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Executive 
Summary
Background
Educational Health and Care Plans (EHCP) 
were introduced as part of the Children and 
Families Act1, 2014, replacing Statements of 
Special Educational Needs previously in place 
since 1981.  The Children and Families Act 
placed duties on the local authorities to secure 
special educational provision, health and care 
in accordance with the needs identified in 
children’s EHCPs. 

It extended provision from birth to 25 years to 
be co-ordinated across education, health and 
social care. As part of the process, children’s 
needs are identified and assessed, with a plan 
drawn up to ensure they can access education 
and their health and social care needs can be 
met. As a legal document the EHCP is reviewed 
annually, updated as children’s needs change 
and outcomes are met. 

The Special Education Needs and Disability 
(SEND) system has not been without its 
problems and by 2019 the government had 
announced a major review2 into the support 
for children and young people with special 
educational needs and disabilities. For the 
purpose of this report disability is defined, as 
per the Equality Act 2010, as a physical or 
mental impairment that has substantial and 
long term negative effect on your ability to do 
normal daily activities3. The SEND green paper 
published in 20224 referred to the challenges 
of a vicious cycle of late intervention, low 
confidence and inefficient resource allocation to 
deliver change for children and families. 

Our own research at the Disabled Children’s 
Partnership (DCP)5 found that just 1 in 4 
disabled young people feel that they have the 
right amount of support from education, health 
and social care, so that they can spend time 
with their parents and/or siblings doing the 
things they enjoy as a family. Parents are faced 
with a complex, bureaucratic and adversarial 
system. Children face long delays waiting for 
their needs to be assessed and support to be 
put in place. Just half of all EHCPs in England 
are processed within the twenty week statutory 
timescale6. Parents attending mediation 
doubled between 2022 and 202357 and SEND 
tribunals increased by 55% during the same 
period. 

Consecutive governments have acknowledged 
the SEND system is in crisis and in need of 
reform8,9. In January 2025, the Public Accounts 
Committee called the system unviable and will 
result in a lost generation of children without 
reform10.  A key focus of debates around reform 
focus on the rising number (140% increase) 
of EHCPs since they were introduced and its 
impact on stretched local authority budgets6. 

Therefore, in May 2025, the DCP undertook a 
series of focus groups with parent carers of 
disabled children and young people with EHCPs, 
to investigate their experience of securing an 
EHCP, the impact of the EHCP on their child, 
their achievements and their thoughts on how 
the system could be improved. The DCP is a 
coalition of 130 organisations that campaign for 
improved support across education, health and 
social care for disabled children, young people 
and their families11. 
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Methodology
Thirty parent carers of disabled children and 
young people took part in six online focus 
groups. Their disabled children attended 
a variety of settings, such as early years, 
special schools, mainstream primary schools, 
mainstream secondary schools and post-
16 provision. Parents who had children not 
educated at school (EOTAS), or had no school 
place, had been off-rolled or could not attend 
school also took part in a focus group. 

The focus group gathered parents’ experiences 
of obtaining and having an EHCP and their 
views on how their child’s needs were identified, 
the impact of the plan and what changes would 
be needed in a new system.

Findings 
Parents attending the focus groups had mixed 
experiences of the EHCP process and the 
impact of the EHCP plans for their children. 
Even those currently with good quality EHCPs 
in place and their children receiving appropriate 
support, described themselves as lucky or 
fortunate and this position was often after 
challenging decisions at the education tribunal 
or a battle to secure the correct level of support. 

There was strong evidence that without EHCPs 
or individualised multi-agency plans there would 
be a cohort of disabled children who would not 
be able to attend education.  Parents felt that 
EHCPs are the only vehicle that enable the co-
ordination of agencies across health, education 
and social care so that disabled children can 
take part in education. It allows children to feel 
safe and confident, knowing that their complex 
health or medical needs, neurodiversity or 
sensory impairments are understood and can 
be supported; 

“
He just physically wouldn’t 
have been able to be in a 

school because of the amount 
of medication that he needs to 
take, and one of his conditions 
is adrenal insufficiency. So he 
needs to have someone with eyes 
on him at all times. He physically 
wouldn’t have survived in school 
without that document”.
Parent of a child with complex health 
needs attending primary school

Constructive partnerships between parents and 
professionals facilitated positive experiences. 
Parents were included effectively in the 
process and treated as experts in their disabled 
child’s needs. There was also evidence of key 
professionals at their provision or when out of 
education advocating for the child’s needs on 
behalf of children and their families.

“
The Headteacher just said. 
We will make this work 

and she has. We’ve worked out 
between ourselves, me and the 
Head with the Respiratory Nurse 
and I think everyone respects it 
because you can’t deny that it’s 
not amazing and it’s allowing him 
to be the child that he should be 
and live the life he should have”.
Parent of a child with complex health 
needs at mainstream school

There was strong evidence that when the 
contents of the EHCP were respected, the 
impact on the disabled child’s outcomes were 
unequivocally positive, with some parents 
describing this as life-changing.
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“
What an EHCP does is it 
allows a young person to 

have the time to do what they 
need to do in terms of gaining 
the qualifications they need or 
the support that they need in 
a less time pressured way”.
Parent of a child with neurodivergence 
in a mainstream secondary school

“
Before the EHCP, my child 
had stopped signing (deaf/

blind in mainstream), asking 
for help, had no confidence, he 
had completely regressed even 
toileting. The special school’s 
expertise has undone all that 
trauma. He is now confident, asks 
for help, signs and has friends”. 
Parent of a child that had to transition 
from mainstream primary to a special 
school that required an EHCPl.

The timeliness of the EHCP and appropriate 
support was highlighted by parents in particular 
to enable positive outcomes for disabled young 
people. Delays in support, produced poor 
outcomes and required more intensive support 
than would have been needed if in place sooner. 

“
The EHCP eventually gave 
the right school rather than 

be at home and it was initially 
ok. There was specialist support 
for autism and every reasonable 
adjustment and a reintegration 
worker. So they really tried but it 
was no use and the problem was 
it was all happening too far down 
the line. Her needs hadn’t been 
recognised, so all the trauma had 
built up and so it just didn’t work”. 
Parent of a disabled child without a 
school place. 

Parents wanted future reforms to include 
more transparency and accountability in the 
SEND system. A fully resourced and trained 
workforce is needed so that education staff can 
understand and meet disabled children’s needs 
more consistently. Parents also stressed the 
need to move away from the adversarial system 
and negative rhetoric around SEND children, 
due to its impact on their self-perception and 
confidence. 

“
It’s the system that is the 
problem, not the children. 

In reports and professionals 
speaking, we need less of 
what mum wants and more 
what the child needs is…”.

“
We need better training 
for SENCOs, definitely 

so they understand the needs 
of the children in their school 
better and they understand 
how their education should be 
delivered and supported”.
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Conclusion
It was common for parents to describe 
challenges within the current EHCP process, 
that compromised the outcomes for their 
disabled children, specifically:

	■ fragmented support or lack of support for 
their children

	■ an adversarial system to navigate 

	■ needs not properly understood 

	■ EHCPs that are not respected or of good 
quality

However, there was strong consensus that 
EHCPs are essential so that children with 
complex health needs, multiple disabilities or 
chronic conditions could have an education, 
feeling safe, confident and supported when 
doing so. An EHCP is crucial so that support 
can be understood, recognised and accepted 
as disabled children progress through their 
education. 

Constructive partnerships between parents and 
professionals produce positive outcomes when 
parents’ expertise is valued within the process. 
Parents’ with good quality EHCPs that are 
respected and delivered correctly by services, 
describe tangible positive outcomes for their 
children. However, needs have to be understood 
and appropriate support should be in place 
without delay. Late delivery of assessments, 
co-ordination and delivery of support listed in 
individualised plans risk poor experiences for 
children and reduced chance of successful 
interventions. More complex, resource intensive, 
interventions can result from delayed support 
for disabled children.

Parents also want the rhetoric around any 
reforms or from staff delivering support to 
disabled children to be less stigmatising. 
Harmful narratives around disabled children’s 
needs being excessive have to be avoided. 
Parents want reforms to create a transparent 
system. Organisations assessing, co-ordinating 
and providing support for disabled children 
should have clear routes of redress, so that they 
can be held accountable. Contents of EHCPs 
need to be respected so that outcomes are 
positive and confident disabled children can lead 
happy and productive lives. 

“
Improve what’s there 
and it could blossom”. 

Recommendations
The government is currently developing 
proposals to reform the SEND system in 
England. We hope this report will feed into that 
debate, by demonstrating the vital role that 
individual plans play for some children. Any 
reformed system must retain individual plans for 
those children and young people whose needs 
cannot be – or are not – met through universal 
or targeted support. The DCP will be publishing 
a more detailed report on our vision for SEND 
reform shortly. 
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Detailed  
Findings 
The Disabled Children’s Partnership undertook 
six online focus groups in May 2025 with 
parents of disabled children who had Education 
Health and Care Plans. Focus Groups were 
organised by settings and included:

	■ Early years

	■ Mainstream Primary 

	■ Mainstream Secondary

	■ Post-16 

	■ 16-25 years

	■ Education other than at home, off-rolled or 
no school place

Focus Groups addressed three key areas 
regarding EHCPs and findings are reported 
below by those key areas:

	■ Identifying Need

	■ Impact of the EHCP

	■ Systemic changes needed	

Demographics
Thirty parents of disabled children and young 
people took part in six focus groups. 75% of 
parents were white, 10% Asian, 10% other 
ethnicity and 3% were black. All regions of 
England were represented: 20% parents were 
from Yorkshire & the Humber, 18% from London 
and 15% from the South East. Parents from rest 
of the regions were a combined total of 43%. 3% 
of parent did not disclose the region they lived in. 

Parents reported on average that their disabled 
children had five disabilities. The types of 
disability reported are listed below:

	■ Neurodiversity 	 50%

	■ Speech, Language and  
Communication Needs 	 45%

	■ Complex Health Needs 	  42%

	■ Social, Emotional and Mental Health	 37%

	■ Learning Disability 	 32%

	■ Physical Disability	 18%

	■ Genetic Disorder	 15%

	■ Rare Disease	 13%

	■ Life Limiting Condition	 8%

	■ Hearing impairment	 5%

	■ Visual impairment	 5%
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Identifying Need
The SEND Code of Practice12 requires all schools 
to be able to identify and respond to special 
educational needs. This approach should 
ensure that needs are identified at the earliest 
opportunity and interventions put in place sooner, 
leading to better long-term outcomes for children.  

If an EHCP may be required, schools, a young 
person (16-25 years) or parents can request 
that the local authority undertake a needs 
assessment. The local authority has 6 weeks to 
consider if an assessment is required and if this 
is granted, an assessment takes place in order 
to understand the child’s needs sufficiently and 
develop a plan to support the child. 

Three types of experiences were apparent 
when parents discussed how the needs of their 
children were identified. 

1. 	 Parents who had children with complex 
health needs from birth and were supported 
well through early years provision to get an 
EHCP in place. 

2. 	 Parents with complex health needs children 
from birth with support from professionals 
and clear need but support denied by the 
local authority. 

3. 	 Parents with children who had needs 
identified later – in early years, primary or 
secondary school. 

A group of parents with disabled children 
that had complex needs identified at birth or 
soon after (usually within the first year of life), 
reported evidence from health professionals 
involved in their care was accepted swiftly by 
their local authorities. 

“ 
By the time the assessment 
came, we already had all 

the reports from hospital so, it 
was just a case of having the 
legal backing going forward”.
Parent of child in mainstream  
primary school 

However, a group of parents with children 
with the same high level of need, expressed 
their shock at their local authority denying 
support for their children. Examples included 
children with tracheostomies, feeding tubes, 
stomas or those relying on specialistic medical 
equipment or devices. Children with chronic 
life-threatening conditions that change rapidly 
and need constant monitoring were also 
denied appropriate support to attend nursery or 
education. 

“
They turned her down for an 
assessment, firstly saying 

she shouldn’t be at school she 
should be in a hospital school”.
Parent of child in mainstream  
secondary school

It was more likely for parents who had children 
with needs that emerged as they developed 
or disabilities acquired later in childhood, to 
experience barriers when trying to access 
support. It was not unusual for a parents’ 
understanding of their child’s needs to be 
dismissed by professionals and therefore 
parents themselves had to navigate the process 
to identify needs. This usually involved paying 
for private reports themselves, although not all 
local authorities recognised private reports. 

“
It was really clear from the 
red book (personal child 

health record) that the twins were 
missing key milestones but the 
GP just said that’s usual with 
twins. And it took quite a few 
visits, so I was completely on 
my own applying for an EHCP”. 
Child in mainstream primary school 
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“
We had to do it all ourselves 
and that led to relationship 

breakdowns and I can’t work, 
It’s so adversarial. I had to 
understand the law myself and 
find tutors myself. I had to get 
private reports myself. They’ve 
now been out of school for five 
years and its five years fighting”. 
Child not in education 

There were tensions reported between local 
authorities and parents in terms of aspirations 
for their children. This was discussed from two 
perspectives: firstly, from parents who faced 
professionals that suggested their children 
should go to a special school due to a medical 
need as opposed to an education need and 
secondly parents who faced professionals who 
denied their disabled children should attend 
special schools. 

“
She (local authority case-
worker) said, so I’m thinking 

it’s going to be a special school 
route. And I just looked and I said 
what makes you say that? I said he 
is meeting all his milestones. She 
just saw his equipment or read 
about his medical history before 
she met him and so I thought, right 
I’m going to have to fight this”.
Child in mainstream primary school 

“
My son is brain damaged 
and it was obvious he would 

need an EHCP. He can’t walk and 
can’t speak so we thought it would 
be straight forward, no debate. But 
no it took 18 months of people not 
accepting reports, reports with the 
wrong name on. It was crazy there 
shouldn’t have been any debate.”
Child in special school

Parents also highlighted the role that charities 
played in undertaking assessments and 
helping them understand how to best support 
their children. Parents felt the specialism that 
charities had, meant that assessments were 
more thorough than local authorities. Charities 
observed children both in education and at 
home to ensure there was a comprehensive 
understanding of what support they needed. 

Good partnership between professionals and 
parents played an essential role in supporting 
parents through the process and contributed to 
positive outcomes for disabled children. Early 
years setting played a key role in identifying 
needs and working in conjunction with parents 
to get the right support in place. 

“
We were lucky that the 
people who were meant 

to do their job did it, so the 
reports about what we needed 
were there. We were invited to 
observe our daughter in the 
nursery and we could see what 
they were saying she needed, 
she needed. They wrote to us to 
ask our opinions on her needs”.
Child in Nursery / Early Years
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“
We were totally led by 
nursery, they held our 

hand and helped us through it”.
Child in Nursery / Early Years

“
The nursery was useful 
and got the ball rolling and 

very equipped at sorting it and 
she was ready for primary by the 
time the EHCP came through”.
Child in mainstream primary school

“
The headteacher just said, 
‘We will make this work’ 

and she has. We’ve worked out 
between ourselves, me and the 
head with the respiratory nurse 
and I think everyone respects it 
because you can’t deny that it’s 
not amazing and it’s allowing him 
to be the child that he should be 
and live the life he should have”.
Child in mainstream primary school

However, it was common for parents, even 
those with comprehensive support now in 
place, to report being denied assessments and 
support. There were lengthy delays between 
identifying need and support being in place. For 
many taking part in the focus groups, mediation 
and tribunal were the only route to ensure 
appropriate support was in place. Delays meant 
that needs escalated, along with the type of 
support needed.

“
Support from school 
was just too late, my 

daughter ended up out of school 
for five years, with PTSD and 
anxiety. EOTAS was eventually 
agreed by the local authority”.
Child receiving education other than at 
school 

“
In year four the barriers 
to attending because his 

physical disability and the lack 
of support over the next two 
years were the worst we had and 
he left primary with the worst 
mental health that he’d ever had 
due to how it had been dealt 
with. It was another 18 months 
before the EHCP was in place”. 

Child at mainstream secondary school

“
The EHCP eventually gave 
the right school rather than 

be at home and it was initially 
ok. There was specialist support 
for autism and every reasonable 
adjustment and a reintegration 
worker. So they really tried but it 
was no use. The problem was it 
was all happening too far down 
the line. Her needs hadn’t been 
recognised, so all the trauma had 
built up and so it just didn’t work”. 
Child at education other than at school 

“
Our caseworkers constantly 
assessed on what is 

available not on what she needs”.
Child at special needs school
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Impact of EHCPs
Parents described the impact of their child 
having an EHCP. For those with complex health 
needs the impact could not be understated, with 
parents emphasising that their children would 
be unable to attend education at all.  

“
He can carry it when he 
goes out to play [ventilator] 

and they can just do observations 
from afar. But you know if he’s 
choking in the dinner hall, he’s 
got to have eyes on him, and 
they’ve got to get in their suction 
and oxygen and to deal with it. 
Everyday they need to give him 
back-to-back nebulisers during 
the day and regular suctions and 
changing change his suction 
dressings. Without the ECHP he 
wouldn’t have an education”.
Child at mainstream primary school.

“
He is on a pump (feeding) 
all the time. So even 

from nursery they were saying, 
somebody needs to keep an eye 
on him at all time. He can change 
so quickly or kids could trip 
over his pump. They were “well 
kids that use the pumps aren’t 
usually mobile”, but my child is”.
Child attending mainstream secondary 
school.

“
He just physically wouldn’t 
have been able to be in a 

school because of the amount 
of medication that he needs to 
take, and one of his conditions 
is adrenal insufficiency. So he 
needs to have someone with eyes 
on him at all times. He physically 
wouldn’t have survived in school 
without that document”.
Child at special school 

An EHCP can be in place for young people up 
to the age of 25 years. Parents recognised the 
importance of the extended provision available 
for children with an EHCP. It supports children 
that may have interruptions to their education 
due to health or medical needs or an increase 
in their symptoms, sensory or mental health 
needs. It enabled children to move through 
education at a more effective pace than would 
be expected without the EHCP.

“
What an EHCP does is it 
allows a young person to 

have the time to do what they 
need to do in terms of gaining 
the qualifications they need or 
the support that they need in 
a less time pressured way”.
Child at mainstream secondary school
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“
If your child feels supported 
and trusts that support, 

then they are more willing to take 
part in activities and then you can 
open this up to learning. They’re 
more able to learn when they feel 
calmer and have confidence. Then 
they can learn and achieve”.
Child at mainstream primary school

Parents described achievements of their 
child, attributed to appropriate support and 
interventions detailed in the EHCP. 

“
My child was not 
meeting any standards 

before the EHCP and now 
he can read and write to all 
standards for his age group”. 
Child in mainstream primary.

“
The EHCP increased my 
son’s speech and language 

therapy, from six general short 
sessions per term to a couple 
of times per week with a 1:1 
speech and language therapist.  
He has gone from non-verbal to 
being able to express himself. 
Life changing for him. His future 
will be more independent rather 
than just sitting in a wheelchair 
struggling to communicate”. 

Child at special school

“
Support means somebody 
there to help, not to do it 

for him. But actually when he’s 
a child who can’t write as the 
same as other children because 
he’s fatigued because of chronic 
illness, sometimes he does 
need someone to write for him 
or to finish his sentence”. 
Child at special school	

“
The EHCP was invaluable 
for my child. Reduced 

missed learning opportunities. 
My son was able to engage fully 
with school and had excellent 
attendance as a result. My son 
was able to go on a residential 
trip without a parent which 
was a significant milestone. 
Zero hospital admissions and a 
child who was able to meet the 
expected academic standards 
for their age. My child was happy 
in primary school education and 
mental health was not impacted”.
Child at mainstream primary school 
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Parents provided examples, prior to having an 
EHCP, were their children were not meeting 
their potential or did not progress in their 
communication, physical and emotional needs 
as they should with the correct level of support. 
However, the EHCP rectified that. 

“
Before the EHCP, my child 
had stopped signing (deaf/

blind in mainstream), asking 
for help, had no confidence, he 
had completely regressed even 
toileting. The special school 
has undone all that trauma. 
He is now confident, asks for 
help, signs and has friends”. 
Child that had to transition from 
mainstream primary to a special school.

“
They got speech and 
language to come to see 

her. Then there was a 1:1 that 
stayed with her through the day. 
The EHCP was the way of making 
sure this continued as she moved 
through the different age groups”.
Child at special school

“
The EHCP opened us to 
support from an autism 

outreach team, and their 
assessment was bang on. So 
we wouldn’t have had that”. 

Child at mainstream secondary school

“
His safety was 
compromised, there was 

concussion at nursery and 
specialist involvement in the 
assessment showed his safety 
was compromised at mainstream” 
Child at special school 

“
We had had to pay for all 
the private reports and 

went through mediation for her 
to be assessed so it didn’t tell 
us anything we didn’t already 
know. I suppose she hadn’t 
had any speech and language 
assessment and the Ed Psych 
report was interesting”.
Child at special school

Parents reported the legal aspects of the EHCP 
provided reassurance about the provision of 
their child’s education as they moved through 
the education system. The legal rights it brought 
and the correct level of provision meant that the 
right support should be in place and parents felt 
their children would be safe.

“
By the time the assessment 
came, we already had all 

the reports from hospital so it 
was just a case of having the 
legal backing going forward”.

Child at mainstream primary school 
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“
It (EHCP application) 
was all done from the 

point of a legal gun. The local 
authority inputted nothing. Then 
all the support needed was 
unlocked via the EHCP. So this 
meant school with speech and 
language therapy and it was 
integrated into the classroom”.  
Child at special school 

“
I have confidence that 
my child will be safe 

now”, [once EHCP in place].
Child at special school 

“
School had said he wasn’t 
safe but local authority said 

I had to keep sending him in. He 
was constantly being knocked 
over, he couldn’t communicate 
with people, they couldn’t 
communicate with him. It was 
so traumatic for him and us”. 
Child at mainstream primary school 

There was a dominant theme about the quality 
of the plans. Parents highlighted the lack of 
quantifiable support in the plans so that they 
were ambiguous. Phrases such as “available” 
describing therapy rather than how many 
sessions and who was responsible were 
common. The value of the annual review was 
highlighted as an essential part of the process 
otherwise the EHCP could become meaningless. 

“
The plan was done in 
nursery. It just said “she 

needs to play” in all four sections 
and it stayed like that until the 
end of primary, when eventually 
someone listened to me and 
updated the plan as she was a 
completely different child”. 

Child at mainstream secondary

“
There were no health needs 
on the EHCP, this is a brain 

damaged child with complex 
health needs and comes with 
equipment and medications. 
The people writing the plan 
didn’t know her and didn’t have 
the clinical understanding to 
be inputting into the plan”. 
Child at special school 

Systemic Changes Needed
Parents used their experiences to highlight 
where changes should be made to the current 
system. Parents’ expertise and knowledge of 
their disabled child and their needs should be 
at the heart of the process. However, current 
examples illustrate parents caught up in an 
adversarial process. 

“
We don’t speak to parents 
as they are too angry and 

not constructive to the [EHCP] 
process” – parent quoting a 
local authority phone call”. 
Child at special school 
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“
I am unhappy with the lack 
of support for my child 

with consultations for post 16+ 
education. The local authority 
again does not return calls or 
respond to emails, they have to be 
chased multiple times. As a result 
my child is at risk of not securing 
a setting post-secondary”.
Child at mainstream secondary

“
It was an adversarial 
local authority and there 

was a complete breakdown in 
communication. I had to do it 
all myself and when EHCP came 
through again there was silence”. 
Child at special school 

It was felt that the negative rhetoric about 
being demanding parents wanting more than 
their fair share has to stop. Parents were aware 
of how such narratives or attitudes affected 
their children. Parents want transparency 
and accountability improved in the system 
for government, local authority and schools. 
It was felt that the detrimental impact or lack 
of support parents may encounter should be 
acknowledged by professionals.

“
A caseworker said one day, 
I’m sorry you’ve had quite a 

journey to get this in place and it 
stopped me in my tracks and I said 
“thank you, thank you, you’re the 
first person who has said that”. 

Child at mainstream primary school 

“
If it’s not available just 
say, we wasted so much 

time understanding needs and 
try to find provision that wasn’t 
there – they could have just 
said that. Eventually they did 
but it wasted so much time”. 
Child not at school 

“
Additional help around 
transitions is needed, it so 

often goes wrong. Consultation 
on preparing a child for the next 
step needs to start sooner”.
Child at secondary school 

The role of an educational social worker was 
also described as positive by parents that had 
access to one, particularly around the advocacy 
part of the role. As the parent below describes, 
the support enabled families to be supported 
when agencies failed to provide support listed in 
the EHCP. 

“
I think the roll of an 
educational social 

worker needs to be rolled out 
everywhere. We wouldn’t be 
where we are without her. She 
was an advocate for us and 
held the agencies to account”. 
Child at education other than in school
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Improvements in the SEND workforce was 
highlighted as an area that should receive 
attention. Better training for SENCOs, teachers, 
teaching assistants and local authority staff 
was a key theme of discussion with parents. It 
was stressed that this should be accompanied 
by an increase in budgets for schools and local 
authorities.  

“
We need better training 
for SENCOs definitely, 

so they understand the needs 
of the children in their school 
better and they understand 
how their education should be 
delivered and supported”.
Child in mainstream secondary school 

“
The number of SENCOs 
should be on a ratio to the 

numbers of children who have 
needs within the school. They 
don’t have capacity. We met a 
SENCO who was the head teacher 
AND a classroom teacher. It’s 
obvious that isn’t going to work”. 
Child at mainstream primary school 

“
Funding is desperately 
needed in the system in 

schools for 1:1 and for training”.
Child at special school 

The role of specialisms within the system could 
improve the quality of support for children and 
families was emphasised. Parents raised the 
issue of non-clinical staff reporting the health 
needs of disabled children in the EHCP. It was 
felt the lack of knowledge was evident in the 
quality of the plans and raised a safety concern 
about support meeting life-limiting needs. 
For children with multiple disabilities, parents 
wanted more recognition of all conditions. 
Parents gave examples of when one diagnosis 
was the focus and therefore support provided 
was productive or sufficient. 

“
Hand over the assessments 
to someone independent 

of local authority with an 
understanding of disability, has 
medical or clinical understanding”. 
Child at special school 

“
He has autism, and we were 
given the names of schools 

that supported children with 
autism but he is also blind and the 
autism diagnosis was their focus 
and not the fact he Is blind”.
Child at special school 
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Conclusion
Parents taking part in focus groups reported 
that EHCPs are essential so that children with 
complex health needs, multiple disabilities or 
chronic conditions could have an education, 
feeling safe, confident and supported when 
doing so. An EHCP is crucial so that support 
can be understood, recognised and accepted. 
The legal rights an EHCP provides gives parents 
security as their disabled children progress 
through their education. 

Although it was common for parents to describe 
challenges within the current system. Removing 
barriers that compromised outcomes for their 
disabled children should focus on:

	■ Shift the current adversarial system towards 
one that promotes constructive partnerships 
between parent and professionals

	■ Better workforce training to ensure 
professionals properly understand children’s 
need and positive strategies to support 
needs appropriately

	■ Better joined up working rather than 
fragmented support for disabled children

	■ EHCPs that are respected, of good quality 
and contain measurable interventions to 
achieve positive outcomes

Constructive partnerships between parents and 
professionals produce positive outcomes when 
parents’ expertise is valued within the process. 
Parents’ of children with good quality EHCPs 
that are respected and delivered correctly by 
services, describe tangible positive outcomes 
for their children. However, late delivery of 
assessments, co-ordination and delivery of 
support listed in individualised plans risk poor 
experiences for children and reduced chance of 
successful interventions. 

Parents also want the rhetoric around any 
reforms or from staff delivering support to 
disabled children to be less stigmatising. 
Harmful narratives around disabled children’s 
needs being excessive have to be avoided. 
Parents want reforms to create a transparent 
system. Contents of EHCPs need to be 
respected so that outcomes are positive and 
confident disabled children can lead happy and 
productive lives. 
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