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INTRODUCTION

Two years ago, the Government made an
important promise. Alongside 193 other
countries it pledged to help eliminate the
life-threatening Hepatitis C virus (HCV) by
2030. In January, NHS England announced
it was going further and would aim to elim-

inate the virus by 2025, making us the first

country in the world to do so.

Some 160,000 people are infected in the UK,' approximately half of whom remain undi-
agnosed,? while a report last year found that only nine countries are set to hit the original
2030 target. Some excellent work has been done. The Government and NHS England’s
commitment to tackling the disease is welcome and, thanks fo new medicines, we have
made significant steps in the right direction. In 2015, the NHS freated virtually every UK po-
fient who developed cirrhosis as a result of HCV and has reversed the growing mortality.

The virus — a liver infection that spreads through blood-to-blood contact —is a global health
threat that affects 71 million people around the world.® We have a responsibility to wipe
it out. Hepatitis C could be the UK's next big public health success story. But if we want
fo eliminate it by 2025 we need a concerted and coordinated effort to find undiagnosed
patfients and freat them. The Coalition can play an important role as an enabler in setting

the pace for this endeavour.

PROFESSOR STEVE RYDER
Chair of the Hepatitis C Coalition

The Hepatitis C Coalition wel-
comes the approach that
NHS England is taking to iden-
fify those living with the virus
and our work must be care-
fully coordinated to ensure no
areas lose out. Hepatitis C is
a disease of vulnerable peo-
ple which means testing and
freatment must be available where vulnerable people
access care, not only GP surgeries but homeless shel-
ters, needle exchanges, sexual health clinics, pharma-
cies and amongst the prison population. Investment in
case-finding, awareness-raising and fighting stigma is
critical to the success of this ambition. If people don’t
know they are at risk, they won't get tested or treated
risking serious health problems in the future.

With enhanced diagnosis rates and better pathways into
freatment, there is now a real opportunity to eliminate
the virus. But we all need to play our part. Clinicians like
me are on the frontline and have valuable insights that
can help ensure the future model is fit for purpose. As
the Coadlition, our role is to coordinate action and col-
laborate with everyone across the hepatitis C pathway,
to drive us all fowards elimination.

PROFESSOR ASHLEY BROWN

The launch earlier this year of
the ‘Eliminating Hepatitis C
in England’ report from the
All-Party Parliamentary Group
on Liver Health plays a signifi-
cant role in identifying the op-
portunities for collaboration.
As a natfural next step, this
document looks in practical
terms at how the Coalition and other organisations can
take ownership and signpost the way to elimination.

We have an unprecedented opportunity to make sure
that this preventable disease is eliminated but we have

to work together — the 2025 elimination target is within

our grasp.

RACHEL HALFORD




The Hepatitis C Coadlition is an umbrella group
of leading clinicians, patient organisations,
professional groups, industry and other
intferested parties committed to the reduction
of morbidity and mortality associated with
hepatitis C (HCV) and its eventual elimination.

We work collaboratively with all parts of the
hepatitis C pathway and want to see a more
coordinated and effective approach to testing,
freating and curing — and a greater emphasis on
preventing new infections. We want to see hepatitis
C eliminated as a public health threat in the UK.

PROFESSOR STEVE RYDER

Consultant Hepatologist at Nottingham University
Hospitals NHS Trust and Honorary Professor at the
University of Nottingham, School of Medicine

DR ASHLEY BROWN
Consultant Hepaftologist at St Mary's Hospital

RACHEL HALFORD
Chief Executive of The Hepatitis C Trust

The Hepatitis C Coadlition receives funding
from AbbVie, Gilead Sciences and Merck
Sharp & Dohme, and the secretariat is
provided by Lexington Communications.

The Department of Health and Social Care, NHS
England and Public Health England are observers of
the Coalition and able to attend quarterly meefings.
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BACKGROUND

Hepatitis C is a viral infection which damages the liver. Left untreated, it

can cause liver scarring (cirrhosis), leading to liver disease, liver failure and

liver cancer (hepatocellular carcinoma). Hepatitis C is one of the three

main causes of liver disease, the only one of the five ‘big killers’ in the UK

where mortality rates are rising.* Until recently, tfreatments were difficult to

take with many side effects, lasted a long time and were not effective in

everyone. The revolution in treatment has changed that, now 8-16 weeks

of pills with very few side effects offer cure rates of around 95%.°

Last year the Hepatitis C Coalition met with Steve Brine
MP, Minister for Public Health and Primary Care, to dis-
cuss the issues surrounding hepatitis C in England. Claire
Foreman from NHS England and Dr Sema Mandal from

Public Health England (PHE) were also in attendance.

We laid out the relevant facts surrounding hepatitis C in
the UK and the World Health Organization (WHO) Global
Health Sector Strategy (GHSS) targets on viral hepatitis,
which included a commitment to eliminate hepatitis C
by 2030. The Minister asked the Coalition to write up a
short document setting out how a joined-up approach
to eliminating hepatitis C in England might look, which
was the starting point for this document.

Since this meeting, the landscape has moved on fur-
ther. In January 2018, NHS England announced that it
was now aiming fo make England the first country in
the world to eliminate hepatitis C by 2025, five years
ahead of the WHO target. ‘Elimination’, for the purposes
of NHS England, refers to the WHO aim to reduce hep-
atitis C virus infections by 80% from its baseline level in
2015 in order to achieve elimination of HCV as a public
health threat. But achieving this ambitious elimination
target requires everyone involved in the complex pao-
tient pathway of hepatitis C to play their part. For ex-
ample, NHS England will be working with industry on a

procurement strategy for the medicines which will also
enable case-finding and will form the basis of this aim for
elimination. This document sets out, in concise, practical
terms, ways in which the Coalition proposes to help, and

suggests ways in which ofthers might do so too.

The All-Party Parliamentary Group (APPG) on Liver Health
has produced its seminal report ‘Eliminating Hepatitis C
in England’,* which was launched in Parliament on 20th
March 2018. That same month, PHE also published its
‘Hepatitis C in England: 2018 Report’.” Our document is
infended to draw on the findings in both of these and
to highlight areas where additional impact can be ob-
tained in order to drive momentum on elimination im-

mediately.

THESE AREAS ARE AS FOLLOWS:

» Sharing knowledge and information

» Awareness

» Testing, freatment and engagement

» Prisons and the justice system

» Better data and evidence-based informatics

Finally, we have also included a regional case study to
highlight best practice. We have chosen the Greater
Manchester area, detailed by Dr Andrew Ustianowski, a

leading Infectious Diseases consultant in the area.
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Actions for the Coalition

The Coalition will work with our member organisations,
their networks, and other stakeholders to signpost to
helpful resources on the festing and treatment of hep-
atitis C. We will collate relevant materials in one cen-
fral location forimmediate ease of reference by ODN
ink leads, clinicians, and other interested parties

X This information can then be hosted on HCV Action’s
website. HCV Action is the voice of the hepatitis C
professional community, so will be easily accessible
for healthcare professionals in this field. This will help
ensure uniformity of care, promote problem-solving
and enable the sharing of best practice

Actions for others

» The key action for other organisations is coordination.
To make the most of everyone’s work and to guard
against duplication, we would encourage anyone
who has worked to produce these sorts of resources
— commissioning guidance, toolkits, best practice case
studies, or maps — to put them forward to the Coalition
to be included on the signposting page and/or the
HCV Action page

» The Coalition will link to this resource on our own web-
site, include links to it in patient-facing materials, and
promote this on social media to ensure coordination
and widespread reach
The Coalition will work with PHE and HCV Action to
signpost to best practice guidelines and to identify
gaps. Where gaps in information do exist, we will work
with our member organisations to address them. For
example, producing infographics to show different
pathways for different types of patients, or diagrams
that show funding flows within the different bodies.

Anyone with anything to share should contact the
Codlition by emailing hepccoalifion@lexcomm.co.uk
or calling 020 7025 2300.




AWARENESS

Actions for the Coalition Actions for others

» The Coalition will work closely with PHE and the » Clinicians and other healthcare professionals
Department of Health and Social Care (DHSC) to should take every opportunity to encourage
support ODNs in re-engaging the diagnosed but awareness of hepatitis C among primary care
untreated population, in order to get as many of practitioners and local commissioners
them as possible treated and cured » To engage and share widely the campaign ma-
The Coalition will launch a social media campaign terials around retesting so that it reaches as far
around finding the 40,000-50,000 diagnosed pa- and wide an audience as possible.
fients. This could be conducted in partnership with
other health organisations or foundations with a
view to maximising its coverage and being as tar-
geted and efficient as possible so as fo maximise
available resources
The Coalition will utilise social media to build mo-
mentum and, as advised by the APPG report, look
to find a high profile celebrity backer or spokesper-
son who will help to bring awareness of hepatitis
C fo a wider audience and fo break down stigma
and embarrassment around the condition.

‘ ‘ AS WELL AS FINDING THOSE WITH AN UNDIAGNOSED
INFECTION OF HEPATITIS C, IT IS ABSOLUTELY VITAL THAT WE
TREAT THE ROUGHLY 50,000 PEOPLE WHO HAVE PREVIOUSLY
BEEN DIAGNOSED BUT NEVER TREATED. THE HEPATITIS C

TRUST BELIEVES THAT A DEDICATED NATIONAL AWARENESS
CAMPAIGN SHOULD BE LAUNCHED TO ENCOURAGE THESE
INDIVIDUALS TO ACCESS TREATMENT AND GET CURED BEFORE
THEY DEVELOP SERIOUS HEALTH COMPLICATIONS.

RACHEL HALFORD, CHIEF EXECUTIVE, THE HEPATITIS C TRUST




TESTING, TREATMENT
AND ENGAGEMENT

Context

Testing and treatment is the cornerstone of achieving
elimination, and engagement is the practical action that
needs to follow on from awareness-raising. Feedback
from clinicians and ODN managers during the Coali-
tion’s meetings throughout 20177 suggested that there
was widespread support for making a case nof just for
festing in community settings, but for linking festing into
freatment in community settings.

The APPG report focuses on both testing and keeping
those tested in contact with services, while the new PHE
report recommends that the potential for a phased
move of hepatitis C care from specialist settings into the
community should be explored. The role of community
care settings has therefore been broadly idenftified as
a having great potential for delivering elimination. The
new direct acting antiviral medicines (DAAs) are oral
medicines which are straightforward to take. Pharma-
cists also come into contact with patients on a regular
basis for other issues, so from an economic perspective
this approach will sireamline the patient pathway and
design services so that they make sense to patients.

For example, testing for hepatitis C could be incorpo-
rated intfo existing screening programmes to maximise
coverage and value. Patients would be less likely to drop
out of tfreatment if they do not have the expense and
inconvenience of travelling to multiple appointments.
Moving testing and freatment info community seftings
is a development that already has support from both
NHS England and PHE.™

Strides are already being made on this in London by
the London Joint Working Group on Substance Use and
Hepatitis C (LIWG) who has undertaken the first phase of
a pilot study in eight pharmacies across several London
boroughs. The aim of the pilot was “to provide point of
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care HCV testing to PWID accessing needle and syringe
programmes (NSP) based at community pharmacies in
London. Comprehensive testing and referral routes al-
ready exist within community drug treatment services.
However, for those not currently engaging in community
drug freatment services but actively injecting drugs, HCV
testing and referral info treatment provision is sparse.
Engagement with healthcare services by these socially
isolated patients is sporadic. NSP provision in communi-
ty pharmacies provides a potential point of contact to
offer opportunistic HCV testing, education and referral
info freatment.” The pilot aimed to:(i) Develop effective
point of care patient-cenfred HCV tfesting and support-
ed pathways into freatment for patients actively inject-
ing drugs (ii) Determine the prevalence of HCV within
this population (iii) Provide information and education
to this population regarding HCV, antiviral therapy and
safe injecting practices.

Preliminary findings showed that during the first six weeks,
half of the patients tested positive for hepatitis C anfi-
bodies."" In May 2018, the LIWG Pharmacy Testing for
HCV in needle exchanges report (Phase 1)'? was pub-
lished. They found that half of those tested (53%) had
hepatitis C antibodies and 78% of those who engaged
with specialist services had hepatitis C viral particles de-
tfectable in their blood. Testament to the importance
of awareness-raising and education is the finding that
more than half of people tested (57%) did not know that
hepatitis C tfreatment had moved on from the previous
interferon-based freatment. People are being treated
and cured of hepatitis C as a result. The pilot also laid
the groundwork for future extension of the project with
a potential to offer treatment alongside testing, with 84%
of participants reporting that they would like to receive
any required treatment at their community pharmacy.

‘ ‘ The LIWG is now embarking on Phase 2
of the project, which will involve ufilising point

of care HCV RNA testing in NSP pharmacies

with integrated IT referral pathways and
enhanced peer support as well as assessing

the transferability of this model to other cities
(Brmingham and Manchester) and exploring the
potential to freat HCV in the NSP setting.

The NICE approved antiviral freatments with
virological cure rates of 95% provide a great
opportunity to eliminate HCV as a public health
threat and mitigate the development of HCV
associated life-threatening complications.
However whilst these fools exist, more innovative
approaches are necessary fo engage patients
info testing and freatment, especially those that
account for 90% of all new cases and have the
highest risk of contracting and fransmitting HCV —
namely people who inject drugs (PWID).

More novel, patienf-centred, holistic approaches
are required fo increase rates of diagnosis

and support through hepatitis C freatment for
this vulnerable, young, socially marginalized
population. Their engagement with healthcare
services is at best sporadic, hence ufilisation of
their unique, trusted relationship with needle and
syringe programme (NSP) community pharmacists
provides a golden opportunity to provide testing
and potentially life-saving treatment fo people
who would otherwise miss out.

Following the success of our pharmacy testing
project to engage patients into treatment, the
LIWG are focusing in Phase 2 on improving

the linkage into freatment and assessing the
fransferability of the model fo other cities

such as Manchester and Birmingham. We are
working closely with, amongst others, community
pharmacists and Local Pharmacy Committees, as
well as engaging with the Royal Pharmaceutical
Society to identify barriers to develop NSP
community pharmacy HCV testing info a
sustainable patient-centred pathway info HCV
freatment.

Actions for the Coalition

» The Coalition will support calls for normalising
festing in all settings, including pharmacies. There
was already support among community and
specialist pharmacists for dry blood spoft testing
(DBST) and administering treatment; the LIWG
pilot can build on this further

X

The Coalition will leverage its diverse member-
ship fo arrange meetings with key pharmacy
bodies, sexual health providers and substance
use providers in order to support the broadening
of these services to community settings

The Coalition will work with the LUIWG, PHE and
the PSNC - the body that represents community

X

pharmacy and works with the DH on pharmacy
services including public health campaigns — to
discuss how we can deliver public health cam-
paign material to be used in community phar-
macies, which will help raise awareness amongst
the public

The Coalition will support the LIWG, PHE and oth-
ers to deliver media materials and coverage as
appropriate

X

Actions for others

» Industry can play a key part in supporting prac-
fical testing workshops and roadshows, given
their expertise in how treatments should be ad-
ministered

X

All parts of the hepatitis C pathway should work
fo ensure a favourable legal and policy land-
scape for freatment to be made possible in com-
munity settings. This should include substance
and alcohol treatment facilities, sexual health
clinics and pharmacies

» The Department of Health and Social Care
should work with the Ministry of Justice and in-
deed the Crown Prosecution Service (CPS) and
others, if necessary, to defermine if any legal
change is necessary to facilitate this.

11




‘ ‘ NAT's updated framework on tackling blood-borne viruses (BBVs) in prison gives prisons
comprehensive, practical guidance that will allow them to implement effective interventions on
prevention, testing, freatment and stigma across the entire prison pathway. Many great initiatives
have already been introduced in prisons, such as the recent move to opt-out testing, but more
work needs to be done to improve upon these initiatives and ensure prisons are doing all they
can in response to BBVs, which we know disproportionately affect the prison population. Support
and leadership is needed throughout the prisons to manage blood-borne viruses, going beyond
the healthcare team. Responsibility for blood-borne viruses in prisons lies with many stakeholders,

PRISONS AND THE

JUSTICE SYSTEM

‘ ‘ As the commissioner of healthcare
provision across the prison estate and
other secure settings, NHS England

is fully committed to the elimination
of Hepatitis C by 2025. Our current
programme of work in addition

fo opt-out testing for blood-borne
viruses includes a comparative
review of testing methodologies to
speed up diagnosis, England-wide
testing promotion inifiatives, the

roll out of peer programmes and
fargeted pathway development
programmes to support testing and
freatment and the development of
case management systems to ensure
continuity of care from custody to
community.

From a medication perspective, NHS
England Health & Justice will seek

fo address the complexity of prison-
based care through advocating for
the most rapid commencement of
freatment possible, considering both
virus genotype / sub-type.

including governors, healthcare staff, commissioners, custodial staff, substance misuse staff and
others. Only a whole systems approach can ensure that efforts to tackle BBVs are successful.

DEBORAH GOLD, CHIEF EXECUTIVE OF THE NATIONAL AIDS TRUST

Actions for the Coalition

» The Coalition will work closely with the Health and Jus-

tice team at PHE, along with NHS England and other
stakeholders to engage key individuals involved with
the pathway for hepatitis C patients in prisons

The Coalition will hold a parliamentary roundtable lat-
erin 2018, bringing together as many relevant health
and justice stakeholders together as possible including
representatives from individual prisons and Commu-
nity Rehabilitation Companies. This will be aimed at
pinpointing the specific barriers to effective testing
and linkage info care in prisons and help determine
how to overcome these barriers to ensure continuity
of freatment

» The Coalition will produce a short briefing following

the roundtable, which will then be used to garner sup-
port from prison governors and health practitioners in
prisons, and to highlight solutions identified during the
roundtable

Actions for others

» There are many organisations involved in prison health,

both nationally and locally. While there is a great deal
of goodwill involved to make the system work, there is
often resistance from prison governors. Political levers
are already being explored to engage prison gov-
ernors, but more must be done to convince them of
the benefit to their institution and to public health, if
rates of hepatitis C are brought down. According fo
Professor Graham Foster, ODNs are being incentivised
to work with prisons, so there is now a real impetus
for collaborative working that must be supported and
encouraged.

» The Coalition will collaborate with NAT and a prison-fo-

cused third sector organisation such as the Prison Re-
form Trust to produce an infographic on advantages
of good health in the prison estate and barriers to
good health outcomes. This will include ‘points of attri-
tion" where inmates are lost to services, which will help
prison health teams to plan their approach fo prison
patients at these specific points

The Coalition will encourage every prison in England
to have an in-reach service, by supporting the ODNs
to share best practice case studies and by working
with Health and Justice team at PHE and the Ministry
of Justice.

Community Rehabilitation Companies (CRCs), which
handle probation and parole, will also need to play
a role in enabling released inmates who are being
freated for hepatitis C to register with a GP and ensure
there is no gap in their treatment. Prisoners go through
an exit planning process when they are due to be
released; there needs to be a joined-up approach to
making sure that continuity of care contfinues once a
patient leaves prison.




BETTER DATA AND
EVIDENCE-BASED
INFORMATICS

‘ ‘ Hepatitis C elimination is now a public health priority. In order to achieve this it is
critical that we engage the disengaged and diagnose the undiagnosed. A crucial
enabler of this will be to have cenfral registries of patients who have been fested

for HCV; this is because patients are often tested in disparate locations by multiple
providers. We need national agreements on suitable information governance

arrangements that would allow this.

Whilst many hepatitis C treaters have anecdotal evidence of the transformative
effects of hepatitis C treatment on individual patients’ lives, there is a lack of
systematic data to demonstrate that hepatitis C cure has an impact on return to drug
use, employment or reoffending rates. If such an impact can be demonsfrated then
hepatitis C elimination will have an impact outside the narrow field of healthcare.

DR AHMED ELSHARKAWY, CONSULTANT TRANSPLANT HEPATOLOGIST, QUEEN ELIZABETH HOSPITAL
BIRMINGHAM AND CHAIRMAN OF THE BRITISH VIRAL HEPATITIS GROUP

Actions for the Coalition

The Coalition will explore options for highlighting the
barriers to services caused by information governance
issues. For example, we could consult Caldicott Guard-
ians to discuss how information governance impacts
patients’ linkage into care and ways in which this can
be overcome

The Coalition will work with the Let’s End Hep C initio-
tive to compare data from England with EU countries,
to gatherintelligence on best practice and compare
policy success in real tfime which will help show where
England is against its elimination targets and to evalu-
ate what is working and what is not from a policy and
practice perspective

Actions for others

» NHS England and PHE should ensure timely communi-
cation with ODNs in relation to gathering patient data

» Drug and alcohol treatment providers should con-
tact the Coalition’s secretariat to propose areas for
research.

» The Coadlition will work with the Drugs, Alcohol and

Justice Cross Party Parliamentary Group to push for
research info the safety and efficacy of needle ex-
changes and other harm reduction measures to make
a case for their role in reducing tfransmission. This could
be done in conjunction with the National Institute for
Health Research. Coalition members such as Blenheim
and Addaction will be able to help drive this

» The Coadlition will work with PHE on the data they gath-

er and discuss how it can be optimised and leveraged.




BEST PRACTICE:

GREATER MANCHESTER CASE STUDY

DR ANDREW USTIANOWSKI

Greater Manchester has an estimated
17,500 individuals who have been infect-
ed with HCV, of whom just over 10,000 are
estimated to have been diagnosed, but
only a fraction of those freated and cured.
An elimination plan has been developed
with an aim of eliminating this infection as
a public health issue before 2025, the tar-
get set by NHS England.

The programme is based upon a bedrock and five more
innovative pillars.

The bedrock involves optimising existing services and
initiatives: facilitating all those engaged with drug ser-
vices to be tested and re-tested annually; facilitating
the prison opt-out programme to reach high rates of
testing; utilising peer support and other such initiafives.

A partnership between clinicians, Health Innovation
Manchester (the Greater Manchester Academic Health
Sciences Network) and others has been developed to
initiate and run this programme, with academic part-
nerships being formed to assess and analyse the effec-
fiveness.

A guiding principle has been that initiatives will be de-
signed, as much as possible, not fo be Manchester-spe-
cific; in other words, to be translatable to other regions
and areas if proven to be of value. All the components
of the programme will be robustly analysed and the in-
formation will be openly available.

At present several of the components are on hold whilst
the outcome of the national tender for the drugs is
on-going, and whilst therefore awaiting decisions about
financial and other support from industry and the system.

16

The five pillars comprise:

1. COMMUNITY PHARMACY TESTING AND
TREATMENT

The whole pathway being completed by the phar-
macist (testing, freatment and test of cure) with no
need ordinarily to directly involve other profession-
als. 60-80 community pharmacies will engage in
this programme from around Greater Manchester,
largely utilising DBST but also some locations explor-
ing the ufility of point of care tests (POCT).

2. NETWORK TESTING AND TREATING

Incentivising diagnosed individuals to bring their
network along for testing — thereby aiding case
finding — and then treating the identified network
at the same time so that those who continue risk
behaviour do so within a clean or cleaner network
(and therefore have a reduced chance of re-in-
fection).

3. INTERROGATION OF PRIMARY CARE AND OTHER
RECORDS

For markers of infection or risk of infection, and
thereby identifying individuals to bring up for fest-
ing and treatment.

4. RAPID TESTING AND TREATMENT IN PRISONS
Offer allindividuals (as a strict opt-out) POCT/similar
testing at reception to prison or the following day
(dependent on prison), and those positive will com-
mence treatment within 72 hours. It is also hoped
that by thus creating a ‘virus-free’ prison new infec-
fions in the prison setting will be prevented.

5. TESTING A&E ATTENDEES AND NEW REGISTRANTS
WITHIN PRIMARY CARE

A reserve pillar being scoped but without a current
plan to commence (pending the performance of
the bedrock and other pillars).
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