
Stigma Toolkit



This toolkit has been developed with the intention of aiding anyone who is working with 
people affected by hepatitis, to gain a better understanding of how widespread stigma is in 
the hepatitis C arena and to provide some resources to combat stigma.

Historically, people affected by the hepatitis C virus have been left feeling marginalised and 
ultimately isolated because of their viral status, this is due the stigma attached to having 
been exposed to the hepatitis C virus.

Why is hepatitis C stigmatised?

This is commonly due to and irrational fear of infection, lack of staff training and understanding 
or the culture within a service where people may be judged or discriminated against due to 
characteristics or having a lifestyle that is deemed undesirable.

Where is a person most likely to experience stigma?

Click on the link below to view this video from the NHS Addictions Provider Alliance 
from 2021 conference – Hep C U Later: Annual Conference 2021 | NHS APA

“I was 
given my 

Hep C + results 
in a van on the way 
to a meeting while 
I was in rehab, I felt 

terrible in front of my 
peers.”

“I was 
in A&E in 

London, I told the Dr 
I had Hep C in the past, 

straight away I felt judged, 
The Dr said he needed bloods 
but he wasn’t willing to take 
them due to my Hep C status, 2 
nurses came to take my blood in 

gowns, masks and visors, I felt 
dirty even though I completed 

treatment 12 months ago.”

https://www.nhsapa.org/stigma-conference-2021
https://www.nhsapa.org/stigma-conference-2021


People affected by hepatitis C experience stigma from many areas, often in healthcare settings where they may experience 
negative attitudes from staff and may be treated differently due to their Hep C status.

This attitude from staff will often be due to lack of knowledge of how blood borne viruses 
(BBVs) are transmitted, what the results mean or possibly due to the lifestyle of the service 
user group who present at their service. People affected by hepatitis C are often people 
who have used drugs via the intravenous route or are people who currently use drugs, this 
may carry a stigma of its own.

Discriminatory treatment in healthcare settings where people are made to feel less 
worthy of treatment than others is a major factor for people with hepatitis C being 
reluctant to engage with treatment.

Other places where people may face stigma are in custodial settings such as police 
stations and prison estates. In these settings it is not uncommon for derogatory and stigma 
heavy language to be used by staff toward hepatitis C affected people.

Peer reporting also informs us that often the persons own peer group and sometimes their 
family treat them differently once their HCV status is discovered. This again can lead to feelings of 
rejection and will lead to isolation for the person affected.

Top stigma busting tips

• Educate yourself about substance use and associated issues. 

• Educate your peers. 

• Be aware of the language you use and challenge yourself. 

• Focus on the positive, celebrate the successes. 

• Be inclusive – co-production will help services to challenge stigma. 

“When I 
found out 

I had Hep C I 
didn’t want anyone 
to know especially 
my mates, I had seen 
how friends had been 
excluded in the past 

once people found out 
they were Hep C 

positive.”



How do we reduce the impact of stigma?

• Inform people that they are not required to disclose their hepatitis C status except in special circumstances. At the
point of a positive test, disclosure support and advice should be given regarding when it may or not be appropriate.
While there is no legal requirement to disclose your viral hepatitis status it is recommended that you inform your GP
and treatment provider.

• Make testing and treatment easy to access in a non-judgemental setting. Always consider how rigid pathways and
appointments may deter a person from attending for treatment.

• Think about how much support is available for people, link them to support groups if available. Visibility is a great way
to combat stigma and having people with lived experience of hepatitis supporting people in the service will have a
positive impact.

• Peers from the Hepatitis C Trust can support people through all parts of the hepatitis C pathway. Direct service users
to their website: Home | Hepatitis C Trust (hepctrust.org.uk) and free confidential helpline: 020 7089 6221.

• Look for ways to audit your services against national hepatitis C standards and aim for improvement.

• Education, Education, Education! We recommend the free online hepatitis C training provided by INHSU for
professionals: Hepatitis C online learning modules - INHSU.

• Take time to consider the language you use! Remember a person is not defined by their drug use or their viral status,
so we refer to the person first. We move away from outdated stigma heavy language such as “drug user”, “IV user”,
“substance miss-use”, “substance misuser” and the term “clean”. Please see this useful document from the Scottish
Drugs Forum (2020): Moving-Beyond-People-First-Language.pdf (sdf.org.uk).

• The same would go for a person’s viral status, it does not define them. We must avoid statements such as “He is a
hepatitis C carrier”. A much kinder term would be “a person living with hepatitis C”.

• Start to systematically address any out-dated or stigmatising language used in internal organisational policies, training
materials and resources within your service.

• Appropriately challenge the use of stigma heavy language amongst our peers, colleagues and our service users.

• Keep hepatitis C at the core of what we do as drug and alcohol treatment providers. It is essential that we retain a
harm reduction focus. It saves lives and can lead to better health and recovery outcomes in later years.

http://hepctrust.org.uk
https://www.inhsu.org/online-learning-modules/
https://www.sdf.org.uk/wp-content/uploads/2020/10/Moving-Beyond-People-First-Language.pdf
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Disclaimer
This document has been developed by Gilead Sciences Ltd in collaboration 
with representatives from Gilead-partnered Drug Treatment Service (DTS) 
providers and The Hepatitis C Trust, listed below. 


Hep C DTS Provider Forum partners:
(in alphabetical order)


Change Grow Live (CGL)


Gilead Sciences Ltd


The Hepatitis C Trust


Humankind


NHS Addictions Provider Alliance (APA)


Turning Point


WDP


We Are With You


Contact information
If you have any queries or comments about this document please contact 
Matt Milner, Associate Director Patient Access to Care, Gilead Sciences Ltd, 
via email address matt.milner@gilead.com. 



mailto:matt.milner@gilead.com





Introduction and Purpose


HCV is one of the main causes of liver disease in England. NHS England has 
implemented a national programme to eliminate HCV before 2030, and 
announced the ambition for England to be the first major country in the 
world to eliminate HCV by 20251. ≈90% of HCV infection in England is 
attributed to injection drug use (IDU),  highlighting the critical role of drug 
and alcohol services in testing for HCV and linking to care those with active 
HCV infection.2


In September 2020, Gilead Sciences set up The Hepatitis C Drug Treatment 
Services (DTS) Provider Forum as a unique collaboration between NHS 
England, The Hepatitis C Trust and the largest providers of DTS in England 
with a united approach to achieve HCV elimination in DTS: Turning Point, 
NHS Addictions Provider Alliance (APA), Change Grow Live (CGL), 
Humankind and We Are With You. WDP became a partner of the Provider 
Forum in 2021. Partnered DTS are commissioned to test service users for 
HCV and refer them to treatment. 


In November 2022, the Forum finalised and detailed essential, aspirational 
and exceptional standards for Drug and Alcohol Services (DAS) in England 
with regards to providing good and consistent practice measures in relation 
to Hepatitis C Virus (HCV) and other Blood Borne Viruses (BBVs) services 
across sites and centres. This document formalises and clearly sets out 
those standards, which have been collaboratively established through an 
extensive and careful review process, and by consensus agreement from the 
Hep C DTS Provider Forum partners, and serves as a checklist for DTS/DAS as 
we work towards our shared ambition of achieving HCV elimination. 


1. NHS England. Available at: https://www.england.nhs.uk/2019/01/nhs-englands-plan-to-eliminate-hepatitis-c-
decisively-backed-by-high-court/. Accessed November 2022. 


2. HSA. Hepatitis C in England 2022. Available from: 
http://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/1057271/
HCV-in-England-2022-full-report.pdf. Accessed November 2022.



https://www.england.nhs.uk/2019/01/nhs-englands-plan-to-eliminate-hepatitis-c-decisively-backed-by-high-court/

http://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/1057271/HCV-in-England-2022-full-report.pdf





1. BBV Leads


Essential 





Aspirational
(having met ‘Essential’)





Exceptional
(having met 
‘Aspirational’)



1.1 Service has a BBV Lead.* Service has a funded BBV 
Champion in addition to 
a BBV Lead.†


Service has more than 
one funded BBV 
Champion in addition to 
a BBV Lead.


*The service has a designated member of staff who leads on and champions BBV 
work. Duties include ensuring that the service is resourced, staff are trained and 
supervised to maintain BBV-related competencies, driving forward testing within 
the service and beyond where those at risk are only accessing needle syringe 
programmes (NSP) or partner services. Working collaboratively with clinical 
treatment teams, peers, the Hepatitis C Trust, and any other organisational 
stakeholders to ensure high quality treatment pathways are in place and 
delivering high quality engagement activities with service users. The service lead 
would work closely with data leads to identify who requires a test, uptake of 
vaccination and ensure positive service users are referred to treatment. 


†Role of the dedicated BBV Champion is to raise the profile and awareness of BBV 
within and beyond the service and to support the coordination of awareness and 
testing events, support service users on HCV treatment, champion HCV 
elimination and ensure maintenance of service’s HCV elimination status. 







2. BBV screening as core business


Essential 





Aspirational
(having met 
‘Essential’)





Exceptional
(having met 
‘Aspirational’)



2.1 All individuals are offered BBV 
screening at the point of 
Entry/re-Entry Into Service 
(EIS).


Service dedicates 
resource to mark key 
national and 
international dates 
relevant to Hep C and 
BBV testing, such as 
European Testing 
Weeks and World 
Hepatitis Day.


Increased promotion 
and High Intensity 
Test & Treat (HITT) 
events.


Service has an 
established, wider 
programme of activity 
that serves to bolster 
core business (i.e., 
monthly testing events 
and promotional 
activities specifically 
within NSP satellite 
sites).


Service deploys (if 
internal access is 
possible) or 
collaborates (if 
external use is 
possible) outreach 
vehicles to meet 
people where they are 
(i.e., offers a method 
for testing people who 
are difficult to 
engage). 


2.2 All individuals are assessed for 
BBV risk and offered BBV 
screening/ re-testing at every 
service user Information 
Review (CIR) and/or Full Risk 
Review (FRR), in line with 
NDTMS (National Drug 
Treatment Monitoring System) 
(minimum every 6 months) 
and NICE testing guidance3. 


2.3 All individuals accessing 
Needle Syringe Programmes 
(NSP) should be regularly 
offered BBV screening. 


2.4 BBV screening is the 
responsibility of all service 
user facing staff. Unless for an 
exceptional reason (i.e., Local 
commissioning stipulation), 
BBV screening is not limited to 
being performed by a clinical 
team. 


2.5 Services streamline testing 
and use appropriate testing 
methodologies that, wherever 
possible, shorten diagnostic 
timelines. Opt-out testing 
models, reflex testing and 
point of care testing should be 
considered where 
appropriate.


3. NICE 2014. Introducing a blood borne virus testing facility within a substance misuse harm reduction 
service. Available at: https://www.nice.org.uk/sharedlearning/introducing-a-blood-borne-virus-testing-
facility-within-a-substance-misuse-harm-reduction-service. Accessed November 2022.



https://www.nice.org.uk/sharedlearning/introducing-a-blood-borne-virus-testing-facility-within-a-substance-misuse-harm-reduction-service





3. Data and recording (Testing and Treatment)


Essential 





Aspirational
(having met ‘Essential’)





Exceptional
(having met 
‘Aspirational’)



3.1 DTS providers should 
have a minimum 
monthly reporting 
structure in place, 
accessible to all services, 
covering Hep C micro 
elimination criteria and 
displaying service user 
level data. 


DTS have a minimum 
monthly reporting 
structure that is visually 
appealing and provides 
summary information 
against all micro 
elimination criteria, for 
every individual service 
(a Hep C micro 
elimination tracker). 


Service uses data to 
coordinate BBV actions 
on a daily basis (i.e., in 
start of daily meetings).


Service ensures that BBV 
and Hep C micro 
elimination 
data/progress is a rolling 
agenda item in service-
wide, monthly 
touchpoints.


Appropriate data sharing 
agreements are in place 
with supporting agencies 
(e.g. Operational 
Delivery Networks 
(ODN), The Hepatitis C 
Trust etc.) to support 
collaborative working 
practices. 


Service commits a 
particular amount of 
time each month to data 
cleansing, and agrees 
(and follows through 
with) corrective actions 
where issues are 
identified. 


3.2 Data (3.1) is reviewed 
and sense checked as 
standard every month by 
service management 
team.


3.3 Each service has a lead 
person or group of 
people who is/are 
assigned the 
responsibility of 
coordinating actions 
required, from 3.1.







4. Collaborative working with The Hepatitis C Trust


Essential 





Aspirational
(having met ‘Essential’)





Exceptional
(having met 
‘Aspirational’)



4.1 Service has a well-
established pathway 
with The Hepatitis C 
Trust. The pathway 
should detail how and 
when to refer service 
users to the Hep C Trust 
for any support needed 
while individuals are 
receiving treatment for 
HCV, and to ensure HCV 
treatment completion.


Service has regular 
onsite support from the 
Hep C Trust i.e., standard 
attendance from Hep C 
Trust representatives on 
Hepatitis C clinic days. 


Service invites 
colleagues from The Hep 
C Trust to regularly 
attend team meetings, 
by way of maintaining 
service-wide 
relationships and 
awareness of The Hep C 
Trust’s support. 


Service works 
collaboratively with The 
Hep C Trust to plan and 
deploy disease-raising 
and/or testing events. 


Service holds an MDT 
monthly with colleagues 
from The Hep C Trust to 
review and discuss 
individuals who have 
been identified as having 
active Hep C infection 
and establish & agree 
actions needed. 4.2 Process (4.1) has been 


documented and is 
accessible to all staff. 







5. Staff and service user knowledge


Essential 





Aspirational
(having met 
‘Essential’)





Exceptional
(having met 
‘Aspirational’)



5.1 DTS providers should have a 
standardised BBV 
learning/training resource 
that is presented/available to 
all staff, and supervise to 
maintain BBV-related 
competencies and necessary 
engagement activities with 
service users. The resource 
should equip staff to be able 
to discuss BBVs (transmission, 
safer use, prevention, harm to 
health and treatment), 
complete a dried blood spot 
test (DBST) and record all 
BBV/Hep C work accurately in 
DTS data systems.


DTS provides a range 
of learning and 
training methods, 
incorporating both 
face-to-face and e-
learning methods. 


Service user education 
around BBVs is also 
available through a 
standard psychosocial 
groupwork 
programme.


BBV learning/training 
is mandatory for all 
service user facing 
staff. 


DTS encourage 
enhanced learning 
(i.e., inviting partners 
from NHS and The 
Hep C Trust) into 
services to deliver 
training. DTS may also 
source and circulate 
enhanced 
information resources 
from reliable 
stakeholders, e.g. 
King’s College London 
ECHO (Extension for 
Community 
Healthcare 
Outcomes) 
programme. 


Peers with lived 
experience play a role 
in educating others 
through peer-to-peer 
knowledge sharing.


5.2 Staff knowledge and 
confidence around all BBVs 
should be reviewed annually 
by management teams. 


5.3 BBV learning and training 
should form part of  induction 
for all new DTS staff. 


5.4 Information should be 
available to service users that 
informs of the opportunity to 
get tested for BBV in the form 
of leaflets, posters, and or/ 
needle exchange packs. These 
materials should include basic 
and appropriate information 
on transmission, safer use of 
illicit drug paraphernalia, 
testing, treatment, and risk. 







6. Treatment and Collaborative Working with Treatment Providers 
(Operational Delivery Network (ODN)), local Hepatology, Infectious 
Diseases and/or Gastroenterology service(s) and community pharmacy


Essential 





Aspirational
(having met ‘Essential’)





Exceptional
(having met 
‘Aspirational’)



6.1 Every service has a clear 
BBV treatment pathway 
with their relevant 
clinical treatment team 
(ODN / Hepatology/ 
Infectious Diseases / 
Gastroenterology).


Hep C treatment 
pathway centres around  
in-reach model.


Hep C treatment 
provision is at least once 
per month.


Service (in partnership 
with the relevant ODN) 
operates a flexible model 
for medication supply 
local to service user. For 
example, medicines 
supplied via homecare or 
courier models with 
storage and collection 
from DTS or community 
pharmacy. 


Hep C treatment 
provision by NHS is 
provided weekly.


Hep C treatment 
provision caters to in-
reach and outreach 
(treatment vans, home 
visits). 6.2 All staff understand the 


expectation to 
incorporate BBV 
treatment (discussion, 
support and tracking) as 
part of an inclusive DTS 
treatment and care 
package. 


6.3 Ensuring data recording 
standard 3 pertains to 
BBV treatment as well as 
testing. 


6.4 Service has designated 
staff that liaise regularly 
with their relevant 
clinical treatment team 
(ODN / Hepatology/ 
Infectious Diseases / 
Gastroenterology).







7. Harm reduction and re-infection prevention


Essential 





Aspirational
(having met ‘Essential’)





Exceptional
(having met 
‘Aspirational’)



7.1 Harm reduction and re-
infection prevention is 
the responsibility of all 
service user facing staff:  
in line with Needle 
Syringe Programmes 
(NSP) Public Health 
Guideline [PH52] all staff 
should offer 
comprehensive harm-
reduction services 
including advice on safer 
injecting practices, 
assessment of injection-
site infections, advice on 
preventing overdoses 
and help to stop 
injecting drugs4. 


Injecting behaviour and 
practice is discussed 
openly and without any 
negative consequences 
to treatment


NSP is available directly 
from service. 


All staff are trained in 
NSP, safer use of needles 
and syringes and             
re-infection prevention, 
including route transition 
advice, benefits of Low 
Dead Space equipment, 
indirect sharing risks and 
the promotion of regular 
re-testing interventions.


NSP, Take Home 
Naloxone, Overdose 
advice and treatment for 
injection-site infections 
should form part of all 
review and opportunistic 
conversations.


Peer to Peer 
engagement and 
secondary provision of 
NSP should be promoted 
and supported. 


NSP is also available 
through another method 
such as online ordering, 
peer NSP, pharmacy 
provision, pick up points, 
vending machines, 
partner services 
secondary distribution 
street outreach and 
home visits.


Provider works towards 
ensuring a mechanism 
for the recording of NSP 
activity to help 
demonstrate HCV 
elimination in harm 
reduction settings and 
works with the relevant 
bodies to develop a data 
set for harm reduction. 7.2 NSP is available to all 


service users at every 
touch point and 
intervention opportunity 
across the service 
including assessment, 
review, outreach, and 
discharge.


4. NICE 2014. Needle and syringe programmes, Public Health Guidance [PH52]. Available 
at: https://www.nice.org.uk/guidance/ph52. Accessed November 2022. 



https://www.nice.org.uk/guidance/ph52





8. Service user participation in feedback and evaluation to improve  
service delivery


Essential 





Aspirational
(having met ‘Essential’)





Exceptional
(having met 
‘Aspirational’)



8.1 Service users are actively 
encouraged to feedback 
on their service 
experience and a process 
is in place to collate and 
review feedback. 


The service promotes a 
collaborative approach 
to the delivery of BBV 
testing and treatment 
pathways with service 
users.


The service encourages 
proactive sharing of 
testing and treatment 
experience across 
organisational 
boundaries to support 
pathway redesign and 
improvement. (e.g. Bring 
a Friend initiatives).


The organisation 
develops a formal 
service user (patient-) 
Reported Experience 
Measures (PREM) to 
assess the quality of the 
service user's healthcare 
experience.


8.2 Hep C Trust peers to 
advocate on behalf of 
service users to present 
experiences of all BBV, 
harm reduction and 
treatment services.
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Drug and Alcohol Standards for 
HCV/BBVs (England) – Quick Guide*


The Drug and Alcohol Service Standards for  
Hepatitis C Virus (HCV) and other Blood Borne 
Viruses (BBVs) (England) (v1.0, November 2022) 
have been agreed by six of the largest providers 
of drug and alcohol services in England and in 
collaboration with The Hepatitis C Trust. 


These are based on eight core standards (as 
shown) for provision of HCV and BBVs healthcare 
and set out Essential (), Aspirational () and 
Exceptional () criteria for each standard. 


UK-UNB-3276 │ November 2022
*Information in this poster has been summarised from each Standard. For full details of criteria for the Standards, please refer to the complete document. 


Drug and Alcohol Service Standards for  Hepatitis C Virus (HCV) and other Blood Borne Viruses (BBVs) (England) has been developed and funded by Gilead Sciences Ltd in 
collaboration with representatives from Gilead-partnered DTS providers and The Hepatitis C Trust.


Standard Essential  Aspirational 
(having met ‘Essential’)


Exceptional 
(having met ‘Aspirational’)


1. BBV Leads BBV Lead Funded BBV Champion in 
addition to a BBV Lead


More than one funded BBV 
Champion as well as a BBV Lead


2. BBV Screening as 
core business


All individuals offered BBV tests 
and routinely re-tested; 
screening is responsibility of 
service


Dedicates resource to testing 
activities; promotes testing/HITT 
events


Programme of testing events; 
outreach vehicles to further 
engage people


3. Data and 
recording (Testing 
and Treatment)


Minimum monthly reporting, 
data reviewed monthly, data lead 
in place


Structure in place to report data 
against Micro Elimination criteria; 
data guides BBV actions; data 
sharing agreements in place


Time is committed on a monthly 
basis to data cleansing and 
corrective actions


4. Collaborative 
working with The 
Hepatitis C Trust


Well-established pathway to 
enable working with Hep C Trust 
which is documented and 
accessible to all staff


Receives regular support from 
and attendance at team 
meetings by Hep C Trust 
representatives


Works collaboratively with Hep C 
Trust on testing events/other 
activities, representation at MDTs


5. Staff and service 
user knowledge


Standardised training resources 
about BBVs available which is 
reviewed annually; information 
available to service users


A range of training available; 
service user education available 
via psychosocial groupwork 
programme


BBVs training mandatory, 
advanced learning is 
encouraged; Hep C Trust peers 
support service user knowledge


6. Collaborative 
working with 
treatment 
providers


Treatment pathway is clear and 
understood by all staff; staff 
regularly liaise with clinical 
treatment teams


Hep C treatment pathway 
centres on in-reach model, 
provision at least monthly; 
flexible model for medication 
supply


Hep C treatment provision 
weekly; caters to in-reach and 
out-reach models


7. Harm reduction 
and re-infection 
prevention


Responsibility of all staff to 
provide harm reduction/re-
infection prevention; NSP 
available to all service users


Injecting behaviour openly 
discussed; staff directly trained in 
providing NSP, safer use of 
needles & syringes and re-
infection; peer-to-peer support


NSP available online/other 
methods; records NSP activity to 
support ongoing harm 
reduction/re-infection education


8. Service user 
participation in 
feedback & 
evaluation


Service users encouraged to 
provide feedback; Hep C Trust 
peers advocate presentation of 
BBVs experiences


Promotes collaborative approach 
to delivery of BBVs testing and 
treatment with service users


Encourages proactive sharing of 
BBVs testing/treatment 
experiences; develops PREM to 
assess service user experience


BBVs, blood borne viruses; DAS, drug and alcohol services; HCV, hepatitis C virus; HITT, High Intensity Test and Treat; MDTs, multi disciplinary teams; 
NSP, needle syringe programmes; PREM, patient-reported experience measures
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Questions to ask in your service

• Do you discuss reinfection risks with people who 
have cleared the hepatitis C virus?

• Link to the Hepatitis C Trust’s Reframing 
Reinfections document: Reframing Reinfection.pdf 
(hepctrust.org.uk).

• Do you champion de-stigmatising language and are 
you comfortable challenging both colleagues and 
service users?

• Do you have BBV testing kits to hand in needle 
and syringe programme (NSP) rooms so you can 
opportunistically test people?

• How flexible is your service when it comes to 
testing for BBVs?

• Does your service offer flexible or late opening 
appointment slots?

• Do you offer drop in appointment slots?

• How do you celebrate successes and an individual 
and service level?

• How do you raise awareness of hepatitis C in other 
areas of healthcare?

• What types of materials do people have to access information about hep C? Do you have leaflets, videos, FAQs?

• How can you actively dispel myths?

• How can you communicate the risks of hepatitis C?

How do we keep hepatitis C at the core of what we do 
in drug and alcohol treatment services?

• Through services continually raising awareness 
amongst staff through regular Hepatitis C/BBV 
training.

• By changing the job descriptions to include 
knowledge around prevention, harm reduction 
and safer injecting knowledge and to ensure BBV 
screening is a part of each role. 

• We can keep hepatitis C elimination and 
sustainability on our services agenda by having a 
specific slot at teams meetings to discuss hepatitis, 
testing, new infections and referrals to treatment 
services.

• Continue the discussion in supervision sessions with 
staff members by adding it as an agenda item on the 
supervision template.

• Celebrate progress and keep staff updated.

http://www.hepctrust.org.uk/sites/default/files/Reframing%20Reinfection.pdf
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