
Rt Hon Nadhim Zahawi MP, Rt Hon Sajid Javid MP 

20 Great Smith Street 

Westminster 

London  

SW1P 3BT 

 

26 November 2021 

 

Dear Secretaries of State, 

Urgent clarification of how Spending Review funding will meet the health and social 

care needs of disabled children and families 

We the undersigned are writing to you as a broad group of charities that work directly with 

disabled children, young people, parent carers and siblings of disabled children. We seek 

urgent clarification about how funding streams announced at the Spending Review will tackle 

unmet need in disabled children’s health and care services, such as the ongoing delay to 

short breaks, and how the money will help disabled children and families recover from the 

stark mental and physical health impacts of the pandemic. 

The pandemic, and its associated restrictions, have had a devastating impact on disabled 

children and their families. Ongoing Disabled Children’s Partnership (DCP) surveys into the 

impact of the pandemic with parent carers, disabled young people and siblings have 

revealed that families have consistently been unable to access pre-pandemic levels of 

therapies, respite care, health services and equipment, amongst other services.1 Over 80% 

of families saw both formal and informal support – like short breaks – reduce. As support has 

been taken away, parents have had to become full-time specialist teachers and carers 

during the pandemic, often without the necessary support. 

DCP freedom of information requests also reveal that local authorities and community health 

services have struggled to meet their legal targets in providing assessments for health and 

care services, creating an ongoing backlog – leaving many disabled children unable to 

access the support they need to manage their conditions.2 The same freedom of information 

requests reveal that 40% of local authorities cut respite care for families with disabled 

children during the pandemic. These findings therefore confirm that as parent carers needed 

respite more than ever local authorities have instead cut these essential services. 

As a result of these ongoing delays, the mental and physical health of disabled children and 

families have been heavily impacted. Nearly three quarters of disabled children have seen 

progress managing their conditions – and their overall development – regress. Symptoms of 

depression and anxiety in parent carers have been consistently higher than population 

averages, and disproportionate number of siblings of disabled children are socially isolated. 

With COVID rates remaining high, many families who were shielding feel forced to continue 

to isolate – bringing with it the continued impacts of this seclusion. 

However, we know that even before COVID provision for disabled children’s services was 

not fit for purpose. The gap widens – a recent piece of economic analysis by the disability 

equality charity Scope and the DCP – revealed that the funding gap in disabled children’s 

                                                             
1 https://disabledchildrenspartnership.org.uk/leftinlockdown/ 
2 https://disabledchildrenspartnership.org.uk/left-behind/ 



social care services has continued to increase to £573 million from the latest data available.3 

Prior to COVID, a DCP survey of over 3,000 parents found that only 4% had sufficient 

support to care for their disabled child safely. We need to create a better system of support. 

This is why we support the ongoing DCP call for a Disabled Children’s Innovation Fund.  

At the Spending Review, it was encouraging to see signs that the government is recognising 

the need to invest in support for disabled children and their families. With so many children 

with SEND struggling to get the right school placement, the additional capital funding for 

specialist education places is welcome. We are also pleased to see additional funding for 

local authorities; education recovery; reducing NHS backlogs and for Family Hubs. 

However, there will be many calls on these new resources and, without direction from 

government to service providers, it is far from clear how they will address the gaps in 

provision for vital health and care services for disabled children, such as respite care; or 

provide the specific support disabled children and families need to recover from the 

disproportionate impact of the pandemic they have experienced. 

We are, therefore, calling on your departments to use your spending review 

settlements to fund specific health and care support for disabled children and their 

families, in particular to provide more short breaks and respite care and to create a 

Disabled Children’s Innovation Fund, as recommended by the DCP, to identify and 

provide effective early care to children and young people who are at risk of poor 

outcomes to prevent problems occurring or getting worse.4 

We are also calling on the government to provide a public statement clarifying how 

the NHS recovery, local authority grant, education recovery, and Family Hubs funding 

will be used to tackle the backlog in disabled children’s health services, help every 

family get the social care they deserve, reduce pressure on families, and allow 

disabled children to recover lost progress in managing their conditions. 

Disabled children and their families cannot be left in lockdown. The government must seize 

the chance to build them a better future in a post-COVID world. We hope to hear from you 

soon. 

CC: Will Quince MP, Minister for Children and Families, Gillian Keegan MP, Minister for 

Care, and Chloe Smith MP, Minister for Disabled People 

Yours sincerely, 

 
 
Alison Garnham 
Chief Executive, Child 
Poverty Action Group  
 

                                                             
3 https://disabledchildrenspartnership.org.uk/the-gap-widens/ 
4 https://disabledchildrenspartnership.org.uk/we-need-a-disabled-childrens-innovation-fund-heres-why/ 

 
Amanda Batten 
CEO, Contact and Chair 
of the Disabled Children’s 
Partnership  
 
 

 
Andy Fletcher 
Chief Executive, Together 
for Short Lives  
 
 
 
 



 
 

 
 
Angela Voyajolu, CEO, 
The Amber Trust 
 

 
 
Ben Higgins 
CEO, Bild 
 
 
 

 
  
Blanche Shackleton 
Head of Policy, Public 
Affairs and Campaigns, 
Guide Dogs  
 

 
 

Brett Parkers, 
CEO, CPotential  
 

 
Carol Payne 
CEO, I CAN  
 
 
 

 
Caroline Stevens 
Chief Executive, National 
Autistic Society  
 

 
Catherine Ely  
Head of Quality and 
Service Development, 
Resources for Autism  
 

Catherine McLeod 
CEO, Dingley’s Promise  
 
 
 

 
 
Catherine Slater 
Strategic Partnerships 
Manager, Activity 
Alliance  
 

 
Charlotte Peck, Director, 
MOVE Europe 

 
Cheryl Ward 
Chief Executive 
Family Fund  
 

 
 
Christine Lenehan, 
Director, Council for 
Disabled Children  
 
 
 



 
 
Claire Dorer 
CEO, National 
Association of 
Independent Schools & 
Non-Maintained Special 
Schools  
 
 

 
 

Claire Bryant 
CEO, Cherry Trees  
 
 

 

 
 
Clare Kassa, Chief 
Executive, Sibs  
 

 
 

Colin Dyer 
Chief Executive 
WellChild 
 

 
  
Dalton Leong 
Chief Executive, The 
Children’s Trust  
 

 
 
Danielle Singleton 
Chair of Trustees 
The Sandcastle Trust  
 
 

 
 
David Coe, CEO, my 
AFK  
 
 

 
Edel Harris 
CEO, Mencap 
  
 

 
 

Eleanor Wright 
CEO 
SOS! Special Educational 
Needs  
 
 

 
 

Emma Thomas, 
CEO, YoungMinds  
 

 
 
Gill Gibb 
CEO, Tree of Hope  
 
 

 

 
 
 

 
 
 
Helen Hewitt 
Chief Executive, Chailey 
Heritage Foundation  
 

Helen Walker 
Chief 
Executive, Carers UK  
 

 

 
 
Lesleigh Bounds 
CEO, White Lodge  
 
 
 
 

 
 
Linda Lascelles 
CEO, Afasic  
 



Lisa Hopkins, 
CEO, SeeAbility 
 
 
  
 

 
 
 
Liz Ryburn 
Support Team Manager, 
Spinal Muscular Atrophy 
UK 
  
 

 
 

James Taylor 
Executive Director 
Strategy, Impact and 
Social Change, Scope  
 
 
 
 
 

 
 
Jane Gates 
Chief Executive, 
Sebastian’s Action Trust  
 

 

 
 
Joe Levenson 
Executive Director of 
Policy and External 
Affairs, Carers Trust  
 

 
Jolanta Lasota, 
CEO, 
Ambitious About Autism   
 

 
Julie Calveley, 
Director, Non-Verbal 
Affective Care  
 

 
 
Karen Boath 
CEO, Special 
Needs And Parents  
 
 
 

 
 
Kate Steele 
Chief Executive, Shine  
 
 

 
 
Katie Ghose 
Chief Executive, Kids  
 
 

 
 

Katherine Hill 
Strategic Project 
Manager, 4in10 London’s 
Child Poverty Network  
 

 
 
Katherine Sparkes 
CEO, Flamingo Chicks  
 

 



 
 
Kathy Evans 
CEO, Children England  
 

 

 
 
Keith Sinclair 
Chief Executive, 
Brainwave  
 
 
 

 
 
Kirstie Haywards 
Interim Head of Services, 
KEEN London  
 
 

 
 

 
 
Madeleine Cassidy  
CEO 
National Bobath Cerebral 
Palsy Centre 
 
 
 

 
 
Mark Devlin 
Chief Executive 
Young Epilepsy  
 

 
 
Mark Lee 
Chief Executive 
Together Trust Charity  
 
 

 
 
 
Maggie Davies, 
Foundation Manager, 
Footsteps Foundation  
 

 
 
Mark Arnold 
Additional Needs Ministry 
Director, Urban Saints  
 

 
 
Nicola Brittle 
Development Director,  
Affinity Trust  
 
 

 
Parmi Dheensa, 
Executive Director, 
Include Me TOO  
 

 
 
Patsy Hallmey, Founder, 
The Dorset Children’s 
Foundation  
 

 
 
Pete Richardson 
Managing Director, 
Fragile X Society  
 

 
 
Poppy Rose, Co-
Founder, SEND National 
Crisis  

 
 
Imran Hussain, Director 
of Policy and Campaigns, 
Action for Children  



 

 
 
Rachel Travers, CEO, 
Amaze Sussex  
 
 

 
 
Richard Kramer, CEO, 
Sense and Vice-Chair of 
the Disabled Children’s 
Partnership  
 

 
 
Robert Adamek, CEO, 
Rett UK  
 
 

 
 
Roy Wild, Training 
Manager, Go Kids Go!  
 
 
 

Ryan 
Campbell, CEO, Treloar’s
  
 
 
 

 
 
Samantha Barber, 
CEO, Gene People  
 

 
 
Sarah Dearman, Co-
Chair and Trustee, The 
Children’s 
Hyperinsulinism Charity  
 
 

 
 
Sarah Pugh 
Chief Executive, 
Whizz Kidz  
 
 

 
 
Steve Ford 
CEO, Royal College of 
Occupational Therapists  
 

 
 

Sue Millman 
Chief Executive 
Ataxia UK  
 

 
 
Tania Tirraoro and 
Renata Blower 
Co-Directors, Special 
Needs Jungle  
 
 

 
 
Toni Wolff 
Consultant 
Neurodisability  
Paediatrician and Chair, 
British Academy of 
Childhood Disability  
 

 
 
Zillah Bingley, CEO, 
Rainbow Trust Children’s 
Charity  

 


