
 

 

  

 

Sir Stephen Timms MP        

Minister for Social Security and Disability     

Department for Work and Pensions    Marie Curie 

Caxton House       One Embassy Gardens 

Tothill Street        8 Viaduct Gardens 

London        London 

SW1H 9NA       SW11 7BW 

 

28th May 2026 

 

Dear Minister, 

We are writing to you as a coalition of organisations representing people living with 

terminal illness and progressive, life-limiting conditions, regarding the Timms Review of 

Personal Independence Payment (PIP). 

Our organisations work with and on behalf of people living with terminal illness and 

progressive life-limiting conditions. This is a cohort of people who are reliant on PIP for 

the extra costs these conditions bring. We write to you to urge you to ensure that PIP 

is reformed with their interests in mind.    

We note that the Department for Work and Pensions has stated that the review will 

not make recommendations that lead to spending on PIP exceeding current 

projections. However, there is a clear and compassionate reform that meets this 

constraint: ending reassessments for people whose conditions will only worsen over 

time. This would involve:  

• When it has been decided that someone's condition is terminal, they should 

have fast-tracked access to a lifetime award of the higher rate of PIP Daily 

Living and Mobility, enabling support with the additional costs that can come 

with that prognosis until the end of their life. This approach has already been 

adopted by Social Security Scotland, whereby an individual who receives ADP 

under the Special Rules route, is provided with a lifetime award that will not be 

reviewed unless their circumstances change.   

• Anyone who does not access PIP via the Special Rules, but who has a 

progressive life-limiting illness and is on the highest award rates for both Daily 

Living and Mobility, should also be exempt from fixed-length awards.  

• For people with progressive life-limiting conditions who are on the lower rates 

of PIP Daily Living and/or Mobility, compulsory reassessments should be 

replaced with ‘light-touch’ reviews to check whether they have become 

eligible for a higher award.  

While few people who have been awarded PIP under Special Rules will live for 3 years 

– at which point a Special Rules claim can be reviewed – we know from the 



   

 

government’s response to this parliamentary question1 that it can and does happen. 

We consider this an unacceptable and unnecessary strain on people with a terminal 

illness, who should have assured and constant financial support until they die, so they 

can focus on the things that really matter – being as well as they can be and spending 

time with those who matter most to them.  

“Hearing that you have 'lived too long' with a terminal illness and needing to renew 

PIP to keep a vital financially assisted car through the scheme - shocking that this is 

considered necessary on any level.”  Marie Curie campaign supporter   

There are also people with progressive life-limiting illnesses who may not qualify for the 

special rules, or may not be recognised as such because their PIP claim pre-dates the 

point at which they received a prognosis that they were likely to live for less than 12 

months, but who are forced to endure damaging and unnecessary reassessments for 

their PIP. According to Marie Curie’s analysis of Stat-Xplore, between February 2025 

and January 2026, 38% of people whose main condition is Parkinsons, 16% of people 

whose main condition is Dementia and 9% of people whose main condition is Motor 

Neurone Disease – all conditions that are progressive and life-limiting - were put on 

fixed-term PIP awards. What’s more, for this same time-period, only 2% of PIP awards 

where the recipients' main condition is Dementia, Parkinson’s, or Motor Neurone 

Disease were decreased at an award review. This demonstrates the lack of value in 

the department reassessing people whose conditions are sadly only going to worsen. 

Especially when, as the latest figures show, each PIP assessment costs £282. 2  The 

department should stop giving those with progressive life-limiting conditions fixed-

length PIP awards.   

“I am disabled with severe Emphysema, it's not something I can recover from but PIP 

stopped my allowance for 10 months saying I wasn't as bad as I was saying...I had all 

the stress of trying to prove how my illness affects my life, eventually going to the 

tribunal. It was re-instated but now I face the same thing again in January. I am getting 

more and more anxious as the time gets nearer... Why aren't chronic illnesses exempt 

from these extremely stressful and nerve-wracking interviews? I am going to die 

through Emphysema, it doesn't magically get better...only worse.” – Marie Curie 

campaign supporter   

We urge you to use the opportunity of the review to protect those living with terminal 

and progressive life-limiting conditions. To ensure that they are supported to live as 

well as they can, for as long as they can, by ending costly and often stressful and 

overwhelming reassessments.  

Yours Sincerely, 

Matthew Reed 

Chief Executive, Marie Curie 

 

 
1 https://questions-statements.parliament.uk/written-questions/detail/2026-04-10/126117  
2 https://www.nao.org.uk/wp-content/uploads/2023/06/transforming-health-assessments-for-disability-

benefits.pdf  

https://questions-statements.parliament.uk/written-questions/detail/2026-04-10/126117
https://www.nao.org.uk/wp-content/uploads/2023/06/transforming-health-assessments-for-disability-benefits.pdf
https://www.nao.org.uk/wp-content/uploads/2023/06/transforming-health-assessments-for-disability-benefits.pdf


   

 

David Stephenson 

Head of Policy and Public Affairs, Huntington’s Disease Association 

Edward Graham 

Acting Head of Charity, Z2K 

Juliet Tizzard 

Director of External Relations, Parkinson’s UK 

Jen Clark  

Economic, Social and Cultural Rights Lead, Amnesty International 

Alex Parker 

Chair, AIMS Charity 

Mark Jackson 

Director of Policy and Influencing, PSPA 

Katy Styles 

Founder, We Care Campaign 

Lucy Byrne 

Chief Executive, RAID 

Richard Evans 

Director of Engagement, MND Association 

Simon Bull 

Chief Executive, CMT United Kingdom 

Sonia Meikle 

Welfare Benefits Manager, Hammersmith & Fulham Council 

Sarah Pugh 

Chief Executive, Whizz Kidz  

Hannah Cooper 

Research and Campaigns Manager, Citizens Advice Newcastle 

Sabine Goodwin  

Director, Independent Food Aid Network  

Andy Barrick 

Chief Executive, Multiple System Atrophy Trust 

Lauren Marks 

Head of Policy and Influencing, Young Lives vs Cancer 

Sorcha McPhillips 

Chief Executive, Huntington’s Disease Association Northern Ireland 

Alan Markey 

Chair, National Association of Welfare Rights Advisers 

 



   

 

Heather Fisken 

CEO, Inclusion Scotland 

Ceri Smith 

Head of Policy and Evidence, MS Society 

Carol Boys OBE 

Chief Executive, Down's Syndrome Association 

Elise Wilby PhD 

Research and Policy Officer, Metabolic Support 

Rhidian Hughes 

Chief Executive, Voluntary Organisations Disability Group (VODG) 

Kim Dams 

CEO, DG Voice 

David Ramsden 

CEO, Cystic Fibrosis Trust 

Caroline Collier 

CEO, Inclusion Barnet 

Geoff Fimister  

Policy Co-Chair, Disability Benefits Consortium 

Helen Barnard 

Director of Policy & Research, Trussell  

Caroline Abrahams 

Charity Director, Age UK 

Peter Gay 

Director, Disability Advice Service Lambeth 

Sue Millman 

CEO, Ataxia UK 

Ian Greaves 

Editor: Disability Rights Handbook, Disability Rights UK 

Alison Dahlgren 

Specialist Mental Health & Money Advice Service Manager, Mental Health and 

Money Advice (Wales) 

Andrew Fletcher 

Chief Executive, Muscular Dystrophy UK 

James Sanderson 

CEO, Sue Ryder 

 


