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Gypsy, Roma and Traveller Communities –
Access to Healthcare & Inclusion in Research
With Sherrie Smith (GATE ESSEX), Ewen Speed and Sally Burrows (University of Essex)
Co-produced research – Sally
We went to Thurrock and spoke to health and care providers, and community organisations to find research issues that mattered locally. Health practitioners had seen a high level of unmet need in the many Gypsy, Roma and Traveller Communities.  We spoke with people from the communities to find out their most pressing priorities. With community members we coproduced a bid for NIHR-funding to (1) speak with community members to find out experiences of access to health and care (2) sharing/feedback what we have found out with health care professionals and policy makers (3) bring together a community of practice (2024) 
Lessons Learnt so far: 
· Start with engagement work (previous small grants)
· Be adaptable, flexibility in the research grant, coproduce decisions on how it is carried out
· Be open to peer to peer interviewing (people in community carrying out interviews) & community transcribers – trusted relationship, greater reach and greater understanding enables more people to fully participate in research
From a community perspective – Sherrie
For me, research has to come from the ground up, and needs to involve the community. I graduated from Bucks university in 2019 and worked as a researcher there. 
Why involve the community? 
· The importance of language and how questions are written, how questions are asked 
· Community led organisations are gateways who can help include those most unlikely to talk 
· It was important to have 4-5 community organisations involved, include different groups 
Why is this research important? 
· Poorest health outcomes, despite the high proportion who are now in bricks and mortar (proving it is not just about being on the road)
· Five times more likely to die in childbirth, high rates of suicide, mental health is high – lost many traditional outlets for stress (horse fairs, community living, travelling)
How we worked together
· Sally and Ewen involved us at every stage, even though it was like “herding cats”! 
· We are busy people juggling family, other obligations but the researchers pulled us into worthwhile meetings with health professionals

Including Gypsy, Traveller Communities
· “You” all have “Social cultural competency”, you all go to school, read bus timetables, go to doctors, an understanding of how things work – most Gypsy, Roma Travellers don’t and have a fear of written material and authority. 
· We are modest people and health language is not always appropriate,  eg we say ‘chest check’ for breast cancer
· Fear of going to GP, might not be able to read the name being called on screen (or want to be announced as “a Traveller Site Resident”).  
· Have to deal with everyday racism, intolerance, poor literacy skills, can’t keep up with bills, health priorities come well down the line
· Our community doesn’t use GPs much – there are lots of barriers and people often present at A&E with advanced conditions
Why Peer to Peer Interviews?
· Best way to get the most truthful answers, as a community member, I approached a people, sent information via Whatapp– I am able to use my knowledge about my community, and then a ripple effect, talk about diabetes clinics, care services, are they using alcohol support, using my knowledge I can get further out into the community, and find ways to talk about things that are taboo, not talked about before. 
What do you think of the term “Hard to Reach”?
· We’re not hard to reach. For some people the reach is too hard. 
· Our community is researched to death, you can’t imagine how much research gets done, but nothing changes. 
Digital Exclusion
· There are now phone apps to do blood test, apps to make appointment, we have a barrier to “officialdom”. The use of mobile phone apps, makes access to health care so much harder. It is affecting our engagement with health services. 
· Phone poverty – on Traveller sites, cost of phones, apps, pay as you go, contract, mobile signal, internet, access.  We are being excluded from using health system, going to cost the NHS in the long run. 
Research Ethics – Ewen 
· Consequences of being over researched and nothing changes, the ethics of participation, ethics of us as researchers.
· Goal of research is not to make things any worse, however, that is not enough. We need to think explicitly, that something needs to change by working together, to improve the situation drawing on experience
· We are trying to think through what that might look like, for “marginalised”, “hard to reach”, “chaotic lives”, “seldom heard” – we need to make sense of what we expect, accommodate difference, and acknowledge the difference. We need to organise projects and meetings differently, understanding cancellations will happen.  As researchers we quickly realised, we needed to be more flexible, people are largely volunteers, whilst it is a paid job for us. People have other pressures, we have to work with that, 
· We can change what we do, rather than expecting others to change, 
Meaningful inclusive involvement: there have to be expectations that the researchers change the way they work.  Otherwise, people who are already being excluded, are persistently marginalised.
