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We are currently looking for Disabled people and those with long-term health conditions aged 18+ in England and Wales to take part in one-to-one online interviews with our community researchers about changes to Universal Credit. 
The interview will last approximately 1 hour and we will pay you a total of £20 as a thank you for participating.

Below is a collection of frequently asked questions to help you understand why the research is being done and what it will involve. Please take time to read the following information carefully and discuss it with others if you wish. If you would like more information you can contact our research team at research@toynbeehall.org.uk 


NOTE: We are not part of, or acting on behalf of, the UK government or the Department for Work and Pensions (DWP). This interview is not related to your particular claim and the research will present aggregated data. Your interview responses are confidential and will not be shared with the DWP.



What is the project about?
This is a research and action project led by Disabled people in response to the UK government’s recent and ongoing changes to health and disability related benefits. The findings will be used to influence legislation, policy guidance, and public debate to ensure reforms protect Disabled people in a changing system.

Who are we and what is our approach to research?
We are a group of peer researchers with lived experience of navigating the social security system as Disabled people. We are working in conjunction with Toynbee Hall’s staff team and Disabled People’s Organisations (DPOs) to use participatory action research (PAR) to look at how these changes could affect Disabled people and carers now and in the future, and advocate for the changes we want to see. 
The PAR approach involves us as peer researchers from the very start helping to set the agenda, design the research, analyse the findings, and lead our campaigning efforts, speaking directly to MPs, media and the wider public.
 
What is Toynbee Hall?
Toynbee Hall is a charity working alongside people facing poverty, injustice and inequality since 1884 to build a fairer future for all. Our research and policy work supports Toynbee Hall's mission by using a co-production approach to drive systemic change and ensure everyone has an equal chance to thrive. One of our current projects is a participatory action research project with Disabled people receiving the health element of Universal Credit looking at how the benefit system can be fairer for those excluded from work.

What do we mean by Disabled?
We use the term Disabled in line with the social model of disability. The Social Model of Disability was developed by Disabled people and describes people as being disabled by barriers in society, not by our impairment or difference. If modern life was set up in a way that was accessible for Disabled people, then we would not be excluded or restricted.  
By ‘Disabled people’, we mean those of us whose bodies and/or minds work differently to how ‘normative’ society assumes they should, and who face disabling barriers as a result. These impairments/conditions/differences include physical, mental, neurodivergence, and chronic illnesses.

What can I expect as an interviewee?
You will join an interview with one of our Disabled researchers. We will ask for written and/or verbal consent before starting the interview. You will be asked about your life, your experiences with Universal Credit, and about your voice in society. You can stop at any point if you either need a break or would prefer not to continue. 

What are the possible disadvantages and risks of taking part?
While being involved in participatory research can be rewarding, there are some risks to consider. Talking about personal experiences, especially difficult ones, can sometimes be upsetting or emotionally tiring. If you are paid for your involvement, it could affect your benefits, so it’s important to get advice. 
We will do our best to create a supportive and safe experience for you. Should reflecting on your experiences bring up distressing memories or feelings during the interview, you can take breaks, or end the interview if you would like. We can also give you information about services that are available to you if you would like to access support.

What are the possible benefits of taking part?
Being involved in participatory research can have several benefits. If you take part, you will be helping us to make changes to systems that haven’t been working properly. Your involvement can help make our research more relevant and meaningful. You will also receive a thank you for your time of £20.

What will happen to my interview? 
We will review anonymised transcripts from all interviews to guide our research analysis and advocacy work to push for greater protections for Disabled people. We will also include anonymised quotes from the interviews in advocacy materials, with any identifiable information removed as far as possible. Audio recordings will only be held a maximum of six months after the publication of our findings.

What will happen to my data? 
Toynbee Hall is committed to protecting your personal information and ensuring that all information handled is done so in accordance with the Data Protection Act 2018/General Data Protection Regulation (GDPR).
We collect basic demographic information to ensure that only eligible people join our project. We collect information on age, gender, disability and ask optional questions on ethnicity, amongst others to ensure a diverse representation of voices in our project. We prioritise the privacy and security of your information, implementing measures to ensure its protection. 
We will not talk to anyone else about you or the information you have given us, it is confidential. All data access is restricted to Toynbee Hall research staff and the specific peer researchers for the projects.
Under the Data Protection Act 2018, you have rights over how your personal data is collected, used, and stored. This means you have the right to know what data is being collected about you, why it is being used, and who it will be shared with. You also have the right to see your data, correct it if it’s wrong, and ask for it to be deleted in some cases. Any personal information you share will be kept secure, used only for agreed purposes, and handled in line with the law to protect your privacy.
For this project any personal information that can identify you will be removed and will not be included in any reports we produce. In accordance with data protection legislation, your personal details will never be given out to anyone not involved in this research, and any recordings we may take will be safely stored and permanently deleted at the end of the project. 
More information on our privacy policy can be found here: https://www.toynbeehall.org.uk/wp-content/uploads/2024/11/Toynbee-Hall-Privacy-Notice-2024.pdf

How and when will I be paid?
We arrange payment by bank transfer, normally around 3-4 weeks after interview. There are unfortunately sometimes delays in this payment system depending on when interviews are held as our finance team has a strict deadline for each of their payment cycles. 

I receive state benefits, how does this impact them?
We know that some people may be concerned that their benefits will be affected by participating. Payment can affect means-tested benefits like Universal Credit and Employment and Support Allowance (ESA).
If you are categorised in limited capability for work and/or work-related activity you are allowed some earnings before your benefit payments are reduced – this is called a work allowance and is normally at least a few hundred pounds. In ESA you can continue to receive payments so long as you work less than 16 hours a week and your earnings are below a certain amount (currently £195.50). You should make sure to speak to an advice organisation such as Citizens Advice to understand how payments from this project might affect your benefits. 

Who should I contact for further information?
Please contact research@toynbeehall.org.uk for further information and to ask any questions you might have.
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