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Evidence to inform the Commons Select Committee Special 
Educational Needs and Disability (SEND) Inquiry 
 
The National Network of Parent Carer Forums (NNPCF) welcomes the opportunity to submit 
evidence to inform this inquiry. During the passage of the Children and Families Act through 
Parliament, the NNPCF was, with others, instrumental in having the legislation for the Parent 
Carers Voice strengthened and outcomes for children and young people with SEND 
improved. 

1 Who we are 
 
1.1 The National Network of Parent Carer Forums (NNPCF) is the independent national voice 
of parent carer forums. 
 
Our mission is to deliver better outcomes for families living with special educational needs 
and disabilities (SEND). We aim to: 

 
 create a culture of participation and co-production across the education, health, 

social care and the voluntary sectors. This means that we are involved in all aspects of 
designing, commissioning, delivering and reviewing services as an equal partner. 

 empower our members to ensure that their voices are heard at a local, regional and 
national level 

 inspire our partners by sharing good practice and knowledge. 
 

Our vision is a for the best possible opportunities and futures for all children and young 
people with SEND and their families 
 
 
1.2 The National Network of Parent Carer Forums 
(NNPCF) was launched in 2011, and is funded by central 
government. We became a formally constituted Group in 
November 2013. The NNPCF membership is made up of 
Parent Carer Forums of which there is one in almost every 
local authority area in England. Each Parent Carer Forum 
in receipt of the Department of Education participation 
grant is a member of the NNPCF. The structure of NNPCF 
is shown here: 
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Parent Carer Forums are pan disability. This means each Parent Carer Forum includes Parent 
Carers from a range of backgrounds with a wide range of experiences in Health, Education 
and Social Care as their children have a wide range of conditions. We currently have over 
85,000 members. 
 
1.3 The NNPCF is a representative organisation, it consists of up to 152 local parent carer 
forums at any time across England. Each of the 9 geographical local authority regions is 
collectively represented within the NNPCF Steering Group. This means that each region has a 
parent carer forum representative whom has been appointed to represent their regional and 
local interests at the national level to empower and enable strategic parent carer 
participation. 
 

2 Our Approach to this Inquiry 
 
2.1 As a membership organisation, the NNPCF Steering Group have based this report on a 
wide range of sources including: 

 Feedback from Forums at Regional cluster meetings (our steering group attended 
over 50 regional meetings each year listening to parent carers) 

 Our annual conference (attended by over 200 parent carers representing over 90 
local authority areas) 

 Regular surveys of our membership 
 Feedback on our social media platforms 
 Parent Carer Forums (PCF) SEND Implementation survey responses from across our 

regions. 
 Key issues identified through the Regional Peer Review Networks 
 Our State of the Nation report 
 SEND Local Area Inspections letters  

 

3 Parent Carers Matter – The Wider Context 
 
3.1 The NNPCF would ask that when considering the responses to this inquiry, the Education 
Committee seeks to understand and address not only the challenges faced by children and 
young people with special educational needs and disabilities but also the often significant 
additional caring responsibilities that families face on a daily basis including worries about 
SEN provision and schools. 
 
3.2 Parent Carers have told the NNPCF that: 
 “I would like to highlight that the effects of caring on Parent Carers seem to be 
underestimated or not recognised by all professionals. I would like to raise awareness that the 
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demands of caring for a disabled child can cause emotional, social and physical problems for 
the carer. I would like this inquiry to help all professionals who work with our children and 
families to understand the needs of Parent Carers better and ensure they get the support and 
help they need.” 
 
Parent Carers often have to deal with the reluctance of some groups and organisations 
including schools/academies to include children with special educational needs and 
disabilities as well as negative attitudes from other parents or staff. 
 
3.3 Research shows that positive interventions and inclusive/supportive SEND provision can 
often be clouded by the many difficulties faced by families caring for a child with SEND. 
 
3.4 Whilst the Children and Families Act seek to address these issues at a local level, Parent 
Carers Forums have told us that the user experience can differ within their Local Authority 
and across local authorities and areas. Parents want ‘choice and control’; they want 
‘ordinary’ lives. 
 

4. Our Key Issues 
 
4.1 The impact of tightened local resources 
 
In the last few months, we have seen an increase in concerns from forums that their local 
areas are struggling to deliver the legal requirements of the Children and Families Act with 
limited resources. There is an increase in demand for SEND services which are “stretching 
and reaching” to cover the birth to 25 age range across Education, Health and Social Care at a 
time when local authority finances and schools’ budgets are under ever increasing pressure. 
The failure of many areas to make sufficient progress with joint commissioning and changes 
to the schools funding formula have not helped this situation. What resources are available 
are not necessarily being deployed in the most effective ways and lack of ring-fencing means 
that funds are not always used for the purpose for which they are given. 
 
Forums have also shared the impact on the local workforces. Re-organisations, interim 
strategic leaders, temporary staff, and frequent changes in personnel have meant that 
continuity and morale of practitioners is often poor. Embedding the cultural changes 
required by the Children and Families Act against this backdrop is challenging. 
 

4.2 Education health and care plans 
 
The quality of plans is a key focus. Where families have good quality EHCPs they report that 
these do make a difference to achieving their outcomes. However, too many forums report 
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that parents have concerns that the quality of their child's EHCP has been compromised to 
meet the conversion deadline of March 2018.  Parents report a lack of engagement from EPs, 
Health Providers and Social Care with assessment reports that are 'out of date', not produced 
within specified timeframes or not written in a person centred/outcome focussed way. They 
report that Local Authorities are also struggling with ongoing requirements to monitor 
outcomes and review plans.  
 
When the process is being led by schools there is a concern that not enough focus or energy 
is put into the child and family input. Ownership of plans still feels like it is with the education 
setting rather than with the child and family.  Some forums report that mainstream 
schools/academies are less willing to take children/young people with EHCPs and this is 
leading to a move towards specialist or out of borough placements. 
 
One parent carer told us: 
 
“Full comprehensive training for all staff within the SEN Team [is needed] so that they know 
what they are doing and can embrace the culture change that the new legislation had hoped 
for. Stop thinking in terms of budgets and how many plans still need to be completed and look 
first and foremost at the children and young people’s needs and how to help overcome them” 
 

4.3 Preparing for Adulthood 
 
The vision of the Children and Families Act was for children and a young person with SEND is 
for them to have the same opportunities as their non-disabled peers, to live fulfilling lives and 
to reach their potential.   
 
Sadly, forums report many concerns with the transition to adult services, common themes 
include: 

 FE settings do not always understand the EHCP process or the need for that provision 
to be in place in a timely fashion 

 Joint working between children and adults social care remains an issue, few forums 
report an effective transition team being in place in the Local Authority.  

 Transport policies for post 16 education are not in line with the requirements of the 
Children and Families Act. 

 
There is a real lack of provision for young people aged 16-25 with SEND as they approach the 
end of their time in education. Parent Carers often describe this as “the cliff edge”. It is an 
extremely worrying time for families when essential services are just not available: 

 Employment opportunities can be sparse, are often of poor quality and with limited 
choice or opportunities. Families report that the information and support for 
pathways into employment is confusing. 
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 Independent living and other housing placements and options are often limited with 
some families reporting that they have been advised that as their young person’s 
needs are being met at home, they are not eligible to live independently 

 
Often, what is available is poorly signposted. Families are unable to see how the services and 
provision available will deliver the best possible outcomes for their young people.  
 
Part time education provision for their young person (often only 3 days a week) is a major 
concern. Families report that frequently that there is no or inadequate provision on offer for 
the other days. For some families this can result in parents having to stop or reduce paid 
employment. 
 
Some forums have reported “blanket” policies which see Local Authorities proposing to cease 
EHCPs at 16, 18 or 19 years irrespective of whether the young person has achieved the 
educational outcomes set out in the plan. 
 
Families are often thought to be behaving “unreasonably” when insisting their young 
person’s right to remain in education post 19. In the absence of a meaningful alternative, 
families will fight for their child’s rights. 
 
 

4.4 SEN support  
 
Forums are reporting that inclusion in mainstream schools is becoming more challenging for 
families with a marked drift towards specialist education for children and young people with 
SEND. They report that reasonable adjustments to enable a young person with SEND are not 
always made in schools meaning a child is removed not just from an education setting but 
also from the heart of a local community.  
 
We have heard reports of schools telling parents that they can no longer meet the needs of 
their child or that they do not have the funding to do so. Other parents have been told at 
open evenings that their child’s needs cannot be met and are therefore actively discouraged 
from applying. Forums also report that some schools are encouraging CYP to apply for EHCPs 
seeing this as the means to secure the resources and provision they need. 
 
Forums have noted a number of potential drivers for this: 
 

 Schools and colleges are under ever increasing pressures financially. With a lack of 
transparency about notional SEND budgets, there is a perception that children with 
SEND cost too much. 

 The focus on academic attainment through published data and the inspection regime 
means that children with SEND can impact a school’s performance 
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 Some parents report that the culture of some schools is not inclusive. There are 
examples of good practice in almost all areas - parents know which local schools and 
head teachers are supportive of SEND (the ones that “get it”). These schools often 
become oversubscribed becoming “SEND magnets” as families with children with 
SEND gravitate towards them 

 
We believe that adopting a whole school philosophy, a graduated approach, transparency of 
how notional SEND budgets are used, high quality information advice and support for families 
and statutory compliant SEN Information reports are the keys to addressing this.  
 
One parent said:  
 
“It is very difficult to see how the LA can ensure that the provisions/resources for the children 
and young people are actually being enforced within the schools when they leave no authority 
there! They can only advise the school, which seems an impossible task for the LA when they 
are duty bound to ensure provision is provided. How can that possibility work if the school 
does not comply?” 
 

4.5 Exclusions 
 
The NNPCF are concerned that the recent increase in Exclusions including “unofficial” 
exclusion practices are a direct result of funding pressures.  The NNPCF has recently 
submitted a response to the DfE’s call for evidence on Exclusions. We have recently 
conducted a survey of PCFs on the subject of exclusions, the key findings of which were: 

 95% of PCFs who responded were aware of children and young people (CYP) with 
SEND in their Local Authority (LA) that have been excluded from school or placed on 
reduced timetables because of their needs.  This includes pre-school children.   

 PCFs are overwhelmingly saying this is an issue for CYP with ASD and ADHD. There is 
very little mention of other SEND areas. 

 Our membership has identified more of an issue with academies than with LA 
maintained schools.  

 The issue is across all age ranges and sadly, even in special schools (55% of forums 
reported an issue in special schools as well).  

 
These are our children and they are being failed by the current system. 
 
 

4.6 Engagement with Health 
 
Parent carer forums across our 9 regions report widely varying levels of individual 
engagement with families from Clinical Commissioning Groups and providers. Often families 
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report that staff remain very provision focused (medical model), rather than outcome 
focused (social model). 
 
Strategic co-production-Parent carer forums still report that engagement is patchy with some 
areas still not working with forums and health services remaining detached from the SEND 
agenda.  Whilst we have seen great improvement with some Health agencies since 
introduction of LA SEND inspection framework, there is still a lack of meaningful progress 
around joint commissioning. 
 
There are several significant NHS England change programmes under way. All of the following 
have a major impact upon the SEND agenda:  
 Transforming care 
 Integrated Personal Commissioning (IPC) 
 Review of specialised commissioning 
 Sustainability and Transformation Plans (STPs) 
 
Forums report that co-production across these programmes is inconsistent and very often 
children and especially children and young people with SEND do not feature highly in their 
priorities. 
 
4.7 Inspections and tribunals 
 
The NNPCF would like to see the SEND Local Area inspections extended beyond the current 
5-year period. These inspections highlight both good practice and the challenges that Local 
Authorities and their partners face in difficult and uncertain times. 
 
The Local area SEND inspections: one year on report found the working relationships with 
parent carer forums to be a key strength but parental dissatisfaction as a main weakness in 
local areas asked to provide a Written Statement of Action. 
 
The NNPCF also welcome the new single route of redress national trial with empowers SEND 
tribunals to make non-binding recommendations on health and social care services. The 
ability to legally review joint working plays an essential part in encouraging and enforcing the 
requirement to implement joint working arrangements across education, health and social 
care. 
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Contact Details: 
Kay Moore – NNPCF Steering Group Member, London Region 

Email: consultation@nnpcf.org.uk 

Web: www.nnpcf.org.uk 
Address: Contact, 209-211 City Road, London EC1V 1JN 


