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5 February 2018 
 
 
 
 
Dear Colleague 
 
As you will be aware, historic legislation to establish Scotland’s first social security system 

was introduced to the Scottish Parliament on 21 June 2017.   

The Social Security (Scotland) Bill (the Bill) will give the Scottish Government the powers to 

deliver eleven benefits devolved as part of the Scotland Act 2016 and is a significant 

moment for Scotland and for the history of devolution.  This gives our Government and this 

Parliament the opportunity to make different choices – and shows that we can create a fairer 

and more just society when we take matters into our own hands.  

I am writing to you because during the course of the Bill’s progress, amendments have been 

tabled that seek to change the current special rules associated with terminal illness set out in 

the Social Security Contributions and Benefits Act 1992 (e.g. DS 1500), which covers the 

UK.   

 

At present, the Bill before our Scottish Parliament provides for disability assistance 

regulations to define what “terminal illness” means, for the purpose of determining 

entitlement to disability assistance.  This offers the potential to extend the definition of who is 

terminally ill for the purposes of assistance.  It also allows for persons who are terminally ill 

to be fast-tracked onto assistance.  

  

http://www.legislation.gov.uk/ukpga/1992/4/contents/enacted
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As you will know, the current definition of terminal illness used by the Department for Work 

and Pensions is that a person is terminally ill ‘if the person suffers from a progressive 

disease and the person’s death in consequence of that disease can reasonably be 

expected within 6 months’.  It provides that if a person only has a short time to live (up to 

6 months); they should be fast-tracked through the benefit system without the usual tests 

relating to disability.  Those that are terminally ill, but with a longer predicted life-span, are 

not eligible for fast-tracking, but they can still apply for disability benefits through the usual 

routes.  The alternative suggested definitions are: 

 

General Medical Council – ‘approaching the end of life’ 

 

The General Medical Council currently set outs the following definition of “approaching the 

end of life”; 

 

 “Advanced, progressive, with indicators of deterioration, and where death will be an 

inevitable consequence of the condition [and likely to die within 12 months]’ 

 

Guidance from the General Medical Council includes: 

 Advanced, progressive, incurable conditions; 

 General frailty and co-existing conditions that mean they are expected to die within 

12 months; 

 Existing conditions if they are at risk of dying from a sudden acute crisis in their 

condition; and 

 Life-threatening acute conditions caused by sudden catastrophic events. 

 

We understand that this guidance has been produced to assist clinicians to make decisions 

about treatment and care that support individuals to live as well as possible until they die, 

and to die with dignity.  The guidance advises that patients are ‘approaching the end of life’ 

when they are likely to die within the next 12 months.  

 

It has also been suggested that this definition could be used without the time restriction, 

meaning there would be no requirement to consider whether the patient is likely to die 

within 12 months.  

 

The existing rule with an extended time restriction 

 

The amendments that have been lodged to the Bill seek to retain the current DWP definition 

of terminal illness which states that ‘the person suffers from a progressive disease’.  

However we could amend the time restriction from ‘the person’s death in consequence of 

that disease can reasonably be expected within 6 months’ to ‘the person’s death in 

consequence of that disease can reasonably be expected within 2 years’. 
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Your view 

 

I am acutely aware that this is a clinically complex area and that it will remain the role of 

medical professionals and some specialist clinical staff to decide whether an individual 

meets the criteria of ‘terminal’ to be fast-tracked for disability benefits when responsibility for 

these transfers to Scotland.   

 

I also understand that decisions on such eligibility can involve very difficult conversations 

with individuals and their families or representatives.  On this basis, I would be very grateful 

for your opinion on the proposed changes to the definition and time restriction for terminal 

illness.   

 

From your experience, I would appreciate your view on what you think is a suitable definition 

for terminal illness.  

 

I am anxious to understand how the rules will impact on the complexity and consistency of 

decision making, and how any change in definition might interact with the definition used by 

the Department of Work and Pensions, given that their definition will remain in place for 

benefits that remain reserved to the UK Government.   

 

The next opportunity I will have to propose any amendments to the current provisions for 

terminal illness will be at Stage 3 of the Bill in April.  I would therefore be grateful to have 

your views and any comments you may wish to offer by 30 March 2018.   

 

I believe strongly that everyone has a right to social security and I want to make choices that 

work for Scotland, reinstating fairness into the social security system and listening to key 

individuals and organisations that can help to shape this.  

 

Kind regards 

 
JEANE FREEMAN 
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Jeane Freeman MSP,  
Minister for Social Security  
 
21 March 2018 
 

 
Dear Minister 
 
Thank you for your letter of 5 February, seeking the BMA’s views on the definition of 
terminal illness for the purposes of disability assistance.  We would like to make the 
following comments: 
 
In November 2014 the BMA launched a major project to explore the public’s and 
doctors’ attitudes on some aspects of end-of-life care and physician-assisted dying 
(https://www.bma.org.uk/collective-voice/policy-and-research/ethics/end-of-life-care). 
One of the main challenges reported by doctors was the difficulty in accurately 
assessing how long someone has to live. This was described as “almost 
impossible… unless death is a few hours, or at most, a few days away.” Any 
definition which is reliant on a time restriction must take account of the difficulties for 
doctors in accurately assessing prognostication, and the uncertainty inherent in any 
estimate of how long someone has to live. (See page 52, Volume 2 and pages 22-
24, Volume 3; Pages 57-62 of Volume 2 analyses the scientific evidence on 
prognostication).  
 
Regarding the definition for the purposes of disability payments – we believe that the 
longer the time frame the less accurate it will be. We would support maintaining the 
definition at 6 months so that patients who only have a short time to live are 
prioritised and are able to access assistance quickly.  If the timeframe was to be 
increased to two years, this would have a significant impact on the number of 
applicants, which could result in those with the greatest need not getting assistance 
in good time. 

 
In defining terminal illness for the purposes of eligibility for assistance, it is imperative 
that the Scottish government gets the initial balance between supporting individuals 
and system affordability right.  If the system proves to be unaffordable and there are 
subsequent changes to the criteria for eligibility, this could have a devastating impact 
on people who rely on these payments. 

 
I hope you find these comments helpful. 
Yours sincerely 

 
 

Dr Peter Bennie 

https://www.bma.org.uk/collective-voice/policy-and-research/ethics/end-of-life-care
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Chair, BMA Scotland 
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Correspondence from the Scottish Motor Neurone Disease Consortium – 29 
March 2018 

 

 

 

 

Jeane Freeman, MSP                                      

St Andrew’s House  

Regent Road  

Edinburgh,  

EH1 3DG  

 

29th March 2018  

 

Dear Ms Freeman  

Social Security Contributions and Benefits Act 1992  

 

Thank you for inviting the Scottish Motor Neurone Disease Clinical Specialist team to give our opinion on the proposed changes to 

the definition of “terminal illness”.  

 

In your letter, you note the complexity surrounding the decision on whether an individual meets the criteria of “terminal”.  

 

As a collective looking after people in Scotland with a diagnosis of Motor Neurone Diseases, (MND), we are clear that people with 

MND should be fast tracked for benefits. 

 

On average in Scotland there are 450 people living with MND, incidence is approx.  200 cases per year and the range of survival from 

diagnosis to death is from 10 months – 25 months. (figures from CARE-MND.org.uk). In order to be diagnosed with MND in Scotland 

a rigorous diagnostic procedure is followed.  This involves a general neurologist making the working diagnosis followed by further 

verification from a separate MND Neurology Specialist. In order to arrive at the diagnostic criteria for MND, patients will require to 

demonstrate signs of clinical disease and exclusion of other conditions that are treatable and/or curable. There is no cure for MND.  

 

We are professionally involved in our patient’s personal, social and psychosocial care from the point of diagnosis and track the 

patients through-out the journey of MND until the terminal and end stage of this disease.   

 

Through-out this short period, people are faced with making decisions on interventions that may improve their quality of life, 

renovations to their homes that are necessary to remain living independently whilst many are required to make decisions about 

retiring from work early as well as facing other financial concerns that may surface over the course of the disease. 

 

We therefore believe that patients diagnosed with MND should be fast tracked for benefits and given the nature of MND believe 

these patients are within the definition of “terminal illness”.   

 

Our definition on terminal illness is: “The person is diagnosed with a progressive, incurable advancing disease and where death will 

be an inevitable consequence of this condition”. 

 

We would like to thank you for asking our opinion. 

Yours sincerely  

Judith Newton, MND Nurse Consultant/National Lead  

The Scottish Motor Neurone Disease Consortium  

Andrew Bethell, NHS Highland• Alison McEleney, NHS Borders and NHS Lothian  

Gillian Craig, NHS Tayside and NHS Fife Kitty Millar, NHS Highland  

Laura Cunningham, NHS Greater Glasgow and Clyde and NHS 

Lanarkshire 

Judith Newton, University of Edinburgh, Scottish Government and 

MND Scotland  

Moira Flett, NHS Orkney  Ann Silver, NHS Greater Glasgow and Clyde and NHS Lanarkshire 

Dianne Fraser, NHS Grampian  Susan Stewart, NHS Grampian  

Janice Hattrick, NHS Greater Glasgow and Clyde  Dorothy Storey, NHS Shetland  

Helen Lennox, NHS Dumfries and Galloway and NHS Ayrshire and Arran  Gill Stott, NHS Borders and NHS Lothian  

Laura Marshall, NHS Fife, NHS Forth Valley  Carolyn Webber, NHS Tayside and NHS Fife  
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Correspondence from the General Medical Council – 3 April 2018  
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Correspondence from the Royal College of Nursing – 29 March 2018  
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Correspondence from the MDDUS – 11 April 2018  
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Correspondence from Medical Defence Union – 9 February 2018 
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