
 

The National Network of Parent Carer Forums (NNPCF) oversee the work of all the Parent Forums 

in the country.  They gather information on services and experiences from Forums to collate and 

provide reports for the Department of Education on behalf of parents and carers, and 

representative us all. 

 

NNPCF Covid 19 Update 24 April 2020 
This continues to be a difficult time for everyone and especially families of children and young 

people with SEND.  

Parent carer forums have responded in a calm and purposeful way and many are doing remarkable 

work to support their communities connected and to help services respond in a more effective way. 

You have been listening to the experiences of families in your areas 
and sharing them with us. 

Local parent carer forums have done a great job in listening to their local communities and sharing 

their issues, concerns and examples of good practice with the NNPCF. Our regional steering group 

members have been contacted by tens of forums and been told what is happening on the ground 

and how local areas are responding. Through e-mails, phone calls and the NNPCF closed facebook 

group, you have continued to keep communication channels with the region and national 

organisations open. In addition, we are in the process of organising virtual regional meetings to 

further enable this communication – some regions have already held them. 

 

We have heard some clear messages. National government and the 
NHS have responded to some of these issues. 

Through this communication we have heard some really clear messages that we and other groups in 

the SEND sector have passed on to the government and the NHS. For example: 

• You told us of concerns that some health practices were considering de-
prioritising care for patients with learning disabilities and autism with 
COVID 19. As a result, guidelines from NICE were clarified and NHS 
England is following up any cases where they have heard this is 
happening. 

• We heard that the restrictions on going outside were causing real 
difficulties for some families. The Department for Health and Social Care 
responded by adding explicit provisos for people with autism and 
learning disabilities to the guidance. 

• You reported cases where parents were told they could not accompany a 
young person in hospital. Guidance around visitors in these 
circumstances was changed to accommodate this where appropriate. 



• We heard that risk assessments by schools were prioritising the risks to 
the school rather than the risk to the children. The new risk assessment 
guidance from the Department for Education makes clear that the family 
and young person must be the focus. 
 

The work of parent carer forums is being recognised and valued by 
the government and the NHS. 

Based on your feedback, the knowledge and expertise of parent carer forums is being actively 

sought. For example, the NNPCF has been invited to join the following Covid 19 groups and boards: 

• DfE SEND communication group] 

• DfE Vulnerable children board 

• DfE weekly SEND situation report meeting 

• NHSE Learning Disability and Autism group 

• NHSE Children and Young People’s stakeholder council 

• And, weekly calls with Contact and the Council for Disabled Children. 
 

We are continuing to share your key messages at these groups. 

 

However, there are still many issues for children and young people 
with SEND. 

For example: 

• There are several definitions of the word “vulnerable” (e.g. socially, 
educationally, medically) and this is causing confusion amongst services 
and families.  

• We are hearing that many schools are not open to children with SEND 
(e.g. some are closed, some are saying they are only open to key workers, 
some don’t have the right PPE for vital personal care). We are asking that 
the DfE follows up on these cases. 

• Some areas are telling us that community health services are being scaled 
back and children are not receiving the services they need as staff are 
pulled into Covid 19 response work. We have escalated this to NHS 
England and they are looking at issuing clearer guidance. 

• Local areas are not co-ordinating their efforts – for example special 
schools are shutting at the same time as respite services are closing 
leaving families in a desperate situation. 

 

 



We continue to make five key recommendations 

1. Communication from all agencies must be timely and easy to understand. 
There have been several examples where guidance has been issued long 
after an issue has emerged (for example on school risk assessments) 

2. We want services to work in a joined-up way at a local and national level. 
For example, guidance from the DfE must align with guidance from the 
NHS and the DHSC. At a local level services must be co-ordinated to 
minimise and manage the risk to families. 

3. We need greater clarity from government on “where the buck stops.” 
Who is responsible for making the decisions about a child, young person 
and their family? Is it the parent-carer, the school, the local authority or 
the regional schools’ commissioner?  

4. When considering responses to Covid 19, everyone must remember the 
requirement of the Equalities Act to make reasonable adjustments for 
our children. 
 

 

 


