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Prison to community hepatitis C peer support programme 
 

Ensuring people released from prison during treatment are not lost to follow-up 
 

Key points  
 

• Patients who leave prison before treatment initiation or completion are often 

lost to follow-up. 

 

• The Hepatitis C Trust has rolled out a programme allowing prisons to refer a 

patient who is due to be released for assertive outreach in the community. 

 

• A pilot showed that by collecting details about where individuals are likely to 

spend time upon release, BBV nurses and The Hepatitis C Trust’s community 

peer workers could support later assertive outreach to locate them and provide 

support around hepatitis C. 

 

• Prison healthcare staff can play an important role in collecting details from 

patients who could be released during treatment. These can then be used for 

following up with the patient when they are in the community. 

 

Background  

The Hepatitis C Trust’s peer support workers regularly visit the majority of England’s secure 

estate to support hepatitis C case-finding and treatment. There have been big 

improvements in hepatitis C care delivered by prison healthcare and ODNs in recent years, 

with higher rates of opt-out testing and HITT (high intensity test & treat) events. 

The Trust also has an established peer support scheme in the community. Part of the Trust’s 

peer support work in the community involves a ‘Follow Me’ programme, in which patients 

are supported to attend healthcare appointments and throughout their treatment. There 

are currently peer support workers in 20 of 22 hepatitis C ODN’s in England. 

However, a challenge was identified in that many prison residents are released before 

treatment can be completed or initiated. These might be prisoners on a short sentence or 

who are on remand awaiting trial and so can have an unplanned released. They could be 

seen to fit the archetype of a ‘revolving door’ prison resident. 
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The Hepatitis C Trust has developed a ‘Follow Me’ referral process for prison to community 

support in an attempt to solve this problem. This involves its community peer support team 

carrying out assertive outreach in order to find a patient who has been released. 

After a pilot in North East England, this referral process has been rolled out across England. 

Read more about the Trust’s peer support work here. 

North East England pilot project 

The pilot and original referral form were developed in collaboration with staff from the 

Royal Freeman Hospital in Newcastle upon Tyne. 

The point at which a patient was initiated on treatment by the BBV nurse, and ideally 

introduced to a prison peer worker, was identified as the ideal time to collect details from 

the patient which would later support with assertive outreach if so needed. Details were 

collected in the referral form if there was a chance they would be released before 

treatment was completed and the outcome confirmed. Once these details had been 

collected, they would be sent to The Hepatitis C Trust’s secure email inbox.  

The address that people give for formal processes when leaving prison is often not the one 

where they spend the majority of their time. Therefore it was particularly important that 

alternative contact details or addresses for patients were collected at this point. 

Whilst nurses can effectively collect these details, the pilot indicated more details were 

collected when a peer worker engaged with the patient and helped collect details. Based on 

their own experiences, peer support workers were able to ask questions and have 

conversations which elicited the best information to support later outreach work. Another 

benefit of engagement by a prison peer support worker is that a strong and trusting 

relationship can be built, allowing the patient to feel ale to disclose information like this. 

Patient starts 
treatment

BBV Nurse or Peer 
Support Educator 

completes ‘Prison to 
Community Follow 

Me form’ with 
details from patient

ODN then sends 
referral form to The 
Hepatitis C Trust’s 

secure mailbox 

If patient is 
released during 

treatment

ODN informs The 
Hepatitis C Trust, 

which begins 
assertive outreach 
to locate patient in 

the community

mailto:http://www.hcvaction.org.uk/resource/leave-no-one-behind-engaging-and-empowering-people-hepatitis-c-care-and-treatment-through
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When a patient was released partway through a treatment course, the ODN would inform 

the Trust and assertive outreach was started. 

In total, between January and October 2020: 

- 41 referrals forms were received by The Hepatitis C Trust 

- For 17, The Hepatitis C Trust was told they had been released. All of these had 

attempts for assertive outreach made between January and October. 

- Out of these 17, as October 2020, five had been found and supported in the 

community 

- A further four of the 41 were confirmed to have completed treatment in custody 

- The remaining 20 patients were either still in prison as of October 2020 or The 

Hepatitis C Trust had not received an update on whether they had been released. 

Of the five patients engaged so far by The Hepatitis C Trust after release: 

- Two had completed treatment: one needed an SVR check done by The Hepatitis C 
Trust. 

- One was found in a local clinic and The Hepatitis C Trust was able to support them. 
- One had completed treatment but was re-tested by The Hepatitis C Trust due to 

ongoing risk. 
- For one, engagement is currently ongoing. 
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“Because Sue and Tony [two of The Hepatitis C Trust’s team] are peers, they know where to go 

and look, they know where to ask people if they’ve seen them, for example at soup kitchens or 

where people might go begging. This is the idea of the ‘Follow Me’ scheme, to find and 

support people who are pretty much invisible.” 

Colin Lawton, Northern Regional Lead (Prisons) for The Hepatitis C Trust 
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- A key lesson learnt from the pilot is that capturing full details of the contacts and 
address or addresses where someone is likely to spend time after release is key to 
supporting outreach and to finding patients. The presence of peer support workers 
during the appointment, when this information was collected, was found to support 
the gathering of this information. 

National rollout 

Any prison in the country can now refer patients to the prison to community Follow Me 

programme. The Hepatitis C Trust recommends completing the form for all patients who 

may be subject to unplanned release or released before treatment is completed. Forms are 

available here and should be sent to support.hct@hepctrust.cjsm.net.  

The Hepatitis C Trust believes that the referral form best supports later outreach when 

answers to question 12 on ‘other useful contacts’ are as detailed as possible. As well as 

contacts, addresses and locations where someone might be found are also helpful. 

Questions that nurses might consider asking to prompt patients if a peer worker is not 

available include: 

The following is the outline of how one patient was engaged and supported through this 

pilot scheme: 

- Patient referred from prison for hepatitis C treatment. 

- 8th January: patient seen in prison by the clinical team from the North East ODN, 

ODN referred to The Hepatitis C Trust with referral form. Patient later released 

from prison before SVR-12 (Sustained Virological Response - whether treatment 

had worked) was checked. 

- 23rd January: community & prison peer staff travel to Cumbria for assertive 

outreach, but patient not found. 

- All support services contacted to try and find the patient, but they were not 

known anywhere at this point. 

- Patient details were held in case of further contact and additional outreach. 

- 14th July: contact from patient responding to testing event poster. The team were 

able to ascertain patient’s history via records. 

- Immediate telephone support offered, and appointment arranged with The 

Hepatitis C Trust. 

- 22nd July: Peer workers met with patient and offered support and completed a 

dried blood spot test to check for SVR. This confirmed the patient had cleared the 

virus 

 

 

 

 

http://hcvaction.org.uk/resource/hepatitis-c-trust-follow-me-prison-community-referral-form
mailto:support.hct@hepctrust.cjsm.net
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• Will you be in contact with a probation service, if so which one? 

• Do you have your drug service key worker name? 

• Do you pick up a script? Which chemist or service? 

• Do you want to be met at the gate by The Hepatitis C Trust? 

• Would you like for The Hepatitis C Trust to come in and see you before you are 

released? 

• Do you use soup kitchens if so which one can we find you at? 

• Are there any particular areas you’re going to be where we or The Hepatitis C Trust 

could find you? 

This diagram shows the three pathways for hepatitis C treatment and the role of peer 

support workers within them. ↓ 
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