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Foreword Foreword

Foreword
NHS England’s ground-breaking elimination programme is ambitious enough to defeat 
hepatitis C. However, the £1 billion being spent on it will be wasted if services cannot 
provide sufficient support to ensure people who inject drugs can inject safely, thereby 
preventing infections and reinfections, and access the health and support services 
they need to maintain good health.

The Hepatitis C Trust recently celebrated 20 years of 
supporting people affected by hepatitis C. Since we 
began our work as an organisation, we have seen 
dramatic changes in the care available to people. 
Changes like Scotland’s 2006 Hepatitis C Action Plan 
which laid out Scotland’s commitment to eliminating 
hepatitis C; the global medical developments that 
have led to new fast-acting, effective and easy-to-take 
treatment for hepatitis C (direct-acting antivirals); and 
NHS England’s elimination deal with pharmaceutical 
companies in 2019.

These changes have dramatically improved the life 
circumstances of tens of thousands of people, and we 
now have a real chance to eliminate hepatitis C as a 
public health concern. However, we will not be able 
to seize this extraordinary opportunity if the rate of 
transmission continues to hold steady. The findings 
of this report show that reinfections contribute to the 
spread of hepatitis C and that greater investment in 
preventative measures is essential if the UK’s pledge to 
eliminate hepatitis C by 2030 is to be realised. 

The elimination of hepatitis C has obvious benefits in 
the reduction of pressure on NHS services and budgets. 
Alongside this, the importance of helping people most 
at risk of the harms associated with drug use cannot 
be overstated. Hepatitis C affects some of the most 
vulnerable and under-served in our communities 
who have the same rights as others to experience 
the substance behind the words of the Government’s 
commitment to “levelling up” communities.

In her recent review of drugs, Dame Carol Black 
emphasised the importance of high quality physical and 
mental health care sitting alongside drug treatment. 
The Government’s Drug Strategy has now committed 
to the UK having a “world-class treatment and recovery 
system”. In order to work this will require well resourced, 
effective services that include detecting blood-borne 
viruses in a timely way and link people testing positive 
with treatment services. 

As we move towards hepatitis C elimination, we must 
begin to think about this as a sustainable change in 
practice and not simply a transitory target to be briefly 
met. It is absolutely vital that services providing support 
to people who inject drugs are given enough resource to 
provide evidence-based harm reduction initiatives and 
holistic support to the people they serve. If they are not 
given this, we risk losing a historic window of opportunity 
to eliminate a disease that has affected some of the 
most vulnerable in our society for decades.

Rachel Halford 
CEO, The Hepatitis C Trust
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Glossary Acknowledgements

Glossary
BBV Blood-borne virus

DAA Direct-acting antiviral

HCV Hepatitis C virus

MSM Men who have sex with men

NHS National Health Service

NHSE/I NHS England and NHS Improvement

NSP Needle and Syringe Programme

ODN Operational Delivery Network

OST Opioid Substitution Therapy

SVR Sustained Virologic Response

UKHSA UK Health Security Agency

WHO World Health Organization
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Executive Summary Executive Summary

Executive Summary
Background 
In 2016, the UK Government signed up to the 
WHO Global Health Sector Strategy (GHSS) on Viral 
Hepatitis, committing the UK to the elimination of 
hepatitis C (HCV) as a major public health threat by 
2030. As a result, England and the devolved nations 
set about developing, resourcing and implementing 
elimination initiatives and programmes. 

These programmes have achieved large gains: 
almost 60,000 people have been treated for 
hepatitis C since 2015, testing and diagnosis have 
increased markedly, and liver disease mortality 
has fallen by around 35%. To achieve this, NHS 
hepatitis C teams have found new ways to reach 
and treat marginalised populations. This is not only 
transforming hepatitis services, but also forging 
new models in addressing health inequalities. 

Interest in long-term outcomes for people 
treated for hepatitis C, including repeat 
infection, have increased alongside the 
elimination programmes. Yet understanding of 
reinfection in the UK – its causes, consequences 
and potential remedies – is limited. 

This work set out to understand what is currently 
known about reinfection, in particular, but not 
exclusively, what frontline services working with 
people at risk of hepatitis C are seeing in relation 
to reinfection. We wanted to understand the scale 
of the issue, what is already being done, and what 
more we might put in place locally and nationally to 
address this if needed. 

Our overarching aim within this work is to 
contribute to the national understanding of 
reinfection, consider the implications of this  
issue for patients, and support efforts to  
eliminate hepatitis C.

Methods
We reviewed international evidence around 
hepatitis C reinfection and possible approaches 
to addressing it. We conducted semi-structured 
and group interviews with 18 Operational Delivery 
Network managers, clinical staff, and professionals 
delivering peer support services. 

We also drew on interviews with six people who 
had recently been treated for hepatitis C and 
who had been at risk of contracting it again after 
treatment (five men, one woman). And we analysed 
responses to a survey of professionals working in 
the field of hepatitis C (n=42) which asked a series 
of questions exploring hepatitis C reinfection in 
their area. 

Findings
The scale of reinfection in the UK is unclear. 
Published research gives a mixed picture, and 
participants’ local data and estimates varied 
markedly, with some reporting almost no 
reinfections and others seeing this frequently. 

There is also clear variation by population group. 
People who inject drugs are identified as a key 
population affected, although within this group 
there is still considerable variation: people enrolled 
in Opioid Substitution Therapy tend to be at much 
lower risk of reinfection than those not engaged 
with drug treatment, for example. Criminal justice 
populations and some groups of men who have 
sex with men are also more likely to be treated for 
hepatitis C more than once. 

This ‘clustering’ may be a reflection of variation in 
testing rates, however, as well as of real differences 

in reinfection. Most reinfection data is limited to 
repeat diagnoses, and populations screened more 
regularly – such as people in the UK criminal justice 
system – may therefore be more likely to have their 
second infection identified. This is one of several 
difficulties with current reinfection data, which is 
often not collected systematically and has major 
gaps; work is planned locally and nationally to 
improve this. 

Reinfection is seen both as a positive sign and a 
negative sign. It is positive as it shows services are 
reaching, testing and diagnosing the right people, 
and then diagnosing them again. But it is also seen 
as a sign that opportunities for prevention are 
being missed in current treatment pathways. 

Most participants cited local work underway to 
reduce reinfection. These include strengthening 
core parts of hepatitis C prevention systems 
– such as increasing the reach of needle and 
syringe programmes and regular testing for at-
risk populations – and more targeted work, for 
example, through contact tracing and treating 
networks, peer-led prevention, and behavioural 
interventions for people during treatment. Patients 
recently treated described prevention information 
being delivered during their treatment, personal 
concern about reinfection, and a desire for regular 
post-treatment testing. 

Although widespread, many of the interventions 
identified were driven by individual hepatitis C 
Operational Delivery Networks, clinicians or other 
frontline staff rather than being systematically 
embedded into pathways and collective ways 
of working. Building on these, improving data 
collection on reinfection, and better understanding 
of people not engaged with hepatitis C treatment 
were raised as key mechanisms to better 
addressing reinfection in future.

Conclusions
Hepatitis C reinfection is a concern in many parts 
of the UK, but with limited surveillance and low 
rates of follow-up testing among people treated, 
understanding of the scale or impact of reinfection 
is very challenging. 

Where areas are seeing more reinfection, this 
may reflect successes in elimination in that we are 
reaching “the right people”: those who are most at 
risk of transmitting hepatitis C and people who are 
often excluded from health services.

Yet ongoing reinfections also suggest that there  
are still unknown groups who are not being found, 
tested, and treated, and who are transmitting 
hepatitis C. This may mean that the road to 
elimination is longer than some currently predict. 

In response to the increasing concern about this, 
a range of approaches are being trialled in the 
UK to reduce reinfection, and to better support 
the populations most likely to contract hepatitis C 
again after treatment.
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Key recommendations
Hepatitis C reinfection is a clear challenge, but one 
that can be addressed. Several opportunities were 
highlighted during the course of this work to reduce 
reinfection. Many of these build on the achievements 
of existing elimination programme initiatives, would 
improve the likelihood of the UK reaching elimination, 
and would mean better health and care for some of the 
country’s most marginalised populations 

Five themes were identified as areas of particular 
importance for future focus and action: 

1. To strengthen hepatitis C prevention and 
particularly harm reduction services. 

• Key partners - including UK Health  
Security Agency, NHS England and NHS 
Improvement (NHSE/I), NHS Addiction Providers 
Alliance, the Local Government Association 
and The Hepatitis C Trust - to work together 
to develop a cohesive long-term strategy for 
preventing new hepatitis C infections.

• Local Authority commissioners, service providers 
and the Office for Health Improvement and 
Disparities to work together to increase needle 
and syringe programme access, for example 
through introducing more bespoke services, 
such as for people who inject steroids or as part 
of engaging in chemsex; peer-led services; and 
trialling overdose prevention centres. 

2. To make more of the opportunity hepatitis 
C treatment brings, both to prevent 
hepatitis C reinfection and to ensure 
patients’ wider needs are addressed

• NHSE/I, Operational Delivery Networks, and The 
Hepatitis C Trust to develop models to ensure 
people can easily access harm reduction during 
hepatitis C treatment. This should include 
support to reduce injecting, access to OST, 
and provision of sterile injecting equipment 
(including through peer delivery). 

• NHSE/I and Operational Delivery Networks to 
develop and test models to integrate hepatitis 

C treatment services with mental, physical and 
social care and/or housing. These should include 
assessments for health, care and housing needs 
common among people with hepatitis C, and 
access to psychosocial interventions through 
treatment.

• Operational Delivery Networks to test and 
evaluate approaches to engaging and treating 
people in networks. This should include regular 
discussion during treatment and follow-up: 
some people will be more comfortable engaging 
contacts as they finish treatment and no longer 
have hepatitis C themselves.

3. To increase testing for everyone at risk

• NHSE/I to produce guidance for  
testing of drug service clients, and parameters 
for the level of testing required to achieve micro-
elimination. This should include clear direction 
on who needs testing (and who does not), and 
a requirement for testing every six months for 
people at ongoing risk of hepatitis C.

• Operational Delivery Networks to continue to 
develop, test and learn from hepatitis C ‘track 
and trace’ or contact tracing programmes, 
particularly with the view of engaging under-
served populations, and embed these within 
local pathways. 

4. To find new ways to engage and support 
people not currently reached by services

• NHSE/I, in partnership with Operational 
Delivery Networks, UK Health Security Agency 
and The Hepatitis C Trust, to research, design, 
and test approaches to supporting people with 
very complex needs who are currently not 
engaged with testing and/or treatment. This 
will likely require an integrated local approach, 
with partners across mental and physical 
health, social care and housing services. 

There are many examples of excellent practice in hepatitis C prevention, diagnosis, treatment 
and support which can be built upon to address reinfection. Importantly, it appears likely that 
better preventing and addressing hepatitis C reinfection would also serve to strengthen many 
aspects of the UK’s hepatitis C elimination programme.  
 
This will involve improving hepatitis C prevention services; using treatment as an opportunity 
for prevention and wider support; increasing testing; working specifically to support people 
not engaged with services; and strengthening the data we have on new and repeat infections 
and on the availability and uptake of prevention services in the UK.

As with any complex health challenge, no single approach or intervention will solve this issue 
on its own; a combination of prevention, diagnosis, treatment and support interventions is 
essential to formulating an effective response to hepatitis C reinfection. 

5. To improve the data available  
on reinfection 

• UK Health Security Agency and the Office for 
Health Improvement and Disparities to identify 
opportunities to strengthen surveillance of 
new and repeat hepatitis C infections, and 

on the critical services which impact this, in 
particular the accessibility and uptake of sterile 
injecting equipment. 

A full list of recommendations  
is included at page 31. 
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Background
What is hepatitis C reinfection?

Reinfection can be defined as a new case of hepatitis C in a person who had a previous 
infection. This previous infection may have been cured with medication, or resolved 
without treatment. 

Where a person is treated, successful cure requires confirmation. This is usually measured 
by a test to confirm a sustained virologic response (SVR) which is conducted 12 weeks after 
completing treatment (SVR-12). 

This report treats hepatitis C reinfection as infection following successful medical cure 
evidenced by an SVR-12. In many cases, treatment outcome data is not available; in these 
instances we have specified what we mean by reinfection. 

Hepatitis C is a blood-borne virus (BBV) primarily affecting the liver. Without treatment, it can 
lead to an increased risk of mortality, liver disease, and many other health problems. There 
are a number of transmission routes, but the most common in the UK is through the sharing 
of drug-taking equipment, which accounts for around 90% of new infections.

Hepatitis C is preventable and curable. In 2016, the UK 
Government signed up to the World Health Organization 
(WHO) Global health sector strategy on viral hepatitis, 
2016-2021, which aims to eliminate hepatitis C as a 
public health threat by 2030.1 This strategy set goals for 
the prevention and cure of hepatitis C nationwide, as 
well as reductions in associated mortality. National viral 
hepatitis elimination programmes are now underway in 
all four UK nations.

These programmes have achieved large gains: almost 
60,000 people have been treated for hepatitis C since 
2015, testing and diagnosis have increased markedly, 
and liver disease mortality has fallen by around 35%.2 
Overall prevalence has fallen by more than a third.3

Addressing new infections, however, has proven more 
challenging: 28% of recent initiates to drug use had 
hepatitis C in 2019, for example, compared with 25% in 
2015.4 If transmission continues at this level, irrespective 
of the dramatic improvements in treatment, the UK 
elimination programme faces a major challenge.

These new infections include a minority of people who 
have already been treated for hepatitis C and go on to 
acquire the infection again. Feedback from clinicians and 
frontline workers in recent years has indicated that an 
increasing number of reinfections are being identified 
in the UK. These early concerns have been borne out 
by research in some parts of England documenting 
reinfection rates as high as 19% within two years.5 

  
Such findings have been attributed to a range of possible 
causes: easier, more accessible treatment reducing 
patients’ incentive to avoid reinfection; improved, more 
regular testing resulting in people who have contracted 
hepatitis C a second time being re-diagnosed more 
often; and increased treatment of people with more 
complex needs who are likely to contract hepatitis C 
again, or indeed a combination of these, have all been 
proposed as explanations for higher reinfection rates. 
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 Methods

This report sets out to understand what the NHS and frontline services working with people 
at risk of hepatitis C are seeing in relation to reinfection, what is already being done, and 
what more we might put in place locally and nationally to address this.  
 
It aims to contribute to the national understanding of reinfections and support efforts to 
eliminate hepatitis C with specific recommendations on how it might be more effectively 
addressed in future. 

Methods
The impetus for this report came from The Hepatitis C Trust (HCT), the largest peer-led 
organisation for hepatitis C in Europe with staff embedded in NHS teams and prisons 
nationwide, and from HCV Action, a member organisation for more than 900 professionals 
working in hepatitis C in the UK. Initial planning and scoping drew on both organisations’ 
expertise and insights informally through workshops and group discussions.

This report then drew together data on hepatitis C 
reinfection from several sources. 

We initially reviewed peer-reviewed publications on 
hepatitis C reinfection, its causes and impacts, and the 
evidence base for interventions to reduce reinfection, 
from studies conducted in high income countries. 

We went on to conduct 13 individual semi-structured 
interviews with Operational Delivery Network (ODN) 
managers, doctors and nurses working in this area, 
and two semi-structured group interviews with 
five professionals delivering peer support services. 
Participants were identified based on their knowledge 
of hepatitis C reinfection, and to obtain a range of 
perspectives including representation from a range of 
geographical areas, and people working with different 
at-risk populations. Participants included staff working in 
11 of England’s 24 ODN areas.

We also drew on interviews with six people who had 
recently been treated for hepatitis C and who had been 
at risk of contracting it again after treatment (five men, 
one woman), all of whom were recruited through HCT 
staff and had received or were receiving peer support. 

Finally, we incorporated responses to a survey of 
professionals working in the field of hepatitis C (n=42) 
which asked a series of questions exploring hepatitis 
C reinfection in their area. This formed part of a broad 
survey carried out by HCV Action in Spring 2021 which 
was sent to all of their 897 members. 

Data from the surveys, focus groups and interviews were 
collated and analysed for themes. The methods used 
in this report, and its limitations, are set out in detail at 
appendix 1 (online version only).

As the largest peer-led organisation for hepatitis C in Europe, The Hepatitis C Trust has an 
extensive network of staff and volunteers, many with lived experience, across the UK. With 
teams based at the centre of hepatitis C care, in drug and alcohol services, in prisons and in 
other settings, we have been able to draw on their expertise and insights in planning and 
executing this report. Much of the impetus for this report came from their observations in 
frontline roles across the UK, and the instances of reinfection they were seeing.
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Current evidence  
and data
Interest in hepatitis C reinfection has increased markedly in recent years, and 
in particular since the introduction of direct-acting antivirals (DAAs) as the first 
course of treatment over the past seven years in England. 

The scale of the problem, whether it is changing, and 
what can be done about it is, however, still unclear. 
Rates of reinfection are not currently published publicly 
at national or ODN level, although estimates are being 
developed by the UK Health Security Agency (UKHSA) 

and are already available to local areas through  
a dashboard. There are also plans for a national  
study of current reinfection rates and several  
studies have explored this at a local level in  
different parts of the UK.

 
Rates and trends  
across populations

Summary
Research suggests that hepatitis C reinfection is most common among people who 
inject drugs, men who have sex with men (MSM) who also have HIV or use drugs with 
sex, and among people in or recently released from prison.  
 
This varies considerably, however, even within groups – people in Opioid Substitution 
Therapy, for example, see much lower rates of reinfection than other injecting groups.  
 
It is not clear whether rates of reinfection are higher today than before the introduction 
of DAAs, nor whether any differences in reinfection rates reflect changes in the 
populations able to access treatment or changing behaviour.  
 
There are no reliable estimates of hepatitis C reinfection in the UK, though data is 
improving and further work is planned or already underway.

Existing research in high income countries suggests 
that, for the main part, reinfection is rare but varies 
considerably between different population groups.6,7,8,9 
In high income countries, people who inject drugs, 
people in prisons, and men who use drugs with sex 
(known as chemsex) are identified as the populations 
most likely to contract hepatitis C again following 
treatment.10

Hajarizadeh and colleagues recently estimated hepatitis 
C reinfection among people who inject drugs by 
combining the results of 36 previous research studies.11 

Together, these 36 studies included 6,311 years of 
follow up for analysis (known as person years; see  
box). The authors found reinfection rates among 
people who use drugs to occur at an overall rate of  
5.9 infections per 100 person years. This increased 
to 6.2 among people who had recently injected, and 
fell to 3.8 among people receiving Opioid Substitution 
Therapy (OST). Higher rates were also seen among 
people who injected daily (OST will often reduce the 
frequency of injecting), and who shared needles. 

This study also looked at rates of reinfection among 
people receiving interferon-based treatment and those 
who had received DAAs12 and found no difference 
between the two. Conversely, analysing Scottish health 
system records for 5,145 people with a confirmed 
SVR from 2000-2018, Yeung and colleagues found 
that reinfection rates were higher among people 
treated with DAAs. They suggest this may be due 
to improvements in reaching people with higher 
reinfection risk, and note that stable trends in OST 
uptake and injecting behaviour would not suggest 
a change in harm reduction behaviour among large 
numbers of people.13

Yeung et al also found low rates of post-treatment 
testing among this population, with 27% not tested 
in the first year after treatment, and 70% not tested 
in year two.14 They estimate that due to this 54% of 
reinfections may not have been diagnosed. 

High rates of reinfection have also been documented 
among people in prisons, and those recently released 
from prison. Yeung and colleagues also found that 
people treated in prison experienced high levels of 
reinfection (14.3 per 100 person years) while in the 
North East of England Bhandari and colleagues found 

that 19% of 111 patients treated who had a confirmed 
SVR were re-diagnosed; as these diagnoses occurred 
as part of follow-up testing they suggest real rates 
may have been higher.15 Exploring drivers of prison 
reinfection in Australia, Lafferty and colleagues found 
that the focus on ‘cure’ may overlook ongoing risk factors 
and wider needs among people who inject drugs who 
are in prison.16

High rates of hepatitis C reinfection have also been 
identified among MSM, in particular among those who 
engage in chemsex and among those who have HIV. 
A study exploring reinfection among MSM with HIV in 
London found rates of 7.8 per 100 person years,11 and 
another looking at six Western European countries 
including the UK 7.3 per 100 years follow up. This 
also found 18.8 second reinfections per 100 person 
years of follow up,18 suggesting that a small number 
of people were repeatedly exposed to, and potentially 
transmitting, hepatitis C.

Both of these studies were done before the introduction 
of DAAs, which made treatment much more accessible. 
Work done in the Netherlands found 8.9 reinfections  
per 100 person years of follow up before 2015, with  
this falling sharply with the introduction of DAAs to  
1.14 by 2019.19 The authors suggest that with 
behavioural interventions and further increases in 
testing, micro-elimination could be achieved.

Several authors highlight the benefits of treating  
people at risk of reinfection as central to elimination 
efforts, in particular noting that people at greatest risk  
of infection are also more likely to be transmitting the 
virus to others.20

Definition

Person years is a measurement which describes 
how long a group of people were followed up 
for. It combines the number of people in a 
study, and the number of years they took part. 

For example, a study following 100 people  
for 1 year each would create 100 person years  
of information.
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What works to prevent reinfection

Summary
Approaches that prevent first hepatitis C infections – in particular needle and syringe programmes (NSPs) 
and OST – will also reduce reinfection.  
 
In addition to this, patient support with mental health and behavioural interventions during the 
hepatitis C treatment pathway, and regular post-treatment testing, will support an effective prevention 
programme.  
 
Targeting treatment to people more likely to transmit hepatitis C, or treating networks of people 
simultaneously, also offers scope to reduce reinfections within populations. 
 
It is likely a multi-level approach combining harm reduction, regular testing, behavioural interventions 
and person-centred support will have the most impact in reducing rates of HCV reinfection. 

Needle and syringe programmes 
and Opioid Substitution Therapy
NSPs are a key part of preventing hepatitis C 
transmission. A recent review by Platt and colleagues 
found that, although the available evidence is quite low 
quality, high NSP coverage reduced the risk of hepatitis 
C acquisition by 76%, and more so when combined with 
OST programmes.21

Both NSPs and OST serve multiple purposes: they 
reduce the likelihood of reinfection directly; they  
reduce the population prevalence of hepatitis C which 
in turn is associated with lower levels of reinfection; 
and they also offer an important opportunity to engage 
people and support them with wider health, social 
support and care needs.22

Mental health and behavioural 
interventions
Several studies highlight the interaction between 
mental health and hepatitis C reinfection,23, 24, 25 and 
two have found lower rates of hepatitis C reinfection 
among people provided mental health support and 
counselling.26, 27 This was consistent both in studies 
among MSM and among people who inject drugs. 

These include in-treatment education programmes 
which capitalise on ‘teachable moments’ during the 
diagnosis and treatment process. In Switzerland, one 
trial tested a programme of four behavioural education 
sessions delivered during hepatitis C treatment to MSM 
with HIV, for example, with 75% of men offered the 
programme agreeing to engage.28 In North America, a 
programme has been developed to deliver hepatitis C 
education to people during the routine blood draw done 
during hepatitis C treatment. Delivered in 10 minutes, 
this is designed to build knowledge, motivation and self-
efficacy in practicing safer injection skills.29

Treatment as prevention

Several studies using mathematical models have 
found that treating large numbers of people, especially 
people more likely to transmit hepatitis C, can reduce 
hepatitis C infections.30, 31, 32, 33 These studies highlight 
the importance of overall community prevalence in 
determining rates of new and repeat infection. 

An increasingly targeted approach to this is treating 
people in networks, or ‘treat your friends’ strategies. 
These programmes seek to treat not just individuals, 
but the people they may inject with, for example, in 
order to reduce the likelihood of reinfection after 

treatment. They often use contact tracing  
approaches, for example by encouraging people  
being treated for hepatitis C to link or refer their 
friends to treatment. Similar approaches are being 
trialled with MSM populations. 

Publications exploring ‘treat your friends’ or contact 
tracing strategies again mainly use mathematical 
models. These studies, modelling UK as well as 
international populations, suggest this may be an 
effective strategy for reducing rates of hepatitis C.34, 35
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Findings
Summary
There is limited robust data on reinfection at local or national levels in the UK. Where 
this does exist, it tends to be estimated from second diagnoses identified through 
standard testing provision rather than surveillance; this may mean reinfections appear 
higher in areas with better testing coverage.  
 
Reinfections are most often identified among people referred from drug and alcohol 
services, sexual health and HIV services, and prisons (particularly people on short 
sentences). Mental health and homelessness were also raised as important factors in 
reinfection. People who did not complete their first course of hepatitis C treatment (but 
were cured) may also be more likely to contract hepatitis C a second time. 

Through interviews, focus groups and a survey we explored rates of hepatitis C reinfection 
across England with ODN leads, clinicians and other health and professionals delivering peer 
support. Discussions centred on the rates of reinfection that they are seeing, who is affected 
and any trends they have observed in recent years. We also asked them about what more 
they would want to see, locally or nationally, to address reinfection.  
 

Estimating reinfection: what are the challenges?

Participants described difficulties in understanding reinfection in their area. Several 
reasons for this were highlighted.

One challenge is that follow-up SVR testing is not always completed. Without an SVR to 
confirm the treatment outcome, it is often difficult to know whether the person still has 
hepatitis C or has contracted it a second time. 

In addition, in the absence of surveillance, second diagnosis (and in some instances, 
second treatment episodes) are often used as a proxy for reinfection. This means higher 
‘reinfection rates’ may tell us more about how effective local testing or treatment 
provision is than about levels of reinfection itself. 

Furthermore, populations at highest risk of reinfection will often be those facing the 
greatest barriers when it comes to sustained service engagement, regular testing and 
repeat treatment. Therefore, the people most likely to be reinfected may be the least 
likely to be re-diagnosed. 

Reinfection in the UK:  
the current picture

Rates of reinfection
Currently, there is very little publically available data 
on reinfection rates in individual ODNs. A minority 
of survey (41%) and interview participants were able 
to draw on local data. Where participants were able 
to estimate the proportion of people treated who 
go on to get hepatitis C again, this was thought to 
be between two and five percent of people treated 
in most areas. One area reported higher rates: data 
collected in the North East and North Cumbria ODN 
indicate reinfection rates of 8-12% in the community, 
and up to 20% in prison populations. Conversely, 7 of 
13 ODN clinical and managerial staff reported seeing 
very few reinfections in their area and almost a quarter 
of survey respondents (24%) reported not being aware 
of any reinfections in their area. 

Several participants noted that their reinfection 
estimates were based on second diagnoses, and so 
depended on regular post-treatment testing. Services 
for MSM groups, and HIV treatment services, were 
highlighted as having particularly strong testing 
engagement. This means that any reinfections in this 
group were likely to be identified quickly. Paradoxically, 
it may also mean reinfection ‘rates’ in these services may 
appear higher than in other settings, where testing is 
less consistent.

Higher apparent reinfection rates in prisons may in 
part reflect higher rates of testing in prisons, although 
it is also likely that people in and leaving prisons 
are at greater risk of contracting hepatitis C. Several 
participants suggested that a lack of regular hepatitis 
C testing in drug services in their area may mean 
community reinfection is underestimated. 

The impact of COVID-19 on reinfection rates

Respondents told us that the pandemic had caused a slowdown in all hepatitis C 
elimination projects because of staff shortages, significant decreases in testing, fewer 
referrals, a reduction in awareness training sessions, difficulty starting people on 
treatment and reduced provision of clean injecting equipment. 

Fifty per cent of our survey respondents felt that access to testing had seen the greatest 
challenges as a result of the pandemic, with two thirds of respondents answering that 
access to testing had reduced or ceased entirely in the few months preceding the May 
2021 survey. 

In some areas it was seen that the impact of COVID-19, lockdowns and decreases in 
needle exchange in the past two years had seen a rise in reinfection rates. In others, 
however, the same situations led to drops in reinfections identified, as fewer people 
were being picked up, leading to an expectation of a COVID-19 backlog which will 
emerge in coming months and years.  
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Populations at risk
Where reinfections are identified, clinical and frontline 
workers described them most commonly being among 
people referred from drug and alcohol services, sexual 
health and HIV services, as well as people in prisons, 
particularly those on short sentences. 

Within these groups, some common characteristics 
were observed. Mental health needs, in particular 
untreated mental illness, were thought to be more 
common among people at risk of reinfection, as was 
homelessness. Participants suggested men may be more 
likely to contract hepatitis C again than women, although 
concerns were raised about reinfection in the female 
prison estate by two participants. People who did not 
complete their hepatitis C treatment (but were cured) 
were also identified as being at greater risk. 

Linked to this, several participants also described 
populations of people who were least likely to engage 
with treatment and, where they did, faced much 
greater levels of reinfection. These people would often 
be experiencing a range of complex needs, including 
homelessness, mental health disorders, and  
significant addiction. 

Two participants also noted that a small minority of 
people will be reinfected and require treatment multiple 
times. One professional working with MSM populations 
said that the majority of his reinfections now were 
people who had been treated and cured more than once 
before, and that for his service he would now consider 
reinfection a risk factor for further reinfection. 

“Our patients are more likely 
to be picked up in the acute 
phase now, so we are more 
likely to be testing them 
earlier. Particularly if someone 
has been treated and cured 
previously then we’re more 
likely to offer them a screening 
test again next time or maybe 
a bit sooner. 

In terms of trends, I would say 
we’re seeing more patients 
who are on PrEP, who are 
coming back with reinfection. 
So people having condom-less 
sex is maybe the risk there. I 
would say over the last two or 
three years it has been more 
people with PrEP or with HIV 
coinfection than people  
who inject drugs.” 
Dr. Stuart Flanagan – Mortimer Market 
Centre, Central and North West 
London NHS Foundation Trust, British 
Association for Sexual Health and HIV

What do high rates of reinfection mean? 

“If you are not seeing 
reinfections, you are not 
testing enough, you are not 
treating the right people. 
Reinfection is an absolute 
expected event in a move 
towards elimination.” 

Prof. John Dillon – University  
of Dundee, NHS Tayside 

Our findings suggest that a reframing of 
reinfections is needed, as reinfection was 
viewed both as a positive sign and as a 
negative sign by participants.

Positively, reinfection shows that services 
are reaching the right people, and that 
these people are being diagnosed, 
treated, and then engaged and diagnosed 
again. This is an important achievement 
in populations that are typically poorly 
reached by health services. 

Some participants suggested that a lack 
of reinfections could be an indication that 
services were not reaching far enough, 
and that patients were being missed. 
Moreover, these people may be more 
likely to transmit hepatitis C as well as 
contract it. Addressing their infection 
might reduce onward transmission; and 
any areas not treating people at risk of 
reinfection will see onward transmission 
in the long term.

Conversely, high levels of reinfection were 
also seen to reflect a failure of prevention 
and harm reduction. Often a huge amount 
of work goes into engaging populations at 
risk of hepatitis C, people who are often 
poorly served by health services. Hepatitis 
C treatment is an opportunity to prevent 
reinfection and to support people with 
wider health needs, addictions, and social 
needs such as housing. 

These two perspectives were not 
mutually exclusive: of the 13 individual 
interviewees, six participants believed 
reinfections reflected a good service, 
and seven believed they were harm 
reduction failures; five raised both points. 
One described a journey to elimination 
beginning with low reinfection rates which 
then rise as diagnoses and data improve. 
It will only be later, as prevention 
measures are put in place, that these 
rates begin to fall again. 

“If one in ten people are 
reinfecting, that we know 
about, then how many others 
do we not know about? [...] It’s 
a marker that we are further 
away from elimination in our 
region than we maybe think  
we are.” 
Dr. Stuart McPherson - Newcastle upon 
Tyne Hospitals NHS Foundation Trust, 
Newcastle University
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Preventing reinfection

Summary
Preventing infections, both first infections and reinfections, is a major area of concern. Participants felt 
that the reach and accessibility of harm reduction services – NSPs in particular – need to be strengthened. 
 
Work underway to prevent reinfection includes using vending machines to distribute injecting equipment, 
low dead-space syringes, and peer support teams providing needle exchange to people on treatment. 
Behavioural interventions and education for people during treatment is also being provided in some 
places, alongside mental health support and counselling. 
 
People recently treated for hepatitis C consistently described receiving prevention information during 
treatment but follow-up testing was varied. An increased testing offer was viewed positively by this group, 
with the emphasis on convenience and ease of engagement. This could include postal, outreach and 
in-service testing. All reported willingness to ‘bring a friend’ for testing or treatment, though at different 
stages in the treatment pathway. Several areas used ‘bring a friend’ or network-based approaches to 
increase testing and treatment; many until recently have used these approaches informally, led by 
individual peer or clinical staff.

Preventing infections – first infections as well as reinfections – was viewed as a key priority 
by participants. Most survey respondents (71%) stated that work was underway in their 
area to reduce the likelihood of people contracting hepatitis C again after treatment. Both 
general prevention services, such as NSPs, and specific interventions to prevent reinfections 
among people undergoing treatment were described by respondents. The most critical 
needs were consistently reported around harm reduction, and improving accessibility and 
quality of NSPs in particular. 

Harm reduction and needle  
and syringe programmes
Every participant interviewed raised the reach and 
accessibility of harm reduction services – NSPs in 
particular – as core to addressing reinfection. Three 
participants highlighted that while they may be relatively 
accessible to some in their (urban) areas, groups such as 
people using chemsex drugs or steroids often do not feel 
pharmacy- or drug service-based NSPs are appropriate 
to them. As a consequence, they may be missing this  
support altogether. 

The critical role of drug services in delivering harm 
reduction and testing was discussed by several 
participants, in particular those working in or with these 

services on a regular basis. Participants emphasised the 
challenges facing drug service staff, who in many places 
have high caseloads, limited time with each client, and 
sometimes limited knowledge of hepatitis C and testing. 
The COVID-19 pandemic, which saw the closure of many 
services to drop-in attendance and restrictions around 
face-to-face contact, further exacerbated this. 

Several participants also described harm reduction 
approaches adopted in their areas which were proving 
promising. The use of vending machines to provide 
sterile injecting equipment, for example, is making sterile 
equipment available 24 hours a day in some hostels; 
hepatitis C treatment is being delivered alongside NSPs 
and OST in pharmacies to increase engagement and 
continuity of care; and peer support teams are working 

with patients to ensure all used injecting equipment 
is safely disposed of before they start treatment, and 
to provide direct needle exchange for the duration of 
treatment. These interventions are also seen as an 
opportunity to educate people in harm reduction, and  
to support them to reduce injecting. 

Education and behaviour change  
in hepatitis C treatment pathways
Interventions to build hepatitis C knowledge and 
change behaviour in order to reduce reinfection risk are 
underway in several parts of the country. The majority 
of these were at an early stage, and/or not yet fully 
evaluated, and combine behaviour change techniques, 
hepatitis C and harm reduction education, and  
regular testing. 

Three interventions were described which aimed to 
support people living with HIV and/or accessing sexual 
health services. These had multiple components, 
including harm reduction advice; specific education 
on transmission related to chemsex; chemsex packs 
including safe injecting equipment and educational 
information; and referral to on-site chemsex behaviour 
change support. All were delivered alongside regular 
testing and treatment as needed, and one also delivered 
specific education about the impact of acute hepatitis C 
and of contracting the virus multiple times.

Professionals reported giving regular advice to people 
undergoing treatment, and all participants who had 
recently had treatment reported being given harm 
reduction advice. These participants described having  
a good awareness of the possibility of reinfection by  
the point of treatment completion. Most felt they had 
had relatively poor hepatitis C knowledge before their 
first diagnosis. Delivery of information by people  
with lived experience was highlighted as having a 
particular impact. 

Regular testing

Regular testing facilitates early diagnosis and re-
treatment where reinfection does occur, reducing the 
health impact on the individual and the likelihood of 
their transmitting hepatitis C to others. 

People who had been treated recently had varied 
experience with ongoing testing post-treatment, with 
some accessing testing within 6-12 months whilst 
others reported not being tested again for several 
years. This was in line with reports from clinical staff of 
inconsistencies around regular testing. 

People who had recently been tested viewed regular 
testing positively. Offers every six months were thought 
to be most realistic and ensure the majority of patients 
could be tested at least once a year. There was support 
for offering a range of testing options. Self-sampling 
delivered through the post was preferred by two service 
users, both of whom had stable housing, whereas on-
site testing in hostels or drug services – delivered by peer 
teams in particular – was preferred by others. 

For all, the emphasis was convenience and ease of 
engagement. Peer teams were repeatedly highlighted 
as having a unique role in being able to engage and test 
clients who health services otherwise would not engage 
with, delivering highly effective outreach models, and 
keeping their patients engaged through treatment  
and beyond.

Contact tracing and  
treating networks
Contact tracing is being trialled in several areas, often led 
by peer teams. In many places these build on informal 
discussions with clients to ‘bring a friend’ which have 
been common practice among clinical and peer support 
staff for some time. 

The people interviewed who had recently had hepatitis 
C treatment said they would be happy to identify and 
contact people they had injected with or knew were at 
risk, and/or bring them to a service for testing. This offer 
was considered acceptable coming from both NHS or 
peer teams. 

All felt the best approach would be to engage their 
networks themselves; none of these participants said 
they would have been willing to give names or contact 
information to a member of staff – be that NHS, drug 
service staff or a peer worker. This was true irrespective 
of whether this could be done anonymously. 
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Whilst most of the people interviewed who had recently 
been treated said they would be willing to do this at 
any stage during the testing or treatment process, two 
people highlighted that they felt a lot of stigma around 
hepatitis C infection. These people felt they would be 
unlikely to talk to their networks about hepatitis C until 
they were near or past the end of treatment and no 
longer had hepatitis C themselves. 

Treating people in networks, or ‘treat your friends’ 
models, was also described by several participants as 
being used currently, though as with contact tracing 
most often this happens informally and is led by 
individual peer or clinical staff. 

Clinical and peer staff highlighted how difficult building 
sufficient trust for these approaches often is, but also 
reflected on the increasing importance of these models 
as ‘easier to reach’ patients are cured and systems 
increasingly focus on groups with much more complex 
needs. People who had recently been treated also 
reflected that this could be an effective approach and 
acceptable to many. Views on the use of incentives for 
either contact tracing or to support engagement of 
networks was mixed. 

Holistic approaches

The achievements of hepatitis C teams in reaching, 
engaging and treating people who tend to be very 
poorly reached by health services were widely seen 
as an opportunity to improve patients’ general health. 
Offering a more integrated hepatitis C treatment 
pathway, supporting patients in a range of ways such as 
to access stable housing, may also improve treatment 
completion and reduce reinfection. This was raised by 
several participants as an area of growing activity with 
ongoing gaps. 

One model at an early stage highlighted is the Cocoon 
project, based in Tayside in Scotland. Here, they are 
embedding “Health MOTs” into NSPs, to address 
hepatitis C alongside the much wider range of needs 
commonly seen in this population. 

Motivation for this stemmed from a fall in the mortality 
rate observed among NSP clients being treated for 
hepatitis C: people engaged in hepatitis C treatment had 
less than half the risk of death of those not engaged. 
Participants are now recruited through NSP and 
incentivised with vouchers to attend a 40-minute health 
assessment, comprising holistic care and testing.

I think we are definitely 
treating the right people, and 
if we are finding people who 
are presenting with reinfection 
then we are doing right things 
in terms of testing them, 
screening them, keeping them 
engaged to be re-tested. 

I think access to re-treatment is 
really important for that group 
because they are obviously 
at particular risk of hepatitis 
C transmission and therefore 
potentially may be transmitting 
to others as well, so treating 
them has a network effect of 
treating other people they may 
be in contact with.  
 
Dr. Stuart Flanagan – Mortimer Market 
Centre, Central and North West 
London NHS Foundation Trust, British 
Association for Sexual Health and HIV

Treatment access  
following reinfection
Although some instances of clinical staff 
suggesting patient should wait until ‘the 
right time’ for treatment were identified, the 
majority of participants felt that there were 
no or very few barriers in their local areas 
to treatment for people who had contracted 
hepatitis C. 

The shift to community-based hepatitis C testing  
and treatment, and reduced use of invasive procedures 
such as venepuncture and biopsy, was raised as a 
particular success in widening treatment engagement. 

Where barriers were described, these focused on 
the pathway to diagnosis rather than restrictions to 
treatment itself. 

Participants reported that local systems tend to focus on 
testing, diagnosis, and treatment for the first time, often 
driven by monitoring that focuses on the proportion of 
people tested or diagnosed. This was thought to reduce 
the impetus to test regularly, including for people who 
have completed their treatment. Several participants 
emphasised that regular testing is expected of drug 
services in particular, but that staff in these services do 
not always have the capacity or training to test at the 
levels needed. 

Language barriers and socioeconomic barriers were 
also seen to have an impact, with a minority of patients 
– some of whom treated for the first time overseas – 
not being able to adequately access services, or being 
frightened of doing so due to concerns about their 
immigration status. 

Over the longer term, concerns were also raised that 
as the elimination programme ends and budgets and 
responsibilities change, scope to justify frequently 
repeated hepatitis C treatment costs may become  
more challenging. 

“I think there is a danger that 
in the scheme of ‘let’s focus 
on the five million untreated 
cancers that are sitting out 
there’, these sorts of [high 
reinfection] numbers that 
people are throwing around, 
picking up people who have 
caught hepatitis C a second 
time just doesn’t look like an 
attractive use of resources. 
And I think we’re going to have 
to fight very hard to protect 
ourselves from that.” 

Hepatitis C clinician
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How to interpret these findings

This project was intended as a ‘pre-study’ to gain an initial picture of hepatitis C reinfection. 
It summarises the views and experience of 60 professionals working in hepatitis C through 
18 interviews and 42 responses to a short survey. Although several very clear and consistent 
themes emerged from the interviews, it is likely that things have also been missed and the 
extent that our findings can be applied to other areas or other professionals’ experience is 
not clear. 

The work was completed in 2021, during the second year of the COVID-19 pandemic. 
Participants’ time was often limited and, whilst the majority of clinicians and ODN managers 
invited to take part in interviews did so (12 of 15), it is possible that those involved were 
people with the greatest interest in hepatitis C and reinfections. Similarly, participants from 
peer support teams would likely have been those most interested in, and more concerned 
about, reinfection. Their experience and practice may differ from that of other areas. 

While many of the people we interviewed spent time in drug services and/or prisons, no 
interviewees were fully employed in these areas. Including these perspectives would benefit 
future work in this area. 

Similarly, the people interviewed who had recently had hepatitis C treatment were identified 
through convenience sampling through Hepatitis C Trust peer teams and volunteers; their 
experience may well differ from others nationally. 

The survey of professionals was a broad survey with a short section on reinfection. This was 
sent to all HCV Action members, and had a response rate of just 5% (42/897). As this survey 
was not specifically about reinfection this likely doesn’t suggest low interest in the subject, 
but it is very unlikely that this sample fully represents the experiences of all professionals 
working in hepatitis C. 

More in-depth work to explore reinfections with people recently treated for hepatitis C,  
as well as with professionals working with them, would likely bring helpful and important 
insights to this field. 

Discussion
Summary
Hepatitis C reinfection is a concern in many parts of the UK, but there is very limited national or local data 
on this. A range of approaches could help us to reduce reinfection and better support the populations most 
likely to contract hepatitis C again after treatment.  
 
Prevention measures for all at risk, through NSPs or peer-to-peer education, and targeted behavioural and 
support interventions for people on treatment, can reduce reinfection. This is important for reaching the new 
requirements set out by the WHO’s elimination strategy. The role of OST in preventing reinfection, while well 
documented in published literature, was not something raised by UK participants; opportunities for hepatitis 
C prevention may be being missed here.  
 
Although local estimates of reinfection vary, almost all respondents described small groups of people who 
were not engaged with drug services who were either untested or untreated for hepatitis C; there is a clear 
need to understand how to reach and treat these people.  
 
Regular testing for at risk populations needs to increase markedly if we are to reach and maintain hepatitis C 
elimination. New approaches through contact tracing and self-sampling could support this.  
 
As with any complex health challenge, no single approach or intervention will solve this issue on its own; a 
combination of prevention, diagnosis, treatment and support interventions is essential to formulating an 
effective response to hepatitis C reinfection. Improved data on all aspects – from needle exchange activity to 
SVR 48 – is also vital. 

Awareness of hepatitis C reinfection appears to be increasing, and there is a clear interest 
in tackling it, as well as some promising practice in addressing reinfection both in the UK 
and internationally. While the scale of reinfection remains unclear, there is concern among 
professionals and appetite to do more to address it, often by strengthening services which are 
important to UK elimination programmes as a whole. 

Several themes emerged as key points of concern, where 
concerted efforts could reduce reinfection rates. These 
were also considered pivotal to strengthening hepatitis C 
services overall. 

Prevention of hepatitis C was a clear priority among 
respondents, a theme raised both by professionals and 
by patients. Almost every interviewee discussed the 
need to strengthen NSPs in particular. 

The World Health Organization’s Global Health Sector 
Strategy on Viral Hepatitis sets out an aim for 300 

needles and syringes to be provided per person 
who injects drugs per year by 2030.36 Nevertheless, 
in Scotland the rate is currently just 54 needles per 
injecting drug user and in England the data is not 
currently reported, but only around a third of people 
who inject drugs reported having adequate needle 
and syringe provision for their needs in UKHSA’s most 
recent survey.37 This is coupled with only around 58% of 
NSP sites in the UK currently providing low dead space 
syringes.38 
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A great many potential improvements and innovations 
were raised, several of which are being introduced into 
local areas. Postal testing, tailored provision around 
chemsex and steroids, and 24-hour access needle and 
syringe vending machines, for example, could vastly 
improve access in different geographical areas and for a 
more diverse range of people. Peer teams in particular 
are developing new ways of providing needle exchange 
and harm reduction.

Interestingly, despite the evidence around the benefit 
of OST for reinfection in the published literature,39 
discussions of the role of OST in avoiding hepatitis C 
reinfections was limited in the interviews conducted. 
This may reflect lower awareness of the role of OST in 
prevention and reinfection amongst the professionals 
and service users we spoke to. 

Pharmacy-based hepatitis C testing – alongside OST and 
NSPs – and pharmacy-based hepatitis C treatment were 
prominent concerns, with one participant suggesting 
that BBV nurses and others engaging with patients 
during their hepatitis C treatment should be trained to 
educate them on very practical levels such as with safer 
injecting techniques. 

These factors highlight the need for much more 
integrated prevention services. The limitation of current 
financing and commissioning models – with harm 
reduction and needle exchange funded through very 
stretched local authority budgets – was seen to restrict 
scope for this in many places. 

Both when discussing more complex populations, and 
for others at ongoing risk, hepatitis C treatment was 
widely seen as an opportunity to deliver more holistic 
and preventative interventions: addressing addictions, 
mental health and housing were raised most in the 
context of reinfection. 

In many places such interventions are already 
taking place, particularly around mental health. The 
development of a health screening assessment for NSP 
clients in Scotland may provide more insights into the 
needs of this population. In line with their early findings, 
recent research highlights the gap between individual 
patient aspirations around their treatment and a 
healthcare system focused on ‘achieving’ SVR.40 There 
is much research demonstrating increased mortality 
in injecting populations with hepatitis C, including one 
study in Canada which found their participants were 

almost twice as likely to die (6.3 per 100 person years) 
during the follow up time than to become reinfected 
with hepatitis C (3.2 per 100 person years).41 

Regular testing was also repeatedly highlighted, both as 
an important part of prevention, and to support early 
diagnosis. Many participants described inconsistent 
testing in their area. In particular, a focus on the 
proportion of clients ever tested in drug services, and 
inadequate provision for people not engaged in drug 
treatment, were highlighted. These concerns are borne 
out by a recent analysis of Scottish health data which 
found follow-up testing after SVR-12 among people who 
inject drugs was just 73% in year one and fell to 30% in 
the second year after their hepatitis C treatment.42 More 
than one in five people had never been tested again 
after their SVR. The authors estimate that more than 
half of reinfections would have been missed. 

This was contrasted with HIV and sexual health 
services, where testing is offered regularly enough 
to diagnose and treat hepatitis C promptly, making 
micro-elimination among people with HIV a reality. 
Professionals and service users supported the idea of 
regular testing for people at ongoing risk, with testing 
every six months the more frequently recommended 
interval. This will require a considerable amount of 
work; the most recent UKHSA survey of hepatitis C 
among PWID in drug services found that only 35% of 
respondents were aware of their infection.43 These 
levels of diagnosis are also inadequate for the UK’s 
elimination plans: the WHO Global Health Sector 
Strategy sets a goal for more than 90% of people with 
hepatitis C to have been diagnosed.44 

Several participants also discussed the difficulties of 
supporting some groups more at risk of hepatitis C, 
populations described as having complex needs and 
often very rarely engaged by services. It was felt that 
there is very limited understanding of how to work with 
these populations, but that treating these groups is 
important to reducing reinfection.

Specific work, nationally or locally, to explore the precise 
needs and services required for these people, and how 
hepatitis C services could better support them, could 
be highly beneficial for hepatitis C engagement and 
treatment and a wide range of other health needs. 

A final, very prominent theme discussed by 
professionals was the need for much clearer data on 

reinfection. This reflects gaps in knowledge of incidence 
more broadly; remedying this will be central to 
achieving UK elimination goals.

Our current understanding of reinfection is based 
on hepatitis C diagnosis and treatment data, and 
surveillance among people in drug services. The 
people most likely to be reinfected are least likely to be 
captured within these, which makes building a strong 
picture of reinfection, its drivers and what works to 
address it, extremely challenging. 

Several studies are planned to address this issue. 
Trialling new approaches, such as peer-led surveillance, 
peer-to-peer testing within networks, and opt-out 

testing for all clients in drug services (in a similar  
model to prisons) were also seen as important 
mechanisms to improve surveillance over the long 
term, as well as ensuring SVR tests are repeated at  
48 weeks. An additional test a year beyond this was 
also proposed as an SVR 100. 

As with any health challenge, it is unlikely any single 
intervention or approach could solve this issue in 
its entirely. But a combination of approaches to 
strengthen prevention, including education and 
increased needle and syringe provision, regular  
testing, and to make better use of the treatment 
opportunity can together achieve much better 
outcomes for patients. 
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Conclusions
Key messages in addressing reinfection

Reinfections indicate that services are reaching, testing, diagnosing and treating the 
right people, and then they are reaching them again. But they also highlight weaknesses 
in current services. 

The key issues identified at the root of reinfection reflect the most critical challenges 
faced by the UK hepatitis C elimination programme as a whole:

• We need much stronger, more accessible hepatitis C prevention services, 
including making sterile injecting equipment much easier to obtain as and when 
and by whomever it is needed; 

• We need to make the most of hepatitis C treatment as an opportunity to support 
each patient with their individual needs, integrating services with  
the housing, mental health or physical health support people need;

• We need much more timely and consistent hepatitis C testing, so that reinfections 
are identified and treated quickly, before the virus is further transmitted; 

• We need to understand how to engage, support and treat people who are  
not in touch with services, and who have the most complex needs;

• And we need much better data to really understand people’s needs, the scale of 
first and repeat infections, and how effectively services are addressing this. 

Recommendations
Hepatitis C reinfection is a clear challenge, but one that can be addressed. Several 
opportunities were highlighted during the course of this work to reduce reinfection. 
Many of these build on the achievements of existing elimination programmes, would 
improve the likelihood of the UK reaching elimination, and would mean better health 
and care for some of the country’s most marginalised populations. 

These opportunities fall within five themes: 

1.  To strengthen HCV prevention and particularly  
harm reduction services;

2.  To make more of the opportunity that hepatitis C 
treatment brings, not solely to prevent hepatitis C 
reinfection but to ensure patients’ wider needs – 
mental health, other infectious diseases, housing 
and addictions – are also addressed;

3.  To increase testing, both to ensure we are reaching 
everyone we need to with an undiagnosed first 
infection, and to diagnose people with a repeat 
hepatitis C infection earlier;

4.  To find new ways to engage and support people  
not currently reached by services, in particular  
drug services;

5.  To ensure much better data is available on  
this, to inform an evidence-based approach and 
understand progress as these programmes develop. 

The current landscape for reinfection in the UK is, in many respects, poorly understood. 
This report set out to provide an initial picture of the circumstances in which it is occurring, 
how reinfection varies, and what interventions and approaches may support a more 
effective response to reinfection nationally. 

Reinfection in part demonstrates the success of  
the UK elimination programmes. These are  
reaching, diagnosing and treating people in very large 
numbers, many of whom would not be supported by 
traditional health services. In this respect, it is a model 
for tackling health inequalities and inclusion health. 

But a step change is needed if we are to achieve our 
elimination goals, a step change that is encapsulated by 
current challenges around reinfection. We need much 

more effective prevention and more timely and regular 
testing. This is central to reducing first infections as well 
as reinfections. The hepatitis C treatment process also 
offers an opportunity to support hepatitis C patients 
with other health and care needs, from addiction to 
mental health to homelessness, that many patients 
face. These approaches must be combined with much 
better data, to build a clear picture of hepatitis C in the 
UK today and in future.
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1.  Strengthen hepatitis C prevention  
and harm reduction services

With good services, hepatitis C can be prevented. NSPs are core to this; these need to be  
accessible to all who need them, at the time they need them, in the place they need them.

 
Improve the reach and uptake of NSP, OST and harm reduction
• Key partners - including UK Health Security Agency, 

NHS England and NHS Improvement (NHSE/I), NHS 
Addiction Providers Alliance, the Local Government 
Association and The Hepatitis C Trust - to work 
together to develop a cohesive long-term strategy 
for preventing new hepatitis C infections.

• Local authority commissioners, service providers 
and the Office for Health Improvement and 
Disparities to test and adopt innovations to increase 
NSP access, for example:

• Needle and syringe vending machines; 
• Provision of injecting equipment by post; 

• More bespoke services, for example for  
people who inject steroids or as part of 
engaging in chemsex;

• Literature on hepatitis C and BBV prevention 
in needle exchange packs, co-designed with 
target populations.

• Overdose prevention centres to support 
safer injecting and early service engagement 

• NHS England Health and Justice to explore 
opportunities to increase harm reduction and 
hepatitis C prevention, including the provision  
of injecting equipment alongside Naloxone at  
prison exit; 

2. Capitalise on hepatitis C treatment  
as a prevention and care opportunity

Hepatitis C treatment involves medication over 12 weeks. With pre-treatment 
assessments and patient follow-up, many will be engaged for more than six months. 
This period provides an important opportunity to educate and support people with 
their health, including providing behavioural and educational interventions to prevent 
reinfection. This is particularly important for people who health services tend not to reach, 
and for people with varied and complex needs: both of these things apply to many people 
with hepatitis C. Huge efforts go into engaging and diagnosing these people – we must 
capitalise on the treatment period to help them. 

Prevention and harm  
reduction during treatment
• NHSE/I, Operational Delivery Networks, and The 

Hepatitis C Trust to develop models to ensure 
people can easily access harm reduction during 
hepatitis C treatment. This should include support  
to reduce injecting, access to OST, and provision  
of sterile injecting equipment (including through  
peer delivery). 

• NHS England Health and Justice and Operational 
Delivery Networks to deliver guidance to prison 
health teams around delivering key messaging to 
people being treated around prevention, harm 
reduction and the risks and effects of reinfection. 

• Operational Delivery Networks to ensure all 
staff who interact with people during hepatitis C 
treatment pass on key harm reduction messaging  
to people being treated around prevention,  
practical harm reduction advice, and the risks  
and effects of reinfection. 

Integration with wider  
health services
• NHSE/I and Operational Delivery Networks to 

develop and test models to integrate hepatitis 
C treatment services with mental, physical and 
social care and/or housing. These should include 
assessments for health, care and housing needs 
common among people with hepatitis C, and access 
to psychosocial interventions through treatment.

Treating people in networks

• Operational Delivery Networks to test and evaluate 
approaches to engaging and treating people in 
networks. This should include regular engagement 
of people during treatment and follow-up: some 
people may be more comfortable engaging contacts 
as they near or pass treatment completion and no 
longer have hepatitis C themselves.

• Operational Delivery Networks to explore the use 
of new peer-led engagement and testing models, 
including links to postal testing and patient-to-
patient testing, for example, to increase reach. 
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Recommendations Recommendations

3.  Increase regular testing
A range of settings can and do offer routine testing for populations at risk of hepatitis C.  
These include drug services, pharmacies, sexual health services and, increasingly, postal  
testing providers. Yet we know that large numbers of people are not being tested regularly. 

The opportunity for regular testing must be fully 
explored, both to ensure we are reaching everyone 
we need to with an undiagnosed first infection, and 
to diagnose people with a repeat hepatitis C infection 
earlier. Contact tracing programs to identify people for 
hepatitis C testing can have a multi-pronged benefit 
in enhancing existing screening programs, preventing 
spread within networks, and potentially reaching  
people not engaged in healthcare. 

Routine testing for all at risk

• NHSE/I to produce guidance for testing of drug 
service clients, and parameters for the level of 
testing required to achieve micro-elimination. 
This should include clear direction on who needs 
testing (and who does not), and a requirement for 
testing every six months to people at ongoing risk of 
hepatitis C. 

• Operational Delivery Networks to work with  
local service providers to assess the availability  
of hepatitis C testing in the local area to ensure  
no opportunities to test are being missed; this  
could include:

• Drug services conducting SVR and follow-up tests;

• Pharmacy services conducting testing;

• Postal testing opportunities being more  
widely available.

• NHSE/I to support and encourage Operational 
Delivery Networks to increase monitoring and 
follow-up testing, including consistent delivery of 
SVR48 testing and consideration of implementing  
an SVR100 test to follow up at two years.

• Operational Delivery Networks, in partnership 
with The Hepatitis C Trust, to develop peer-led 
testing models, including teaching patients to test 
themselves and their peers where possible. 

• NHSE/I, UK Health Security Agency and the Office 
of Health Improvement and Disparities to work 
together with local authority commissioners and 
drug service to improve coordination in prevention 
and testing in local drug treatment. This should 
include enabling drug services providers to conduct 
SVR-12 tests, and ensuring they have the financial 
resources to deliver regular PCR testing on site to 
people previously treated for hepatitis C. 

Contact tracing

• Operational Delivery Networks to continue  
to develop, test and learn from hepatitis C ‘track  
and trace’ or contact tracing programmes, 
particularly with the view of engaging under- 
served populations, and embed these within  
local pathways. 

4.  Supporting people not in services
We know that there are individuals and groups who are not engaged with services.  
Many of these people have complex needs. Currently, we do not have a full  
understanding of how to best reach and support these people. 

• NHSE/I, in partnership with Operational Delivery 
Networks, UK Health Security Agency and The 
Hepatitis C Trust, to research, design, and test 
approaches to supporting people with very 
complex needs who are currently not engaged with 

testing and/or treatment. This will likely require 
an integrated local approach, with partners across 
mental and physical health, social care and  
housing services. 

5.  Improve understanding of infection, 
reinfection, and the services that influence this

We need data and monitoring that provides a clear picture of the scale of reinfection, 
why people are being reinfected, when this happens and who is most at risk. Current 
surveillance systems only monitor hepatitis C among people who use drugs who are in 
structured drug treatment; with an estimated 50% of injecting drug users not accessing 
drug services at any time – many of whom will be at increased risk of hepatitis C – this does 
not provide a full and informative picture. We also need data on the critical prevention 
services – such as NSPs – that, if working well, can reduce infection and reinfection. 

• UK Health Security Agency and the Office for 
Health Improvements and Disparities to identify 
opportunities to strengthen surveillance of new 
and repeat hepatitis C infections, and on the 
critical services which impact this, in particular 
the accessibility and uptake of sterile injecting 
equipment. 

• Operational Delivery Networks, UK Health Security 
Agency, NHSE/I and The Hepatitis C Trust to engage 
with people in treatment, and recently treated, for 
hepatitis C to understand the mechanisms driving 
reinfection and how these might be addressed.

• Operational Delivery Networks, UK Health Security 
Agency, NHSE/I and The Hepatitis C Trust to work 
with patients to understand what does and can  
work in contact tracing and treating people in 
networks: what is acceptable, to whom, under  
what circumstances.
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