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Introduction  
 
This training manual has been developed to improve the treatment and care of people who 
inject drugs (PWID) and who are affected by Hepatitis C (HCV).  
 
It has been written for people who are responsible for delivering HCV treatment and care 
with PWID, including those working in harm reduction, drug treatment or other health and 
social care services. PWID who fulfil an advocacy role are – themselves – also a vital 
audience for this resource. 
 
The manual is structured around a three day learning programme with modules that: introduce 
HCV, its transmission and prevention; examine the diagnostic tests and treatments that are used 
and the evidence that underpins these; consider the issues that arise in the case of co-infection 
with HIV; and, promote reflection on some of the key organisational, practice and policy issues that 
affect the provision of HCV treatment and care.  
 
Although there is an underlying three-day structure, the programme is modular and intended to be 
used and adapted in line with people’s needs, their local situation and the opportunities and 
resources available. 
 

Background 

 
Hepatitis C is both widespread and can cause life-threatening problems. It has been estimated that 
3% of the world’s population (170 million people), have been infected). Complications include 
cirrhosis, hepatocellular carcinoma (HCC) and liver failure (World Health Organisation 2010). 
Across Europe, People who inject drugs are by far the largest group affected by HCV with 
prevalence rates that can exceed 80% (EMCDDA 2010).  
 
Experiences vary from country to country but factors such as stigma, discrimination, 
criminalisation, imprisonment and state oppression all have an immense effect on HCV treatment 
and care. This makes it important to consider the needs of people who inject specifically, because 
these can differ significantly from those of the general population. 
 
Medically, the development of effective treatments now means that for many people HCV can, in 
effect, be ‘cured’. The timely provision of effective treatment can also prevent the spread of 
infection, contribute to curtailing the epidemic and protect others. Simply put, someone who is no 
longer infected with HCV cannot pass it on.  
 
However, as important as halting the HCV pandemic undeniably is, the main reason for being 
concerned to improve HCV treatment and care is because PWID are citizens and members of our 
society; not separate from it. They are our mothers, fathers, daughters, sons, sisters, brothers and, 
as such, have the same entitlement to high quality treatment and care as anyone else.  
 
This training manual aims to develop learners’ understanding of best practice in HCV treatment 
and care for PWID. This knowledge underpins the development of people’s skills and their 
capacity to shape the provision of effective supports, systems and services that combine to reduce 
the impact of HCV. 
 
 
 
 



Correlation/EHRN Hepatitis C Treatment and Care for PWID (Trainer’s Manual) 2011 6

Training guide 

Adapting the training manual 

 
The three-day programme is intended to be used flexibly in line with people’s needs, their local 
situation and the opportunities and resources available. The programme is written in a way that 
encourages a modular approach adapted to the learners’ requirements. For example, the 
programme could be delivered across three consecutive days or as one module a week over 11 
weeks, to minimise disruption to a service. The content can also be used selectively, for example 
the module on testing could be used on its own for a team who are newly incorporating testing in 
their service. 
 
The training can be adapted for delivery to people who are completely new to working with PWID 
and/or HCV; equally, it can be used for refreshing and updating people who already have 
experience of work in this area. It uses a highly participative, facilitated approach, which 
recognises that valuable expertise often resides within the learners themselves. The various 
activities provide many opportunities for participants to share their questions, uncertainties and 
expertise in ways that are suited to their own group.  
 
Provision of HCV treatment and care is immensely variable across Europe. In some states, people 
who inject have access to the very latest treatments; in others, it is difficult to obtain even basic 
antibody testing. Having local knowledge of HCV prevalence, prevention opportunities, treatment 
and care provision will help the trainer to adapt the programme to the learners’ specific situations.  
 
The trainer’s role in tailoring the training is therefore key and this manual provides guidance on 
preparing for the training and delivering it in a way that meets people’s needs. Facilitator 
supporting content throughout provide background information that allow topics to be expanded 
upon, if required. Beyond this, electronic copies of the training materials and a range of key 
resources and further reading are suggested with access to these from: 
 

 Correlation http://www.correlation-net.org/  

 EHRN   http://www.harm-reduction.org/  

 
Finally, it should be borne in mind that all publications go out of date; however, as far as possible, 
these websites will be updated with updates and new publications as they become available. 
 

Using the Manual 

 
People using this manual to support the delivery of the training need to be familiar with its content 
and competent in workshop-based training delivery. The manual outlines basic principles required 
for the effective and successful running of group-based training and  also be used as a general 
guide for those less familiar with the preparation and running of workshops. 
 

 The Hepatitis C Treatment and Care for PWID is structured around a three day training 
programme.  The day is typically 7 ½ hours in duration (inclusive of a morning and 
afternoon break and an hour’s lunch). 

 This manual has been written to cover each module of the training course as it 
proceeds over the three days. Each module is designed to be delivered in 
approximately 90 minutes although this will of course be dependent on the knowledge 
and experience of trainees. Exercises should usually be completed in the order that 
they are set out and according to the time allocated. Throughout the modules there are 
opportunities to use a range of video resources. If used some of these may require 
additional time.  

 The training programme is also structured to allow flexibility of use in line with local 
learning objectives, participant abilities and needs of the audience. Particular attention 
should be paid to the practical and learning needs of PWID where they are being 
invited to the training. 
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 The manual provides an overview of the various workshop modules to guide modular 
delivery and help you meet local learning requirements. It is designed to assist you in 
selecting those modules and presentation slides most relevant to the intended 
audience when running the workshops. 

 Trainers are encouraged to follow the guidelines given in the trainer preparation 
exercises and refer to the recommended reading before workshop delivery.  

 The training manual presumes a workshop size of 12 -16 participants. Much smaller or 
larger groups may require some modification and require more or less time to conduct 
group work, activities and manage participants’ contributions. 

 

Trainer Preparation 

 
The following information is given to help facilitators prepare to deliver the training modules. This 
preparatory work will help trainers elaborate and clarify points raised within the training and 
generally enhance trainers’ confidence and competence to deliver the training. 
 
Allow sufficient preparation time before delivering the course to familiarise yourself with the 
training manual by reading the module plans, corresponding presentations and handouts. Ensure 
that your knowledge is up to date by familiarising yourselves with the accompanying resources 
and guidelines, recommended reading and by visiting the websites detailed. 
 
Consider, whether there are opportunities to establish relationships with local HCV medical 
experts or ‘experts by experience’ such as PWID or others affected by HCV who can support your 
training and increase your knowledge and confidence in the subject area. 
 

Trainers’ pre-training checklist 

 
Where provided, the pre-training checklist in each module should be used to develop your local 
understanding of local HCV prevalence, prevention and treatment and care opportunities and tailor 
the training to the participants’ needs.  
 
Remember to look constantly for local examples, illustrations and statistics to update slides and 
expand on the materials provided. 
 

Preparing for the workshop 

 
The following points summarise key issues to consider for effective workshop delivery. 
 
Venue  
The venue for training can make a big difference to a programme’s outcome. It needs to be 
comfortable and of a suitable size to accommodate and conduct both whole-group and small-
group learning. A service-based setting is not always the most appropriate if work demands 
interfere with the learning. Aim for an environment that provides opportunities for learning without 
distraction. The location should be readily accessible to participants. Specific consideration should 
be paid to the needs of participants with disabilities or special needs. You may need to give 
specific instructions relating to travel, parking and public transport.  
 
Workshop logistics  
Ensure that toilets and any necessary catering facilities are available. Always check that the 
equipment you need is available and working and that you have the materials listed at the 
beginning of each workshop. 
 
Participants 
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Define the size and composition of the group in order to determine how the course can be made 
most suitable for the participants’ training needs, i.e. how many will be trained, their experience, 
their professions/occupations and their potential role in promoting and  implementing effective 
Hepatitis C treatment and care. 
 
Ensure that all participants have been given the workshop outline and are aware of the learning 
objectives in advance of the workshop. You may want to guide them to identified resources to 
assist them in preparing for the training module. 
 
Training PWID may require specific planning and discussions. Invite potential current or former 
users to any training module well in advance and help clarify workshop structure, learning 
expectations and identify any practical needs that will support participation. This may include 
arranging travel or offering travelling costs and an attendance fee. Consider what arrangements 
are needed for those receiving or requiring OST to support their attendance and participation and 
consider how the programme timing can be adjusted to meet the needs of PWID.  
 
You should consider the culture, gender, race, ability and age of participants. Gender is 
particularly important, since there may be cultural restrictions on matters that can be talked about 
by one gender in front of the other. Be sensitive to these issues within small group discussions 
where same-gender groups may ensure that participants are not made uncomfortable by 
discussions and exercises.  Be aware of religious needs and consider how you might cater for 
prayers and observances and school holidays and ensure that support is given to those with 
literacy problems. 
 
Facilitators 
Ideally, the programme should be co-facilitated as this is considered the most effective method to 
enhance and maintain the quality of the training and manage the various group activities. Co-
facilitation may include other professionals, advocates or experienced PWID; however, when 
training smaller groups a single facilitator can usually administer the workshop effectively. When 
working with a co-facilitator, establish and agree roles and responsibilities in running the workshop 
prior to delivery. During delivery facilitators should confer with each other after each module so 
that any issues that arise can be dealt with (such as engaging less participative learners). 
 
Delivering training with co-facilitators usefully allows for note-taking to record important 
discussions and questions as they arise and can serve as a record for subsequent follow up. 
 
Learning Styles 
Most people have a preferred learning style. A variety of models have developed over the years 
that provide related but different perspectives on individual learning styles. When running shorter 
workshops or training modules the opportunities to assess and respond to these will be limited. 
However, as a general rule facilitators should remember that people respond to different types of 
presentation and workshop format and should take any opportunities to orientate learning towards 
participants’ preferences. This training has been designed to include a range of formats and styles 
to help address diverse learning styles. 
   
Handouts 
Photocopy sufficient course handouts and relevant materials for the number of workshop module 
participants and have these ready for distribution at the start of training.  
 
Module completion certificate  
Consider distributing certificates, supported by the agency responsible for the training, confirming 
attendance on completion. This may be useful for people who have to evidence ongoing 
professional development. For some people this also boosts participation and motivation during 
the training and enhances the way it is used subsequently. 
 

Running the workshop 

 
Before the workshop starts 
Ensure you have read through the preparatory paperwork, the intended learning outcomes, and 
this guide.  Think about the time and space in which the group will be working. Is it comfortable? 
Are the chairs arranged so that everyone can see all the other group members? Do you know 
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where the toilets are and when the programmed start and finish times are? Are you familiar with 
any equipment you’ll be using and does it work? Have catering arrangements been made? Arrive 
in plenty of time on the day so that you can feel in control of all of the above.  
 
Starting the workshop 
Before beginning the workshop, it is sometimes useful to employ an exercise known as an “ice-
Breaker” to help participants become comfortable with each other and with the facilitators. If you 
wish to use ice-breakers, there are many different exercises to choose from. A simple example is 
provided in the guidance for the introductory session that follows.  
 
Once participants have arrived and gathered prior to the workshop, start promptly at the agreed 
time. Open the workshop by welcoming the participants, introducing yourself and any co-facilitator. 
The training should always start with a round of introductions: usually, everyone in the group takes 
turns to state their name, where they work, and – if they wish - something about their background. 
This should be non-threatening and allow the individual to offer something of themselves to the 
group. Make a note of people’s names as group members introduce themselves. It can be helpful 
to write this on flip-chart paper and keep it visible to everyone all day as an aide- mémoire. 
 
Initiating the first module 
After the introductory exercise summarise the outline of the day, timings etc and how the workshop 
will proceed.  
 
Practicalities and ‘house-keeping’ 
Ensure that you are familiar with all practical arrangements at the workshop venue such as the 
location of toilets, expected fire drills, gathering points and so on and convey these to the 
workshop group.  
 
Group rules, workshop ethos and practicalities 
Make explicit the kind of behaviour expected, so that is easier to deal with unhelpful behaviour 
later (if it occurs). This is best done as an extension of the introduction and expectations section. 
Ask the group members to suggest ‘ways of working’ they would find helpful. Put the rules up on a 
flipchart as they are stated, and that flipchart sheet on the wall so that they can be referred to 
again if necessary. Depending on the cultural background and specific characteristics of the 
workshop participants, you may want to consider rules such as: 
 

 We, the participants and facilitators agree to arrive on time for the beginning of each 
module and after each break 

 We will all undertake to state our opinions honestly so that we can benefit from frank 
discussions 

 Participants may ask questions freely at any time 

 One person speaks at a time, particularly with translation, this is vital; it is also 
important to ensure that quieter voices are heard in both small-groups and plenary 
modules 

 Comments should be made to the whole group: we undertake not to have side 
conversations 

 We aim to listen to a person’s full opinions or ideas and not react immediately: in this 
way we can consider what we really think of a new or opposing idea, instead of just 
reacting to it 

 We will work towards resolving conflicts rather than taking up inflexible positions 

 We will discuss ideas or opinions, not the person expressing them  

 No smoking in the training room 

 No alcohol or drug consumption during the workshop modules 

 We agree to switch off mobile phones while in the training room 

 No violence (verbal/physical): people must feel free to express opinions that may not 
be popular so that we can learn from these opinions. 
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(Adapted from Burrows D (2003) Training Guide For HIV Prevention Outreach to Injecting Drug 
Users, Geneva: WHO Dept. Of HV/AIDS Prevention) 
 
If current or former users of drugs are participating it is important that their experiences are not 
overly focused on or unduly explored by the facilitators or other participants. Non-users who are 
curious can draw former or current users into describing past and current drug use. There can be 
a risk that some participants might unintentionally adopt a voyeuristic stance so as to gain from 
these experiences. This can place those concerned in uncomfortable situations, particularly when 
individual experiences are being explored in large group situations and should be avoided. 
 

Confidentiality 
Confidentiality within the training should be discussed and agreed. The usual expectation is that 
participants should not share any sensitive information disclosed during the training with others 
e.g. challenging or compromising practice issues, current or former drug use or similar disclosures 
that may contribute to individual and group learning. It should be emphasised that learners are 
responsible for their own judgements about what they may contribute within the training. It should 
be made clear that, as with clinical work, confidentiality is bounded and not absolute e.g. if specific 
child protection concerns become apparent within the training or practices that constitute ‘gross 
misconduct’. 
 
Workshop expectations 
It can be useful to gain an understanding of individual and collective expectations. This is best 
attained from small group work, asking each group to consider their expectations of the workshop. 
Be clear that all participants should have the opportunity to express what they are hoping to 
achieve. Generally, expectations should be written on flip chart paper as they will be presented 
back to the whole group. When the groups are formed, invite one person from each group to 
feedback on behalf of each group.  
 
Take note of people’s individual expectations. If people have been prepared well for the training 
these will usually closely resemble the learning objectives for the day. If anyone’s expectations are 
very different from these, this needs to be addressed clearly from the outset. Often, people will 
indicate specific questions that can readily be addressed within the planned programme e.g. within 
group discussion. Knowing these in advance allows the training to be tailored to ensure their 
needs are met.  It can be useful to refer back to people’s expectations when they are being 
addressed within the planned programme, to ensure that the participants use that part of the 
training to answer their questions fully.  
 

Facilitating workshop tasks, individual and group contributions 

 
As the workshop gets going, be prepared to allow for any related discussion to flow – you may not 
need to intervene or contribute very much yourself. At some stage, however, there are several 
types of facilitation that could be required. Broadly speaking, the interventions you make will be 
directed either to the task of the group, or to ‘group maintenance’. 
 
Ensure everyone is contributing. If you feel someone needs to be ‘brought in’ to the discussion, 
it might be appropriate to ask them specifically for an opinion, using their name: “Shaheen – what 
do you think about that?”, or more generally, if several group members are left out: “What does 
everyone else think about that?” Be sensitive to those who are less vocal in group settings.  
 
Keep the discussion on track. Be careful here, because you do not want to stifle the flow. If it is 
clear that the discussion has gone off on a tangent, share this feeling with the group: “I wonder if 
we have strayed a bit away from our purpose here?” You may find that the group readily agree, 
and get back on track. Alternatively, the group may be finding the discussion of particular value, for 
example it may reflect particularly pertinent local issues and they may wish to continue with it. In 
this case, negotiate with the group - remind them of the objectives you had all agreed at the 
beginning, and get the group to decide whether they want to abandon these and follow the new 
direction, or return to the original plan. Consider this carefully, as allocating time to the new area of 
discussion may mean less input elsewhere in the program.  
 
A one day workshop is invariably bounded with tight time constraints: be mindful that diverting 
from the tasks may undermine your learning objectives. You should also be aware that more vocal 
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participants may express themselves more forcefully than others. It is important that any decisions 
reflect the needs of the whole group as best as possible, including those less willing or able to 
voice opinions in larger groups. As a workshop facilitator, your aim is to balance leading the group 
towards achieving the planned objectives of the day, while also allowing the group to determine its 
own priorities - within reason. 
 
Clarify contributions. Sometimes it will be helpful to explore a statement a little more deeply in a 
non-confrontational way: “That sounds really interesting, Sian – can you tell us a bit more about 
it?” Summarise the discussion. A successful way of moving the discussion on is to summarise to 
the group what has been said so far. Do this in an exploratory way: “Shall I try and summarise 
what we have agreed?” and check out that the group agree with your version: “Does that sound 
right to you all?”  
 
Gain agreement before moving on subsequent parts of the workshop: “Shall we move on to the 
next stage?” 
 
Facilitating Group Discussion 
When discussions are going on among the whole group (starting with the introductions at the 
beginning of each workshop or course), seat yourself and any co-facilitator, as part of the circle. 
When discussing a topic, especially when you want the discussion to build among participants - 
with less direction from yourself - sitting as part of the larger group gives a non-verbal message 
that you are giving up your position of authority for a while to allow a more open discussion.  
 
Lecture/Didactic Presentation 
When you are lecturing, you may want to stand since this conveys authority, though this is a 
matter of personal preference and teaching style. Lectures or didactic presentation can be a less 
engaging form of training delivery but they are important for communicating key information. 
Lectures can be performed in many ways. Rather than simply reading off each slide and the notes 
in the workshop guidelines, try rephrasing key points as “facilitating questions” For example: 
‘When would you use this information?’ ‘When might it not apply?’ ‘What would be an example of 
that point?’ ‘What do you think is the underlying principle?’ ‘How does that reflect the local 
experience?’ The more familiar you are with the course content and knowledgeable around 
workshop themes, the more able you will be adapt your presentation approach to meet 
participants’ varying learning styles.  
 
Use questions to break up the lecturing process - especially if you feel participants are becoming 
bored - and to check assumptions. Sometimes you might assume too much experience or 
knowledge among the participants and sometimes too little. Ask questions to clarify whether 
everyone has a similar level of basic knowledge, before moving on to new knowledge or skills. Ask 
what participants know or feel about a particular topic. It can be helpful to clarify whether they have 
had any experience of the subjects being discussed.  
 
Small Group Work/Exercises 
Small group work will be used within the workshop. There are three characteristics that need to be 
present for small group work to be effective:   
 

 There should be active participation from all the members of the group  

This should be established before small groups are asked to form. This is one very important 
way in which small group work differs from lectures or larger group discussions. Facilitators are 
able to oversee the process, across all groups, and provide a bit of a balancing influence: 
helping those who are reticent to contribute and helping others who are more voluble to leave 
some space for colleagues. 

 There needs to be a specific task 

Irrespective of the length of the small group task, this needs to be established and clear to all 
before the small group is formed. Everyone needs to be aiming to achieve the same thing from 
the group work – otherwise it is unlikely that the group will be able to work as a unit. The task 
may require someone to note discussions and to feed back to the larger group. Ensure that a 
person is nominated before the group starts its task. 

 
 There needs to be reflection 

This is crucial. The kind of learning that small groups can achieve goes deeper than just 
memorising lists of facts or procedures. It arises from people’s own experiences, and therefore 
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tends to have greater meaning for people. Group members should be helped to think back over 
their own experiences, and be prepared to share that with the rest of the group. This is the 
process of reflection. Allow sufficient time for participant to process their learning. 

 
Role-playing, exercises and games are often valued parts of training. When participants have to 
do something - rather than sit and listen or talk - it can be very stimulating to the learning process. 
Often, participants remember the sensation of being in a particular role or playing a game more 
strongly than they remember other information. These techniques are particularly useful for 
developing skills. While other training techniques can increase knowledge, skills are normally 
enhanced through practice. Role plays could help participants to feel what it might be like to be, 
say, a PWID concerned and anxious about the significance of their HCV status and treatment 
options. They can help participants to think about their attitudes towards people who inject and 
other drug users. Activities that involve physical movement can be especially useful after lunch, 
when energy is often lower.  

 
Brainstorming 
Brainstorming is a method used to collect opinions and information rapidly, generate ideas and 
develop solutions to problems creatively. Brainstorming can help you choose a topic, develop an 
approach to a topic, or deepen your understanding of the topic's potential.  
 
When brainstorming:  
 

 The question should be clear 

 Allow participants a few moments to contemplate the question before being given the 
chance to offer answers, comments or ideas 

 Everyone should participate 

 There should be no immediate criticism or discussion of the ideas presented  

 Ideas are recorded on a flip chart (usually by a facilitator while the co-facilitator fields 
key words or phrases called out by participants) 

 The process should move quickly 

 A time limit should be set. 

 
Ending modules/the workshop 
At the end of any module, let the group know that they are reaching the end of the available time: 
“Can I just let you know that we will need to break for lunch in about ten minutes?” or “We have a 
further five minutes before we come together to feedback as a large group”. This will also help you 
to bring the discussion to a close and draw conclusions. 
 
Offer a summary at the end of each module and a more comprehensive one at the end of the 
workshop. Allow enough time for this: “Can we just summarise what we have learned from this?” 
 
Evaluating the training 
Evaluation is an important part of the training process because workshops develop organically 
over time as knowledge and understanding changes. The workshop evaluation process is covered 
in more depth in Module 12 and is designed to assist you in assessing participants’ reactions to 
the workshop and to determine its effectiveness.  It is often useful to prepare a summary report 
based on the results of the evaluation to help either you or other trainers in offering similar 
workshops or courses in the future. Such a report should include:  
 

 The name of the workshop, where and when it was held 

 The organisers and commissioners of the workshop 

 The facilitators’ names and organisations, where applicable 

 Participants’ names and brief information about them (for example, their title, workplace 
and locality) 

 Trainers’ comments on major issues that arose during the workshop 

 The results of the workshop/course evaluations, highlighting those that are significant 

 Recommendations for changes to course materials, methods and participant selection. 
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Workshop Introduction 

 
Introduction goal:  
To introduce participants and facilitators, establish course expectations and practicalities. 
 
Materials and resources required: 

 Computer/laptop with projector  

 Flipchart paper, stand and pens 

 
Introduction time: Approximately 30 minutes  
 
Task: Show Slide 0.1 (Workshop introduction) and introduce yourself and welcome 
participants to the workshop: 
 

   
 
 
The workshop should start with a round of introductions as an ‘ice breaker’: as a minimum 
everyone in the group should take turns to state their name, where they work and their role. If 
wanted, people can add something a bit more personal about their background. The following is 
an example: 
 
Introducing your neighbour: 
 

 Allow about 20 minutes depending on workshop size 

 Ask all participants to select a partner for this ice-breaker, ideally someone they have 
never met before 

 Give the participants ten minutes to have a conversation with each other (five minutes 
for each interview) so that they can introduce their partner to the rest of the group 

 Give each participant about one minute to introduce his or her partner 

 Make a note of people’s names as group members introduce themselves on flip-chart 
paper and keep it visible as an aide-mémoire 

 
It is important to encourage participants to be informative but succinct. Activities generally take 
longer within larger groups. Allowance needs to be made for this as there may be less time for 
individual contributions. 
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Supporting content: 
Generally ice-breakers are used to facilitate and enhance the training environment and are used 
to: 

 Create a positive group atmosphere 

 Help people to relax 

 Break down social barriers 

 Energize & motivate 

 Build rapport 

 Help people to "think outside the box" 

 Help people to get to know one another 

 
Ice-breaking exercises can also be used if tension has risen to a high level among participants, if 
facilitators sense that frustration is rising, or to begin each day of a multi-day workshop.  
 
Before moving on to the first training module, clarify ‘housekeeping’ issues including: 
 

 Toilet facilities 

 Fire procedure, emergency exits and whether any routine fire testing is expected  

 Switch off/silence mobile phones/bleepers,  

 Smoking policy 

 Start and close times 

 Any other practicalities 

 
Establish ground rules including topics such as: 
 

 Confidentiality 

 Respect 

 Open to differing views 

 Constructive challenging  

 Being present 

 Time keeping 

 Responsibility for learning 

 Participation, not domination 

 One person to talk at a time 

 
Make explicit the kind of behaviour expected so that is easier to deal with unhelpful behaviour 
later (if it occurs). Write up ground rules on flipchart to use as a reference for discussion and 
clarification. 
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Show Slide 0.2 (Training overview) illustrating module contents. As an introduction to each 
module there is an opening slide that summarises the module goal, learning objectives, and topics 
covered in more detail: 
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Module 1: The liver and hepatitis viruses 

 
Module goal:  
This introductory module provides a basis for the training programme by giving an overview of the 
liver and its function, hepatitis and related viruses. 
 
Learning objectives:  
By the end of the module, participants will be able to:  

 Describe the structure of the liver and its function. 

 Define hepatitis and explain the key differences between hepatitis viruses. 

 
Topics covered:  

 Anatomy 

 Physiology and function of the liver  

 Structure of viruses and reproduction 

 Hepatitis and hepatitis viruses 

 
Materials and resources required: 

 Computer/laptop with speakers and projector  

 Flipchart paper, stand and pens 

 Video material from resource pack or internet access to stream video footage 

 
Module time: approximately 90 minutes  
  
Show and talk to Slide 1.1 (Module 1: The liver and hepatitis viruses) outlining the module: 
 

 
 
Anatomy 
 
Activity:   Lecture presentation 
Section Time:   Approximately 15 minutes 
 
The purpose of this section is to give participants a basic appreciation of the structure and location 
of the liver to provide an anatomical context for an understanding of the liver, its function, hepatitis 
and liver disease.  
 
To facilitate the presentation: 
Use Slides 1.2 and 1.3 (Location of the liver) to show abdominal anatomy and location of the liver. 
Explain that the liver is located under the ribs on the right hand side of the body. It lies just below 
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the lungs under the top of the diaphragm to which it is attached. The diaphragm is the muscle 
beneath the lungs that regulates our breathing. The liver is partly protected by the rib cage. The 
‘Supporting content’ can be used to support more detailed discussion. 
 

 

 

Supporting content: 
The liver is the largest organ in the body and is located behind the ribcage on the right side of the 
abdomen. It is shaped like a wedge, weighing between 1.4 and 1.6kg and is about 13cm across 
and about 18cm along its diagonal. It is divided into two main lobes, the right and the left. The right 
lobe is the larger of the two and has two smaller lobes itself. All the lobes of the liver perform the 
same functions. 

The primary and most common cells of the liver are called hepatocytes. These are highly 
sophisticated and identical cells that carry out most of the many functions of the liver. Hepatocytes 
are split up into groups to form lobules. These are the functional units of the liver. There are up to 
a million lobules in the liver. 
 
Unlike any other organ in the body the liver has two blood supplies. 25% of blood is supplied from 
the hepatic artery which delivers highly oxygenated blood from the lungs and 75% comes through 
the portal vein system which is a network of blood vessels that transports blood through the 
intestine, stomach, spleen and pancreas and into the liver. All the products of digestion including 

 
Location of the liver 
 

2 

Location of the liver  

3 
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nutrients and toxins pass into the liver through this route. Once blood had travelled through the 
liver it returns via the vena cava and to the heart. 

The liver is attached to the gallbladder (via the cystic duct). Together they make up the 
hepatobiliary system. Bile is a greenish digestive juice, which is manufactured inside liver cells. It 
then passes to the gallbladder for storage until it is needed to help digest fats. When food enters 
the intestine, bile is secreted into the intestine, via the common bile duct. 
 
Physiology and function of the liver  
 
Activity:   Group work discussion and supporting lecture 
Section Time:   Approximately 20 minutes 
 
The purpose of this section is to help participants acquire a general understanding of liver function 
and its crucial role in maintaining health. 
 
Show Slide 1.4 (Group work) and ask participants the following question making summary notes to 
flip chart: 
 

 
 
To facilitate discussion 

 Allow the participants to offer their own undirected ideas first 

 Use Slide 1.5 (Main functions of the liver) to encourage discussion and support further 
understanding. 

 For each function go into as much or as little detail as is suited to participant’s need. 

 Explain that the liver is highly specialized and has many functions that are vital for 
survival and that reduction of liver function will invariably compromise health. 

 Refer to Slide 1.6 (Importance of healthy liver function) to reinforce the significance of 
a healthy. 
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Supporting content: 
Medical terms related to the liver often start in hepato or hepatic from the Greek word for liver, 
hēpar.  

The liver is one of the most important organs in the body. It is responsible for numerous vital 
functions and is essential in supporting almost every organ in the body. Important functions include 
regulating the levels of most of the main blood chemicals, rapidly producing energy by breaking 
down food and converting resultant glycogen stored in the liver and muscles into glucose ready for 
the body to use. The liver also helps the body get rid of waste products, which can be toxic if not 
removed from the body including drugs, damaged cells, proteins and old hormones.  

The liver produces bile, a thick, green-yellow fluid that helps digest food, especially fat, as it 
passes from the stomach to the intestines. This fluid is made in the liver, but is stored in a nearby 
sac called the gallbladder. The liver is responsible for producing many of the essential amino acids 
and proteins important for the growth and repair of all bodily tissues and metabolic processes.  

The liver plays a vital role in fighting infections by mobilizing and supporting the immune system. 
While the liver is capable of regenerating itself, its capacity to repair itself can be seriously 
impaired by repeated or extensive damage. 
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Structure, types of viruses and reproduction:  
 
Activity:   Group discussion and lecture presentation 
Section Time:   Approximately 20 minutes 
 
This section allows a basic exploration of viruses and their replication before looking at the family 
of hepatitis viruses in more detail. 
 
Ask the large group to answer to the question ‘what is a virus’ Expect to spend only a few minutes 
and then refer to Slide 1.7 (What is a virus?) as a summary: 
 

 
 
 
Supporting content: 
A virus is a small infectious agent, much smaller than bacteria that can only replicate inside the 
cells of another organism. The study of viruses is known as virology. Viruses are found in almost 
every ecosystem on Earth and these minute structures are the most abundant type of biological 
entity. All living things, plants, animals or bacteria are susceptible to viral infections, which are 
usually specific to a particular organism. With the possible exception of bacterial viruses, which 
can kill harmful bacteria, all viruses are considered harmful.   
 
There is some debate as to whether viruses are living organisms, as outside of living cells they are 
wholly inert and cannot perform any of the activities typical of life such as respiration, reproduction 
and breaking down and digesting food. Their structure is very simple. They are made up of genetic 
material, ribonucleic (RNA) or deoxyribonucleic acid (DNA), which contains coded instructions for 
making copies of the virus, enclosed in protective shells that are made of proteins.  
 
Using Slide 1.8 (Virus reproduction) explain how viruses replicate:  
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Supporting content: 
The particles of a virus are so small that they cannot contain the complex apparatus required to 
reproduce themselves but require assistance from an infected host. Viruses have evolved to 
persuade certain cells in living organisms to let them in, to become infected, and then once inside 
they take over the operation of the cell to reproduce themselves.  

The lytic cycle is typically considered the main method of viral replication, since it results in the 
destruction of the infected cell. Viruses of the lytic cycle are called virulent viruses. The lytic cycle 
is a six-stage cycle. In the first stage, called penetration or absorption the virus injects its own 
genetic material into a host cell causing the infected cell to mistakenly replicate or copy the DNA 
thousands of times. Then the viral DNA assemble themselves as viruses inside the cell. When the 
number of new viruses inside becomes too much for the cell to hold, the cell wall ruptures and the 
viruses are free to infect other cells. 
 
Viral infections in animals provoke an immune response that usually eliminates the infecting virus. 
These immune responses can also be produced by vaccines, which give immunity to specific viral 
infections. However, some viruses including HCV and HIV evade these immune responses and 
cause chronic infections.  
 
By way of differentiation, explain viruses are also more difficult to combat with drugs than bacterial 
infections because of the risk of damaging the host cell. 
 
Hepatitis and hepatitis viruses 
 
Activity:   Group work and discussion with lecture presentation 
Section Time:   Approximately 20 minutes  
 
This section gives participants introduction to hepatitis and an overview of the viruses that can 
cause it.  
 
Start with a small group exercise, show Slide 1.9 (Group work) and ask the following questions: 
 

Virus reproduction  

 A virus particle attaches to a host cell  
 The particle releases its genetic 

instructions into the host cell  
 Injected genetic material recruits the 

host cell's enzymes 
 Enzymes make parts for more new 

virus particles 
 New particles assemble the parts into 

new viruses 
 New viruses break free from the host 

cell resulting in death of host cell 
 New viruses able to infect host cell 

All viruses follow the same basic steps in what is known as the lytic 
cycle  
 

!

The virus reproduces itself using the host cell’s chemical machinery. 
The red spiral lines indicate the virus’s genetic material. The orange 
portion is the virus’s protective shell 8 
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Ask each group to record answers on flipchart paper. Allow about 10 minutes before gaining 
feedback from each group and discuss the learning in the large group.  
 
To facilitate the group exercise and discussion: 

 Summarise and compare understanding using the following Slides 1.10 (Hepatitis and 
viral spread) and 1.11 (Hepatitis, liver disease and damage) 

 Encourage participants to be concise as the natural history, of HCV in particular, will be 
covered in more comprehensive detail in subsequent sections 
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Supporting content: 
Hepatitis refers to viral infections that cause inflammation of the liver. Hepatitis A, B and C are the 
most common types with hepatitis D and E being less common. This wide ranging family of viruses 
have different causes and symptoms but also some related characteristics.  

Hepatitis A (HAV) is found in faeces and infection is spread contaminated food or drinking 
untreated water. It causes an acute illness causing a range of clinical problems from mild illness to 
no symptoms to more severe illness and, very rarely acute liver failure. Typical symptoms, which 
mainly can be treated, include nausea, vomiting, diarrhoea, fever, fatigue, rash, jaundice, liver 
pain, and dark brown urine. HAV goes away by itself, usually within two months and does not 
cause chronic problems. Vaccines are available to provide protection against HAV. 
 
Hepatitis B (HBV) can be found in blood, semen, and vaginal fluid of infected persons. A person 
can get HBV from sharing injection or tattooing equipment, unprotected anal, vaginal or oral sex, 
and by sharing personal care implements such as toothbrushes and razors. HBV can be passed 
from mother to child during birth. The vast majority of people who are infected with HBV are able 
to fight off the virus, meaning their infection never becomes chronic and they may remain 
healthy without any symptoms while they clear the virus from their bodies. Some will not even 
know they have been infected although they’ll remain infectious to others until the virus has been 
cleared. Symptoms are similar to those from HAV and include flu-like symptoms, such as 
tiredness, general aches and pains, headaches and fever, loss of appetite and weight loss, 
nausea or vomiting, diarrhoea, stomach pains, and jaundice. For HBV, immunisation is the best 
way to prevent infection and it has been shown to be effective in 95% of cases.  
  
Hepatitis C virus (HCV) a single-stranded RNA virus that is highly infectious and usually spread 
through blood to blood contact, when the blood from a person infected with HCV enters into the 
body of someone who isn’t infected. On entering the body, it targets the liver cells where it 
replicates and causes inflammation and damage. HCV is often described as an indolent virus. This 
means that it is usually slow to establish itself and it can take time to cause chronic infection. 
Genetically, the virus varies, mutates and evolves, helping it evade attack from an infected 
person’s immune system.  
 
HBV and HCV co-infection accounts for a substantial proportion of liver diseases worldwide, 
representing one of the biggest threats to global health and killing approximately 1.5 million people 
a year. Because the two viruses share similar modes of transmission, co-infection with the two 
viruses is not uncommon. The exact number of people co-infected with HCV and HBV is unknown. 
In those with chronic HBV, estimates of the rates of HCV co-infection vary from 9% to 30%. The 
primary concern with HBV/HCV co-infection is that it can lead to more severe liver disease and an 
increased risk for progression to liver cancer. The prevalence of HCV and HBV will be explored 
further in later modules. 
  
HBV can be treated with interferon and oral antiviral drugs although treatment of co-infected 
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people is invariably complicated with significant concerns. No standard recommendations exist for 
treatment of HBV/HCV co-infection, but safe and effective vaccines can prevent HBV. It is 
generally recommended that people infected with HCV should receive both HAV and HBV 
vaccinations. 
 
Hepatitis D (HDV) infection only occurs in people with HBV and increases risk of cirrhosis. HBV 
vaccination also protects against HDV. Hepatitis E (HEV) is similar to HAV but there is no vaccine 
for HEV. A person can only be infected once and this is not usually serious except in pregnancy. 
There is much less known about Hepatitis F (HFV). It is thought to be similar to HBV but this is 
unconfirmed by research and GB virus C (CBV-C), formerly known as Hepatitis G (HGBV-C), is 
similar in structure to HCV but its role and importance is unclear; although known to infect humans 
it is not known to cause disease. 
 
 
Liver Good Life – animated film showing liver function  
 
Activity:   Video with discussion 
Section Time:   10 minutes 
Materials required:  Access to QuickTime movie as part of training manual downloadable 

resource pack or online resource:                         
http://www.livergoodlife.com/movies.aspx 

     
 
Show Slide 1.12 (Video) and introduce film: 
 

 
 

This short film (4’51) illustrates the functions of the liver as well as the most common liver diseases 
and should be used as a visual summary for this module. It can be an advantage to allow group 
discussion to clarify aspects of the module’s learning as required. 
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Summary  
 
Show and talk to Slide 1.13 (Summary learning points) to conclude module: 
 

 



Correlation/EHRN Hepatitis C Treatment and Care for PWID (Trainer’s Manual) 2011 26

Module 2: HCV transmission and risk prevention 

 
Module goal:  
To provide an overview of HCV transmission routes and risk prevention strategies 
 
Learning objectives: 
By the end of the module, participants will be able to: 

 Explain the main ways by which HCV is transmitted 

 Summarise the main HCV prevention messages  

 List the main interventions that can prevent HCV transmission 

 Discuss changes in service delivery and practice that can reduce HCV transmission  

 
Topics covered:  

 Transmission routes of HCV 

 HCV transmission risk factors 

 Prevention messages 

 Key prevention interventions 

 Simultaneous delivery of interventions 

 Factors that hinder safer injecting 

 Tailoring of prevention messages 

 Risk factors and transmission prevention 

 
Materials and resources required: 

 Computer/laptop and projector 

 Flipchart paper, stand and pens 

 Video material from resource pack or internet access to stream video footage 

 
Show and talk to Slide 2.1(HCV transmission and risk prevention) outlining the module: 
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HCV transmission and risk factors 
 
Activity:   Large and small group work 
Section Time:   Approximately 30 minutes 
 
This section provides participants with the opportunity to discuss and clarify their understanding 
around HCV transmission and the factors that contribute to transmission risk.  
 
Initiate this module by showing Slide 2.2 (Group work) and asking the large group to brainstorm 
the ways in which HCV is transmitted and record responses on a flip chart:  
 

 
 
Allow participants time to offer their own understanding of the likelihood of transmission in any 
given situation. Facilitate discussion by asking participants: 

  To question any myths that might be raised 

  To explore areas of uncertainty 

  To gain consensus on a hierarchy of transmission risk 

 To establish the most common way the virus is transmitted 

 Allow 15 minutes for this activity and use Slide 2.3 (HCV transmission) to assist this 
process if needed: 
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Initiate this activity by establishing small groups. Show Slide 2.4 (Group work) asking them discuss 
and record answers onto flipchart paper:  
 

 
 
After 10 minutes reconvene the large group and ask representatives from each small group to 
summarise their answers. 
 
Facilitate feedback discussion and ensure the following points are made: 

 HCV is very small and highly infectious and only minute amounts of infected blood 
needed to transmit infection 

 The main risk for PWID arises from sharing infected needles and syringes 

 There may be enough blood in equipment used to prepare drugs for injection such as 
water, spoons and filters for the virus to be transmitted 

 Sterile needles and syringes and injecting related paraphernalia should always be used 

 Risk can occurs through accidental sharing of equipment 

 Risk of transmission through batch preparation of drug for more than one person 

 Backloading and frontloading of drug poses significant risk 

 Don’t share toothbrushes or razors 

 Use of condoms for penetrative sex  

 Certain environments such as prison enhance risk 

The following films are shown to support the last activity after feedback has been taken. 

How small is the hepatitis C virus? – an animated film 
 
Activity:   Video presentation 
Section time:  2 Minutes 
Materials required:  Access to QuickTime movie as part of training manual resource pack or 

online resource:                            
http://www.harmreductionworks.org.uk/2_films/how_small_is_the_hep_
c_virus.html 

     
 
 
 
 
 
 
 
Show Slide 2.5 (Video) and introduce film: 
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This film shows how small the hepatitis virus is and how readily it can be transmitted. It is a short 
but powerful animation designed to get across the messages that just because a syringe looks 
clean, it may still be infected and that besides needles and syringes, it is important to avoid 
sharing spoons, filters and mixing water. 
 
HIV and HCV survival in syringes – film on hepatitis C survival research 
 
Activity:   Video presentation 
Section time:  2 Minutes 
Materials required:  Access to QuickTime movie as part of training manual resource pack or 

online resource:                          
http://www.harmreductionworks.org.uk/2_films/viral_survival_in_syringe
s.html 

     
Show Slide 2.6 (Video) and introduce film: 
 

 
 
In 2007 researchers at Yale University developed a methodology for assessing how long HIV 
survived in used syringes, but until 2008 no test existed that could detect whether the hepatitis C 
virus had survived – so we could only speculate as to how long it survived. With high prevalence, 
many had speculated that it could survive, and remain infectious, for long periods of time outside 
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the body. This short documentary describes the findings of the hep C survival study, and explains 
what they mean for our understanding of why hepatitis C prevalence is so high amongst injecting 
drug users. 
 
Supporting content: 
HCV is mainly transmitted when infected blood directly enters another person’s bloodstream. As 
with HIV, you cannot transmit or catch hepatitis C by touching, kissing, hugging, or from sharing 
cutlery and crockery. Major routes of transmission are injecting drug use and to a much lesser 
degree, healthcare related procedures, needle-stick injuries in healthcare settings, tattooing and 
body piercing. The sharing of personal items, such as razors and toothbrushes, is less likely but a 
possible route of HCV infection. Vertical (mother-to-child) transmission is documented although 
unusual except in babies born to mothers with very high levels of HCV RNA.  

 
HCV has been found in semen and vaginal fluid, however the risk of sexual transmission of 
hepatitis C is considered very low. The risk is higher for some sexual activities, especially where 
there is potential exposure to blood. These could include longer and more energetic sex, anal sex, 
fisting, sex with a woman during menstruation, and group sex. Sex workers and people with 
multiple partners may be more vulnerable to infection. Sexual transmission has been reported 
among HIV+ve men who have sex with men and practice high risk behaviour such as unprotected 
sex with multiple partners. It is generally thought that people with compromised immunity including 
those living with HIV maybe at higher risk of contracting HCV if exposed to the infection and the 
presence of ulcerative sexually transmitted infections (STIs) may facilitate HCV sexual 
transmission. 
 
Hepatitis C is more common among non-injecting drug users than the general population. It is not 
clear why. It may be possible to catch HCV through blood-to-blood transfer from sharing straws or 
rolled bank notes for snorting drugs, and maybe from crack pipes. Studies of HCV infection in drug 
users who do not inject have indicated an increased risk of HCV infection. 

Before 1990, exposure to contaminated blood and injecting drug use were the main causes of 
HCV transmission. The introduction of blood screening for HCV dramatically reduced viral 
transmission through transfusion of infected blood which has been brought down to virtually zero 
in Western Europe, and the US, leaving injecting drug use as the main cause of transmission. 
PWID now account for up to 60−90% of newly identified cases of HCV in EU countries.  
 
HCV is a tougher and smaller virus than HIV. HCV is readily be passed on by using any injecting 
equipment, which has been in contact with an infected person’s blood. Lending and borrowing 
injecting equipment is common. This includes not only needles and syringes - the main vector for 
HCV transmission, but also paraphernalia such as cookers for mixing drugs, water, swabs, filters 
and tourniquets. The probability of becoming infected after sharing paraphernalia is currently not 
known, but must be treated as a potential and important risk. Persistent injecting of drugs is the 
key factor for HCV transmission globally. 
 
Sharing injecting equipment among people who inject drugs is the most common route of HCV 
transmission. Due to the high infectivity of the virus, there is a risk that HCV can be transmitted 
from sharing other injecting equipment such as water, tourniquets, filters and spoons has also 
been associated with HCV transmission although this is less common.  
 
 HCV prevention interventions  
 
Activity:   Presentation and small group work 
Section time:   Approximately 30 minutes 
 
This section provides participants with the opportunity to identify the interventions for PWID 
required to reduce HCV transmission and why these are not always optimised. 
 
Open this section by showing Slide 2.7 (HCV prevention strategy limitations) to the large group:   
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Facilitate a short discussion by: 

 Exploring participant’s thoughts on the statement. 

 Establishing how this reflects local situations and prevention strategies 

 Highlight how integrated responses are required to optimise HCV transmission 
prevention e.g. NSP and OST 

 
Supporting content: 
Compared with responses to HIV the effectiveness of harm reduction measures on the prevention 
of HCV has been explored to a lesser extent, and their effectiveness at reducing viral transmission 
seems to be lower. This is certainly due in part to the efficiency with which HCV spreads through 
the sharing of injecting equipment, and in part to the fact that rarely all associated risks are 
addressed. Although there are some commonalities in injecting behaviours across populations, 
injecting practices notably vary and can be individualised according to the situational and 
environmental factors that prevail within drug using communities.  
 
Research data from around the world provides guidance on interventions for preventing and 
reducing further incidence of HCV among PWID, including the reduction of the risks for HCV 
transmission and the prevention of progression of the virus. Although controlling HCV in PWID 
proves to be difficult, the delivery of various prevention and harm reduction intervention strategies 
simultaneously through integrated responses seems to increase opportunities for reduction in HCV 
transmission. The two most important interventions appear to be NSPs and OST, ideally provided 
in combination. 
 
For this activity ask the participants to form small groups and using Slide 2.8 (Group work) ask 
them to list on flip chart paper the main interventions that reduce HCV transmission among PWID: 
 

HCV prevention strategy limitations  

‘It is conceivable that HCV prevention has failed not so 
much because the wrong strategy was pursued, but 
because efforts have been too small-scale and 
therefore weak in relation to the number of factors 
favouring HCV transmission’  

Hagan, 2005. 
 

7 
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Allow 10 minutes for small group work before asking for feedback in the larger group. Facilitate a 
10 minute discussion, which clarifies that: 

 Good NSP coverage with a range of injecting equipment and optimised OST are the 
two most important factors for effective HCV prevention 

 Other interventions can augment or complement programmes including: 

 Education and outreach to PWID 

 Low threshold testing 

 Drug consumption rooms 

 Peer-led programmes 

 Interventions that reduce injecting e.g. foil distribution 

 
Once feedback has finished, showing Slide 2.9 (Group work) ask the large group to briefly 
brainstorm answers to the question and record answers on flipchart:  
 

 
 
Stimulate discussion and ensure there is reference to: 

 Public injecting and homelessness associated with distinct risks 

 Prison injecting with frequently shared equipment 

 Limited access to NSP and sterile injecting equipment 
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 Poor injecting practices established at initiation 

 Lack of knowledge around injecting hygiene 

 Stigma and persecution 

 Batch preparation 

 Accidental sharing  

 Cultural norms around drug preparation and administration 

 Situational factors such as withdrawal, increased urgency (crack injection) 

 Being injected by others  

 Relationship sharing norms 

 
Supporting content: 
Ethnographic studies of injecting drug use show that there are a range of factors that contribute to 
high risk injecting behaviours. Direct and indirect sharing are common and are likely to be 
exacerbated by situational and environmental factors where loss of hygiene control over the 
injecting process tends to be evident. Although prevention messages are central to harm reduction 
interventions, for them to be effective they need to be applied to the context of an individual’s 
injecting situation 
 
Understanding people’s injecting practices in detail, their individual circumstances and the context 
of injecting, is an important step in helping PWID identify risks. Assessment informs the basis for 
interventions that can support them by educating and reinforcing the adoption of the least harmful 
practices in any given injecting situation. Adaptations are required to facilitate safer injecting in 
sub-optimal conditions and this requires skilled and innovative approaches with PWID. 
 
The following film can be shown to support the last activity after feedback has been taken. It is 
used to give an example of how educational tools can support PWID in adopting safer practices.  
 
Does cleaning syringes work? 
 
Activity:    Video presentation with discussion  
Section Time:    Approximately 10 minutes 
Materials required:  Access to QuickTime movie as part of training manual resource 

pack or online resource: 
http://www.harmreductionworks.org.uk/2_films/does_cleaning_sy
ringes_work.html 

      
Show Slide 2.10 (Video) and introduce film: 
 

 
 
This short documentary talks to the research team who conducted the research on the impact of 
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bleach on HIV and HCV on syringes, and explains why it is so important that syringe cleaning is 
taught to PWID and can usefully lead to discussions on how this intervention can reduce the 
spread of BBV and other infections when sterile injecting equipment isn’t readily available. 
 
Practice and service delivery improvements  
 
Activity:   Individual and paired work 
Section Time:   Approximately 15 minutes 
 
This section activity is designed to get participants to translate their understanding of safer 
injecting practices and, reflecting on the degree of local resources to support PWID, identify 
changes that can further improve the outcomes for PWID. 
 
Initiate the activity by showing Slide 1.11(Group work) and asking participants to consider the 
questions: 
 

 
 
Allow participants 5 minutes to reflect alone and consider actions they will take and then, in pairs, 
get them to discuss with their partners the changes they have identified that could lead to HCV 
transmission reductions.  
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Summary  
 
Show Slide 2.12 (Summary learning points) to conclude module: 
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Module 3: HCV prevalence and course of HCV infection 

 
Module goal:  
To provide an overview of both global and regional HCV prevalence and the natural course of 
infection 
 
Learning objectives: 
By the end of the module, participants will be able to: 

 Summarise HCV prevalence rates with an understanding of global, local and regional 
variations 

 Evaluate how prevalence in their own local areas compares with the epidemic more 
generally 

 Discuss the natural course of HCV infection and the main factors that can influence 
disease progression 

 
Topics covered:  

 Global and regional prevalence of HCV and trends within affected populations 

 How HCV affects the functions of the liver 

 Progression and stages of HCV 

 The acute phase 

 Spontaneous HCV clearance  

 The chronic phase 

 Compensated cirrhosis 

 End stage liver disease and cancer 

 
Materials and resources required: 

 Computer/laptop and projector  

 Flipchart paper, stand and pens 

 
Before the training: 

 Obtain the best available current information on regional and local HCV prevalence 
rates to support this module: 

 What are the PWID estimates for your region/country? 

 What are the regional and local HCV prevalence rates? 

 What variations are there across different population groups e.g. prisoners? 

 What factors contribute to the HCV prevalence and PWID rates as reported? 

 Is hepatitis C recognised as an important issue for PWID? 

 Is there a Hepatitis C Strategy or Policy? 

 Do you have reliable hepatitis C surveillance? 

 What is happening ‘on the ground’? 

 
Module time: approximately 90 minutes 
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Show and talk to Slide 3.1(HCV prevalence and course of HCV infection outlining the module: 
 

 
 
HCV prevalence and public health implications 
 
Activity:   Lecture presentation with large group discussion 
Section Time:   Approximately 20 minutes 
 
The purpose of this section is to help participants gain a perspective on global HCV prevalence, 
regional, and local variations and the implications for public health.  
 
Introduce this module by presenting Slide 3.2 (Global prevalence of hepatitis C infection) and then 
Slide 3.3 (European prevalence of hepatitis C infection): 
 
 
 

 
 

Global prevalence of hepatitis C infection  

Shepard, C. W., Finelli, L. & Alter, M. J. (2005) Global epidemiology of hepatitis C virus infection. Lancet Infect Dis, 5, 558-67 . 
  

2 
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Facilitate a brief discussion: 
 

 Establish HCV is a widespread global disease; however the maps shown are indicative 
reflecting data and information availability, rather than disease-based information.  

 Explain that recent estimates of chronic HCV infection range from 140 million to 200 
million cases globally but how these estimates are certainly an under-representation of 
the true rate of chronic HCV infection and related public health burden. 

 
Show Slide 3.4 (The silent epidemic). This is used to help participants reflect that HCV is often 
described as being a ‘silent’ epidemic.  Ask participants to consider the quote from Global State of 
Harm Reduction, IHRA 2010: 
 
 

 
 
 
Facilitate a discussion by asking participants to consider: 

 To what extent does this reflect the local situation and experience? 

 What might explain the differences with other countries/regions? 

 To what extent is HCV infection considered a public health issue? 

 What level of HCV awareness is there amongst policy makers, health care 
professionals, harm reduction services, PWID and those affected? 

European prevalence of hepatitis C infection 

ECDC TECHNICAL REPORT, Hepatitis B and C in the EU neighborhood: prevalence, burden of disease and screening policies, 2010 
3 

 
The silent epidemic 
 

‘While the urgency of preventing and treating HIV 
infection among people who inject drugs has 
overshadowed the more ‘silent’ epidemic of viral 
hepatitis, the latter is increasingly recognised as a 
major public health problem, particularly in cases in 
which people living with HIV are co-infected with HBV 
and/or HCV’ 

Nick Walsh, The silent epidemic: Responding to viral hepatitis among people who inject drugs, IHRA 2010 
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 What local responses to HCV treatment and prevention are in place? 

 Is there a need for advocacy for improved epidemiology in line with European 
standards? 

 Try and establish consensus and understanding on local situation. 

 
Use Slide 3.5 (Hepatitis C and public health burden) to help summarise implications of lack of 
data: 
 

 
 
Facilitate the discussion by:  

 Emphasising that the lack of accurate prevalence data on hepatitis is widely recognised 
as inhibiting more effective prevention and control at both international and national 
levels, that this has devastating consequences for people living with HCV (PLWHCV) 
and PWID. 

 Beginning to consider factors behind limited political commitment such as: the high 
price of testing and treatment; low awareness of need (relative to HIV) among PWID 
and PLWHCV with less developed activism and advocacy. 

 
Supporting content:  
Following extensive lobbying from the World Hepatitis Alliance and patient groups around the 
world, in May 2010, the World Health Assembly has agreed a resolution on viral hepatitis that 
explicitly acknowledges the ‘seriousness of viral hepatitis as a global public health problem’. The 
resolution was supported by all 193 member states, reflecting the international realisation that 
action to tackle these diseases is now urgently required and was agreed by WHO Executive Board 
in January 2011. 

In conjunction with a raft of actions designed to stimulate and strengthen hepatitis preventative 
and controls measure, the resolution urges Member States: 

‘To implement and/or improve epidemiological surveillance systems and to strengthen laboratory 
capacity, where necessary, in order to generate reliable information for guiding prevention and 
control measures’ 

(Sixty-third World Health Assembly. May 2010, 
http://www.worldhepatitisalliance.org/Policy/WHO_Resolution.aspx) 

HCV is a global disease, widespread, and one that presents an immediate but growing public 
health crisis. Not every nation in the world has adequate means to survey its population for 
incidence of the virus and most people have no symptoms in the early stages and are unaware 
they have been infected, however, enough statistics have been compiled to demonstrate the 
enormous threat posed by hepatitis C.  

 
The silent epidemic 
 

‘While the urgency of preventing and treating HIV 
infection among people who inject drugs has 
overshadowed the more ‘silent’ epidemic of viral 
hepatitis, the latter is increasingly recognised as a 
major public health problem, particularly in cases in 
which people living with HIV are co-infected with HBV 
and/or HCV’ 

Nick Walsh, The silent epidemic: Responding to viral hepatitis among people who inject drugs, IHRA 2010 
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Recent estimates of chronic HCV infection range from 140 million to 200 million cases globally - 
The World Health Organisation estimates that 3% of the world’s population is infected. In 
comparison the total number of people living with HIV is estimated at around 34 million. 
However, lack of awareness about HCV is common in many parts of the world, including 
Eastern Europe and Central Asia and as a result, precise prevalence data are difficult to obtain. 
 
Of the HCV global total, an estimated 10 million people are living with chronic HCV across the 
former Soviet Union representing about 4% of the overall population in those 15 countries. 
Prevalence estimates for the United States are slightly less than 2% and Western Europe’s is 
about 1% or less in each country.  
 
Figures from epidemiological studies in different regions of the world show wide variance in HCV 
prevalence patterns. Variations within countries are also reported, with inner city urban areas 
with long established populations of PWID typically having higher rates than those in rural 
areas. Studies consistently show that the incidence of HCV is higher among less developed 
nations. The majority of people infected with HCV live in low and middle-income countries. 
 
‘Chronic viral hepatitis is highly prevalent globally, with some five hundred million people 
estimated to be currently infected with hepatitis B or C. These two diseases are the cause of 
significant global mortality and morbidity with approximately 1 million deaths each year 
attributable to them and their sequelae, liver disease and primary liver cancer.’ 
(World Hepatitis Alliance, Viral Hepatitis: Global Policy, 2011) 

  
 
HCV transmission and injecting drug using populations 
 
Activity:   Presentation, group work and discussion   
Section Time:   Approximately 20 minutes 
 
This section will start to explore the association between HCV transmission and injecting drug use 
and highlight how PWID are both the most at-risk population and the group with the highest 
prevalence - in some cases as much as 60–90% - across much of Central and Eastern Europe. 
 
Show Slides 3.6 (HCV and injecting drug use in Central and Eastern Europe) and Slide 3.7(HCV 
and prisoners across Central and Eastern Europe) to illustrate HCV prevalence among PWID in 
both community and custodial settings:  
 

 
 



Correlation/EHRN Hepatitis C Treatment and Care for PWID (Trainer’s Manual) 2011 41

 
 

 
Facilitate discussion and feedback by: 
 

 Conveying that, overall, although there is little systematic and updated data on HCV 
prevalence across the region, data available demonstrates that the scale of HCV 
prevalence among PWID is high.  

 The slides are used to outline regional trends. At this stage you may encourage 
participants to make comparisons with the local situation and engage them as themes 
emerge as the slides are presented. 

 Highlight particular risks faced by PWID in prison settings – what is occurring locally? 

 Emphasising the need for preventative interventions for all PWID (in community and 
prison settings) for both those newly initiated into injecting but also to those injecting 
over extended periods and years as prevalence increases over time. 

 Discussion points should be kept short as the exercise following the presentation is 
intended to allow further exploration and representation of local injecting drug use and 
HCV situations.  

 
Assemble small groups; show Slide 3.8 (Group work) and each group to record on flip charts 
answers to the following questions:  
 

 

 
The silent epidemic 
 

‘While the urgency of preventing and treating HIV 
infection among people who inject drugs has 
overshadowed the more ‘silent’ epidemic of viral 
hepatitis, the latter is increasingly recognised as a 
major public health problem, particularly in cases in 
which people living with HIV are co-infected with HBV 
and/or HCV’ 

Nick Walsh, The silent epidemic: Responding to viral hepatitis among people who inject drugs, IHRA 2010 
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Allow 10 – 15 minutes for consideration and answering before convening the large group for 
feedback and discussion.  
 
Facilitate discussion and feedback by: 

 Ensuring participants have considered estimates of the number of local PWID 

 They are aware of local HCV prevalence rates amongst PWID 

 Identifying and accounting for local/countrywide variations 

 Establishing infection rates among their prison population 

 Being prepared to ask about other marginalized groups that may be at particular risk. It 
would be expected that by the end of this section for participants to establish a 
consensus, supported by established local and regional data, around PWID and HCV 
rates.  

 However, it may be the case that local epidemiological data is unavailable or poor 
quality. In these cases encourage participants to pay particular attention to examples 
where they may be able to advocate for improvements. 

 
Supporting content:  
PWID are especially susceptible to HCV because sharing of injection equipment, certainly the 
most efficient transmission vector, regularly occurs among members of this population. HCV 
infection spreads rapidly once introduced into a drug using community and where access to sterile 
injecting equipment is insufficient or unavailable. HCV prevalence among adult PWID currently 
exceeds 50% in many countries around the world, including some of the most populous. A recent 
report estimated that 92% of PWID in India are infected with HCV, for example, as are 85% in 
Germany, up to 80% in the United States, and as many as 70% in Brazil. 
 
The situation is arguably worse in countries where a higher share of the population injects 
drugs, even if the absolute numbers of HCV-positive individuals currently are lower. Countries in 
this category include Thailand (where 90% of PWID are thought to have HCV) and several 
others in Eastern Europe and Central Asia. In Russia, for example, an estimated 90% of the 
country’s 2 million PWID have HCV; in Ukraine, meanwhile, between 70 and 90% of the 
country’s 400,000 or so PWID are living with HCV. High HCV prevalence rates among PWID are 
also found in several other countries in the region, including Lithuania (95%), Estonia (90%), 
and Kazakhstan (66%). 
 
While high prevalence levels of HIV infection are only found in some EU Member States, viral 
hepatitis and, in particular HCV are highly prevalent in PWID across Europe. HCV antibody levels 
among national samples of injecting drug users in 2007–08 vary from about 12 % to 85 %, with 
eight out of 12 countries reporting levels in excess of 40 % (EMCCDA 2010) 
 
According to various estimates, there could be between 2.1 and 3.3 million PWID in the 13 
countries of the region. Studies among drug injectors from these countries show quite diverse 
prevalence rate of HCV, varying from 14–97% in different settings. The rates for HCV are 
commonly higher in the Eastern part of the region, with the highest rates - from 70% to over 90% - 
reported in Estonia, Lithuania, Russia and Ukraine.  

Significantly lower rates of HCV are reported from countries of Central Europe where HIV 
prevalence among PWID is also low –Czech Republic, Hungary, Romania, Slovenia and Slovakia. 
However, HCV prevalence of more than 60% was found in studies from Bulgaria, Poland and 
Romania, showing that in fact HCV prevalence is high among PWID compared to HIV prevalence 
throughout the region.  
(Hepatitis C Among Injecting Drug Users in the New EU Member States and Neighbouring 
Countries: Situation, Guidelines and Recommendations, EHRN 2007) 
 
 
Liver damage and course of HCV infection 
 
Activity:   Small group work and presentation 
Section Time:   Approximately 30 minutes 
 
This section looks at how HCV affects the liver, the natural course of HCV infection and the main 
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factors that influence disease progression. 
 
Participants should be asked to form small groups to undertake the next stage of the exercise.  As 
an introduction explain that when describing liver damage and the progression of HCV infection, a 
range of common but unfamiliar medical terms are used. Understanding these terms can help 
develop confidence and knowledge around the natural history of HCV infection. 
 
Show Slide 3.9 (Group work) and ask each group to take 20 minutes to consider the questions and 
record their answers on flip chart paper: 
 

 
 
Facilitate group feedback by: 

 Clarifying answers to support understanding of the terms. 

 Then showing Slide 3.10 (HCV and liver damage over time) and referring to accepted 
terms, outline how HCV affects the liver and, how over time, infection prevents the liver 
from functioning normally and that this process can be described in stages: 

 

 
 
Over years or decades, a proportion of people with chronic hepatitis C will develop severe liver 
disease including advanced fibrosis, cirrhosis, and hepatocellular carcinoma, a form of liver 
cancer. Hepatitis C does not directly damage your liver but after infection, the immune system 
reacts to hepatitis C by trying to rid the liver of infected cells. It is this immune response that can 
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cause liver inflammation, and this inflammation leads to scarring (fibrosis). As the liver becomes 
more scarred, it hardens and becomes less elastic. This makes it increasingly difficult for blood 
and other fluids to flow through it significantly impeding its function. Liver fibrosis doesn’t occur at 
the same rate in all individuals, and in some people fibrosis remains stable or may even regress 
over time. 
 
Even though the liver can operate when badly damaged, the continuous effect of hepatitis C can 
slowly interfere with liver function. Complications then occur when the liver is unable to carry out 
important tasks. These complications include: fatty liver (steatosis), jaundice, oesophageal varices, 
ascites, encephalopathy, portal hypertension, kidney damage, thyroid disease, diabetes, and 
appetite and weight loss resulting in malnutrition. 
 
Several factors influence fibrosis progression. Fibrosis occurs more rapidly in men than in women, 
and also in older people, particularly those over age 50. Progression does not seem to be linear; 
that is, the process appears to accelerate later in the course of disease. Immune system 
compromise for example, due to co-infection with HIV or use of immunosuppressive drugs after a 
liver transplant also has been shown to accelerate fibrosis. Heavy alcohol consumption is strongly 
associated with worsening fibrosis and cirrhosis. 
 
Activity:   Large group work and lecture summary presentation 
Section Time:   Approximately 30 minutes 
 
Using Slide 3.11 (Group work) ask participants the questions and list their answers on flip chart: 
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Once the answers have been established the next slides are used to build understanding. Show 
Slide 3.12 (Natural history of HCV progression):  
 

 
 
Explain how this is representative of untreated disease progression and that progression is 
determined by various factors including age at time of infection, gender – being male, concurrent 
HBV and/or HIV infection, high alcohol use and other lifestyle factors.  
 
Referring back to responses from last activity use Slides 3.13 (Acute infection); 3.14 (Chronic 
infection); 3.15 (Late stage chronic infection) and 3.16 (Factors affecting disease progression) to 
expand by offering more detail on the stages of HCV disease progression:  
 

 
 

 
Natural History of HCV progression   
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Supporting content: 
HCV has two distinct phases, acute and chronic. The acute phase occurs immediately after 
infection and lasts for about six months. A proportion of infected individuals develops an immune 
response and clears the virus from their bodies, usually within 6 months of infection. The 
remaining 75 to 85 percent or so are unable to clear the virus, and they develop chronic hepatitis. 
Chronic HCV infection requires treatment to eliminate the virus. 
 
However, the course of HCV is unpredictable and people infected with the virus may not progress 
through all these stages. Additionally, disease progression will be affected and potentially 
complicated by co-infection with HIV. This will be discussed in more detail in Module 9. 
Acute phase - Acute infection is a term for the first six months after a person gets HCV – it bears 
no relation to acuteness of symptoms, or severity of disease. 
 
Most people do not seem to experience symptoms during the acute phase. Other people may 
have vague flu-like symptoms, including fever, tiredness, loss of appetite, stomach pains, nausea 
and vomiting. These occur a few weeks after initial infection. A small proportion develop jaundice, 
which shows as a yellowing of the skin and the whites of the eyes caused by excess bilirubin in the 
blood as a result of compromised liver function. 
 
As most symptoms are similar to many other short term infections most people are unlikely to seek 
medical attention. The lack of clear and identifiable symptoms is a main reason that many health 
care providers fail to suspect HCV, leaving patients undiagnosed.  
 
Spontaneous clearance - Approximately one in five people will fight off the hepatitis C virus and 
completely clear the virus during the acute phase. This is the spontaneous clearing of HCV by the 
immune system through elimination of all viral particles in circulation and destruction all infected 
cells. Evidence of this infection in the form of antibodies to HCV will possibly always remain in the 
body. Unlike some other diseases these antibodies do not provide immunity against a further HCV 
infection at a later date.  
 
Contributory factors to clearing hepatitis C during the acute phase 
It is not clear exactly why some people clear the virus while others do not, but some common 
factors are known: 

 The younger a person is at the time of HCV infection; the more chance they have of 
clearing the virus 

 Women are more likely to clear the virus than men.  

 People who develop symptoms during the acute phase seem to have a greater chance 
of clearing the virus. 

 A healthy immune system particularly the T cell response to the virus plays an 
important part  

 Low alcohol consumption  

 Genotype. There is some evidence that people with genotype 3 have a higher chance 
of clearing the virus than those with genotype 1.  

 The amount of virus transmitted at the time of infection. People who contracted the 
virus through transfusion and so have a higher viral load appear to be at greater risk of 
developing chronic hepatitis C than people with some other sources of infection.  

 Genetics. The IL28B gene is associated with spontaneous clearance of HCV and 
specific variants of this gene predict treatment-related viral clearance. 

 
HCV treatment is most effective during acute infection 
Finding out that you have HCV during acute infection can make a big difference, because HCV 
treatment is much more likely to work—meaning it will get rid of the virus—during acute stage. 
People who have acute HCV should wait for about 12 weeks before they start HCV treatment, 
since they may spontaneously clear the virus and not need treatment. However, it may be 
unrealistic for people to know when they became infected, or indeed, that they have access to 
testing and this will need consideration when discussing the availability of optimal treatment 
responses.  
 
Chronic stage 
While some people clear the virus in the very early stages after initial infection, most will go on to 
develop a long term or chronic infection. Hepatitis C is said to be chronic when someone has been 
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infected for longer than six months. Having chronic HCV does not always mean that serious liver 
damage will occur. 
  
The experiences of those with chronic infection tend to be variable with many remaining 
asymptomatic for years, while others will have more evident symptoms which can be severely 
debilitating including fatigue, depression, digestive problems and other symptoms among the 
many varied extra-hepatic (outside of the liver) complications of hepatitis C infection. Confusingly 
symptoms are not necessarily an indication of liver damage. One person may have almost no liver 
damage and yet their quality of life maybe severely affected by symptoms, while somebody with 
extensive scarring of the liver may be symptom free. 
 
It was originally thought that HCV only infected liver cells. However, recently it has become clear 
that HCV also infects parts of the immune system and some blood cells meaning that HCV is also 
a systemic disease, in that it can affect other organs in the body.  
 
Liver damage from HCV happens slowly, usually over decades. It can take from 15 to 50 years for 
a PLWHCV to develop cirrhosis. The longer a person has been infected, the more likely they are 
to develop liver damage. People with serious liver damage (cirrhosis) are at risk for very serious 
complications, such as liver cancer and liver failure. 
 
Compensated cirrhosis 
Liver damage from HCV happens slowly, usually over decades. It can take from 15 to 50 years for 
a person who has chronic HCV to develop cirrhosis.  About one in five people with chronic 
hepatitis C will develop cirrhosis. Cirrhosis is scarring of the liver as a result of long-term, 
continuous damage to the liver. It is a serious condition where healthy tissue in the liver is 
destroyed and replaced by scar tissue, which starts to block the flow of blood through your liver. 
Compensated cirrhosis means that the liver can still carry out its normal functions although these 
may be increasingly compromised.  
 
A number of factors are associated with disease progression and cirrhosis, notably alcohol use 
and co-infection with HIV and hepatitis B. 
 
Decompensated cirrhosis 
A few people with compensated cirrhosis will deteriorate further and develop decompensated 
cirrhosis and are at risk for very serious complications, such as liver cancer and failure. Once 
decompensated cirrhosis is established serious complications are almost inevitable and there is 
usually a very high frequency of readmissions to hospital with likelihood of liver transplant being 
required. 
 
The overall risk of developing liver cancer or hepatocellular carcinoma (HCC) for people infected 
with HCV is relatively small. It usually develops decades after infection and is almost exclusively 
confined to people who have already progressed to cirrhosis. There are no exact figures for the 
chances that people with HCV will develop liver cancer. However, it seems that around 6% of 
people who have been infected with HCV for over twenty years will develop liver cancer or HCC. 
 
Once liver cancer does develop the survival rates are very low. It is unlikely that someone with 
liver cancer will survive for more than five years. In such cases a liver transplant will likely be 
considered as an option. 
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Summary 
 
Show and talk to Slide 3.17 (Summary learning points) to conclude module: 
 

 

 
The silent epidemic 
 

‘While the urgency of preventing and treating HIV 
infection among people who inject drugs has 
overshadowed the more ‘silent’ epidemic of viral 
hepatitis, the latter is increasingly recognised as a 
major public health problem, particularly in cases in 
which people living with HIV are co-infected with HBV 
and/or HCV’ 

Nick Walsh, The silent epidemic: Responding to viral hepatitis among people who inject drugs, IHRA 2010 
 

4 
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Module 4: Testing and monitoring 

 
Module goal:  
To introduce participants to best practice regarding the different tests, which are encountered in 
the diagnosis and management of HCV. 
 
Learning objectives:  
By the end of the module, participants will be able to:  

 Explain the different tests that are used to identify and confirm the presence of HCV 

 Describe how tests are used to monitor liver health and treatment response 

 Discuss the benefits and disadvantages of different types of test 

 
Topics covered:  

 Why get tested? 

 Who needs access to testing? 

 The main types of test relevant to the diagnosis and management of HCV (Antibody 
testing, HCV RNA testing, Liver Function Tests, Liver biopsy) 

 Improving access to testing 

 
Materials and resources required: 

 Computer/laptop and projector 

 Flipchart paper, stand and pens 

 
Before the training 
Obtain the best available current information on:  

 Relevant local/national guidance on testing 

 The availability and accessibility of testing e.g. dried blood spot, rapid tests 

 Any restrictions to testing e.g. in prisons 

 The extent to which testing can lead to treatment for PWID 

 
Module time: approximately 90 minutes 
 
Show and talk to Slide 4.1(Testing and monitoring) outlining the module: 
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Getting tested: pros and cons 
 
Activity:   Group discussion 
Section Time:   Approximately 15 minutes 
 
This is a short introductory activity to enable participants to begin to think about the reasons 
someone may (or may not) want to know their HCV status.  
Show Slide 4.2: 
  

 
 
To facilitate the discussion 

 Allow the participants to offer their own undirected ideas first 

 Using the flipchart pad, note people’s ideas and, if suitable, group the suggestions in 
line with the main points on Slide 4.3 below 

 Note any entirely different reasons for testing that are mentioned 

 

) 
 
To facilitate the discussion 

 Discuss any of these reasons that were not already mentioned or discussed adequately  

 Use your judgement regarding how much attention to other reasons the group has 
suggested. 
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 Be prepared to consider the different arguments for and against testing with reference 
to a) the availability and accessibility of HCV testing and HCV treatment for PWID in 
the participants’ own area.  

 
Who needs access to testing? 
 
Activity:   Large group discussion 
Section Time:   Approximately 10 minutes 
 
The main aim of this activity is for participants to understand that it is best practice for both current 
and former PWID to have access to HCV testing and evaluate their local situation against this 
standard.  
 
 
Show Slide 4.4(Persons for whom HCV screening is recommended): 
 

 
 
To facilitate discussion 

 Use this slide to establish that it is best practice for both current and former PWID to 
have access to HCV testing 

 Discuss this with reference to national guidance and the actual provision of HCV testing 
for PWID in the participants’ area 

 Identify the additional possibility that PWID with HCV may also belong to another group 
for whom HCV testing is recommended i.e. anyone who has HIV 

 Discuss the relevance of these recommendations for children of HCV infected mothers. 
These imply that the child’s rights may require that the mother has access to testing 

 Consider access to testing for the sexual partners of PWID with HCV  

 
 
The main types of test relevant to the diagnosis and management of HCV 
 
Activity:   Large group discussion and presentation 
Section Time:   Approximately 30 minutes 
 
The main aim of this section is to provide a clear understanding of the purpose of the main types 
of test that are commonly encountered and to begin to explore some of the options and issues that 
arise with their use. 
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Show Slide 4.5 (Group work): 
 

 
 
To facilitate the discussion 

 This should be done quite quickly just to establish the different types of test 

 Allow the participants to offer their own undirected ideas first 

 Note the specific terminology that people use and any areas that may require 
clarification during Slide 4.6 (What tests are relevant to HCV?) 

 If people focus exclusively on diagnostic tests, ask then whether they can think of tests 
for other purposes 

 Within the discussion, encourage people to distinguish testing for diagnostic purposes, 
monitoring liver damage and determining treatment response 

 
Show Slide 4.6 (What tests are relevant to HCV?): 
 

 
 
To facilitate the discussion:  

 Clarify the purpose of any of the main types of test that have not been mentioned 

 Distinguish the role of tests that a) indicate exposure to the virus b) confirm the 
presence and severity of active infection c) indicate disease progression 
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 Refer to the terminology that was used by participants with the previous slide and 
clarify any areas of confusion 

 
 

Show Slide 4.7 (What does European guidance say about testing and treatment for PWID?): 
 

 
 
Antibody testing 
 
Show and talk to Slide 4.8 (Antibody testing – serologic assays): 
 

 
 
Key points to cover:  

 What antigens/antibodies are 

 The significance of the window period regarding recent risk behaviours 

 The need for HCV RNA testing in cases where results are anti-HCV positive 

 There are both advantages and disadvantages to testing 

 Best practice requires pre and post test discussion/counselling 

 
Supporting content: 
Antibody testing uses serologic assays (measures) to investigate blood serum for evidence of 

What does European guidance say about 
testing and treatment for PWI D? 

‘When to refer: All IDUs with a positive antibody test 
and a positive PCR should be followed up by a repeated 
test after three to six months, and if the test is still 
positive, should be considered for eradication therapy. 
Liver function status is important in the evaluation of 
the need for medication therapy’ 
 
 

    European Monitoring Centre for Drugs and Drug Addiction (2010) 
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infection by evaluating antigen-antibody reactions. 
 
Antigens are substances (e.g. viruses, toxins and bacteria) that when introduced into the body 
stimulate the production of antibodies. 
 
Antibodies are immunoglobulin proteins present in the blood serum or body fluids as a result of 
antigenic stimulus, which only interact with the antigen that induced them or that are closely 
related. 
 
Enzyme immunoassays (EIAs) are used to detect hepatitis C antibodies (anti-HCV) and screen for 
and help diagnose HCV infection. Anti-HCV can be detected in the serum or plasma using a 
number of immunoassays.  
 
Testing now has a high level of sensitivity (ability to accurately identify people who are anti-
HCV+ve) and specificity (the ability to distinguish people who are anti-HCV-ve and avoid false 
positives). False positive results are more likely to occur when testing is performed among 
populations where the prevalence of hepatitis C is low. False negative results may occur in the 
setting of severe immunosuppression such as infection with HIV, solid organ transplant recipients, 
hypo- or aggammaglobulinemia or in patients on haemodialysis. 
 
The recombinant immunoblot assay (RIBA) was originally developed as a more specific, 
supplemental assay to confirm the results of EIA testing, but with the widespread availability of 
nucleic acid testing, the role for RIBA testing in HCV diagnosis and management has all but 
disappeared. 
 
Newer tests have advantages in terms of speed (Rapid Tests) or their reduced invasiveness 
(Dried Blood Spot). 
 
Rapid tests can provided a result in minutes.  

 http://www.who.int/diagnostics_laboratory/evaluations/hepc/en/ 

 http://www.who.int/diagnostics_laboratory/evaluations/en/hcv_rep1.pdf 

 http://www.who.int/diagnostics_laboratory/evaluations/en/hcv_rep2.pdf 

 
Dried blood spot testing only requires a tiny amount of blood that can be provided from a pin prick, 
rather than requiring venous access, which is often problematic among PWID whose veins are 
collapsed/damaged. 
 

 Hickman M et al. (2008) , J Viral Hepat. 2008 Apr;15(4):250-4. Increasing the uptake of 
hepatitis C virus testing among injecting drug users in specialist drug treatment and 
prison settings by using dried blood spots for diagnostic testing: a cluster randomized 
controlled trial. 

 Tuaillon  E et al. (2010) Dried blood spot for hepatitis C virus serology and molecular 
testing. Hepatology. Volume 51, Issue 3, pages 752–758, 

 
 
HCV RNA testing 
 
Show Slide 4.9 (HCV RNA testing): 
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Key points to cover:  

 A positive HCV RNA test result has important implications for both a) reducing risks to 
others and b) protecting the person’s own health, which are covered in more depth later 

 
Show Slide 4.10 (HCV RNA tests): 
 

 
 
Key points to cover:  

 Quantitative tests help guide whether treatment should be commenced and measure 
the treatment response  

 The need for HCV RNA testing means diagnosis is generally a two stage process, 
which can be problematic for some PWID 

 Genotyping assays determine which type(s)/subtype(s) of HCV are active and further 
guide the choice of treatment and expected outcome 

 A person’s IL-28B gene also determines how well they may respond to treatment. The 
CC variant responds best, TT has the poorest response and TC is intermediate 

 
Supporting content: 
PCR tests are more commonly encountered but both these and TMA test for HCV RNA and have 
high sensitivity and specificity rates (98-99%).  
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Quantitative tests HCV RNA tests measure viral copies/mL or IU/mL (international units). IU/mL is 
now the preferred WHO standard. 
 
For monitoring purposes, it is important to use the same laboratory test before and during 
treatment. 
 
IL-28B Genotype 
Just like the Hepatitis C virus has its own genetic make-up, so do we. An international research 
effort to sequence and map all of humans' genes - together known as the genome - was 
completed in April 2003. This discovery gave us the ability to read nature's complete genetic 
blueprint for building a human being. 
 
The human genome comprises a sequence of approximately three billion parts, called nucleotides, 
which are organized into DNA molecules. Just four letters represent the nucleotides, which serve 
as the alphabet for the language of life: A, C, G and T - corresponding to adenine, cytosine, 
guanine and thymine. 
 
Research presented in 2010 revealed that the coding at a single site on the human genome made 
a big difference in people's response to Hepatitis C treatment. Known as IL-28B, this site may 
have either a T or a C on the genome. Since a person inherits two copies of the genome (one from 
each parent) to make up each allele, individuals may have one of the following alleles at IL-28B: 

TT - These individuals were found to have the poorest response to Hepatitis C treatment. 
CC - These individuals have the best response to Hepatitis C treatment. 
TC - These individuals appear to have a response to Hepatitis C treatment in between 
those with the TT and CC alleles. 

 
Since the C nucleotides are more common in Europeans than in Africans, it makes sense that 
those of European descent have a better rate of beating the virus than those of African descent. 
 
http://www.hepatitis-central.com/mt/archives/2010/12/differentiating.html 
 
Liver Function Tests (LFTs) 
 
Show Slide 4.11 (Liver function tests - LFTs): 
 

 
 
Key points to cover:  

 LFTs were relied upon more extensively in the past 

 Raised ALT levels are present in 2/3 of those infected but not elevated levels at all in 
1/3.  
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 Other factors that can increase ALT/AST include side effects from prescription and 
over-the-counter medications, herbs, vitamins and supplements, exposure to toxic 
fumes, high alcohol intake, a new or existing hepatitis infection, and coming off drugs 
and/or alcohol 

 Many HIV drugs can cause liver enzymes to increase—though not usually to 
dangerous levels. In some cases, those drugs need to be stopped or switched 

 ALT should nevertheless be monitored routinely, as if it continues to increase, it may 
mean HCV is getting worse.  

 
Supporting content: 
Liver enzyme tests: ALT and AST 
Liver enzymes are proteins that have specific functions. Some of these enzymes leave the liver 
and enter the blood when the liver is injured.  
 
People taking HIV drugs (or any other drugs processed by the liver) need to have liver enzyme 
levels measured with their routine blood tests. This is especially important if they also have HCV. 
Liver enzymes tests are often called liver function tests (LFTs), although they do not really 
measure liver function. The results from these tests should be looked at in relation to other 
information.  
 
AST is another enzyme involved in the production of amino acids but because it is made in the 
heart, intestines, and muscles, it is not a sensitive marker for liver injury. AST is often used to 
monitor liver inflammation and damage in combination with other tests.  
 
Other liver enzymes: ALP, GGT, bilirubin, albumin and prothrombin time 
It is important for people with HCV and HIV/ HCV to undergo routine monitoring of ALP, GGT, 
bilirubin, albumin and prothrombin time.  
 
Alkaline phosphatase (ALP) is another enzyme that is present in tissues throughout the body, 
including the liver. If blood levels of ALP increase, this can be a sign of disease or damage to 
tissues. Your doctor can also test specifically for ALP from the liver. Some medications, including 
the HIV protease inhibitors atazanavir and indinavir, can cause ALP elevations. Elevated ALP from 
the liver is a sign of blocked bile ducts caused by liver disease.  
 
Gamma glutamyl transferase (GGT) is enzyme involved in metabolism that is produced in the bile 
ducts. `Any type of liver disease, heavy drinking, and some medications can increase levels of 
GGT.  
 
Bilirubin is a waste-product from the breakdown of red blood cells. The liver is involved with 
processing bilirubin. When the liver is damaged, it may be unable to process bilirubin, and the total 
bilirubin levels increase. Jaundice, dark urine and pale stool are common signals of increased 
bilirubin. Some drugs, including the HIV protease inhibitors atazanavir and indinavir, can cause 
increased bilirubin levels.  
 
Albumin is a protein made by the liver. It carries drugs, hormones and waste products through the 
blood and maintains fluid levels within the body. Abnormally low levels of albumin are a sign of 
serious liver damage.  
 
PT (prothrombin time; pro-time) PT testing measures the amount of time it takes for blood to clot. 
When the liver is damaged, its ability to make clotting factors is impaired. If this time increases – 
referred to as a ‘prolonged PT interval’ it shows that the liver is not working so well. 
 
Screening for liver cancer in people with cirrhosis 
People with HCV cirrhosis are at risk for liver cancer. Regular screening can detect early-stage 
liver cancer. Usually, screening consists of a liver scan by ultrasound or computed tomography 
(CT), and a blood test measuring alphafetoprotein (AFP; a protein made in foetal liver tissue) 
levels. Screening is recommended every six months. 
 
Source for notes above: Guide to hepatitis C for people living with HIV. (iBase 2009) 
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Show Slide 4.12 (HCV tests and what the results mean): 
 

 
 
 
To facilitate:  

 Use table based on iBase 2009 to summarise. 

 
 
Liver biopsy and alternatives 
 
Show Slide 4.13 (Liver biopsy and alternatives): 
 

 
 
Key points to cover:  

 Although assessing inflammation and fibrosis can be diagnostically valuable, it is not 
essential in all cases. 

HCV tests and what the results mean 

Type of test 
Diagnosis Antibody test result HCV RNA 

(viral load test) 
Alanine 
Aminotransferase 
(ALT): Liver enzyme 

Prior, cleared HCV 
infection 

Positive Undetectable on two 
tests, performed at 
least 6 months apart 

May be up to 7, 
fluctuate, or be 
persistently raised 

Acute HCV infection Negative: becomes 
positive within 6-24 
weeks 

Detectable within 2 
weeks, usually very 
high 

May be up to 7-10 
times above normal 
level  

Chronic HCV infection Positive Detectable May be persistently 
normal, fluctuate, or 
persistently raised 

12 

iBase 2009 
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 These tests can assist decision-making as to whether treatment should be commenced 
and what results might be expected.  

 Biopsy is considered to be the ‘gold standard’ for assessing the nature and severity of 
liver disease, but has some disadvantages compared to the newer FibroScan 
technique  

 The most common side effect of a biopsy is pain – an estimated 30-50% of patients 
experience pain.   

 Complications from biopsy are rare – 1/1,000 biopsies or less.  Potential complications 
from a liver biopsy include bleeding, bleeding that requires hospitalization or 
transfusion, puncture of a surrounding organ and death. 

 Although biopsy is the diagnostic ‘gold standard’, FibroScan has considerable 
advantages in terms of patient safety and acceptability. 

 
Show Slide 4.14 (Biopsy results): 
 

 
 
Key points to cover:  

 Fibrosis is the formation or development of excess fibrous connective tissue in an 
organ or tissue as a reparative process or reaction. See module 3. 

 Cirrhosis is a consequence of chronic liver disease characterized by replacement of 
liver tissue by fibrosis, scar tissue and regenerative nodules (lumps that occur as a 
result of a process in which damaged tissue is regenerated). 

 A biopsy is helpful for decisions regarding treatment options, the likely benefits, their 
urgency, or if they should best be avoided.    

 
Supporting content: 
Currently the most accurate way to check the extent of damage to the liver is by biopsy. A liver 
biopsy is a test in which small pieces of liver tissue are removed and examined under a 
microscope. This is done via a long needle inserted usually between 8th and 9th ribs under the 
right arm. The tissue will be assessed to see the extent of inflammation and fibrosis. (A biopsy will 
also reveal other abnormalities such as damage to bile ducts and the presence of fat). Although 
biopsy has some advantages, these need to be weighed against its disadvantages, which 
FibroScan lacks.   
 
The degree of inflammation is described in terms of inflammatory grade. Fibrosis is described by 
fibrotic grade. Confusingly there are several different scoring and grading systems for liver 
biopsies, and the same numbers are not comparable with another system.  
 
The biopsy will indicate which stage of inflammation and fibrosis (scarring) are present in the liver. 
Inflammatory grade will range from none to extensive inflammation. Fibrotic grade will range from 
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minimal scarring, scarring that has developed outside of the portal tracts, fibrosis that has spread 
or is bridging towards neighbouring portal tracts is advanced scarring or cirrhosis. 
 
 
 
 
Improving access to testing 
 
Activity:   Small group work 
Section Time:   Approximately 45 minutes 
 
In this activity participants consider the various settings where HCV testing can be provided for 
PWID, appraise its availability in their own area and, identify improvements that may be needed.  
 
Show Slide 4.15 (Group work) to the group as a whole: 
  

 
 

To facilitate: 
 Allow 10-15 minutes at most for this part of the activity 

 Using the flipchart to makes notes, encourage participants to identify as many settings 
as they can suggest 

 
Show Slide 4.16 (Possible HCV testing settings): 
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To facilitate: 

 Discuss any settings that have not been mentioned and whether they may be relevant 
for the participants. 

 
 
 
 
 
 
 
Show Slide 4.17 (Group work): 
 

 
 
Small group exercise: 

 Allow about 30 minutes for this activity (15 in small groups, 15 for feedback) 

 Divide participants into small groups 

 Using flipchart paper, ask each group to list as many responses as possible in a table 
as follows: 

 

 Current PWID not in PWID in treatment Ex-PWID no longer in 
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treatment treatment 
Antibody testing 
 

   

HCV RNA testing 
(PCR) 

   

 

 Ask people to highlight any of the settings about which they are uncertain 

 Ensure the group identifies someone who will feedback their discussion 

 
To facilitate: 

 Refer to any local or national guidance you used earlier in the module that is applicable 

 Ask each group to summarise key points from their discussion 

 Avoid repetition by getting each group to highlight differences from other groups 

 For settings where people are uncertain about availability, encourage them to 
investigate this after the training 

 Encourage people to comment on specific improvements that they would prioritise to 
improve access to testing. 

 
 
Supporting content: 
For Belarus, Bulgaria, the Czech Republic, Estonia, Hungary, Latvia, Lithuania, Poland, Romania, 
Russia, Slovenia, Slovakia, and Ukraine,  Merkinaite and Knerr (2007) summarise the availability 
of the following infrastructure and services (See table 6, pp.93-5): 

 Protocols for hepatitis testing  

 HCV testing at NSPs 

 Free HCV testing for PWIDs 

 HCV testing on OST 

 Use of rapid tests 

 HCV testing available in prisons 

 
Obstacles that may be relevant to explore further regarding testing include: 

 PWID access to primary health care  

 The role of medical insurance 

 Exclusion of specific minorities from healthcare in general, which affects their access to 
testing e.g. Roma, people displaced as a result of conflict, asylum seekers, refugees 

 Stigma and discrimination that occur in specific settings e.g. health care institutions, 
prisons 

 The availability of HCV treatment  

 Registration or reporting systems that identify PWID and store personal information, 
especially where this can lead to subsequent transfer of their data to law enforcement 
agencies.  

 
Factors that generally promote testing include: 

 Cost (free) 

 Anonymity 

 Confidentiality 

 Ease of access and flexibility of the service 

 How friendly and knowledgeable the staff are  

 Links to other drug services 

 The availability of Rapid Tests/Dried Blood Spot Testing.  

 
From: 
Merkinaite S and Knerr W (Eds.) (2007) Hepatitis C among injecting drug users in the new EU 
member states and neighboring countries: situation, guidelines and recommendations. Vilnius: 
Central and Eastern European Harm Reduction Network (CEEHRN). 
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Summary 
 
Show and talk to Slide 4.18 summarising the key learning points: 
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Module 5: Testing skills development 

 
Module goal:  
To identify principles of good practice for HCV testing and give participants an opportunity to 
develop the skills required for pre and post-test discussion. 
 
Learning objectives:  
By the end of the module, participants will be able to:  

 Summarise the main elements of high quality pre and post-test discussion for HCV 
testing 

 Practice skills that are relevant to pre and post-test discussion 

 
Topics covered:  

 Pre-test discussion 

 Giving a negative test result 

 Giving a positive test result  

 
Materials and resources required: 

 Computer/laptop and projector 

 Flipchart paper, stand and pens 

 Worksheets 

 
Module time: approximately 90 minutes 
 
Show and talk to Slide 5.1(Testing skill development) outlining the module: 
 

 
 

Pre-test discussion and giving results 
 
Activity:   Lecture and group discussion 
Section Time:   Approximately 45 minutes 
 
 
This activity introduces the main topics that should be discussed if someone is considering testing 
and when giving test results. Note that the term ‘discussion’ is used throughout, rather than 
‘counselling’. This is to avoid any implication that someone with counselling training can only fulfil 
this role. Although some basic counselling skills are necessary, a counselling qualification is not. 
 
Show Slide 5.2 (Group work) and ask participant to consider the question: 
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To facilitate the discussion:  

 Ask the group to debate ways in which the process of deciding whether to have an 
HCV test (and receiving the results) can be characterised as discussion or counselling 

 Distinguish a discussion using ’counselling skills’ from ‘counselling’ as a 
psychotherapeutic discipline 

 
Show Slide 5.3 (Counselling skills): 
 

 
 
To facilitate the discussion:  

 Explore the extent to which participants consider that they already have these skills 

 Clarify any points that need explanation 

 
Show Slide 5.4 (Pre-test discussion 1 – risk exposure):   
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Points to emphasise:  

 Clarify the nature of the confidentiality and any limits to it 

 The importance of understanding why the person wants testing as this can sometimes 
reveal important information about their understanding of risk.  

 Assessing risk behaviours provides an opportunity to clarify the transmission risks with 
them and discuss strategies for risk reduction in the future. 

 After evaluating the person’s risk exposure, testing may not always be necessary. 
Nevertheless, people will sometimes want and need testing for a) peace of mind or b) 
because they are unable or unwilling to talk about all their risk exposure. 

 HCV testing is also an opportunity to consider whether other tests or immunisations are 
needed. 

 
Show Slide 5.5 (Pre-test discussion – Preparing for the result): 
 

 
 
Points to emphasise:  

 Knowing your HCV status can be beneficial because, for the majority of people, an 
effective HCV treatment now exists.  
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 For best practice, the pre-test discussion requires a good understanding of the 
treatment options that are available locally and whether the person would be eligible to 
receive it. 

 Where access to treatment is limited or non-existent there is an important ethical 
question to consider about the merits of providing diagnostic information to people who 
are excluded from having effective treatment. 

 Even if treatment is not available, knowing their own HCV status can clarify and 
reinforce the person’s need for self-protective measures that avoid future infection (or 
re-infection with another genotype) and protect others. 

 Only when the information and advice is clearly understood and the person’s questions 
have all been answered, are they in a position to decide whether they want testing. 

 Consent should be obtained in line with local procedures. 

 
Show Slide 5.6 (Giving negative results): 
 

 
 
Points to emphasise:  

 If antibody test results are negative, the opportunity should be used to clarify any 
questions that have arisen from the pre-test discussion and identify further ways that 
future risk behaviour can be minimised 

 Repeat testing is advised if the person is believed to have been recently exposed to the 
virus, since HCV antibodies can take up to six months to develop (but usually no more 
than 3 months) 

 
Show Slide 5.7 (Giving positive results): 
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Points to emphasise: 
 It is important to ensure that the person clearly understands the result and what to do 

next 

 The person may need support to come to terms with a positive test result and its 
potential implications 

 Ensure they understand who/where to ask further immediate questions as people are 
often unable to think of all the questions they have straight away 

 Consider support from a) their family and friends b) local peer support groups c) online 
support groups d) relevant professionals e) Liver/HCV charities 

 The person giving the test result should consider providing support while the person 
waits to see a specialist or support service 

 
Pre and post-test discussion - Role play 
 
Section Time:   Approximately 45 minutes 
Activity:   Role play in pairs 
Materials required:  Worksheets 
 
This activity allows participants to practice pre and post-test discussion for HCV testing and 
develop the required skills.  
 
Note that to determine whether someone is competent to fulfil this role needs to be assessed 
independently as it will depend on their pre-existing knowledge and skills and the setting in which 
they work. As a matter of good practice, anyone taking on this role should have access to 
supervision and support, which enables them to develop their practice and manage the ethical and 
other issues that can sometimes arise. 
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Show Slide 5.8 (Group work): 
 

 
 
To facilitate the role play:  

 Either a) use one of the case studies provided (Handout 5.1) b) generate your own 
case studies that illustrate features that are particularly relevant to the participants, or 
c) allow people to draw on someone they know through their work or personally instead 

 Encourage people to think about any additional background they want to include e.g. 
piercings, tattoos, previous HCV tests etc. 

 Ensure everyone has a copy of Handout 5.2 for use as a checklist. 

 
Summary 
 
Show and talk to Slide 5.9 (Summary learning points) to conclude module: 
 

 
 



Correlation/EHRN Hepatitis C Treatment and Care for PWID (Trainer’s Manual) 2011 71

Module 6: Treatment options 

 
Module goal:  
To enable participants to understand the best current treatment options, factors that influence 
outcomes and potential future treatment opportunities.  
 
Learning objectives: 
By the end of the module, participants will be able to: 

 Summarise current medical treatment options with reference to evidence of their 
effectiveness 

 Describe ways that genotype and other factors influence treatment outcomes 

 Discuss main benefits and drawbacks to different treatment options 

 List main treatment developments that are likely to emerge within the next five years 

 
Topics covered:  

 Goals and considerations for treatment 

 Overview of conventional treatment 

 Interferons and ribavairin 

 Contraindications 

 Understanding treatment effectiveness for different genotypes 

 Treatment for people with cirrhosis 

 Retreatment 

 Potential new treatments 

 
Materials and resources required: 

 Computer/laptop and projector 

 Flipchart paper, stand and pens 

 Video material from resource pack or internet access to stream video footage 

 
Module time: approximately 90 minutes 
 
Show and talk to Slide 6.1(Treatment options) outlining the module: 
 

 
 
 
 
 



Correlation/EHRN Hepatitis C Treatment and Care for PWID (Trainer’s Manual) 2011 72

Treatment goals 
 
Activity:   Group work and discussion 
Section Time:   Approximately 15 minutes 
 
 
This short introductory activity section enables participants to establish the primary and secondary 
goals of HCV treatment and explore how these are measured. 
 
Introduce this section by showing Slide 6.2 (Group work) and asking participants, in the large 
group, to answer the questions. Record answers on flip chart: 
 

 
 
Use Slide 6.3 (Goals of treatment) to assist clarification 
 

 
 
 
Supporting content: 
The goal of HCV therapy is total eradication of the virus— treating to cure. This outcome, a 
sustained virological response, or SVR, means that a person achieves and maintains undetectable 
HCV levels for at least six months after completing a course of pegylated interferon and ribavarin 
treatment, which is the standard of care for hepatitis C. People who achieve an SVR are generally 
considered to be “cured” of their HCV infection and remain virus free. Although some recent 
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research has found very low levels of hepatitis C in the blood and liver tissue of some sustained 
virological responders, this small quantity of virus may not have any significant effect on liver 
health. Individuals who are successfully treated can still be re-infected with HCV. 
 
A secondary goal of HCV treatment is to improve liver health by reducing inflammation, and 
sometimes, reversing fibrosis. This can happen, although less often, even in people who do not 
clear the virus. In rare cases, the condition of the liver may worsen after HCV treatment; the 
reasons for this are unclear.  
 
Choosing treatment – determining individual priorities 
 
Activity:   Small group work and discussion 
Section Time:   Approximately 40 minutes 
 
This section allows participants to reflect on the challenges faced by those considering treatment 
for HCV. Taking interferon and ribavirin treatment requires a significant commitment of time and 
effort and this activity enables them to explore both the advantages and disadvantages of 
treatment.  

Initiate this activity by showing and talking to Slide 6.4 (Considering treatment) and then Slide 6.5 
(Individualised treatment) to the large group before showing the video ‘My Story of C’ which is a 
personal video account of a young woman’s experience of HCV treatment: 
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Receiving treatment – personal stories 1 
 
Activity:   Video with discussion 
Section Time:   10 minutes 
Materials required:  Access to ‘My Story of C’ as QuickTime movie as part of training 

manual resource pack or online resource at: 
http://www.hepctrust.org.uk/treatment/Videos 

     
 
Show Slide 6.6 (Video) and introduce film: 
 

 
 
 
This short film (6’06) is video diary about Jazzy who was born with hepatitis C and her living with 
the condition. It shows one persons experience of treatment only and is used to help participants 
consider how such experiences might be typical or vary from individual to individual. 
 
After the film has seen show Slide 6.7 (Group work) and facilitate small group work by asking each 
group to consider: 
 

I ndividualised treatment  

 ‘Treatment decisions should be individualized based on 
the severity of liver disease, the potential for serious 
side effects, the likelihood of treatment response, the 
presence of comorbid conditions, and the patient’s 
readiness for treatment’ 
 

  
 

 AASLD PRACTICE GUIDELINES Diagnosis, Management, and Treatment of Hepatitis C: An Update 
 recommending individualised treatment responses for those with HCV, 2007 

5 
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Ask each group to note answers on flip chart paper. Allow 15 minutes or so before convening large 
group for collective feedback. It can be helpful to ask participants what they would need to know 
before making decisions about their own HCV treatment.  
 
The film ‘HCV Facts – Focussing on interferon treatment’ can be used as an additional resource 
while delivering this module although consideration will need to be given to time allocation. This 
film shows the experiences of several people going through effective treatment for HCV 
highlighting the benefits while acknowledging the challenges faced by those in treatment. 
 
Receiving treatment – personal stories 2 
 
Activity:   Video with brief discussion 
Section Time:   6 minutes (Extract 10’12 -15’33) 
Materials required:  Access to ‘HCV Facts – Focussing on interferon treatment’ QuickTime 

movie as part of training manual resource pack. 
 
Show Slide 6.8 (Video) and introduce film: 
 

 
 
        
This film (21’30) in total shows interviews with health care professionals and PWHCV with the aim 
to dispel fears around HCV treatment and bring hope to those going through treatment or thinking 
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of going on the treatment. Extract (10’12 -15’33) shows the experience of a woman who 
underwent successful HCV treatment.  
 
Supporting content: 
Deciding whether or not to treat hepatitis C is an individual and complex decision. Some people 
really need more urgent HCV treatment and others may wait until newer, more effective, and less 
toxic therapies are available. Medical need is one of several other factors to be taken into account 
including cost and length of treatment the potential adverse treatment effects and lifestyle related 
choices. People infected with HCV should be able to work in close partnership and with full 
support of healthcare professional, to be informed and given choices to help determine the best 
treatment options and match these to individual priorities for managing infection. Clearing the virus 
is not the most important goal for everyone. In some cases, treatment may be more likely to 
improve the condition of your liver than to clear the virus. In other cases, treatment may not be 
necessary right away, or ever. 
 
The major advantage that treatment offers is that it is the only proven way of clearing the virus. 
People have undoubtedly cleared the virus in other ways but only in very small numbers and there 
has been no other way that has been proven to work consistently. Treatment has been shown to 
improve the health of the liver by reducing inflammation. It may also be able to reverse fibrosis or 
even cirrhosis. This can happen, although less often, even in people who do not clear the virus. 
Clearing the virus or even reducing any infection related damage can have a positive impact on 
quality of life for those infected.  
 
The major disadvantages to treatment are the side effects and the impact they can have on 
lifestyle during the treatment period. Occasionally, the side effects can be so severe that they force 
people to abandon treatment. In rare instances some people are left with an illness after treatment 
stops, such as thyroid disease or diabetes. Some people report that the side effects continue for 
considerable periods, often longer than the treatment regimen, after treatment has finished, and 
persistent healthcare issues continue to the extent that they impact significantly on everyday 
activities such as sleeping, socializing and employment compromising post treatment re-
adjustment. In such situations, even when treatment has been successful in clearing the virus, 
there may be persistent impairment in quality of life 
 
There are many new drugs in development for HCV that may be more effective and easier to 
tolerate and many people, particularly if tests reveal good liver functioning, may delay treatment. 
Men and women should take precautions to avoid pregnancy during HCV treatment. Ribavirin, 
used in combination treatment, should not be used during pregnancy. Ribavirin is known to cause 
severe birth defects and any woman of child bearing age or man with a female partner of child-
bearing age undergoing treatment with ribavirin will be required to use two reliable forms of birth 
control during treatment and for 6 months after completion of treatment. 

Overview of conventional treatment 
 
Activity:   Presentation, group work and discussion 
Section Time:   Approximately 40 minutes 
 
This section, largely presented in lecture format (but also encourages interaction and contributions 
from participants) gives an overview of current recommended treatment and regime for chronic 
HCV infection and how this has been established on the basis of evidence on effectiveness and 
safety from international clinical trials.   
 
Optimal treatment 
 
Using Slide 6.9 (Optimal treatment of chronic HCV infection) to outline how trials inform the current 
optimal treatment of chronic HCV infection: 
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Genotyping for optimal treatment response 

 
 
 
 
 
 
 
 
 
 
Present Slide 6.10 (Recommendations for HCV genotyping) to indicate how genotyping is 
recommended to inform optimal treatment responses:  
 

 
 
Show and talk to Slide 6.11(HCV Genotypes) to give an overview on genotypes: 
 

Recommendations for HCV genotyping 

‘HCV genotyping should be performed in all HCV-
infected persons prior to interferon- based treatment in 
order to plan for the dose and duration of therapy and 
to estimate the likelihood of response’ 

          
  

 
 
 

 AASLD PRACTICE GUIDELINES Diagnosis, Management, and Treatment of Hepatitis C: An Update 
 recommending individualised treatment responses for those with HCV, 2007 

 

10 
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Facilitate discussion by explaining: 

 Hepatitis C shows significant genetic variation in worldwide populations 

 There is evidence of its frequent rates of mutation and rapid evolution 

 These changes may help it evade attack from an infected persons immune system 

 There are six basic genotypes of HCV  

 Genotype prevalence varies across different regions of the world  

 
 
 
 
 
 
 
 
Show and talk to Slide 6.12 (Distribution of hepatitis C genotypes): 

 

 
 
 
Supporting content: 

Distribution of hepatitis C genotypes 

Epidemiology of Infectious Diseases. Available at: http://ocw.jhsph.edu. 
 Copyright © Johns Hopkins Bloomberg School of Public Health. Creative Commons BY-NC-SA.   

12 
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Hepatitis C shows significant genetic variation in worldwide populations, evidence of its frequent 
rates of mutation and rapid evolution and changes that may help it evade attack from an infected 
person’s immune system. There are six basic genotypes of HCV, with 15 recorded subtypes, 
which vary in prevalence across different regions of the world. 
 
Each genotype has variations, called subtypes. Subtypes are named by lower-case letter (i.e. a, b, 
c, etc). One genotype cannot change into another, but it is possible for a person to catch more 
than one genotype at the same time, or to catch a different genotype from that they were 
previously infected with. It is possible to be re-infected with the same genotype after successfully 
clearing the virus with treatment.  
 
In order to prescribe a treatment plan with the highest chances of success, a person must have 
their particular Hepatitis C genotype and subtype identified.  
 
 
Trials have defined several key components of therapy, namely the appropriate dose of the drugs, 
the optimal duration of therapy and the need for a different regimen for patients with genotype 1 
and genotype 2 and 3 infections. Additionally, knowing the exact strain of HCV is helpful in 
defining its epidemiology, which can inform individually tailored treatment approaches. There 
appears to be little difference in the severity of disease or outcome of patients infected with 
different genotypes. However, genotype can have a bearing on the course and outcome of 
treatment and people with genotypes 2 and 3 are more likely to respond to interferon treatment. 
 
The optimal duration of treatment for patients with genotype 1 or 4 is 48 weeks. For patients with 
genotype 2 or 3, 24 weeks is the standard. Patients with genotype 1 infection who fail to achieve 
an early viral response at 12 weeks have a less than five per cent chance of achieving a sustained 
viral response. Patients with genotype 2 and 3 infection who achieve a rapid viral response (HCV 
RNA negative) at four weeks can receive 12 or 16 weeks of pegylated IFN and ribavirin therapy 
with similar results to 24 weeks of treatment. 
 
 
 
 
 
 
 
 
 
 
Combination therapy 
 
Establish small groups, show Slide 6.13 (Group work) and ask them to answer the questions and 
record on flip chart:  
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Allow 5 minutes for small group work and another 5 for large group feedback before presenting 
Slide 6.14 (Interferons); 6.15 (Pegylated interferon) and 6.16 (Ribavirins) to summarise the 
characteristics of drugs used in interferon based treatments: 
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Treatment regimes 
 
Present Slide 6.17 (Treatment regimens) to outline recommended treatment regimes: 
 

 
 
 
Supporting content: 
Interferons are a group of naturally occurring proteins that form an essential part of the immune 
system. Interferons operate in two primary ways, firstly they directly hinder the replication process 
of the virus and secondly they enhance the immune response. They hinder the replication process 
by binding to receptors that are present on nearly all cell types and preventing a virus from 
entering the cell and replicating within it. They enhance the immune response by stimulating 
activity of immune cells and rendering virus-infected cells more susceptible to the responses of the 
immune system. The three types of interferon are referred to by Greek letters - alpha, beta and 
gamma.  
 
In its naturally occurring form, alpha interferon is produced by the body to fight infections, notably 
flu, and is responsible for many of the symptoms associated with flu, such as headaches, fever 
and shivering. As a treatment for hepatitis C, it is synthetically produced in a laboratory and 
administered by injection under the skin in doses considerably higher than occur naturally.  
 
Laboratory-produced standard interferon is broken down relatively fast by the body. As a result, its 
effectiveness decreases, allowing the hepatitis C virus to multiply in between injections. Pegylation 
is a process whereby a large molecule chain is attached to the interferon to slow the rate at which 
it is broken down. This molecule chain is made up of essentially inactive chemicals and does not 
change the basic nature of the interferon but it allows consistent levels of the drug to circulate in 
the body and consequently maintain a consistent attack on the virus. It also means that, whereas 
standard interferon needs to be taken 3 times a week, pegylated interferon only has to be injected 
once a week. 
 
There are two types of pegylated interferon which are similar but not identical: 
1. Alpha-2a is manufactured by Roche and sold under the trade name ‘Pegasys’. Pegasys is a 
liquid that comes in one vial and is stored in the refrigerator. The same dose of Pegasys is 
prescribed to those treated, regardless of their weight. 
2. Alpha-2b is manufactured by Merck/Schering Plough and sold under the trade name ‘PegIntron’ 
or ‘ViraferonPeg’. PegIntron is a powder that has to be reconstituted with purified water, both of 
which come in separate vials. PegIntron is dosed by weight. 
 
Different formulations have been studied differently in patients with different severity of disease. 
They have not been compared directly, and so it is difficult to know whether one may be better 
than another in different circumstances. 
 
Ribavirin is a synthetic antiviral nucleoside analogue that works very successfully with interferon 
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but is ineffective against hepatitis C on its own. Its efficacy when used with interferon was first 
noted in 1990 and since 1998 it has been incorporated into standard treatment for hepatitis C. 
Ribavirin inhibits viral growth, has anti-viral properties and interrupts the way hepatitis C absorbs 
genetic material when it replicates. 
 
In the majority of cases ribavirin is used alongside interferon for the treatment of hepatitis C. 
Ribavirin comes in 200mg pill or capsule form and is taken orally, twice daily, with dose dependent 
on patient weight and genotype. Brand names for ribavirin include Copegus, Rebetrol and 
Ribasphere. 
 
Treatment effectiveness 
 
Present Slides 6.18 (Effectiveness of combination therapy for HCV1) and 6.19 (Effectiveness of 
combination therapy graph) to illustrate how treatment effectiveness has improved irrespective of 
genotype with the advent of combination therapy although there are variations in effectiveness 
across genotypes: 
 

 
 

 
 
 
Supporting content: 
The most effective pharmaceutical treatment for hepatitis C consists of taking two drugs, pegylated 
interferon and ribavirin, and is known as dual or combination therapy. In trials, it has been shown 

Effectiveness of combination therapy graph  

www.hcvadvocate.org 19 
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to be effective in 55% of cases. Effective here means that the hepatitis C virus was no longer 
detectable in blood 6 months after treatment ended (known as a sustained virological response or 
SVR). 55% is an overall figure: the SVR was about 40% for people with genotype 1 (although the 
latest trials are now producing figures of 50% for genotype 1) and around 80% for those with 
genotype 2 or 3. 
 
In addition, treatment has been shown in trials to reduce both inflammation and fibrosis. This even 
happens in patients who do not have an SVR, although only in about half the number of cases. 
Even in cases of cirrhosis, which until recently was believed to be irreversible, there is evidence 
that it can sometimes be reversed through treatment. 
 
Treating cirrhosis 
 
Although treatment is more effective during acute infection treatment can and should be offered to 
people with moderate liver damage and those with compensated cirrhosis. Present Slide 6.20 
(Treating cirrhosis) explaining how more recently that, with some limitations, treatment benefits 
can be achieved in those with some liver damage: 

                                

 
 
 
Supporting content: 
HCV treatment is more effective when given during acute infection and treatment should be 
offered to people with moderate liver damage, since they are at risk of progression to cirrhosis. 
People with compensated cirrhosis can be treated, but treatment is less likely to be effective, and 
side effects may be worse. Careful monitoring is needed. People with decompensated cirrhosis 
cannot be safely treated for hepatitis C, which is when a liver transplant is usually the only possible 
option. 

Until recently it was generally thought that treating people with HCV-induced decompensated 
cirrhosis with pegylated interferon was not worthwhile as the response rates tended to be low, the 
risks of severe side effects and the possibility that treatment might accelerate the deterioration of 
the liver. However, recent studies suggest that treatment may help carefully selected patients with 
decompensated cirrhosis, who have not previously had treatment and who currently have few 
options other than liver transplantation.  
 
 
 
Contraindications to treatment and re-treatment 
 
Activity:   Presentation, large group work and discussion 
Section Time:   Approximately 10 minutes 
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This section looks at the conditions and presentations that may disqualify individuals from 
treatment and under what circumstances re-treatment is recommended for those who have 
previously undergone HCV therapy. 
 
Using Slide 6.21(Group work) ask the large group how familiar they are with contraindications to 
both interferon and ribavirin:  
 

 
 
Record answers and then refer to Slide 6.22 (Contraindications to interferon and ribavirin) to 
confirm and add to these as required:  
 

 
 
 
There are a range of main medical reasons which might disqualify individuals from treatment. 
Some contraindications may allow treatment to continue but only with more regular and closer 
monitoring than might usually required. 

Contraindications to interferon 

 Heart disease, because interferon can cause arrhythmia (irregular heartbeat) 

 Cirrhosis, because, in this condition platelet and white blood cell counts tend to be low 
and interferon can reduce the level further 
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 Autoimmune diseases such as rheumatoid arthritis or autoimmune hepatitis, because 
these are caused by an overactive immune system, which interferon would only 
stimulate further. 

 Severe depression or psychosis, which interferon could make worse. 

 Some forms of eye disease, as interferon has been known to cause sight problems. 

 Organ transplant (except liver transplant) as treatment may cause rejection of the 
organ 

Contraindications to ribavirin 

 Heart disease, because ribavirins major side effect, anaemia, can make this worse. 

 Pregnancy, because ribavirin is mutagenic and can cause serious deformities in a 
foetus. 

 Impaired renal function as ribavirin is excreted via the kidneys 

 
Showing Slide 6.23 (Treatment failure and retreatment) briefly establish that there is a growing 
group of people who fail to clear the virus after one or more rounds of interferon based treatment. 
For some there may be opportunity for further treatment but for others, current treatment 
opportunities are limited: 
 

 
 
 
Despite improvements in treatment there are some people who have fail to clear the virus after 
one or more rounds of interferon based treatment. Someone who relapses after treatment is 
defined as having achieved a sustained virologic response (SVR) during the course of treatment 
but in whom the virus was again detectable during the three or six month follow up period. For 
people who relapse after treatment, variations in dosage and length of interferon-based treatments 
can offer some chance of clearing the virus. 

Amongst those people who do not achieve SVR there are two groups and it is important to 
differentiate between them to determine what further treatment options would be available. 

The first group are nil responders who do not show an appreciable decline in HCV RNA during 
treatment. These people can be recognised within 12 weeks of starting peg-interferon/ribavirin 
therapy as they do not achieve expected reduction of viral load from the level at the start of 
treatment after 12 weeks. Continued treatment of these nil responders rarely results in further 
decline in viral load and there is therefore little justification for continuing the treatment. 
 
The second group are partial responders. These are people who have an early virologic response 
where their HCV RNA does reduce from the level at the start of treatment within the first 12 weeks, 
but then slows down or evens out. Partial responders have a better chance of responding and 
achieving SVR during retreatment than nil responders. Partial responders have some chance of 
achieving SVR if treatment is extended to 72 weeks. 
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For people who have not responded to (non-pegylated) interferon therapy without ribavirin there is 
about a 30% chance of a SVR when they are treated with pegylated interferon and ribavirin. 
However, for those people who have failed to respond to (non-pegylated) interferon plus ribavirin 
the rate of SVR is only 10-20%. For people who have not responded to pegylated interferon and 
ribavirin the options are more limited. 
 
Improvements in HCV therapy raise the possibility that being retreated with new and better 
regimens might help people for whom earlier attempts at treatment have failed. 
 
Potential new treatments 
 
Activity:   Presentation and large group discussion 
Section Time:   Approximately 10 minutes 
 
This brief section is used to conclude this module on treatment options and used to make 
participants aware that there is continuing development of new HCV medicines.  
 
Initiate this activity by stating how standard combination drug treatment of pegylated interferon and 
ribavirin has been a qualified success. However, while it is a definite improvement on previous 
treatment approximately 50% of those treated (depending on genotype) still do not clear the virus.  
Additionally, as will be explored in Module 7, the side effects for some people can be debilitating 
and sometimes intolerable and are the cause of a number of people stopping treatment. It is also 
expensive. There is an urgent need for more effective and better tolerated treatments.  
 
Using Slide 6.24 (Potential new treatments) summarise the potential for new treatments: 
 

 
 
 
Supporting content: 
The standard combination drug treatment of pegylated interferon and ribavirin has been a qualified 
success and whilst it is a definite improvement on previous treatment approximately 50% of those 
treated (depending on genotype) still do not clear the virus. Side effects for some people can be 
debilitating and cause treatment drop –out. There is an urgent need for more effective and better 
tolerated treatments. This is particularly the case for the growing number of people for whom 
treatment has not been successful and for those with a lower chance of achieving SVR. 

However, although Interferon is the therapeutic backbone of HCV treatment, it is also a major 
barrier to HCV treatment access, uptake, and completion because of prohibitive costs, medical 
contraindications and debilitating side effects. Fortunately, scientific advances are leading to the 
development of dozens of new HCV treatment drugs. More than 20 experimental HCV agents are 
currently in the pipeline at pharmaceutical companies worldwide. This means the compounds have 
at least been created with the goal of eradicating HCV or mitigating its effects and are currently 
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undergoing, or being readied to undergo, clinical tests.  

At present research into new HCV treatments is predominantly focused on three approaches: 

1. Treatments that target the virus�: There are two main areas of research in this field: Drugs or 
therapies that try and block particular proteins on the virus. The other area of research is drugs 
that try to interfere with the genetic structure of the virus. The main emphasis has been on 
targeting particular stages in the life cycle of the virus to stop it being able to replicate and include 
direct-acting antiviral drugs (DAA). Protease or polymerase inhibitors are designed to stop the 
virus from being able to replicate by interfering with specific viral proteins and two HCV protease 
inhibitors, boceprevir and telaprevir, are in the late stages of development and expected to be 
approved by U.S. Food and Drug Administration (FDA) for use in HCV treatment in 2011. 

2. Treatments that boost the human immune response to HCV: �These are known as 
immunomodulatory treatments. Interferon based therapies have shown that that HCV infection can 
be cleared by stimulating the immune response to the virus. Various drugs are being trialled aimed 
at boosting the immune response. There is also research into making a therapeutic vaccine, 
which, in theory, will also bolster the immune response. Therapeutic vaccines are a new approach 
to vaccines. They are designed to treat people who are already infected with HCV. A preventive or 
prophylactic vaccine against hepatitis C is also being researched, though a viable preventive 
vaccine is probably many years away. 

3. Modifications to interferon based treatments�: There are numerous trials taking place 
studying different treatment regimes for peg-interferon/ribavirin such as variations in dosage and 
length of treatment.  
 
Whilst there is a lot of promise that there will be new treatments for HCV and that it may be 
possible to replace interferon treatment with a combination of specific oral drugs in the near future, 
these drugs are still currently in development. Peg-interferon/ribavirin is likely to continue to be the 
mainstay of treatment for some time, particularly as the DAA treatments closest to being licensed 
will be used in combination with interferon and ribavirin. So, alongside the search for new 
treatments improving the effectiveness and tolerability of interferon-based treatments will continue 
to be a vital area of research. 

Summary 
 
Show and talk to Slide 6.24 (Summary learning points) to conclude module: 
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Module 7: Managing side effects and optimising treatment strategies 

 
Module goal:  
To enable participants understand how treatment side effects can compromise adherence and 
treatment outcomes. To consider interventions and strategies that can reduce side effects and 
optimize treatment effectiveness and the degree to which complementary and alternative 
interventions may help those with HCV. 
 
Learning objectives: 
By the end of the module, participants will be able to: 

 List the main side effects to different forms of treatment  

 Discuss a range of intervention strategies that can reduce the impact of treatment side 
effects 

 Discuss how integrated care provision can optimise treatment outcomes 

 Evaluate the evidence for interventions that may complement medical treatment 

 
Topics covered:  

 Side effects and implications for treatment 

 Minor and major side effects and responses 

 Treatment optimisation and multidisciplinary approaches 

 Complementary and alternative interventions 

 
Materials and resources required: 

 Computer/laptop and projector 

 Flipchart paper, stand and pens 

 Video material from resource pack or internet access to stream video footage 

 
Module time: approximately 90 minutes 
 
Show and talk to Slide 7.1(Managing side effects and optimising treatment strategies) outlining the 
module: 

                      
 
Side effects and implications for treatment 
 
Activity:   Small group work and supporting presentation  
Section Time:  Approximately 35 minutes 
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The purpose of this section is to help participants develop a basic awareness of the side effects 
associated with antiviral therapy and how these can be managed to improve outcomes. 
 
Introduce this section by showing Slide 7.2 (Side effects and treatment disruption) outlining how 
treatment side effects are common and can undermine treatment adherence and so, treatment 
effectiveness: 
 

 
 
Ask small groups to form and consider the following questions shown on Slide 7.3 (Group work) 
and record their answers on flip chart paper: 
 

 
 
After 5 minutes ask each group in turn to feedback their understanding and encourage discussion 
to support learning. Slide 7.4 (Minor side effects) and Slide 7.5 (Major side effects) can be 
referenced to support feedback: 
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Once feedback on both minor and major side effects has been received and processed, establish 
groups for small group activity. Provide Handout 7.1 Hepatitis C treatment side effect tips 
(worksheet) to all participants and ask them to review, discuss and complete the worksheet.  
 
Allow 15 minutes for this activity then reconvene the large group and allow 5 minutes for 
participants to offer areas that might require further discussion and clarification. Provide Handout 
7.2 Hepatitis C treatment side effect tips (answer sheet) to participants to aid clarification. 
 
Supporting content: 
The side effects from hepatitis C treatment, typically interferon (pegylated or standard) with or 
without ribavirin can be uncomfortable, sometimes debilitating, and, rarely, life-threatening. The 
toxicity of antiviral drugs present significant challenges to those receiving antiviral therapy. Not 
everyone experiences side effects but it is rare to have none at all, particularly at the beginning of 
treatment. In general, side effects are worse for people who have more serious liver damage, 
and/or are HIV/HCV co-infected.  
 
With the right planning and support, the impact of side effects can be reduced and treatment 
adherence and outcomes improved. Discussions with the health care provider before starting HCV 
treatment can establish plans on how side effects can be treated. Support from other people with 
HCV, friends, and family before and during HCV treatment can play a key role in coping with this 
difficult aspect of treatment. Additionally, the negative impacts of treatment experienced by some 
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people, particularly emotional changes, can place additional demands on family members and 
carers who should have access to support networks. 
 
Common side effects 
Depression, anxiety, and other features such as despair, irritability, mild cognitive impairment and 
mood swings are commonly reported side effects of interferon which disappear with cessation of 
such treatment. However, physical side effects disappear sooner than mental health related ones 
which can linger for several months post treatment. Severe depression and psychotic disorders 
are a rare complication of treatment and usually resolved with discontinuation of treatment. Access 
to mental health care and psychiatric consultations before and during HCV treatment is essential 
so that risk of psychiatric side effects can be identified and treated promptly.  
 
Flu-like symptoms (fever, aches and pains, headache, chills, nausea) are common side effects of 
interferon. They usually appear 2 to 24 hours after an injection, and tend to lessen over time. 
Taking PEG-IFN in the evening helps, as does a low dose of paracetamol, drinking plenty of water 
and anti-nausea medication. 
 
Weight loss often occurs during HCV treatment, because people may lose their appetite, have 
diarrhoea, and/or feel nauseated. Medical advice, anti-diarrhoea medication, and diet advice 
(eating frequent, smaller, lighter meals throughout the day to boost energy levels) can help.  
 
Fatigue is also common. Napping and regular but light exercise, when possible, can help. Doctors 
may prescribe methylphenidate or bupropion to help with extreme tiredness. 
 
Anaemia (an abnormally low red blood cell count) is a side effect of ribavirin. Interferon can also 
cause anaemia because it suppresses the growth of bone marrow, where blood cells develop. 
Anaemia related fatigue is a significant issue for many receiving treatment and is a common cause 
of premature treatment exit – many find that day to day living is significantly compromised by 
feelings of extreme lethargy, breathlessness, palpitations and headaches and tinnitus. Sore mouth 
and gums and brittle nails may also cause problems. Anaemia can be treated by lowering ribavirin 
dose but this may compromise HCV treatment. It can be treated with weekly subcutaneous 
injections of epoetin-alpha (EPO), a red blood cell growth factor, which improves fatigue and helps 
people to stay on ribavirin. Severe anaemia is treated by blood transfusions. 
 
Neutropenia is an abnormally low amount of neutrophils, a white blood cell that fights bacterial 
infections that can be caused by interferon. The risk of developing bacterial infections is increased 
in people with neutropenia. If the neutrophil count drops during HCV treatment, the dose of PEG- 
IFN is reduced, or neutropenia is treated with injections of white cell growth factor called filgrastim. 
 
Thrombocytopenia is a low platelet count, and can be caused by serious liver damage (because 
the hormone that stimulates platelet production is made in the liver). It can also be caused by 
pegylated interferon. Thrombocytes or platelets stop bleeding by clotting blood and can, rarely, 
have life-threatening consequences such as bleeding inside of the brain. If severe 
thrombocytopenia develops, HCV treatment is usually stopped. 
 
HIV-positive people with a low CD4 count may have low white and/or red blood cell counts. 
Regular monitoring of white and red blood cell during HCV treatment is especially important for 
people with co-infection, since there is a greater risk for anaemia, neutropenia and 
thrombocytopenia requiring specific variations in treatment regime. 
 
Rash, dry and itchy skin can be caused by HCV treatment. It tends to be mild but may require 
support from health care professional or specialists if it becomes serious. Dry mouth can be 
caused by interferon and this can cause dental and gum problems. Maintaining good dental 
hygiene and regular dental check-ups can help. 
 
Treatment management strategies 
 
Activity:   Small group work, large group feedback  
Section Time:   Approximately 35 minutes 
 
The purpose of this section is to allow participants to consider how side effects of treatment can 
impact on quality of life and adversely affect treatment outcomes. Participants will explore what 
management strategies are required to optimise all aspects of hepatitis C treatment. 



Correlation/EHRN Hepatitis C Treatment and Care for PWID (Trainer’s Manual) 2011 93

 
Using Slide 7.6 (Treatment management strategies), briefly introduce the concept of the multi 
disciplinary approach to patient care and how an integrated approach is considered essential to 
provide optimal treatment: 

     

  
 

 
The next activity is designed to get participants, in small groups, to consider the range of 
strategies and integrated service responses that can be used to optimise all aspects of treatment. 
 
For this activity convene small groups and equip them with flipchart paper and a selection of 
marker pens. The purpose of the activity is to task each group to create, or ‘map’, an idealised 
healthcare team - show Slide 7.7 (Group work) - and feedback a description of ‘their’ team to the 
large group: 
 
 

 
 
Allow 20 minutes for group work and allow 10 minutes for feedback. Ask each group to outline the 
benefits of their team. If needed, facilitate discussion to ensure that response to a full range of 
practical, health and social care needs are identified including: 

 Social support 

 Patient/peer support groups 
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 Comprehensive health care 

 Housing 

 Drug treatment including OST 

 Mental health  

 HAV and HBV vaccination 

 Carer, family and relationship support 

 Access to NSP and best practice advice 

 Outreach services 

 Financial advice 

 Alternative therapies  

 Legal advice 

 
Supporting content: 
‘Hepatitis and Liver Cancer: A National Strategy for Prevention and Control of Hepatitis B and C’ 
the Committee on the Prevention and Control of Viral Hepatitis Infections Board on Population 
Health and Public Health Practice (2010) identifies five core functions for comprehensive viral 
hepatitis services that provide a template for local service development: 

 Community outreach 
 Prevention 
 Identification of infected persons 
 Social and peer support (stimulation of self-help groups) 
 Medical management 

 
The development and delivery of comprehensive, integrated treatment and care responses should 
pay on-going attention to the needs of PWID and PWLHCV to ensure that all services are fully 
accessible, financially and geographically, and culturally appropriate and confidential.  
 
Complementary and alternative interventions 
 
Activity:   Presentation and large group work  
Section Time:   Approximately 20 minutes 
 
The purpose of this section is to help develop an understanding of the potential for complementary 
and alternative interventions to be used in the treatment of HCV. 
 
Initiate large group discussion by showing Slide 7.8 (Group work) and asking participants the 
questions:  
 

 
 
Facilitate discussion around responses by: 
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 Reflecting back answers to group to encourage further definitions 

 Asking how effectiveness is determined 

 Asking participants to identify any known CAM 

 Referring to any local examples where CAM have been used 

 Asking what risks might there be in using CAM 

 
Show Slide 7.9 (Defining complementary and alternative therapies - CAM) and use to build on 
understanding from previous discussion as needed: 
 

 
 
 
Introduce Slide 7.10 (Herbal supplements for hepatitis C): 
 

 
 
 
 Facilitate brief discussion: 

 Establish with participants whether some or all are familiar 

 Ask if there are other local remedies that are used by those with HCV 

 There is limited evidence of effectiveness of herbal remedies 

 Some growing evidence for use milk thistle in some cases although it still largely 
unproven 
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 Recent Austrian study suggests that intravenous formulation of a milk thistle extract—
silymarin has potent anti-HCV activity in some people. Much work remains to be done 
to confirm and extend these findings. 

 It is worth noting that Milk thistle has been used in Europe as a treatment for liver 
disease and jaundice since the 16th century 

 
Show Slide 7.11 (CAM: Key points) and summarise key points on explaining: 
 

 Although evidence for CAM effectiveness is limited they are used extensively and 
particularly in the US and to a lesser degree in UK and Western Europe.  

 Use in other regions might be less extensive 

 Users do report benefits 

 Important that healthcare professionals aware of alternatives being used 

 

 
 
 
Supporting content: 
Complementary medicines are considered to have both benefits and drawbacks. Many elements 
of CAM provide a holistic response to hepatitis C infection and can assist in emotional and 
physical well-being. Having the ability to make decisions around complementary medicine can give 
people some sense of control over their hepatitis C infection. Herbal remedies have been used for 
centuries to treat liver disease, but they cannot cure hepatitis C and some may actually cause 
damage. However many people use them because conventional treatment has not worked for 
them, others because of concerns about the side effects of HCV therapy.  
 
Healthcare providers should be involved in the decision to start herbal medicines in order to 
ensure safe, coordinated care, especially because many herbal remedies are not regulated for 
consistency or quality and some may cause an additional burden on liver function. 
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Summary 
 
Show and talk to Slide 7.12 (Summary learning points) to conclude module: 
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Module 8: Lifestyle and living with HCV  

 
Module goal:  
To consider the impact of lifestyle on PLWHCV and the potential non-medical impact of HCV on a 
person’s life. 
 
Learning objectives:  
By the end of the module, participants will be able to:  

 Evaluate the role of lifestyle factors that can affect the course of infection and well-
being including: alcohol and other drug use, stress and diet. 

 Discuss the main non-medical issues that can arise when living with Hepatitis C with 
reference to the key sources of support that are available. 

 
Topics covered:  

 Alcohol and other drugs 

 Enhancing well-being 

 Living with HCV 

 Information, advice and support 

 
Before the training: 
It is may be useful to gather information about:  

 Welfare benefits 

 Employment policy and any anti-discriminatory legislation that is applicable 

 Policies concerning financial products  

 
Materials and resources required: 

 Computer/laptop and projector 

 Flipchart paper, stand and pens 

 Handouts  

 
Module time: approximately 90 minutes 
 
Show and talk to Slide 8.1(Lifestyle and living with HCV) outlining the module: 
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Alcohol and other drugs 
 
Activity:   Exercise in pairs with large group discussion 
Section Time:   Approximately 20 minutes 
Materials required:  Handout 
 
This activity enables people to evaluate the impact of alcohol and other drugs on the well-being of 
people with HCV and their decisions about whether they should aim to moderate or stop using one 
or more substances. 
 
Show Slide 8.2 (Group work) and distribute Handout 8.1 – Impact of alcohol and other drugs when 
living with HCV: 
 

 
 
To facilitate the discussion 

 Allow about 10 minutes for the activity 

 Encourage people to detail their reasons, questions and comments as fully as possible 

 Take brief feedback in a large group 

 Use Slides 8.3 (Impact of alcohol on hepatitis C), 8.4(Alcohol, hepatitis C and 
treatment) and 8.5 (Impact of other drugs on hepatitis C) to develop the discussion: 
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Points to emphasise 

 Overwhelmingly, when compared against other commonly-used illicit drugs, alcohol is 
the main threat for liver disease progression for people with chronic HCV.  

 If needed, discuss alcohol consumption with reference to other examples. As 
illustration, 8 grams of pure alcohol = 10ml of pure alcohol = one ‘unit’ in the UK. It is 
important to note that ‘standard drinks/units’ vary from country to country, as do the 
serving sizes that are commonly used for spirits, wine and beer.  

 

 
Points to emphasise/discuss 

 Although there is no consensus on the impact of occasional, moderate drinking, this 
recommendation is based on the precautionary principle. 

 To what extent do PWID with alcohol problems have access to treatment and support 
for their alcohol use? 

 

 
 
Points to emphasise/discuss 

 Besides their general risks, there is also evidence that each drug may have a specific, 
adverse effect on HCV; however, in general the evidence is not strong enough to give 
detailed guidance on how risk may vary with frequency, duration of use or dose.  
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 The evidence is weakest for cannabis (a single study) and heroin (based on laboratory 
research not human studies). 

 A single study has also compared modest cannabis versus no cannabis use during 
HCV treatment and found improved retention and outcomes among cannabis users.  

 It may be relevant to interpret the morphine studies in the context of our extensive 
experience with another opioid – methadone – and guidance that this is not contra-
indicated during HCV treatment.  

 People may want to consider ‘the precautionary principle’ and should understand that 
an absence of evidence cannot be interpreted as absence of impact. 

 In practice, people will make trade-offs between the risks and rewards of their preferred 
drug(s) and their quality of life. In some cases, they will judge that the cost of 
stopping/reducing (e.g. reductions in enjoyment/drug withdrawal) will exceed the 
benefits from possible reductions to risk and benefits to health. 

 
Supporting content: 
Overall, the conclusions concerning alcohol are generally more robust than those for other drugs, 
but the science regarding drugs other than alcohol is far from definitive. For this reason, the main 
references that have been used in this section are detailed below. 
 
Alcohol 
Alcohol study 1 - Ghany MG, Strader DB, Thomas DL, Seeff LB, American Association for the 
Study of Liver Diseases. Diagnosis, management, and treatment of hepatitis C: an update. 
Hepatology 2009 Apr;49(4):1335-74. 
  
“Controversy exists…about the level of alcohol intake that is clearly harmful to the HCV-
infected person. It is widely believed that the daily consumption of more than 50 grams of 
alcohol has a high likelihood of worsening the fibrosis, but there are reports of levels of 
alcohol intake of less than that amount having a deleterious effect on the liver disease. 
Clearly, for heavy alcohol users, efforts should be undertaken to treat the alcohol abuse and 
dependence before starting treatment, but treatment is not contraindicated for persons who 
have an occasional drink of alcohol or who have a past history of alcoholism. Although no 
consensus opinion exists, it seems reasonable to recommend either the complete suspension 
of alcohol intake while on treatment or restricting its use to an occasional drink during the 
course of the treatment.” 
 
 
Alcohol study 2 - Hutchinson SJ, Bird SM, Goldberg DJ. Influence of alcohol on the 
progression of hepatitis C virus infection: a meta-analysis. Clin Gastroenterol Hepatol. 2005 
Nov;3(11):1150-9. 
 
The evidence overwhelmingly shows a worsened outcome for those with chronic HCV and 
concurrent alcohol use. Studies varied widely in their definition of significant alcohol intake, 
and so the true threshold above which alcohol accelerates HCV disease progression remains 
uncertain. Alcohol consumption should be minimized as much as possible in those who have 
chronic HCV until a safe threshold is more definitively determined. 
 
 
Alcohol study 3 - Siu L, Foont J, Wands JR. Hepatitis C virus and alcohol. Semin Liver 
Dis. 2009 May;29(2):188-99. Epub 2009 Apr 22. 
 
“There is a relationship between increased alcohol intake and decreased response to 
interferon (IFN) therapy, which may be reversed by abstinence. Clinical studies are needed to 
optimize treatment responses in alcoholic patients with chronic HCV infection.” 
 
Tobacco  
Highleyman L (2010) How Does Smoking Affect Hepatitis C Progression? 
http://www.hcvadvocate.org/news/newsLetter/2010/advocate0310.html#3 
 
Several studies cited in this review highlight ways that smoking may worsen HCV 
progression. 
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Cannabis 
Ishida J et al (2008) Influence of Cannabis Use on Severity of Hepatitis C Disease. Clinical 
Gastroenterology and Hepatology. 6 (1):69-75.  
 
Daily cannabis use was found to be strongly associated with moderate to severe fibrosis. The 
researchers recommend that HCV-infected individuals should be counselled to reduce or 
abstain from cannabis use.  
 
Sylvestre DL, Clements BJ, Malibu Y (2006) Cannabis use improves retention and virological 
outcomes in patients treated for hepatitis C. Eur J Gastroenterol Hepatol.  18 (10):1057-63. 
 
In a sample of 71 ‘recovering substance users’, cannabis users were significantly more likely 
than non-users to complete treatment and achieve a SVR. 

 
Heroin 
Li Y et al (2003) Morphine enhances hepatitis C virus (HCV) replicon expression. The American 
Journal of Pathology;163(3):1167-75. 
 
Morphine (the immediate breakdown product of heroin) use may have adverse effects on HCV. 
“Our in vitro data indicate that morphine may play an important role as a positive regulator of HCV 
replication in human hepatic cells and may compromise IFN-alpha therapy”  
 
Ilić G et al (2005) Chronic intravenous heroin abuse: impact on the liver. Medicine and Biology. 12 
(3):150 – 153. 
 
“Direct hepatoxic effects of heroin are vesicular changes in hepatocytes, fat changes are the result 
of chronic influence of alcohol, whereas the rest of the morphological lesions to the liver are the 
result of the interaction of heroin, viral infection and alcohol.”  

 
Cocaine/amphetamines 
Various animal studies have shown experimentally that cocaine/amphetamines can cause immune 
suppression. These suggest that stimulant use may increase HCV progression. Furthermore, the 
metabolite cocaethylene (produced when cocaine is used with alcohol) is associated with liver 
damage and increased risk of death. 
 
Colombo LL et al (1999) Effect of short term cocaine administration on the immune system of 
young and old C57BL/6 female mice. Immunopharmacology and immunotoxicology. 21 (4):755-
769. 
 
Freire-Garabal M et al (1991) Effects of amphetamine on T-cell immune response in mice. Life 
Sciences.  49 (16): 107-112. 
 
Andrews P (1997) Cocaethylene toxicity. Journal of  Addictive Diseases. 16(3):75-84.   
 
Enhancing well-being 
 
Activity:   Group discussion 
Section Time:   Approximately 10 minutes 
 
This activity emphasises the importance of commonly discussed lifestyle factors and the 
contribution they can make to healthy living. Without dismissing special dietary supplements 
entirely, the activity encourages participants to understand that basic healthy living factors are 
likely to be most important. 
 
Show Slide 8.6 (Group work): 
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Points to emphasise/discuss 

 Good diet, exercise, sleep and stress management are all relevant to general physical 
and mental well-being and can confer benefits for people with HCV. 

 Although Silymarin and other dietary supplements may provide some benefits to the 
liver, there is currently no clear evidence that they are beneficial. Other herbal mixtures 
have sometimes been associated with severe hepatotoxicity, fulminant hepatitis and 
death. People with chronic HCV infection should always seek advice from their doctor 
before initiating any herbal preparation. 

 
Supporting content: 
When HCV was first identified, effective treatments did not exist. Although this is no longer the 
case, HCV treatment is still prolonged and inconvenient, often causes side effects that are difficult 
to tolerate and, in practice, is not available to many PWID due to cost or local guidelines that 
excludes active drug users. Under these circumstances, it is unsurprising that some people have 
been keen to explore complementary and alternative medicine (CAM). 
 
An overview of the evidence in this area is provided by the National Center for Complementary 
and Alternative Medicine (a body within the National Institute for Health, USA).  
 
They note that an American survey of 1,145 participants in the HALT-C (Hepatitis C Antiviral Long-
Term Treatment Against Cirrhosis) trial, a study supported by the National Institutes of Health 
(NIH), found that 23 percent were using herbal products at the time of enrolment. Although 
participants reported using many different herbal products, silymarin (milk thistle) was by far the 
most common. Study results from small clinical trials on milk thistle for liver diseases have been 
mixed; however, most of these studies have not been rigorously designed, or they have looked at 
various types of liver diseases—not just hepatitis C. High-quality, well-designed clinical trials have 
not proven that milk thistle or silymarin is beneficial for treating hepatitis C. Moreover, they 
conclude that no CAM treatment has been scientifically proven to successfully treat hepatitis C. 
 
From: National Center for Complementary and Alternative Medicine (NCCAM) CAM and Hepatitis 
C: A Focus on Herbal Supplements  
http://nccam.nih.gov/health/hepatitisc/hepatitiscfacts.htm 
 
Living with HCV 
 
Activity:   Small group work 
Section Time:   Approximately 30 minutes 
 
This activity allows people to consider a range of important non-medical impacts that can arise for 
people living with HCV. 
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Show Slide 8.7 (Group work) and ask participants, in small groups to answer the question: 
 

 
 

To facilitate: 
 Allow about 15 minutes for group work and 15 minutes for discussion. 

 Towards the end of the discussion show Slide 8.8 (Living with HCV) and discuss any 
points that may not have been covered: 

      

 
 

Supporting content: 
For injecting and other continuing drug users with HCV, it will sometimes be necessary to change 
aspects of the way drugs are used and exert heightened care in order to avoid putting others at 
risk. This can be problematic if, for example, the person has reason to be reluctant to disclose 
his/her HCV status to other people.  
 
Sexual relationships can be affected in a similar way. The relevance of HCV infection to 
transmission risks varies considerably according to the rate of partner change, the couple’s sexual 
practises and the likelihood of blood to blood contact. (See van de Laar et al 2009; Vandelli et al 
2004). 
 
Anxiety about sexual transmission along with the direct effects of HCV can, in turn, affect 
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someone’s libido/sex drive and their sense of self.  
 
If a partner or other family member has to assume a temporary or long-term support or carer role, 
this can impose a considerable strain on relationships. 
 
Protecting other family members may also require changes in order to avoid sharing items such as 
razors and toothbrushes. 
 
Treatment usually requires extensive dealings with healthcare systems. Understanding the 
implications of HCV infection and the possible treatment options is complex enough but, 
regrettably, this is sometimes made harder by poorly informed healthcare staff, 
unsympathetic/stigmatising treatment of PWID, eligibility criteria that wrongly exclude PWID from 
HCV treatment from which they can benefit and, restricted availability of treatment in general.  
 
In some occupations (e.g. some healthcare professions) there is an obligation to disclose HCV 
status where blood safety may be compromised. A need for disclosure can also arise due to the 
impact of symptoms like fatigue or the side effects of treatment on availability for work. The 
reaction of employers and co-workers can be highly variable. Although it is sometimes supportive, 
it can also be discriminatory. 
 
If symptoms affect factors such as ability to work or the need for care, it may affect entitlement to 
various welfare benefits. These are sometimes an important source of help, but can again mean 
negotiating complex systems. 
 
As with HIV, HCV can affect a person’s eligibility and the cost of financial products such as life 
insurance, mortgages and loans. 
 
 
Information, advice and support 
 
Activity:   Small group exercise 
Section Time:   Approximately 30 minutes 
Materials required:  Handout  
 
This activity enables participants to consider the various information and provision needs that can 
arise and the supports that exist for people living with HCV. 
 
To facilitate the exercise 

 Divide people into small groups and distribute Handout 8.2 - Lifestyle and living with 
HCV (worksheet) 

 Explain how the worksheet is completed by identifying and recording the information, 
support needs and local resource opportunities for PLWHCV. 

 Allow at least 15 minutes for them to complete the worksheet as fully as possible. More 
time may well be desirable 

 Allow groups to feed back  

 Consider: local and national telephone support; professional and peer-led 
support/campaigning/activism groups for PLWHCV (and drug users more broadly 
where these are relevant to HCV); buddying with PLWHCV; on-line support through 
chat rooms, bulletin boards and email lists; and, web and printed publications.  

 Encourage each group to identify priorities for a) clarifying availability b) promoting 
existing supports or c) trying to develop supports. 
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Summary 
 
Show and talk to Slide 8.9 (Summary learning points) to conclude the module:  
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Module 9: Co-infection with HIV  

Module goal:  
To consider how co-infection with HCV and HIV amongst PWID is a growing issue and why 
understanding the clinical implications of co-infection are essential for safe and effective treatment 
and care 
 
Learning objectives:  
By the end of the module, participants will be able to:  

 Identify the differing characteristics of HCV and HIV 

 Discuss the main ways that co-infection with HIV/HCV affects treatment and care  

 
Topics covered:  

 HCV and HIV main characteristics 

 Prevalence of HCV/HIV co-infection 

 Effects of HIV on HCV 

 Liver disease progression in those who are co-infected 

 Treatment issues  

 
Before the training: 

 Obtain the best available current information on regional and local HIV/HCV prevalence 
rates for your region/country 

 
Materials and resources required: 

 Computer/laptop and projector 

 Flipchart paper, stand and pens 

 Handouts 

 
Module time: approximately 90 minutes 
 
Show and talk to Slide 9.1 (Co-infection with HIV) outlining the module: 
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HIV/HCV Co-infection 
 
Activity:   Small group work and feedback 
Section Time:   Approximately 30 minutes 
Materials required:  Handouts 
 
The purpose of this section is to provide an introduction to HIV/HCV co-infection and to explore 
both the similarities and differences between the two viruses. 
 
Introduce this activity by summarising HIV/HCV co-infection using Slide 9.2 (HIV/HCV Co-
infection:  
            

 
 
Show Slide 9.3 (Group work) and distribute Handout 9.1 - HCV vs. HIV: similarities and differences 
(worksheet) to all participants and establish small groups for group work exercise: 
  

 
 
Ask participants to: 

 Share knowledge within their groups as they formulate responses. 

 Complete the worksheet.  

 To note where characteristics are unknown or uncertain. 
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Allow 20 minutes to complete the worksheet and while still in groups, distribute Handout 9.2 - HCV 
vs. HIV: similarities and differences (answer sheet) and ask participants to: 

 Use answer-sheet to review accuracy of their own answers 

 Identify any uncertainties around characteristics to contribute to feedback 

 Allow 5 minutes for this ‘compare and contrast’ part of the activity 

 
Convene large group and provide 10 minutes for feedback. Facilitate feedback by: 

 Identifying discrepancy across groups and encourage discussion to aid clarification 

 
 
HIV/HCV Co-infection prevalence in PWID 
 
Activity:   Presentation and group discussion 
Section Time:   Approximately 30 minutes 
 
 
The purpose of this section is to build on the previous activity, consider the factors that contribute 
to HIV/HCV transmission among PWID and to develop awareness around regional and local 
prevalence rates 
 
Introduce Slide 9.4 (Hepatitis C Among Injecting Drug Users in the New EU Member States and 
Neighbouring Countries) and explain that this report highlighted particular concerns across the 
region: 
 

 
 
 

 
 
Use Slide 9.5 (WHO European Region HIV/HCV co-infection prevalence to support large group 
discussion:  

Hepatitis C Among I njecting Drug Users in the New 

EU Member States and Neighbouring Countries  

 

 HIV and HCV share characteristics 

 Both are RNA viruses 

 Similar blood-to-blood transmission 
 routes 

 Overlapping routes of transmission 
 result in a high frequency of co-infection  

 Co-infection is common among active 
 and former PWID 

 Rate of co-infection may be as high as 
 90% 

 Similar risk prevention messages 

 Treatment for co-infection can be 
 effective 4 
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Facilitate discussion by asking: 

 To what extent does this prevalence data reflect your experience? 

 Why are the factors that contribute to local prevalence rates? 

 
Show Slide 9.6 (Regional challenges to HIV/HCV co-infection):  
 

 
 
Facilitate discussion by and highlighting the challenges posed by co-infection and 
asking: 

 Why the majority of those with HIV/HCV co-infection are not treated? 

 What are the implications for not testing and treating those with co-infection? 

 
Supporting content: 
‘HCV co-infection with HIV is common particularly among active and former PWID, who acquire 
both viruses from injecting drugs. Such co-infection reduces the chance of recovery from acute 
HCV, compromises the effectiveness of existing HCV treatment, and accelerates the progression 
of HCV infection to cirrhosis and liver failure. On the other hand, liver disease is becoming one of 
the lead causes of death in PLWHA. In Western Europe, where ART is widely accessible, the most 
frequent causes of death in co-infected people are related to liver disease—more often than to 
AIDS-defining infections. This trend represents a striking change in the epidemiology of HIV and 
AIDS-related deaths, which previously were due more to opportunistic infections rather than co-
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infections.’ 

Merkinaite S and Knerr W (Eds.) (2007) Hepatitis C among injecting drug users in the new EU 
member states and neighbouring countries: situation, guidelines and recommendations. Vilnius: 
Central and Eastern European Harm Reduction Network (CEEHRN). 
 
 ‘In Europe, the prevalence of hepatitis C virus (HCV) infection in HIV-infected patients is 
particularly high – and still rising, in contrast to the rest of the world. Yet only a minority of 
HCV/HIV- co-infected patients is treated for their hepatitis. The compounding effect of co-infection 
makes the care for these patients a major challenge. 
 
With the development of HAART, morbidity and mortality among HIV-infected patients have 
decreased significantly. The consequences of liver-related disease associated with chronic HCV 
infection are now far more worrying. End-stage liver disease (ESLD) is now the predominant 
cause of death in patients co-infected by HCV and HIV.’ 
 
Management of Hepatitis C and HIV Co-infection: Clinical Protocol for the WHO European Region 
(WHO 2007) 

 

Treatment of HIV/HCV Co-infection  
 
Activity:   Presentation, group discussion 
Section Time:   Approximately 30 minutes 
 
The purpose of this section is to give participants a basic understanding of how HIV/HCV co-
infection affects treatment and care. 
 
Initiate activity showing Slide 9.7 (HIV/HCV co-infection and treatment implications) and Slide 9.8 
(Impact of HCV infections on HIV disease progression) and outline treatment implications and the 
impact on HIV disease progression: 
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Impact of HIV infection on HCV disease progression 

 People co-infected with HCV and HIV have more rapid fibrosis progression than mono-
infected patients  

 People with HCV/HIV co-infection may have quantitative and/or qualitative deficiency in 
their immune responses to HCV. HIV accelerates the course of HCV-associated liver 
disease, particularly in patients who are more severely immune deficient. 

 Liver disease is the leading cause of morbidity and mortality in HCV/HIV co-infected 
people 

 Comorbidities with hepatic consequences (drug hepatotoxicity, HBV, steatosis, alcohol 
or drug abuse) are frequent in co-infected patients and may increase the rate of 
complications associated with HCV-related liver disease 

 Spontaneous clearance of HCV is significantly lower in HIV-infected patients than in 
immuno- competent patients with acute hepatitis.  

 
Impact of HCV infection on HIV disease progression 

 HCV has little or no effect on the response to ART or on immunological, virological or 
HIV-related clinical disease progression 

 HCV antibodies per se do not influence progression although infection with certain 
multiple genotypes might do so 

 Patients on HAART do not have any major differences in HIV-related mortality from 
HCV/HIV-co-infected patients or those infected with HIV alone, particularly if ART is 
given 

 There is, however, an increased risk for liver disease-related morbidity and mortality in 
hepatitis-co-infected HIV, as well as more hepatotoxicity under ART regimens. 
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Show Slide 9.9 (Group work):  
 

 
 
 
Distribute: 

 Handout 9.3: Risk of HCV progression in HIV-positive people  

 Handout 9.4: Timeline for HIV-positive people on HCV treatment  

to all participants before asking them to get into small groups as they will have done for the 
previous activity.  
 
Allow the groups 10 minutes to review and discuss the hand-outs and ask participants to: 

 Consider the differences for those with mono-infection and those with co-infection 

 Note differences on flip chart paper 

 
Convene large group to allow answers to the question and general feedback. Facilitate discussion 
by asking participants to consider: 

 How progression varies from those with mono-infection of HCV 

 How well treatment of HCV in people co-infected with HIV works? 

 How does it compare with treatment for mono-infection of HCV? 

 What other treatment strategies might be required for those who don’t clear the virus? 

 
Supporting content: 
The goal of hepatitis C treatment is to achieve a sustained virological response (SVR). This is 
defined as a negative HCV RNA test result six months after the end of treatment. The rate of 
treatment success is lower if a person is co-infected, with generally 25–50% of co-infected people 
responding to treatment, depending on the HCV genotype. The treatment regimens are similar in 
co-infection and mono-infection. Co-infected individuals may start treatment for Hep C earlier 
because the rate of liver damage caused by the HCV is faster in people with who also have HIV. 
Those infected with genotypes 2 or 3 and HIV may benefit from 48 weeks of treatment instead of 
the standard 24 weeks offered to mono-infected individuals (Canadian AIDS Treatment 
Information Exchange) 
 
Present Slide 9.10 (Treatment options people co-infected with HCV/HIV (1)) and 9.11 (Treatment 
options people co-infected with HCV/HIV (2)) to support the summarising of this section: 
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Understanding the impact that HCV and HIV can have in a co-infected person is essential in 
informing any potential treatment plan. HIV/HCV co-infection is an increasingly important public 
health concern across the region and more research and education for both doctors and patients 
is needed to further inform how both these diseases work in the body and how they interact with 
each other.  
 
Most studies indicate that HIV can worsen hepatitis C. HIV/HCV co-infection has been associated 
with a faster rate of hepatitis C disease progression, higher HCV viral loads, and a greater risk of 
developing severe liver damage. The impact of hepatitis C on HIV disease is less clear, but a 
majority of studies suggest that hepatitis C does not accelerate HIV disease progression. 
 
Recent studies show, that with careful monitoring, combination drug regimens can be used to 
successfully treat both HIV and HCV in co-infected people. The decision whether to initiate HIV or 
HCV treatment first, or at all, will be determined by a number of factors. 
 
Some experts believe it is better to begin HIV treatment first in order to control HIV replication and 
increase the CD4 count, since hepatitis C treatment works better in people with stronger immune 
systems. In people with early-stage HIV disease and advanced hepatitis C, it may be better to start 
hepatitis C treatment first, so the liver can more easily handle HIV drugs since many HIV 
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medications are metabolized by the liver and some can cause liver toxicity (hepatotoxicity).  
 
Application of good clinical management can evaluate options and determine the most appropriate 
treatment approach and is one that fully informs the co-infected person of options and likely 
outcomes, pros and cons of any proposed treatment plan. It is important to recognize that HCV 
can be treated, regardless of HIV status, although co-infected people are less likely to achieve 
SVR. However, not all co-infected people need treatment immediately.(Management of hepatitis C 
and HIV co-infection: Clinical protocol for the WHO European Region, WHO, 2006). 
 
Summary 
 
Show and talk to Slide 9.12 (Summary learning points) to conclude module: 
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Module 10: Treatment quality, stigma and discrimination   

 
Module goal:  
To develop participants’ capacity to provide or advocate for inclusive, high quality services that are 
accessible to people affected by HCV who inject (or used to).  
 
Learning objectives:  
By the end of the module, participants will be able to:  

 Distinguish a range of factors that can hinder or enable PWID’ access to HCV testing 
and treatment  

 List cross-cutting ways in which different populations’ needs require special 
consideration  

 Summarise key sources of guidance that relate to HCV treatment for drug users 

 
Topics covered:  

 Hepatitis C and stigma 

 Obstacles to the provision of HCV treatment and care 

 Good practice in integrated services 

 Obstacles to the uptake of HCV treatment and care 

 Guidelines on HCV treatment for drug users 

 
Before the training: 

 Clarify whether the forthcoming EASL Clinical Practice Guidelines for “Management of 
Hepatitis C Virus Infection” have been published. If so, these are likely to supersede 
the information in Slide 10.11 and Slide 10.12. 

 
Materials and resources required: 

 Computer/laptop and projector 

 Flipchart paper, stand and pens 

 
Module time: approximately 90 minutes 
 
Show and talk to Slide 10.1 (Treatment quality, stigma and discrimination) outlining the module: 
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Hepatitis C and stigma  
 
Activity:   Group discussion 
Section Time:   Approximately 15 minutes 
 
 
This activity allows some initial discussion of stigma with reference to HCV and injecting. 
 
Show Slide 10.2 (Hepatitis C: status and blame) and give participants time to read the quote:  
 

 

                          
 
To facilitate this discussion 

 Ask the group to discuss this quotation and the way it relates to their views and 
experiences 

 Does HCV have secondary status? 

 Is HCV much more likely to be seen to denote injecting? 

 What examples can people give from their own experiences that either support or 
contradict this?  

 
 
Stigma is defined in various ways. In a 2010 review of stigma and ‘problem drug use’, Charlie 
Lloyd offers this explanation:  
 
“Stigmatisation occurs when a person possesses an attribute or status (a ‘stigma’) that makes that 
person less desirable or acceptable in other people’s eyes and which thereby affects their 
interactions with others. While at one level, we have all been stigmatised and all been stigmatisers 
at some point in the past, this phenomenon becomes much more serious when the stigma takes 
centre stage, to the obscuration of the rest of a person’s identity: when it becomes a ‘master 
status’. Problem drug use is one such master status.” 
 
Hepatitis C: experiences of stigma and discrimination 
 
Activity:   Group discussion  
Section Time:   Approximately 30 minutes 
 
This activity encourages participants to examine ways that stigma may be communicated within 
their own service and any ways that this has been challenged. 
 
 
 

Hepatitis C: status and blame 

   [Regarding stigma] “…research on the mode of transmission has 
 shown that contraction through intravenous drug use is most 
 stigmatised. Hepatitis C, while perceived as having secondary 
 status to HIV (Treloar and Rhodes, 2009), is more closely 
 associated with intravenous drug use because this is by far 
 the most common route to its contraction in the developed 
 world (Butt et al., 2007), unlike HIV. There is therefore an 
 assumption that people with hepatitis C are – or have been – 
 intravenous drug users, with the attendant blame for  acquiring 
 the disease and putting other people at risk of infection.” 

Lloyd C (2010) Sinning and Sinned Against: The Stigmatisation of Problem Drug Users. London: The UK Drug 
Policy Commission  

2 



Correlation/EHRN Hepatitis C Treatment and Care for PWID (Trainer’s Manual) 2011 118

 
 
Show Slide 10.3 (Hepatitis C: experiences of stigma and discrimination) and ask participants, 
while in the large group, to consider the quoted experiences: 
 

 
 
To facilitate this activity: 

 Divide participants into small groups and ask them to identify ways in which stigma may 
be communicated to people with HCV in their service/treatment system/community 

 Encourage people to provide examples where possible (including any where this has 
been challenged/changed).  

 Ask each group to feed back to the group and discuss ways they could improve their 
understanding of experiences of stigma/discrimination for people with HCV in their 
setting 

 If the discussion stalls, possible options to consider are: meeting local/national HCV 
advocacy/support groups; asking patients about this during day-to-day encounters in 
your service; commissioning independent research; local audits that ask people to 
‘walk’ through the treatment journey and reflect on their experiences at each stage; or, 
‘secret shoppers’ who conceal their identity and approach services to provide ‘real-life’ 
accounts of how they are welcomed and what information they receive.  

 
Different populations 
 
Activity:   Information with group discussion  
Section Time:   Approximately 10 minutes 
 
 
This activity promotes reflection on cross-cutting sources of stigma and discrimination. 
 
 
Show Slide 10.4 (Cross-cutting factors): 

Hepatitis C: experiences of stigma and 
discrimination 

“Well, you could come and visit, but where are you going to use 
the washroom?” (The grandmother of a woman with chronic HCV) 
 
Butt, G., Paterson, B.L. and McGuinness, L.K. (2007). Living with the stigma of hepatitis C. Western Journal of 
Nursing Research, 30 (2), 204–21. 

  

“Most people who have been diagnosed with hepatitis C face some 
form of stigma or prejudice in their daily lives. It could be hearing 
a phrase like “you people,” or a slight pause when you divulge 
your HCV status. Friends may stop calling, employers and co-
workers may act differently, or it could be as subtle as a facial 
expression. In any event, we all know how it feels to be treated 
differently based on our being HCV.” 

Franciscus A (2009) Hepatitis C: Support Group Manual. San Francisco: Hepatitis C Support Project. 
(www.hcvadvocate.org) 3 
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Cross-cutting factors

 Prison incarceration

 HIV co-infection
 Gender

 Ethnicity
 Age (too young, too old)

 Disability
 Sexuality

 Non-opiate users e.g. primary amphetamine or cocaine users
 Mental health problems

4

 
 

 
To facilitate: 

 Use the slide to identify cross-cutting ways by which stigma and obstacles to service 
use can arise 

 Discuss these with the group in the context of their own settings 

 Explore whether national or local equal opportunities or anti-discrimination practice 
legislation, policies, codes or guidance apply. 

 
Obstacles to the provision of HCV treatment and care 
 
Activity:   Information with group discussion  
Section Time:  Approximately 15 minutes 
 
This activity promotes reflection on obstacles to the provision of testing and treatment. 
 
Show Slide 10.5 (Obstacles to the provision of testing and treatment 1): 
 

 
 

To facilitate: 
 Make the distinction between obstacles to ‘provision’ and ‘uptake’ 
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 Although these sometimes have a common cause, they sometimes point to entirely 
different targets for action e.g. lobbying decision-makers or ‘Information, Education and 
Communication (IEC) for the affected population 

 A national or regional ‘Action Plan’ (e.g. those in Australia or Scotland) can be one of 
the most effective tools for sustaining political commitment and developing services. Is 
there one that applies to the participants’ setting? If not, this may be a priority for 
advocacy.  

 
Show Slide 10.6 (Obstacles to the provision of testing and treatment 2): 
 

 

 
 
Points to emphasise: 

 Briefly explain the role of international IPR legislation as a) creating an environment for 
companies to invest in R&D and produce new treatments b) maintaining high prices 

 Briefly explain the position of transitional economies (much of E. Europe/Central Asia) 
as countries without least developed countries (LDCs) patent exceptions and also 
without the wealth of W. European countries that makes treatment more affordable. 

 Clarify that generic versions of ribavirin are available but none exist for pegylated 
interferon (making it a target for HCV advocates and their allies). 

 
Supporting content: 
It is more complicated to produce cheaper versions of pegylated interferon than ribavirin. For 
simpler, chemical pharmaceuticals such as ribavirin it is possible to produce ‘generic’, chemically-
identical copies. For more complex, protein-based treatments such as pegylated interferon the 
alternative and potentially cheaper versions are termed ‘biosimilars’ not ‘generics’ which can never 
be completely identical to the original drug. Consequently, the complexity and cost of developing 
and obtaining regulatory approval for cheaper alternatives is increased.  
 
 “The WTO’s Agreement on Trade-Related Aspects of Intellectual Property Rights (TRIPS) 
establishes minimum standards for intellectual property rights and regulations. WTO members are 
obligated to pass and enforce laws that meet the standards. The TRIPS agreement took effect one 
year after the WTO was officially founded in January 1995. Its drafting and passage were 
spearheaded primarily by developed countries keen to more thoroughly codify laws and 
expectations around the world. Not coincidentally, such countries are home to the vast majority of 
multinational companies, nearly all of which supported the pact.  
 
Provisions of the TRIPS agreement cover a range of intellectual property issues including 
copyright, trademarks, and patents. They also specify that disputes between countries over these 
matters will be subject to WTO dispute-resolution mechanisms and procedures.  
The provisions related to patents are the most relevant vis-à-vis medicines and other 
pharmaceutical products. The agreement aims to globally harmonize patent laws and protections 
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to the fullest extent possible. Under the TRIPS agreement, “governments are required to recognize 
patents on products and processes in most areas of technology and to confer rights to the patent 
holder for a given period of time.” To that end, the agreement mandated that the majority of WTO 
member-states pass laws by 2005 providing patent protection to all new pharmaceuticals for a 
period of at least 20 years from the date of filing a patent application. That mandate applies to all 
new pharmaceuticals, regardless of the patent holders’ home country or type of product 
developed.  
 
Subsequent revisions allowed important and notable exceptions to the 2005 deadline for the 
world’s poorest nations, which are classified as least developed countries (LDCs)* by the United 
Nations. LDCs currently have until 2016 to pass and implement patent-protection laws for 
pharmaceuticals. Until they do so, LDCs need not (under WTO rules) recognize, protect, or 
enforce patents on pharmaceuticals. (Countries are also permitted to seek extensions beyond 
2016.)” 

Access To Essential Medicines Initiative. (2008)  
 
*Note: No European or Central Asian countries have LDC status 
 
“The current standard of care for hepatitis C consists of two medicines taken in combination: 
ribavirin and pegylated interferon. Generic versions of ribavirin are available, but for years 
pegylated interferon has been available only in two brand-name versions: Pegasys, made by 
Roche, and Schering-Plough’s PegIntron. The lack of generic alternatives means that a standard 
48-week course of treatment for HCV infection can cost more than $20,000 even in resource-
constrained countries such as those in Eastern Europe and Central Asia. As a result, most health 
systems are either unable or refuse to pay for the highest-quality HCV treatment for the majority of 
patients in need. 
 
Patient advocates and their allies are seeking to overcome this barrier in a number of 
complementary ways. The main strategy is to encourage and help facilitate production of generic 
pegylated interferon—preferably more than one version to ensure even greater competition and 
the lowest possible prices. This strategy ultimately proved successful in regards to HIV drugs. 
HCV treatment must be approached in the same way: by developing and making available safe, 
effective, and cheaper generic versions of existing brand-name medicines and increasing research 
into the creation of new, less expensive therapies.” 

Hoover (2009) 
 
Show Slide 10.7 (Obstacles to the provision of testing and treatment 3): 

 

 
 
Points to emphasise:  

 Discuss HCV treatment access with reference to wider aspects of drug users’ exclusion 
from services 



Correlation/EHRN Hepatitis C Treatment and Care for PWID (Trainer’s Manual) 2011 122

 Identify ways that drug user, drug treatment status can be used to exclude people from 
HCV treatment 

 Mention that authoritative guidance on this will be discussed later in the module, not 
now. 

 Identify the lack of coordination of services within joined up ‘integrated care pathways’ 
as a different type of obstacle that may respond to different actions.  

 Optionally, refer to tables for country summaries of eligibility/exclusion criteria and 
provision of services in Merkinaite S and Knerr W (Eds.) (2007) Hepatitis C among 
injecting drug users in the new EU member states and neighboring countries: situation, 
guidelines and recommendations. Vilnius: Central and Eastern European Harm 
Reduction Network (CEEHRN). 

 
Supporting content: 
Tables in Merkinaite and Knerr (2007) 
 
Table 6: Availability of testing protocols and low threshold testing in the new EU Member States 
and neighboring countries 

Table 7: Availability of NEPs and other prevention interventions in communities and prisons in the 
new EU Member States and neighboring countries 

Table 8: Availability of OST in communities and prisons in the new EU Member States and 
neighboring countries 

Table 9: Availability of HAV and HBV vaccination for PWID in communities and prisons in the new 
EU Member States and neighboring countries 

Table 13: HCV treatment guidelines and access to treatment for PWID in the new EU Member 
States and neighboring countries  

Table 14: Availability of and reimbursement of HCV diagnostic tests and treatment in the new EU 
Member States and neighboring countries 

 
Good practice in integrated services 
 
Section Time:   Approximately 5 minutes 
Activity:   Information with group discussion  
 
This activity provides a good practice example taken from Merkinaite and Knerr (2007). It can be 
substituted with an alternative example that is more relevant to the participants, if available. 
 
Show Slide 10.8 (Good practice example): 
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 Discuss key features of the model that reduce stigma and integrate services 

 How do these features relate to the participants’ situation? 

 How is this a potential area for advocacy?  

 
 
 
Obstacles to the uptake of testing and treatment 
 
Section Time:   Approximately 10 minutes 
Activity:   Information with group discussion  
 
This activity promotes reflection on obstacles to the uptake of testing and treatment. 
 
Show Slide 10.9 (Obstacles to the uptake of testing and treatment): 
 

 
 

 
Points to emphasise:  

 That the focus has now shifted from obstacles to ‘provision’ to those that restrict 
‘uptake’ 

 Reiterate that these may point to entirely different targets for advocacy/action. 

 Mention that repression deters PWID’ uptake directly but may also deter service 
providers.  

 Focus on delayed/two stage testing as an impediment to learning/acting on HCV status 

 
Guidelines on integrated HCV treatment for drug users 
 
Section Time:   Approximately 10 minutes 
Activity:   Information with group discussion  
 
This activity highlights current guidance on HCV treatment for PWID. 
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Show Slide 10.10 (Current guidance on HCV treatment for IDUs): 
 

 
 
Points to emphasise:  

 Discuss this and next slide with reference to HIV/HCV co-infection 

 Raise the question of whether these may sometimes help support arguments regarding 
treatment for HCV alone. 

 Note: In the World Health Organisation document ‘Hepatitis C’ (2002), “Current 
intravenous drug abuse” is listed under “Contraindications to interferon therapy for 
chronic hepatitis C”. Hepatitis C (2002) World Health Organisation. Besides an 
argument that later guidance supersedes this, under publication details it says “This 
document is not a formal publication of the World Health Organization (WHO)” and 
“The views expressed in documents by named authors are solely the responsibility of 
those authors”, which may allows its authority to be challenged. 

 
Show Slides 10.11 and 10.12 (Current guidance on HCV treatment for IDUs): 
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Points to emphasise:  

 ‘AIII’ is the grading scored by the evidence and means there is: ’A’  “Both strong 
evidence for efficacy and substantial clinical benefit to support [the] recommendation”; 
and, ‘III’ – [The] evidence [is] from opinions of respected authorities based on clinical 
experience, descriptive studies, or reports of expert committee.”  

 The key point to emphasise is that ‘A’ is the strongest possible recommendation that 
can be made, which means that a lot of weight should be attached to the 
recommendations. This may be useful information that can support advocacy efforts.    

 
Supporting content: 
Others European guidelines such as: Scottish Intercollegiate Guidelines Network (2006) 
‘Management of hepatitis C: a national clinical guideline’, say “Current injecting drug users infected 
with HCV should not be excluded from consideration for HCV clinical management, including 
antiviral therapy, on the basis of their injecting status.” 
 
If the forthcoming EASL Clinical Practice Guidelines for “Management of Hepatitis C Virus 
Infection” have been published they are likely to supersede the recommendations in Slide 10.11 
and 10.12. 
 
Show Slide 10.13 Current guidance on HCV treatment for IDUs (3):  

Current guidance on HCV treatment for 
PWI D (1)  

HCV/HIV co-infection: 
 
“Active drug use should not be an absolute exclusion criteria since 
full benefits of HBV and HCV therapy are not compromised when 
active drug users are successfully retained in treatment. Patients 
who require treatment should be offered opiate substitution 
therapy, including heroin maintenance programmes, where 
medically available. If the patient is not ready to stop drug use, 
any assessment for initiation of HBV or HCV treatment should be 
made on a case-by-case basis (AIII).” 
 

 

11 

Current guidance on HCV treatment for 
PWI D (2)  

 
“Substitution therapy as a step towards cessation should be 
considered. Help provided (e.g. through needle- and syringe-
exchange programmes) reduces the risk of further reinfection, 
including parenteral viral transmission. (AIII).” 
 
Short Statement of the First European Consensus Conference on the Treatment of 
Chronic Hepatitis B and C in HIV Co-Infected Patients, March 2005 
 
Endorsed by the European Association for the Study of the Liver (EASL), the 
European AIDS Clinical Society (EACS), the European Society of Clinical 
Microbiology and Infectious Diseases (ESCMID), the European Federation of 
Internal Medicine (EFIM), the International AIDS Society (IAS), the French Society 
of Infectious Diseases (SPILF) and the European AIDS Treatment Group (EATG). 
 
New EASL Clinical Practice Guidelines for “Management of Hepatitis C Virus 
Infection” are in development 12 



Correlation/EHRN Hepatitis C Treatment and Care for PWID (Trainer’s Manual) 2011 126

 

 
 
Points to emphasise: 

 Discuss these as one of the most recent, published, authoritative guidelines regardless 
of their origins outside of Europe. 

 Explain that the ‘Class IIa, Level C’ grading means that the strength of recommendation 
is intermediate i.e. the “weight of evidence/opinion is in favor of usefulness/efficacy” 
and the level of evidence is in the weakest category i.e. “Only consensus opinion of 
experts, case studies, or standard-of-care”. 

 For advocacy purposes, it can be argued that implementing these recommendations is 
supported by the evidence; however; people may argue that the evidence is not 
sufficiently strong. 

 
 
Summary 
 
Show and talk to Slide 10.14 (Summary learning points) to conclude module: 
 
 
 

 
 

Current guidance on HCV treatment for 
PWI D (3)  

59. Treatment of HCV infection can be considered for persons even if they currently 

use illicit drugs or who are on a methadone maintenance program, provided they 

wish to take HCV treatment and are able and willing to maintain close monitoring 

and practice contraception (Class IIa, Level C) 
  
60. Persons who use illicit drugs should receive continued support from drug abuse 

and  psychiatric counselling services as an important adjunct to treatment of HCV 

infection (Class IIa, Level C). 

 
American Association for the Study Liver Diseases (AASLD) Practice Guidelines (2009) Diagnosis, Management, 
and Treatment of Hepatitis C: An Update 
  

13 
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Module 11: Advocacy: Next steps and action planning 

 
Module goal:  
To review opportunities for advocacy identified throughout the training and reflect on ways that 
these can be translated into action. 
 
Learning objectives:  
By the end of the module, participants will be able to:  

 List priorities for improvement to HCV treatment and care in their settings. 

 Evaluate actions that could be taken to produce achievable improvements within 
identified priority areas 

 
Topics covered:  

 Understanding advocacy and its purpose? 

 Experiences of advocacy 

 Action planning 

 
Materials and resources required: 

 Computer/laptop with speakers 

 Flipchart paper and pens 

 
Module time: approximately 90 minutes 
 
Show and talk to Slide 11.1 (Advocacy: next steps and action planning) outlining the module: 
 

 
 
The purpose of advocacy 
 
Activity:    Large group discussion supported by slide presentation with small 

group work 
Section Time:   Approximately 45 minutes 
 
This activity enables people to discuss their understanding of advocacy and identify any ways they 
have previously fulfilled or contributed to an advocacy role themselves. The aim here is to 
reinforce people’s view of advocacy as something they can do, as opposed to being the 
responsibility of others 
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This is not an advocacy training programme and the Slides from 11.2 through to Slide 11.7 are just 
to provide a quick review of advocacy and its varying models. You should aim to cover these in 15-
20 minutes. 
 
Show Slide 11.2 (What is advocacy?); 
 

 
 
To facilitate discussion: 
Allow the participants to offer their own undirected ideas first, then show the WHO quotation in 
Slide 11.3 (Advocacy) and discuss any ways that this extends or adds to the points already raised: 
 

 
 
Supporting content:  
Advocacy “may be taken by and/or on behalf of individuals and groups to create living 
conditions which are conducive to health and the achievement of healthy lifestyles. Advocacy 
is one of the three major strategies for health promotion and can take many forms including 
the use of the mass media and multi-media, direct political lobbying, and community 
mobilization through, for example, coalitions of interest around defined issues. Health 
professionals have a major responsibility to act as advocates for health at all levels in society.” 
 
The Ottawa Charter identifies three basic strategies for health promotion. These are:  

 Advocacy for health to create the essential conditions for health indicated above;  

Advocacy 

 
 
“A combination of individual and social actions designed to gain 
political commitment, policy support, social acceptance and 
systems support for a particular health goal or programme.” 

 
 

 Reference: Report of the Inter-Agency Meeting on Advocacy Strategies for Health and Development: 
 Development Communication in Action. WHO, Geneva, 1995 

3 
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 Enabling all people to achieve their full health potential; and,  

 Mediating between the different interests in society in the pursuit of health. 

 
http://www.who.int/hpr/NPH/docs/hp_glossary_en.pdf 
 
Use Slides 11.4 (Purpose of advocacy), 11.5 (Advocacy and enabling), 11.6 (Advocacy and 
empowerment) and 11.7 (Main models of independent advocacy) to extend the discussion about 
advocacy according to the needs and experiences of the participants: 
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Show Slide 11.8 (Group work): 
 

 
 
To facilitate the activity 

 Divide the participants into groups of about three people  

 Within the groups, people should compare any experiences they have had of 
advocacy. What was achieved? How was it achieved? What lessons were learned?  

 Be prepared to focus on quite small changes that people may overlook.  

 Your aim is to validate things people have already done and encourage everyone to 
see themselves as someone who can help make changes. 

 Aim to take about 30 minutes or so.  

 Bring people back into the large group and use feedback to highlight as many 
contrasting examples as possible. 

 
 
Advocacy in practice: action planning 
 
Activity:   Discussion in pairs/small group work 
Section Time:   Approximately 45 minutes 
 
This activity requires people to reflect back on the training and develop some form of action plan 
that will translate this into change.   
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Show Slide 11.9 (Group work): 
 

 
 
To facilitate the activity 

 Ask the group to discuss this in pairs and each write down as long a list as possible 

 Allow up to about 15 minutes 

 
Show Slide 11.10 (Action planning): 
 

 

                       
 
 
 
 
 
 
 
 
 
 



Correlation/EHRN Hepatitis C Treatment and Care for PWID (Trainer’s Manual) 2011 133

 
Slide 11.11 (Action planning example) can be shown to guide participants:  
 

         
 

 
To facilitate the activity 

 Ask the group to form small groups of about two pairs each 

 The groups should discuss each person’s most important immediate and long-term 
priorities (one of each) 

 Participants should support each other to write these in the suggested format in a way 
that is concrete, and unambiguous 

 The priorities could provide the basis for a review day later on. 

  

Action planning example 

‘I will invite HCV advocates from a well-known group in Megacity 
to talk to PWIDs attending our needle and syringe programme 
about peer support to improve retention within to HCV treatment 
as part of our service review day in September and provide a free 
lunch for up to 20 people who attend using a grant from 
BigPharma drug company’  

11 
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Module 12: Evaluation 

 
Constructivist Evaluation – an exercise 

 

Activity:   Large group work  
Section Time:   30 minutes 
Materials:    Pens and note paper for all participants 
 
Show and talk to Slide 12.1 (Evaluation) outlining the goal of the evaluation module: 
 

 
 
This evaluation tool that has been chosen as an alternative to more commonly used models, 
because it can provide more meaningful feedback and enable genuine improvements in course 
design and delivery. 
 
This is an evaluation exercise to be used as the last module of the training course. It takes about 
30 minutes but can be extended to allow for increased depth of processing. It can be supported by 
an explanting of the theoretical basis or can just run without any preliminary explanation.  

The set-up 
Arrange two circles of chairs, the inner one facing outwards, and the outer one facing inwards, so 
that each chair from the inner circle faces one chair from the outer circle. Have just the right 
number of chairs for participants. 

The process 
For the first round, participants are invited to spend 5 minutes in silence reflecting on their 
experience of the course, and recording on a blank piece of A4 paper two categories of assertion 
about the course: 
 

Claims: something positive about the course they would wish to tell others 
Concerns: something they felt had not worked for them 

 
This is then followed by a round of discussions. First of all each pair (seated opposite one another) 
speak for 10 minutes. Participants are invited to annotate their own Claims and Concerns 
indicating areas of consensus, and documenting any Issues (where no consensus is reached).  
 
Call time when the period is over. The outer circle people are then asked to move along 3 chairs, 
and then repeat their discussions with their new opposite number. 
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Potentially, repeat a third time. 

At the end of the final round, the sheets of A4 paper are collected to be reproduced in the report. 
 
An alternative process 
For the first round, participants are invited to spend 5 minutes in silence reflecting on their 
experience of the course. In this alternative process everyone would be offered the two questions 
to focus feedback. For example something open-ended like: 
 

 What has happened over the past three days that will bring about changes for you? 

 What could have happened differently to make the past three days more effective for 
you? 

 Are there ways that the training content could be improved to enhance people’s 
learning? 

 
Then invite the pairs (occupying the facing chairs) to discuss the two questions for a time-limited 
period, usually 10 minutes. Call time when the period is over. The outer circle people are then 
asked to move along 3 chairs, and then repeat their discussions with their new opposite number. 

Potentially, repeat a third time. 

Then invite individuals to spend up to 10 minutes in silence writing down their answers to the 
questions on blank pieces of A4 that you distribute to them all.  

At the end of the final round, the sheets of A4 paper are collected to be reproduced in the report. 
 

Supporting content: 
 
An introduction to constructivist evaluation 
(adapted with permission and guidance from Dr Mark Waters, www.scalingtheheights.com) 
 
Evaluation is purposeful, applied social research. In contrast to basic research, evaluation should 
be undertaken to solve practical problems and in this case support development of the training 
module. For any evaluation to be meaningful data needs to be collected, the results need to be 
collated, interpreted, reflected upon and reported back in order to improve the training learning 
experience and to ensure good match with expected outcomes. 
 
Evaluation can be regarded as:  
 
“Gathering information about all or part of an educational programme or process for the purpose of 
making judgements about its merit on the basis of which developments may occur” 

          (Coles & Grant, 1985) 
 
Constructivist evaluation has been explained by Guba and Lincoln (Fourth Generation Evaluation, 
1989) when describing a process of educational evolution of evaluation over the previous century. 
Constructivism changes the nature of evaluation in that it becomes a negotiation process that 
attempts to draw a consensus on better informed and more sophisticated constructions or 
understanding. Data derived from constructivist evaluation represent simply construction, or views 
to be taken into account in the move towards consensus.  
 
There is a distinct humility in taking a relativist (anti-positivist) approach to reality and truth. In 
place of the arrogance of seeking (and claiming to find) absolutes, we have a meek, courteous, 
questioning; an attempt to constantly revise what one believes in the face of reasonable challenge. 
This is a constantly evolving, context-specific view of reality and one that ultimately can provide a 
more sophisticated understanding of the training process and readily contributes to training 
programme development. This doesn’t necessarily make any more typical quantitative or other 
qualitative evaluation data redundant, but complements it. 
 
In constructivist evaluation, the data collected is mainly the testimony of those involved in the 
educational event or process. This testimony is of course subjective, context-specific and value-
laden. This is gathered in contrast with conventional science and most evaluations, which strive to 
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be objective, value-free, and generalisable. 
 
Constructivist evaluation process:  
There is no single way to conduct constructivist evaluation. The principles are actually more 
important than any standardised approach. 
 
Identify the stakeholders you will be involving 
This would include participants’ facilitators, and other stakeholders. 

 
Gather testimony from the stakeholders/participants  
Specifically seek “Claims, Concerns and Issues” A Claim is any assertion that a stakeholder may 
introduce that is favourable. A Concern is any assertion that is unfavourable. An Issue is any 
state of affairs about which stakeholders continue to disagree 
 
Facilitate negotiation between different stakeholders/participants regarding their constructs 
(their experiences and views) 
Try to establish consensus on a more sophisticated construct as far as possible. Where no 
consensus can be achieved, this implies that it may be necessary to find other data (often from 
other stakeholders, other evaluation processes, or published literature).  
When more data have been obtained, ideally this should be presented to the original stakeholders, 
to allow further negotiation, and production of still more sophisticated constructions.  

 
Identify the remaining unresolved issues and prioritise them 
This might require further data collection from ‘experts’ to help resolve issues and also establish 
where unresolved issues remain. In a sense the summary of the evaluations of the participants is 
only an initial phase, and the evaluation process may continue with further input from other 
stakeholders subsequent to training evaluation. 
 
Write a summary of the process and conclusions 
The report should represent the multiple realities encountered during the evaluation. It should be 
honest about the negotiated construct, and how it has been produced. The report may resemble a 
case report, with a narrative flow which can allow the reader to feel they have experienced the 
evaluation themselves. Recommendations would be reflected in the final training module with the 
report giving evidence to support any changes as agreed and facilitating transparency and 
ownership among stakeholders. 
 



Correlation/EHRN Hepatitis C Treatment and Care for PWID (Trainer’s Manual) 2011 137

Bibliography 
 
This list includes selected publications and web-resources, which have substantially informed this 
manual or that are recommended for further reading. Throughout the manual, a number of further 
references are provided where this was judged useful because it allows the reader to appraise the 
evidence supporting specific information, advice or guidance. 
 
 
Printed publications 
 
Access To Essential Medicines Initiative. (2008) Playing by the Rules: Using Intellectual Property 
Law and Policy to Improve Access to Essential Medicines. New York: Open Society Institute. 
 
American Association for the Study Liver Diseases (AASLD) Practice Guidelines (2009) Diagnosis, 
Management, and Treatment of Hepatitis C: An Update 
 
Burrows D (2003) Training Guide For HIV Prevention Outreach to Injecting Drug Users, Geneva: 
WHO Dept. Of HV/AIDS Prevention 
 
Butt, G., Paterson, B.L. and McGuinness, L.K. (2007). Living with the stigma of hepatitis C. 
Western Journal of Nursing Research, 30 (2), 204–21. 
 
Collins S and Swan T (2009) Guide to hepatitis C for people living with HIV. London: iBase. 
www.i-Base.info, http://i-base.info/guides, This guide is also available in Bulgarian, Czech, 
Portuguese and Russian http://i-base.info/category/translations/ 
 
European Monitoring Centre for Drugs and Drug Addiction (EMCDDA) (2010), Annual Report 
2010. Lisbon: EMCDDA. 
 
European Monitoring Centre for Drugs and Drug Addiction (EMCDDA) (2010), Guidelines for 
testing HIV, viral hepatitis and other infections in injecting drug users, EMCDDA Manuals, Lisbon. 
 
Franciscus A (2009) Hepatitis C: Support Group Manual. San Francisco: Hepatitis C Support 
Project. (www.hcvadvocate.org) 
 
Guba, E (1987) Naturalistic Evaluation. In D.S. Cordray, H.S. Bloom & R.J. Light (Eds) Evaluation 
practice in review (New Directions for Programme Evaluation, No. 34, pp 23-43). San Francisco, 
Jossey-Bass 
 
Guba, E & Lincoln, Y (1989) Fourth Generation Evaluation London, Sage Publications.  
 
Harm Reduction Coalition - Hepatitis C Support Groups For Drug Users (undated)  
 
Hepatitis NSW (2010) Hepatitis C factsheet - Test discussion (counselling), Hepatitis NSW, last 
reviewed May 2010 
http://www.hep.org.au/documents/factsheets/TestDiscussion-200KB.pdf 
Accessed 29th March, 2011 
 
Hoover J. (2009) Shining a Light on a Hidden Epidemic: Why and How Civil Society Advocates 
Can Support the Expansion of Hepatitis C Treatment in Eastern Europe and Central Asia. Access 
To Essential Medicines Initiative. New York: Open Society Institute.  
 
Joseph S (undated) Hepatitis C: Pre and Post-Test Issues 
http://www.avon.nhs.uk/phnet/publications/drugs/simon_joseph_pre_and_post_test_counselling_d
bs.pdf 
Accessed 29th March, 2011 
 
Lloyd C (2010) Sinning and Sinned Against: The Stigmatisation of Problem Drug Users. London: 
The UK Drug Policy Commission.  
 
McCoy R et al. (2003) Hepatitis C an update – Pre-test counselling and diagnosis. Reprinted from 
Australian Family Physician Vol 32, No. 10, October 2003 
http://www.racgp.org.au/afp/200310/20031001hepcchapter5.pdf 



Correlation/EHRN Hepatitis C Treatment and Care for PWID (Trainer’s Manual) 2011 138

Accessed 29th March, 2011 
 
Merkinaite S and Knerr W (Eds.) (2007) Hepatitis C among injecting drug users in the new EU 
member states and neighboring countries: situation, guidelines and recommendations. Vilnius: 
Central and Eastern European Harm Reduction Network (CEEHRN). 
 
Swan T, Chou L, Kaplan K, and Suwannawong P (2010) Training manual for treatment advocates: 
Hepatitis B, Hepatitis C, & Coinfection with HIV. New York: TAG, Bangkok: TAAG.  
 
TAG (2008) Guide to hepatitis C for people living with HIV: testing, coinfection, treatment, and 
support. New York: Treatment Action Group.  
 
Van de Laar T et al. (2009) Evidence of a large, international network of HCV transmission in HIV-
positive men who have sex with men. Gastroenterology. 136, (5):1609-17. 
 
Van den Berg C, Smit C, Van Brussel G, Coutinho R & Prins M, (2007) Full participation in harm 
reduction programmes is associated with decreased risk for human immunodeficiency virus and 
hepatitis C virus: evidence from the Amsterdam Cohort Studies among drug users. Addiction.102 
(9): 1454–1462. 
 
Vandelli C et al. (2004) Lack of Evidence of Sexual Transmission of Hepatitis C among 
Monogamous Couples: Results of a 10-Year Prospective Follow-Up Study. American Journal of 
Gastroenterology. 99,(6): 855-859. 
 
World Health Organisation (2010) Viral cancers.  
http://www.who.int/vaccine_research/diseases/viral_cancers/en/index2.html 
Accessed 29th March, 2011 
 
 
Websites/pages and other electronic publications 
 
The Hepatitis C Trust 
www.hepctrust.org.uk 
 
HCV Advocate 
http://www.hcvadvocate.org  
 
National Center for Complementary and Alternative Medicine, National Institutes of Health 
http://nccam.nih.gov/health/hepatitisc/hepatitiscfacts.htm  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



Correlation/EHRN Hepatitis C Treatment and Care for PWID (Trainer’s Manual) 2011 139

Appendix 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



Correlation/EHRN Hepatitis C Treatment and Care for PWID (Trainer’s Manual) 2011 140

Handout 5.1 - Testing skills development  

 
HCV testing pre and post-test discussion - Case studies 
 
Case study A 

 Female heroin injector aged 26 

 Living with older male partner and 3 year old child 

 Has occasionally traded sex for drugs but never worked regularly as a commercial sex 
worker 

 Regularly shares injecting equipment with partner 

 Sometimes shares cookers/filters/water with other friends 

 
Case study B 

 Male heroin/crack smoker aged 17 

 Lives with parents 

 Has injected a couple of times with older friends. Unsure about injecting hygiene and 
whether all equipment was sterile 

 Has had several casual/short-term sexual relationships with girls 

 Spent 6 months in custody for theft and had sex with two older male prisoners 

 
Case study C 

 Male methamphetamine injector aged 32 

 Uses about once a month while clubbing/partying 

 Shares an apartment with three other men 

 Has had numerous female sexual partners and occasional experiments with 
sadomasochism  

 
Case study D 

 Female aged 14 

 Roma 

 Living some of the time home and some of the time on the streets 

 Has only injected a couple of times  

 The injections were prepared by older boys and ‘made her feel good’ but she is not 
completely sure what they were 

  
Case study E 

 Male aged 43 

 Has travelled across much of Central/East Europe 

 Has had several short-term prison sentences 

 Started injecting methamphetamine (vint) and has also used methcathinone (jeff) and 
home-produced opiates (hanka/cherniya). Now mainly uses benzodiazepines, 
tramadol, heroin and is a heavy alcohol drinker 

 Homeless but sometimes sleeps at friends’ apartments 

 Has no medical insurance 

 
Case study F 

 Male aged 27 

 Grew up in Africa and came claiming asylum but has stayed illegally after his claim was 
rejected  

 Has lived here six years  

 Moves around mainly living in hostels  

 Mostly ‘speedballs’ (injects heron/cocaine together) 
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Handout 5.2 - Testing skills development 

 
HCV testing pre and post-test discussion – Checklist 
 
Pre-test discussion 
 

 1. Confidentiality. How this is maintained. Is the information shared with anyone else? 
Are there situations or particular information that would require confidentiality to be 
breached? 
 

 2. Why do they want to be tested (in their own words)? Understanding why someone 
wants a test can sometimes reveal important information about their understanding of 
risk. 
 

 3. Previous HCV tests? 
 

 4. Injecting and other risk behaviours. Assessing risk behaviours provides an opportunity 
to clarify transmission risks and discuss strategies for risk reduction: 

- Sharing needles/syringes/other injecting equipment 
- frontloading/backloading  
- needle-stick injury 
- accidental mixing of equipment 
- tattooing, piercing  
- sexual risk 
- Sniffing with shared notes 
- Crack pipe sharing 
- other risk factors  

 
 5. Risk behaviours within last 3 months (window period)? 

 
 6. Does testing seem necessary? After evaluating the person’s risk exposure, testing 

may not always be needed. Nevertheless, people will sometimes want and need testing 
for a) peace of mind b) because they are unable or unwilling to talk about all their risk 
exposure 
 

 7. Also consider whether HIV or HBV testing is also needed and the possibility of HAV, 
HBV immunisation 
 

 8. Preparing for a positive result 
- Medical/health implications 
- Available treatment options  
- Potential physical, social and financial impact 
- Who would they tell? 
- What supports do they have? 

 
 9. Whether the result is positive or negative 

- Minimising risks to self and others 
 

 10. Their decision a) test now, b) test later, c) do not test? Only when the information 
and advice is clearly understood and the person’s questions have all been answered, 
are they in a position to decide whether they want to be testing. 
 

 11. Consent. This needs to be obtained and documented in line with local procedures. 
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Handout 5.2 - Testing skills development (Continued) 

Giving a negative result 
 1. Clarify any questions that may have arisen from the pre-test discussion. 

 
 2. With negative RNA results it may be useful to clarify that, unlike hepatitis B, HCV 

antibodies do not mean the person is immune against future infection. 
 

 3. Use the opportunity to reinforce risk reduction messages/strategies. 
 

 4. Plan a repeat test if further risk taking has occurred during window period. Repeat 
testing is advised if the person is believed to have been recently exposed to the virus, 
since HCV antibodies can take up to six months to develop (but usually no more than 3 
months) 

 
 
 
 
Giving a positive result 

 1. Although it is important to respond to any anxiety or distress, reframe things 
positively. Rather than starting the conversation with 'Unfortunately...' or 'I'm sorry to tell 
you....', clearly convey ways in which the diagnosis may be a good thing. It can be an 
important first step towards better management or, where available – treatment.  
 

 2. Some people may view HCV as unimportant because they know several people who 
have HCV and none have yet been affected by liver disease. Without being alarmist, it is 
important to ensure they understand the risks clearly and the improved outcomes with 
earlier treatment.  

 
 3. Do they understand what to do next? It is important to ensure that the person clearly 

understands the result and what to do next. The person may need support to come to 
terms with a positive test result and its potential implications. 

 
 4. Ensure the person understands who/where to ask further immediate questions as 

people are often unable to think of all the questions they have straight away. 
 

 5. Clarify support needs 
a. Family and friends  
b. Local peer support groups (HCV or drug user) 
c. Relevant professionals  
d. Liver/HCV charities 
e. online resources  

 
 6. Interim support role - The person giving the test result should consider providing 

support while the person waits to see a specialist or support service. 
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Handout 7.1 Hepatitis C treatment side effect tips (worksheet) 

 (Adapted from Canadian AIDS Treatment Information Exchange) 
 
 
 
Side effect                   
 

 
What to do  

Fatigue  
 
 
 

Muscle aches, may feel 
like the flu 

 
 
 
 

Headaches  
 
 
 

Nausea, diarrhoea and 
vomiting, or loss of 
appetite, may lead to 
weight loss 

 

Depression and anxiety  
 
 
 

Anaemia and other 
changes in blood counts 

 
 
 
 
 

Hair loss  
 
 
 

Dry and itchy skin  
 
 
 

Dry mouth and ulcers 
sores 
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Handout 7.2 Hepatitis C treatment side effect tips (answer sheet) 

 
(Adapted from Canadian AIDS Treatment Information Exchange) 
 
 
Side effect                   
 

 
What to do  

Fatigue Rest as much as possible. 
Plan injections for days when you can rest. 
Try some mild exercise to improve sleep. 
Maybe related to anaemia and require medical response 
 
 

Muscle aches, may feel 
like the flu 

Low dose paracetamol or ibuprofen can help. Ask healthcare 
professional if pain relievers are suitable. Gentle stretching and 
exercise can help 
 

Headaches Drink plenty of water. 
Pain relievers or other headache medications may help as can 
relaxation therapies. 
 

Nausea, diarrhoea and 
vomiting, or loss of 
appetite, may lead to 
weight loss 

Try bland food (not spicy or greasy), avoid dairy and eat small 
meals frequently through the day. 
Ask healthcare professional about anti-nausea medication. 

Depression and anxiety If you feel depressed, talk to your doctor or healthcare professional 
and get mental health support. 
Antidepressant drugs can help and are generally safe for your liver. 
Regular mild to moderate exercise 
Depression and personality change can be severe enough to 
require dose reduction or in rare cases, treatment cessation. 

Anaemia and other 
changes in blood counts 

Determined by doing blood tests. Anaemia can be treated by 
lowering ribavirin dose or injections of EPO, a red blood cell growth 
factor, which improves anaemia related fatigue. 

Hair loss This is usually temporary and not severe; in the meantime, avoid 
hair chemicals (dyes, colours) and heat (blow dryers and 
straighteners). 

Dry and itchy skin Use moisturizers and drink lots of water. 
 
 

Dry mouth and ulcers 
sores 

Try bland, non-acidic food and food supplements. Maintain good 
dental hygiene.  
Obtain advice from healthcare professional 
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Handout 8.1 – Impact of alcohol and other drugs when living with HCV 
(worksheet)  

 
Substance Reasons for your judgement  
Alcohol  

 
Amphetamines  

 
Cannabis  

 
Cocaine  

 
Heroin  

 
Tobacco  

 
 
Most hazardous 

1. 

2. 

3. 

4. 

5. 

6. 

Least hazardous 

 

Questions/comments 
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Handout 8.2 – Information, advice and support (worksheet) 

 

Process Specific information or emotional needs Key resources 
(see below) 

Dealing with a new diagnosis 

 

 Likely short/long term health consequences 
 Effective treatment exists 
 How to protect self and others 
 Reassurance about exaggerated sense of threat 
 

a) 

Understanding treatment 
choices 

 

  

Negotiating drug use and other 
lifestyle changes  

 

  

Impacts on relationships 

 

 

 
 

 

Advocating for improved 
services 

 

  

Coping with treatment 

 

 

  

Changes to economic 
circumstances 

 

  

Adjusting to disability* 

 

 

  

Coping with terminal illness* 

 

 

  

Other  1 

 

 

  

Other 2 

 

 

  

 
*Disability and terminal illness are far from inevitable but may, nevertheless, occur 
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Handout 8.2 (Continued) 
Possible sources of support (list as many as you can reasonably identify) 
 
Consider: a) local/national/international b) different media e.g. face to face/online c) different roles 
e.g. professional/affected population  
 
Include any relevant supports that exist and indicate whether they are available to the people you 
work with 
 

 Available Unavailable Unsure 

a) Person giving test result    

b)     

c)     

d)     

e)     

f)     

g)     

h)     

i)     

j)     

k)     

l)     

m)     

n)     

o)     

p)     

q)     

r)     

s)     

t)     
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Handout 9.1 - HCV vs. HIV: similarities and differences (worksheet) 

Adapted from iBase Guide to Hepatitis C for people living with HIV 2009 
 

Characteristic HCV HIV 
Type of virus and how 
transmitted 

 
 
 
 

 

Whether sexual 
transmission occurs 

 
 
 
 

 

Risk of mother- to-child 
transmission (MTCT) 

 
 
 
 

 

Risk from     breast milk  
 
 
 

 

Whether lifelong  
 
 
 

 

Risk of reinfection   
 
 
 

How infectious outside the 
body 

 
 
 
 

 

Global prevalence  
 
 
 

 
 

Is treatment always 
needed 

 
 
 
 

 

Speed of progression   
 
 
 

Effective treatment on 
viral load 

 
 
 
 

 
 
 

Duration of treatment  
 
 
 

 
 
 
 

Impact of viral load on 
how fast the disease 
progressed 

 
 
 
 

 

Choice of treatment  
 
 
 

 

Forthcoming research   
 
 
 
 

. 
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Handout 9.2 - HCV vs. HIV: similarities and differences (answer sheet) 

Adapted from iBase Guide to Hepatitis C for people living with HIV 2009 
Characteristic HCV HIV 

Type of virus and how 
transmitted 

Blood-borne; also may be present in semen 
and vaginal fluid 
 
 

Blood-borne; also present in semen, 
vaginal fluid and breast milk 

Whether sexual 
transmission occurs 

Sexual transmission less common, especially 
among heterosexual couples, but does occur 
among HIV- positive gay men 

Sexual transmission common 

Risk of mother- to-
child transmission 
(MTCT) 

Risk of MTCT of HCV is higher if you are HIV-
positive. In the UK, women with coinfection are 
recommended to have an elective c-section to 
lower the risk. 

Risk of mother-to-child transmission 
can be dramatically reduced with use 
of antiretroviral therapy. 

Risk from breast milk Risk of HCV transmission from breast feeding 
is considered very low (Unless mothers 
nipples are cracked or bleeding 

Breast feeding can transmit HIV 

Whether lifelong Not always chronic (Can be  
cleared/cured 
 
 

Yes (at time of printing) 

Risk of reinfection Reinfection with hepatitis C occurs, and being 
reinfected with a different genotype may make 
it more difficult to treat. For example, if 
someone with HCV genotype 2is reinfected 
with HCV genotype 1. 
Clearing the virus with a natural immune 
response or with treatment doesn’t protect you 
from future reinfection. 

Reinfection with HIV happens. In many 
cases it may not have serious 
implications unless the new virus is 
drug resistant (cases of reinfection 
with drug-resistant HIV have been 
reported, but no one is sure how often 
this happens). HIV reinfection is the 
subject of current research 
 

How infectious outside 
the body 

HCV is a tougher virus; can live for days 
outside the human body. 
 
 

HIV is a fragile virus; dies quickly 
when outside of the human body. 

Global prevalence Estimated 170 – 200 million 
 
 

Estimated 34- 36 million 
 
 
 

Is treatment always 
needed 

Treatment is not always necessary. Some 
people clear the virus naturally and some 
people do not symptoms even in chronic 
infection. 

Treatment is not always needed, but it 
is needed by the majority of people at 
some time. Less than 5% people still 
have not needed to start treatment 15 
years after infection. 
 

Speed of progression People can live with HCV for many years (30 
+) without symptoms (Average over 10-15 for 
people with coinfection). 
 
 

People can live with HIV for many 
years without symptoms (Average 5-8 
without treatment). 
 
 
 

Effective treatment on 
viral load 

HCV can be virtually eradicated from the 
bloodstream if treatment is successful. 
 

Levels of HIV in blood can be 
suppressed by treatment. 

Duration of treatment Treatment usually lasts a year or less. 
 
 
 

Treatment can be lifelong. 

Impact of viral load on 
how fast the disease 
progressed 

Viral load is linked to treatment response, but 
not disease severity or progression. 
 
 

Viral load is linked to disease 
progression. 

Choice of treatment Currently standard of care is combination 
therapy with pegylated interferon plus ribavirin, 
two drugs that do not specifically target the 
virus. 

More than 20 drugs available that 
specifically target the virus. 

Forthcoming research  Drugs from new classes and existing classes 
are currently in development. 
 
 

Drugs from new classes and existing 
classes are currently in development. 
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Handout 9.3: Risk of HCV Progression in HIV-positive people 

 (From TAG Guide to hepatitis C for people living with HIV) 
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Hand-out 9.4: Timeline for HIV-positive people on HCV treatment 

(From TAG Guide to hepatitis C for people living with HIV) 
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