage with, and become involved in,
SEND services their children/ young people acc@ssvices are more open to participation
strategically compared to operationally where parent carers report being excluded from
decision makingExperiencesre mixed with arowing number reporting negatively and
struggling to manage.hE pressures on parts are twdold as not only are parents caring

they are having to still having to learn a new way of seeking support for their child/ young
person from SEND services where funding is decreasing and demdradmplexitys
increasing.

Key themes;

1. Partigpation is varied and parent carers are representative of a diverse populace with
child/ young person needs varying from ASD through to Complex Health.

2. Parent carers participate through Family Voice and also engage with many local
groups/ organisationsharities for the purposes of support, advocacy and short
breaks/ activities.

3. Online methods of participation are preferred with the use of a Facebook chat room
leading to an increase in numbers taking part in Polls and discussion

4. There is an increasingumber of parent carers who are considered seldom heard who
are becoming informed/ getting involved.

5. The level of dissatisfaction with services is increasing, particularly in relation to SEN
support in educational settings and the Early Help pathway.

6. A larger proportion of parent carers report difficulty getting access to support for their
child/ young person especially in relation to mental health support and educational
support evidenced through Facebook discussions and surveys.

7. Resilience is low amongphirent carers to manage their lives and care for their
children/ young people without support and there is increasing risk of more carers
requiring more expensive support services.

SectionThree: Seldom Heard

Participation from parent carers who are coastd as seldom heard is often low, and more
focused on informationr engagement at best. The wamkthis areahas been undertaken by
theFVPO6s Par t-ardnatgvahta oins Coer sel f considered a
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carer 0. Ti me h atast, Bignpostingsapdefinding alteanative ways to enable
participation.

Key themes;

1. The way participation and engagement with seldom heard groups is conducted has to
be adapted to meet different needs.

2. There has been an increasehe diversity of thgparent carers participating.

3. More parents are attending working breakfast sessions and family based activities and
participating in work including the development of the early support leaflet and
SEND vision.

SectionFour: Meeting the Charityds Purpose

The past year has seen FVP start up as a CIO, continue to see growth in the use of the
premises, changes to staff and trustees and growth in the number of parent carers joining the
forum to over 750 households which is a 15.3% increksether work hasbeentakingplace

to find ways t oposeasdefinedhndts abjbcts thiodgly iusinegs planning,
analysis of the work of the charity and trustee time and investment.

Key Themes;

1. The fully accessible caravan atengébled | i nds
families who have children/ young people who are wheelchair bioualdo have a
short break.

2. FVP now have four members of staff, a new trustee and supporfs@¥beouselolds
where there is at least one child/ young person with SEND

3. FVPhave been workinglosely with Reterborough anBistrictDeafCh i | dr en 6 s
Society (PDDCSynd Families Firstto assisthemin supporting a gowing number of
families withvarying needs

4. The use of the premises has enabled over 1600 beneficiaries to access some form of
support, advocacy, advice from a variety of service providers, third sector
organisations and community based groups.

Acknowledgements

Participation, and ultimately gproduction, occurs when systems are changed and when
people see the value of working together to change those systems for a common goal, which
in this casarechildren and young people with SEND. This report reflects gésoccurring

due to an increasing level of participation and in some arepsodaiction.

None of this would be possible without the hard work and dedication of parent carers in
Peterborough who act as parent representatives (past and present) ancetpagad on
parent carers participating by Local Authority and Clinical Commission Group
commissioning officers.

Also aspecialthankyou should go to all the parents who have taken part at some level as
they take time away from their busy lives providing care to their chilganmig people with
SEND to do s.
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Introduction

The following report is a continuation of the SEND and Participation report of FVP from
2016 to 2017 (financial year) therefore it will follow the same structure as the previous report
with relevant updates included.

AThisreport detais the work ofFVP in the main but will also contain reporting from

Pinpoint in relation to a joinprogramme funded through the CAMHs Transformation work
of Cambridgeshire and Peterborough Clinical Commissioning Group (C&Gjetailed in
section one.The report Wl be ordered into five sections; CAMHsahsformation, SEND in
PeterboroughParentParticipation,Seldom Heard and Health Participation aRYfP as a
charity. All sectionsre structured arond the financial year April 2017toMdnc 2018 . 0
(Participation, Engagement and Involvemie@harity and Forum Annual Reppff! April

2017)

Different methodologies have been employed to gather the evidence presented in this report
and to demonstrate what outcomes may be occurring in retatiwark programmes.

However this is not intended to be a research paatder it is a report in to parent

participation and how this relates to service development and delivery of services relating to
SEND.This report will also contain some viewpoints/ concerns of the forum retgaindsv
experiences of parent carene being impeded by the current economic climate whereby
access to services/ support appears to be more difficult

Forum Context
(Taken from Rrticipation, Engagement and InvolveménEharity and Forum Annual
Report,  April 2017)

FVP are the Department for Education (DfE) designated parent carer forum for the City of
Peterborough, and a member forum of the National Network of ParentFoawens

(NNPCF). There are currently over 150 parent carer forums (PCF) for England with each one
representing a local authority area. Representation on the NNPCF is based on regions of
which there are 9. FVP is a member of the Eastern Region ParenEGaner (EPRCF) of

which there are 11.

Area Forum Name Forum . Funding
Membership
£15 DfE
ggf;ﬁrdh Eggjﬁ:d Borough Parent Carer 251 £15K LA (Participation)
g £15K LA (SEND)
£15K DfE
Cambridgeshir Pinpoint >1000 £70k LA
£18k Health
Central Special Needs Action Panel £15k DfE
. Central Bedfordshire Parent Ca 116 £37KLA
Bedfordshire
Forum
Essex (2015 tc FACE (Families Acting for 1500 £15K DfE
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2016) Change Essex) £30K LA

£15k DfE;
£10K LA (Education);
£7.5K LA (SEND

Hertfordshire |Herts Parent Carer Involvement 570 Training)
£20K LA (Social Care
SEND)
£15K DfE
Luton Luton Parent Carer Forum 234 £15K LA
. . £15K DfE and approx
Norfolk Family Voice Norfolk 624 £A0K LA
£15K DfE
Peterborough £25K Health
Citv of gn. Family Voice Peterborough >650 £45K LA SEND
y £8K LA Early
Intervention
gg;thend on Family Voice SoutBndon-Sea 250 £15k DfE
Suffolk Suffolk Parent Carer Network

£15K DfE and some
193 carry over from £17K
LA start up grant

Fig.1 Comparison of parentés forums in EasHt

Thurrock Parent Participation

Thurrock Group

Each forumhas one or two representatives on the ERPCF, and the ERPCF is represented on
the NNPCF steering group by an elected member from the EPRCF. The NNPCF effectively
represents over 80,000 parent carers across England.

The choice of operating model of the individual forums rests with the parent carers who are
involved in running them, but certain parameters exist in relation to being recognised as the
DfE funded forum and member of the NNPCF. The forums that form paleoERPCF

have different operating models, from registered charities through to Independent Steering
Groups and Community Interest Companies (C.1.C). Some of the forums, such as Family
Voice Southenen-Sea, are small and rely solely on the DfE grant|svbthers are much

larger, such as Family Voice Norfolk who receives LA funding of approximately £45K per
annum on top of the DfE grant.

To receive the DfE grant for parents forums certain parameters are put in place whereby the
forum must be;

pandisablity,

not involved in one service only,

represent parent carers not children and young people,

be an avenue for participation not support,

not support one family only to access support and/ or services

arwnE
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There is a now a statutory requirement to inclcitié&dren and young people with SEND and
their parent carers in decision making and parent carer forums are a route by which this can
be facilitated

Section 19 of tle Children and Families Act 2014

Local authority functions: supporting and involviagildren and young people

In exercising a function under this Part in the case of a child or young person, a local authority
England must have regard to tldldwing matters in particulér

a) the views, wishes and feelings of the child and his or henpeaor the young person;

b) the importance of the child and his or her parent, or the young person, participating as {
possible in decisions relating to the exercise of the function concerned,;

c) the importance of the child and his or her parent, oythieg person, being provided with th
information and support necessary to enable participation in those decisions;

d) the need to support the child and his or her parent, or the young person, in order to faci
the development of the child or young persand to help him or her achieve the best poss
educational and other outcomes.

Fig.2 Section 19 Principles

SEND Code of Practice January2015

Parent Carer Forums

1.13 Parent Carer Forums are representative local groups of parectsexsdf children and youn
people with disabilities who work alongside local authorities, education, health and other servi
providers to ensure the services they plan, commission, deliver and monitor meet the needs o
children and families. Parent Cafeorums have been established in most local areas and local

authorities are actively encouraged to work with them. More information about Parent Carer F
is available from the websites of Contact a Family and the National Network of Parent Cares. F

Parent CareForums are also referred to in sections 2,6, 2.8, 3.18, 3.29, 3.35. 3.44, 4.9, 4.10, 8
4.23 in relation Impartial Information Advice and Supp@irking together across education, head
andcare for joint outcomes and the Local Offer

Fig.3 Parent forum references in Code of Practice 2015
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Participation/ Engagement/ InvolvementApril 2017 to March 2018

Headlines

1 368parents in total have been involved at some level via face to face meetings/
events/ tripsFacebook Polls and Discussions up from 206 which is a 78.6% increase
1 >105 professionals have been involved at some level via face to face meetings/
events/ attending training or-clivering training.
277parents have taken part in eight surveys.
Parens have selfeported being members/ attendees at
o Peterborough District Deaf Children Society (PDDCS)
Peterborough Area Down Syndrome Group (PADSG)
Little Miracles (LM)
National Autistic Society (NAS)
Autism Peterborough,
Aiming High Group (AHG)
InspirePeterborough
Carers Trust Peterborough
T Childrends/ Yo uhngeddaweobpen eepoded bygpérents ast i e s
including(This list is not exhaustive)
o ASD, ADHD,
Global Developmental Delay (GDD),
Speech, Language and Communication Needs (SLCN),
Complex HealthObsessive Compulsive Disorder (OCD),
Cerebral Palsy (CP),
Tourettes,
Leukaemia,
Learning Disability and Difficulty (LDD),
Hearing Impairment (HI), Depression, Behavioural Needs,
Achondroplasia,
Goldenhar Syndrome,
Duchene Muscular i&strophy,
Downs Syndrome,
Hypochondroplasia,
Physical Disabilities
0 Anxiety Disorder
1 Approx.28fathers have been involved which isE38% increase on the previous
year where 12 fathers participated.
Parent carereportedthe ages of their childregbung peoplas betweeR to 34
Participation nethods used includeone conference, focus groups, online surveys,
paper surveys/ feedback forms at trips and activities, traimmgrkshops, Facebook
discussions and polls, working breakfast meetingse studies, seldom heard group
sessions and parent representation
Evidence is both qualitative and quantitativenature.
Ethnicity has been seteported as; British, Pakistani, Afghanistan, White Mixed
Caribbean, Albanian, Belgian, Hungarian, Dutgmerican, Portuguese, Chinese,
Brazilian, Gambian, Kenyan, Polish, Czech, Ukrainian, Slovakian, Irish Traveller,
Romany
1 Datahas beemrvidencedhrough completeteedback forms, attendanegisters,
social media groups posts armmpleted onlinsurveys.

= =4
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FVP as a Charity

FVP currently operates as a Charitable Incorporated Charity (ClO); registration number:
1171389. FVP6s charitabl e purdprelevwethe s defi ned
charitable needs of disabled children and children with complex needs and their families and
carers in Peterborough in such ways as the trustees shall think fit, in particular by the
provision of advice, i nfurhasalsoiexpandedduungfier t an
period from having a mailing list of just over 50 families and running entirely voluntarily to
approximately 700 and having paid employees and running a community premises. 2017 to

2018 marks the first full year for FVP asCIO with all assets/ work from the previous

charity having been transferred in May 2017.

Background i Family Voice Peterborough

The Aiming High for Disabled Children programme was launched in May 2007. Its stated
ai m wanprové service provision ass the board for disabled children and their
families, enhancing equality and opportunity for tikg®fE formally DCFS 2007 archived
webpage The Parent Participati on designedkiodevelopeam o f
the active involvement parents in service planning and decision making processes at a
local level to ensure that parents are active agents in shaping seryizgiesformally DCFS
2007, archived webpagejpome ofF V P gramt monies were provided through aiming high
for disabledchildren and administered by TogetHor Disabled Children (TDCY.here was

a five million pound grant programme to be delivered to groups setting up as forums and
administered in three phases over three yeetimeen 2008 and 201TheAiming High
Progranme and TDC ended in March 2011.

The previous governme(2011 to 2015¢ommitted to continue with the parent participation
programme until 2013and then the current governmga015 to 2020alsocommitted to
continue it further until 2018 due in paotthe SEND reforms.

FVP wasformed in May 2009 under the umbrella of the Voluntary Sector Fomino

received the initial £3000 aiming high for disabled children (AHDC) grant in January 2009.
The initial £3000 was to establish a pareut Voice for participationid i sabl ed chi |l dr
servicesThe main person supporting FVP initially was Bev Walie funding was used to
hold two key events in March to raise awareness of Aiming High for Disabled Children and
to ask parents to sign up or express an interest in setting up a forum. The Voluntary Sector
Forum applied for Phase 2 of the Parent Partiicpasrant Programme from Together for
Disabled Children. The application for Phase 2 was £10,000 submitted to TDC and was
successfully awarded to in May 2009. The fundires usedo set up a steering group and
organise the new Parents Forum Family VdteterboroughWhen theVoluntary Sector

Forum closediue to loss of fundingn October 2009the parents involved formezh
independent voluntarsteeringgroup called Family Voice Peterborougdtne steering group

was led by cechairs Michelle King and Lase Ravenscroft. The steering group went on to
secure the phase 3 grant of £10,000 in 2010. In 2010 the steeringatpowpnt through

some changes due to growth, the need to secure extra resources and the changing needs of
those involvedn running theorum. Michelle King stepped down and became involved in
setting up Little Miracles with Tessa Capon. FVP helped in this process and held the initial
£5000 LA grant used to set Little Miracleat the same timewith support of CaH.ouise
Ravenscroft wetnon to chair FVP and was supported to move the steering group towards
taking on charitable status as of2@atch 2011. During this period PCVS also provided
some vital support in the form of office space addinistration resources.

9
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We will ensure the

voices of parent carers
are heard throughout
the health, education
and social care system
and their views drive
planning and delivery in
collaboration with LA
and Health
Professionals

PRINCIPLES FOR FAMILY VOICE PETERBOROUGH

We will enable parent
carers to participate in
ways they are
comfortable with and to
ensure as many parent
carers are included as
possible. We aim for
FVP to be fully
inclusive

We will invest in parent
carers by way of
enabling them to gain
accredited
qualifications in
training and facilitate
their involvement in
developing and
delivering training.

Development

Information and
Communication

We will encompass the
voices of parent carers
in growing numbers to
support the on-going
development of the
organisation and
include their views in
any future planning.

We will share
information and
intelligence between
professionals and parent
carers to allow the best
possible services for
children with additional
needs and disabilities.

We will seek to ensure
further sustainability in
financial terms.

INDICATORS/EVIDENCE THAT WOULD REFLECT MEASURABILITY/ ACHIEVEMENT OF THE

PRINCIPLE

e Numbers of
meetings/ focus
groups and
feedback.

e Annual
conference
which has
themes decided
by parents

e Network dinner
attendance

e Reports
produced will
demonstrate
mixed use of
methods

e Numbers of
parent carers
participating

e Attendance at
HTRG
meetings,
feedback and
increase range
of parent carers
participating

e PTLLS trained
parent carer
team

e Team of parent
carers listed on
CDC website as
approved EPP
trainers

e Suite of in
house training
programmes
developed

e The use of
away days for
the growing
team of
volunteers, reps
and staff

e A clearly
devised
business plan

e Feedback form
parent carers
via surveys and
feedback forms

e A quarterly
newsletter will
be shared
amongst
parents and
professionals.

e Regularly
updated
website

e Updated
Facebook
page

e Increased
numbers on
mailing list

e We will have
held at least 3
fundraising
activities over
the year.

e We would see
to develop a
clear
fundraising
strategy and
action plan

e A completed
funder finder
and at least 3
grants applied
for

10
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SECTION ONE (CAMHS TRANSFORMATION)

child

Fig.5 Word Cloud from CAMHs work feedback

11
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Introduction

AFVP and Pinpoinhavebeen working in partnership since September 20%bjoint funded
project delivering support, training and participation opportunities to parent carers across
Cambridgeshire and Peterboroughhe partnership work is a joint funded project through
the CAMHSs Transformation programmeThis work continued between Aprif'2017 and
March 3£'2018 The data presented in this section of this report will be from this period.
The reporting for FVP will be very similar to that presented in the report produced for 2016
to 2017 and Pinpoints reporting will now also follow a $amformat.

Family Voice Peterborough

FVP have continued to deliver tB# P, Behaviours that Challenge Workshops aradtk
around what is being termed a fiparapandcar er
TreatmenReview (CTR)work.

During ths reporting period there was also a hiatus during the Summer Holiday as the work
is being delivered mainly by parent carers and FVP took time to look at how work was
progressing, complete some interim monitoring and spend time planning work for the next
school term.There was also a change to the planned number of sessions of all elements due
to a variety for reasons which will be detailed under each subsection.

Each workshop and training sesstas an associated report detailing attendance, feedback,
trainer perspective and a general synopsis of the session. All individual data is then collated
to help present an overall picture.

12
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Part of the outcomes matrix has been included to demonstrate what has been achievedrsdusiobyof examples of outputs and measures.

No | Outcome Output/activity How Measured Whose
Responsible
4 Increased resilience and |  Delivery of Expert Parent Programme by C| Quarterly reporting detailing FvpP
confidence in navigating approved trainers who are themselsg@arent| § Number of session providedarget of 10 for
health pathways and carers parent carers from Peterborough and
services and increased | { Access by early help pathway and self Cambridgeshire
partnership working with referral if space is available. 1 Use of external providers to host sessions
health professionals 1 Appropriately advertised using variety of | § Details of EPP content and delivery
(collective individual methods f Number of parent carers attendigdarget of
participation) 10 per session
9 Parent carer feedback
What has happened so far|  EPP advertised using various methods 1 5Sessions itotal
1 Sessions run across Cambs/ Pboro 1 34 attended
1 Most sessions have been after parents hayv,
completed a positive parenting course via
Barnardos
5 | Parents and Carersare | { Partnership approach through the steps Quarterly reporting detailing FVP
empowered engage with described above, and the provision ofco | Parents and carers sekport positive
Local health providers and delivered workshops change in their communications with the
confident inunderstanding |  Be part of the feedback process for families health providers and their partners
how to get the best from to facilitate the understanding of the Case studies provided (1 per quarter)
health services effectiveness bparticipation
What has happened so farl § All workshops have beegither delivered by | { First quarterly report was produced and
parent carers presented for monitorig purposes
T Feedback from workshops, training is used| ¢ Data in report details views on the work an

inform commissioning cycle with respect to
how parents are navigating the health syst¢

(Early Help for example)

access to range of support, training

13
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so Parent carers have
increased skills, knowledgi
to facilitate selthelp

FVP and CPFT in understanding behaviour
around hyperactivity, social interactiand
learn ng difficulties

Codelivery of workshops with FVP/ parent
reps, to increase parent carer understandin
of behaviours linked to hyperactivity, social
interaction and learning difficulties with
professional input and Challenging Behavid
Accesgo the workshops groups is via self
referral with bookings taken by Pinpoint/FV
Parent carers gaining new skills through
sharing of hints/ tips from professional and
signposting from parent reps

Number of workshops providedarget of
Use of external providers to host sessions
Details of workshop content

Number of parent carers attendigdarget of
10 per workshop

Parent carer feedback

Feedback, evaluation from professionals cq
delivering workshops

9 Access measured viagal media requests,
email and phone logs and completed
attendance register

=A =4 -4 -9

= =4

6 Increased confidence from Parent carers gaining neskills through Quarterly reporting detailing FVP
parent carers in managing sharing of hints/ tips from professional and T Parent carers selieporting that theyare
behaviours that challenge signposting from parent reps FotS G2 YrEyr3aS OKA
that are associated with Apcess to_ the Workshops_ls via gelferral _ better . . .
possible ASD/ ADHD/ LD glt_h bookings taken by Pinpoint and Family 1 Parent carers selfating their confidence

oice at the start and end of the workshops fa
comparison purposes
9 Access measured via social media
requests, email and phone logs and
completed attendance register
What has happened so far 4 workshogs have been cdelivered 1 Completed feedback forms detailing

Feedback from workshops, training is used confidence and understanding

inform commissioning cycle with respect to

how parents are navigating the health syst¢

(Early Help for example)

7 Training and Development Undertake the ceplanning of workshops by | Quarterly reporting detailing FVP

As Above

Final report details thad workshops have taken
place with23 parents in total taking part in a
workshop.All were unique attenders

14
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Parent Carer Hub
(inclusionsurgery),
development and
access to facilitate
parent carer support
and wider participation.

Undertake the development of a parent car
hub working in partnership with3sector
and Local Authority Professionals

Plan and deliver inclusion surgery astpr
parent carer hub supported by parent
representative

Provide feedback on support offered throug
parent carer hub

Parent carers accessing hub gain support t
navigate early help pathway and increased
understanding of EHC pathway and proces

Quarterlyreporting detailingg

f
f
f
f
f
f

Monthly Parent Carer Hubtarget 12
Details of numbers of parent carers
attending hubs

Parent carer feedback

Feedback and evaluation from
professionals calelivering hubs
Access measured by booking forms a
attendance records

Targeing educational settings to
increase their involvement.

Hub has been delivered alongside PCC an
Carers Trust

1 8 Hub sessions have been delivered
supporting 33 individual parent carers

15
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Predicted targets/ measurers

The following were predefined as measures of the outcomes relating in particular to the
Challenging Behaviour (CB) workshqgsxpert ParenProgramme (EPRYnd Hubs

CB Workshops

Number of workshops providedarget of 6

Details of workshop content

Number of paret carers attendifigtarget of D per workshop

Parent carefeedback.

Feedback, evaluation from pro$ésnals cedeliveringworkshops.

Access measured via social media requests, email and phone logs and completed
attendance register

E

m
1Y)
]

1 Parent caredetails from10 EPP sessions to be ranoross Cambridgeshire or
Peterborough

Parent Carer Feedback

Parentcarers selfeport positive change in their communications with the health
providers and their partners

= =4

From these targets the following number of parent carers should have been involved/
supported in total

HUB
This area of work has been added after a successful pilot.

1 Feedback from parent carers who have attended one of 12 hub sessions.
1 Details of any recurring issues/ themes

Total Numbers
1 60parent carers across six workshops
9 100parent carers acrosstEPP courses
9 120 parent carers across 12 Hubs

16
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Predicted data

125 B Fredicted Sessions
12 B Fredicted Hours
100 Predicted Parents
100 96
an
75
&0

50

EFF CB Hub

Session

Fig. 2 Predicted sessions, hours and parent carers over the course of the project

The charshowsthe predicted costs/ time and number of parents for the CAMHs funded
element of the work FVBelivered

Grant Funding £25,000.0(
Predicted hours (PH) 216
Predicted Parents (PP) 280
Funding/ PH £115.74
Funding/ Parents £89.29

Fig. 8 Analysis of predicted hours and number of parents against the total budget

Project costs:

=

Sundries (Includeany fees
Childcare

Travel

Refreshments

Print

Post

Stationary

Equipment

. Staff Wages

10.Venue Costs/ Rent
11.core costs (Utilities, Insurance, Bin Collection, Repairs, Rates etc)

©oNoOOA~WDN
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Actual Data
Actual Data
150 B :Actual Sessions
Lo B Actuzal Hours
Actual Parents
100
an
65
a0
34 23
5 4 23 8
EFF CB Hub
Session

Fig. 3 Actual sessions, hours and parent carers over the course of the project

The charshows the actual number of sessions/ hours/ parents for the CAMHs funded work.

Grant Funding £25,000.0(
Total hours 299
Number of Parents 90
Funding/ Hours £83.61
Fundiing/Parents £277.7¢€
Hours*parents £26,910.0(

Fig. 4 Analysis of actual hours and number of parents against the total budget

Actual Predicted
Grant Funding £25,000.0C £25,000.0(
Total hours 299 216
Number of Parents 90 280
Funding/ Hours £83.61 £115.74
Fundiing/ Parents E277.7¢ £89.29
Hours*parents £26,910.0C £60,480.0(
Fig. 5 Comparison of analysis of budget against the predicted and actual number of hours/
parents

The table showthat overall the more parents the project supports the more costly the project
becomes and the more hours invested the less per hour the project costs to deliver.

18
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Percentage of spend under predefined
budgets

0% 0% B Sundries

B PinPoint

m Childcare

H Travel

m Refreshments

m Print Post Stationary Equipmen
m Staff Wages

= Venue

Core

“ m Remainder
1% 2061%

Fig. 6 percentages of spend across different budget headings for the overall grant

Thepie-chart above shows what percentage of the grant was spent across items such as
staffing and travel.

Comparison of Predicted/ Actual Data Overall
150 . B EFF
W ce

B Hub
100

Predicted Actual Predicted Actual Predicted Actual
Sessions Sessions Hours Hours Parents Parents

Session
Fig. 7 Comparison of predicted and actual attendance, number of sessions and hours worked

The above chaghows a comparison of the different elements of the work ovétel

amount of sessions/ number of parents overall was lower than predicted but the number of
hours to deliver the work was higher. Some sessions were not delivered due to timing
(coincidingwith school holidays) and partner agencies being unavailable. The number of
sessions being decreased also meant less parent carers took part. There is also an element of
parent carers dropping out after booking on.
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Expert Parent Programme

EPP Attendance Data

10 B Actual Participants
B EBooked

8 B Cancelled
B Mo-Show

&
B Justturned up

4

2

0

4th May Oth and T4th July 22nd Movermber
20017 16th May 20017 September 3rd
2017 (Pboro)
(Cambs)

Fig. 8 Booking and attendance data for the Expert Parent Programme

Predicted Participants and Actual Participants

10 B FPredicted Participants
B :Actual Participants

]

]

4

2

i

Ath May Gth and T4th July 2Znd Movember
20017 Tath May 2007 September 3rd
2017 (Pbora)
(Cambs)

Expert Parent Programme

Fig. 9 Number of predicted and actual attendees across each delivered session of the Expert
Parent Programme
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Overall Expert Parent Programme Attendance Details

40

Mumbers

0
Actual Participants Booked Cancelled Mo -Show  Justturned up

Attendance

Fig. 10 overall booking and attendance details for the Expert Parent Programme 2017 to 2018

Figures8, 9 and D showthepredicted and actual attendance for the E&¥3ionshat were
delivered. The predicted data is for how many parents it was felt would attend each individual
sessionOverall 68% attendance of the predicted amount occurred. The most well attended
EPP was in July and least well attended was in Septembialg @@owards the timing of

sessions will be looked at.

A total of 34 individual parent carers attended the BRPsessions

Workshops

Challenging Behavious Workshop Booking Data

20 B Actual Participants
B Booked
15 B Cancelled
B Mo -Show
10
5
0
5, 5 & &
® 2 )
£ o &
(‘“\D < -z-’&(t\ @ﬁﬁ
& ! S

Behaviours Workshops

Fig. 11 Booking and attendance datacrossthe individual challenging behaviours workshops
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0

Mumbers

verall CB Workshop Attendance Details

50

A0

10

Actual Participants Booked Cancelled Mo - Show

Attendance

Fig. 12 overall booking and attendance details for challenging behaviours workshops 2017 to

22

2018

Attendance Across Workshop Topics

10 B Actual Participants

Mumbers of Parent Carers
3

0

Specific Workshops Topics

Fig. 13 Number of parent carersacross the specific challenging behaviour workshops
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CB Workshop Predicted Participants and Actual Participants

Mumbers of Parent Carers
on

Behaviours Workshops

B Predicted Participants
B Actual Participants

Fig. 14 Number of predicted and actual attendees across eachallengingbehaviour workshop

The charts in figure$l1through tol4 demonstrate the predicted and actual attendance across
the CB workshops. 51.%of the predicted attendees actuattended. The most popular
workshop was the social communication one followedheycombined session. There were

a higher number of cancellations and no shows for the CB workshops compared to the EPP
onesA total of 23 parent carers attended the four sessions.

Hubs

Hub Booking and Attendance Data

8

Attendance Numbers
[ o]

Hub Session Topics

B Actual Participants
B Booked

B Cancelled

B No-Show

B Justturned up

Fig. 15Booking and attendance datacrossthe individual Hubs
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Attendance Across Themed Hub Sessions

g8 B Actual Participants

Attendance Figures

Themed sessions

Fig. 16 Number of parent carers across the specific Hubs

Hub F’re(_fl[;n::’[e_ﬁ!1 anﬁjDActuaI %tenﬂanqg .
10 B Fredicted Participants
B :ictual Participants

Attendance Number

Hub Sessions

Fig. 17 Number of predicted and actual attendees acrossach Hub

The charts in figure$5through17 show the booking and attendance data for the parent carer
Hub between April 2017 and March 2018 he most popular sessioasross this period
weretheS A M éeam and ASD/ ADHD sessions.
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Overall CAMHs Session

Overall Booking and Attendance Figures for CAMHs Funded
Work

125 B Overall figures

100

]

on

Overall figures

P
on

0
Actual Booked Cancelled Mo-Show Just turned
Participants up

Booking and Attendance Data

Fig. 18 over all booking and attendance across all of the work relating to CAMHs delivered by

FVP
overall percentage of attendance 73.77%
percentage otancellations 19.67%
percentage of neshows 16.39%

percentage of cancellatiorand no-shows combine 36.07%
Fig. 19 percentages overall of attendance against bookings

The chart and table above in figufgsand19 showng the overall booking and attendance

data from th&ePP, CB Workshops and Hub demonstrate an overalattendance rate of
approx. 36% The percentage of parests who bo
16.39% which is costly to the project in terms of trainer/ admin time.

Workshop/ EPP/ HUB Feedback

The following data relates to feedback gained from those who attended the various sessions.
The numbers do not match precisely the attendance as not all those who attended completed
feedback formsThe feedback provided does however present a pictureuddsaffecting

parent carers and the effectiveness of the sessions being provided.
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Self Rating Against Set Statements

12 B Strongly Agree
B fores
10 )
Meither agree nor
g Disagree
B Cisagree

(2]

-
a ;] )
I B Strongly Disagree
e
[1F]
0 4
2
(=1
[“r ]
& 2

0

2 2 A 2 & 2 2
L F P o P B & 0
4 o e Z o T 5 )
Pl o o oy __.-\wﬁ- ol & S
g & & e & o & -
B B 2 . Wy o
& & "N o8 \x«:’ 5

Fig. 20 Collated feedback from the EPP sessions

Have an Increased understanding of how the health system operates in relation to services fo
child

Have gainedome ideas and strategies to help me navigate and get a better deal out health se
for my child

Have gained some ideas and strategies to help me secure health services for my child
Have a better understanding of where | can find information relatingny child's health

Have increased knowledge of the roles of health professionals who may be involved with my «
and increased confidence to work in partnership with them

| recognise the importance and benefits of sharing my unique knowledgexreattise with
everyone involved in my child's care

I have gained some tools and ideas to be more confident when discussing my child's needs
I would recommend this workshop to other parents
Fig. 21 feedback form statements

For part of the feedback gathered after the EPP attendees are askedbte sgjainst a
series of statemen#sd expand on their answerssaswn infigures D and 2. Overall
attendees said they agreed/ strongly agreed with the statements and oviengiyskud they
would recommend the training to other pareNtst all attendees completed forms or all
sections of the forms.
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Part of the feedback also asked attendees to provide comments under set HéBéiDgs.
Something I've learned today, HEARWhat worked well for me today, GAP: What didn't
work so well for me, TAKE AWAY: Something | will do as a result of today's session,

ADDITIONAL COMMENTS.
HEAD HEART GAP TAKE AWAY
How | can better help Preparing for Realising how | will take a completely
my son in the future meetings/Sandwick little I have newapproach to future
with hisrights and to achieved so far! meetings with more
get the support he knowledge and
needs N N information

N ADDITIONAL N
COMMENTS

This program should be
offered as a matter of
course to all parents

post-diagnosis | needed
this info 6 years ago!

N

What attracted you to the Workshop?

@ Speakers
@ Topic
@ Wanting more information

@ concerns about your child's
benahiour

@ other

Fig. 22 what attracted parent carers to attend the workshops

Whenparents who attended the CB sessions were asked ahlgdh attended the top
responses were the topic and having concerns
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0 Understanding Of Behaviour At Start and End of Worlssheps:o
B End

=2

2 4 B

Ratings from 1 to 10

Fig. Z3Parentsselfr at ed t heir understanding of their chil

workshop
Confidence in Managing Behaviour B Beginning
B End
f
4
| ‘ I
D |
2 4 ] 8 10
Ratings from 1 to 10
Fig.24Parentsselfr at ed t heir confidence in managing

The Chartsin figures 23and24 demonstrate that attendees overall increased their ratings in
terms of understanding what may lead to some behaviours and confidence in managing the
behaviours.
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As with the EPP feedback was taken under a series of headings whereby attendees could
provide commentsWhich parts of the focus group did you find most useful andawhy

Which parts of the focus group did you find least useful and yg® will this workshop

help you as a parent/professional?

f Most Useful \ Least Useful ( How will this help you? \
None all good ] )
All of it strategies very practical To identify my son's
and could make all the difficulties more easily and
difference of it strategies very provide support
practical and could make all Y,

\th/edifference j

Reasons for Attending the Hub
18
16
14
12
10
8
6
4
3|
) ]
m 1:1 sessions B SAMS Team m Independent Support
m SEND Partner ship  m ED Psych Service m More information
m Child Concerns m Other (see others page) Disability P'boro

Fig. 25what attracted parent carers to attend theHubs

As with feedback from the EPP and CB workshatsndeesvere asked why they had
wanted to attend the HUB and one of the top answers was concerns about their child.
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14 -
How do you rate today's workshop for:

12 -

10 - B Usefulness

g . B Meeting Expectaions
m Venue

6 - m Info Provided

4 - m Overall Structure
m Overall Content

2

0 T T T

1 2 3 4 5 6 7 8 9 10

Fig. 26 Overall ratings of the Hubs
Generally from the feedback forms that were completed it would appear lookimeyadiove

figure that most of the feedback was positive with high ratingsverall contenand overall
structure.

How would you rate your 1:1 session

12 -
10 -
8 - m SAMS

m SEND Partnership
6 -

Independant Support (Scope

4 - mEPS

m Disability Peterborough
2 -
0 ] [

12345 6 78|01
low |high|

Fig. 27 Overall ratings for the 1:1 sessions

Having time with either IS or SEND Support was rated most highly demonstrating how
parent carers value dudirect support.
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Carers
20 -

18 -
16 -
14 -
12 -
10 -

O N B O ©
1

Would you recommend the Inclusion Surgery to other Parent

m Seriesl

T T T T T - T - T
6 7

LOW

|
8

9 10
HIGH

Fig. 28rating as to whether the Hubs would be recommended

Fromthe above figurd is clear that of those who completed feedback forms the majority

rated very highly that they would recommend the Hubs.

As in all other feedback forms some open ended questions were asked; which parts of the
Inclusion Surgery did you find most useful, and wkiyfasich parts of the Inclusion Surgery
did you find least useful and wh¥buld we have done better? Other commemist

attracted you to this workshop?

Least useful
Most useful
Nothing ! Everything was
Helping to prepare for brilliant
meeting with Sencathings
to ask, preparing for
assessment to be sent off
and helpful things | hadnt
thought of
Comments

We are stuck in the EHC

process. Questions
between EHC and EHA

31

Done better

Longer Time



FVP Version ¢ April 2018

General Feedback (Early Help/ CAMHS)

Part of the work of FVP has been to also gather views and experiences of the changing way

Registered Charity Number: 1171389

support relating Emotion&lealth and Wellbeing is being delivered. This fits with the
participatory aims of the forum. Feedback \gathered at coffee sessidnwherethetheme
wascarersupport and early help/ positive parenting

Positive

Negative

| think it is a positive sted.am going in one
in April after my 13 yo got his diagnosis. M
12yo had an EHA but has been labelled as
just anxious by the phaycologist as she wg
unable to complete the ADOS due to her
anxiety. We are not having a positive
experience with her referral.

they are not good enough

Found the positive parenting course very
helpful.

| didn't find the parenting courses helpful,
partly as | knew some of it due to working i
the childcare sector, also it did not cover th
individual needs of my child.

Helpful in the right situation

still not changed my childs behaviours so s
a concern

when our daughter was diagnosed at age
and half this was 5 years ago now but we
found it helpful

Can be seen or viewed as degrading for
parents especially if they hasaccessfully
brought up children without needs althougl
since parents just haven't picked up this sk
and need help from someone other than
family.

Only helpful at ruling out bad behaviour as
cause to what's going on a with a child

ltés too | ong perio
nearly 2 years ago and | have only now be
given my app to go for feedback from asd

assessments

Helps parents understand the system bette
how they can get support for their child as
early on as possible

| felt very judged when asked to attend the
course it was hard as had to change both
mine and my partners working hours for th
course for 7 weeks and had to find child ca
for our other child. People were lovely and
my child enjoyed it

| endorse it althougtve never need to do on
as this is posterior to both my children
diagnosis and assessment of need.

Waiting to hear for more than year do not
know what we are waiting for

| think the early help pathway can be usefy
at times

| have a diagnosis for my yoger child and
attended Webster Stratton and triple p. No
my older child needs an assessment but e
though | have attended the parenting cour
|l Ahaveo to re do t
recent in order to access help for my older
child. This is, | el not beneficial to me ha

They are brilliant!! Very informative and

friendly

| opted to do triple p before EHP was creat
because | like training. However this way o
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doing things is very difficult for other paren
who are carers for those who wolkalso
makes parents feel like professionals think
their child's behaviour is their fault for not
being a good enough parent

| think that parents need behaviour suppor
and this is a good way of getting it

It would work for someone who hagyit
already diagnosed adult children.. but mak
a mockery of those with children already
diagnosed children where it is often runs ir
families.. just assess the child first and stoj
wasting valuable time these children dont
have

Can be good for some bulhave been there
done that

Inadequate and not useful

| think it is a good idea but one course doe
not cover the wide range of different needs
that these children
all therefore can leave a large amount of

parents no better bthan before they started

| personally don't see why parents who ha
other children need to do a parenting cours
it just makes them feel inadequate as a pa
| think that's wrong.

| didn't fine it specific enough to my sons
needs. | think it wouldhelp a child without
additional needs but for my ASD child it

didn't help.

If a child already has a diagnosis or has a
clear problem (like being very late talking)
the support should be available instead of
waiting for months and months to access t
support.

Fig. 29 Feedback from coffee mornings

The responses have

are fairly evenly split.

been

split roughly i

Some surveys have also been conducted and of. those

One questions asked parent cavenat the Early Help Pathway is and the following

responses were gathered from 55 parénts.e
Afnegati vel/

understandingo and

can be

mi

responses

This was the initial form we filled in at
school that started the bablling

Too long winded and complex

The beginning /is the way into getting help
for children with Needs or Behavioural issu
designed to separate our those with a defir
SN and simply misbehaving children or
parents who struggle to maintain parental
authority

Takes too long and if you work full time
parent courses are impossible to completg

What was previously the CAF referrad
referral pathway to access health services.

Very long winded service

Replacement of caf and could be put in pla
for various reasons in closing social care
needs, behavioural, family situations and
could be used for first steps for diagnosis €

For those who need support but don't mee
social care threshold

For those undergoing assessments or new

First step for provision in School

33
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diagnosed

Nursery helped with the application, it got t
ball rolling

They observe and put on pathway if neede To refer to other services? Although it did
work for us, our GP helped us.

the earlyier of your child beatiagnoised the| The route which has to be taken in order
better get ANY support or assessments for your
child in relation to their additional needs
which also wastes alot of time

The beginning of where the assesments bg A Course on how to support yochild
when your getting a diagnosis.

Gets you started towards a diagnosis

Early intervention x 2

Put support in place early on

it is the pathway followed by the child to
have their needs identified , health ,
educational or care.

Helpingidentify whether your child has
additional needs, and help to access the
services needed

5+ referral route for ASD/adhd Assessmen

team that holistically looks at the needs of
young child

Fig. 30 Responses to Early Help Pathway question from SENBnd Parent Carer Survey

19 parents al so r e s@®neaotletreqdestion askbd parehts aboeit th k n o w o
experiences of the pathway.

| do not know what the Early Help Pathway is

| have not heard of the Early Help Pathway

| have had an Earlfelp Assessment

| am in the process of having an Early Help Assessment

| have been asked to attend a positive parenting course as part of my Early Help Asse
| attended a postive parenting course as part my Early Help Assessment

My Child/ young peson was referred for an ASD/ ADHD after my Early Help Assessme
| was referred for an Early help Assessment even though my child/ young person alre:
a diagnosis of ASD/ ADHD

| have been asked to attend a positive parent course even thoughdahyalnilg person has
a diagnosis of ASD/ ADHD

My Child/ Young Person has been referred to CAMHs and | been asked to take a pois
parenting course before they will be seen.

| would like to attend a positive parenting course but do not know what toeked

| followed the early Help Pathway and my child/ young person now has a diagnosis of
ADHD

Not Applicable

Other (please specify)
Fig. 31 Response to question asking parent carers to describe their experiences of the pathway
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Please select any of the following statements about
experience of the Early Help Pathway/ Assessments

15 [ ]
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Fig. 32 Response rate of preselected statements relating to the Early Help Pathway

A high number of parent carers either select
Of the 54 who answered the question 15 chose an option relating to their expefétioe.

15 parents 5 selected the option referring to wanting to access CAMHSs but being put on the
pathway and 2 stated they already had a diagnosis for their child/ young person yet were still
placed on the pathway.

A follow up question to this one askatdout the positive parenting courses that are part of
the pathway:

| have already attended a positive parenting course but | have been asked to attend a
one

| have had a referral to CAMHSs for my child/ young person turned down even though 1
havea diagnosis of ASD/ ADHD

My child/ young person already has a diagnosis of ASD/ ADHD yet | have been askec
attend a positive parenting course and | have already attended Cygnets/ APEG

| attended a positive parenting course and found it helpful
| attended a positive parenting course and it has not helped

| have not attended a positve parenting course as this does not apply to me/ my family
Fig. 33 Statements from parent carers relating to the Positive Parenting Courses

35



FVP Version ¢ April 2018 Registered Charity Number: 1171389

Please select any statements that apply in terms of the
Positive Parenting element of the Early Help Pathway

30 B

10

0

Fig. 34 Response rate of predefined statements relating to the Positive Parenting Courses

Again a higher proportion had not heard of the courses and of those who answered the
guestion 26 had some experien®é the 26 38.46%olund the courses helpful and 32%

did not. Also as with the previous question 6 paretatied their child/ young person already
had a diagnosis and they were still asked to attend a cour8epamneint carers who wanted a
referral to CAMHs were turned away despite their child/ young peabeady having a
diagnosis.

One final survey question asked parent carers to say what they thought about the Early Help/
Positive Parenting work37 parents responded to this question:

"l think it is a positive step. | am They are not good enough
going in one in April aer my13 yo
got his diagnosis.

My son is older so this would not | My 12yo had an EHA but has been labelled as jus
help us now. Attended early bird, | anxious by the phaycologist as sheswaable to
early bird plus ad cygnets when he complete the ADOS due to her anxiety. We are no

was younger. having a positivexperience with her referral.”

Found the positive parenting cours| | didn't find the parenting courses helpful, partly as

very helpful. knew some of it due to working in tlehildcare
sector, also it did not coverdahndividual needs of m
child.

Can be good for sonmut | have still not changed my chiklbehaviours so still a

been there done that concern

"Can be seen or viewed as degrading for parents
especially if theyhave successfully brought up
children without needsAlthough since parents just
haven't picked up this skills and need help from
someone other than family. "
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ltdéds too |l ong period |
ago and | have only now been givey app to go for
feedback from asd assessments

| have been on the cygnet course [
have no idea what the positive
parenting course is

| felt very judged when asked to attend the corse if
was hard as had to change both mine and my part
working hourdor the corse for 7 weeks and had to
find child care for our other child. People wéreely
and my child enjoyed it

Helpful in the right situation

Only helpful at ruling out bad behaviour as a cause
what's going on a with a child

Helps parents undstiand the system
better, how they can get support fg
their child as early on as possible

Waiting to hear for more than year do not know wH
we are waiting for

| think the early help pathway can [
useful at times

| opted to do triple p before EHP wareated becaus
I like training. However this way of doing things is
very difficult for other parents who are carers for
those who work. It also makes parents feel like
professionals think their child's behaviour is their
fault for not being a good enohgarent

They are brilliant!! Very informative
and friendly

It would work for someone who hasnt got already
diagnosed adult children.. botakes a mockery of
those with children already diagnosed children whe
it is often runs in families.. just assess the child firs
and stop wasting valuabtime these children dont
have

| endorse it although we never nee
to do one as this is posteriorboth
my children diagnosis and
assesment of need.

| personally don't see why parents who have other
children need to do a parenting course it just make
them feel inadequate as a parent | think that's wro

| think that parents need behaviour
suppat and this is a good way of
getting it

If a child already has a diagnosis or has a clear
problem (like being very late talking) the support
should be available instead of waiting for months ¢
months to access thésipport.

Good

| didn't fine it scific enough to my sons needs. |
think it would help a child without additional needs
but for my ASD child it didn't help.

| have a diagnosis for my younger child and attend
Webster Stratton and triple p. Now my older child
needs an assessment bugrethough | have attended
the parenting courses |
though they were recent in order to access help fo
older child. This is, | feel not beneficial to me havin
done them and also for the parents who need to a
t hem whhave the sugport or benefit of prior
experiences

Fig. 35Parent carer statements (positive and negative) relating to the Early Help Pathway and
Parenting Courses
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Pinpoint

Background
Pinpoint Cambridgeshire has continued to run the ADHD / ASD pgrenps following a

successful pilot from December 20il81ay 2016. This report covers the groups from April
2017 to the end of March 2018. No groups were run during school holidays in August. 3 out
of 4 groups ran in April and 1 out of 4 ran in Decenderaging 10 per area per year.

Delivery of Parent Groups

On average four groups have been successfully running per month over this period. Each
group runs for two hours, usually with a speaker and plenty of time for parents to talk and
share ideas betweeéhemselves. Refreshments are provided, and childcare and travel
expenses reimbursed by request. A parent volunteer helps run most sessions.

The groups are open to any parent who had a child with suspected ADHD / ASD, were
waiting for assessment or dragsis, or had a diagnosis.

The objective for having a speaker at the groups is that parents have the chance to hear from
an expert about ASD / ADHD, learn how to manage aspects of the condition, hear about local
services, etc. Speakers are usually frgesbmetimes we pay speaker costs and / or their

travel expenses.

Topic and Location

The following tables show each group by area, the speaker / topic, number and type of
parents that attended. 366 parents attended across the four groups over theisn deds

of the 366 were unique attenders (40%). 61% of attendees booked first before attending.
There were 39% of parents who booked but then did not attend. 70% of the parents said their
child(ren) with special needs are boys with 1 instance of afpaitending with a transgender
child. 56% of the children are betweel years old, 36% between-1% years old and 8%

under 5s.

Peterborough
Unigque More Booked
Attendan | than one| and
Date Speaker Total Parents ce attendanc| attended | No Shows Drop Ins
April  |No Meeting 0 0 0 0 0 0
May [Little Miracles 10 3 7 4 3 6
June |Think Autism 6 0 6 6 2 0
July |EP CCC 3 1 2 3 2 0
Sep |Contact, Parent advisor 4 2 2 3 3 1
Oct  |Occupational Therapist 7 4 3 4 0 3
Nov |Communication Cambridge, SALT 4 1 3 1 2 2
Dec |Send partnership officer, PCC 5 5 0 1 11 4
Jan |Scope, independent supporters 6 4 2 2 1 4
Feb |Contact, Parent advisor 0 0 0 0 0 0
Mar  |Family worker, ADHD 3 2 1 2 1 1
Total 48 22 26 26 25 21

Fig. 36 overall data relating to attendance at Pinpoint Session in Peterborough
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Histon
More
Unique | than one| Booked
Attendan |attendanc| and
Date Speaker Total Parents ce e attended | No Shows Drop Ins
April  |Medication CPFT 11 0 11 10 1 1
May |NAS/Romsey Mill/Core Assets 9 4 5 5 3 4
June |Think Autism 8 2 6 3 2 5
July |Independent Supporter, Core Assets 8 3 5 4 4 4
Sep |Communication Cambridge, SALT 24 10 14 18 2 6
Oct |Educational Psychologist CCC 17 5 2 10 2 7
Nov |Occupational Therapist 18 6 7 9 0 9
Dec |No meeting 0 0 0 0 0 0
Jan |Independent Supporter, Core Assets 10 3 2 8 2 2
Feb |Contact, Parent advisor 9 5 4 6 2 3
Mar |SENDIASS 12 0 12 8 6 4
Total 126 38 68 81 24 45
Fig. 37 overall data relating to attendance at Pinpoint Session in Histon
Ely
More
Unique | than one| Booked
Attendan |attendanc| and
Date Speaker Total Parents ce e attended | No Shows Drop Ins
April  |Specialist Family Worker CCC 7 6 1 6 2 1
May |Think Autism 9 2 7 5 0 4
June |The Owl Therapy Centre 10 3 7 6 1 4
July |OT Sensory Workshop 14 7 7 10 2 4
Sep |Educational Psychologist CCC 29 13 16 11 8 18
Oct |Communication Cambridge, SALT 17 5 12 9 5 8
Nov |Occupational Therapist 12 3 9 8 3 4
Dec |No Meeting 0 0 0 0 0 0
Jan |The K9 Project 12 5 7 11 4 1
Feb |SENDIASS 10 2 8 10 1 0
Mar |Contact, Parent advisor 11 6 5 7 1 4
Total 131 52 79 83 27 48

Fig. 38 overall data relating to attendance at Pinpoint Session in Ely
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Huntingdon
More
Unique | than one| Booked
Attendan |attendanc| and

Date Speaker Total Parents ce e attended | No Shows Drop Ins
April  |Independent supporter, Core Ass 5 1 4 2 1 3
May |Think Autism 5 1 4 5 0 0
June |Educational Psychologist CCC 8 0 8 5 0 3
July |Independent Supporter, Core Assets 4 3 1 2 0 2
Sep |Occupational Therapist 13 2 6 8 1 5
Oct |Communication Cambridge, SALT 3 1 2 3 2 0
Nov |Occupational Therapist 12 4 3 10 1 2
Dec |No Meeting 0 0 0 0 0 0
Jan |Independent supporter, Core Ass 1 0 1 0 0 1
Feb |SENDIASS 8 4 4 6 2 1

Independent Supporter, Core

Assets. Original speaker cancelle
Mar |short notice. 2 2 0 0 0 0
Total 61 18 33 41 7 17

Fig. 39 overall data relating to attendance at Pinpoint Session in Huntingdon

Outcomes & Feedback
The success of the groups has been measured against the outcome objectives in Appendix 1.

Appendix 2 illustrates the evaluation forms used for parents. Appendix 3 shows the
evaluation form used for professionals from April to July 2017 and the follownvgg link

has been used for professionals from September 2017
https://www.surveymonkey.co.uk/r/FFWGP @Rofessionals are not always able to feedback
quickly via survey monkey though so we intenati@r more paper based forms at the actual
session in the future.

Parent Feedback:
Overall parents were very positive about these groups. Some direct quotes from feedback that
parents gave is listed below:

Comments

Very helpful Information and Support ga. Thank you.

Informed. Bit disheartened at times, but also good to hear of services.

Great sessionwish I'd had this years ago! Thankyou

Fantastic wisdom and information

Still have some confusion re diagnosis or not and how relevant this may be. Have
recognised similarities from othersd comme
Learnt new ideas/potential strategies/tools.

So pleased | came, | will practise things | have learned

(anxious) but still feel more confident in finding support

Great to share insights and tactics to manateathers.

light at the end of the tunnel, good practical advice. Helpful to hear from people with
older ASD kids.

9 Still not sure | can speak out to who | need easily.

= =4 =4 -8 -9

= =4 -8 -4 -9
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The following charts show parents responses to the evaluation survey.

How do you feel after attending the session today?
200

180
160
140

120
100
80
60
40
20
: H - H

Empowered More Relaxed Supported Anxious Worried Other

Number of Parents

Fig. 40 overall evaluation offeeling as a result of attendance

Why do you feel this way?

| have gained valuable | feel less alone | have met othersinthe | feel encouraged to do Itis a lotto take in Being a parent is hard work
infarmation/knowledge same situation what | need to do for my
children

Fig. 41 overall evaluation of reasons for feelings

Both forms of feedback show positive and a small amount of negative outcomes from

attending with parents feeling worried and anxious. Thiscantbg r i but ed t o par e
realisations of their situation and that in most instances this islariferesponsibility to

care (Above and beyond what is considered O6n
However, 99% of parents felt that the groups met or exceeddteir expectations.
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Professional Feedback:
Professionals who attended the sessions as speakers were asked to rate the sessions according
to the outcomes below (See Appendix 1). Comments include:

)l
T

= =4 =

Registered Charity Number: 1171389

Really great session, | feel it benefits parents asahnytalk about their difficulties

within a space that they are comfortable.

| think that parents got a lot of benefit from it, as | could see them working out how to

change their communication for their own child.
Plenty of lightbulb moments and some danformation sharing.
A really interactive session, all parents seemed to gain a lot and | did too.

| hope it was helpful for Parent$felt as though the session in Peterborough brought
about some very good and helpful questionalso thought it wa helpful to have an
EP from both Peterborough and Cambthink the fact that the group was small was

really helpful because we were able to give pretty much personal adviedalk

wasnot specifically about ADHDporA&tBey mor e

EP, EHCP or other referral route®.g. medical).

It was really useful to meet with Eve and to be able to network and gain further
knowledge of the work we could do alongside Pinpoint and hope that there will be

opportunities for some joinagp working.

They also rated how beneficial they thought each session was for parents, based on the
outcomes mentioned previously in Appendix 1. The average rating was 4.5 on a scale of 0 to
5 with 5 being very beneficial to parents, based on the outciistexs below. Professional
speakers felt that the larger groups where there were betwehpsents were less
beneficial than smaller groups. Some
session they spoke at.

Financial Summary:
The pie bart below gives a breakdown of expenditures for the 4 groups from Aprili2017
March 2018.
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Percentage of Costs 17-18

M Sundries (including fees,
speakers) and refreshments

® Childcare and travel (Staff
and parent)
Print, Post & Stationery
Equipment and IT costs

W Staff Wages

M Venue Costs

m Core Costs

Fig. 42 Overall percentage of spending across predefined budget headings
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Most expenditure is on core costs of running the organisation in order to delivearthee.
A high proportion is also staffing costs which includes organising, promoting, facilitating and
following up the groups.

A cost benefit analysis of the data we have shows:

91 Cost per unique attender (parent attending for the first time) £118
91 Cost per all parents attending £47
1 Cost per employee hour £43

Conclusions

The sessions are continuously attended by new parents and we are getting more referrals from
schools, family workers and CAMHS. The numbers vary widely per session and location

with little pattern or consistency. The average number of parents attending is around 9 per
session. The feedback shows that parents are gaining knowledge and confidence by
attending, and they are grateful for the support and information from Pinpoinpetdleess

and each other. We are working well with both statutory and voluntary sector partners to
arrange speakers. We look forward to continuing this work in the future.
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Appendix1: Outcomes and Activities falVellbeing Pathwayg Pinpoint (in partnership with Family Voice Peterborough
PCC & CCG)ADHD / ASD Support Group&gril 2017to Dec 2015

No Outcome Output/ Activity How Measured Whose
Responsible
1 | Parents and Carers are Support groups are organised by Pinpoint | Quarterly reporting detailing Pinpoint
empowered to support OLI NByd fSRO FyR I
oneanother through who can provide hirg/ tips/ signposting I Numbers of parent carers attending
peer to peer support. Monthly support groups over a year which support groups
have been appropriately advertised {1 Evaluation of sessions
Parent carers have a Access to the support groups is via self I Satisfaction rating
place _to share . referral with bookings taken by Pinpoint T Support goups rund x in a month
EXperiences leading to Appropriate supervision and support given during a D month period
Increasing sense B participation reps who attend 1 Feedback, evaluation from attending
confidence and shared groups/meetings professionals
expenence Reasonable expenses are met to facilitate
parents and carers to attend suppagt
childcare travel, etc
Parent quotes: Monthly groups organised in four areas witl 366 parents attended 4 groups over 10 Pinpoint

Wl St LIFdzA (4
people with older ASD
1ARAQ

WDNB I G (G2 3
and tactics to manage
gAOK 20KSNFH

Statistics of 366
parents that attended

and completed

professionals attending each session
Groupspromoted by Facebook-e
newsletters, emails to service providers,
Pinpoint and FVP websites

Parent representative / volunteer supported
to attend and help with each session
Parent and childcare expenses
reimbursement advertised and paid upon
request

months (no groups in August and split
between April and December)

From April 1% March 18 40% of parents
attended for the first time

Parents filled in evaluation forms at the erj
of each session

99% of parents reported thidhe groups
met or exceeded their expectations
Professionals rated the group 4.5 out of 5
on how beneficial they thought the sessio
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evaluations, said:
They felt supported %
| feel less alone®o

| have met others in the
same situation 3%

were for parents

2 Parent carers Support groups are organised by Pinpoint | Quarterly reporting detailing Pinpoint
experiencing difficulties OLI NByid tSRo FyR |
gain an increase in who can provide hints/ tips/ signposting I Numbers of parent carers attending
understanding in Monthly support groups over a year which support groups
parenting achild/ young have been appropriately advertised  Evaluation of sessions
person with additional Access tdhe support groups is via self 1 Satisfaction rating
needs referral with bookings taken by Pinpoint 1 Support groups rud x in a month
Appropriate supervision and support given during a D month period
participation reps who attend 1 Feedback, evaluation from attending
groups/meetings professionals
Reasonable expenses are met to facilitate
parents and carers to attend suppart
childcaretravel, etc
Parent quotes: Monthly groups organised in four areas witl 366 parents attended 4 groups over 10 Pinpoint

wClkyidlFaidAao
AYVTF2NYE GA 2y

W[ SENYG ySd
ideas/potential

AaGNF 0S3IASax
Ww{2 LJX SIaSH
practise things | have
f SFNYSRQ

Statistics of 366
parents that attended
and completed
evaluations, said:

professionals attending each session
Groups promoted by Facebook, e
newsletters, emails to service providers,
Pnpoint and FVP websites

Parent representative / volunteer supported
to attend and help with each session
Parent and childcare expenses
reimbursement advertised and paid upon
request

months (no groups in August and spli
between April and December)

From April 1% March 18 40% of parents
attended for the first time

Parents filled in evaluation forms at the erj
of each session

99% of parents reported that the groups
met or exceeded their expectation
Professionals ratethe group 4.5 out of 5
on how beneficial they thought the sessio
were for parents
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| have gainedaluable
information /
knowledge 9%

| feel encouraged to do
what | need to do for
my children 5%

3 Parent carers have an Support groups arerganised by Pinpoint Quarterly reporting detailing Pinpoint
increased confidencein 6 LI NByd f SRo FyR |
supporting their who can provide hints/ tips/ signposting ' Numbers of parencarers attending
Children, Young Peoplg § Monthly support groups over a year which support groups
and feel better able to have been appropriately advertised {1 Evaluation of sessions
manage family routines Access to the support groups is via self 1 Satisfaction rating
referral with bookings taken binpoint 1 Support groups rud x in a month
Appropriate supervision and support given during a D month period
participation reps who attend 1 Feedback, evaluation from attending
groups/meetings professionals
Reasonable expenses are met to facilitate
parents and carers to attend suppart
childcare travel, etc
Parent quotes: Monthly groups organised in four areas witlj 366 parents attended 4 groups over 10 Pinpoint

W+ SNE KSf LA
Information and
Supportgiven. Thank
e 2 dzQ

WDNEB I (i -wislbld 3
had this years ago!
¢ KFy1lez2dzQ

WClFyidlraagao
AYTF2NYE GA2Y

Statistics of 366

professionals attending each session
Groups promoted by Facebook, e
newsletters, emails to service providers,
Pinpoint and FVP websites

Parent representative / volunteer supported
to attend and helpwvith each session

Parent and childcare expenses
reimbursement advertised and paid upon
request

months (no groups in August and split
between April and December)

From April 1% March 18 40% of parents
attended for thefirst time

Parents filled in evaluation forms at the erj
of each session

99% of parents reported that the groups
met or exceeded their expectatio
Professionals rated the group 4.5 out of 5
on how beneficial they thought the sessio
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parents that attended
and completed
evaluations, said:
Empowered 8%

| feel encouraged to do
what | need to do for
my children %%

were for parents

47

Fig. 43 Outcomes for Pinpoint element of CAMHSs funding
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ANALYSIS

As with the previous yeards report this sect
the new and emerging Emotional Health &vellbeing systems relating to SEND, as

evidenced by Feedback from sessions, Surveys, and coffee mornings. The evidence is again

both qualitative and quantitative. The evidence appears to demonstrate that:

1. There is misunderstanding of the pathway and alaokaof knowledge of what
support is availablédlso that the misunderstanding is from both parent carers and
operationally within services. As evidenced by the number of parents whose children/
young people are already diagnosed still being placed deatthe Help Pathway.
This also supports the view that the pathway is being seen as a barrier to support
especially during the current economic climate.

2. There is some positive feedback from those who take part in the pathway support
programme provide posie feedback, especially if they have then gone on to receive
a diagnosis for their child/ young person.

3. Therehavebeen anumber of norattendances at sessions offered under the CAMHs
funded work which has impacted on the overall delivery time and doistisT
something that needs some consideration going forwards. Overall though there has
been an increase on numbers from the previous year from 67 to 90 parent carers
equating to a 25.5% increase

4. The data gathered in terms of costs/ attendance/ outconmesdiso further inform
commissioning relating to Emotional Mental Health and Wellbéling. introduction
of the Hubs this year has also facilitated an increase in support being offered to parent
carers.

Overall experience is mixed with a growingnumbenad gat i ve O0stori es6 bei
This growth in discontent with the way services are being viewed and the idea that changes

are designed to be a barrier to support have the potential to lead to families struggling further

not less; the reforms were alianaking things better and placing the family at the heart of

the system however this is not what families are reporting.

The Hub feedback has also shown how working differently with parent carers can provide
support in a more economical way and there avaigyh level of feedback for having access
to Independent Support and SEND Partnership.
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SECTION TWO (SEND and Participation in PeterboroughApril 2017 to
March 2018
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