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Quarterly Research Review 
Summer/Autumn 2024
Who We Are
Disability Equality Scotland (DES) is a member-led, Disabled People’s Organisation (DPO), working towards the inclusion and accessibility of all disabled people across Scotland in all of society. Our work is based on a human rights approach, and we share the collective voices of disabled people to inform and influence policymaking decisions. We adhere to the social model of disability and are a proud member of the Independent Living Movement. DES also acts as the umbrella body for the Scottish Access Panel Network.

Research: The Disabled Community
Disability Equality Scotland (DES) stage regular consultations with our members, permitting and supporting the voices of the disabled community to be heard in relation to topics of importance to them. Many of these consultations involve work with national partners.
Although DES is a membership-based organisation, we also embrace the wider disabled community when conducting research. In this way, we provide a national platform for the voices and views of the disabled community to be heard by national stakeholders. 

Research Review: To 30 September 2024
Key research to 30 September 2024 included:
· The United Kingdom (UK) 2024 General Election;
· DES Member Priorities Survey;
· Energy Costs and Support for Disabled People;
· Winter Heating Payment Changes;
· Assisted Dying for Terminally Ill Adults (Scotland) Bill;
· The Disability Commissioner Bill;
· ‘Fit Note’ Reform.
Our quarterly review covers key pieces of work which are important to our members. 

Key Research Highlights
· Our members are very supportive of proposals to introduce a social tariff on energy bills for disabled people and older people. When applying for this tariff the application process needs to be simple and easy to understand.
· 62% oppose the UK Government’s decision to means test the winter fuel allowance. In Scotland a majority of respondents think the Pension Age Winter Heating Payment should be paid to everyone who gets the state pension.
· 80% of respondents think that there should be a top up to Pension Age Winter Heating Payment to help disabled people pay the running costs for their independent living equipment. 
· Almost all respondents (91%) support retaining the ability of their GP to issue a fit note because “my doctor knows me best” and  their GP  is the most qualified person to issue a fit note. 
· DES have written to the new UK Government opposing proposed changes to the Work Capability Assessment and we wrote to the new Prime Minister to tell him what disabled people’s priorities are.  

Energy Costs and Support for Disabled People
What did we ask?
DES were asked by The Scottish Government to find out: what support people needed when paying their energy bills; their experiences when using a smart meter and; disabled people’s views of a social tariff. A social tariff is a discounted energy tariff that is targeted towards those facing higher energy costs, such as those on a fixed income or those who incur additional costs by way of their health or impairments.
The government used what we found out to help them in a meeting with Energy Companies.


What were the results?
The key things members told us were:
· Disabled people overwhelmingly support changes to energy bills, through a reform process to reduce costs and tariff changes;
· Our members are very supportive of the introduction of a social tariff and that there needs to be specific eligibility criteria for disabled people. When applying for this tariff a simple application process would be welcomed;
· On Standing Charges, our members would support significant reform, including reduced standing charges - to their complete abolition. Consideration should be given to ensure that the standing charge in any social tariff is also fair and proportionate. 
Of our members who responded, 63% said that they used independent living equipment, or lifesaving equipment. Using this equipment is not a choice for disabled people and it can lead to higher energy bills because the equipment may need charged, or it requires to be run constantly to help someone survive. This provided us with a background to ask about other areas concerning energy costs and the help disabled people need.
When asked what energy suppliers could do to better support disabled people, the most common groupings of responses related to lowering of bills for disabled people. When coding these ideas, the breakdown was as follows: 
· tariff reform (27); 
· changes in cost (15); 
· a discount (8); 
· standing charge reform (6); 
· a social tariff (6); 
· a specific disabled people’s tariff (4); 
· price reductions (5) and; 
· rebates (2).
Members overwhelmingly feel that energy bills are too high and when coupled with the number of people who use independent living equipment, this will increase their bills further. A few members said that the profits made by energy companies were huge and that these could be used to subsidise lower tariffs for customers. 
The issue of high tariffs and prices were the main area of concern for respondents and that a reform of this would be pertinent to make sure bills become affordable. Some quotes included:
“Set a lower tariff for people with disabilities, use equipment, the vulnerable, the elderly, families - use some of these profits and obscene bonuses to actually help the people that are in need.”
“Lower the price and the standing charges need reduced.”
When it came to seeking people’s views about standing charges, respondents were not supportive. We found the most common descriptor of current standing charges were that they were “too high.” The second most common response was to describe the current rate of charges as “ridiculous” or “outrageous.” 
A number of respondents said that standing charges should be abolished or scrapped. Others commented that the levels of standing charges should be reduced, especially in light of the high profits generated by suppliers due to increased oil and gas prices. 
Our members were very supportive of a social tariff, with some explaining how it was badly needed to help bring down costs. One member summarized perfectly why disabled people support a social tariff when they told us: 
“This would help so many people. I use a social tariff for my broadband and it saves me about £10 every month. Saving on my energy bills would really help as being disabled is expensive.”
Our members believe that a social tariff should be open to: 
· people on lower incomes;
· disabled people and;
· older people (especially pensioners). 
However, our members want to make sure that those who are eligible can access the tariff easily, avoiding a complex application process. Members told us:
“Could be good but the system must be clear and sympathetic. No pages of questions or lots of proof of eligibility.”
“It's a good idea and should be open to anyone on a low income AND people on disability benefits.”
“I would be open for a social tariff if it included pensioners and those on PIP, the discounts always go to people on another qualifying benefit, if you are disabled you are disabled.”
Full report available: Fact Sheet: Energy Costs and Support for Disabled People - Disability Equality Scotland

Winter Heating Payment Changes
What did we ask?
In July 2024, the new Chancellor of the Exchequer announced that the UK Government were going to make changes to the Winter Fuel Payment. The UK Government said that from winter 2024 only people who received certain benefits - such as pension credit - would qualify for the payment. 
From winter 2024 Social Security Scotland will be responsible for Winter Fuel Payments in Scotland. The Scottish Government has said they will introduce a replacement benefit called ‘Pension Age Winter Heating Payment’ and that it will apply the same eligibility criteria as the UK Government. 
We wanted to learn what our members thought of these proposed changes and what members think the impact will be on disabled people. 

What were the results?
The key things we found out were: 
· 57% of our respondents get the winter fuel payment at the moment;
· 78% said the winter fuel payment helped them to pay their energy bills;
· 69.5% said it helped them to keep their home warm;
· 75% of respondents said that they were very worried about older disabled people’s ability to pay their energy bills as a result of the changes and the rise in the energy price cap;
· 62% of members said they disagreed with the UK Government’s decision to change the eligibility criteria for the winter fuel payment;
· 49% think the Winter Fuel Payment should be paid to all older people; 
· 37% think eligibility should depend on how much money someone has;
· 57% think The Scottish Government’s Pension Age Heating Payment should be awarded to everyone who receives the state pension;
· 80% think there should be a disabled persons top-up to the Pension Age Heating payment, due to the additional costs which arise from their impairments.
When asked what the winter fuel payment changes will mean for older disabled people being able to heat their homes, there is a stark picture created. The most common theme we identified was that disabled people won’t be able to heat their home, or they will choose not to turn the heating on. Examples included:
“They won't heat their home, may stay in bed for warmth or not eat if they can't afford it. There would be more hospital appointments or stays due to Ill health.”
“This will all have an adverse effect on peoples wellbeing.  I feel sure this will add to an influx of older people being admitted to hospital. As an older disabled person, if I can't heat my home, I seize up and then likely to have falls etc.”
There was also a widespread view that these changes could actually result in the death of older disabled people. Members also expressed concerns that some disabled people may need to choose between heating and eating. 
A Freedom of Information request released by the UK Government, found that 71% of disabled people will lose their entitlement under the proposals. Approximately 53% of those claiming pension are disabled people, so they are more likely to be able to keep their winter fuel payment. This decision does not negate the fact that 1.6 million disabled people are losing their winter fuel payments across the UK.  
The policy choices of both the UK and Scottish Government around the winter fuel allowance has compounded the energy price cap rise even further. Evidence from various sources - including our own research - shows that disabled people face additional costs by virtue of their impairments. Throughout the energy crisis, disabled people have faced ever increasing bills, with some having to reduce the use of their independent living equipment, or lifesaving equipment. This has created a perverse “impairment energy penalty” for disabled people, which compounds the cost of the independence crisis facing disabled people. DES is clear in its view, that nobody should ever have to choose between their independence and keeping warm.  
We would urge both the UK and Scottish Government, to restore winter heating payments as universal benefits for all older people and to undertake meaningful reform of the energy market to eliminate the impairment energy penalty. 
Our full report is available: Fact Sheet: Winter Fuel Payments - Disability Equality Scotland

DES and the UK General Election
What did we ask?
Earlier this year there was a general election, which resulted in a change of UK Government. Throughout the campaign DES took various steps to ensure that the voices and priorities of disabled people were front and centre. 
When disabled people take part in the democratic process, they should be able to do so fully and be included in election campaigns. We did the following pieces of work to help achieve this:
· Lyn Pornaro - our Chief Executive - wrote letters to the Scottish Political Party Leaders, explaining the needs for an accessible election campaign and about our members priorities;
· We sent candidates and political parties 3 specific election briefing papers. These papers used our previous member question results and other consultation data. Our 3 briefing papers were on: the cost-of-living crisis; health and social care and; accessible public services;
· We carried out an analysis of the manifestos of the main political parties seeking election in Scotland, where we compared their plans to our members election priorities; 
· We put together an accessibility tracker for manifestos to find out what inclusive communication and accessible communication methods the parties were using to help disabled people find out what each party was promising;
· The day after the new Prime Minister took office Lyn wrote directly to him, explaining our members priorities and what disabled people wanted to see the new government do;
· Disabled people are very worried about the changes to the Work Capability Assessment. Lyn wrote to the new Secretary of State for Work and Pensions with our members views and the reason why we need these changes to be scrapped.  

What were the results?
We sent all candidates and political parties briefing notes concerning:
· Cost of Living Crisis: General Election Briefing #1 - Disability Equality Scotland
· Health, Social Care and Social Security: General Election Briefing #2 - Disability Equality Scotland
· Accessible Public Services: General Election Briefing #3 - Disability Equality Scotland

Following the election, our Chief Executive wrote to the new Secretary of State. We received a response from the Disabilities Minister, explaining that the new government is undertaking a review of universal credit and the proposals for the Work Capability Assessment. We have not heard from ministers with the results of their review. 
Moving forward, DES will continue to make our members’ views known to Ministers on areas such as fit note reform and the WCA. Like our members, DES opposes these changes and any attempt to reduce access to important social security payments which disabled people rely on to maintain the independence. 


Fit Note Reform
What did we ask?
The UK Government launched a consultation in April (2024) regarding their plans to reform ‘Fit Notes.’ 
Their proposals included reforming the support process and who could issue fit notes. DES was already consulting its members when the election was called and were unable to formally respond to the proposals due to purdah. We did not want our member’s views to not be represented, so as part of our NHS and Social Care paper for the election, we provided evidence from members directly to candidates and Scottish political parties.

What were the results?
61% of respondents told us that they had used a ‘fit note’ at some point due to being unable to work due to ill health. Additionally, when asked who should make the decision on whether someone needed a ‘fit note,’ respondents were overwhelmingly of the view that this should be their general practitioner (GP) (91%), compared to an independent health care staff member (4%.). The primary reasons people said it should be their GP, was:
· that their GP know them well;
· their GP was the most qualified person;
· their trust in the GP and; 
· their GP understood their health and condition(s) well, having been the persons doctor for a long time.  
Members were strongly opposed to independent healthcare staff fulfilling the role of their GP due to: 
· concerns around targets being set as part of contracts; 
· previous experiences when interacting with private contractors who were asked to do assessments for benefits such as Personal Independence Payment (PIP). 


Some of our member quotes included:
“Look what happened when the DWP had private healthcare firms making decisions for people to receive PIP, DLA, etc. It was and remains farcical. The Government need to increase the GP's so that Fit Notes are completed by someone who has a higher chance of knowing the individual and how much their ill health affects them.”
“Doctors are qualified to say what is wrong with you. It should not be done by people at a private company who will probably have targets to hit.”
In our section of Fit Note reform, we recommended that the GP should continue to be the person who issues ‘fit note’ and when someone is going to return to work, there should be a discussion with a jointly agreed plan between the person who has been ill, their doctor and their employer. Members also made clear to us that they did not want private companies involved in the assessment of people’s health conditions when applying for a ‘fit note’. We would urge the UK Government to impose a moratorium on the role of private companies being contracted/ sub-contracted to make decisions around fitness for work and any associated social security assessments. 
The results of our Fit Note reform consultation can be found in our general election briefing #2.
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