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Context for this research 

In March 2011 the Government issued a Green Paper ‘Support and aspiration: A 

new approach to special educational needs and disability.’ The paper introduced 

new ways of thinking about the delivery of services for disabled children and young 

people aged 0-25 years 
 

In October 2011, twenty pathfinders (made up of 31 Local Authorities and their 

Health partners) were funded to test out the proposals laid out in the Green Paper. 

Hampshire is one of seven local authorities in the South East who make up the SE7 

Pathfinder.   
 

In 2012, the Government published a draft ‘Children and Families Bill’ which 

included details of the proposed changes to legislation relating to children and young 

people with Special Educational Needs, along with other areas such as changes to 

childcare legislation. This bill is currently progressing through Parliament and is likely 

to come into force in September 2014.  
 

Through the Children and Families Bill, the Government will require all local 

authorities to publish a Local Offer. This will contain all information about provision 

they expect to be available in their area (across Health, Education and Social Care) 

for children and young people from 0 to 25 years who have special educational 

needs.  The SE7 partners jointly developed a ‘framework’ for The Local Offer to 

ensure that the type of information published would be similar across the seven 

authorities. 
 

Hampshire has a dedicated Local Offer working group who meet regularly to look at 

how the Local Offer will be developed and delivered. It has a wide range of 

stakeholder representatives, including parent carers (through the Hampshire 

Parent/Carer Network). Hampshire is committed to ensuring that the Local Offer is 

delivered in a joined up way and meets the needs of parents and families.  To 

achieve this Hampshire County Council are working in partnership with Parent Voice 

to develop and deliver a new website for the Local Offer.  
 

The idea for this research project came from a parent representative and was 

developed, co-ordinated and resourced by Parent Voice.  Parents felt that the 

research would provide a good basis on which to develop the Local Offer as it would 

provide a holistic and cross functional view of the provision of information. It would 

also provide a baseline to allow the measurement of the effectiveness of the Local 

Offer in the future.  
 

The main aim of this research is to understand how parents have been able to find 

information at different stages of their child’s development (e.g. diagnosis, starting 

school and transition), what works well and what information is particularly hard to 

find. The research also aims to understand the emotional impact information can 

have on a family and whether good quality, timely and accurate information can help 

to reduce stress and avoid potential conflict. 
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Methodology   

A simple questionnaire was devised to invite parents to take part in the research.  

The questionnaire was distributed to Parent Voice members and The Hampshire 

Parent/Carer Network.  170 parents responded to the questionnaire. 

All personal information was removed and a small independent panel of 4 parents 

and professionals selected 40 parents from across 11 districts of Hampshire.  The 

selection was made based on age and disability, ensuring a fair representation 

across all age groups from 0-25 and across a wide range of disabilities and 

additional needs. Consideration was also given to a range of children and young 

people attending mainstream, special and resourced units in schools and colleges, 

and families accessing a range of Health services. 

31 interviews were conducted over a 6 week period between June and July 2013.  

Parent Voice Participation Workers completed the interviews alongside 

representatives from Hampshire Parent/Carer Network, Hampshire Parent 

Partnership Service and Hampshire County Council. 

Parents were invited to tell their story of finding information about their disabled child.  

They were asked to describe where the information came from, how it was delivered 

and how it made them feel. They were asked to describe the impact that good quality 

information had on them and their family, and also to discuss how missing or poor 

information had impacted and what could have made things better for them. They 

were asked to focus specifically on information rather than whether they thought 

services were sufficient or suitable. As part of this process, parents were asked to 

score their satisfaction from 1-10 and asked to suggest things that they would have 

‘liked to have’ at different stages of their journey.  

Interviews were manually recorded and collated.  A small panel of parents and 

professionals analysed the results and this report publishes the key themes and 

observations. 

The journeys revealed a number of issues relating to service provision in Hampshire 

and these observations will be collated separately and reported to the relevant 

agencies.  This report will focus specifically on the impact of information and will 

refer to individual services as sources of information, but will not relate directly to the 

sufficiency or quality of those services.  
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Who participated in this research? 

31 families participated in the research and interviews relate to 37 children and 

young people with special educational needs and disabilities.   

 

The families interviewed reside in the following locations 

 

 

The children and young people were aged between 0-25 

 

Hart & Rushmoor

East Hants

Basingstoke

Test Valley

Havant

Eastleigh & 
Winchester

Fareham & 
Gosport

New Forest

Age 0-4

Age 5-10

Age 11-15

Age 16-19

Age 20-25
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46%

33%

6%

5%
5%

5%

Education Setting

Special Mainstream Resourced

College Employment None

43%

24%

19%

8%
6%

Education Plan

Statement IEP S139a No Plan Applying

 The children and young people had a range of conditions and impairments 

 

 

 

 

The children and young people had the following plans in place and attended 

the following education settings 

 

 

 

 

 

 

 

 

 

 

 

 

  

Profound and 
Multiple Learning 

Difficulties
Spina Bifida Hemiplegia Microcephely

Cerebal Palsy Down Syndrome Heart Condition
Autistic 

Spectrum 
Conditions 

Angelman 
Syndrome

Rare Genetic 
Disorders

Type 1 Diabetes
Global 

Developmental 
Delay

Epilepsy
Severe 

Challenging 
Behaviour

Sensory 
Impairments

Complex needs
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What worked well? 

 

A single point of contact 

This was a key theme throughout all of the interviews.  36% of families said that 

having a single point of contact at different stages in their journey made a significant 

difference to how they coped with their individual circumstances and an additional 

50% of families identified that having a single point of contact was something that 

they would have liked. A single point of contact was often referred to as a ‘Key 

Worker’ or a named person who could be contacted with a request for information or 

advice.  These were mostly professionals who parents came into contact with 

(particularly in the early years) though some were outreach/support workers from 

voluntary organisations.  The impact of having and then losing ‘a single point of 

contact’ is expressed by one family below. 

“Portage was excellent and she helped with all my queries. When portage came to 

an end I felt abandoned I was not prepared and I didn’t know who I could turn to”.  

 

It was felt that having ‘a single point of contact’ would help to resolve many of the 

issues which arose for families at key transition points and would ensure that parents 

feel supported and empowered. 

 

Someone to talk things through with 

Another key theme of what worked well was that families wanted someone to talk 

through the information with them; either face to face or by telephone. 

‘The consultant spent a long time on the phone discussing the options for treatment’ 

– I felt valued’ 

‘The Education Psychologist was happy to discuss the issues directly with me on the 

phone’ 

‘The Health Visitor took the time to listen to my concerns and helped me to 

understand’ 

Charities were also identified as places where people took the time to talk things 

through with parents and parent satisfaction scores were considerably higher when 

information was delivered in this way.  67% of parents interviewed said that they 

would have liked someone to talk to at various stages of their journey.  

  

Other parents and support groups 

Overwhelmingly, what worked best for parents was information from other parents.  

90% of parents interviewed referred specifically to information from other parents 

and support groups.  Parents felt that this was ‘trusted information’ as other parents 

had been ’through it themselves’.  Support Groups also provided a place where 

parents ‘belonged’.  One parent felt that inviting professionals to speak at support 

groups meetings also worked well as parents felt that they could ask questions in a 

more relaxed environment. 
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Websites, leaflets and booklets 

Parents felt that the Internet provided a great deal of information and could be 

empowering, however responses were mixed as to whether this was a good thing 

and some parents weren’t always sure what information they could trust or felt 

overwhelmed by the volume of information available.  American websites featured 

strongly pre and post diagnosis, as it was felt that they provided more detailed 

information about various conditions and treatments than was available in the UK. 

Also websites that were developed by parents or websites for specific or rare 

conditions - ‘UNIQUE’ a website for families affected by rare chromosome disorders 

was referred to a number of times.  ‘The Pinpoint Directory’ (no longer published) 

was mentioned as a valuable resource and having a printed directory worked well for 

a number of families.  Having an information pack of leaflets at the point of diagnosis 

also worked well for one family. Other sources of information that were highlighted 

included The Family Information Day (run by The Hampshire Parent Partnership 

Service and Contact a Family), The Parent Voice weekly bulletin, Take a Break 

magazine, The Carers Together Transition Workshop and the home to school book. 

 

Professionals working together 

Satisfaction scores were noticeably higher when there was evidence of professionals 

working together.  Parents appreciated when professionals attended ‘Annual 

Reviews’ or sent reports when they could not attend. ‘Team Around The Child’ 

meetings and multi-agency assessments were also more effective as parents felt 

‘involved’ and part of the decision making.  Many other parents felt that professionals 

‘didn’t talk to each other’ and they had to repeat information. 43% of families said 

that ‘professionals working together’ was something that they would have liked.  

“The best reviews are when everyone who is invited attends.  The Social Worker, 

Community Nurse, Respite keyworker, as well as the Head teacher and class 

teacher” 

 

Independent assessments, therapies and support 

16% of families ‘went private’ for different assessments and also paid privately for 

the support that they felt their child needed.  Waiting lists were the primary reason for 

this.  Parents also paid when they had concerns that weren’t being listened to.  

Some families paid because they wanted to feel that they had some control over 

providing for their child’s needs.  For some families this was simply their preferred 

choice.  Parents who went privately had higher satisfaction scores however these 

scores reduced when reports paid for privately were not acknowledged or included in 

assessments for statutory services.  
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What were the challenges? 

Not being listened to 

67% of parents said that at some point in their journey they were not being listened 

to. Parents said that they felt ‘professionals did not value their expertise as parents.  

There are several examples in the journeys where parents have expressed concerns 

about their child that has not been listened to, but the same concerns were acted 

upon when expressed by another professional. The impact of not being listened to is 

particularly notable in the parent journeys. Parents felt frustrated and expressed a 

lack of ‘trust’ in professionals and in the system. Apart from undermining a parent’s 

trust and confidence, this was also dis-empowering for parents and weakened their 

resilience. 

 

Left to own devices 

“You learn really early on that you have to do everything yourself”. This was a 

consistent theme running throughout the recorded journeys, particularly in relation to 

finding information.  “Professionals assume that you know everything” was another 

one.  53% of parents interviewed said that they would have liked further signposting, 

particularly when a child was not eligible for a service or following diagnosis.   

Parents felt that they “found things out by accident” or worse, they “found things out 

too late”.  It was felt that professionals only provided information about their own 

service area and did not signpost often enough to further information or to sources of 

support.  As a result of this parents felt ‘left to their own devices’. 

 

Decision making/transparency 

25% of families talked about decisions being made about their child without their 

involvement and in some cases, parents felt that decisions were being made without 

their knowledge.  43% of families interviewed also stated that they ‘would have liked’ 

to be more involved in the decision making.  Parents wanted to understand how the 

decisions were made.  

Parents were often advised that they did not meet the eligibility criteria but no 

information or understanding of the eligibility criteria was given.  Parents also 

mentioned that when the eligibility for services was not met that there was very little 

information provided about what to do next.  Professionals in general were not seen 

as being ‘proactive’ in suggesting next steps. 

 

Negative messages 

21% of parents interviewed said that at the point of diagnosis they were advised 

about all the things that their child ‘wouldn’t be able to do’.  Leaflets also had 

negative messages about their child’s condition.  Parents found this to be 

‘insensitive’ and would have liked information with a more positive outlook.  Leaflets 

could have had more positive images and used more positive language.  Peer 

support was also something that parents said that they would have liked at this time. 

Some parents felt that there was no preparation or pre-warning of a diagnosis and 
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parents were often on their own when a diagnosis was given.  Parents appreciated 

that this was a difficult time and some parents also admitted to being ‘in denial’ about 

their child’s condition which had some effect on how their journey continued. 

Information around diagnosis attracted some of the lowest satisfaction scores. 

 

Misinformation (not following procedure) 

There were a number of instances recorded of lost and misinformation, parents also 

reported instances of procedures not being followed or professionals not doing what 

they said they would do. Parents felt that they had to continually ‘chase’ information.   

23% of the parents interviewed gave one or more examples of this.   

“I received a letter outlining what would happen at the appointment which I was really 

pleased about but then when I arrived they didn’t follow it” 

“We arrived for our appointment only to be told that the team had moved to another 

location this caused huge upset to my son and anxiety and frustration for me” 

“Vital information about bank accounts, court of protection were not given, I was 

upset and angry” 

“I was advised that we didn’t qualify for DLA as my child didn’t have a physical 

disability, it was a few years before I found out that this was not true” 

There were also examples of information being lost or mislaid resulting in re-

assessment or delays in treatment.  ‘Changing the rules’ about referrals was also 

mentioned, resulting in longer waiting times.  Although it is generally accepted that 

these situations are not intentional they do have a significant impact on a parent’s 

view of services. 

 

Living on the Hampshire border 

Four of the families interviewed resided on the border of Hampshire and there were 

some specific issues raised relating to this.  These families felt that everything was 

‘much harder’ because of their location which caused additional anxiety and stress 

for parents. 

For example, in one journey the child needed a portable oxygen cylinder but the 

parents could not get one as their baby was born in a Surrey hospital and the family 

lived in Hampshire. Each hospital said that it was ‘not their responsibility’ so the 

parents ended up renting one privately. 

“Having to involve three different Authorities in getting support and equipment for my 

son is incredibly time consuming.  There is no guidance or information to help. The 

delay caused by ‘who will pay’ has had a direct impact on our son’s development”. 

“Getting a Physiotherapist was easier said than done.  Hampshire said that it was 

Wiltshire’s responsibility, Wiltshire said that it was Hampshire’s responsibility, I didn’t 

care who came out or where they came from, I had my hands full with two young 

children”. 
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“Transition is very difficult because the school and home are in two different 

Counties; there is a lack of information about the whole process”. 

Parents felt that there should be a ‘central body’ where cross border issues can be 

directed for information and support. This would ultimately relieve stress for the 

family and provide more cost effective solutions for the relevant authorities. 
 

What was particularly difficult to find? 

Throughout the journeys parents talked about what they felt was ‘hidden information’ 

this included eligibility criteria, how decisions are made and information about waiting 

lists. Decisions about school places were particularly highlighted and two families 

proceeded to tribunal when a face to face discussion may have helped.  Information 

leading up to diagnosis and immediately following diagnosis was said to be 

particularly difficult to find as was information around ‘transition’, college choices, 

employment and career advice.   

Parents felt that they were not sufficiently prepared for their child ‘turning 18’. They 

did not have time to prepare or to understand the legal implications.  It was felt that 

more information and preparation is needed to support this change.  Parents were 

also concerned about the availability of information for the support of siblings and 

young carers.  Information that parents often found by accident included 

incontinence services, wheelchair services, Disability Living Allowance and help with 

toileting. Incontinence services were also highlighted as ‘difficult to navigate’.  SEN 

dentists and hairdressers were also mentioned together with information on referrals.  

Two of the parents had children who were adopted and both felt that the information 

that they had been provided with prior to the adoption had been insufficient. 

 

Measuring the impact? 

There was clear evidence in the interviews that information had a significant impact 

on a parent’s experience, particularly in regards to how they felt and on how they 

behaved.  One family said that they ‘had to learn to be pushy’ and another felt that 

they were labelled as ‘being difficult’ because they disagreed with a decision. One 

family said that they were so desperate that they ‘exaggerated’ their child’s 

symptoms in order to get heard. One parent felt that they needed to ‘threaten legal 

action’ before anything was done and two other families felt that they were ‘going 

around in circles’ most of the time.  When families received good information or 

support then there was a great deal of praise and high levels of satisfaction even 

when the decisions didn’t go their way, parents appreciated that professionals had 

‘done their best’ or ‘didn’t give up’, or had taken the time to ‘explain the situation’.  

When families received the things that ‘worked well’, parents felt ‘supported’, 

‘relieved’,’ kept in the loop’, parents felt that ‘they mattered’ and they ‘felt involved’, 

this increased their levels of resilience and their trust in professionals and services . 

When they experienced some of the challenges, parents felt ‘guilt’, ‘anger’,’ 

isolation’, ’let down’, ‘farmed out’, ‘frustrated’, ‘fear’ and ‘disbelief’.  Parents also 
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mentioned feeling ‘overwhelmed’,’ unsupported’, ‘bewildered’,’ mislead’,’ 

inadequate’, ‘alone’ and ‘lost’.  This in turn leads to a lack of trust, frustration and a 

great deal of additional stress for families. 

 

What would families like? 

The top five things that families said they ‘would have liked’ are: 

  

Other things that families would have liked include: 

 

Having information prior to appointments, knowing who’s who, what they do 

and what they can expect. 

37% of parents highlighted the need for more information prior to appointments, this 

included a ‘who’s who’ and details about what each service does. One family said  

“It was great knowing about the services that my son was going to get, but I had no 

idea who these people were or how they could benefit my son”  

33% wanted more information about timescales and what they could expect from the 

appointment. 

 “I would have liked info on what CAMHS do, how long it takes and what you can 

expect and information on alternatives if they couldn’t help. Realistic expectations” 

One parent also suggested having guidelines for parents on what information 

parents need to gather ahead of the appointment and suggestions about what 

questions they should ask in preparation for a meeting.  13% of families wanted 

more information prior to a hospital visit.  It was universally acknowledged that 

appointments, meetings, treatments, operations, were particularly stressful times and 

receiving information beforehand would have made a big difference.   

• Someone to sit down with and talk 
through the process78%

• To be listened to67%

• Signposting when not eligible for a 
service, signposting in general53%

• A single point of contact or key worker50%

• Options and choices , making decisions 
together43%
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Having options and choices, being involved in the decision making 

43% of parents said that they would have liked more involvement in the decision 

making relating to their child.  Parents said that they wanted to understand the 

‘options’ and ‘choices’ available to them and to have some input into the decisions 

being made.  Also, some families felt that decisions were often made without any 

personal contact with the parent or child. 

“The transport department looked at my son as a paper exercise and suggested that 

he could use public transport, although he is unable to travel independently” 

Parents also specifically mentioned having more choice over school and college 

placements.  Parents felt that this was something that they should be able to 

influence – as they would for their non-disabled children. Parents wanted 

professionals to take into account the ‘practical’ implications for the family when 

choosing schools, devising treatment programmes or arranging transport.  Parents 

felt that they could ‘add value’ if more decisions were shared. 

 

Greater support and training for professionals 

30% of parents interviewed specifically mentioned the need for disability awareness 

training for professionals.  This included teachers, medical practitioners and job 

centre staff.  Parents felt that professionals needed this support in order to make 

more informed decisions. 

 

Timeline of what a child might need 

30% of parents interviewed said that they would have liked a ‘timeline’ of what they 

could expect in the future and advice on what they should be thinking about now to 

prepare for the future. One parent felt that a ‘flowchart’ of what is available would be 

helpful together with what your ‘rights’ are. 

“It would be great if there was someone who could just ask have you done x y and z 

and now you need to prepare for a, b and c” 

 

Parents also would have liked the following 

 A leaflet / information about going into hospital. A guide that details where to 

park, visiting hours, where to get food from, ‘who the people are’? Etc.  

 Coping strategies whilst on a waiting list, tips about what you can do to help 

your child whilst you wait. 

 Up to date and friendly website, information that is bite sized and easy to find 

(Parents commented that government and Local Authority websites were 

often really complex to follow and written in a way that is difficult to absorb 

and understand). 

 Greater focus on solutions rather than problems. 

 Greater transparency. 

 Improved process for college intake.  Similar times and dates for taster days 

and offer of places.  
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Conclusions and Recommendations 

The key themes identified in this report are themes 

that were identified in the Green Paper and are 

reflected in the ‘draft Children and Families Bill’.  For 

example: Key working approaches, involving parents 

in decision making and greater transparency about 

eligibility criteria and decision making.  

The Local Offer will help to address some of the issues highlighted and there are 

some good suggestions from parents that can easily be incorporated, however it is 

clear that a website will not be sufficient to meet the information needs of all parents 

and alternative formats will need to be considered.  It is also important that the Local 

Offer is supported by ‘real people’ who can act as a single point of contact for 

information and can listen to families and talk them through the process. 

 

Throughout the research, parents have recognised and acknowledged ‘good 

practice’ of professionals and services across all sectors.  When it works well it is 

genuinely appreciated and the factors affecting satisfaction are often ‘the little 

things’.  Some of these have been identified in the recommendations below. 

 

Recommendations for all professionals and practitioners working with 

Disabled Children and their families. 

‘Do what you say you will do’  Call families back, write letters in plain English, take 

time to explain things to parents and suggest ‘next steps’.  Where possible, discuss 

options and choices with parents before decisions are made or help them to 

understand the complexities of ‘how things work’.  Be clear about criteria and be 

honest about how long things are going to take.  Ask parents if they need assistance 

with anything and sign post to services that may be able to help, try to listen and 

acknowledge their point of view.  Attend the meetings that you are invited to or send 

a report when this is not possible. Help parents to understand ‘What you do’ and how 

your service will benefit their child.  Review your processes to ensure that 

information can be sent prior to appointments, don’t assume that parents ‘know’. 

 

Trust is a key outcome of these recommendations which will help to ‘take the fight 

out of the system’ and reduce the high cost of resolving disagreements and the 

increasing cost of providing ‘crisis’ intervention. 

 

The Local Offer provides an opportunity for services to ‘tell parents what they do’ and 

explain how their service can be accessed and who it is for.  This information will 

enable parents and young people to make informed choices about their care and will 

help professionals to signpost more effectively so that families find the information 

they need, when they need it. Engagement across all sectors will be the key to its 

success. 

 

 

 

“It is the little 

things that help” 


