
 
 
Will Quince MP 
Parliamentary Under Secretary of State (Minister for Children and Families) 
Department of Education 
20 Great Smith Street 
London  
SW1P 3BT 

April 2022 

Dear Mr Quince, 

Re: Supporting children and young people with Spinal Muscular Atrophy at school 

We are writing to you as we have heard repeated concerns about children and young people 

with Spinal Muscular Atrophy who are not having their medical needs met in schools. As a 

result, they are either put at risk due to the lack of appropriate support and care, or they are 

refused admission as the school can’t provide the required support.  

Spinal Muscular Atrophy (SMA) is a rare, genetic neuromuscular condition causing 

progressive muscle wasting (atrophy) and weakness leading to loss of movement. This may 

affect crawling and walking ability, arm, hand, head and neck movement, breathing and 

swallowing. There are different types of SMA and a wide spectrum of how severely children 

and adults are affected. SMA does not affect a person’s cognition; it is not a learning disability.  

There is no cure for SMA, but over the last five years in the UK two new treatments (nusinersen 
and risdiplam) have been gradually introduced for children and a further one (zolgensma) for 
children who have the most severe SMA, Type 1 – now some 40 born each year in the UK. 
However, until treatment is delivered pre-symptomatically via newborn screening, many of 
these children will live with complex medical challenges.  At the same time, they are proving 
to be more than capable of learning, doing well academically and socialising with their peers. 

All children with SMA should have the opportunity to be included in a mainstream classroom 

to meet their learning and social needs. 

Due to the complex nature of SMA, some families, particularly those whose children are at the 

more severe end of the spectrum, are being refused admission for their child only because 

the school claims to be unable to meet their medical needs. Others have a place in school, 

but their child is not able to access the entire curriculum. This may be due to mobility or moving 

and handling issues. It may also be due to an inability to identify the appropriate 1:1 support 

needed for any of the children whose SMA means that they need to use specialist medical 

equipment during the day. This requires the presence of a fully trained specialist healthcare 

professional.  

We appreciate the Department of Education has made some progress in addressing similar 

issues in their latest report ‘supporting pupils at school with medical conditions’. The document 

identified key aspects as to how health, social care and education can work together to meet 

the needs of children in education with complex needs, but it lacks sufficient detail to ensure 

those with SMA are adequately supported. In some areas, it may also lead to further 

confusion, such as around funding responsibilities with one section stating clinical support in 

school for children with long term conditions and disabilities remains a CCG responsibility but 

then another part suggesting CCGs and the DfE can be flexible in how they work together.  

https://smauk.org.uk/nusinersen
https://smauk.org.uk/risdiplam
https://smauk.org.uk/zolgensma
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/803956/supporting-pupils-at-school-with-medical-conditions.pdf


 
These different funding streams often already lead to variability in support.  Children who have 

spent time in intensive care usually have access to Continuing Healthcare funding. These 

children are eligible for a qualified nurse to accompany them to school as their 1:1 medical 

support. In these cases, the DfE does not have to meet the medical needs of the child as they 

are met by the CCG or, moving forward, the ICS. In these circumstances the family and the 

school can be assured that the child is in the safe hands of a qualified medical practitioner 

who receives regular training and who is competent and confident when using equipment 

required for complex care.  

In contrast,  we hear from families whose children have social care funding on a direct payment 

scheme, are not eligible for CHC nurse support in school. The school is therefore responsible 

for employing and, with the support of external agencies, training 1:1 support staff for these 

children. Teaching Assistants are being trained to use equipment that even many paediatric 

nurses in local hospitals are not trained to use due to the specialist skills and knowledge 

needed.  TAs are expected to use this equipment in emergency situations when they are not 

practising with any regularity.  

To illustrate the point further, in some cases, nurses working in the child’s home are not 

permitted to work with the child without a trained parent or carer, expert in the maintenance of 

the condition and in the individual needs of their child, in the building.  Carers or TAs  working 

at school do not have this safety net.  

To conclude,  we consider safe and appropriate support for children living with SMA who need 

to use specialist equipment during the day can only be achieved if  it is  1:1 from a nurse or a 

healthcare assistant funded through a NHS healthcare budget. This is the only way clinical 

competency and so the safety of these vulnerable children, can be assured. We would 

appreciate the opportunity to meet to discuss our concerns further and to identify steps to 

improve support for children and young people with SMA in schools. Please contact our 

colleague Michaela Regan at m.regan@musculardystrophyuk.org to organise a mutually 

convenient time. 

Kind regards, 

 

 
Catherine Woodhead  
Chief Executive Officer 
Muscular Dystrophy UK 

 
       Angela Smith-Morgan 
       Chief Executive Officer 
       SMA UK 

 
      Marni Smyth 
      Trustee 
      TreatSMA 
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