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Nothing about us without us:   

Five principles for the next phase of the Covid-19 response   

The Covid-19 crisis has been incredibly challenging for all of us. Leaders have had the 
unenviable task of having to make difficult decisions, with life and death consequences, in 
an unprecedented situation and with limited data. The stakes could not be higher. 
Meanwhile, all of us have had to live with the consequences of those decisions, including 
the loss of basic rights and freedoms. For more than 2 million people in the “extremely 
vulnerable” category, that has meant “shielding” through self-isolation within their 
households; many others considered “vulnerable” are self-isolating - seemingly indefinitely.  

Until now, policymakers have been operating in crisis mode, as is necessary and 
understandable. But as the mists start to clear, and we shift from responding to an acute 
crisis into ongoing management, a transparent, accountable, and consensual approach is 
crucial. Nothing about us without us has never been more important, not least because, 
without it, trust is eroded, undermining long-term compliance with any new rules and 
recommendations, and in turn public health.  

As a point of principle and accountability, decision makers must engage with those citizens 
most affected by both the virus and lockdown restrictions and understand how lives are 
lived by those who have ‘underlying conditions.’  We at National Voices, the leading 
coalition of health and care charities in England, have heard from hundreds of charities and 
people living with underlying conditions, and developed these five principles to underpin 
and test any policy change. They put people and their rights at the centre. 

 

1. Actively engage with those most impacted by the change    

People have a right to be consulted about changes that profoundly effect their lives. People 
most affected by service cuts, lockdown, self-isolation, and difficulties with accessing food 
and medicine, need to be heard and their experiences and concerns acted on. Policymakers 
must base their decisions on a deep understanding of how people and patients are affected. 
Proper coproduction must be the cornerstone of policy design and development as we are 
making decisions for the longer term.    

2. Make everyone matter, leave no-one behind     

Everyone matters – all lives, all people, in all circumstances. Whether your life is normally 
unaffected by health issues or you struggle every day with your ill health or disability – your 
life matters equally and needs to be weighed up the same in any Government policy. It is 
essential that decision makers signal that they want people living with ill health or disability 
to lead full lives and remain an active part of society. Even if some people need to live with 
more severe restrictions, we must take steps to ensure they are able to work, earn money, 
access clinical care and socialise. We must move through this crisis together, and leave no 
one behind.  
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3.  Confront inequality head-on      

We’re all in the same storm, but we’re not all in the same boat. Mortality and morbidity are 
higher for those living in poverty and working on the frontline. People from Black, Asian or 
minority ethnic backgrounds are disproportionately affected. Life in lockdown is harder for 
those living in overcrowded or insecure housing than it is for those in spacious homes with 
outside space. There has never been a more urgent moment to confront the social 
determinants of ill-health as we build back better. All policies to manage the next phase 
must recognise these stark inequalities, taking a proportionate universalist approach.   

4.  Recognise people, not categories, by strengthening personalised care       

We need a personalised approach to how people want to live. Vulnerability should not 
mean blanket bans. Having a learning disability does not in itself mean people will have a 
short life expectancy or poor quality of life, people in care homes are not simply waiting to 
die. Not everyone over 70 privileges safety over family contact. The category of ‘vulnerable’ 
needs to be rethought and broadened beyond narrow clinical criteria to include more 
holistic circumstances that can make people vulnerable, such as domestic violence, poverty, 
disability or overcrowding. Personalised care is essential to safety and dignity.  

5.  Value health, care and support equally        

People living with ill health or disability need more than medicine. They need care and 
support, connection and friendship.  Social care, charities and communities are part of this 
vital, life enhancing fabric of life. The siloing, underfunding and neglect of social care, its 
workforce, users and purpose as a life enhancing public service has to end. Charities and 
communities need to be enabled to take part in the design and delivery of future care 
models. Any policy efforts to rebuild services need to actively address and dismantle 
barriers between sectors that only ever mattered to funders and regulators.  

 

The future will be different. Let’s make sure it will also be more compassionate and equal, 
with people’s rights at its centre. The many people who died, who lost loved ones or 
whose lives have been made immeasurably more difficult deserve nothing less. 
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Notes 

National Voices is the leading coalition of health and social care charities in England. We 
work together to strengthen the voice of patients, service users, carers, their families and 
the voluntary organisations that work for them. We have more than 160 members covering 
a diverse range of health conditions and communities, connecting us with the experiences 
of millions of people. 

For further information: 

Rebecca Steinfeld, Head of Policy 

rebecca.steinfeld@nationalvoices.org.uk 

  

mailto:rebecca.steinfeld@nationalvoices.org.uk
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Signed: 

Robert Johnstone, Chair, Access Matters 

Patricia Schooling, Executive Director, Action Against Allergy 

Louise Wright, CEO, Action for Pulmonary Fibrosis 

Gill Ainsley, Administrator and Treasurer, ADDER 

Shantel Irwin, CEO, Arthritis Action 

Sue Brown, CEO, Arthritis and Musculoskeletal Alliance 

Tony Thornburn OBE, Chair, Behçet’s UK  

Gemma Peters, Chief Executive, Blood Cancer UK 

Rose Thompson, Chief Executive, BME Cancer Communities 

Genevieve Edwards, Chief Executive Officer, Bowel Cancer UK 

Sarah Mistry, Chief Executive, British Geriatrics Society 

Pamela Healy OBE, Chief Executive, British Liver Trust 

Professor Frank Chinegwundoh, MBE Chairman, Cancer Black Care 

Helen Walker, Chief Executive, Carers UK 

Marc Auckland, Chair of CLL Support, Chronic Lymphocytic leukaemia Support Association 

Frank Mercer, Trustee / Treasurer, Chronic Lymphocytic Leukaemia Support Association UK 

Natalie Koussa , Director of Community Engagement and Partnerships, Compassion in Dying 

Max Mackay-James, Trustee/Director, Conscious Ageing Trust 

Ruth Wakeman, Director of Information and Support Services, Crohn's & Colitis UK 

Pamela J. Morgan, Director, DeafCOG (Deaf Cultural Outreach Group) 

Kamran Mallick, CEO, Disability Rights UK 

Victoria Wareham, Head of Operations and Development, Dystonia UK 

Diana Perry, CEO, Ectodermal Dysplasia Society 

Philip Lee, Chief Executive, Epilepsy Action 

Sarah Sweeney, Policy and Communications Manager, Friends, Families and Travellers 

Steven Platts, Chief Executive, Groundswell 

Caroline Morrice, Chief Executive, Guillain-Barré & Associated Inflammatory Neuropathies 
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Sarah West, Director of Campaigns & Communications, Hospice UK 

Stuart Hay, Chairman of the Board of Directors, IA, The Ileostomy and Internal Pouch 
Association 

Ian Lush, Chief Executive, Imperial Health Charity 

Fiona Lyne, Executive Director, International Foundation for Integrated Care 

Fiona Loud, Policy Director, Kidney Care UK 

Jordan Smith, Scott Watkin and Wendy Burt, Members Representative Body Co Chairs, 
Learning Disability England 

Paul Howard, Chief Executive, LUPUS UK 

Paul Farmer, Chief Executive, Mind 

Sally Light, Chief Executive, Motor Neurone Disease Association 

Clare Hedley, Honorary Secretary, NADP (National Association of Deafened People) 

Dr. Dale Webb, CEO, National Axial Spondyloarthritis Society 

Ailsa Bosworth, Founder National Patient Champion, National Rheumatoid Arthritis Society 

Laura Cockram, Head of Policy and Campaigns, Parkinson's UK 

Sophie Randall, Head of Strategy and Partnership, Patient Information Forum 

Silvia Petretti, CEO, Positively UK 

Susan Oliver, Chair, Pseudomyxoma Survivor 

Sue  Hampshire, Director of Clinical and Service Development, Resuscitation Council UK 

Sue Farrington, Chief Executive, Scleroderma & Raynaud's UK (SRUK) 

Sarah Collis, Chief Executive Officer, Self Help UK 

James Watson-O'Neill, Chief Executive, SignHealth 

John Hibbs, Founder & CEO, The Hibbs Lupus Trust 

Dr Crystal Oldman CBE, Chief Executive, The Queen's Nursing Institute 

Lyn Mynott, CEO, Thyroid UK 

Sue Hardill, Chair, TNA UK 

Julie Bass, Chief Executive, Turning Point 

Hazel Pixley, CEO, Urostomy Association 

Tracey Loftis, Head of Policy and Public Affairs, Versus Arthritis 
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Lucy McMahon, Communications Officer, We Hear You 


