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Foreword

This document presents the findings of an investigation into the provision of Independent Support. Ahead of the implementation of radical changes to the delivery of Special Educational Needs (SEN) and Disability support for children and young people in accordance with the Children and Families Act 2014, this research was commissioned by the Council for Disabled Children, and carried out over 10 weeks between April and June 2014 by a consortium of voluntary sector organisations active in south east London - Bromley Mencap (lead organisation), Bromley Parent Voice, Bromley Experts by Experience and Burgess Autistic Trust.

The requirements of the project were: 
· To produce a report containing evidence of local practice and what works well in supporting families, children and young people with SEN and disabilities to make choices in accessing services and support  

· Evidence on what works well from a parent/carer perspective to make choices in accessing services and support    

· Evidence on what works well from young people’s perspective to make choices in accessing services and support
To produce this evidence, the voluntary organisations involved:
· Produced a questionnaire for parents of disabled children and young people (distributed in paper form and online)

· Produced a questionnaire for disabled children and young people in easy-read format

· Held focus groups to gather the views of disabled children, disabled young people, parents, carers and professionals

· Contacted a range of key stakeholders, partners and interested agencies for their views
· Developed case studies of local practice including positive examples and best practice, as well as examples of delivery methods and elements which do not work well.

Research Partners

	Bromley Mencap
http://www.bromleymencap.org.uk/ 
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Bromley Mencap is an award winning, independent registered charity working with and on behalf of disabled people, their families and carers. We are based in the London Borough of Bromley, are independent from national Mencap and provide services in Bromley and neighbouring London boroughs. We were set up as a learning disability organisation in 1951 by a group of parents with children who had learning disabilities. In 2010 we joined together with Bromley Scope and changed our Objects to become a pan disability organisation.  In May 2014 Disability Voice Bromley dissolved and transferred its remit to Bromley Mencap.
We run a wide range of services for disabled people of all ages, carers and families. Current services include child-minding networks, buddying for young disabled people, a telephone helpline, information, advice and guidance, a training and employment scheme, independent living skills, short breaks, respite for people with complex needs, a sitting service, activity days, advocacy for families, welfare benefits advice, mutual carers support and social and leisure activities. We also campaign and provide support around representation to ensure the views of disabled people are heard and taken on board.
We have 1,600 members. We are both user and member-led. Disabled people and carers are amongst our staff, volunteers and trustees. We have a User Involvement Policy, a Young Disabled Person’s Focus Group and disabled people and carers are represented on our sub-committees.
Approximately 2,400 people benefit from our services, activities and reach every year. We work in partnership with a wide range of organisations. Bromley Mencap’s continuous action on behalf of disabled people and on behalf of their parents and carers, is based on the principle that disabled people have a need and right to live like others in the community, and to have a reasonable quality of life.

	Bromley X by X (Experts by Experience)

http://www.xbyxbromley.com/ 
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Bromley X by X is a user-led organisation for deaf and disabled people and carers in Bromley. We are a Community Interest Company (CIC). By disabled people we include people with physical impairments, sensory impairments, mental health survivors, people with learning difficulties or learning disabilities, people with long term health conditions, people living with HIV or AIDs and people who use or have used drug or alcohol services. 

X by X aims to speak up for the rights of deaf and disabled people and carers and to increase awareness about disability equality and the social model of disability. We provide peer information, support and training. We also run monthly open meetings for people to come together from different support areas and impairment groups to share their experiences and have a stronger, collective voice. 

We offer training in the social model of disability, disability equality and disability awareness. As part of our Peer Information Service we also aim to provide information and help through these media: newsletter, website, social networking, short films and regular updates on local, regional and national consultations and events.
	Bromley Parent Voice

http://www.bromleyparentvoice.org.uk/
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Bromley Parent Voice is a forum to inform service providers of the needs of children and young people with a disability or additional need and their families in the London Borough of Bromley.

The Forum believes that by working co-operatively with local service providers parents can contribute to improvements in the services delivered for children and young people with a disability or additional need.

We have over 500 active members about half of whom have contributed their experiences of services to the forum during this year via drop in sessions, surveys and consultations.
	Burgess Autistic Trust
http://www.burgessautistictrust.org.uk/
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Burgess Autistic Trust (BAT) is a specialist Autistic Spectrum Condition (ASC) charity supporting people with an ASC, their families and carers. BAT has been working in Bromley since 1981 and now work in several other south east London boroughs. They currently offer support to over 1000 individuals with ASC and their families through a range of services including a family service, supported living, domiciliary care, day services, outreach services, an extensive ASC specific library and training.
BAT has excellent specialist knowledge about the difficulties associated ASC and know of over 1700 families locally who have at least one child or more with an ASC. 

We make an assessment of your requirements, make recommendations and estimate costs where it is appropriate.

Some of the ways in which we help include:
· Diagnosis - we offer advice to those seeking a diagnosis and support and guidance after the diagnosis
· Goals - develop short and long-term goals to help improve quality of life
· Social - we hold social groups and activities to help share experiences and gain mutual support

· Training - we cover specific issues such as anxiety management and parent and family training
· Practical - we offer practical advice to those with an ASC, including budgeting, benefits, employment, education, health and housing

· Information - we have one of the largest autism libraries in the UK.

Abbreviations
ASC

Autistic Spectrum Condition
BAT

Burgess Autistic Trust

CAMHS
Child and Adolescent Mental Health Services
CCA

Community Care Assessment
DLA

Disability Living Allowance
DGSM           DGSM - your Choice  

EHC 

Education, Care and Health

ESA

Employment and Support Allowance

ES

Early Support

ESL

English as a Second Language

ESPSP
Early Support Pre-School Panel

FACS

Fair Access to Care Services

FAQs

Frequently Asked Questions

FE

Further Education

FSP

Family Service Plan

GP

General Practitioner

HV

Health Visitor

KW

Key Worker

IS

Independent Support

ISA

Individual Support Assistant
IPS

Independent Parental Supporter
LA

Local Authority

OT

Occupational Therapist

PfA

Preparing for Adulthood
PP                 Parent Partnership

SALT

Speech and Language Therapy
SEN

Special Educational Needs
SENCO         Special Educational Needs Coordinator 
SEND

Special Educational Needs and Disability
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Executive Summary

Introduction

This research was commissioned by the Council for Disabled Children and carried out by Bromley Mencap, Bromley Parent Voice, Burgess Autistic Trust and X by X Bromley.
We looked into how Independent Support can work best to support families and disabled people with the changes in Special Educational Needs and Disability provision that are coming into force in September 2014.

Independent Support is information, advice and support provided by non-statutory agencies.

The changes are being brought in through the Children and Families Act 2014. They aim to bring together social care, health care and special educational needs and disabilities needs of children and young people into a single Education, Health and Care Plan (EHC Plan) which can last until the age of 25.

Our research examined positive and negative experiences of support in accessing information and making choices.
We obtained feedback from disabled children, young people and their families to find out: 
· Who helps them make decisions

· Where they get information
· What type of support works best for them
· How Independent Support should be delivered
We used a variety of methods to gather feedback including:
· Questionnaires

· Focus groups

· Case studies

· One-to-one meetings and interviews

We had the following participation rates:
· Over 1,500 parents were contacted

· 259 parents filled in surveys on-line or on paper and
· 241 attended focus groups and events 
· Over 150 disabled young people completed questionnaires and attended focus groups 
Almost everyone who took part lived, worked, or went to school in the south east of London and the majority were resident in the London Borough of Bromley.

We got permission from everyone who took part, and we made sure that, where requested, their private details were not published, and their opinions were anonymous.

Chapter One - Independent Support: Examples of Practice

The organisations, peer support groups and disabled people’s organisations involved in this research already work together to provide information and support to disabled people and their families and carers in Bromley and neighbouring London boroughs. 

We gathered case studies to evidence the times in people's lives when they need support the most and their experiences of positive and negative practice.
	Case Study 1.1


	The Early Support Approach
	How the Early Support scheme can help families with young children with high needs, like John, a disabled boy in foster care, and how he was helped to start school

	Case Study 1.2
	Preparing for Adulthood
	How two teenage boys and their mother were helped in the transition to Further Education by a Preparing for Adulthood Co-ordinator and a pilot EHC Plan

	Case Study 1.3
	Good Example of Multi-agency Working
	How an independent organisation supported a family to complete an Education, Health and Care Plan following a school referral. This initial piece of work has led to additional support around Education and Transition.

	Case Study 1.4
	The Parent Partnership Model
	How Parent Partnership supported a family through the complexities of living in one borough with a disabled child attending school in a different borough


Chapter Two - Parent Feedback
Our questionnaire found that most parents or carers want more information than has been available to them on the upcoming changes.

The majority of those that knew anything about the changes found out through peer support or the voluntary sector.

There was frustration about a lack of information from statutory professionals.

The most important times when parents need support to make choices are when their child is first diagnosed, and at times of transition (starting school, going to college, etc.).
What works best for parents is face to face support, and a relationship with a supporter or an organisation to ensure consistency of support.

Parents want Independent Supporters who can empathise and understand them, preferably with knowledge of their child's condition or relevant personal experience. They want information, advice and support about benefits, education and rights. They also need advocacy support to help them deal with professionals.
Parents also want a “one-stop-shop” for information on everything to do with their child's education, benefits, and impairment.

Most parents are happy with the support they receive through their child's school, but not all.

Parents already engage well with peer support and the voluntary sector.

Support with obtaining Direct Payments is one of the most important areas raised by parents where they need information and support. This is in order to ensure their children receive the support they need but also in order to access respite for themselves.
Five case studies were developed outlining the views and experiences of parents.
	Case Study 2.1
	The Parent Journey
	How one mum who works as an Independent Support Assistant in a school benefited from peer support when her disabled son was younger, and how she thinks this model could be expanded

	Case Study 2.2
	What Works Well for me as a Parent
	How a mother from a BME background with two disabled children was supported to access services for her children and what worked well for her

	Case study 2.3
	Family where English is a Second Language
	How things can go wrong when professionals have pre-judged assumptions because of the way a parent communicates, but parents still know something is wrong, and the support this family received to get the help they needed

	Case Study 2.4
	What Helped Me In A Time Of Crisis 
	How a mother living on her own with two disabled children was supported at a time of crisis  

	Case Study 2.5
	From College to Adult Services
	How a mother secured appropriate services for her daughter transitioning to adult services


Chapter Three - Disabled Young People Speak
Over 150 disabled young adults took part in the research. The majority were aged between 11 and 25.
Most still live with their parents and very few have jobs. There is a clear pattern whereby disabled young people receive a lot of support in school and college but very little once they leave.

Many then feel trapped and isolated and dependent on their family or carers.

Most disabled people look to their family or carers for help with life choices.

Students in school or college look to their teachers or support workers for this help as well.

Those who engage with peer support or voluntary organisations are more likely to benefit from access to independent support after leaving education.
Social interaction with peers is very important to disabled young people, and they listed activities such as scouts and dance classes as places where they feel they gain support and information.

A significant proportion of disabled young people do not feel the need to find out about the SEND reforms for themselves, indicating expectations of dependency.
Getting on to Direct Payments is one of the key areas where disabled young people are identifying a need for information and support.

	Case Study 3.1
	Supporting equal access to education
	How a disabled young woman has been supported to make decisions over and access the support she needs to participate fully in further education at a mainstream college

	Case Study 3.2
	Negative experience of transition to adult services
	How a disabled young woman post- transition is being denied access to independent living and the support she needs

	Case Study 3.3
	Achieving independent living through peer support
	How a disabled young man, faced with isolation and boredom after leaving college, gradually achieved independent living through engagement with the voluntary sector and peer support

	Case Study 3.4
	What Works Well For Me
	How independent, family centred support can assist a young man to successfully move from residential college into his own flat. The support through a voluntary organisation worked with families in transition

	Case Study 3.5
	Secondary Transition
	How a young man with Asperger Syndrome who does not cope well with change and does not present with challenging behaviours, with the right approach and specialist support, successfully made the move to secondary school  


Chapter Four - Models of Independent Support
The final chapter explores different options for Independent Support workforce models, what these would look like, how they would meet need, relative costings and how the models could lead to long term sustainability following the end of the two year Independent Support Programme.

	Option 1: Support Hub Model
	An easily accessible “support hub” for parents, children and young people. Independent Support (IS) workers would be allocated to groups of schools in the area and a volunteer “Parent Champion” would be appointed in each school to work alongside the SENCO to ensure that information was disseminated to parents and families and they were able to sign post on to other relevant information sites, organisations etc. The IS Hub and workers would sit within one existing voluntary organisation. Ideally, it would be possible for families, children and young people to “drop in” for information, advice and guidance


	Option 2: Voluntary Sector Consortium Model
	Each Independent Support worker sits within a different local voluntary organisation but is part of a network (consortium) to ensure that training and information is consistent and they are available to families used to tapping into certain voluntary organisations for support. A co-ordinator would take referrals and make sure the most suitable IS worker was allocated to the family. This could ensure that age, ethnicity and SEN or disability were considered before a suitable IS worker was selected. Workshops would be offered to groups of parents and 1:1 support would also be available. This model would be based on local provision but equally, there may be a potential to have a consortium across adjoining boroughs



	Option 3: Virtual Hub
	A small team of IS workers will sit within an existing voluntary organisation. They will have dedicated help lines which will be available to parent/carers, children and young people 7 days a week. They will also manage a “virtual hub” which will be updated regularly with FAQs and information sheets on processes connected with EHC Plans and transition phases. Live “web” chats and forums would be managed by the IS workers to avoid misinformation being given. They would sign post on to relevant organisations as necessary. Live webinars could be organised on relevant topics as required and requested by parents. This model lends itself to working across boroughs




Summary Conclusions
1. Independent Support at various points in transition, particularly in respect of the transition from Statements to EHC Plans, would be welcomed by most families and young people
2. Most parents expressed a preference for an impartial support worker. Parents/carers would prefer someone who was either a parent of a disabled child themselves or had hands-on experience of looking after disabled children/young people

3. Young people had mixed views on using an Independent Supporter and many were satisfied to use the support systems available to them at present
4. Independent Supporters were expected to be very knowledgeable about the new EHC Plan and the Local Offer

5. Independent Supporters should be able to signpost on to other support services
6. An Independent Supporter should empower parents, children and young people

7. Independent Supporters should be the single point of contact for parents/carers, children, young people and professionals

8. Peer support was an essential element to be developed and nurtured by Independent Supporters

9. Resources such as web based information, forums and webinars would be most welcome but should not replace individual, face to face support

10. A simple guide and timeline on the EHC Plan process should be available in several formats and languages

Recommendations
1) A model of Independent Support should be informed by and build upon the successful approaches developed through the Parent Journey project

2) A dedicated ‘Key worker’ should be part of the Independent Support offer,  enabling a holistic approach and consistency of support in addressing the various and interlinking issues faced by families

3) Independent Support workers should be fully trained and knowledgeable with families able to access information, advice and guidance on a range of issues including education, benefits, health, social care, relevant legislation, Direct Payments and how to access available support

4) A key quality of Independent Support provision should be for parents to feel listened to and to support a growth in their understanding, confidence and self-esteem

5) Crisis support must be available as well as support at key periods of diagnosis and transition

6) Independent Support provision should be culturally appropriate with consideration given to targeted recruitment to ensure Independent Support workers are representative of the communities in which they are delivering support

7) The benefits of face to face support cannot be replaced, but can be supplemented by virtual formats
8) Independent Support should act as a “one stop shop”, a central contact that can provide guidance and support parents, carers, children and young people through assessment processes or signpost to services providing specialist support

9) Peer support approaches and the development of parent networks should be central to any model of Independent Support

10) Disabled children and young people should have access to support and accessible information to make decisions affecting their lives and gain choice and control over the support they access

11) Independent Support workers need to have the knowledge, experience and confidence to support disabled children and young people and their families to understand the statutory process and be informed of all the education, health and care options available to them 
Introduction
Background

The Children and Families Act 2014
 will introduce a number of changes to the way in which health care, social care and education will be provided to children and young people with special educational needs and disabilities from September 2014.

Key changes include:
· Statements of Special Educational Need will be replaced by a new birth to age 25 Education, Health and Care Plans (EHC Plans) setting out in one place all the support families will receive
· EHC Plans aim to foster co-ordination and cooperation between health care, education and social care providers for children and young people
· The educational provision and duty to admit only extend to Further Education institutions (A-Level and Vocational Colleges), not to Higher Education institutions (Universities)
· A right to mediation should a parent, child or young disabled person disagree with the findings or specifics of an EHC plan
 

· Giving parents, children and young people with EHC Plans the offer of a personal budget - putting families firmly in charge 

· Requiring councils to publish a ‘local offer’ showing the support available to all disabled children and young people and their families in the area   

· Introducing a new legal right for children and young people with an EHC Plan to express a preference for state academies, free schools and further education colleges - currently limited to maintained mainstream and special schools.

Despite the detail in the Act, there is still a great deal of uncertainty into how the changeover from the existing system of statements will be implemented. 
Decisions regarding health, social care and education can have a dramatic effect on a young person’s life chances. It is vital, therefore, that disabled children and young people and their families are supported to understand the changes and can access appropriate advice and information when making decisions.

In order to support disabled young people and their families during this phase of transition as the legislation is brought into force, funding has been made available for a two year programme of Independent Support. 

This report has been commissioned as part of the Evidence and Build Phase of the Independent Support programme. This phase of Independent Support is crucial to the development of the programme. It focuses on gathering evidence and reporting on effective practice models that achieve positive outcomes.
In this report we evidence positive and negative examples of independent support experienced by local disabled young people and their families, explore and make recommendations for different models of Independent Support.

Independent Support: A Definition

There is still significant uncertainty as to what Independent Support will entail. One of the aims of the Evidence and Build Phase of the Independent Support Programme is to make recommendations about what Independent Support should look like in order to best meet the needs of disabled children, young people and their families.

The only consistent defining quality of Independent Support at this stage is that such support must be independent of the Local Authority. 
The Council for Disabled Children suggests that:

Support will come in the form of recruited and trained ‘Independent Supporters’ drawn from the Voluntary and Community Sector and Private organisations, whose role will be to support families of children and young people with SEN. Their role will include spending one-to-one time with families and providing independent help and advice they need to progress through the new SEND assessment and education, health and care planning process. 

Due to the two year time limitation for the Independent Support programme a key area for projects commissioned through the Evidence and Build Phase to focus on are models of independent support that can be sustained in the long-term beyond the life of the programme.

Quantifying Outcomes

To understand a successful outcome, ultimately we must understand the systemic disadvantages faced by disabled people and their families. According to statistics collated by the Office for Disability Issues
, young people with disabilities face a range of inequalities in their life chances beginning even before birth, with an increased risk of poverty faced by children in households where one family member is disabled.

Non-disabled students are significantly more likely to attain a level 3 qualification by age 18, and to be in higher education at age 19 than their disabled peers.

16 - 18 year olds are twice as likely as their peers to not be in education, employment or training  if they have a learning disability.

Of the entire working age population, only 48% of disabled people are in employment, versus 78% of non-disabled people.

The stark differences in equality and life opportunities between disabled people and their non-disabled peers illustrates the necessity of making appropriate choices regarding health, care and education support. Many parents and disabled people find it difficult accessing such support. 
Runswick Cole points out that: 
“Parents themselves claim that it is not caring for their child which causes the stress but the processes which the families have to go through to access provision.”

The choices parents make for, or with, their children are closely connected with their hopes for the future. 
Kate Caryer, Leeds University, who researched a group of children without natural speech found that:

“Hopes for autonomy and control over their lives was not limited to the parents of the more able children”
.
Many parents experience frustration and feel a power imbalance between themselves and professionals. This imbalance can be redressed through accessing independent support such as information, advice and guidance, advocacy or peer support from other parents.

Positive outcomes from accessing independent support could include:
· Being able to make informed decisions on the basis of an understanding of all the different options and what those entail

· Being enabled to interact on an equal footing with professionals

· Co-producing an EHC Plan with local authorities 

· Gaining choice and control over the support you receive 

· Access to support that enables a disabled child or young person to lead a fulfilling life such as in employment, education and independent living.                                                                  
Research Methodology
1) Value Base

Research partners include parent led and disabled people led organisations.
The social mode of disability is the main operational framework of many of these groups, and shapes the way in which the research questions have been designed
· The social model is a model for social change, not a social theory

· The social model separates impairment from disability
· Impairment is a physical, emotional, sensory or intellectual difference to what is perceived as normal by society

· Disability is the active process by which society creates unnecessary barriers for people with impairments, such as by failing to install a ramp for wheelchair users, or using strobe lighting which can cause emotional distress or induce dangerous physiological reactions in people with neurological differences

· The use of the social model of disability is strongly encouraged by the Office for Disability Issues

The social model of disability is not generally concerned with medical diagnoses or categorisation, as these can detract from the core model of social inclusion which the social model seeks to promote. This is not through any mistrust of the medical profession, but through a desire to show that disabled people are not patients who need to “get better”, it is society which needs to “get better”.

Because of the importance of the social model in our research, and as an operational model of the research partners, this research was conducted in a way which was as inclusive as possible. To achieve this the research was largely designed and carried out by disabled researchers and parent-led organisations. 
2) Data Collection
To form a representative sample of opinions, quantitative data was collected through questionnaires distributed as widely as possible. Over 250 young people were contacted   resulting in 89  responses and over 1,500 parent/carers were contacted resulting in  259 responses. 
Focus groups attended by 241 parents and young disabled people and case study interviews were conducted to collect specific data relevant to the enquiry. The results of each type of data collection support the narrative and form the basis of the recommendations. A selection of individual comments can be found in the Appendices.
3) Ethical Considerations

The information requested pertains to a legislative change currently in progress, and therefore could not have been obtained other than through the use of real participants.

Informed consent was obtained from each participant. Additional care was taken to explain concepts of anonymity and data protection in the design of an easy-read consent form for participants with Special Educational Needs.

In the presentation of raw data, certain sensitive information has been redacted. Minor errors in punctuation and spelling have been silently corrected for the most part in the presentation of individual responses to survey questions.

Chapter 1

Independent Support : Examples of Practice

This chapter provides evidence of local practice and what works well in supporting families, children and young people with SEN and disabilities to make choices in accessing services and support. It does so by describing those services specifically mentioned in questionnaire feedback as well as presenting five case studies providing an in depth look at the positive and negative experiences of families. Feedback from local professionals working within Early Support and Complex Needs highlights issues for consideration when designing and planning a model of Independent Support.
Voluntary Support Services in Bromley: Overview

A number of independent services operate within the borough, many delivered by the research partners, and have been specifically mentioned as useful in feedback from both parents and disabled young people.

· Parent Partnership Service offers impartial information, advice and support for parents of children with SEN as well as providing information and advice for parents of all children (regardless of SEN) on their child's transition from primary school to secondary school 

· Bromley Parent Voice offers peer support for parents of disabled children. Also delivers useful workshops and distributes information to its membership
· Jobmatch is run by Bromley Mencap. This service offers support to disabled young people and provides training and work experience to find paid jobs
· Phoenix Youth Group Disability Provision is part of the Youth Support Programme
· Buddying supports young disabled people to access mainstream opportunities
In addition to these named schemes, a lot of respondents simply named “BAT” (Burgess Autistic Trust), “Mencap” (Bromley Mencap), “BPV” (Bromley Parent Voice) or “X by X” as specific useful sources of information or support without going into further details. These organisations are all independent and tend to offer specific relief, respite, information, support, services or even just otherwise unobtainable social interactions which all contribute to positive outcomes.

Transition

Transition between different life stages, specifically from preschool to primary, primary to secondary, and on to further education have already been identified as the key times at which Independent Support will be most necessary.

One of the most positive developments in the Children and Families Act 2014 (section 46) is the extension of EHC Plans up to the age of 25, meaning that young people will continue to receive support in Further Education and other services where transfer between child and adult services had previously been a sudden and often daunting experience for disabled people.

Two of the case studies presented below deal with how Independent Support could apply to specific transitional moments: the transition integral in generating an EHC Plan for a child in care entering school, and the transition out of secondary school. 
A Professional View (for fuller notes of the interview see Appendix)
The Early Support and Complex Needs Team interviewed for this study have delivered a highly successful key working system over the last 10 years. Consultation with these professionals highlighted the following issues and concerns:

· The importance of ensuring a consistent message for parents so families are not confused by mixed messaging between statutory, voluntary sector and peer support providers

· The need for support for families transitioning from Statements to EHC Plans 

· The importance of appropriate support, training for and experience of Independent Supporters

Case Studies

Four case studies are presented below. Case study: 1.1 The Early Support Approach and 1.2 Preparing for Adulthood Co-ordinator demonstrate examples of good practice in the preparation of EHC Plans, Case Study 1.3 outlines a good example of multi-agency working, whereas Case Study 1.4 demonstrates the importance of building up a trusting and professionally reliable relationship with a family requiring support with the complexities of dealing with two different boroughs.
The first two case studies take advantage of a local authority’s position as an SEN  Pathfinder borough, and demonstrate how the multi-agency working inherent in the EHC Plan can greatly benefit the recipient of such a Plan, better than previous statutory instruments and experience.
“All agencies should work together.” (Questionnaire)

Additionally, case study 1.1 clearly illustrates the advantages of inter-agency co-operation by examining the creation of a pilot plan for a child with serious health needs or disability who is also in receipt of social care as a foster-child. However the uncertainty around the process and importance of accurate and clear information was emphasised by many parents in the focus groups:

“The only reason I know anything about any of the reforms is because I work within the area of SEN, and talking with one or two other mums of children with SEN, who also work within the field. Having spoken to my school SENCO, I'm not sure she even understands the reforms.” (Questionnaire)
“It is very difficult to get any help at all and all I have done is battle with the powers that be - just some support and direction would have been very helpful” (Focus Group)
Case study 1.3 shows the value of independent support from a voluntary sector organisation to work with a family through crucial school transition stages. It demonstrates the importance of partnership working and a person centred approach to support the EHC Plans. 
Similarly case study 1.4 underlines the complexities of living in one borough with a disabled child attending school in a different borough. Evidently having a central point of contact who is knowledgeable and experienced helps to empower families to make decisions.
“The information we received from Pre-School, Portage Services & our Educational Psychologist was very helpful, and has helped us to obtain educational support and a diagnosis for our child” (Questionnaire)
“I personally learn more through our school student liaison officer than any other source. She is up to date with every change and is available and approachable either by phone or in person. We are extremely lucky. I know from personal experience that not every school has someone like her.” (Questionnaire)

“Meetings arranged by Bromley Parent Voice and Bromley Mencap have been informative, approachable, accessible, very helpful” (Questionnaire)
Case Study 1.1: The Early Support Approach 

	The Early Support Approach



	This case study explores how the Early Support model has supported local authority Foster Carers to care for a very young child with complex needs and explores what support might look like for this family as they consider when an EHC Assessment and Plan should be undertaken for their foster child. 




	Introduction

	This case study builds upon the work of the Parent Journey project undertaken by Bromley Parent Voice, Bromley Early Support, Bromley Mencap and the Maypole Project in 2013.  It explores, how through the support of a dedicated key worker and the Early Support approach in the London Borough of Bromley, the family feel informed and supported to access support through the ‘Local Offer’ and considers when will be the most appropriate time to carry out an assessment for EHC Plan commissioned services for a very young child.



	Background

	· Early Support is a way of working, underpinned by 10 principles that aim to improve the delivery of services for disabled children, young people and their families. It enables services to co-ordinate their activity better and provide families with a single point of contact and continuity through key working

· Early Support ensures that service delivery is child, young person and family centred. It focuses on enabling services and practitioners to work in partnership with children, young people and their families
· Early Support is a delivery partner supporting the implementation of the Government’s Special Educational Needs and Disability reform agenda through the Children and Families Act. This identifies Early Support as a key approach to meeting the needs of disabled children, young people and their families



	Aims and Objectives

	Early Support is an approach that brings together the services families need to provide co-ordinated assessment and a single planning process covering education, health and care and voluntary sector. It enables children, young people and their families to live ‘ordinary lives’, to be involved in decisions affecting their lives and to work in partnership to deliver better outcomes.



	Approach

	Early Support (ES) has been established in Bromley since 2003. The main elements are: information, communication and a Key worker. 

To access and be eligible for ES a family whose child has complex needs must be seeing at least 3 local health professionals and one other from another service (e.g. care or education). A referral can be received from hospitals or other professionals so that support can be given at the earliest opportunity.

Following a referral to the ESPSP an initial visit is made by the Key worker Co-ordinator to explain the local provision across Pre-School Services and offer ongoing support as needed.

Local information can be given out including the 0 - 5 booklet, Key worker leaflet and ES leaflet. There are national ES materials available which can be given out or downloaded. Discussion will take place about appropriate benefits and services, with referrals made as needed.

If the team is yet to be established then the Key worker Co-ordinator or deputy becomes the Key worker. Once there are more people involved the family is asked to choose their Key worker.

At an appropriate time a multi-agency meeting will be arranged, inviting all relevant professionals to meet with the family. A Family Service Plan (FSP) is written at the meeting, as a record of discussion and action points. It is circulated to those people the family decide on and is kept confidential to those services. This will be reviewed in 4 - 6 months and another FSP completed. As new people join the team e.g. from a pre-school, they are included in the meetings.

ES can be offered from birth, or before, until preparations are made for an EHC Plan.

Key people – families, frontline staff from health, education and social care, hospital staff, voluntary agencies, charities, pre-school settings and receiving school staff on school entry.  



	Challenges

	The identified challenges of applying the ES approach to the Independent Supporters programme are as follows:

· Some professionals and schools are giving parents conflicting messages which are leading to confusion and anxiety

· Reluctance to accept changing practices
· Limited experience, training and knowledge may result in mixed messages at a stressful time for families

· Availability – how many workers will there be?  What will the referral process be?  Eligibility criteria?

· Need to manage the emotional side & understand the parent journey

· Working with schools – accessing SENCOs can be a challenge
· Practicalities – lone working, office base or work from home, supervision
· Parent as IS – potential conflict of interest. May bring own negative experiences to the table
· Needs to be clear roles so that there is no overlap and everyone involved understands who is doing what and responsible for what
· Timescales should not be restricted to the 20 - week process for an EHC Plan.  Support should be available for as long as the family need it.  It is about providing quality support not quantity
· Support should inform and empower parents to enable them to navigate the system in the future.



	Successes (from the family’s perspective)

	Bromley Early Support has provided us with information and support on many levels since John came to live with us at 3 days old. Initially we were referred to the Early Support Pre-school Panel and from there we were introduced to the Early Support Co-ordinator. She explained how things worked in Bromley and about the different services that were available for John and gave us information and advice. She helped us fill in the Family File which we have used with other professionals as they have become involved with John and she spent time looking at the DLA form with us. As we foster for another local authority the ES Co-ordinator has always overseen the co-ordination between the two boroughs ensuring that all relevant information is shared. The first few months with John were particularly difficult. Further needs were being identified and referrals were made to various services such as OT and speech and language. We never felt overwhelmed by this as we were always kept informed. It was a gradual process of identifying a need and bringing the relevant people on board. We have found the ‘joined up approach’ used in Bromley has made things much easier for us. Everyone working with John locally communicates with each other which means they have a clearer idea of what is going on with John.

The multi-agency meetings held locally enable everyone to get together and discuss where we are with John. We are able to look at what has been happening since the last meeting and check that all concerns and points raised previously have been actioned. We are able to discuss any concerns we may have and query anything we are unsure of. Everyone attending the meeting gets to summarise their current involvement with John. Action points are raised with a named person being identified to address them before the next meeting. Everything is documented and is then circulated to most of the people involved in John’s care, both locally and further afield at Great Ormond Street Hospital and St Thomas’ Hospital.  

We now have ‘Next Steps’ meetings in place. For us this works really well and results in fewer appointments as Sensory Support, Portage, SALT, Physiotherapy and OT all get together with myself and John in one appointment. We look at targets set at the previous meeting, current abilities and then set the targets to be worked towards for the next meeting. We are all able to input into these sessions, discussing John’s current strengths and weaknesses, enabling us to set realistic developmental targets to work towards and also to look at strategies we can put in place to help John to achieve these. 
We always come away with lots of ideas on how we can work with John at home, making things much easier and less stressful for us and John.  

One of the most positive things we have gained from Early Support is having a family Key worker. She is a teacher for visually impaired children and John sees her weekly for sensory support. She has been involved with John since he was a few weeks old so knows us really well. She can appreciate the journey we have been on and all the difficulties we have had to overcome. I am able to discuss things with her and I’m able to ask if I need any information or support. Having one person who we trust, who is always around and knows what’s going on with us is the one thing we hope we will be able to hold on to as we move forward with John. 


	Conclusion

	The way Early Support works in Bromley has many benefits for the families of children identified as having a higher level of need. Parents have told us that it has resulted in the services involved with their child being well co-ordinated and well informed.  Families have felt that both their child and family have been central to all that has been put in place. Families feel very well supported and able access information and services as needed. This in turn has given them the confidence to make decisions about their child’s future and feel positive. Early Support and ‘Next Steps’ meetings mean that families have fewer appointments and spend less time repeating the same information to all the different people they see. 

“We very much hope that as we now look forward to a specialist pre-school placement in September, and school placements in the future, all the positives we have experienced so far on this journey with John will continue to be built on.” (Parent)


	Permissions

	Permissions received. 




Case Study 1.2: Preparing for Adulthood Co-ordinator

	Preparing for Adulthood



	This case study explores how the role of a Preparing for Adulthood Co-ordinator works to improve and co-ordinate services for disabled young people in transition to adult life and explores how to help individuals achieve their full potential in life through learning, living and working in their communities.



	Introduction

	This case study builds upon the work of the Parent Journey project undertaken by Bromley Parent Voice in 2013.  It explores how through the support of a dedicated Preparing for Adulthood  Co-ordinator in the London Borough of Bromley, the family feel informed and supported to access support through the ‘Local Offer’ and considers what support the young person and their parents need as they prepare for adult life.



	Background

	· Preparing for Adulthood (PfA) ensures that service delivery is young person and family centred. It focuses on enabling services and practitioners to work in partnership with young people and their families
· PfA is a delivery partner supporting the implementation of the government’s SEND reform agenda through the Children and Families Act 
· The PfA approach of identifying and achieving better life outcomes across the four pathways (Employment, Independent Living, Community Inclusion and Health) is key to meeting the needs of disabled young people and their families



	Aims and Objectives

	Bromley’s vision is to enable children and young people with SEND to live, learn and work within their local community, achieve sustained progression, resulting in better life outcomes.
This will be achieved by supporting parents, children and young people in planning more effectively for the future, from an earlier age. The reforms enable joint working with parents, young people across education, social care and health to meet the assessed needs of young people in a person centred way. Through the EHC Plan, destination led pathways are developed, ensuring provision and support leads to sustained outcomes.
The PfA Team is supporting the testing and implementation of SEND reforms to enable young people to maximise their potential.


	Approach

	I am the parent of 2 young people with SEND who at the ages of 17 & 19 are both currently transitioning into adulthood.
My younger son Tom attended the London Borough of Bromley’s Special Needs secondary school, The Glebe. On the school’s Action Planning Day during year 10 I discussed with their ‘Transitional Lead Worker’ that a placement at the local FE College would probably best suit him. Following this Tom’s S139A was completed by the local authority’s Transitional Support Worker (formerly called Connexions Advisor) with myself and Tom present. (I learned about the transition process and the S139A document from a booklet published by London Borough of Bromley to aid with transition & future planning). Tom’s Statement of SEN came to an end when he left The Glebe last year and he is now in the first year of a 2-year course designed for young people with learning disabilities at the local FE college in a designated unit.

My older son Jack who also has a Statement of SEN has recently had an EHC Plan drafted for him with our PfA Co-ordinator. A ‘CCA’ was also completed for Jack which identified (under the FACS eligibility criteria) that he qualified for adult social services. The EHC Plan is extremely useful. It covers all areas of Jack’s needs (education, health & care) but also takes into account our whole family situation. I was able to contribute fully to the drafting of the Plan and it will continue along with him during his transition when he is due to leave his current special school this year. The document itself has been able to fully identify Jack’s needs which in turn will secure the correct provision to meet his needs going forward.

	Challenges

	The challenges I have faced during Tom’s transition into FE have been firstly the lack of information and support regarding the options available for Tom. 

Without his Statement there is no statutory document for his special needs. The S139A identified his hopes for the future, his learning and support needs and the best placement for him. However it is not reviewed or monitored to establish if his needs are currently being met and if any outcomes are being achieved. There is no on-going information or support going forward into his future.

The challenges of the EHC Plan for Jack were that it was quite time consuming to complete (as it’s such a detailed and thorough document) although it’s worth getting it right. The PfA Co-ordinator spent a lot of time on it, gathering information to ensure accuracy. Several meetings took place to prepare the EHC Plan involving the School Liaison Officer, the PfA Co-ordinator and the Social Worker.
To look at how things could be done differently next time is for one meeting to take place with us all together, contributing the fundamental facts for the EHC Plan. It was also very important to have a good School Liaison Officer who knows Jack very well.



	Successes

	The role of the PfA Co-ordinator has been invaluable in drawing-up the EHC Plan. I feel that once the document was completed Jack’s needs were fully identified and therefore going forward it will lead to the best outcomes for him. This could not have been achieved without the PfA Co-ordinator. 

The biggest contribution to the success of the EHC Plan, I believe, was the time spent on drafting it, gathering all relevant information from all sources to make it a person-centred plan. This is in complete contrast to the Statement of SEN.

It was also beneficial having a home visit by the PfA Co-ordinator as well as seeing Jack in his current school setting. Support was also given with regard to viewing potential future placements for Jack.


	Conclusion

	I strongly believe that the input now (from the PfA Co-ordinator and using the EHC Plan) during this transition stage of Jack’s life is providing the building blocks for his future of community living. It makes his long term goals more achievable.

Having the contact of a PfA Co-ordinator has been support for me as a parent.



	Permissions

	Permissions received.




Case Study 1.3 – Good Example of Multi-agency Working

	A case study showing a good example of support in school, and the involvement of other agencies to support a family.



	The child’s school originally referred the family to Bromley Mencap for support to complete an Education, Health and Care Plan.  This initial piece of work has led to additional support around Education and Transition.


	Introduction 

· This case study demonstrates the partnership working between a local voluntary organisation and the child’s school provision and how that supported the family

	Background

· The school was one of the pilot sites for Education, Health and Care Plans.  The family were selected to participate in the pilot project
· The school did not feel they were best placed to provide support to the family to complete Part 1 of the EHC Plan and contacted Bromley Mencap to make a referral for family support

· Following the completion of the EHC Plan Part 1, Bromley Mencap have continued to provide family support as the disabled child  is now at the point of transition from primary to secondary School, which has proved a time of anxiety for her and her family


	Aims and objectives

· Purpose: to provide the family with independent support to complete the EHC Plan initially
· A description of the expected long and short term goals – the EHC Plan was completed, although unfortunately Parts 2 and 3 were never undertaken.  The Family Support Worker has also supported the family around short breaks.  The family requested that the support worker attended their daughter’s annual review meeting last year and have made the same request again this year.  The support worker at Bromley Mencap also referred to Bromley Parent Partnership as the child’s statement needed considerable revision.  The Independent Parental Supporter provided support specifically around the statement and its update.  Once this had been completed, Bromley Parent Partnership withdrew although are available if required further
· Longer term goals are to support the family through the transition process and through the settling period at secondary school

· Bromley Mencap is likely to continue to be involved on an on-going basis at key points with this family now a good relationship has been established between support worker and the family


	Approach

· Bromley Mencap was initially requested to specifically provide support in completing Part 1 of the Education, Health and Care Plan.  The school introduced Bromley Mencap to the family and the support worker visited the family to explain the EHC Plan process, and to talk through what was required.  A second visit was made once the family had had the time to collate all the information and the family was supported to draft the EHC Plan.  A further visit was made after the family had had time to consider the draft Plan and to make their suggested amendments, before it was submitted to the school

· The initial piece of work took place over a period of a month with three visits and several telephone calls. Subsequently the family has been in touch with Bromley Mencap for support every couple of months

· Whilst there continues to be several professionals involved with this family including school, social care, CAMHS, medical professionals and Bromley Mencap, the family tend to contact Bromley Mencap for initial information, advice and guidance and for support at professional meetings



	Challenge

· Initially the trust of the family has to be gained, and there is a considerable amount of information to be gleaned.  Parents invariably have had some bad experiences and hearing about these is all part of the relationship building process

· School referred the family to Bromley Mencap who were better placed to provide independent guidance around the EHC Plan. Bromley Mencap referred the family to Bromley Parent Partnership who were able to provide specific advice around the Statement Review.  Bromley Mencap also referred the mother to Talking Therapies as she was finding family life very stressful

· In this case all the agencies required were involved, and worked well together.  School were very open to Bromley Mencap being involved and supporting the family, which was beneficial at school meetings attended by all agencies.  Going forward, the secondary school is also now involved in meetings, which will hopefully reduce anxieties for the child and the family, and smooth the transition process


	Successes 

· An EHC Plan Part 1 was completed with the family and this was fed into the EHC Plan Pilot Project.  The Statement was reviewed and amended to reflect new information following extensive assessments arranged by the family for their child.

· The process worked well as all agencies were happy to refer to others if they felt they could better support the family in specific areas.  All worked together well to benefit the family and the young person

· If all the agencies are seen to be working together, the family feel more confident in asking questions and are more likely to understand the decisions that are taken and why these are made



	Conclusion 

· A good working relationship with the family with Bromley Mencap’s Family Support Worker, which hopefully will continue over many years.

· It is important that all involved realise their limitations and refer on when necessary, whilst remaining in contact with the family, rather than families being passed from one agency to another with no continuity

Here is a quote from the parent who was supported:-

I have found your support as part of Bromley Mencap very valuable.  The school asked Bromley Mencap to support me in completing the EHC Plan as they felt it was beneficial for parents to have independent support when communicating and drafting the Plan etc. with the local authority.  This I felt was very important and helped me feel that information etc. was not biased and it was also helpful to have someone who could help with parts of the plan that I found a bit confusing.

I found it very helpful when you introduced me to Parent Partnership for support around the Statement, as Parent Partnership were very knowledgeable regarding Statements. It was also nice that you stayed for part of the Statement process and bringing your own knowledge and ideas into the equation and being there at meetings.

You were very supportive and helpful when I was having difficulties with direct payments, and although I felt I was hitting my head against a brick wall with the social worker and children’s disability team, I did not feel I was on my own and your support was very much appreciated.

My daughter is starting secondary school in September and my relationship with Bromley Mencap is still very much needed with the planning and attending review meetings, which can be quite daunting when in a room full of professionals.  It is also nice to know that when the going gets tough there is a friendly face to be able to turn to.



	Permissions
· Permission from the family has been received for the case to be used anonymously 




Case Study 1.4: Support for Continued Education
	Parent Partnership



	Enabling a Pupil with ASD and High Anxiety to Continue Education




	Introduction 

This case study shows the model of working adopted by a local Parent Partnership (PP) Independent Parental Supporters (IPS)



	Background

· B contacted PP to ask for support as her son R was refusing to return to school after the Christmas holiday due to his high anxiety as a result of his ASD diagnosis. He was refusing to leave the house for any reason

· The service is needs-led and the support given was driven by the outcomes the parent wanted



	Aims and objectives

· The ultimate aim was to ensure R returned to school with a support plan in place to support his ASD needs

· Short-term goals were to support B to empower her to meet with the school to discuss R’s needs. To advise B of her legal rights and responsibilities and what support R could reasonably expect through school funds. To advise B of support services that she and the school could engage with

· Long-term goals were to ensure R was correctly supported in a placement with an ongoing, specific support plan. To increase B’s confidence in her ability to challenge professionals’ views. To empower B to fully engage with R’s educational needs



	Approach

· Parent called the PP helpline and details of the issues were taken. An initial meeting with an IPS was arranged within a week at B’s local Children and Family Centre. B had lots of paperwork and reports from professionals which she said she didn’t always understand. IPS discussed situation with B and collated the paperwork into a file for her. Among the paperwork was a parental request for Statutory Assessment that had been turned down by the local authority as the school had not supplied any information. B was unaware of this. IPS explained this process and professionals' roles and B asked if IPS could accompany her to forthcoming TAC meetings so the issues could be explained to her. IPS agreed.

· Two school meetings were held at a local authority school and the IPS supported B at both meetings. Support for R was discussed and IPS explains the local PSA/PRA system to the SENCO in the borough R was at school in. SENCO agrees to inform R’s local authority of R’s current needs with a view to his local authority agreeing to a Statutory Assessment for R.A referral is made to CAMHS and an EP agrees to assess R at home

· BPPCS refers parent to her local children’s project 11+ service for support for mentoring support for R and benefits support and employment advice for B

· IPS attends a mediation meeting with the local authority regarding the local authority’s refusal to assess. Local authority considers further evidence from the school and agrees to assess

· At a TAC meeting with IPS supporting professionals agree that R cannot currently cope with mainstream school. Home tuition is agreed while a suitable placement is sought. CAMHS offers support to ease R’s anxieties

· At a further TAC meeting two possible specialist placements are discussed. B is concerned as she does not have knowledge of the placements. IPS agrees to visit placements with B

· After visits, B is supported to write a letter to the local authority to give her views on the placements

· IPS accompanies B to a meeting with the local authority. B’s preferred provision is agreed

· B is being offered ongoing support while she waits for R’s Proposed Statement to be issued



	Challenge

· Parent found if difficult to cope with all the paperwork she received. Parent unsure of professionals’ roles and of her right to speak directly with professionals. Difficulties arose with cross-borough issues as R is a resident in one London borough but attends school in a different London borough. The new funding arrangements (from September 2014) vary between local authorities and R’s school was unaware of how SEN funding worked in his local authority. B felt she was “caught in the middle of everything”

· PP were able to allocate one IPS to support R throughout. The IPS was able to meet B locally for 1-1 discussions before meetings and was able to accompany her to meetings in a different borough. The IPS are very experienced and knowledgeable and their impartiality means that they can build up parents’ confidence in their support. The empathy and encouragement enables the parents to gain confidence in their own skills



	Successes 

· Cross borough issues made the case more difficult –IPS and PP staff knowledge of current SEN procedures meant IPS was confident in advising parent and speaking with school SENCO

· One IPS was available to support parent throughout. Detailed notes of each meting are taken so PP staff are fully aware of case

· B is very pleased with PP support so far. R is able to access home tuition via his local library. He was unable to leave the house previously. B says she feels empowered to be able to support R’s educational needs. She went to a recent TAC meeting without IPS support and reported back that she has managed to make her views heard



	Conclusion 

· R is now receiving appropriate education while awaiting the support a Statement will give him. B is empowered to speak with professionals and knows she has support if needed



	Permissions

· This case study is annonymised 




Chapter 1 Recommendations
1) A model of Independent Support should be informed by and build upon the successful approaches developed through the Parent Journey project  

2) A dedicated ‘Key worker’ should be part of the Independent Support offer,  enabling a holistic approach and consistency of support in addressing the various and interlinking issues faced by families and reflecting their unique circumstances
3) Independent Support workers should be fully trained around the process and law informing the process of acquiring or transferring to an EHC Plan. They should be able to signpost families to other relevant support organisations, both voluntary and statutory to access information, advice and guidance on a range of issues including education, benefits, social care, health, relevant legislation, direct payments and how to access available support

4) A key quality of Independent Support provision should be for parents to feel listened to and to support a growth in their understanding, confidence and self-esteem
5) Crisis support must be available as well as routine specialist support at key periods of the EHC Plan process. Additionally peer support is essential
6) Independent Support provision should be culturally appropriate with consideration given to targeted recruitment to ensure Independent Support workers are representative of the communities in which they are delivering support
Chapter 2
Parent Feedback

This chapter presents feedback gathered from parents of children with SEND about their views and experiences of what support works well for them and their expectations of Independent Support.

Data Collection
Feedback from parents was collected in the following ways:
1) Questionnaire 
A questionnaire was designed in partnership with Burgess Autistic Trust, Bromley Parent Voice and Bromley Mencap. Burgess Autistic Trust produced an electronic form for the collection of the results using Surveymonkey.com

2) Focus groups 
17 Focus groups/events were held in the research period. 241 parents attended the 17 events. In addition BPV also met separately with 8 pre-school parents whose children would be in the first year to begin education under the new EHC Plans rather than Statements of SEN.
3) Case Studies 
Five case studies have been prepared highlighting good practice including examples of peer support, potential shortcomings in care support, and a potential model for the use of existing experience and expertise as Independent Support. 

Questionnaire Responses (for fuller questionnaire results see Appendix)                                       
The survey collated the partial and complete responses of 259 individuals, 93% of whom were resident in the borough of Bromley, and nearly 70% of whom were caring for children with Statements of Special Educational Need. The majority of respondents were caring for children under the age of 17 in full time education, with a mean age of around 11 years.
With this response rate the survey would seem to present a good representation of parents’ views. The survey was distributed using the mailing lists of the Burgess Autistic Trust, Bromley Mencap, Bromley Parent Voice and Bromley Parent Partnership. The data received contains a sufficiently diverse range of impairment types to be representative of the general population. 
Within the survey, parents reported disabilities for 82 children, including a small number of families in which more than one child had disabilities. The ages ranged from twelve months, to adults of 30 years. The mean age including such disabled adults was just under 11 years. Less than 1% of respondents had children over the age of 25.

Approximately half of the responses to the survey reported caring for individuals with autism spectrum disorders. There were 116 separate impairments listed over 82 children and approximately a quarter of respondents listed multiple impairments.

It is unclear why many respondents deliberately left blank the question about education support currently being received. It may indicate that they felt that their child had no dedicated support in school. Nevertheless, it can be said with a good degree of confidence that the majority of respondents’ children had a Statement of SEN and that the imminent replacement of this scheme with EHC Plans would be of paramount importance to them and their children.
When asked had they heard about the upcoming SEN and Disability legislative changes, only a quarter of respondents indicated awareness or access to information. 
Only 112 respondents indicated an awareness of available support. 
By far the best known and most used forms of support and information were within the voluntary sector, followed closely by school SEN Co-ordinators and peer support. By far the least used form was seen to be traditional news media (TV, radio, newspapers), which are unlikely to devote time to detailed discussion of legislative changes to special educational provision.

54% of parents feel only partly or not enough involved in decisions regarding their children’s health, 53% for their children’s education and 61% for their children’s care.

Respondents got their information about changes taking place from their Local Authorities, Bromley Parent Partnership, Key worker/Portage worker and the voluntary sector (Bromley Mencap, Bromley Parent Voice, BAT and Carers Bromley). 
The majority of respondents expressed a need for independent support intervention. 43 respondents would have benefited from an Independent Supporter working with them at their child’s diagnosis, 14 would have preferred to have this support during transition to adult services, and 10 would like to have the support at every transition or key points in their children’s lives. Some would like to have support with a combination of these factors.
56 respondents would prefer to be able to communicate with Independent Supporters through all the available means - face to face, telephone/text, and email.  6 would like to have face to face and email contacts, 6 would like face to face contact alone while 1 would prefer telephone and text messages. 10 respondents did not show any preference.

The online survey ranked the given options from 1-7 in order of preference. Their collated results give the following order of preference: 

	1. Voluntary Organisations and Charities

	2. Independent Supporter 

	3. Family Support

	4. Peer Support 

	5. Websites

	6. Mentoring

	7. Apps (mobile phone and tablet)


Questionnaire Analysis
What becomes immediately apparent in the results of the survey is that the majority of parents (74%) do not feel sufficiently informed about the imminent changes to the delivery of Special Educational Needs and Disability provision and support. Questions which allowed parents to express themselves in words (rather than ticking boxes) reveal something of a sense of frustration, and some parents pointed out that they have insufficient knowledge to know what support they will need.

“I am yet to understand what this is all about and unclear of what it aims to achieve.” (Questionnaire)
Sources of frustration include:

· A general lack of information on how the changes will be implemented, and what constitutes Independent Support
· Poor relationships with care managers or problems accessing benefits and services 
· Anxieties while awaiting diagnosis of a condition (normally in very young children)
· The feeling that parental knowledge, expertise and desire was not valued by health, care or education professionals. This can lead to potentially adversarial attitudes and interactions and feelings of helplessness, victimisation and victim blaming occasionally emerged in the comments
· A sense of frustration with the level of care support offered/available

· Frustration at the lack of support available once a child leaves full time education
· A general lack of accessible information on children's rights and entitlements

On the other hand, the survey noted that parents can have very positive experiences. The rate of dissatisfaction with existing SEN education professionals, such as SEN Co-ordinators was far lower than the rates of satisfaction with them. Parents who know about the upcoming changes tend to have found out about them through the voluntary sector or their peers, and named Burgess Autistic Trust, Bromley Mencap, Parent Partnership Service and Bromley Parent Voice as specifically useful sources of information and support.

The questionnaire revealed certain positive aspects of the current situation in Bromley which can be: 

· A high level of engagement was found with Peer Support and Voluntary Sector Groups

· A high level of satisfaction was found with the support offered by Peers and the Voluntary Sector

· A high level of satisfaction was found with most special educational provision.
Certain consistent themes emerged in terms of the type of support that is important to parents:

· Consistency of support: parents want to be able to develop a relationship with support workers
· Accurate signposting: parents want sufficient information to be able to make informed decisions. The consolidation of information on a diverse range of relevant topics from healthcare to benefits would greatly ease the burden on parents
· Empathy: although parents often requested the lived experience of caring for similarly disabled children, it could be inferred that parents need to feel that their supporters understand them and empathise with them
“They must have good experience and probably be parents who have children with disabilities but who will be emotionally stable enough to be impartial. Experienced parents who would be able to show empathy as they would be able to identify with what parents are going through” (Questionnaire) 
· Conflict resolution and mediation: a small number of parents specifically mentioned legal knowledge and training with regards to disability rights, suggesting the need for Independent Supporters to be aware both of the right of appeal enshrined in the Children and Families Act, and to be able to signpost towards adequate legal advice and representation

Focus Group Feedback (for fuller notes from each focus group see Appendix)
241 parents attended the 17 different focus groups/events organised by the research partners. The groups covered a wide age range of parents caring for disabled children and young people from under 1 to 25 years old. There were varied ranges of disability conditions represented - global developmental delay, autism, chromosome disorders, learning disabilities, neurological issues, physical disability, Asperger’s and so on.  In addition, we had a mixed number of children who already have diagnosis and statements while others were either awaiting or do not have statements/ diagnosis yet.

The different individuals and groups were very eager to participate and make their contributions at the sessions, although this enthusiasm was not devoid of reservations that their views might not make a difference at the end of the day. However, the general feel from parents was that the IS scheme would be beneficial if properly structured and administered with transparency and commitment on the part of the government. It was generally agreed as well that the Job Descriptions and Person Specifications must be clearly defined to ensure the right people are recruited into the role.

Focus Groups Analysis

In general, the focus groups revealed a range of positive and negative experiences. A recurring frustration about the lack of information on personal budgets/direct payments should, in theory, become a thing of the past as the Children and Families Act 2014 mandates a statutory obligation for such budgets to be implemented on request. Similarly, the mandatory right of mediation should produce an avenue to allow parents to appeal a school placement that they feel is inappropriate should the pupil have an EHC Plan.

What becomes apparent with both these hypothetical benefits of the Children and Families Act 2014 is that parents, children and young people are still, to some extent, reliant on their local authority, and it remains the remit of Independent Support from the voluntary sector to ensure parents are fully informed.
Parents generally expected Independent Support to be offered through a model similar to the key working model used in Early Support, and there seemed to be less engagement with other models of Independent Support.

A number of key points were made concerning the types of information and support parents would benefit from:
· Parent guides:  to provide information and support from a peer led approach
· Timeline or checklist: information resource to be disseminated amongst parents so that they know what they need to do and when e.g. how long do they have to respond to a draft EHC Plan
· Transition points: information and support to be available at key transition points

· Choice: parents to be able to choose their Key worker/Independent Support Worker

· Communication: facilitation of improved communication post EHC Plan meeting

Case Studies

There are five case studies reflecting the views of parents. 
The first case study illustrates how parents’ experience could be brought to the Independent Supporter role. Case Study 2.1: The Parent Journey examines the importance of peer support. This case study, written by a parent, envisages Independent Support through Peer Support, building upon existing peer support networks. The case sees the capacity of such support to drive change in mainstream schools with Statemented children in attendance, and this would be an important aspect of the delivery of the new EHC Plan system, and how peer support can positively change parental attitudes towards the potential of children with complex needs.
“They also need more help once they leave education with keeping in touch and socialising with their peers in the community, so they are not isolated and vulnerable.” (Questionnaire)

Case Study 2.2 shows the importance of independent support, good information and peer support from parents in similar situations. The mother of two disabled children has no family living nearby and benefitted from support through transition stages for her children.

“I am frustrated over who to turn to get action. OT had been recommended for my child but now appears to be bouncing around different professionals to actually put into place. Would like a Key worker to push this along.” (Focus Group)
Case study 2.3 illustrates just how vulnerable non-native English speakers can be in accessing SEND support when they notice developmental delay. The failures and prejudices which hindered this family's access to appropriate support were not limited to a single individual or agency, but were rather systemic across a range of professions, and could theoretically be encountered within Independent Support. This study therefore highlights the need for Independent Supporters to be aware of issues arising when working in minority communities, especially where a language or cultural barrier impedes communication between the family or individual and the agencies responsible for delivering statutory support.

“After diagnosis parents are just left to get on with it and are given no information. Everything is usually learnt through word of mouth from other parents in the same boat. This is just not acceptable. Everything is a constant battle and very tiring for the already very tired parent” (Questionnaire)
“I need full, clear, relevant information provided at the right times.” (Questionnaire)
“It's a full time job dealing with all the people who provide a service. These services vary widely on their access and efficacy” (Focus Group)
Case study 2.4 demonstrates a specific failure of delivery where a family with a SEND infant faced problems and delays in the diagnosis of the infant's special needs due to institutional prejudice against households in which English is a second language. Case study 1.5 demonstrates a good practice example of crisis intervention support.

Lastly, case study 2.5 underlines the importance of independent, impairment specific expertise and knowledge to support a family at a time of crisis. Family support intervention led to empowerment and confidence within the family resulting in improved emotional wellbeing and family life.

“I need to understand how my child is thinking and at times it is difficult. I need to know how these diagnosis will affect him in the future and how hard he will find it. My middle son who was diagnosed in his teens with ADHD has now been left by the wayside and can hardly get any help and I can’t help because he is over 18 years” (Questionnaire)
“To know that the independent supporter had first-hand knowledge and understanding of Asperger Syndrome and not just a bit of knowledge of a broad spectrum of disabilities.” (Questionnaire)
Case Study 2.1: The Parent Journey

	[image: image2.jpg]



	The Parent Journey 

	
	Parent Peer to Peer Support - a much valued approach.  This case study is written by a mother of a child with complex needs who works as an Individual Support Assistant (ISA) in a mainstream primary school.


	Introduction

	This case study builds upon the work of the Parent Journey project undertaken by Bromley Parent Voice in 2013.  It explores how, through peer to peer support, families feel informed to access support through the ‘Local Offer’ and considers the help required to support parents through the EHC Plan process (new referrals and transition from Statements).



	Background

	It was apparent from the focus groups held by Bromley Parent Voice on Independent Support that there is a lack of support for SEN children and their families in mainstream education. This has long been my view as I work as an ISA in a mainstream primary school. There are a variety of factors involved as to why this may be the case and these are outlined below. However, as a mother of a child with complex needs, I cannot but wonder why parents of children in special schools have such a different experience.  The information gathered in this case study comes from my experience of supporting SEN children in mainstream, networking with their parents and through being in the early stages of setting up a support network for them. These parents are from one local primary school. I have personally made the Early Years journey of having a child with complex needs, who is now in specialist education, so I am able to listen, understand and share experiences. I am attending a parent support group in the community and have received three referrals via our Health Visitor for support. This case study is informed by my own personal journey, information gathered from all of the above and other parents with children in specialist education.



	Aims and Objectives

	· To enable children, young people and their families to live ‘ordinary lives’, to be involved in decisions affecting their lives and to work in partnership with schools, local authorities, health and voluntary sector organisations to deliver better outcomes
· Based upon information, communication and peer to peer support

· To use my own knowledge and experience to support other parents on their journey, just like I was supported.
When my son was very young we benefited from a designated Key worker and multi-agency support.  Not only did our Key worker provide invaluable information and co-ordinate all the professionals involved with our family, she listened and provided the emotional support that is so important when your child receives a diagnosis that is life changing.


	Approach

	What I learnt through taking part in the Parent Journey research and reflecting upon our experience:

· I welcome the vision that parents will be supported to make more informed decisions regarding their disabled child
· Holistic support through multi-agency and ‘Next Steps’ meetings was effective for better co-ordination and management of my child’s progress. Although currently only available for pre-school children, it is intended that the new Education, Health and Care Plan process will incorporate these aspirations
· The Local Offer is welcomed as it will provide families, like mine, with timely information supporting them to make informed choices

· Families value additional support when their child moves on to the next stage of their journey, smooth and seamless transitions, especially to school

· I have high aspirations for my disabled child, and I would like him to live, where possible, an independent life in the future

Early intervention works. My thoughts for Independent Support is to build upon what we know works and to identify and fill the gaps.  This will require support networking in different areas. A Portage/Family Liaison Worker approach is recommended. Health Visitors, GPs, pre-schools, primary/secondary schools need to work together to identify needs and refer to IS workers. Due to constrained budgets of schools and schools becoming academies, a family worker service can be 'sold' to the local schools and this service can be shared. The approach is to bring the community together and have one person working with families linking it with health services, education, SEN services and community support groups. The IS will work as a conduit - single point of contact for parents’ peer support in the local community.

IS workers could work in their segment in the community covering several local schools and can link in with local support groups using existing facilities (or facilities in schools/church halls/community centres) and hold information clinics. IS workers will also make the community aware of Parent Forums, Parent Partnerships and voluntary organisations.


	Challenges (from a parent’s perspective)

	The IS will be working with a cluster of schools. It needs to be identified whether schools are willing to pay for this service in the future and how effective it will be. Confidentiality is vital. All services in the community have to be on board. When health care services do not work together it presents challenges for families with children who have complex needs and may visit several specialists. 



	Successes (from a parent’s perspective)

	My family had been fortunate to have had the support of an Early Support Key worker and I, as a mother, greatly benefited from attending a series of parent workshops when my son was smaller.  These workshops informed and empowered me and more importantly allowed me to meet other parents like myself.
Success will be measured by highlighting how effective peer to peer support can be. This is very effective, but someone will have to link the parents/carers together with local services to alleviate pressure and keep this going in order to build a strong community. This should be ongoing to develop community partners.


	Conclusion

	At a time of austerity and significant radical reforms it is more important than ever to modify our working practice to promote meaningful participation. Peer to peer support and working in partnership with parents leads to better family experiences and confidence in services, and better value for money.


	Permissions

	Permissions received. 




Case Study 2.2: What Works Well for me as a Parent
	Judith Brennan – What works well for me as a parent



	Judith is a single parent and has two children living at home with her, both with disabilities. She is from a BME background. Judith talks about what works well for her when accessing support and services for her children


	Introduction 

Judith’s children both have complex needs. Sinead has complex epilepsy, a severe learning disability and, after a recent serious illness, she has been unable to weight bare. She also has colitis, and a history of difficulties with preparing to transfer to college and is looking at various options with the support of her mother. Kieran attends Riverside, a special school, as he has complex communication difficulties and autism. Judith leads a very stressful life as she doesn’t have any support from her family as they live a few hours drive away. However, they are very good at supporting her over the phone and do visit whenever they can. Sinead has been allocated short breaks but it has been difficult to find suitable support workers and, at the moment, Judith isn’t receiving any respite. The case study covers the support Judith has received around information and making choices suitable for her family situation and focuses on the work around Sinead’s transfer from school to college with the Preparing for Adulthood Team



	Background

· Judith said she would like support on a regular basis for all the issues connected with raising two severely disabled children who have very varied needs. Issues over the past few years have been around transport for Kieran, welfare benefit issues, Sinead’s health and now her transfer to adult services and college

· Judith said that she felt more confident in dealing with professionals if she had an opportunity to discuss the family’s practical issues with a support worker. She had joined a therapy group for parents several years ago and, although the therapy had finished, she still met regularly with the other parents and this gave her great emotional support. She likes to have the options for her children made available to discuss and she wanted time to discuss documents with an independent worker before she signed and returned them. Judith preferred dealing with a support worker familiar with her family. This meant she didn’t have to continually repeat her story to them

	Aims and objectives

· Judith felt that this approach enabled her to gain all the support she required but empowered her to speak up and be sure of her facts. She also felt that the emotional support came from the parent group she was still connected to. Therefore this approach was trying to achieve all round support to ensure important decisions were made when Judith was feeling emotionally supported and with all the relevant information to hand. Continuing this two pronged approach should enable Judith to feel empowered to make decisions and ask for support and information when she needed it

· The long term goals for Judith are to have both her children settled into adult services which meet their needs and allow her to have close involvement in their lives. Judith chose to use the existing services of a local charity (Bromley Mencap) as she could access emotional support through their therapy group and practical support from the Family Services Support Worker. She felt this practice best suited her long term goals

	Approach

· Description of planning process. Judith was approached by Care Management to complete a profile “About Me” for Sinead. This form would be read in conjunction with Sinead’s Education, Health and Care Plan. Judith called her support worker and arranged to meet with her before and after a visit from the PfA Co-ordinator

· The visits were to take place over a period of 6 weeks with follow up phone calls and emails as necessary

· The Care Manager and PfA Co-ordinator agreed to visit together which saved time for Judith and made the process easier for her. She liked the opportunity to talk to these professionals about all aspects of Sinead’s needs and was keen to make sure all the details were correct



	Challenge

· Judith said that it is difficult dealing with several professionals who aren’t always available to visit at the same time
· By having pre and post meetings with her support worker she felt that nothing vital was missed and it didn’t matter if the support worker couldn’t attend the actual professional meeting

· Better co-ordination of professionals when arranging meetings could make the process more efficient and transparent for the family

	Successes 

· The information given in the “About Me” assessment was more accurate and detailed and this will feed into a care/education plan at Sinead’s future college to ensure she gets the opportunity to achieve her full potential

· Judith said that the biggest contributor to this success was the fact that she felt supported and that she was getting all the relevant information she required. Plus the opportunity to talk this over at length with an independent support worker ensured nothing was missed in this vital assessment

· The benefit of this approach for Judith is that she could take her time to deal with this important matter and that it gave her confidence and helped her feel empowered to alter documents as she felt necessary

· Judith said that attending the Parent Therapy Group had enabled her to understand the emotional turmoil she often felt in respect of the care of her children. She had forged strong links with other parents and, although the group had ceased, they still met regularly and spoke on the phone offering mutual support. The sessions had given her the tools needed to deal with some aspects of her difficult situation
· Judith said “Jane (the therapist) was wonderful, she helped us to understand. She taught us and then sent us out into the world to manage. Gill gives me the practical support I need around welfare benefits, form filling and meetings with the Council. A good combination. They have seen me through many crisis and I really value their support”


	Conclusion 

· Judith feels that she is well on the way to achieving a smooth transition for Sinead to an appropriate college and that a suitable alternative to her present short breaks package may now be negotiated

· Judith now has more information about post secondary educational services and is more empowered

· In the future, Judith will use her contacts to access information she may need or to be signposted to another supporting organisation

· Consistency and availability are essential for parents to be able to make well balanced choices when accessing services and support



	Permissions

· Permissions granted.


Case Study 2.3: Family where English is a Second Language

	Family where English is a Second Language



	This study is to look at the impact of having English as a second language (ESL) whilst supporting a child with Special Educational Needs and/or Disability (SEND), identifying where additional support may be needed.




	Introduction

	This case study looks at the impact of having English as a second language whilst caring for a SEND child. 

It highlights how misinterpretation, subtleties of language and assumptions can all hinder access to support. Although this case is of an ESL family many of the issues are around communication and may also be true of families with learning difficulties. 

Reviewing this family’s story shows a picture of where effective support turned things around for the family but has now slipped away and the family is once more adrift. The family journey to date is outlined. 



	Background

	The parents were born and educated abroad coming to live in England when their first born was approaching three. This resulted in the family missing the two and a half year old development test.
The parents were concerned about their child’s slow development, especially around speech. These concerns were raised many times to medical practitioners. However they were repeatedly dismissed with comments such as ‘this is common in children with more than one language at home’. 

Other comments from the GP led to the parents having a loss of faith in the doctor’s ability. The mother had reported that the child ran around in circles constantly, which is not something she had seen in others. The GP’s response was vague and mentioned the child may have stronger muscles in one leg and so prefer to run in circles. The family had many trips to the GP regarding pain in the child’s ear which was diagnosed as an ear infection. The child later had grommets fitted. Although this can be difficult to diagnose the parent’s trust in the GP was eroded. Their eldest child started mainstream nursery and the family had another child. The parents studied the ‘Red’ Book which outlines health and development milestones. This alerted them once more to the fact that their child was not developing at the usual rate.
The mainstream nursery did not pick up on any issues. They decided to try a Speech & Language drop in and this proved a turning point.

The Speech & Language Therapist instantly spotted autistic characteristics and arranged a referral to the local children’s resource centre. The child attended the pre-school assessment centre and in twelve months was formally diagnosed as autistic. The mother was pleased with the support the centre gave and feels fortunate to have received a prompt diagnosis and Statement of Educational Needs.

The family received Early Support training for parents, made links with other families and received excellent support from a local autistic charity.

They managed to secure some Short Breaks funding and were helped in finding a school placement within a unit attached to a mainstream school.

One parent was in employment and the other studying and making great effort to improve their English language skills. Things were going well for a time but now this family has become adrift and is in real need of support. There are a number of reasons for this:

1. Direct Payments:
 Family are no longer in receipt of direct payments. This is most likely due to misunderstandings regarding language and a lack of a truly holistic assessment.
The local authority team expressed that they felt swimming lessons would not give the mother a break as she had to remain at the pool. The mother pointed out that she could read during the lesson and that without transport she would be unable to leave the child for a lesson and return later. The local authority agreed to direct payments for the swimming.

Trying to find suitable swimming lessons was problematical. The family had to wait for two months before a teacher specialising in ASD was available for one on one support. There then followed an incident where the child refused to leave the pool and the teacher left him in the water on his own. The mother, naturally distressed, spoke briefly to the manager but decided to give up on swimming.

The mother asked the local authority if the family could use funding another way. She wanted to have a childminder come to their flat to allow some ‘respite’ for the mother to shower in peace. This was not deemed a short break. 

The family were offered the chance for the child to go to a childminder but they turned this down due to travel issues and concerns about ‘stranger danger’. 

The mother had found the monitoring forms too confusing and lacked support with them.
Direct payments were withdrawn after a review. During reassessment the mother was asked if the child could access mainstream provisions. The mother replied yes as she knew her child was accessing mainstream at school. This is a misunderstanding on both sides as partial integration into mainstream classes is not the same as using a mainstream play facility. The mother also feels she tried too hard to be upbeat at the assessment and may have given the impression that the family were coping well. 

The local authority decided to cease direct payments and the mother said at no point was she given an explanation why. 

2. School Transport/Attendance: The child’s school is distant from the home address so family were given transport. They have experienced many concerns and issues with this arrangement. 

The parents received a letter and were summoned to a meeting regarding poor attendance. The letter included information about the parent’s legal responsibilities to ensure their child attends school and possible prosecution if they failed in this duty.

This letter came as a shock and the mother found it stressful to receive such a threatening letter without any prior indication anything was amiss.

At the meeting all absences were reviewed. There were some days where the child had to stay off due to rules around attending after vomiting and/or diarrhoea. Although the parents had acted responsibly it transpired the child had accumulated late attendance points for missed registration. This problem had resulted from transport delays with bus arriving at/after registration. 

Parents had a follow up meeting after a month where attendance was carefully monitored. No further issues were found.  

The parents raised concern about the attitude and lack of SEN understanding displayed by the escort with the local authority. The parents were told staff would be sent for training. The initial escort left the bus company but there were similar issues with the replacement.  At times the transport arrived without an escort on board and now the local authority no longer use this provider.

The parents finally decided that they did not want to entrust their child with the bus company.  The father now does the school run. The father is a shift worker and should be sleeping during these times.  

3. Isolation:
The mother does not drive. She is unable to venture far as she needs to collect younger child from nursery. With her husband working nights both parents are isolated.

The family say they are existing rather than living at this point in time. It is hard to see what would happen if either parent was to become ill.

When reviewing this family it became apparent that the parents did not understand the education system in the UK. They were very confused about when key stages occur and the support they would have needed. 
Looking forward the mother said she is really anxious about helping her child with homework and wondered if they could get some financial assistance to fund a tutor. This is partially a lack of confidence that she may not be competent to assist and partially because she would need to be looking after their other child. The family home is small and there is only one family room. 

	Aims and Objectives

	To ensure a good outcome for this family the following aims need to be addressed:

· Ensure referral routes are clearly explained

· Access to interpreters and/or advocacy whilst also supporting opportunities to 

learn/improve English

· Build trust with all professionals ensuring family centred approach where parent’s concerns are acknowledged

· Clear explanation of systems especially Education

· Raise awareness of SEN provisions

· Ensure support around school progression

· Implement an effective Short Breaks package with support identifying suitable services/facilities
· Greater support with direct payments paperwork

· Assisting family to improve integration and build support networks.


	Approach

	Background study highlights a need for a holistic approach covering:
· Advocacy 

· Key working

· Respite from caring roles 

· Support network of both friends and services
· English language support (groups, translation, education with opportunities to improve language skills) 

· Emergency support network.


	Challenge

	This is an isolated family. The parents have had few opportunities to socialise, have no extended family or friends to help with childcare and are still adapting to living in a different culture. Some of the challenges to supporting better outcomes include:

· Cultural change for professionals

· Assumptions made around the family’s understanding of processes/systems 

· Parent’s fear of failure and consequences

· Parent’s loss of trust in professionals

· Ability to reduce isolation and provide social network

· Budgetary constraints in providing support



	Risk

	Left unsupported this family could easily slip into crisis. If either parent became ill there would be a significant burden on social care.



	Successes

	· Rebuilt faith/trust in professionals. This may take time and initially would require a solid Key worker/advocate to be in place 

· Suitable school transport provided

· Family’s ability to be confident/fluent with English language

· Sound knowledge of the education system and how to access support through transition etc

· Knowledge of services available to family coupled with an understanding of the access routes to financial and other support

· Network of friends/peers to offer social opportunities, peer support and increase integration.



	Conclusion

	The family requires a trained and supportive Key worker to help build ongoing support. It will take time and effort to rebuild trust/faith in various professionals. School transport and Short Breaks services need to be in place and this will require someone to advocate on behalf of the family. Parents are currently disenfranchised and, being emotionally involved, are also vulnerable.

Family need support to access social groups so that in turn they can build strong relationships and a circle of support.

The children, especially the autistic child, need additional education resources to ensure a positive educational outcome.


	Permissions

	This case study is anonymous. The family gave full permission for their information to be used. In the absence of being able to secure permissions from all of the service providers and others involved it was necessary to make the whole study anonymous.


Case Study 2.4: Help in a Time of Crisis

	What helped me in a time of crisis



	Ellie (not her real name) is a parent with two children living at home, one with autism.  At the time, her husband was working and living abroad and she was trying to manage without support. Ellie talks about what helped her at a particular time of crisis for her.  




	Introduction

	Ellie explained to us that she had one four year old with autism, no speech and presenting with severe and challenging behaviors. Owing to her husband having to work and live abroad she was in effect a single parent family.  She was managing the needs of her four year old and also her two year old child without additional needs. Ellie said that she was worn out as she had no breaks or respite. She was weighed down with problems such as finding an educational setting for her four year old, financial difficulties, managing her four year old’s behaviour and how to stop her two year old copying behaviours. She said she felt depressed and isolated and in crisis.  This case study looks at the support given to Ellie in order to help empower her in a number of ways, particularly in respect of her child’s autism and transition to primary school. 



	Background

	Ellie said that she desperately wanted help but was mistrustful of many agencies as they had let her down and not come back to her when they said they would.  She was also mistrustful of the other parents she had met. She felt they were judgmental of her and could not help her as they only related to things going on in their own lives. She said she was asking for help more openly now as she felt she just couldn’t manage. She wanted to be able to understand both her children better, be able to feel she could make fully informed choices about them and find an educational placement for her four year old.


	Aims and Objectives

	Ellie felt that she needed immediate help.  She did not want to be passed around from one agency to another and was tired of making constant phone calls or hanging on the phone for ages.  She wanted someone she could trust to do this for her in the short term as she felt she could no longer manage. Longer term Ellie wanted to feel better in herself, more knowledgeable about her four year old’s autism and be empowered to be more able to make decisions for both her children, including finding an appropriate educational placement for her child with autism. 


	Approach

	· Family worker from Burgess Autistic Trust (BAT) met with Ellie to discuss her situation and her needs

· Team at BAT then held emergency planning meeting to discuss our approach
· Agreement reached over who would take responsibility for specific areas including who would liaise with agencies on Ellie’s behalf (with her permission)  
· All actions/information would be fed back to original visiting family worker who would offer weekly home visits and/or with telephone contact to update Ellie

Actions were taken with a view to:

· Provide respite - via Bromley Mencap’s childminding service

· Reduce isolation - providing parent to parent contact and access to support groups

· Improve knowledge of autism – access to group and individual training

· Support changes to behaviours – via one to one support from communications specialist to increase basic communication and reduce child’s frustration – also liaison with speech and language service and CAMHS

· Support identification of and transition to appropriate education setting – working with Bromley Pre-school Services

· Improve financial situation – supporting with application for DLA/Carers Allowance

· Improve Ellie’s confidence and self-esteem – though appointments with “Listening Ear” service at BAT



	Challenges

	Ellie encountered some practical challenges: 

· DLA went to Tribunal – Ellie could not drive and had no-one to care for her second child. Her child with autism could not manage public transport.   DLA Tribunal would not accept BAT’s request for home visit. Therefore BAT provided two staff members to support Ellie to Tribunal (one to drive parent, one to support second child)
· It was difficult for Ellie to access some service offerings as she did not have support for the second child. BAT provided transport and assistance where possible, and also home visits and email/telephone contact.


	Successes

	Ellie said that she felt really supported very quickly and liked the fact that she was supported by one key person but knew there was also a small team who understood her and her situation and whom she could contact if the key person was not available. She liked the consistency and the fact that she didn’t have to keep telling a range of people her confidential details and story.

Ellie said she liked being supported by professionals who were empathic and caring but who were not pulled in other directions by their own “baggage”.  
Ellie was particularly happy at being supported to go to her Tribunal. She said she knew she didn’t have to go but because she had been turned down already, she really wanted and needed the chance to go and put her case in person.  Having met with Ellie and her daughter, it took the Tribunal a very short time to overturn their decision and award full rates backdated. Ellie feels without having met face to face, they would have upheld the decision not to award DLA.



	Conclusion

	Ellie feels that she has now come a long way from her time of crisis.  Her emotional wellbeing has improved. She is more knowledgeable about her daughter’s condition and has strategies to help her.  She now has respite via the Bromley Mencap Childminding Network and the success of her DLA application means that she is financially more able to meet her daughter’s needs.  Most importantly Ellie has been supported in finding an appropriate specialist placement for her daughter and both have been well supported with transition. Ellie continues to have confidence in accessing both BAT and Bromley Mencap, although now she is more informed and empowered her need to access agencies has reduced.

Ellie said “I don’t know what I would have done without this help. I think I would have put my daughter into care”.  



	Permissions

	Permission from parent given for her details to be used anonymously in this case study.




Case Study 2.5 – From College to Adult Services

	



	From College to Adult Services

	
	Sheila’s story of trying to secure appropriate services for her daughter Abigail


	Introduction 

This is Sheila’s story about her daughter’s transfer from residential college to adult services at home and a place at the local further education college and the compromises made around the services Abigail hoped for. Abigail had developed some independent living skills when at residential college where she had worked in the college café and shop. Abigail wanted to go into supported living as she wanted to have a home of her own, a boyfriend, travel independently and go to work. She also wants to get married and have children. Abigail is very sensitive around the issues of her disability. She is aware that she has autism and the limitations this puts on her life. This causes Abigail a great deal of anguish that Sheila has to continually deal with. Sheila says that Abigail needs constant reassurance and is often extremely anxious. This has put a great deal of strain on the family. Sheila and her husband both have some health issues which make this situation more difficult for them to cope with.


	Background

· Sheila wanted to support Abigail in a smooth transition from residential college to supported living. Unfortunately, due to the restricted amount of properties in her local authority area, the family were told that there wasn’t anything available at present. They were offered “Shared Lives” which meant that Abigail would live with another family but this wasn’t appropriate. Sheila knew that some of Abigail’s obsessive and compulsive behaviour would make it very difficult for them all to live together at home

· The family situation made it essential to ensure that some mediation took place between the family and the local authority. Abigail’s Care Manager was very honest about the situation and did her best to offer services that would be useful; however, they weren’t the services that would really suit the family’s needs



	Aims and objectives

· Sheila felt that to have support to shape emails and letters to the borough would give her the best chance to achieve a good outcome for Abigail. It was difficult to discuss the situation in depth with Abigail as she would immediately become anxious and distressed. Having support at meetings with other professionals also made sure all the issues were addressed
· The short term goal was to ensure that Abigail had a reasonable support package which would alleviate the situation at home and help her maintain her independence skills. The long term goal is to see her move eventually into supported living



	Approach

· Sheila called Bromley Mencap whenever she felt she needed support with any issues connected with Abigail. The same Family Support Worker was available each time to ensure a consistent approach and avoid the need to tell the story over again

· The support is ongoing and Sheila can call anytime there are issues around the day services currently being provided for Abigail. This will be ongoing because Abigail is still presently living in the family home and attending a local college where she is having some difficulties as the course isn’t really suited to her

· Sheila and the Family Support Worker met when necessary to discuss any actions needed to be undertaken. The Care Manager and the Preparing for Adulthood Co-ordinator were aware of the Family Support Worker’s involvement and were happy to share meetings and try to work together to address the issues 

· The Family Support Worker was funded through a grant from The Big Lottery.



	Challenge

· Lack of suitable services were the main issues for Sheila and Abigail. It was a challenge to get the local authority to respond in a timely fashion and it seemed that although a support plan highlighted all the issues around Abigail’s care this needs led assessment couldn’t deliver the actual services she aspired to

· Unfortunately, lack of resources means that Sheila is still trying to secure a placement in supported living for Abigail and still has support from time to time to review Abigail’s care package. Sheila also knows that she can call the Support Worker at any time and discuss issues arising around Abigail’s behaviour at college. Informal meetings at leisure events help to maintain contact with the family

	Successes 

· A reasonable support package has been developed for Abigail but it still remains to secure her a place in supported living. The only small success is that Sheila feels that she has been well supported by Bromley Mencap and would be confident in talking to the Support Worker about any other issues

· The Support Worker being available when needed was probably the best outcome in respect of the family and the fact that Abigail was known to Bromley Mencap through other services like their Buddying project helped Sheila and the Support Worker to work closely together from the beginning
· Consistent support from the same worker resulted in a better outcome


	Conclusion 

· An acceptable level of care has been achieved for Abigail but there is still work to be done to help her achieve her aspirations

· The lesson learned from this case is that if compromises have to be made it is important to ensure that the best compromises are negotiated. It is also important to understand that issues like those faced by Abigail and her family may take years rather than months and support should be available throughout this period



	Permissions granted



Chapter 2 Recommendations
1. The benefits of face to face support cannot be replaced, but can be enhanced by complimentary formats – video links, face time etc. 
2. Independent Support should act as a “one stop shop”, a central contact that can provide support to parents, carers, children and young people through assessment processes or signpost to services providing specialist support
3. Peer support approaches and the development of parent networks should be central to any model of Independent Support 

4. Independent Supporters should empower parents by supporting them at meetings with professionals.  Encouraging and empowering parents gives them confidence to challenge local authorities if required and will also lead to a less dependent, more sustainable model for the future

5. Independent Supporters must be meticulous with record keeping and be pro-active in moving assessments forward by acting as a mediator for families. Families, children and young people and local authorities working together will deliver the best outcomes for children and young people by developing the most robust EHC Plans
Chapter 3
Disabled Young People Speak

This chapter examines information gathered by X by X Bromley with a view to discovering what works best for disabled people to aid them to access support and obtain sufficient information to make informed life choices and decisions.

The information gathered includes:

· Responses to an easy-read questionnaire

· Feedback from a focus group session

· Four case studies illustrating both the challenges in implementation and shortcomings of existing support, as well as examples of successful support

Accessible Questionnaire Responses
The questionnaire was designed to be usable and comprehensible by young people with learning differences from the outset. Using the social model, we did not want to bring an overly medical concept of disability into our research, and as such, no information on impairment was requested. It was also felt that the collation of impairment specific data with small cohort groups could compromise anonymity. The respondents all identify as disabled, and the questionnaire was distributed through social activities for the disabled community, and in specialist educational and support institutions.

For the protection of anonymity, where a respondent names an individual, this is replaced by [name] in the presentation of results.

Over 250 young people were contacted through focus groups and events and 89 questionnaires were completed. The questionnaire was distributed through Bromley Mencap’s E-newsletter, BAT E-news. Bromley X by X’s weekly update and the Community Links Bromley Newsletter and The West Wickham Special Scout Group. It was also distributed at 8 social events for young disabled people.
The following organisations were approached, but were not able to participate in the research project due to the short timescale involved: Kent Association for the Blind, Deaf Access, Bromley Young Sparks and Bromley Youth Council.

Questionnaire Analysis (for collated data see Appendix)

62% of respondents ticked ‘Yes’ to the question asking if they know where to go for information about activities and support for disabled young people. The most frequently mentioned in the answers was Bromley Mencap. Other answers included:

· Internet
· School/teacher

· Magpie Dance
· Intu Bromley

· Library

· Support Worker/Carer

· Friends

· Orpington Shops

· Tennis Connexions 
· Drama group at the University

In all, the data collected from young people suggests that the pivotal times in which independent support is needed centre around periods of transition, whether from school to college, or beyond, into the world of work, and out of the family home.

Those who participated in the user-led voluntary sector seemed to have the most optimism, both in their assessment of and the quality of the support they received.

Questionnaire responses show the paramount importance of socialising and support in any form. Respondents of all ages glowingly praised their Employment Consultants from the Jobmatch service, their Buddies from the Buddying Scheme, and other forms of Peer Support and Advocacy.

Respondents relied very heavily on three groups for information and support in the decision making process: family, school staff and carers. Only 13 respondents say they get support from friends. Two mention romantic partners, although participation in structured social activities is mentioned more often.

Few respondents (5%) lived independently, and the majority of daily activities focused on education, either at specialist schools or FE colleges. Only one respondent attended university and only 10 (11%) respondents were in any kind of paid work. On the other hand, 25 of 89 (28%) respondents participated in some form of voluntary work, which seems to provide a vital avenue into paid employment for such individuals as Conor in Case Study 3.

24 young people did not think the changes would affect them and a small percentage in special school under the age of 18 did not want any information about the SEND reforms which would have a significant impact on their lives. This suggests that these respondents were guided in such decisions by other people, probably parent/carers.
Nevertheless, a lot of respondents highlighted a need for more information, both in relation to upcoming SEND reforms, and more generally, about access to support and social inclusion. The focus groups highlighted the fact that even where such information is readily available, the care support to access it can be lacking.

While information online is an important form of support for many, the overwhelming majority of respondents who answered the question expressed a preference for face-to-face support. Consistency is also important, as summed up by one participant's description of ideal independent support: “Someone consistent to talk to for support regularly, to be able to have a routine.”
A number of respondents still live with family after the age of 25, the age limit for EHC Plans. Independent support also needs to be available for disabled adults over 25 who may want to increase their independence and make life changes over this age.

Focus Group

Focus groups were held as follows:

· 4 members of X by X

·  2 well attended Job Clubs for 40 disabled young people 
· 27 young people at the local Special Scout Group
· 14 young people at a Bromley Mencap focus group/karaoke event. 
· 5 leisure/focus events held by BAT (54 young people)

Some of the discussion points are summarised below.
Supporting the Decision Making Process

The level of support required by each of the participants differs according to individual need. The support the participants currently access includes care workers (Personal Assistants), social workers and college staff. The young disabled people with primarily physical impairments need support with day to day tasks, want more information and need one-to-one support to be able to understand and make an informed decision for themselves. Some individuals access support services from an advocacy organisation. 
All participants felt they needed more support both with day to day tasks and with knowing what other support is available that they could be accessing.

The groups were split on whether they feel they are consulted on decisions that affect their lives or whether other people make decisions for them.
The important decisions the participants consider to be facing them included where to live, what to wear, recruiting, managing and setting boundaries with care workers (PAs), who to trust, lack of accessible and inclusive day activities, and whether to go on to direct payments.
None of the participants felt that there was enough information available on activities and opportunities to socialise.
The young people spoke about the sort of changes they go through in their lives: moving out of the family home, transition from school to college, transition from child services to adult services, relationships – changing care worker, changes in care routine, family problems, relationship with parents once left the family home, changes to health conditions, going on to direct payments and loss of carer hours.
Essentially, the participants all emphasised the need for someone to talk to about their concerns and frustrations.

When asked if anyone knew about the Special Educational Needs and Disability changes taking place in September and how they will affect them and their families, none of the groups were aware of the changes coming in and did not know how the changes would affect them. 

Information and Support: What Works Best
When asked what sort of support and information people would need to find out about and understand policy changes and how they will be affected by them, the participants felt that what would be most helpful would be an accessible information pack containing easy read information and a DVD. However they stressed that the chance to speak to someone face to face would also be essential in order to ask questions and check out what they have understood. They said having written information was useful to look back on but does not take away from the importance of face to face support. They also stressed that some disabled people with complex needs are unable to read easy read information. 
There were complaints from participants that email is too slow and Care Managers do not always respond to questions asked which was frustrating.  It was suggested that Facebook and Twitter could be used to reach more young people to inform them of the changes.

The groups referred to the importance of peer support several times throughout the sessions and the importance of word of mouth from disabled friends, their parents and user-led organisations. They felt it was one of the most important ways of finding out information that was reliable, tried and tested from people who understand. Youtube can hold useful film clips and case studies of people with similar needs/issues.
Case Studies
The five case studies of young disabled people all build on the findings in the case studies of parents. The cases outline the difficulties and barriers young disabled people have faced during transition periods in their life.
Case Study 3.1 shows how reasonable adjustments through one-to-one support has helped a young person to achieve at college. Withdrawal of this support would be have a serious impact on the student’s ability to successfully complete her course.
“I receive support at college from one to one tutor once a week, and help from classroom assistance. Without this support I would not be able to attend college.” (Focus Group)
Case study 3.2 highlights a negative experience of a young person’s transition from children’s services to adult’s service and her fight to get adequate support within her care package to meet her needs. The case emphasises that although IS is able to provide support for disabled people they may not be able to secure the levels of care package that an individual feels a right to. 

Case study 3.3 again emphasises the importance of peer support and self advocacy to help young people move into their own home independently. In addition the case shows the benefit of gaining skills through volunteering to help young disabled people into paid mainstream employment. 

“I had some good support with making decisions and they also helped me with household tasks. That's made me independent with help from my family.” (Focus Group)
“I have had very good experience with my employment consultant and very positive feedback with my employment consultant and the people who appreciate my decisions and my choice of my future.” (Focus Group)
Case study 3.4 again shows the value of independent support for a young person leaving residential college with an expectation of setting up home in own flat independently. Through a dedicated transition support worker the young person was able to fulfil his aspiration and he eventually moved into his own flat leading to empowerment and independent living.  

“Someone consistent to talk to for support regularly, to be able to have a routine.” (Focus Group)

“Biggest issue is lack of continuity and cohesion. Over the last 9 years we have had so many different people involved, few of whom worked together and many of whom disagreed with each other. Conversely we also found that many professionals we worked with knew each other professionally and worked together in different capacities and we sometimes got the impression that things were going on behind our backs to which we were not party. Needs to be an open and transparent system where parents know who will help them, and feel that they will get honest advice with no hidden agenda.” (Questionnaire)

Case study 3.5 highlights the difficulties of children who are deemed more “mainstream” but who have disabilities that are not obvious but are nonetheless complex. It also highlights the value of having specialist knowledge, in this case of Asperger Syndrome, to understand the challenges of the condition and put into place a way of working and strategies that are geared to particularly meet the needs of a family.
“For children in mainstream secondary school there is no access to things such as travel training, mentoring, respite etc., even though children may have significant needs, unless parents can afford to pay for it.” (Questionnaire)
Case study 3.1: Supporting Equal Access to Education
	Supporting Equal Access to Education

	Cayla (not her real name) receives support to take part in mainstream college education. She received support and information from the dedicated Inclusion Officer at the college to plan the day-to-day support she receives. Consequently the support meets her needs and she feels in control of it. She can access the Inclusion Officer should any problems arise.


	Introduction

	A good experience of support was reported by a 19 year old disabled young person attending college. 

	Background

	Cayla has both arms amputated from the elbow down and needs support to write and type. Her College has provided her with the support she has in place, which is given to disabled students. She receives support from a one-to-one tutor once a week and support from classroom assistants during her lessons as well as access to an Inclusion Officer based at the College. She has been using this support for four years and will need it for her final year. 

	Aims and Objectives

	To participate in the learning environment and obtain college qualifications on an equal basis with non-disabled students.

	Approach

	Cayla was involved in the planning of what kind of support she receives and has continuing access to the Inclusion Officer should any problems arise. The workers involved in delivering this support are the College Inclusion Officer, Tutors and Teaching Assistants.

	Success

	Cayla has not come across any problems with her support, if anything she feels the support she has received to write and type has really benefitted her as it has taken a lot of pressure off her and helps her on days she is struggling. She is able to relax into the College environment knowing the Inclusion Officer is there if any problems should arise. Without this support she would not be able to attend college.

	Conclusion

	When a disabled young person has support to plan the day to day assistance they require and receives support that meets their needs they are enabled to enjoy the same life chances as other young people. Having access to a dedicated officer for face-to-face support if anything does arise ensures a smooth experience.  

	Permissions

	Permission received for case study to be used anonymously.


Case study 3.2: Negative Experience of Transition to Adult Services
	Negative  Experience of Transition to Adult Services

	Following transition to adult services, Lianna (not her real name) now receives a social care package which she feels fails to meet her basic day to day needs. She is accessing advocacy support to challenge the situation but feels depressed about her chances of success. She has access to information about activities she would like to participate in but is unable to engage due to the inadequacies of local authority funded social care support.


	Introduction

	Lianna is a 25 year old who receives a wash and feed support service from her local authority. She only has support with personal hygiene three times per week and support to eat and dress seven days per week. She receives no other support to leave the home or socialise. She knows of activities she would like to participate in but the limitations of her social care package mean she has no independence, choice and control. 

	Background

	Lianna needs support because of an unpredictable illness that affects the movement and control of her limbs affecting her mobility as well as her ability to get around unaided (indoors and outdoors), wash, dress and feed herself. It also affects her concentration and leaves her with severe fatigue. She has been receiving support from her local authority for one year and two months. She is unsure how long she will need this support as the illness she has is unpredictable and continuously changing. She qualified for this support because she is disabled and meets the FACS criteria for care needs in her local authority area.

	Aims and Objectives

	Her short term goal with respect to her support is to be able to get personal hygiene support daily and be more independent by receiving more support as she is not happy to be reliant on family and friends. Her long term goal is to receive more support to lead an independent life. She would like support to be able to leave the house to socialise, do activities, go grocery shopping, go to hospital/GP/dentist appointments and one day be able to do some voluntary or paid work.

	Approach

	Lianna was involved in the discussion with her Care Manager of planning the support she receives within the time she has been allocated. However the main problem is that the package is not sufficient to meet her basic needs. She is in the process of fighting to get personal hygiene support daily but has been unsuccessful so far. The people involved in delivering this support were her Care Manager, Activities Co-ordinator, Occupational Therapist, Physiotherapist, an advocacy organisation and a care agency.

She has encountered problems on various levels:
Care Manager Assistant – She feels forgotten about because matters discussed in person with her Care Manager Assistant are not followed up and she only has an email address to contact her. After contacting the Care Manager Assistant requesting information on several occasions over the last few months she has had no response. This has been very frustrating as she wants to be on direct payments but is still waiting on her Care Manager to send information on direct payments and get the paper work going to start the process.  She is now accessing services from an advocacy organisation to support her through this breakdown in communication. She also found that the Care Manager Assistant lacked knowledge as to what other services are available to her

Activities Co-ordinator - felt he built up expectations and then did not hear anything

Care Agency – Poor service from agency care, erratic standard of care and not reliable. When she called twice to make a complaint to staff at the Care Agency, they were rude and did not apologise.
These problems are not yet resolved and Lianna considers she would benefit from the following:

· Better communication between Care Manager Assistant and client. It would be helpful to both parties if notes were sent out with everything that was discussed in person, with action points of who is doing what and when, with realistic time frames. This way she would know what is happening and not feel in the dark. It would be good if emails were responded to within an allotted time frame

· Support and information about getting onto direct payments provided in a timely way by social services to avoid the need to use care agencies
· Follow up and support from the Activities Co-ordinator after having met

In response to the question what has worked well Lianna replied “nothing”.

	Conclusion

	Lianna is denied her right to independent living through the failings of the local authority in providing her with the level of support to meet her basic needs and in denying her choice and control over her support through a failure to respect her request to go onto direct payments. Through support from the voluntary sector she has information about activities that are available to her but she is unable to participate in these due to the limitations of her local authority funded care and support. Independent Support can only be effective in improving an individual’s life chances with adequate investment in local authority social care support.

	Permissions

	Permission received for case study to be used anonymously.


Case study 3.3: Achieving Independent Living through Peer Support
	Achieving Independent Living through Peer Support


	Conor (not his real name) is a young man who has paid work in a local voluntary organisation. He talks about how the knowledge and experience he gained through participation in the voluntary sector, self advocacy and peer support helped him find employment and prepared him for the challenge of moving out of his parents' house.




	Introduction

	Conor's story highlights the value of independent support and peer led approaches in leading to positive outcomes in social participation and independent living. Conor has been in his current paid role for the last 2 years and has lived independently for the last 15 months.

Although Conor discusses a move that happened when he was above the threshold age for EHC Plans, it is clear that continuous independent support from peers, colleagues and the voluntary sector throughout his twenties was instrumental in his positive outcome. His negative experiences of transition after leaving college left him isolated and inactive. It was only once he started to access independent support through local disability organisations that he was able to move on and complete transition to a fulfilling adult life.



	Background

	With severe physical impairment and moderate visual impairment, Conor attended a special school throughout primary and secondary education. He attained entry-level GCSEs, but went on to study in a FE college, ultimately achieving a Level 3 NVQ. His transition from secondary to further education was aided by close co-operation between his school and local FE colleges, which allowed him to spend a term at the college during Year 11 to prepare him to leave a school he had been in for 14 years. This close communication between school and FE College also allowed for adequate support provision within the FE College, and the ability to take the mainstream course over a longer than normal period of time. Conor finished college at the age of 23 but for the next couple of years found himself staring into an empty future, isolated and inactive. Living at home with his mother he had no way to get out of the house during the week while she was at work. His goal was to become a Boccia sports coach but unable to travel independently and with no support to get out he was unable to take part in the necessary qualifying training courses. Through contact with local disability organisations he began engaging in service user involvement activities and volunteering. This provided him with access to independent peer led information and support at the same time as increasing his aspirations and expectations for what could be possible for his future.



	Aims and Objectives

	Conor’s goals are to lead a fulfilling and active day to day life and to achieve independent living.

Conor's voluntary participation was an end in itself - he wanted to be doing something rather than nothing. Conor says: “When I left college, I wanted to do voluntary work, or get myself a voluntary job just to keep my brain active”. 

Conor says: “It was even more scary than college, because when you come from school and go to college, the support's there, but kinda covered, but when you move out, you have to kind of pull all the strings together.”
Not wanting to take his parents' care for granted, Conor had a strong desire to gain paid employment, and ultimately live independently.

Conor said: “I wanted to take the pressure off my parents doing stuff. That's when the whole kind of care package kicked in.”


	Approach

	Conor accessed peer support and information about independent living provided by Bromley Experts by Experience, a local user-led Disabled People’s Organisation. He was also able to volunteer with the organisation leading to paid employment.

The approaches utilised by the organisation in delivery of independent support can be characterised by the following:

· Underpinned by the social model of disability, focusing on what a disabled young person can do and the support needed to achieve their goals and overcome barriers

· Personalised around the disabled young person with independent information and support provided directly to the disabled young person and not going over their head to their parents/carers to enable them to understand their options

· Peer led, increasing expectations and encouraging positive aspirations through contact with disabled adults living independently while communicating the kinds of information that are most important and in more accessible ways due to the benefits of lived experience

· Self-determination, with the disabled young person identifying what information and support they needed when

The support was provided by a project worker with supervision from the co-ordinator and delivered through a one year project funded by a Trust.

Information and support was received to achieve the following:

· Keep himself busy and maintain social interactions after leaving college

· Find gainful employment

· Raise the intention to move out of the family home and live independently 
· Secure direct payments for adequate and flexible care support, recruiting and employing a Personal Assistant rather than relying on care agencies

· Become confident travelling independently by public transport

· Overcome the challenges of moving out, living alone and dealing with a housing association

· Signposting to access support from another disability organisation concerning benefits and finance

Obtaining the financial support to which one is entitled is very often a challenge in and of itself. Conor's impairments mean that it is all but impossible for him to fill in benefit claim forms by himself, and his knowledge of where to go for such support was instrumental in achieving his current independence. Conor needs morning and evening care visits. Without a personal budget, and the ability to choose the time of these visits, Conor would not be able to work. In addition to negotiating an often confusing range of different financial benefits, including DLA, ESA with permitted work, Housing Benefit, and negotiating a personal budget with his Care Manager, Conor also had to deal with the emotional implications of leaving his parents' house. In his own words:  “I needed to make sure that the things that I do weren't being compromised by things I have to do at home, like paying bills”


	Challenges

	The support provided was tailored to Conor’s needs including telephone support, one to one meetings, attendance at reviews and circle meetings and support with emails, letters and phone calls to third parties. The level of support provided could not be replicated within a shorter time period or with fewer contact sessions.



	Successes

	Conor's experience of peer support provided him with the information he needed to make some key decisions over his life and follow them through successfully. It also meant that he knew where to go for the advice that X by X could not provide.

In his own words “I wouldn't be where I am now, if I didn't know the information that I already know (through peer support). It's about getting all the information and getting a picture of where you want to take your life, and extending on the knowledge that you know from going through these processes, that you know now and you keep building.”

In addition to his peer support and self-advocacy experience, Conor used Bromley Mencap's Benefits Advice Service, and says that he could not have achieved his goals without the help he received from peers and the voluntary sector.

He says “I got as much advice and support as I could.... I wanted to make sure that everything was settled by my financial status and stuff like that, and I knew what was going to happen with my finances before I moved out. It was probably a lot of Bromley Mencap, they had a brokerage service, and a lot of support from friends, and X by X, really.”

By achieving his goals to find paid employment and to live independently, Conor can experience social inclusion to a level that few people with his type of impairment experience - the everyday things that we all take for granted such as going to concerts, football matches, and getting out of bed to make it to work in the morning.



	Conclusion

	Conor's experience clearly demonstrates how engagement with self-advocacy, peer support and the voluntary sector can empower young people to achieve positive outcomes, and to make difficult life choices for themselves. Conor also feels that these positive experiences make him better at the voluntary and paid work he does.
In his own words: “Now I'm in the position that I'm in I feel confident that the advice that I'm giving to other people is the right advice, because I've gone through it, because if it didn't work for me, then it quite possibly wouldn't work for other people, so I'm quite confident that my advice is tried and tested.”


	Permissions

	Permission for the case study to be used anonymously.



Case Study 3.4 – What Works Well for Me

	What works well for me – A Young Person’s View by Matthew Brockhouse

	Matthew has recently transferred from residential college to adult services. He always made it clear that he wanted to live independently on his return from college and now has his own flat with 24 hour support in place. Matthew’s local authority funded Support Workers at Bromley Mencap to work specifically with young people and their families in the transition period from child to adult services. Matthew has cerebral palsy and is a wheelchair user. He has some learning difficulties. People who don’t know Matthew very well may have difficulties understanding his speech. This is Matthew’s story.


	Introduction 

The case study covers Matthew’s journey from residential college into supported living and looks at the difficulties he encountered when making the transition and how these difficulties were resolved.

Matthew said the difficulties were:

· Lack of co-ordination between professionals when implementing his move from college to supported living

· Lack of suitable properties
· Time it took to undertake adaptations to his flat

· Lack of communication from professionals working on his case

 It also shows areas of good practice and how he was supported to make choices around the services he received.


	Background

Matthew returned from residential college to be informed that he would have to return home and live with his mother and brother as there wasn’t a suitable property available for him. This was a major issue for Matthew. He was adamant, from the day he first attended residential college, that he wished to live as independently as he could and that he wanted a home of his own where he could direct his own support. There were several other young people in similar situations. Some had housing issues, others just needed support to transfer to adult welfare benefits and to take a little more control of their own finances.

Matthew’s mother was very supportive and pro-active in contacting the appropriate professionals and trying to speed up the process. Eventually, Matthew was at home for 7 months before he achieved his move.

Matthew was frustrated by the lack of co-ordination between the departments in the local authority who needed to work together to bring about the aim of supported living. He knew life was a challenge for his mother all the time he remained at home, as she was approaching retirement age. She had some health issues and she found it difficult coping with support workers coming in and out of the family home. This made him feel depressed, anxious and sometimes very angry.  Matthew’s mum suggested that an independent advocate/supporter might be able to help Matthew through the long process. Matthew chose the person he wanted to support him and directed her to write to Care Management on his behalf. He also requested her presence at all meetings to be an independent note taker. The impetus behind this change was to ensure that Matthew felt supported, had someone to talk to and to help him get answers to the questions he had around the delay in his support. He wanted an independent advocate as, although he could always speak to his mother, he was aware of the stress she was under and didn’t want to add to this. Matthew wanted his mum, Care Manager and Advocate to work as a team.


	Aims and objectives

The aim of introducing an advocate was to ensure that Matthew’s voice was heard. He wanted support to keep him calm at meetings and someone to follow up and ensure that allotted tasks were actioned by the various professionals involved. 

The objective was a smooth transitional process from college to adult services that could be reproduced for other young people. The goal was to ensure that young people were empowered to make known their wishes and aspirations for the future. The advocate role should allow young people to understand the wider issues of transition, their parents’ perspective and that the process needed to be undertaken by the local authority.



	Approach

· Matthew said that he wanted an advocate he’d known for some time and that he should have the chance to choose. The advocate could be an independent person Matthew had been involved with and Matthew chose a Family Support Worker he already knew. An advocate should be chosen at least 6 months prior to any major transition to allow the case worker and young person to get to know each other and be able to discuss and draw up a plan of action to achieve a smooth transition

· The services of the advocate should only be needed for a period of around 6 months if the transition process is addressed in a timely manner by all involved. However, lack of resources and staff can impact on the length of the process so this needs to be flexible

· Bromley Mencap was funded by a local authority to enable their Family Support Workers to assist and empower young people and their families in transition. Bromley Mencap runs a wide range of services for children and young people and through outreach and extensive support for families the Family Support Workers have been known to many families for many years which meant the project could run with less “getting to know you” time required. There were several other young people in similar situations to Matthew. Some had housing issues, others just needed support to transfer to adult welfare benefits and to take a little more control of their own finances.



	Challenge

· The problems encountered for the transition project were around lack of communication from some Care Managers and families and young people. Lack of consistency in messages passed to families. Families were unaware of where they could access support. Families and young people were faced with a lot of form filling and paperwork. Matthew’s biggest challenge stemmed from being told that he would be able to access supported living on his return from college. Originally, he was promised that he would be able to share a purpose built house with his old school friends

· An advocate/support worker enabled Matthew to understand the process he would have to go through to get his own home. He used his advocate to write to social services and complain about the disjointed service he received. He also used his advocate to represent him at panel meetings with his local authority. Matthew liked to use his advocate as a sounding board for his ideas and thoughts, particularly if he thought his mother would be upset if he spoke to her. He was very aware of the pressure she was under

· Earlier referral to an advocate/supporter would ensure a less stressful experience for the young person and family. The advocate could have been more pro-active in following through with looking at the issues delaying the transition. It is important that the advocate/supporter has time to be persistent in enquiries and every meeting and telephone call must be recorded and agreed by all parties



	Successes 

· The service was available to young people in transition and the approach was consistent. Options were talked about but expectations were not raised to an unreasonable limit and the advocate was often in the role of a mediator as well as a supporter

· Young person’s aspirations and choices were at the heart of the transition process as support was independent and unbiased. Nor was it unrealistic. Mediation rather than confrontation were the watchwords. However, supporting a young person to complain about poor service was always undertaken if requested

· Matthew states that he found the support helped him to be persistent and ensure his thoughts and wishes were taken into account. He liked being able to compare the advice he received from a peer support group, his family and his advocate as this made him feel happier about the life changing decisions he was making and helped to allay his anxiety



	Conclusion 

· Mathew was supported through a long and difficult transition to his own flat. The support he received made him feel that his wishes and opinions were valued and heard. He was pleased to have someone else to discuss his concerns with, apart from his mother. He liked the fact that he could call his advocate any time and talk to her privately

· Some young people have been able to achieve a smoother transition and have greater choice through the support and signposting offered by transition advocates

· Lessons learned from this case study, and other transition work undertaken, highlight the necessity for clear and transparent dealings with young people. A simple easy read chart showing the processes required to achieve supported living should be available. Above all Matthew said they should be honest. He would have suffered less anger and anxiety if he had been told immediately that he would have to return home for up to a year rather than being told he would move within 6 weeks 



	Permissions
· Permissions have been given by the family. The local authority has not been identified



Case Study 3.5: Secondary Transition 

	Charlie  (not his real name) – Secondary Transition

	Charlie is a highly anxious young man with Asperger Syndrome about to make the transition from primary to secondary school. Because of the way his Asperger Syndrome manifests he does not cope well with change.  Because he is academically able and does not present with challenging behaviours, he is in a mainstream school without support.  




	Introduction 

Charlie’s difficulties were initially raised to BAT’s Family Service by his mother who was worried about his transition from primary to secondary school.  She said that Charlie had found mainstream school very difficult because of his Asperger Syndrome but, typically for a child with Asperger Syndrome, had “held it together” somehow at school and didn’t meet criteria for extra help. He had meltdowns and anxiety attacks at home because of the demands placed on him from the school day.   She was very worried that he would not be able to manage with the transition and would become more stressed and not be able to cope. 



	Background

Charlie’s mother was very worried and did not know where she could get help from.  She had tried before to get help in school for Charlie but he did not meet criteria and because he “coped” at school she felt that people did not believe her when she tried to explain his needs and difficulties.  

When we met with Charlie his social communication difficulties made it hard for him to engage with us. He could not articulate his needs or concerns, although he was clearly anxious. 

 

	Aims and objectives

Charlie and his mum both wanted short term reassurance about the process of secondary transition and longer term wanted information and strategies to help with the transition.



	Approach

· Charlie’s mum met with the Family Worker at BAT, followed by a meeting with Charlie, Charlie’s mum and Family Worker to identify specific needs and ways of working

· Charlie identified that he needed to know more about his secondary school, what would be different, what would be the same and what new skills/organisation he would need

· Charlie and his mum gave permission for BAT to liaise with the primary school, new secondary school and other agencies as appropriate

· We discussed how support could be made “Asperger friendly” for example, using one to one support or small group work, repetition of learning and visual supports



	Challenge

Challenges for Charlie’s mum included her own anxiety and mistrust of agencies generally, as she had not felt listened to or believed before.  

Charlie found it difficult to articulate his thoughts and feelings. He also said that trying to explain them made him feel anxious.  He was able to explain (visually) that he found it difficult to concentrate and process information. He was also a little confused about his diagnosis, what it actually meant and whether children at secondary school would need to know. 



	Successes 

Charlie’s mum became confident about talking to us about Charlie’s transition and taking up support with this and also other areas of challenge for her that she had not spoken about before.  For example, how to talk to Charlie more fully about his condition, how to speak to the wider family and how to help Charlie with his social skills.

Charlie was given personalised support both one to one and in a small group setting to help learn about secondary transition.  Areas of change were made more familiar to him and his anxiety was reduced. This was all done in a way that was respectful of his Asperger Syndrome.

Charlie and his mum provided information that was formed into a “passport” for the new secondary school to give instant information about Charlie and the way his Asperger Syndrome manifested.  This was to help overcome the fact that he had not formal additional needs documented and that new teachers would not ‘see’ his disability therefore may not understand his difficulties.

Charlie and his mum agreed to us liaising with the secondary school resulting in him being invited to the extra transition day given by the new secondary school to children with additional needs.



	Conclusion 

Charlie has now been appropriately highlighted to the secondary school as being a child who has additional needs, even though they are not obvious or statemented.  Information provided on Charlie and his strengths, weaknesses etc. should be helpful to his new teachers, particularly in the first term.

Charlie’s mum says she feels a lot more confident about the transition and values the information and strategies she now has because she can continue to make use of them.  She also feels more confident having been given support around Charlie and his diagnosis in a more wide ranging way.

Charlie says he likes the visual supports he has been given to help him make sense of the changes to come.  He is anxious about going to school on the extra transition day but is happy to be going, particularly as he knows what the day will “look like.”
Charlie’s mum says that “the whole experience provided my son with a great boost to his confidence.”
Charlie says that he feels he has learned more about “how to fit into secondary school”.

This particular piece of work highlights the difficulties of children who are deemed more “mainstream” but who have disabilities that are not obvious but are nonetheless complex. It also highlights the value of having specialist knowledge, in this case of Asperger Syndrome, to understand the challenges of this condition and put into place a way of working and strategies that are geared to particularly meet the needs of someone with Asperger Syndrome and their family.

	Permissions

Permission from parent and child for (anonymous) details to be used in this case study.


Chapter 3 Recommendations

1. Disabled children and young people should have access to support and accessible information to make decisions affecting their lives and to gain choice and control over the support they access, particularly at times of transition
2. Independent Support workers need to have the knowledge, experience and confidence to support disabled children and young people and their families to understand the processes associated with statutory assessment and provision and the choices they can make
3. Peer support should be available to disabled children and young people through the Independent Support model
4. An independent advocate may also be required to ensure that children and  young people are offered choice and control

5. The Local Offer should be in several accessible formats
6. Children and young people should be supported to record positive results and how they were achieved to ensure records of good systems and practice are available for children and young people who will undertake these transition routes in the future
7. Young people should deliver training to Independent Supporters to upskill the workforce to use the most productive methods of working with children and young people
Chapter 4

Models of Independent Support
It was evident that most families taking part in the research felt that Early Support should continue in its present form, allowing parents to choose a Key worker from the professionals involved with their child’s care. This has been a successful and well respected service and is seen to be working well by offering practical as well as emotional support. Parents/carers strongly indicated their wish to keep this Pre-school service. However, an educational key working professional may not always be able to give full information around the health and care elements of the new single Plan and parents would feel more confident if they had a checklist and time line for the EHC Plan process.
Early Support was seen as a model that could be extended up through the age range. Most families with younger children wanted Early Support to still sit within their local authority. However in later years of childhood and adolescence it was felt that Independent Support (IS) would be better sitting outside the local authority.

When IS would be needed:

· It would be valuable to have IS at key points in the lives of the child and the family, as well as key transition stages
· At the point of referral/diagnosis. Diagnosis can sometimes take long – up to 2 years in some instances. Parents identified there is always a big void with support at this time. Parents need someone who can “hold their hands” through the process especially when they have been informed their children have got specific conditions

· Entry stage of disability/diagnosis when parents are still trying to understand what it means to them and at the same time deal with all the emotional demands and changes associated with the new situation. This is always a stressful and isolated period for parents

· Early years (2 - 5 years of age) are crucial. Parents need lots of information and support during this period which puts families under a lot of pressure and add to the uncertainties surrounding that period

The parent focus groups explored ideas about what a model of IS sitting outside their local authorities might look like:

· Parents would like to see support available in the evenings, weekends and holidays. Some also suggested a Hub could be used as a social ‘drop in’ as well as providing information/support. Parents could network at the hub and share good services/tips 

· A Community Hub, modelled around the Citizens Advice Bureau modus operandi could also be considered. There were suggestions of using more than one place, such as libraries. Whilst this spreads the support across a borough it was felt by most that this may water down support. The majority felt one central location would be best. A few parents suggested the hub could be sited within a council building

· Specialisation or team groupings of IS using different agreeable criteria e.g age, disabilities, local areas etc.
· Early Support model of operation was also suggested as an option. Any related organisation already in existence should be consulted and better relationships fostered to leverage on experience and knowledge in this area
· The Portage model has worked well thus far and could be adopted to run across the different age groups identified for this project. This led to conversation around volunteers/payment. It was strongly felt that IS should remain paid roles as the IS worker may be more committed. Volunteers can prove unreliable (for good reasons)
· IS could be the ‘living arm’ of the Local Offer, giving a more personalised approach. The model could be based on localised provision but equally there may be potential to have consortia across boroughs
· Possibility of having IS linked to certain schools or allocated based on schools to ensure continuity could also be considered. Consideration should also be given to allocation of IS to clusters of schools in particular areas

· There should be varying expertise within the IS team and parents should be able to self-refer and access services. The provision should sit within the voluntary sector

· There should be emergency numbers for parents to call and the IS team should be very accessible

· Structured expectations, outcomes and measurable achievements should be clearly defined for IS. Regular assessment should be carried out in order to monitor the workability of the scheme before the end of the 2 years proposed. This would help towards making a case for sustainability of the scheme
· IS should include web based FAQs, online forum, helpline, group  work with parents (workshops and drop ins) or 1:1 support
· Excellent working relationship with health professionals, GPs, HVs, should be fostered
Person Specification for an Independent Supporter

The role is to inform, empower and sign post families, not to create a dependency as the IS worker will only be available for a limited period of time to assist.
Qualities/Skills/Experience

· Preferably a parent/carer of a disabled child, or somebody with wide experience of          working with disabled children and young people
· Up to date with current legislation and a working knowledge of the welfare benefits system, personal budgets and direct payments 

· Knowledgeable of the present Statementing system and the new EHC Plan 

· An understanding of the Local Offer and an awareness of its use to families across   boroughs

· Knowledge of the special educational system

· An ability to research and identify other sources of information, advice, guidance and support
· Must be impartial and non-judgmental 

· Good listening skills

· Aware of all the local support organisations available in the local area for signposting

· Good communication and organisation skills

· Good IT skills including managing websites and knowledge of all forms of social media/communication

Model 1: Support Hub Model: Description
	Summary

	An easily accessible “support –hub” for parents, children and young people. IS workers would be allocated to groups of schools in the area and a volunteer “Parent Champion” would be appointed in each school to work alongside the SENCO or Inclusion Officer in further education settings, to ensure that information was disseminated to parents and families and they were able to signpost on to other relevant information sites, organisations etc. The IS Hub and workers would sit within one existing voluntary organisation. Ideally, it would be possible for families, children and young people to “drop in” for information, advice and guidance. 

	Risks and issues - (for full risk assessment see following table)

	· As volunteers, Parent Champions are required to be available to undertake training and updating around services which may be time consuming. Parents may feel they cannot commit to this for long periods of time. It may be difficult to retain knowledgeable champions. Offering emotional support to other parents/carers can be stressful and it may be difficult to lay down firm boundaries around this

· One “drop in” venue may not be accessible to many people in the borough, particularly if it is a large borough with rural areas poorly served by public transport

· The host organisation could cease to exist 

· Parents with children in out of borough schools may find they receive conflicting information due to the differing policies in other boroughs. They may feel excluded as they may not have a Parent Champion or the Parent Champion may be unfamiliar with services within the parent’s borough

· Ensuring a consistent skill set amongst the IS workers and the Parent Champions

· The service may become too focused on education

· Families with children who are home educated may become excluded from this support

· There could be issues around Parent Champions working within schools

· Monitoring the quality of the service.




Sustainability

This role requires the continuation of the Early Support model which isn’t a statutory service but is funded by local authorities. This would ensure that all new referrals for an 
EHC Plan would have key working support.

The model relies heavily on the service of volunteer Parent Champions. However, resources would need to be secured to continually recruit, train and supervise Parent Champions and to liaise with schools to make sure the partnership with SENCOs or Inclusion Officers continues to run smoothly. IS workers would be required to work from home, possibly in isolation, if a voluntary organisation was unable to offer appropriate accommodation. Once training had been designed, it is possible that the local parent forum could deliver this. However, updating and reviewing would need to be undertaken regularly and this would incur costs.

The host organisation would need to secure funding to maintain a hub to allow families, children and young people to drop in for support.
Option 1 Support Hub Model: Strategic Risk Template
	Risk Number/ reference
	Risk Description and Impact
	Who would own this risk?
	Counter measures                                                                        (what to do to prevent this risk)
	Contingencies                                                                                       (what to do if the risk is realised)

	
	
	
	
	

	
	
	
	
	

	1
	Volunteer Parent Champions attached to the support hub may be unable to commit for long periods, may lose enthusiasm and need emotional support. There may need to be a rolling programme of recruitment.
Emotional well-being of Parent Champions and IS may be at risk
	The Hub host organisation and the parent forum
	Ensure adequate support and training is offered to Parent Champions. Ensure they are aware of the time and commitment they will be making if they undertake this voluntary role.

Consult with local parent forum on best way to recruit and support Parent Champions and how they can be supported emotionally

Ensure consistent supervision and monitoring of Parent Champion and IS
	With the help of the local parent forum we would review the role of the Parent Champion to see if it could be made less onerous and if more support could be offered to prolong the service of Parent Champions. Two Parent Champions could be appointed to relieve the pressure on an individual, allow more flexibility and improve availability

	2
	The host organisation could face financial difficulties which may lead to it  ceasing to exist or being unable to support the hub
	The lead organisation in the consortium
	Research the stability of each of the local organisations to see which can offer the most stable future for parental support hub.

Ensure the hub is part of the organisation’s strategic plan and has governance approval
	Request bids from other organisations to take on the parental support hub

	3
	Ensuring a consistent skill set amongst IS workers and Parent Champions
	The hub host organisation and the parent forum
	Introduce a quality assurance evaluation to measure the system. A “before and after” survey  to monitor the success of intervention by the Parent Champion and IS worker
	If the skill set fails to be consistent a new programme of training and supervision should be drawn up through consultation with parents and professionals involved in the process

	4
	Drop-in may not be accessible if borough is large and has rural areas poorly served by public transport
	The hub host organisation
	Ensure the hub is sighted in the most accessible area within the borough  and served by good transport links
	Introduce drop ins around the borough and seek out free venues in churches/school halls

	5
	Training may become out of date due to changes in legislation and new training may be costly
	The hub host organisation/

local authority
	Try to negotiate with local authority to acquire free places they are offering to their staff around new legislation training/updates

	Tap into other voluntary organisations /parent forums that may be delivering training in these areas.  Work with other IS models around the country to share the cost of training


Option 2: Consortium Model: Description
	Summary

	Each IS worker may sit within a different local voluntary organisation but is part of a network (consortium) to ensure that training and information is consistent but they are available to families used to accessing  voluntary organisations for support. A Co-ordinator will take referrals and make sure the most suitable IS worker is allocated to the family. This could ensure that age, ethnicity and SEN or disability were considered before a suitable IS worker is selected. Workshops would be offered to groups of parents and 1:1 support would also be available. Parents and young people would be trained to offer peer support. This model would be based on local provision but equally, there may be a potential to have a consortium across adjoining boroughs.

	Risks and issues - (for full risk assessment see following table)

	· Circumstances for one of the host organisations could change due to loss of funding, merger or business realignment

· IS workers may feel isolated and fail to work to required standards

· Host organisation may see IS as a supplement to their existing service

· Delay in responding to parents/carers, children and young people due to large amount of referrals 

· 1:1 support may reduce the time available for informative workshops thus leading to a dependency culture rather than an empowering service


Sustainability

Families, children and young people would become used to contacting the voluntary sector organisations within the consortium and would possibly move on to using the embedded Family Support Services once they had negotiated the transition processes around EHC Plans.

Parents would be encouraged to join the local parent forum and build a peer support network in this manner. Likewise peer support for young people would be encouraged through relevant young people’s user-led organisations.
The risk of maintaining IS at the end of the pilot project would be spread between several voluntary organisations. It is well documented that it is easier to obtain grants and funding when working in partnership.

Each organisation would house there IS worker thus avoiding the need to provide a dedicated building base. Workshops would empower parents and young people and encourage peer support thus encouraging parents and young people to become “experts by experience” and offer voluntary support in the future. 
Option 2: Consortium Model: Strategic Risk Template
	Risk Number/ reference
	Risk Description and Impact
	Who would own this risk?
	Counter measures                                                                        (what to do to prevent this risk)
	Contingencies                                                                                       (what to do if the risk is realised)

	
	
	
	
	

	
	
	
	
	

	1
	Circumstances for one of the host organisations could change due to loss of funding, merger or business realignment
	Lead organisation in the consortium
	Investigate the stability of all voluntary organisations wishing to be part of the consortium. Produce a partnership contract to ensure all parties are aware  of  their responsibilities around hosting an Independent Supporter
	Lead organisation to host Independent Supporter until a suitable replacement voluntary organisation can be found

	2
	Independent Supporters may feel isolated and fail to work to required standards
	Host organisation
	Partnership contract will detail the training, supervision and monitoring required around the post. IS team meetings will be held regularly to prevent isolation
	Consortium partners will support host organisation to reduce isolation  for Independent Supporter or another organisation will host the Independent Supporter to ensure a consistent standard

	3
	Host organisation may see Independent Supporter as a supplement to their existing service
	Lead organisation and Co-ordinator 
	Partnership contract and monitoring tool will be devised to ensure Independent Supporter is working with appropriate families and signposting other enquiries
	Consortium partners will review monitoring of work delivered and dissolve partnership with host organisation if necessary and Independent Supporter will be transferred to another appropriate voluntary organisation

	4
	Delay in responding to parents/carers, children and young people due to large amount of referrals 
	Consortium
	Monitor the number, nature and flow of referrals and ensure a quick and efficient system is in place. Set timescales for response to enquiries
	Consortium to review number of referrals and ensure that the most streamlined system is being used. Review the process with the Co-ordinator and parent forum to improve if possible

	5
	1:1 support may reduce the time available for informative workshops thus leading to a dependency culture rather than an empowering service
	Consortium
	Co-ordinator must monitor referrals and ensure they are equally spread between Independent Supporters 
	Co-ordinator must ensure that time is set aside by each Independent Supporter to deliver empowering and informative workshops to parent/carers, children and young people


Option 3: Virtual Hub Model: Description
	Summary

	A small team of IS workers will sit within an existing voluntary organisation. They will have dedicated helplines which will be available to parents/carers, children and young people 7 days a week. They will also manage a “virtual hub” which will be updated regularly with FAQs and information sheets on processes connected with EHC Plans and transition phases. Live “web” chats and forums would be managed by the IS workers to avoid misinformation being given. They would signpost on to relevant organisations as necessary. Live webinars could be organised on relevant topics as required and requested by parents. This model lends itself to working across boroughs.



	Risks and issues - (for full risk assessment see following table)

	· Confidentiality around those using the virtual hub

· Resources to update technology associated with this kind of provision

· Accessibility around multi-cultural communities needing to use this service. Would it be available in other languages?

· Quality assurance of information being offered. Forums would need to be closely monitored

· If this model was delivered across boroughs, IS workers must be aware of the different Local Offers in each area to avoid giving misinformation

· 7-day operating may lead to some IS workers having a much heavier work load and busier days than others.




Sustainability

Once the website has been developed, costs would be reduced in respect of running the virtual hub. However, the burden of providing a dedicated helpline may have to be negated by installing a premium line which could result in less well off families accessing the service

As this model lends itself to working across several boroughs, the costs could be shared between several host organisations which would once again result in an attractive partnership bid for future funding

Once the majority of children and young people have transitioned to the new system and have an EHC Plan, the role of IS could be reduced to one part-time member of staff with the skills to update and monitor the website as well as being able to signpost to other support and the Local Offer

It is possible that parents and other volunteers could be trained to maintain this service reducing the need for a paid post to a minimum for supervision and monitoring.
Option 3: Virtual Hub Model: Strategic Risk Template
	Risk Number/ reference
	Risk Description and Impact
	Who would own this risk?
	Counter measures                                                                        (what to do to prevent this risk)
	Contingencies                                                                                       (what to do if the risk is realised)

	
	
	
	
	

	
	
	
	
	

	1
	Host organisation will cease to exist
	The lead organisation in the consortium
	Research the stability of each of the local organisations to see which can offer the most stable future for parental support hub
	Request bids from other organisations to take on the virtual support hub and associated workers

	2
	Confidentiality on the web chats as any breach would lead to a loss of faith in service
	The web designer in the host organisation
	Ensure the web has a set of guidelines for users and that confidentiality is maintained by a registration process and  password thus only allowing parents/carers, children and young people to use the website 
	The forums and web chats would be suspended until a more secure system could be designed in consultation with the consortium and local parent forum. Build in option to delete any “unhelpful” comments from the online forum

	3
	A seven days a week service may prove to be inefficient use of time and lead to an unbalanced work load amongst Independent Supporters
	The host organisation
	It may be necessary to introduce a shift pattern to ensure work is spread evenly between Independent Support workers. Monitor calls for the first 3 months to identify the most ‘popular’ times for parents to call
	It may be necessary to reduce the out of office hours support to ensure a more balanced service is delivered by staff. This should be reviewed with a parent/young people’s focus group

	4
	There is a risk of the virtual hub being inaccessible to some sectors of the community due to language barriers or lack of access to internet 
	The host organisation
	A monitoring system must be set up to check parents/carers’ ability to access service. Ensure that other methods of communication are available
	Consult with local organisations around easy read information and engage with local BME groups to source volunteers to translate fact sheets as required

	5
	Parents/carers, children and young people may disengage with this model as it lacks the opportunity for any personal face to face support. Therefore the service may not be used and will not be fit for purpose
	The host organisation
	Introduce a robust and in depth training programme to enable Independent Supporters to identify those families needing more support and signpost to the appropriate organisation. They will also need to develop skills to empower families to use the information available to them through the virtual hub and the webinars etc
	In consultation with parent forums, young people and other voluntary organisations, the service may need to be re-shaped to offer some personal 1:1 support or offer some training to parents/carers on accessing the virtual hub


Conclusion
Independent Support at various points in transition, particularly in respect of the move from Statements to EHC Plans, would be welcomed by most families and young people. They would prefer to choose their own Key worker or Independent Supporter to assist them. Parents/carers would prefer someone who was either a parent of a disabled child themselves or had hands-on experience of looking after disabled children/young people at some point in their career. Most parents expressed a preference for an impartial support worker and some felt this may not be possible if Parent Champions were influenced by working within a school setting. Young people had mixed views on using an Independent Supporter and many were satisfied to use the support systems available to them at present. Most young people valued peer support.

Independent Supporters weren’t expected to be able to provide information on all topics throughout every transition phase but they were expected to be very knowledgeable about the new EHC Plan and the processes attached to this new system. They were expected to be able to signpost or obtain the information required from other sources. They should be familiar with the local authority’s Local Offers and relevant IAS services. The ability to research and provide this information would be an essential part of the role of an Independent Supporter. 

The person specification for an Independent Supporter was an extremely important part of the discussions at focus groups. Empathy and personal experience of the processes associated with diagnosis and the securing of services was equally as important as the knowledge of legal processes around the EHC Plan and the Local Offer.
An Independent Supporter should empower parents, children and young people to equip them to navigate education, health and care systems in the future with minimal support. They should ensure that parents, children and young people do not become dependent on them and should develop training to facilitate peer support from those who have become “experts by experience”

Independent Supporters should be the single point of contact for parents/carers, children and young people and professionals at key stages of transition and review in respect of EHC Plans. Young people felt they may also need an advocate to ensure their views were heard.

Resources such as web based information, forums and webinars would be most welcome but should not replace individual, face to face support. A simple guide and timeline on the EHC Plan process should be available in several formats and languages together with a simple information guide in an easily portable form to ensure that families, children and young people are aware of other sources of support in the borough, including voluntary and statutory help, when an Independent Supporter is required to withdraw support.















2 http://www.legislation.gov.uk/ukpga/2014/6/contents/enacted
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