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Introduction 

With NHS England having recently announced its hepatitis C elimination deal, securing a 

lower price for hepatitis C treatments and increased investment in initiatives to find 

undiagnosed patients, HCV Action and the British Viral Hepatitis Group organised the 

National Hepatitis C ODN Stakeholder Event to bring ODN representatives together to 

discuss the opportunities and challenges associated with the deal. 

The event took place at the University of 

Warwick on Thursday 4th July, with 

around 110 people attending. Following 

introductions from Prof Matthew Cramp 

(President, British Association for the 

Study of the Liver) and Dr Ahmed 

Elsharkawy (Chair, British Viral Hepatitis 

Group), the day began with a group of 

presentations providing an overview of 

the elimination deal. Prof Graham Foster 

(National Clinical Lead for ODNs, NHS 

England) outlined the deal from NHS England’s perspective, followed by presentations from 

each of the three pharmaceutical companies involved in the deal on the measures they will 

be funding, with Peter Smethurst presenting on behalf of Gilead, Richard Walker for MSD 

and Asim Humayun for AbbVie. Dr Douglas Macdonald (Clinical Lead, North Central London 

ODN) also presented his perspective on the deal as an ODN Lead.  

Following the first round of breakout sessions (summarised below), further presentations 

focused on the patient perspective (Tony Gillham) and a drug and alcohol service 

perspective (Mike Trace, Chief Executive, Forward Trust). Stuart Smith (Director of 

Community Services, The Hepatitis C Trust) gave an overview of the peer support model in 

hepatitis C care, Dr Iain Brew (National Deputy Medical Director, Care UK) presented on 

hepatitis C in prisons, and Anja St. Clair-Jones (Consultant Pharmacist, Gastroenterology, 

Brighton and Sussex University Hospitals NHS Trust) and Margaret O’Sullivan (Viral Hepatitis 

Clinical Nurse Specialist, Brighton and Sussex University Hospitals NHS Trust) spoke about 

hepatitis C in community pharmacies.  

The presentation slides from the event are available in the HCV Action resource library here.  

 

 

 

 

 

 

 

http://hcvaction.org.uk/resource/hcv-action-bvhg-national-hepatitis-c-odn-stakeholder-event-presentations
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Agenda 
 

Welcome 

Prof Matthew Cramp, President, British Association for the Study of the Liver 

Dr Ahmed Elsharkawy, Chair, British Viral Hepatitis Group 

National perspective 

Prof Graham Foster, National Clinical Lead for ODNs, NHS England 

Elimination plan – Gilead Sciences 

Peter Smethurst, Director, Patient Access to Care, Gilead Sciences 

Elimination plan – MSD 

Richard Walker, Peer Support Initiative Lead, MSD 

Elimination plan – AbbVie 

Asim Humayun, National Sales Manager, HCV, AbbVie 

ODN perspective on the elimination deal 

Dr Douglas Macdonald, Clinical Lead, North Central London ODN 

Discussion time/Q&A 

Prof Graham Foster, Peter Smethurst, Richard Walker, Natalie Wood (Business Unit 

Manager, AbbVie) and Dr Douglas Macdonald 

Breakout session part one – Problem identification 

Breakout group 1: Community outreach 

Janet Catt, Consultant Nurse, King's College Hospital Foundation NHS Trust 

Breakout group 2: Reaching ethnic minority groups 

Dr Mark Aldersley, Clinical Lead, West Yorkshire ODN 

Breakout group 3: Treating in prisons 

Prof Ashley Brown, Clinical Lead, West London ODN 

Breakout group 4: Engaging with local commissioners & other partners 

James Spear, ODN Manager, Leicester ODN 

Patient perspective 

Tony Gillham 

Drug and alcohol service perspective 

Mike Trace, CEO, Forward Trust 

Peer support model 

Stuart Smith, Director of Community Services, The Hepatitis C Trust 

Hepatitis C in prisons 

Dr Iain Brew, National Deputy Medical Director (Health in Justice), Care UK 
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Hepatitis C in community pharmacies 

Anja St. Clair-Jones, Consultant Pharmacist, Gastroenterology, Brighton and Sussex 

University Hospitals NHS Trust 

Margaret O'Sullivan, Viral Hepatitis Clinical Nurse Specialist, Brighton and Sussex University 

Hospitals NHS Trust 

Breakout session part two – Identifying solutions 

Breakout group 1: Community outreach 

Janet Catt, Consultant Nurse, King's College Hospital Foundation NHS Trust 

Breakout group 2: Reaching ethnic minority groups 

Dr Mark Aldersley, Clinical Lead, West Yorkshire ODN 

Breakout group 3: Treating in prisons 

Prof Ashley Brown, Clinical Lead, West London ODN 

Breakout group 4: Engaging with local commissioners & other partners 

James Spear, ODN Manager, Leicester ODN 

Breakout sessions feedback 

Janet Catt, Dr Mark Aldersley, Prof Ashley Brown, James Spear  

Meeting summary and close 

Prof Matthew Cramp, President, British Association for the Study of the Liver 

Rachel Halford, Chief Executive, The Hepatitis C Trust and HCV Action Steering Group 

member 

Breakout session summaries 

 

As part of the event, four breakout sessions were held, covering the following areas:   

 

 Community outreach 

 Reaching ethnic minority groups 

 Treating in prisons 

 Engaging with local commissioners & other partners 

 

The breakout sessions were split into two parts, with the first part focused on problem 

identification and the second on identifying solutions. The presentations and discussions 

from the breakout sessions are summarised below.  

 

 

 

 



4 
 

 

Breakout session 1: Community outreach 

Janet Catt, Consultant Nurse, King’s College Foundation NHS Trust 

 
Breakout session 1: community outreach 

Janet Catt, Consultant Nurse at King’s College 

Hospital Foundation NHS Trust, began the 

workshop by setting out the aim of the breakout 

session – to identify barriers to care and work out 

possible solutions. The emphasis of the workshop 

was on group discussion and sharing of best 

practice, with the aim to finish with clear 

ambitions for moving forward. 

The group split into three to discuss the testing, referral and treatment of people presenting 

to (1) GPs, (2) drug and alcohol services and (3) rough sleeping services. 

What is needed? How can we achieve this? 

GPs 

 Better knowledge and education among 
GPs 

 Webinars 

 Improved engagement of GPs in the 
importance of testing and treating 
patients 

 Incentives for GPs, possibly to be 
treated as spokes 

 Improved engagement of patients  Increased prominence of resources 
around the GP (e.g. posters and 
leaflets) 

 Better linkage with other services  Fibroscans locally accessible 

 Better patient education of the 
available services (e.g. general liver 
health) 

Drug and alcohol services 

 Better knowledge and education of 
keyworkers, patients and healthcare 
professionals 

 National awareness-raising campaigns 
including advertisements 

 Training from The Hepatitis C Trust’s 
peers 

 Workshops and focus groups for clients 
and staff 

 Improved care pathways, including a 
fast turnaround in blood test results 
and timely access to referral 

 Communication between the ODNs and 
local services, possibly via portal 
meetings 

 Sharing best practice 
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 Pharmacies to have good supplies of 
direct-acting antivirals 

 The re-use of drugs of people who did 
not collect them, in line with agreed 
protocols 

 Timely delivery of medication 

 Possibility of ‘Amazon Lockers’ for 
treatment to be left and collected by 
the patient, reducing stigma and 
making the process more convenient 
for the patient 

 Sharing best practice 

Rough sleeping services 

 Easy access to testing, including a 
testing location, and clear responsibility 
as to who pays for the test if the person 
is not registered 

 Communication between services and 
clear guidelines 

 Point of care testing with immediate 
confirmation wherever possible 

 Training and offering support to people 
in rough sleeping services to provide 
the testing themselves 

 Use of peers to link people to services 

 Improved access to treatment  Make sure medication is supplied one 
week at a time 

 More people staying on the care 
pathway and completing treatment 

 Introducing incentives for people to 
collect when they get their treatment 
(for example a voucher after four weeks 
of collecting treatment or offers of 
clothes/money/toiletries/food) 

 Directly observed therapy (DOT), 
possibly through the VOTS app, where 
the patient films themselves taking the 
treatment 

 Use of peers to support and motivate 
people to complete treatment 

 Better understanding of what data can 
be shared about patients between 
services 

 Education and clear information to be 
distributed 

 Possibly giving patients their health 
information on a USB so that they are 
able to share it with whoever they want 

 

Breakout session 2: Reaching ethnic minority groups 

Dr Mark Aldersley, Clinical Lead, West Yorkshire ODN 

Presentation 

Dr Mark Aldersley talked through some of the challenges around engaging ethnic minority 

communities in hepatitis C care.  
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These included: 

 Knowing the scale of the problem – there has not been enough research into prevalence 

among minority populations.  

 Stigma and cultural sensitivity – a link is sometimes drawn between HCV and ‘socially 

unacceptable’ behaviours, prompting fears of the social consequences of a positive 

diagnosis. 

 Illiteracy – illiteracy in all languages can be an issue among migrant populations and 

prevents the use of translations. 

 Clinician-patient relationship – studies have shown that ethnic minorities often have 

lower level of trust in clinicians compared to individuals of Caucasian origin. 

Dr Aldersley also provided an overview of HepFree, a pilot study involving 90,000 patients 

who were invited to screening through letters from their GP surgeries. The pilot found that 

on average 19.5% of those eligible took up the offer of a test, compared to 1.7% for the 

control group. GP surgeries in the control group were simply asked to screen from the 

eligible population opportunistically, whilst intervention practices were offered £25 per 

patient. This targeted screening was particularly effective for over 40 year-olds, 27.8% of 

whom took up the offer of a test. Engagement with treatment in secondary care was 89.8% 

amongst those who tested positive. 

Discussion 

Solutions identified by participants included wider publicity and awareness raising work. It 

was suggested that younger, second or third generation, people could be targeted in order 

to pass on key messages to their parents or grandparents. 

The importance of incentivising GPs in 

areas with large ethnic minority 

communities and how this might best be 

done was also raised. The use of cash 

incentives for those who complete 

testing or treatment was identified as a 

potentially useful intervention. The 

group questioned whether GPs really 

knew that ethnic minorities had a higher 

prevalence. 

Within the prison population it was 

recognised that ethnic minority inmates 

might be the hardest to reach. Peer support programmes must recognise the need for 

diversity within their peers and the need to reach out to ethnic minorities. 

An anecdote was shared of a doctor who was proposing to test all expectant mothers who 

were from outside the UK for hepatitis C. Antenatal care units had responded to this 

proposal by saying it did not affect their work. Similar testing for at-risk groups in accident 

and emergency departments might also be beneficial.  
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Ways of reaching the Eastern European population were discussed, which was felt to pose 

different challenges to reaching other ethnic minorities. Eastern European migrants often 

moved into areas which had previously not had high migrant populations and were 

disproportionately younger and relatively recent arrivals. Participants noted that in their 

experience many of this group thought they would need to pay for treatment. 

The potential for prominent celebrities from these communities to act as spokespeople in 

order to raise awareness was raised. 

Given the stigma around hepatitis C, posting home testing kits was raised as one potential 

solution. 

In terms of resources in languages other than English, it was noted that these resources 

existed but needed to be better distributed.  

It was also noted that outreach services targeting ethnic minority groups need to take place 

in appropriate settings. Asking these groups to attend services in drug treatment services, 

for example, would not be appropriate.  
 

Breakout session 3: Treating in prisons 

Prof Ashley Brown, Clinical Lead, West London ODN 

 

Background 

 Prof Ashley Brown, Clinical Lead for the West London ODN, set out the key issues 

relating to testing in prisons, the headline facts being that there are 85,513 people in 

112 prisons across England. As all workshop attendees were aware, HCV prevalence 

is higher in prison than among the general population. 

 A particularly shocking fact is that men are 28x more likely to die in the first week on 

release from prison and women a staggering 69x more likely, compared to the 

general population.  

 There are also issues that compound the risk of hepatitis C in prison, such as the fact 

that more than 10% of people in prison are foreign nationals, and there is also a 

higher hepatitis C prevalence among people from certain areas such as South East 

Asia. 

 The discussion would relate to small scale solutions, rather than anything that would 

require legislative changes. 

 

Problems/barriers 

 The difficulties in keeping in contact with offenders on release due to GDPR and 

privacy considerations was highlighted as a problem. 

 The duplication of testing was not a concern but it would be important to flag when 

people are readmitted. 

 Healthcare teams deal directly with labs and the lab pathways can be complex. 
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 There is not a large enough supply of pan-genotypic treatment to meet the needs of 

the prison population. 

 Transfer between institutions was also posing problems, especially with regard to 

responsibility for making sure that offenders have their medicines. 

 Many workshop attendees discussed that they often failed to get SVR12s and that 

they had problems with collecting data. 

 It was felt that ODNs needed to be consulted more on national policy around testing 

in prisons. 

 There were still problems with the rates of testing. Nationally, they are not testing 

even 50% of people who are coming through prison reception. 

 It was thought that the reason that England was not doing as well as it could while 

the system worked so well in Australia is that there it is embedded in the culture, 

and that this shift in perception needed to happen in England. 

 It was thought that individual prison governors were not yet on board, but noted 

that the Hepatitis C Coalition had met with the President of the Prison Governors 

Association, Andrea Albutt and were working on a bulletin for members about 

hepatitis C as well as some awareness-raising media pieces. 

 

Discussion points 

 It was agreed that when approaching HCV treatment in the prison setting, it is 

important to consider it primarily as a public health issue rather than a hepatological 

issue; in other words, a more holistic view was needed, taking into account the need 

to prevent onward transmission of the virus 

 One of the key aims of healthcare workers and anyone involved in testing in prisons 

is to work to overcome prejudice and a silo mentality. The phrase to bear in mind is: 

“This is collective” 

 Prof Brown suggested that there is no need for clinical specialists to lead on HCV 

testing. It should be something on which prison health teams can lead, reaching out 

to specialists when needed. 

 It was also agreed that it is important to use diagnostics judiciously, for example a 

Cepheid machine has a limit on the number of tests that can be conducted at a time, 

so it might be more appropriate in certain settings to do an Orasure swab. 

 One test should cover all BBVs – HCV, HBV and HIV. 

 A question was posed as to whether MDT consultations could cease for prison-

related decisions, as they often caused delays in decision-making. It was noted that 

MDT decisions could be taken retrospectively. However, it was agreed that now that 

the treatments are no longer rationed, the MDT is less important in determining 

priorities. 

 The overall view was that nothing happens easily in a prison, and that there are 

constant operational barriers, such as leaflets getting stuck at the gate. It was 



9 
 

agreed, however, that the peer support programme should make a big difference to 

this. 

 

Potential solutions to identified problems 

 

 

Problem 

 

 

Solution 

 Difficulty obtaining diagnostic tests 

most appropriate for individual 

prison setting 

 Standardised reflex testing 

 Problems delivering adequate levels 

of opt-out testing 

 Standardisation of testing offer and 

delivery 

 Difficulties or delays in obtaining 

MDT approval 

 Implement one working day 

turnaround for MDT approval 

 Difficulty communicating 

information between prison and 

secondary care 

 System One access in every ODN 

treatment centre  

 Prison Governors not sufficiently on 

board with the elimination 

programme  

 Ongoing engagement exercises  

 Issues with engaging Prison Officers  Sharing messaging about hepatitis C 

e.g. through staff wellbeing days, 

articles in Gatehouse Magazine etc. 

Stress the safety benefits of 

eliminating hepatitis C in the prison 

 Lack of accurate statistics on 

prevalence, treatment numbers etc.  

 Increased support for data 

collection 

 Difficulty transferring information 

when a prisoner is transferred to/or 

from prison while on treatment 

 Named contact in each prison 

 Difficulty transferring drugs when 

patients are released/transferred 

 Clarification of responsibilities for 

transport services (sealed medical 

bag) 

 Lack of follow-up data (and 

consequent impact on ODN 

statistics) 

 Removal of SVR12 requirement for 

prison-treated patients 
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Breakout session 4: Engaging with local commissioners & other partners 

James Spear, ODN Manager, Leicester ODN 
 

James Spear, ODN Manager at the 

Leicester ODN, began the presentation 

with an overview of their successful 

engagement with local commissioners 

and other partners in the Leicestershire 

area. As ODN Manager, James made 

contact with commissioners to ask for 

their support with engaging with drug and 

alcohol services. Regular meetings were 

established, involving data sharing and 

network updates (e.g. updates on testing 

rates, numbers being referred into treatment, how many successfully complete treatment 

etc.). 

 

Engaging with commissioners has supported the ODN to develop stronger relationships with 

local drug and alcohol services, engage in high-profile, multi-stakeholder awareness activity, 

such as a screening project among the homeless population, which was covered by the BBC, 

and developing services in prisons. 

 

A number of conclusions were identified from this engagement:  

 
 Positive interactions are needed 

 Education is key 

 Involvement with commissioners is essential 

 Commissioners can support in identifying other key leaders 

 

Group participants then identified a number of problems and potential solutions for 

engaging with local commissioners and other partners. 

 

 

Problem 

 

 

Solution 

 Fragmented system 

 

 

 Facilitate combined meetings 

(commissioner-to-commissioner 

interaction) 
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 Difficult system to understand  Refer to the HCV Action Hepatitis C 

Commissioning Toolkit 

 Communication with commissioners 

can be problematic 

 Reach out to key people  

 Drug service targets can be unclear  Get commissioners in the room with 

drug and alcohol services, ensuring 

hepatitis C is a key part of the 

commissioning process 

 Hepatitis C can be undervalued by 

commissioners and drug services 

 Take a ‘top down approach’ by 

giving information to people at the 

top about the hepatitis C 

elimination effort 

 Not having existing links with 

commissioners 

 Contact PHE Health & Wellbeing 

teams, local authorities, Health & 

Justice, NHS England, CCGs 

 Struggling to engage with 

commissioners 

 Bypass commissioners with financial 

incentives for drug services to refer 

patients  
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