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Never doubt that a small group of thoughtful committed citizens
can change the world. Indeed it is the only thing that ever has.
Margaret Mead
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INTRODUCTION AND OVERVIEW OF THE WORKSHOP
WORKSHOP FRAMEWORK AND DIRECTIONS
Workshop context
The Workshop forms part of a larger capacity building initiative
encompassing a series of capacity building workshops, with tasks and skillsbuilding activities to be undertaken by the health care teams in the interim
periods along with on-site clinical and nursing mentoring visits, and with
sponsorships to relevant HIV conferences.
This interplay between workshop-based and hands-on learning has been
developed, implemented and evaluated over a period of years. It is based on
extensive research and literature reviews on how people best learn.
The approach was trialled in 2003-2004 in the faith-based health systems. The
National Catholic Health System (NCHS) and the Nazarene Hospital in
Kudjip, Western Highlands Province, took part in the pilot phase. Seven
teams from around PNG, drawn mainly from health care facilities in areas of
higher HIV incidence, participated.
A series of workshops were held over the period March to June 2004,
including a workshop for the Health Secretaries/Senior Managers of the
National Catholic Health System.
The report on the piloting of the materials and approach is contained in
Caring for People with HIV in PNG: Report on the field testing of the approach and
materials for strengthening the capacity of HIV health care teams (SCHHCT)
November 2004.
After these workshops, the participating teams undertook a series of tasks
that they had identified as critical to their progress. A second workshop to
further strengthen their knowledge and skills (Workshop Two) was also held
in October 2004. This was followed in January 2005 by the first of a series of
clinical mentoring missions.
The impact of the pilot was evaluated in late 2004 using the Most Significant
Change methodology (http://www.mande.co.uk/). Each Workshop is
evaluated using a number of methodologies.
The larger capacity building initiative has continued and expanded since the
pilot with workshops and clinical mentoring visits undertaken within the
National Catholic Health and HIV System, and more recently, the health
systems of the Churches Partnership Programme (CPP): the Anglican Church,
the Baptist Union of PNG, the Catholic Church, the Evangelical Lutheran
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Church, the Salvation Army, the Seventh Day Adventists, and the United
Church of PNG. This manual has evolved as the work has evolved.
Goal and objectives
The goal of the Workshop and of the larger initiative is to contribute towards
ensuring the best possible lifetime care for people living with HIV within the
resources of the health care system and the person’s family and community.
The objectives are to improve the quality of care for people with HIV within
health care facilities and to strengthen comprehensive systems of lifetime HIV
care and support.
Workshop aims
Within this larger capacity building process, the Workshop has a particular
function. It enables health care workers to better understand the larger issues
of the epidemic, which form the context of the care of people with HIV. It
addresses the range of care needs of people living with HIV and then builds
understanding of and skills for the provision of care in health care settings.
Hence, the Workshop aims:









To improve knowledge of and skills for the care and support of people
with HIV, including
o clinical, nursing, counselling and spiritual care and
o supportive systems for adherence, self-care and home care.
To instil a focus on the well-being of patients as people, living within
families and communities
To strengthen team based approaches to HIV care
To create protective and non-discriminatory workplaces for staff, patients
and guardians
To establish supportive policy and managerial environments
To deepen understanding of the HIV epidemic
To ensure an understanding of the ways in which HIV care, treatment and
support contribute to HIV prevention.

Guiding principles and approach of the Workshop
The approach and methodologies of the initiative in general and so of the
Workshop are drawn from the development literature on capacity building
and on the traditions and approaches to training best elaborated in the
Training for Transformation Handbooks1.
Hope, A. and S. Timmel. 1999. Training for Transformation: A Handbook for
Community Workers, Books 1-4. London: Intermediate Technology Publications Ltd,
London.
1
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The principles which guide the work of the initiative and hence of the
Workshop are:










The learning process starts from where people are, their knowledge, skills,
questions, concerns and experience, and builds from there
The gaining of knowledge is a process that occurs over time, rather than a
single event; it essentially involves curiosity, insight, practice, reflection,
questioning, rethinking and more
Effective methodologies for the gaining of knowledge are interactive and
participatory rather than lectures; they are similar to conversations
The Workshop seeks to find ways forward, rather than dwelling too long
on descriptions or problems
A sensitivity to issues of power and especially to forms of
disempowerment, as experienced in gendered relations and in social,
political and other forms of power, as well as a sensitivity to cross-cultural
issues, is central
The involvement of people living with HIV and those close to them as
facilitators grounds the work in the realities of the epidemic
The complexity of the HIV epidemic requires that we work as teams to
address it.

Workshop themes
The goal, objectives and aims of the Workshop guide the content of the
Workshop, the follow-up tasks and the site visits.
In light of this, the themes of the Workshop are:










The nature of the HIV epidemic
Protection in and outside of the workplace
The natural history of HIV infection
Clinical, nursing and counselling care
The involvement of guardians and families in care
Systems of comprehensive care for rape and HIV
The language of HIV care
Team based approaches to care, and
The links between HIV care, support and prevention.

Skills strengthened during the Workshop
The goals, objectives and aims also determine the skills strengthened during
the Workshop. These include:

See also VeneKlasen, L. and Valerie Miller. 2002. A New Weave of Power, People and
Politics: The Action Guide for Advocacy and Citizen Participation. Oklahoma, USA:
World Neighbours.
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Care skills: empathy, active listening, working as a team, record keeping,
time management, setting limits, learning from others, working with people
living with HIV, planning skills, working with management, and others.
Counselling skills: asking questions that catalyse reflection, active listening,
empathy, allowing people to speak their worlds, and others.
Communication skills: speaking up, story telling, active listening,
assembling one’s thoughts, and others.
Team work skills: working together, dealing with difficult issues, conflict
resolution, working across differences, group problem solving, learning
together, and others.

METHODOLOGIES OF THE WORKSHOP
Workshops and the HIV epidemic
A capacity building approach to learning
The principles of a capacity building approach to learning include:







that understanding shifts, changes, deepens and so is not something at
which one arrives in some final way in a discussion/workshop;
the experience of working through an issue with others with differing
perspectives or interests may be more important than the outcome of these
processes of communication;
that people can learn from others but their own active participation in
collective discussion and problem solving is essential for change;
that it is not the role of the facilitator to shape the participants into their
own likeness: it is to support their emergence;
that a workshop forms part of ongoing processes of change and is rarely
an end in itself.
Workshops and the search for truth, conclusions and solutions

There is a human tendency for participants to expect to receive “the truth”,
that is, to be given solutions, to reach conclusions, to receive reports. This
should be continually resisted by the facilitators.
The approach of the Workshop is to build the capacity of participants to
themselves come to a deeper understanding of the epidemic or behave in
different ways. It is not an occasion in which, like Moses’ encounter with
God, so the story goes, tablets are handed over.
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Thus:
 Answers are given to factual questions or people told where they can find
answers. Factual questions like the following can be answered: What
does the virus look like? Won’t I get infected if I take care of someone who
is infected? But not many questions about the HIV epidemic are factual.
 Other questions may be left open for further reflection and discussion,
rather that resolved.
There is a need to continually stress that there are few final solutions or
conclusions with the HIV epidemic. We are engaged collectively in processes
of learning and change, engaged on a journey of understanding and of
learning how to act. We are strengthening our own capacities so that we can
learn how to live safely and supportively within this epidemic.
The culture of workshops
Accepted workshop conventions encourage a culture of workshops as a
source of truth, solutions and per diems, ends in themselves rather than
points in processes. This culture is not reflective. Workshops are seen as a
way of “getting away”, with access to spending money and the opportunities
that new environments present. Workshops can be associated with
consumption of alcohol and sexual behaviours that fuel HIV transmission.
This accepted culture will shape the expectations of the participants at this
Workshop. It is important to explain its different approach.

Strengthening mutual respect and trust
Introductions
The introductory session is important. It should set the tone of the Workshop,
reflect its values and approach, and so contribute to the building of trust and
openness. One of the facilitators facilitates the session; everyone else
participates.
Methodologies may be used which:





quickly establish inclusive and respectful practices, facilitating interaction
amongst all present,
present a range of ways for people to come to know each other which
reflect and validate the diversity of their life experiences,
respect people’s individual preferences about how they wish to be
addressed,
continue until each participant can address each other by his or her
preferred mode of address.
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Introductory exercises which allow relations of status, privilege and power to
be established in the group, including trainer-participant differentiation, will
work against the effectiveness of the approach.
Exercises which are based on one person telling another person’s story deny
that person voice, strip them of their ability to speak their own world, and
may reflect, in the choice of what gets told, the interests or perspective of the
teller. The power to name reality, to describe and categorise the world, needs
to be retained, or regained, by each person.
Workshop principles and ground rules
An ethics of shared confidentiality, of respect for stories, needs to be
established at the beginning of the workshop. Participants are asked to
honour the confidentiality of all that happens and is spoken about in the
workshop, unless explicit permission is sought and/or given to speak about
something outside of the workshop.
It is important to develop ethical principles for HIV care and for disclosing
one’s HIV status as a strategy for social transformation.
Working bilingually
Self confidence and participation are often constrained by a lack of facility in
the language of the workshop. It is important to work in languages in which
the participants feel comfortable. It is also important to work in languages
that the resource people can follow. A balance needs to be achieved.
Where there are external resource people, the national resource people need
to be bilingual. This allows the resource people to work in English and the
others to work in local languages whenever the participants feel the need to
express themselves in this way. In such circumstances, resource people may
request the participants to speak in English wherever possible, as a mark of
respect.
Resource people need to be skilled in picking up non-verbal modes of
communication. If a language other than their own is being spoken, resource
people cannot expect others to translate for them. A summary of critical
points can be given afterwards or during the daily debriefing sessions.
In small group work, discussion can take place in a local language but the
group could be asked that their discussions be recorded in English. This
would allow all resource people to follow the work and comment on it.
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Behaviour of the facilitators
Trust and respect only arise where the attitudes and actions of those involved
create them. This includes behaviour during the Workshop and out of the
Workshop. The behaviour of the facilitators should be such as to merit
respect and trust.
Grounding the discussion in the realities of people’s lives
Introspection
A period of silent introspection at the beginning of discussion of a particular
question or issue helps each person to become more aware of their own
perspective on the issue and to draw on their own relevant experience.
Participants may make notes during the period of introspection.
A period of introspection minimises the possibility of people merely
repeating what others have told them, or saying what they think is expected
of them or that others want them to say. It grounds the work in the lived and
complex realities of each participant. The more diverse and representative of
the community the group is, the more the various perspectives and lives
which form the social fabric of the community will become visible through
these processes.
Participants are encouraged to draw on their affective as well as their
cognitive understanding or experiences in the process of introspection: their
feelings as well as their thoughts, their intuitions as well as their observations.
These individual perspectives are to be contributed to the analysis.
Introspection strengthens self knowledge and makes personal change and
engagement possible.
Active listening
The different perspectives of those in the group are valued when other group
members actively listen to them a respectful manner. In group work,
participants are asked to actively listen for differences and well as for
commonalities with their own perspective, and to note them down if they
wish.
Active listening means that listeners/participants do not interrupt nor pose
questions nor distract attention by their body language. These are ways of
changing emphasis, or content, or of devaluing another’s perspective.
Active listening leads to an acceptance of difference as important in
understanding. It is a process of validation of the importance of seeking to
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understand the perspectives of others and enhances a sense of respectful
inclusion of all those present.
Contributing from different perspectives
Once time is spent on introspection, the facilitator asks people to contribute
from their perspective to the question or issue under discussion.
Each person is encouraged to contribute, even if they think that others have
said the same or similar things. It is explained that each person has their own
way of speaking and explaining and that it is important for others to hear
their words, their particular way of stating their perspective or experiences.
A person’s contribution can be brief, contributing just one insight or piece of
information, rather than all their thoughts. In this way, respect is shown for
the contributions of the other members in the group. Other group members
actively listen to each contribution, listening for differences as well as
similarities to their own perspective.
Gaining a richer understanding
The facilitator then invites the group to discuss the issue, stressing the need to
take into account the differences in people’s contributions as well as their
similarities.
A thicker or richer understanding is reached as the group clarifies and
discusses the range of perspectives contributed. This collective
understanding transcends the perspective or experiences of any one
participant. Glimpses are given of the life histories, beliefs and interests of the
group members and of the impact of social practices, social values and norms
and of the exercise of power on others.
A more critical consciousness is achieved of the web of social relations which
create or constrain the possibilities of people’s lives.
Where differences continue to exist after discussion, the facilitator should
acknowledge this. Some differences are irreducible. Wherever possible, the
facilitator builds towards consensus, identifying key elements, simplifying
complexity and recreating it. The process builds skills at reaching a common
understanding of collective problems or challenges
Time, richness and respect for others
The time allotted for the process of introspection lessens with familiarity with
the technique. It is determined by the overall amount of time to be spent on
the processes of understanding and analysis and by the number of
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participants in each group.

If too much time is allotted to introspection, people may have much to
contribute and it may be difficult to keep to the scheduled time. A balance is
struck in the session design between the time for the silent introspection and
the time for discussion.
The more diverse the group, the more different perspectives there will be in
the group. This can lead to a richness in the understanding of an issue. The
larger the group, the more time will be needed for the process. Group
formation needs to balance these two considerations: groups should be large
enough to capture diversity and small enough for the process to be completed
in the time.
When contributing, participants are asked to be conscious of the time allotted
to the sharing of the insights of the introspection. The time limits for each
person, although to a certain extent flexible, need to be honoured by each
person.
A person has spoken at too great a length if people are listening less actively
to them. Speaking at length is an exercise in either thoughtlessness or power
over the others. Facilitators need to draw this to the attention of the
participants as it is a form of attentiveness required in facilitation,
conversations and counselling.
Processes of analysing and building critical consciousness
Diversity of perspectives
Each person brings to a situation the experiences, beliefs, meanings,
associations that arise within their particular life history. Perspectives are
the way people understand their social relations and life histories. They are a
consequence of social location and so are shaped by gender, class, ethnicity,
relative wealth, culture, age, religion and similar structural determinants.
The perspective of a woman will be different from that of a man just because
their life histories are different. The perspective of an older person will differ
from that of a younger person, that of the destitute from that of the wealthy.
Perspectives carry situated knowledge and, especially in the case of those less
centrally located or privileged, a sensitivity to how societies work.
As a consequence, people bring different perspectives on an issue to a
discussion and may leave with different understandings of what occurred.
Interactive processes that are based on inclusion, active listening and the
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creating of spaces within which people can describe their worlds in their own
words enable these different perspectives to be contributed and understood.
Questions that catalyse reflection and contributions
Questions are a way of recognising differences, differing perspectives arising
out of differing life experiences, knowledge and beliefs. Asking people
questions is a mark of respect since it recognises that each person has stories
to tell and contributions to make. The neglect of this often creates feelings of
not having been heard, valued or included.
Questions that elicit information that the questioner wants to know controls
what get said. They do not create spaces for people to state their own
perspective on an issue, to say what they know in their own way, or tell their
own stories.
Questions that catalyse reflection and contributions create thicker
understandings and are essential if a true consensus is to be reached.
Answers to questions are gifts. Actively listening to answers provides public
recognition that the person has contributions to make and provides a moral
basis for the act of questioning. When questions are asked out of curiosity,
asking such questions can be intrusive and lacking in respect for the person.
Understanding richly
These processes give rise to thick, rather than thin, descriptions of an issue or
a situation. The different perspectives ground understanding in the complex
realities of people’s lives, their emotions, aspirations, pasts, ambitions,
responsibilities, beliefs, values, needs and resources. A thick description or
understanding:
... does more than record what a person is doing. It goes beyond mere
fact and surface appearances. It presents detail, context, emotion, and
the webs of social relationships that join persons to one another. Thick
description evokes emotionality and self-feelings. It inserts history into
experience. It establishes the significance of an experience, or the
sequence of events, for the persons or persons in question. In thick
description, the voices, feelings, actions, and meanings of interacting
individuals are heard. (Denzin 1983)
The listener needs to pay attention not only to people’s lived realities but also
to the larger structures of relations into which those lives are embedded
which link individuals and communities into markets, systems,
administrations, public life, institutional religion and kin.
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Reaching a critical consciousness
In such ways, people can come to understand more fully and clearly who and
what they are, how they would prefer to be located with respect to others and
how they can more wisely build the future.
Through these processes of introspection, reflection, analysis and
understanding a critical consciousness is reached and changes of attitudes,
values and practice become possible.

Methods for building on people’s knowledge
Brainstorming
Brainstorming allows people to contribute in an unstructured way. The rules
of a brainstorming are that each person’s contribution is recorded.
Contributions cannot be questioned or challenged by another participant.
The facilitator may clarify something to ensure that its meaning is clear.
Different participants may contribute contradictory or opposing things. All
are recorded.
This technique is often used when the facilitator wishes to draw things out
quickly and plans to discuss and organise them later.
A brainstorming can begin with a period of introspection.
Mediated brainstorming
This allows and encourages all people to participate but instead of writing all
contributions straight up on the board, the facilitator might ask someone to
explain or give examples or ask if a different wording might be put on the
board.
For example, if someone contributes “stigma” in the brainstorming on the
care and support needs of people living with HIV, the facilitator might
suggest that the word “acceptance” is placed on the board as it expresses a
positive thought.
In this case, unlike in the case of a brainstorming, the facilitator discusses and
organises people’s contributions before writing them on the board. However,
as in a brainstorming exercise, contributions cannot be questioned or
challenged by another participant.
Sessions using this methodology can begin with a period of introspection.
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Small group discussion
Small group work is the core methodology of the Workshop. It is a way of
encouraging and ensuring inclusion and participation and of enabling people
to interact with each other. It allows more time for the discussion of people’s
contributions than would be possible in larger groups. It makes possible the
reaching of richer understandings, and the gaining of consensus or the
clarification of difference.
Small group discussion creates a sense of privacy within which people are
more at ease to contribute. They feel more able to participate even where they
may not know others well. It helps build group capital.
Small group work begins with a period of introspection.
Interactive presentations
If necessary, short presentations of key concepts or materials may be made,
for example, on the implications for health care workers of the HIV/AIDS
Management and Protection Act (HAMP).
Every effort should be made to make these presentations as interactive as
possible. Questions can be posed seeking discussion, requesting
reformulation in their own words, asking for them to further develop the idea
or to give examples from their lives, etc. Thus, for example, where charts or
tables have been prepared, they can be handed out and, rather than
presenting the material, the facilitators can lead an interactive discussion on
the content.
Introspection may not be used in sessions where the topic does not draw on
people’s experiences or knowledge but rather is introducing new information.
The role of the facilitator in these methodologies
The role of the facilitator is increasingly critical through these types of
exercises. In a brainstorming, they are scribes of whatever is contributed,
writing what is said on the paper. In a mediated brainstorming, they mediate,
that is, open up for discussion and amendment, what is contributed before
writing it on the paper.
In small group work, their role is sometimes to encourage group members to
speak, sometimes, more actively, it is to pace the group through a series of
discussions.
In interactive presentations, they are actively drawing people down a learning
pathway which is usually new to them.

19

Learning and remembering
Research shows that interactive discussion, reflection on and the immediate
use of the materials, as well as practice by doing, are effective in assisting
learning and remembering.
The workshops include a number of techniques for learning effectively and
retaining the content. These include the Question Wall, the Daily Journal, the
Reflection sessions at the beginning of each day, self-administered
questionnaires, and action plans.
Question Wall and Discussion of your Questions session
Participants are encouraged to write their questions on cards or pieces of
paper and place them on the Question Wall. These questions, along with the
myths, misconceptions and knowledge gaps that the facilitators observe, are
discussed in the Discussing your Questions sessions.
Daily Journal
A Daily Journal is handed out at the start of each day and participants are
encouraged to keep a record of their comments on the session, its applicability
in their own work and thoughts on improving it.
These sheets are not collected by the facilitators. They, together with the
programme, form a record of the person’s participation and observations.
The Journal acts as an aide memoire during the Reflection sessions each day
and later. They are also used for the feedback to the facilitators on the
content, approach or development of sessions.
Reflection session
The first half hour of each day is a period of reflection. Participants are asked
to have a copy of the previous day’s Programme and their own Daily Journal
of that day.
Participants are asked to think back over the work of the previous day,
remembering work done, insights gained, stories that sprang to their minds,
etc. Then they are invited to reflect aloud, should they so wish. Whoever
wants to speak speaks.
Unlike other sessions, this is not a discussion period nor a time when answers
are given to questions asked. It is not meant to be interactive. The aim is to
create a quiet space in which people are able to reflect back on the work.
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Self-administered questionnaires
Questionnaires are used as a means of self assessment for the participants.
They are not an assessment tool for the facilitators. They enable participants
to map out their strengths and limitations in terms of their knowledge of facts
about the epidemic. Only the participant sees his or her answers. Each
questionnaire has an Information Sheet which provides some information
relevant to the question and its answer. Once the participant has mapped out
their own knowledge base they are in a stronger position to ask questions and
seek to gain more knowledge.
Action plans
Participants will draw up action plans in a number of areas, sometimes
privately, sometimes in group work. They provide guides to future action on
returning back from the workshop. They can be continually amended and
strengthened during the Workshop and afterwards.
Translation of key concepts
Where a workshop is held in English, it is important to ensure that the key
concepts and learnings of the workshop are able to be adequately expressed
in local languages.
One way of doing this is by providing the participants with pieces of paper or
cards and asking each of them to write down how they would say a phrase in
their local language. One example might be how they talk about HIV
infection or the HIV virus in their local language. Their responses are
collected, sorted by language group and placed on the wall.
A discussion then ensues to try to find agreement on a good phraseology in
the language. This is particularly important where some ways of talking are
problematic, as for example, the use of the phrase ‘sic AIDS’ in pidgin.
Agreement can be reached to using particular terminology during the
workshop and afterwards.
Learning and the visual
The visual is an important source of learning. The Workshop materials
carefully describe layouts for exercises in order to respect this. It is important
that these be followed as there is usually a reason for this, sometimes a
pedagogic reason, sometimes an ethical reason.
For example, in the brainstorming on the Language of Care, detailed
descriptions are given of how to lay out the sheets of paper (two), how to
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write the phrases contributed on the paper, where and how to place the stick
figure, what colour markers to use for the various parts of the exercise and
where to write up the healing language of care.
It is important that these descriptions are followed for the following reasons:






two sheets are required to have enough space to complete the exercise
with some visual impact
the visual impact of placing the person in the midst of the ways people
have of talking about the epidemic
the importance of reinforcing positive ways of speaking and not
reinforcing (through highlighting them) negative and harmful ways of
speaking e.g. do not tick the negative ways of talking as a tick is usually a
sign of approval
The visual impact of placing the positive language near to the person.

Similarly, in preparing the charts for Reading the Body, the line showing the
increasing dysfunctionality of the immune system should not reach the time
line at the bottom. Those living with HIV in the group might see this as
closure, as death in the making, as the visual presentation of their own death.
To prepare the chart like this is to deny hope.
Small group work
Forming groups
Many of the sessions use small group work. These are groups preferably of
only 6 to 7 persons. The optimal size for a workshop of this kind is about 25
participants, which means four to five small groups.
The way the small group is formed will depend on the session. Sometimes, it
is important to develop skills in a team or network, or for them to develop
plans together for their future work. In these cases, groups will be facility
based or geographically based.
Sometimes, it is important to build trust in the group as a whole or to develop
skills at working across difference. In these cases, the groups may be formed
by counting: one, two, three, four, one, two, …. Other techniques for the
formation of mixed groups include by the month of their birth, by the first
letter of the surname, by preferences for colours or food, etc. They should be
roughly equal in size. Once the mixed groups are formed, they usually
remain together throughout the day.
In forming mixed groups throughout the workshop, try to ensure that people
get a chance to work with most of the other participants. Facilitators also try
to work with as many of the participants as possible in the small groups.
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The importance of small group work means that the minimum number of
facilitators required is a factor of the number of participants, that is, there
needs to be a facilitator for each small group.
Managing groups
Beginning with a period of introspection allows people to think through an
issue and organise their thoughts. This allows people who think more slowly
to be in a position to contribute to the discussion. It also helps ground the
discussion in the people’s lived experiences. Without this, the articulate and
the quick thinkers are favoured and will tend to dominate discussions.
It also helps the facilitator manage the group. After the period of
introspection, the facilitator can invite people who have been quiet to
participate. This leads to greater participation and to a greater diversity of
perspectives being gained.
Drawing everyone into the discussion
In the more structured settings of a workshop, various techniques can be used
to ensure that all participants, including the less literate and the culturally
silenced, have the opportunity, the self-confidence and skills to contribute
their perspective, experience or knowledge and to learn from others.
Small group work is an important way of ensuring that people participate.
Often people feel more comfortable and less intimidated in a small group.
Working in small groups enables people to participate more actively.
Within a small or large group, there are some ways of drawing people into
the discussion. The facilitator can smile at or encourage all to participate or
ask questions of the quieter people.
Other techniques include:


setting a rule that only a person holding something, for example, a marker
pen, can speak and that others must wait until they are given the object to
talk, or



giving people five stones or shells when they come in and ask them to put
one stone in the centre of the table or group each time they talk. Once a
person has no more stones, they cannot speak again until each other
person has used their stones or else said that they have said all that they
want to say. Then each person takes five stones again and the process
continues.
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Differing and reaching consensus
The process of reaching consensus is often time consuming and difficult. It
requires skilled facilitation. It is important to give everyone a chance to speak
and be heard. Otherwise they may feel silenced and withdraw, holding their
reservations or point of view to themselves. It is important to encourage
active listening in the group, the more so where there are significant
differences of opinions.
Encourage analysis of what was said and the issues raised as people may be
persuaded to change their views in light of what they hear. Skill may be
needed to ensure that the discussion keeps going. It takes time for a
consensus to emerge.
Where consensus cannot be reached, an issue may be put to the vote.
However, it is often the powerful or the determined who demand a vote.
Voting does not usually lead to a sense of ownership of the outcome.
Where consensus cannot be reached and a vote would be inappropriate, the
best outcome may be acceptance of difference and an agreement to disagree.
This should not be perceived as failure.
Presentation of group work
The procedures for the reporting back of group work form part of the ongoing
processes of transformation of understanding and behaviour. Thus, various
methods are used for the reporting back of work.
Group work without reporting back: Small groups may not always report
back. Sometimes skills building and participation are more important than
the outcomes of the group work;
Gallery presentation: One method of presentation of group work in the
Workshop is that of a Gallery Presentation. In this, the summary of the
discussion is hung on the walls, creating a Gallery. The participants walk
around and read the work of groups other than their own. Questions for
clarification may be asked. Sometimes this is all that is required.
Gallery presentation and discussion: Here, participants are asked to walk
around and read the work of the other groups. Then the facilitator draws out
comments or question from the participants and highlights important points.
The facilitator’s role is to link the points made to the objectives of the session
and to summarise the discussion.
Guided walking tour: Sometimes, the facilitators, having read and reflected
on the group work, will give a Guided Walking Tour of the presentations,
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that is, they will move from one to another, drawing the attention of the
participants to points of interest or of difference, etc., and opening up
discussion on key issues. The skill for the facilitator in these presentations lies
in keeping within the allocated time. The temptation is to summarise or to
elaborate at length.
Single group presentation: Another alternative is for the facilitators to invite
just one group, preferably carefully chosen, to make a presentation of their
work and invite other groups to ask questions or to add to it from their own
group work, rather than to make separate presentations. This is a skill that
often needs to be instilled. The tendency is for groups to present their work
rather than to follow the presentation of another group and to draw out of
their own work only that which complements or puts in question the work of
the group that has presented.
Each group presenting its work: This is not done in the Workshop. It takes a
great deal of time and the summaries presented rarely adequately represent
the work of the group. Summarising group work is a skill. Other methods
are used, depending on the pedagogic aim of the session.
Summarising group work: There is a skill in the summarisation and
presentation of group work. Participants need to have skills in the creation of
thick descriptions and then the drawing out of their key elements, both
cognitive and affective, and then the re-creation of complexity from these key
elements.
These are the skills and sequences needed for the presentation of group work.
The butchers’ paper or other means of presenting should contain the key
elements of the discussion, rather than a summary. The presentation can be
interpretative, that is, can re-create the thickness of the discussion using the
key elements as aide-memoires.
Conclusion
The practices and methodologies of the response to the HIV epidemic should
mirror the approach: methodologies or practices which disempower or
exclude are out of place in a capacity building approach.
The methodologies of this practice of social transformation provide a
framework for those concerned to consider the ways in which their lives and
values are interconnected with the spread and the impact of the epidemic.
They build social capital, increase people’s sense of agency and autonomy,
and strengthen and diversify their skills and capacities.
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ORGANISATIONAL ASPECTS OF A WORKSHOP
Involving the appropriate people
The team of facilitators
Since the methodologies used require the facilitators/resource persons to lead
people to a greater understanding of the HIV epidemic and of caring for
people with HIV, all members of the team should be knowledgeable about the
HIV epidemic. All members need HIV expertise but they will not work as
HIV experts.
The number of facilitators is determined by the number of participants. Since
much of the work is done in groups, there should be one facilitator for six to
seven participants.
The training team should be trained in the methodologies of the Workshop.
All members should have experience in group facilitation. The skills
required include:
 An ability to listen actively to others, to listen people into speech
 An ability to use their knowledge to ask questions; it is difficult to avoid
just telling people
 Curiosity and openness to others, particularly those with different
opinions or experience
 Preparedness to work long hours and to follow the methodology of the
Workshop.
At least one member of the team should have extensive experience in the
clinical care of people living with HIV (in pre-ART times) and a number need
to have a thorough knowledge of HIV infection control procedures.
Preferably some members will have some experience with caring for people
with HIV either at home or in a health care facility.
At least one member should be a person who knows that they are HIV
infected/affected and who has experience with group facilitation.
The involvement of people living with HIV as facilitators
The experience of living with the HIV epidemic brings with it knowledge that
is critically important in understanding how to care for people with HIV. It is
the point of view of the person experiencing the needs arising from being
infected, of the patient, of the person suffering humiliation, rejection,
discrimination, of the persons living with the knowledge of being infected
and its consequences day to day. Sometimes it is the knowledge and
experience of the spouse or the child of a person infected. They too live
within the epidemic.
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The expertise of people who live with HIV can enrich the training whether or
not they disclose their HIV status or story. Living with the epidemic affects
every part of a person’s life. A person living within the epidemic has many
stories to tell, a great familiarity with the epidemic. This is the expertise that
they bring to the training. The story that is not relevant is how they become
infected. It is a question that should not be asked and should not be
answered if asked.
The methodology of this Workshop does not require facilitators with HIV
to disclose their status, only to contribute what they have lived and learnt in
ways in which they will help others to understand better.
The decision whether or not to talk about their own experiences is made by
the person. They may decide that they do not want to talk about themselves,
that they do not have the strength or that it is not a good time. They may go
through the whole Workshop, facilitating from their knowledge and
experience, but without talking about themselves as someone infected.
The facilitator with HIV is asked to make their decision to disclose on
pedagogic grounds, that is, if they judge it would help people better
understand the material and they are comfortable to do so. Once they have
talked about themselves as a person with HIV, the person is asked to let the
other facilitators know so that they too can use this information to help people
better understand.
In this way, disclosure, if it occurs, is integrated into the training process in
such a way that people learn from it.
The approach applies also to participants living with HIV. At the start of the
Workshop it should be made clear that they are there as participants, to
contribute and learn. Whether or not they talk about themselves as infected
or affected is their own decision.
The Workshop should be a sanctuary in which they can be themselves. Being
HIV infected or affected is only a part of who people are, of their lives. As
participants, they are there to learn about caring for people with HIV.
The team/network of health care workers
Each participating health care facility should draw up a team composed of a
range of workers that will be involved in the care of people with HIV. The
team could include:



clinicians
nursing staff, including nurse counsellors, midwives and community
health workers
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laboratory technicians
social workers, counsellors and/or pastors
home-care teams and/or HIV service organisations
pharmacy staff, and
management.

Clinical and nursing staff should be drawn from the range of areas that will
deal with people with HIV: medical ward, TB, reproductive health, sexual
health, and paediatrics, and could include areas such as outpatients or
surgery. It is valuable if the Matron or another member of the senior
management team can attend.
Where training is of healthcare workers from small facilities, the notion of a
team is like that of a network. Health care workers working close to each
other can form a network for consultation and support.
Criteria for selection for participation in the training include:




An interest in learning how to care for people with HIV
The skills needed for learning: listening to others, good self knowledge,
and a preparedness to learn from others
Supportive senior management.

Wherever possible, the senior management of the health system and of the
participating health care facilities should be trained, either in a dedicated
workshop or included in the health care worker training.
Where health care workers are selected from small health care facilities and so
are not participating as a member of a facility team, it is important to form
teams or networks of health care workers from the same geographic area.
The aim is to create a supportive network that can be called upon when
questions arise in the care of people with HIV and which can provide support
and care for the carers.

Preparing for a workshop
The role of the facilitator
The methodologies of the Workshop place heavy demands on the facilitator.
The principles of the Workshop (see above) determine the role of the
facilitator.
The principles state that the learning process should start from where people
are and build from there. This means that the primary role of the facilitator is
to draw out people’s knowledge and points of view and to lead participants
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forward from there. Learning is understood as an oral and interactive
tradition.
The role of the facilitator is that of the strategic questioner (see Methodologies
section) rather than the expert. This has implications for where the facilitators
sit in the room. They should scatter themselves among the participants and
preferably change around the room each day. The session facilitator can lead
the session from anywhere in the room, although they should seek
somewhere where they can maximise the number of participants that they can
see.
The facilitator has to be skilled at the process of drawing people out. The
culture of learning is strong. The temptation to answer a question or
contribute from one’s own knowledge base needs to be resisted. The
methodology limits the telling and maximises interactive processes. It starts
from broader questions: “How can …” or “What do you think about … “.
These create the space for people to describe things in their own words, to
“speak their worlds”. Specific or narrow questioning controls what gets said.
Facilitators should encourage the participants to work in languages of
comfort. However, they should also ask them to respect the language skills of
others and to contribute in languages understood by all whenever possible.
It is critical that facilitators respect the ways in which people talk about their
lives and contribute their knowledge. They should incorporate the
participants’ words, their way of “speaking their world”, into the learning
process.
Since it is a principle of the Workshop to answer questions and follow
concerns and interests, the programme can only be indicative. It may need to
change as interests emerge and questions continue.
The principles place importance on respecting the ways in which people talk
about their lives and contribute their knowledge, their way of “speaking their
world”. Hence it is important for the facilitators to remember and use the
participants’ way of saying things.
Facilitators need to acknowledge that all are learning together: facilitators
facilitate, reflect and learn; participants contribute, reflect, learn and teach.
Since the pace of learning may differ among the participants, it is important
not only to vary the methodologies, but also to constantly check if all are
following and participating.
Sources of knowledge and expertise in the group need to be validated. Rather
than answering a question, the facilitator can pose another question: “Who
can answer that?” This enables the diversification of sources of expertise.
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Only when the interactive processes have reached their end does the
facilitator contribute from her or his own knowledge. This may be in the form
of an illustrative story or anecdote or else in factual form. Other than that, the
knowledge and expertise of the facilitator is reflected in the questions that are
asked to draw others out and to stimulate processes of deeper understanding
and analysis.
Since the methodology is interactive, the awareness of time passing can slip
away. Yet the flow of the Workshop requires movement through its various
components. Facilitators need to have a watch or clock against which to pace
themselves.
The facilitators themselves must work as a team, modelling what is taught by
supporting each other when someone falters or asks for help. As a team, they
can work as one, appreciating rather than resenting support. The facilitation
can be like a dance with people moving in and out of the lead.
Sheets for recording issues
In preparation for the Workshop, four blank sheets of paper should be
prepared headed: Policy Issues, Management Issues, Record Keeping and
Skills strengthened. These should then be placed around the walls.
During the Workshop, as policy and managerial issues are identified, they are
to be placed on the appropriate sheet. As areas in which it is critical that
records be adequately kept are identified, these too are written up on the
sheet.
Thus, for example, when participants identify the need for continuity of
supplies or for containers for the disposal of sharps, these get written on the
Management Issues sheet. The recording of needle stick injuries would be
written on the Record Keeping sheet.
On the Policy Issues sheet would be written the need for a policy about the
recording of needle stick injuries and the taking of blood at the time of the
incident.
These issues should be drawn to the attention of the organisers of the
workshop as issues that need to be addressed by the health system in order to
make the training effective.
As new skills are taught, they are written on the Skills sheet. In this way,
participants become conscious of the skills building which is often implicit in
sessions.
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Allocation of tasks
At the beginning of the Workshop, tasks to be carried out throughout the
Workshop are allocated to team members. Each of the following tasks should
be assigned to a team member:














ensuring that all preparations have been made for each session (charts
prepared, markers available, etc.)
ensuring that the room is properly set out (and clean)
testing and managing the video equipment
preparing the list of participants
organising photocopying/documents
ensuring groups are formed for group work
watching the Question Wall
collecting feedback forms
writing up the list of skills as they are addressed in the programme
listing the policy and management issues that are identified,
listing areas in which records should be kept
analysing the feedback forms and
preparing the Workshop report.

If someone gets behind on their tasks, other team members, noticing this,
could offer their help.
Logistical matters
Equipment and supplies: The interactive nature of the methodologies of the
Workshop simplifies the technological requirements. The only equipment
and supplies needed are:







Paper and marker pens, maybe a blackboard and chalk
Blue tack, sticky tape or pins for hanging paper on the walls
Cards for sticking on the walls
The envelopes and cards needed for the Wildfire exercise.
A video/DVD machine for the evenings
Name tags.

Classroom size and layout: Be conscious of the space in which the workshop
occurs: neat and clean, natural light, chairs placed so that people can see and
talk with each other, no head table, etc.
This is important in interactive work. Lines of chairs facing the front inhibit
interaction and create an “expert” out of the facilitator. There should be space
for a square or a scattering of desks so that each participant can see as many
of participants as possible.
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It is important that there is natural light in the rooms. Wherever possible,
curtains/blinds should be open. This helps people to stay in touch with the
world around them and to remain alert.
The participants are continually working in small groups, preferable of only 6
to 7 persons. This means that there needs to be enough space for the small
groups to talk and work without interfering with the ability of other groups to
work. The optimal size for a workshop of this kind is about 25 participants,
which means there should be adequate space for four small groups.
Number of facilitators: The importance of small group work means that the
minimum number of facilitators required is equal to the number of small
groups.
Group formation: Once the small groups are formed, they usually remain
together throughout the day. Groups may be formed by counting: one, two,
three, four, one, … , or by birthdays or preferences for colours, etc. They
should be roughly equal in size. (See previous section on Small group work:
Forming groups).
For some sessions, groups are facility based, that is, all participants from a
particular health facility are in the same group, or geographically based, that
is, people who work in a particular area are in the same group.
In forming groups throughout the Workshop, try to ensure that people get a
chance to work with most of the other participants. Facilitators need to rotate
around the groups so as to ensure that they work with as many of the
participants as possible in the small groups.
Preparing for each session
To prepare for each session that they are facilitating, facilitators should:








Read the session notes carefully.
Write down the sequence of the exercise, either from memory or from the
notes.
Check the time allocated for each component and make sure that you have
a watch or clock with you.
In your head, practice the exercise, go through the sequence.
Practice asking the questions or talking about the topic and find ways of
saying things that you think people will understand.
Ask yourself the question: if I had just heard this, what questions would I
have? Consider how you would answer such questions.
Check the objectives of the session again before beginning since there are
often different ways of achieving objectives and the discussion could take
the work in various directions.
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Check that preparation required and ensure that everything is ready:
supplies, sheets prepared, etc.

In preparation for the sessions, facilitators might imagine the process of the
session. In your head, go through the exercise, step by step, imaging possible
outcomes and how to handle them.
Where a team member is acting inadequately or inappropriately, for example,
by not preparing for sessions, this will need to be raised at team meetings
and/or in quiet discussion with the person.
Tips for facilitating
















Gently draw people out.
Smile warmly.
Try and make eye contact with all participants so everyone feels included
in the discussion.
Be attentive to what people are saying and what they are doing, their nonverbal behaviour.
Rather than thinking about your next question or what you are going to
say next, follow the discussion and listen carefully to what is being said.
Create an environment where people are comfortable and feel that they
are listened to and respected as this encourages them to contribute.
Do not rush people.
Do not talk too much as this discourages them from participating.
Encourage people to say things in their own way, using their own
words/language.
Try to resist moderating the discussion. Participants may seek your
permission to speak; encourage them to speak with each other.
Make sure people respect each other, do not move about, do not interrupt
or take over other people’s words. This discourages people from
continuing to contribute.
Set up the room so that people can see each other and no-one, including
the facilitators, is “at the head of the room”.
Work as a team, helping each other to run the session successfully.
Enjoy the process.

Reference materials for the Workshop
Copies of the following documents should be available at each workshop in
sufficient numbers for a copy to be provided for each participant:
PNG National Department of Health. 2007. Guidelines for HIV Care and
Treatment in Papua New Guinea.
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PNG National AIDS Council Secretariat. 2004. HIV/AIDS Management and
Prevention Act – A User’s Guide.
If at all possible, copies of the WHO HIV Clinical Staging Guidelines
(www.who.int/hiv/pub/guidelines/clinicalstaging) should also be available.
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WORKSHOP OVERVIEW AND PROGRAMME
Overview of the Workshop
The Workshop begins with an exploration of the fear that many health care
workers and family members feel when caring for people with HIV. Fear of
infection is a human response and, if not addressed, can lead to the
withdrawal of care. Such fears undermine efforts to strengthen the capacity
for HIV care. The Workshop seeks to ensure that participants understand
how they can protect themselves from infection when looking after people
with HIV both in the workplace and in the home. It acknowledges that fear
may be a reasonable response but one which can be understood and
managed.
An important aim of Day One is to allow the facilitators and the participants
to gauge the HIV related knowledge, understanding and attitudes of the
group. This emphasis throughout the Workshop is on answering people’s
questions, on starting from what they want to know. Day One establishes the
approach and the interactive and participative methodologies of the
Workshop, and establishes a relationship of comfort and trust amongst
participants and facilitators.
Day One introduces the notion of comprehensive and lifelong HIV care. The
care and support needs of positive people are identified, humanising the
approach to care and preventing participants falling into an over-medicalised
or epidemiological view of the HIV epidemic. HIV requires the focus of care
to be on the person rather than on the presenting condition.
The care and support needs of someone with HIV are extensive. They last
throughout the person’s life and differ from person to person. This requires
different systems of patient management, a team based approach to care and
a particular sensitivity to confidentiality and privacy.
Barriers to quality care are explored and a solution-focused culture of care
highlighted. The importance of listening to people with HIV is the first skill
for HIV care to be discussed and strengthened.
The final session in Day One begins to reframe participants’ understanding of
the HIV epidemic by allowing them to ‘see’ the epidemic through its social
factors and the conditions which encourage it to spread, rather than just
seeing it as a disease.
Day Two continues the theme of safety from infection but concentrates on the
transmission of infection outside the workplace. The overwhelming majority
of infected health care workers are infected in their daily lives rather than at
work. The demands placed on the health care system by the HIV epidemic
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makes it imperative that every effort is made to keep the health workforce as
free as possible from HIV infection.
This is complicated by the fact that most health care workers are women. Day
Two introduces the idea that HIV affects people differently by examining the
question of how an HIV epidemic uniquely affects women.
HIV care begins with an understanding of the natural history of HIV infection
and the strengthening of skills for the clinical diagnosis of HIV-related
conditions. The focus is on HIV as an embodied condition, and as a lived
experience.
The approach adopted is to build on the knowledge and experience of the
participants. A picture is built up of the typical symptoms and opportunistic
infections found in HIV positive people in PNG. It builds on the signs,
symptoms and conditions that they have already seen in their work, the
conditions that manifest themselves in their settings, in so doing it develops a
local picture of HIV clinical staging.
The focus of the Workshop is on symptomatic HIV care and the prophylaxis
and treatment of HIV-related opportunistic conditions. It encompasses the
importance of community and family support and non-discrimination to the
maintenance of good health care and adherence to medication. In this, the
Workshop is preparatory to training in HIV anti-retroviral treatment.
The provision of quality HIV care must also include a sensitivity to the
language of care. Language can harm, or heal, in the same way as care and
treatment. Much of the language of HIV is derogatory and harmful. It strips
people with HIV of their dignity and degrades them as human beings. If used
in the workplace, it undermines the provision of care.
The skill for HIV care and counselling discussed and strengthened on Day
Two is the asking of questions.
Day Three returns to the concept of comprehensive and life long HIV care. It
uses the care of women and children who have been raped as its starting
point for exploring what would constitute comprehensive care responding
over time to the range of needs involved. Rape and incest are a particular
concern of the Workshop. The care and treatment needs are similar to HIV.
As social phenomena, they are intimately and unbearably involved in the
spread of the epidemic and show starkly how the abuse of power lies at the
heart of the epidemic.
The skills required for handling interpersonal and team dynamics and for
empathy are addressed on Day Three. These are critical skills for HIV care
and counselling. The skill of empathy in HIV care is based on an ability to
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understand the perspectives, emotions and motivations of HIV infected and
affected people.
On Days Three and Four, the Workshop singles out three particular care
situations for people with HIV: the care of a person with diarrhoea, the care
of a person with a cough and the care of the HIV cognitively impaired.
Diarrhoea is chosen because the care of HIV-related diarrhoea challenges the
previous training of health care personnel on the use of blocking agents. It is
also a difficult situation for both home care and facility care and often leads to
neglect and indignity.
The care of a person with a cough is given priority since TB/HIV co-infection
is so prevalent and raises important challenges about adherence to treatment
which need to be addressed in the context of antiretroviral treatment also.
HIV-related cognitive impairment is highlighted since it remains invisible
until the capacity for its clinical diagnosis is strengthened. It involves a set of
conditions that frequently occur with HIV infection and for which care can be
provided. Where there is little or no awareness of its symptoms, situations
can be misunderstood and it can become difficult for families and health care
workers to provide care.
Day Four returns to the themes of safety and fear in the workplace in
recognition of their basic importance in the provision of HIV care. It
examines the implications of the law, in particular, the HIV/AIDS
Management and Prevention Act, for health care workers, looking at issues
such as the disclosure of a person’s HIV status without consent, partner
notification, HIV testing, both compulsory and voluntary, and stigmatisation
and discrimination. The exercise of power in the health care workplace is
examined and skills built for the establishment of empowering relationships
in care teams and facilities.
Towards the end of Day Four, the reframing of the participants’
understanding of the HIV epidemic is continued. This session looks at the
unique effect of the HIV epidemic on children. It focuses attention on the
family as a site of rapid spread of the epidemic and asks the question how
parents can be motivated to want to stay alive to raise their children.
The final day, Day Five, is focussed on developing participants’ capacity to
continue to think through and respond to the complex and vexing issues that
the HIV epidemic brings up, issues that affect them in their workplaces,
families, churches and communities. It aims to give participants new
understandings of the epidemic as well as tools and approaches that they can
carry back with them.
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It touches upon the grieving and losses caused by the epidemic, on how the
epidemic unfolds in places and over time, on how to help people who want to
remain uninfected, and on how quality HIV care and support contribute to
the prevention of the spread of the epidemic.
Finally, the closing session ends the week with feedback and reflection on the
lessons learnt.
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Workshop programme
DAY 1
8.00 am

Welcome & Introductions

Plenary

8.30 am

Workshop objectives and process
 Objectives & methodology
 Starting from where people are:
Questions about the HIV epidemic

Plenary

9.30 am

Caring for a person with HIV
 HIV care and support needs
 Comprehensive lifelong HIV care

Whole group
Mixed groups

10.30 am

Morning tea

11.00 am

A solution focused culture of care
 Identifying barriers to care
 Finding solutions

12.00 pm

Lunch

1.00 pm

Building skills for HIV care
 Listening people into speech

Whole group

1.15 pm

Safety in the workplace
 Safe HIV practices
 Acknowledging and managing fear

Mixed groups

2.30 pm

Afternoon tea

3.00 pm

Increasing safety in the workplace
 Workplace safety plan

Individual work

3.30 pm

Understanding the HIV epidemic
 Discussing your questions
 Seeing the epidemic

Whole group

Close
 Explanation of the evening work

Whole group

4.45 pm

Whole group

Geographic teams

Evening activities:
 Video
 Team/networks: Basic Facts Questionnaire and Information Sheet
 Individual work: See chapters on Protective Measures in the National
Guidelines and work on workplace safety plan
 Daily journal, feedback form & preparation for reflection session
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DAY 2
8.00 am

Reflection session

Whole group

8.30 am

Building skills for HIV care
 Asking questions

Whole group

9.00 am

Safety outside the workplace
 Protecting the health workforce
 Protective strategies for women
 Protecting oneself from infection
 Helping children protect themselves

10.15 am

Morning tea

10.45 am

Reading the body: Could it be HIV?
 Natural history of HIV infection

12.00 pm

Lunch

1.00 pm

Understanding the HIV epidemic
 Discussing your questions

1.30 pm

Caring for the person
 Symptomatic HIV care
 Opportunistic conditions and their
treatment

Whole group
Mixed groups
Individual work
Whole group

Whole group

Whole group

Team/networks
Whole group

3.00 pm

Afternoon tea

3.30 pm

The language of care

Whole group

4.00 pm

Building skills for HIV care
 Questions to create change

Whole group

4.45 pm

Close
 Evening activities

Whole group

Evening activities:
 Video
 Team/networks: Understanding HIV Care Questionnaire and
Information Sheet and group discussion
 Individual work: Children’s safety plan
 Daily journal, feedback form & preparation for reflection session
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DAY 3
8.00 am

Reflection session

Whole group

8.30 am

Understanding the epidemic
 Discussing your questions

Whole group

9.00 am

Building skills for HIV care
 Interpersonal/team dynamics

Team/networks

10.00 am

Morning tea

10.30 am

Comprehensive quality care
 Developing a care plan for rape

12.00 pm

Lunch

1.00 pm

Comprehensive quality care
 Comprehensive and lifelong HIV care

Whole group

1.30 pm

Caring for a person with HIV
 Seeing cognitive impairment in a
person with HIV
 Caring for a person with changing
patterns of thinking and behaving

Whole group

3.00 pm

Afternoon tea

3.30pm

Developing empathy
 Experiencing HIV

Whole group

4.45 pm

Close
 Evening activities

Whole group

Team/networks

Evening activities:
 Video
 Team/networks: Review and finalise care plans for women who have
been raped
 Individual work: Review the PNG Standard Infection Control Procedures
and Guidelines for the prophylaxis and treatment of opportunistic
infections in PNG and workplace safety plan
 Daily journal, feedback sheet & preparation for reflection session
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DAY 4
8.00 am

Reflection session

Whole group

8.30 am

Safety in the workplace
 Implementing workplace safety plans

Whole group

9.00 am

Caring for a person with HIV
 Caring for a person with diarrhoea

Whole group
Team/networks

10.30 am

Morning tea

11.00 am

Healthcare workers and the law
 The HIV/AIDS Management and
Prevention (HAMP) Act

12.00 pm

Lunch

1.00 pm

Building skills for HIV care
 Empowering relations

Whole group
Mixed groups

2.00 pm

Caring for a person with HIV
 Caring for a person with a cough

Whole group

3.15 pm

Afternoon tea

3.45pm

Understanding the HIV epidemic
 Children, parents and the epidemic

5.00 pm

Close
 Evening activities

Whole group

Mixed groups

Evening activities:
 Video
 Individual work: Review children’s safety plans and personal safety plans
from Day Two
 Daily journal, feedback form & preparation for reflection session
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DAY 5
8.00 am

Reflection session

Whole group

8.30 am

Understanding the HIV epidemic
 The unfolding of the HIV epidemic

Mixed groups

9.30 am

Understanding the HIV epidemic
 Grief and loss

Whole groups

10.00 am

Morning tea

10.30 am

Understanding the HIV epidemic
 Discussing your questions

Whole group

11.00 am

Building skills for HIV care
 Setting limits and boundaries

Team/networks

12.00 pm

Lunch

1.00 pm

Safety outside the workplace
 Sexuality and safety

2.30 pm



3.00 pm

Afternoon tea

3.30 pm

Forward planning and participant
feedback
 Team tasks for the return
 Participant feedback

Whole group

4.30 pm

Closing session
 Reflection session
 Closing session

Whole group

Mixed groups

Care and treatment as HIV prevention Whole group
strategies

Evening activities:
 Video
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Workshop Programme
DAY 1
8.00 am

Welcome & Introductions

Plenary

8.30 am

Workshop objectives and process
 Objectives & methodology
 Starting from where people are:
Questions about the HIV epidemic

Plenary

9.30 am

Caring for a person with HIV
 HIV care and support needs
 Comprehensive lifelong HIV care

Whole group
Mixed groups

10.30 am

Morning tea

11.00 am

A solution focused culture of care
 Identifying barriers to care
 Finding solutions

12.00 pm

Lunch

1.00 pm

Building skills for HIV care
 Listening people into speech

Whole group

1.15 pm

Safety in the workplace
 Safe HIV practices
 Acknowledging and managing fear

Mixed groups

2.30 pm

Afternoon tea

3.00 pm

Increasing safety in the workplace
 Workplace safety plan

Individual work

3.30 pm

Understanding the HIV epidemic
 Discussing your questions
 Seeing the epidemic

Whole group

Close
 Explanation of the evening work

Whole group

4.45 pm

Whole group

Geographic teams

Evening activities:
 Video
 Team/networks: Basic Facts Questionnaire and Information Sheet
 Individual work: See chapters on Protective Measures in the National
Guidelines and work on workplace safety plan
 Daily journal, feedback form & preparation for reflection session
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WELCOME
INTRODUCTION OF PARTICIPANTS AND RESOURCE PERSONS
Plenary 30 minutes

Background
For people to feel at ease to talk about the often difficult issues raised by the
HIV epidemic, a relaxed and respectful atmosphere needs to be quickly
established.
Objectives
By the end of this session, participants will have:
 been welcomed to the Workshop,
 come to know each other in interesting ways,
 enjoyed themselves, and
 gained an insight into the style of the Workshop.
The session also aims to strengthen the following skills needed in the care of
people with HIV:
 Speaking up
 Speaking to strangers
 Listening to others
 Recognising shared interests.
Methodology
The workshop is opened and the participants and resource persons
welcomed.
The introductions are done in the whole group. Sufficient space is required to
allow people to move around and cluster in small groups where they
introduce themselves to all the others in the group.
The idea is to have people moving about in a light-hearted environment.
Within a short time, all the participants and resource persons will have met
each other.
Participants and resource persons are asked to wear name tags which show
the name which they would like other participants to call them. The name
tags are to be worn throughout the workshop.
A list of participants is prepared and circulated as early as possible in the
workshop to further assist with the process of getting to know each other.
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NOTES FOR THE RESOURCE PERSONS
WELCOME

Plenary

5 to 10 minutes

Preparation
In preparation for the Workshop, four blank sheets of paper should be
prepared and headed: Policy Issues, Management Issues, Record Keeping and
Skills. These should then be placed around the walls.
Introduction
The person might speak briefly on topics such as:
 The setting of the HIV epidemic globally and in PNG
 Principles of dignity and respect for people living with HIV
 The importance of compassionate and respectful care of people with HIV
in the national response
 The goal of the work and the partners involved.
Background information
Goal
Best possible lifetime care for people living with HIV within the resources of
the health care system and the person’s family and community, including:
 Quality HIV care within health care facilities, and
 Comprehensive systems of lifetime HIV care and support.
Reference materials
Introduction in the Caring for People with HIV in PNG Manual for Facilitators.
Caring for People with HIV in PNG: Report on the field testing of the approach and
materials for strengthening the capacity of HIV health care teams (SCHHCT)
November 2004

47

INTRODUCTIONS OF PARTICIPANTS AND RESOURCE PERSONS
Plenary
20 minutes
Preparation
In advance of this session the session facilitator should prepare several sheets
of paper for the List of Participants. The session should facilitator should also
have the name tags ready to hand out to the participants and resource
persons. These tags should be worn throughout the Workshop as this will
allow the participants and resource persons to get to know each other by
name.
Introduction
The person welcoming the participants and resource persons establishes the
tone of the workshop. It should be a welcoming and positive session.
The session facilitator asks people to stand. Explain that you are going to ask
them a series of questions and in reply they will move to the spaces you show
them. Once there, they are to introduce themselves to all the other people in
the group.
This is repeated several times so that participants have an opportunity to
meet as many other participants as possible. The last question should be one
where all or the majority of people might be in the same group. This
facilitates the coverage of the introductions.
This approach helps people to get to know one another in ways not just
related to the work that they do. It also asks people to make personal
statements. It also starts with some of the principles of the approach:
interacting with one another, moving about, building trust, laughter.
This is not an exercise in admitting things. It is an exercise in getting to know
each other. Let people know at the beginning that you are not going to ask
anything too personal and that they do not need to tell the truth when they
answer. This permission allows people to be light-hearted and gives them a
way out if they need it.
An example of a sequence of questions is:
 Those who like fishing, working in the garden, doing repairs around the
house, tinkering with computers, reading, or singing (6 groups)
 Favourite food: rice, orange sweet potatoes, white sweet potatoes,
bananas, or sago (5 groups)
 Number of children: One or no children, 2-3 children, 4-5 children, 6 or
more children (4 groups).
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At this stage, the facilitator might introduce a question that will help the
resource persons learn something about the group. For example:
 Those who have cared for someone with HIV either in their home or in a
health care facility; those who have not yet cared for a person with HIV,
or:
 Knowledge of the HIV epidemic: substantial, some, very little
 At ease talking about sex, uncomfortable, don’t know
 Those who have, for whatever reason, handled a condom; those who have
not yet.
End with a something that is likely to get all or most people in the same
group. For example:
 Those who have never knowingly broken the law; those who have
knowingly broken the law (including speeding) or a commandment
 Those who have always taken their medicines as directed and never once
missed taking them.
The questions are designed to move from a number of small groups, perhaps
four or five, to larger groups as people meet more and more of the people in
the group. Point out where people should go: people who like fishing over
there, etc. Change spots so the people flow around the room.
Other examples which could be used, depending on your assessment of the
group, include:
 Favourite colours: mountain colours, sky colours, fire colours, sea colours
 Those who live near where they were born or elsewhere
 Those who have spoken to children, friends or sexual partner about the
need to protect themselves from HIV and STIs; those who have not yet.
More time is given to the first couple of questions since there are many people
to meet, but you should be able to speed up as you go. The exercise is best
when the questions are carefully selected.
Acknowledge respectfully those people who are courageous in their
responses.
In some workshops, the participants may know each other. There is still
value in doing an abbreviated version of this exercise. It allows the
participants to meet the resource persons and to learn different things about
each other. It can also allow the resource person to assess the familiarity of
the participants with the HIV epidemic.
A suggested sequence of questions for such a group might be:


Those who know very little about HIV, those who know something and
those who know a lot.
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Those who know someone with HIV, those who do not yet know someone
with HIV.
Those who have never knowingly broken any law; those who have
knowingly broken a law (for example, speeding or driving through red
lights).

At the end of the introductions, participants should be asked to prepare their
nametags, on which they should put the name by which they wish to be
referred to during the workshop. Sheets of paper should be circulated in
order to prepare the List of Participants.
Timing
 Welcome:
 Introductions:

10 minutes
20 minutes
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WORKSHOP OBJECTIVES AND PROCESS
Plenary

60 minutes

Background
It is important for participants to understand the objectives and processes of
the workshop for the next five days and to establish ground rules for the
workshop.
Objectives
By the end of this session, participants will be clear on:
 workshop goal, objectives, principles and logistics,
 workshop approach and methodologies, and
 ground rules, including the ground rules for a workshop on HIV.
Participants will also be invited to write down their questions about the HIV
epidemic on index cards and put them on the Questions Wall.
Methodology
This session takes place in plenary. The session facilitator will explain and
invite discussion on the workshop objectives, approach and methodologies
and logistics. Copies of the Participants’ Workbook and the day’s Daily
Journal will be given out.
The resource person will ask participants to reach consensus on the ground
rules for the workshop, especially those pertinent to a workshop on HIV. The
ground rules are placed on a wall and kept there throughout the workshop.
The resource person will then introduce the Question Wall and invite people
to put their questions on the Wall.
Reference Materials
Caring for People with HIV in PNG: Report on the field testing of the approach and
materials for strengthening the capacity of HIV health care teams (SCHHCT)
November 2004.
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NOTES FOR THE RESOURCE PERSONS
WORKSHOP OBJECTIVES AND PROCESS

Plenary

60 minutes

Preparation
In advance of this session the session facilitator should make sure they have
the following materials:
 Participants Workbook
 Small note cards (index cards) or pieces of paper, blue tac or sticky tape
 Copies of the Daily Journal for participants
 Paper and marker pens.
Ensure that the goal, objectives, principles and content of the Workshop are in
the Participants’ Workbook or else write them up on sheets of butchers’
paper.
Presentation
The Participants Workbook should be handed out. The session facilitator
asks the participants to turn to the page in their Workbooks which outlines
the session.
If the workshop goal and objectives were not covered in the Welcome
session, the session facilitator should begin by presenting them. The
Workshop goals, objectives, aims and guiding principles are in the Workshop
Framework and Directions Section in the Introduction.
The facilitator then discusses the approach and methodologies of the
Workshop. These can be approached through a discussion of the guiding
principles of the Workshop:
Explain that these aims, principles and approaches guide the content of the
workshop, follow-up tasks and site visits. The themes of the workshop:










The nature of the HIV epidemic
Protection in and outside of the workplace
The natural history of HIV infection
Clinical, nursing and counselling care
The involvement of guardians and families in care
Systems of comprehensive care for rape and HIV
The language of HIV care
Team based approaches to care, and
The links between HIV care, support and prevention.
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The session facilitator returns to the workshop objectives and links them to
the Workshop theme. The workshop programme is in the Participants
Workbook.
The facilitator then addresses any logistical matters: locations of small group
rooms, workshop times, meal arrangements, payment for expenses, etc.
Permission should be sought for photos to be taken and used in reports and
other documents. Make sure that participants are aware that they can
withdraw their consent at any stage of the workshop or any time thereafter. It
is not necessary for participants to provide any reasons for their withdrawal
of consent. It must be clearly noted in workshop records that consent was not
gained and in this case any photos taken can not be used in any reports,
documentation or on the website.
Draw the attention of participants to the Daily Journal. There is an example
of the Daily Journal in the Annexe to these Notes. Explain its purpose and
how it is to be used. Explain that the Daily Journal sheets are not to be
handed in but are kept by the participant.
After this, move on to a discussion of the Feedback Forms. There is an
example of the form in the Annexe to these Notes. Participants do not need to
put their names on the feedback forms. Explain that the feedback forms are to
be filled in on a daily basis and handed in before the next morning’s reflection
session. The facilitation team will constantly review the feedback forms and
attempt to address any issues arising from the forms in the course of the
workshop. The feedback forms are also used to improve the design, content
and facilitation of subsequent workshops.
Then the resource person facilitates the group’s development of a set of
ground rules for the Workshop. Ask participants to quickly call to mind the
ground rules that are usually set at a workshop and which they would wish
to have in place for this workshop. As each one is proposed, seek agreement
from the rest of the group. Once agreed, write each one up on butchers’
paper. This should only take a few minutes. Any rules of the training centre
should be drawn to the attention of the participants.
The facilitator then explains some ground rules of the Workshop itself.
Firstly, this is not a workshop during which people can come or go. Each part
of it builds on what went before and, if sessions are missed, participants may
not follow them. This can be disruptive for everybody. It is particularly
important to explain this where the workshop is held near to the workplace of
some of the participants.
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The Workshop also involves working at night. Each night participants will be
assigned work, both to be done individually and also to be done in a group.
It is also important to make clear to people that if they would find it easier to
express themselves in another language that they should fell free to do so (see
notes on working bilingually in the Methodologies of the Workshop).
The facilitator should then turn to the ground rules for a workshop on HIV.
The importance of ground rules such as respecting each other’s points of
view, of actively listening to people, of being non-judgemental and of
confidentiality in a workshop on HIV should be explained.
Respect for differing points of view: Working out how to respond to the
HIV epidemic often requires discussions between people with quite different
interests or points of view. This requires people to actively listen to
differences, to be non-judgemental and to respect each other’s points of view.
An ability to respect and take difference into account can lead to more
effective responses. The asking of questions out of curiousity needs to be
avoided.
The role of people living with HIV as resource persons or participants in
the Workshop: The way the Workshop involves People Living with HIV is
explained (see the section in the Introduction on the Methodologies of the
Workshop).
Circles of confidentiality: The methods used in the workshop often lead to
people talking about quite private and personal matters. Participants need to
trust that their privacy will be honoured and such things will not be discussed
outside of the workshop without their permission or except in protective,
non-identifying ways.
The concepts of circles of confidentiality or shared confidentiality are to be
introduced: the circles within which knowledge is shared with the agreement
that people within that circle will not speak about these matters outside of the
circle without consent.
Workshops in a world with HIV: The HIV epidemic is now a part of our
world. This affects each of us and forces us to reflect on our lives, those of our
spouses and of our families. People working on the epidemic need to have
come to terms with HIV in their own lives. Participants at a Workshop such
as this will need to consider issues such as practicing safe sex and managing
alcohol.
Put the ground rules on the wall so that they can be added to, revised or
referred to throughout the workshop.
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The facilitator then describes the Question Wall. Participants should write
their questions about the HIV epidemic down on note cards or pieces of paper
and place them on a section of the wall which has been designated as the
questions wall. The resource person is to emphasise that any question is
welcome, whether it be about caring for people with HIV, about HIV in the
family, about the nature of the epidemic, etc. Participants do not have to put
their names on the question cards. After the session, the participants put their
questions on the question wall. The questions will be answered during the
workshop and particularly in the sessions on Understanding the Epidemic:
Discussing your Questions.
After the session, the participants put their questions on the Question Wall.
Timing
 Workshop Objectives, etc:
 Workshop Logistics:

40 minutes
20 minutes
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CARING FOR A PERSON WITH HIV
Whole group and mixed groups

60 minutes

Background
The care and support needs of people with HIV, and those caring for them in
their families, are complex and life-long. Many of these needs cannot be met
in a health care setting. Hence systems of care will need to be developed that
respond as best as possible in the circumstances to the medical, material,
spiritual, psychological, emotional and other needs of people with HIV
throughout their lifetime.
Objectives
By the end of this session participants will understand:
 the range of care and support needs of people with HIV,
 the way the epidemic manifests itself differs from person to person, in
terms of their clinical conditions, their personal and family situation and
their socio-economic context, and
 the need for comprehensive systems of life-long care for people with HIV.
The session also aims to strengthen the following skills needed in the care of
people with HIV:
 Introspection; drawing on one’s experiences
 Drawing people into a conversation
 Moving towards consensus
 Brainstorming discussions.
Methodology
In plenary, the facilitator asks the participants:
 What care and support needs might a person with HIV have during his
or her lifetime?
These are written up on the board and discussed.
The facilitator then forms small groups to discuss the following:
 What care do you think can be provided to a person with HIV by a
health care setting?
Participants are then asked to think about how linkages might be made
between the various places where the person might be cared for outside the
health care setting: by their family, in a hospital, by a local organisation or
group, in another health facility, in a day care centre and so on.
The management of these linkages forms the basis of a system of
comprehensive and lifelong care for the person with HIV.
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NOTES FOR THE RESOURCE PERSONS
CARING FOR A PERSON WITH HIV
Whole group and mixed groups

60 minutes

Preparation
Prepare two sheets of paper with the heading Care and support of a person
with HIV.
Prepare paper and marker pens for the groups.
Care and support needs
The session facilitator asks the participants to turn to the page in their
Workbooks which outlines the session.
In the whole group, the session facilitator introduces the session. The
facilitator poses the question:


What care and support needs might a person with HIV have during his
or her lifetime?

The participants are asked to name the care and support needs. These are
written around the paper leaving the centre empty.
These needs might include food, shelter, transport, counselling, having
children, people to talk with, health care, people listening to them, touch,
intimacy, sexuality, advice on safe sex, treatment, income, occupation, respect,
family support, planning for the children’s future, and more.
When sufficient needs are on the board, the facilitator might point out that
these are the needs of the whole person and put a stick figure in the space in
the centre.
Ask the group how the care and support needs of someone with HIV differ
from those of others who come into their health care setting: a car crash
victim or someone with typhoid or a person with cancer of the mouth.
The facilitator then asks the participants what they think about what is
written on the board. The facilitator might make the point that for many
people their needs are extensive and not all may be able to be met.
People do not have all of these needs at the same time or all the time and
people take different pathways through these needs: they have different HIV
related clinical conditions, their families and friends react in different ways,
they themselves react in different ways to being infected, they are in different
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situations, and so on. For example, pathways for a pregnant woman who is
well but found to be HIV positive will be different from that of a woman who
comes to the health care setting when she is very sick. This contrast can also
give a sense of the changing care needs over the person’s lifetime.
The aim is to provide the best possible care and support in the situation to all
who need it throughout their lifetimes.
The resource persons should keep the diagram of the needs of someone with HIV as it
will be used in the exercise on comprehensive care on Day Three.
Suggested time for this exercise is 20 minutes.
Small group discussion
Participants are then divided into small groups, or participants can remain in
the whole group. Each group is assigned a facilitator.
The groups are asked to ensure that all group members participate in the
discussion, that each person is listened to and that they move towards a
consensus in their response. Assign each group a location and provide them
with paper and pens.


Bearing in mind the care and support needs just identified, what care do
you think can be provided to a person with HIV by a health care setting?

The facilitator begins by reminding them of the participative methodology
and how respectfully listening to others is essential to the building of teams
and to the provision of quality care. Ask the group to decide on who will take
responsibility for recording the group’s agreement on the paper.
The exercise is begun by asking each person to reflect quietly on the question
before the discussion begins. Then the question is discussed. The facilitator is
to ensure that each person contributes to the discussion and helps the group
to agree on an answer.
The facilitator reminds the group of the care and support needs of people
with HIV that they have identified. Ask the participants to identify the forms
of care that can be provided by a health care setting.
The group’s answer to the question is written up on the paper.
Examples could include:



Dignity and respect
Time and encouragement to describe their situation
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Conversations and counselling: emotional, psychological and spiritual
support
Knowledge of HIV nutrition and dietary support
Knowledge of HIV and of safe sex
Preparing the guardians for home care
Accompanying the person home
Assisting the family and community to provide support
Adherence to treatment
Establishing a system of referrals and follow ups.

The range of needs to be addressed in a health care setting shows the
importance of a team based approach.
Suggested time is 20 minutes.
Gallery Presentation
Each group places its work sheets on the wall. The session facilitator explains
the methodology of a gallery presentation (see Notes in Methodologies).
Participants are invited to move around to read the work of the other groups
and identify similarities, differences and insights. The facilitator asks if there
are any questions.
Note for the session facilitator: this is not a discussion of each group’s replies.
The participants read each group’s work and ask for clarifications where
necessary. See the section in the Introduction on the Methodologies of the
Workshop.
The role of the facilitator is to briefly draw out the key elements of the group
discussions.
Suggested time is 10 minutes.
Comprehensive and life-long care
The group’s attention is then drawn to the range of care needs identified at
the start of the session and they are asked to think about how linkages might
be made between their health care setting and the other places where the
person might be cared for: in a day care centre, by a church group, in another
health facility, by their family and so on.
The management of these linkages forms the basis of a system of
comprehensive and life-long care for the person with HIV.
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Some questions to ask might be:


Where can the needs be met?



How can you link their needs to the services available?



How can the different service provider work together?

Suggested time is 10 minutes.
Timing





Care and support needs:
Small group discussion:
Gallery Presentation:
Comprehensive and life-long care:

20 minutes
20 minutes
10 minutes
10 minutes
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WORKSHEET: Care and support needs

Care that might be provided to a person with HIV in a health care setting
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A SOLUTION FOCUSED CULTURE OF HIV CARE
Whole group

60 minutes

Background
Understanding the different barriers to achieving compassionate and quality
care for people with HIV is a critical part of overcoming them. In the face of
a range of barriers, some health care workers justify inaction by pointing to
the barriers; others seek ways to overcome or bypass the constraints.
Objectives
By the end of this session participants will have:
 identified barriers to achieving quality care for people with HIV in
hospitals or health care settings, and
 strengthened a culture of finding solutions in the face of these problems.
The session also aims to strengthen the following skills needed in the care of
people with HIV:
 Self knowledge
 Resisting tendencies to blame or justify
 Finding pathways through problems.
Methodology
This session is to be done by the group as a whole.
Identifying the barriers
Participants are asked to think about the following:
 What do you think are the barriers within yourself to providing quality
care to a person with HIV?
 What do you think are the barriers to achieving quality HIV care within
health care settings?
 What do you think are the barriers external to the health care setting to
achieving quality HIV care?
 What do you think are the barriers within the person with HIV which
limit the provision of quality care?
Participants are then invited to move around and write their thoughts on
prepared sheets of paper. A facilitated discussion of the replies follows.
Finding solutions
The facilitator will then invite the people in the group to tell stories of
situations where people faced with similar problems and difficulties have
found ways of overcoming them.
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NOTES FOR THE RESOURCE PERSONS
A SOLUTION FOCUSED CULTURE OF HIV CARE
Whole group

60 minutes

Preparation
In advance of the session, sheets of paper are to be hung on the wall around
the room, separated out from each other to allow space for movement.
Marker pens are placed near each sheet of paper. The sheets are marked:
Barriers within yourself
Barriers within health care settings
Barriers external to health care settings
Barriers within the HIV positive person
Barriers to care
This session is done by the whole group. At the beginning of the session, ask
the participants to turn to the page in their Workbooks which outlines the
session. The facilitator explains the session and asks people to think about the
following questions:


What do you think are the barriers within yourself to providing quality
care to a person with HIV?



What do you think are the barriers to achieving quality HIV care within
health care settings?



What do you think are the barriers external to health care settings to
achieving quality HIV care?



What do you think are the barriers within the person with HIV which
constrain the provision of quality care?

The facilitator explains the headings. Barriers within the health care worker
might include a lack of training in the care of people with HIV, fear, a lack of
empathy for people with HIV, a lack of supplies for infection control, etc.
Invite the participants to begin by thinking quietly about the barriers within
themselves and making a few notes. Then invite them to move around and
write their thoughts on the papers. This can be done in any language and can
be done individually or after discussion with a few others.
Barriers in the health care setting include barriers in others in the ward,
including guardians, other medical staff, other patients, cleaners, senior
management, etc.
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Barriers external to health care settings, refers to constraints that arise in the
external environment (inadequate policy frameworks, inadequate budget
allocations, breakdowns in communication, intermittent supply chains, and
so on).
Barriers in the person with HIV might include a feeling of hopelessness, a fear
of gossiping and rumours about his or her status, a sense of shame or guilt, a
fear of refection, anger, a lack of understanding of the condition, its treatment
and prophylaxis, etc.
Suggested time is 20 minutes.
Facilitated Discussion
A brief facilitated discussion of the replies on the sheets follows. The
facilitator will have read all the sheets and should just make a few
observations. The barriers to care are well known. The aim is not to linger
on the barriers, as this could reinforce a problem focused approach. The aim
is to acknowledge that problems exist before beginning to develop a solution
focused approach.
Facilitators could point out that barriers are often used to justify inaction.
If fear of people with HIV is missing from the barriers within oneself or
within others in the health care setting, the facilitator might ask if it should be
added. Similarly, if the fears of a person with HIV of a lack of confidentiality
or rejection, or shame, or lack of knowledge are not on the sheet of barriers in
the HIV positive person, the facilitator might ask if the participants would
like to add them. The facilitator then invites people to sit back down.
Suggested time is 10 minutes.
Developing a solution focused culture
The next part of the exercise aims to create a solution focused culture.
Research has shown two parallel cultures to exits in the PNG health system: a
problem focused culture and a solution focused culture. The care of people
for HIV, as with the care of all patients, requires a solution focused culture of
care.
Problems exist in health care settings. They are many and varied and
sometimes overwhelming. However, it is important to ensure that problems
do not lead to inaction and passivity. Some barriers to quality HIV care are a
result of scarcity. Some are endemic. Some can be addressed and changed.
But even in situations where caring is difficult, there are things that can be
done.
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Ask participants to tell stories or experiences where they, or another person,
have found ways of doing things in difficult situations and have been able to
overcome some of the barriers identified on the sheets.
Have a story of your own prepared so that you can guide by example if
necessary to begin the story telling.
At the end, highlight stories about overcoming the barriers and try to draw
out the common threads in the stories, what it was about the people involved
that drew them towards finding solutions to problems rather than being
defeated by them.
The exercise is designed to help people understand the difference between
problem focused approaches and solution focused approaches or attitudes.
In the former, people become caught up in and often paralysed by the
problems. In the latter, there is a focus on finding ways to get things done
despite the problems. It is about the way people approach difficult situations.
A problem focus is captured in sayings such as: “But I could not do it because
there were no ……… “ or “Nothing could be done because there was no
electricity” or “Without this, nothing can be done”. A solution focused
saying might go: “Despite all this, we ….” or “So what we did was …”
The aim of the exercise is to start people thinking about ways through the
sorts of problems that they have identified and to strengthen a culture of
looking for solutions to problems and barriers.
Suggested time is 30 minutes.
Timing
 Barriers to care:
 Facilitated discussion:
 Solution focused culture:

20 minutes
10 minutes
30 minutes
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WORKSHEET: Barriers to care
Barriers within yourself

Barriers within health care settings

Barriers external to health care settings

Barriers within the HIV positive person
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BUILDING SKILLS FOR HIV CARE: LISTENING PEOPLE INTO
SPEECH
Whole group 15 minutes

Background
Among the basic needs of people with HIV is the need to talk and be listened
to. This is something that people in general value.
Objective
By the end of this exercise participants will have:
 developed their skills of encouraging people to talk by actively listening to
them.
Methodology
This exercise is done in groups of two persons. The participants are to try to
listen the other person into speech, to draw the other person into beginning to
talk. The roles are then changed.
The experience of listening and being listened to without words being spoken
is then discussed.
The listeners are asked what they did to try to listen the other person into
speech. Those being listened to are asked to say how they felt and what about
the other person’s behaviour made them feel a desire to speak.
The role of listening in the care of people living with HIV is then discussed.
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NOTES FOR THE RESOURCE PERSONS
LISTENING PEOPLE INTO SPEECH
Whole group

15 Minutes

EXERCISE
Ask the participants to turn to the outline of the exercise in their Workbooks.
The facilitator introduces the exercise on listening people into speech.
Among the basic needs of people with HIV is the need to talk and be listened
to. This is something that people in general value. This exercise develops
skills of encouraging people to talk by actively listening to them.
Create groups of two persons. Ask one person in each group to put up their
hand. Tell that person that they are to try to listen the other person into
speech, to draw the other person out into beginning to talk. The listeners can
use any means to make the other person feel that they are listening to them
and would like to hear what they have to say, except words.
Ask the second person to imagine that they are living with HIV and would
like to be able to talk to the other person. However, they are not sure that the
person really wants to listen or whether they can trust them to respect what
they have to say.
By using body language rather than words, the listener creates a silent space
in which the other person, the person with stories to tell, things to say, may
feel able to begin talking.
Remind them that they are not to use words. After a few minutes, ask them
to change roles.
After a few minutes, ask people how they tried to show the other person that
they were there to listen to them. Ask how it felt to be listened to.
Encourage participants to discuss the techniques which can be used for
listening people into speech. These techniques mainly involve placing the
body into a listening position. It could also involve smiling encouragement,
nodding, turning an ear to the person. Other techniques such as eye contact
and touch may have cultural constraints on their use.
Discuss the role of listening in the care of people living with HIV. Stress the
importance of listening for points of difference as well as things held in
common, of listening for the unusual or the unexpected as well as the
expected.
Suggested time is 15 minutes.
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SAFETY IN THE WORKPLACE
Mixed groups

75 minutes

Background
The use of standard infection control procedures protects both the health care
worker and the patient. These procedures are well known but often not
widely used. The spread of the HIV epidemic throughout the population
requires that they are universally enforced for the safety of all.
Fear can affect the care that people with HIV receive. Health care workers are
often afraid of acquiring HIV infection through their work. Some fears may
be irrational; some rational. All must be managed, for the sake of the health
care worker and so that compassionate and respectful care is possible.
Objectives
By the end of this session, participants will have:
 addressed their fears of working with people with HIV,
 identified the best ways of protecting themselves from HIV infection in the
workplace,
 identified the challenges to implementing safe HIV workplace practices,
and
 knowledge of the national guidelines on standard infection control
procedures.
The session also aims to strengthen the following skills needed in the care of
people with HIV:
 thinking through difficult issues, and
 keeping records of adverse incidents.
Methodology
In small groups, participants are to discuss the following questions.
 How can health care workers protect themselves from HIV infection in
the workplace?
 What would you need to ensure that safe HIV practices are universally
followed in a health care setting?
 In what ways do standard infection control procedures protect patients
from HIV infected health care staff and how?
 What fears do health care workers have about caring for people with
HIV?
 If infection control procedures were properly followed, would you still
be afraid when caring for a person with HIV?
Bibliography
PNG National Department of Health. 2007. Guidelines for HIV Care and
Treatment in Papua New Guinea.
PNG National AIDS Council. 2001. Caring for Someone with AIDS: A Guide for
Families and Communities To Providing Care at Home.
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NOTES FOR THE RESOURCE PERSONS
SAFETY IN THE WORKPLACE
Mixed groups 75 minutes
Preparation
The facilitation of this exercise requires up to date knowledge of infection control
procedures and policies. If only one person has this knowledge, then the exercise
should be done in Plenary. Otherwise it is done in the number of groups for which
there are knowledgeable resource persons.
Introduction
The session facilitator asks the participants to turn to the page in their
Workbooks which outlines the session and the questions to be discussed.
The first three questions to be discussed relate to safety in the workplace; the
remainder to fear in the workplace. There are worksheets in the participants’
workbook where they can note down the discussion. This then becomes a
record that they can take with them back to work.
The session facilitator should introduce the topic in plenary at the beginning
of the exercise. Points which could be covered include:






The importance to the country of ensuring that the health workforce
remains well and uninfected as demand on services increases
HIV infection is rarely acquired in the workplace when there are good
policies and procedures in place, and they are followed
Universal infection control precautions: their rationale and importance;
national guidelines
Universal/standard precautions, even basic hygiene, are not widely
practised in PNG
The existence of fear of acquiring HIV infection in the workplace affects
negatively the extent and quality of care.

Suggested time is 5 minutes.
Safety in the workplace
The participants then return to their mixed groups and resource persons are
allocated. It is the role of the facilitator to ensure that all infection control
procedures are discussed and that no wrong or dated information is accepted
as correct.
The first question to be posed to the group is:
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How can health care workers protect themselves from HIV infection in
the workplace?

The methodology of introspection, active listening and discussion is used
throughout this exercise. Begin by asking them to think quietly about the
question and make some notes in their books. Then ask them to name means
of protecting themselves for HIV in the workplace. These are to be written on
the sheets. Remind them to listen respectfully to each other.
Answers include:
 Become informed
 Universally or standardly applied procedures
 Protective footwear
 Wear gloves when appropriate and keep fingernails short and clean
 Wash hands before and after every procedure
 Wear protective eyewear when appropriate
 Wear facemask when appropriate (patient with HIV and TB)
 Handling dead bodies
 The person that generates the sharp is responsible for its safe disposal
 Keep used sharps container off the floor
 Clean up spills with bleach
 Security from rape in the workplace
 Be aware of the danger and do not take risks
 The availability of post–exposure prophylaxis (PEP) for certain incidents
Most health care workers are trained in infection control. The discussion
should clarify misconceptions, especially about HIV, and stress the
importance of the universal application of the precautions. The facilitator
should draw their attention to Chapter Four of the Guidelines for HIV Care and
Treatment in PNG and ask them to read it in the evening.
Suggested time is 10 minutes.
The facilitator then poses the second question to the group:


What would you need to ensure that safe HIV practices are universally
followed in a health care setting?
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Discussion points may include:









Ensure that the hospital has a policy, that all staff are trained in it,
including the hospital management, and
Reinforcement of the policies and procedures by senior management and
ward managers
Ensure that protective items are always available. These include:
• Sharp containers for the disposal of needles
• Protective clothing, including footwear, for emergencies
• Long gloves or cling film for midwives and maternity ward staff
• Hand basins close by
Keep records of accidents
Proper waste management
Counselling for accidents in the workplace
Counselling for accidents in the workplace.

Then ask the group to identify the difficulties in the universal application of
safe HIV practices. These could include:










Ingrained habits of poor hygiene and/or infection control
Lack of a hospital policy or of management support
Lack of clarity on what practices are safe
Inconsistent use of infection control procedures
Poor maintenance of facilities, for example, blocked toilets or lack of water
Insufficient wash basins on wards
Lack of supplies; re-using needles
Precautions overused
Staff being overworked and tired

Suggested time is 10 minutes.
The facilitator should then ask the group:


In what ways do universal infection control procedures protect patients
from HIV infected health care staff?

The facilitator should explore the answers and then ask the group to reflect on
and then discuss whether they think that an HIV infected health care worker
should be able to continue working.
The aim is to help the participants understand the safety provided to all by
adherence to universal infection control procedures and to think about the
eventuality of having HIV infected staff members in the workplace.
The facilitator should emphasise that if infection control procedures are
universally applied, an infected health care worker poses no threat to patients
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and so mandatory testing of health care workers is neither required nor
justified.
Suggested time is 15 minutes.
Fears in the workplace
The facilitator begins the next section with the question:


What fears do health care workers have about caring for people with
HIV?

The responses to this question will include fear of HIV infection but may also
include fear of what their family will say if they are looking after people with
HIV, fear of becoming infected, fear of sorcery, fear of not being able to
adequately care for people with HIV, fear of the way of dying, too much grief
and loss, fear of their own mortality, fear of being shunned and more.
Suggested time is 10 minutes
After discussing this, the facilitator poses the question:


If infection control procedures were properly followed, would you still
be afraid when caring for a person with HIV?

The facilitator might begin by asking the question: How many of you have
cared for a person with HIV at home or in the health centre and felt afraid?
Where participants acknowledge such fears, the facilitator should explore and
discuss their responses. If the participants do not acknowledge such fears, the
resource person may talk about a fear that they themselves have had or a fear
that they still struggle with and or try to manage. This discussion should be
taken slowly so that people have time to think and talk.
Apart form the fear of getting infected, it should be acknowledged that a carer
might have. They may be afraid of being blamed for the illness or death.
They may be afraid of sorcery or payback.
Fear of infection is a fear that needs to be managed. Other fears may be
reasonable or unreasonable.
Strategies for addressing unreasonable fears and for managing reasonable
fears should be identified and discussed.
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The facilitator ends the discussion by acknowledging that fear of infection,
and so of someone infected with HIV, exists and may continue to exist even
where universal infection control procedures are carefully followed.
Some fears are irrational and need to be addressed. Other fears might be
considered reasonable but need to be managed in the care situation.
Recognising and managing fear is an important step towards the
compassionate care of people living with HIV.
The facilitator should close by reminding the group that very few health care
workers are infected in the workplace, especially where infection control
procedures are universally followed.
The discussion of this issue needs to be respectful and supportive. The
facilitator should make clear that it is not appropriate to criticise or judge a
person for their fears. Rather the group needs to understand and discuss such
fears and the ways in which they can be managed.
Suggested time is 15 minutes.
PEP in the workplace
The group facilitator then describes post exposure prophylaxis in health care
settings and discusses its availability. Section 4.9 of the Guidelines for HIV Care
and Treatment in PNG provides a basis for discussion.
Suggested time is 10 minutes.
Timing





Introduction:
Safety in the workplace:
Fears in the workplace:
PEP in the workplace:

5 minutes
35 minutes
25 minutes
10 minutes
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WORKSHEET: Safety in the workplace
How can health care workers protect themselves from HIV infection in the
workplace?

What would you need to ensure that safe HIV practices are universally
followed in a health care facility?

Do universal infection control procedures protect patients from HIV
infected health care staff? Explain your answer.

In what ways are health care workers afraid of the HIV epidemic?

If infection control procedures were properly followed, would you still be
afraid when caring for a person with HIV? Explain your answer.
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INCREASING SAFETY IN THE WORKPLACE
Individual work

30 minutes

Background
The capacity of a nation to care for its sick is dependent on the availability of
trained health care workers. If healthcare workers refuse the duty of care or if
they themselves are falling sick and dying, health services will be seriously
affected.
Health care systems need to develop policies and procedures to protect their
workforce. Health care workers need to identify the strategies that they
themselves and others in their workplace need to undertake for their
protection.
Objectives
By the end of this session participants will have identified:
 what they are responsible to do to protect themselves from infection in the
workplace, and
 what others in the workplace are responsible for to ensure their protection
against infection in the workplace.
The session also aims to strengthen the following skills needed in the care of
people with HIV:
 Identifying needs and responsibilities.
Methodology
This session is done individually. Participants are asked to complete the
workplace safety plan in their workbooks. If not completed in the session,
participants are to complete it in the evening.
The questions to be answered are:
 In order to ensure that I know what to do in the case of a needle stick
injury or other exposure to blood…
 In order to avoid being tired in the work place…
 In order for me to ensure that I use standard precautions in all
situations…
 In order to ensure my hospital has a good infection control policy…
 Other things that I am going to do to make sure that I am protected in
the workplace are…
For each question, participants are to think about what they will need to do
and what others will need to do.
On a separate card or piece of paper participants are to write down any
questions about protection in the workplace that they have and put them on
the Question Wall or hand them to the resource persons.
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NOTES FOR THE RESOURCE PERSONS
INCREASING SAFETY IN THE WORKPLACE
Individual work

30 minutes

The session facilitator asks the participants to turn to the page in their
Workbooks which outlines the session. This session follows on from the
session on safe HIV workplace practices.
Ask participants to locate their Workplace Safety Plans in their workbooks.
Explain to them that they are to complete a Workplace Safety Plan as a
strategy to think about what they need to do and what others need to do to
protect them from infection in the workplace.
This can be done individually or participants who work together can work as
a group. If the activity is not completed in class, it is to be finished during the
evening. The questions to be answered are:


In order to ensure that I know what to do in the case of a needle stick
injury or other exposure to blood
• I will need to…
• Others in the workplace will need to…



In order for me to ensure that I use standard precautions in all situations
• I will need to…
• Others in the workplace will need to…



In order to ensure my hospital has a good infection control policy
• I will need to…
• Others in the workplace will need to…



In order to avoid being tired in the work place
• I will need to…
• Others in the workplace will need to…



Other things that I am going to do to make sure that I am protected in
the workplace are:

Invite participants to write down any further questions that they have about
protection in the workplace on cards or on separate sheets of paper and place
them on the Questions Wall. Participants do not write their names on the
questions.
Suggested time is 30 minutes.
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EXAMPLE OF A WORKPLACE SAFETY PLAN
In order to ensure that I know what to do in the case of a needle stick injury
or other exposure,
I will need to:
 Read the hospital’s policy
 Attend training courses.
Others will need to:
 Make sure that there is a hospital policy
 Provide me with a copy of the policy
 Provide staff training
 Have a policy on Post Exposure Prophylaxis (PEP)
 Have the drugs for PEP available.
In order for me to ensure that I use standard precautions in all situations,
I will need to:
 Be vigilant and not become lazy.
Others will need to:
 Make sure that there is an adequate supply of protective clothing,
gloves, bleach and soap.
In order to ensure my hospital has good infection control policy,
I will need to:
 Check what policy they have
 Ensure that it follows the national guidelines.
Others will need to:
 Make sure that it is updated and adequate.
In order to avoid being tired in the work place,
I will need to:
 Be responsible about getting enough sleep.
Others will need to
 Not expect me to work overtime everyday or work 15 days in a row
without getting time off.
Other things that I am going to do to make sure that I am protected in the
workplace are:
 Accept that every time that I produce a sharp I am responsible for it
and must dispose of it properly
 Make sure I have a sharp disposable bin close by every time I know
that I am going to produce a sharp.
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WORKSHEET: Workplace safety plan
In order to ensure that I know what to do in the case of a needle stick injury
or other exposure to blood:

Needle Stick injury:
I will need to…

Others in the workplace will need to…

Exposure to blood:
I will need to…

Others in the workplace will need to…

In order to avoid being tired in the work place:
I will need to…

Others in the workplace will need to…
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In order for me to ensure that I use standard precautions with every person
needing care:
I will need to…

Others in the workplace will need to…

In order to ensure my hospital has good infection control policy:
I will need to…

Others in the workplace will need to…

Other things that I am going to do to make sure that I am protected in the
workplace are:

Questions that I have about protection in the workplace:
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UNDERSTANDING THE HIV EPIDEMIC: SEEING THE EPIDEMIC
Whole group and geographic groups
75 minutes
Background
The HIV epidemic differs from most other health conditions in the extent to
which its causes and consequences are deeply embedded in the social,
cultural, economic, and political dimensions of people’s lives. Understanding
the epidemic in this way reduces stigma and blame and makes respectful care
more likely.
Objectives
By the end of this session, participants will have knowledge of:
 the nature of the HIV epidemic and the factors that shape its progress in
PNG, and
 basic facts of the epidemic (evening work).
The session also aims to strengthen the following skills needed in the care of
people with HIV:
 Thinking through complex issues.
Methodology
This session begins in plenary with the resource persons answering some of
the questions identified by the participants earlier in the day or placed on the
Question Wall.
The participants then form geographic groups to discuss some of the social,
economic and cultural factors which shape the way the epidemic spreads,
how quickly it spreads and the way people respond to it.
A series of questions are posed by the facilitator:
What can you tell us about people’s movements in your area, both men
and women?
 What can you tell us about the use of alcohol and drugs in your area?
 What can you tell us about the lives and opportunities of young people
in your area?


And then,
How are these issues linked to the way the epidemic spreads in families,
communities and nations?



In the evening, the participants work individually and in groups to determine
their level of knowledge of basic HIV facts.
Then in their teams they will identify areas where they need more
information and questions that have come to their minds. These will be
written on cards or paper and placed on the Question Wall.
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NOTES FOR THE RESOURCE PERSONS
UNDERSTANDING THE HIV EPIDEMIC: Seeing the epidemic
Whole group and geographic groups
75 minutes
Preparation
The participants are to be grouped geographically by province. Each
geographic group is to nominate someone who will be responsible for
drawing a rough map of their province before the exercise. This map need
only be accurate and detailed enough that the main geographical features are
recognizable and roughly in proportion.
Discussing your questions: Question Wall
The session facilitator asks the participants to turn to the page in their
Workbooks which outlines the session.
The exercise begins in plenary with the resource persons seeking answers to
some of the questions identified by the participants earlier in the day and
placed on the Question Wall. Different resource persons take responsibility
for different questions depending on their knowledge and experiences.
Rather than answering the questions directly themselves, they should begin
by posing the question and seeking answers from within the group.
Suggested time is 15 minutes.
Seeing the epidemic
The session facilitator then forms the participants into geographic groups.
The group facilitator explains that the exercise has been drawn up in response
to a request from an older woman in Milne Bay Province after an HIV
awareness session:
You tell us that the epidemic is here, moving among us. But how do we see it?
All we see is people getting thin, coffins coming in on planes,
people who are longlong.
The group facilitator poses a series of questions:





What can you tell us about people’s movements in your area, both men
and women?
What can you tell us about the use of alcohol and drugs in your area?
What can you tell us about the lives and opportunities of young people
in your area?
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The questions are posed one by one. After each question is posed, the
facilitator asks the participants to think quietly about what happens in their
area. The facilitator then invites two or three people to describe what is
happening. The facilitator encourages people to think about why these
things are happening, the causes of these social issues.
Some suggested issues for each question
Ask people to think about who moves, where they go, why they go there,
how long they stay and what they do when they are there.
After this is well discussed, ask about the pattern of drinking, whether drugs
and alcohol are combined, when and where people drink, is it regular or on
occasions/binge drinking, what happens when they drink to excess, where
they get the money to drink, etc.
Then ask them to think about the youth in their area. Are they productively
employed? How do they pass their days? What is their future? How do
people perceive them? How do they perceive themselves (as “loose fruit”, for
example, people not wanted)?
Then ask people what are the links amongst these issues. One important link
is that they each relate to how people make money, legally and illegally,
formally and informally, in cash and in non-monetary incomes, and how they
spend it. Ask whether people save money. Traditionally wealth was invested
in social relationships. What happens now?
The aim of the discussion is not to linger on commonly known problems but
rather to draw these things to people’s minds and to explore their causes. The
causes of social phenomena like dysfunctional families, the movement of
people, violence, youth disaffection, the desire for money, the breakdown of
law and order, contribute to the spread of the HIV epidemic but people often
do not make the links between them. Hence, when the causes have been
explored, move to the next question.
Suggested time is 15 minutes.
Then the facilitator asks the group to think about and discuss the links
between these issues (mobility, alcohol and drugs, and youth disaffection)
and the HIV epidemic:


How are these issues linked to the way the epidemic spreads in families,
communities and nations?

The facilitator should ask the group how these factors affect the HIV epidemic
and influence the way it spreads. The facilitator helps the group explore these
linkages. The discussion may lead to discussions of the way money is valued
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and used, to discussions of the relationships between self esteem and
confidence and these social issues. It should encompass violence in all its
forms. It is known, for example, that women and children who suffer
violence are more likely to be infected.
This exercise is designed to assist participants to “see” the spread of the
epidemic through its socio-economic drivers, the factors in a society – social
practices and patterns of behaviour – which diffuse and intensify its spread.
People are searching to understand this new phenomenon in their lives.
Traditional ways of understanding medical or social phenomenon – illness,
malaria, incest taboos, sorcery, etc. – do not help people understand the HIV
epidemic.
If people only come to see the epidemic through people falling sick and
dying, that is, through its patterns of morbidity and mortality and their
consequences, probably by then many people will be infected. It is important
to help people see the epidemic as linked to the ways their societies function,
their values, norms, practices and forms of social organisation.
This is not a session about risk groups or risk settings and the facilitators need
to resist such claims if they arise in the discussion. It is a session about the
broader factors that shape all people’s behaviour: social norms and values,
social practices, what communities accept or condone, and the way these
affect what people do.
People often think of the epidemic in terms which lead to blaming others:
women in sex work, youth hanging around in the towns, people in the
settlements, the poor, women in general. The exercise tries to expand
people’s understanding of the broader factors that contribute to its spread and
determine who gets infected. If there is a tendency in the group to talk about
or blame others, the facilitator should point this out and try to move people
away from blaming towards understanding.
The facilitators should note down any myths, misconceptions or gaps in knowledge
that emerge during the discussion. After the session, ways of addressing them should
be discussed during the facilitators’ meeting.
Suggested time is 10 minutes.
Ask each geographic team to work on the rough map of their region. Ask
them to recall the discussion that the group has just had and to draw on the
map the patterns of movements and flows: who moves where and how often,
how money flows and is used, where people are employed, inside and
outside the region, the routes of traders and fishermen, market places,
boarding schools, places where youth congregate, places of alcohol and drug

84

use, places of violence, and other factors that they have discussed in their
groups. As things are drawn on the map, continue to discuss the links
between what is being put on the map and the spread of HIV, and how the
various things on the map might interact (such as boarding schools,
logging/mining, and major roads being together, or a seasonal festival that
occurs on a shipping route, etc).
This is a way of marking on the map where they think the epidemic is in their
province, where it is clustering and where it is spreading. It is a way of
helping people “see” the epidemic before it begins to show its presence in
illness, deaths and signs saying “Coffins for sale.”
Suggested time is 20 minutes.
Place maps on the wall in a Gallery Presentation. Invite the teams to walk
around and look at the other maps. Ask if they have any questions.
Then hold a discussion in plenary about the social, cultural and economic
factors that fuel the epidemic and determine who gets infected and how
quickly the epidemic spreads.
Some possible points for the summary
The HIV epidemic spreads where there is:
 Social inequity and injustice; a significant gap between rich and poor
 Greed
 Differences between people’s values and practices
 Disempowerment; apathy, fatalism, “it’s life”
 Lack of employment, formal and informal; low wages, unfair pay
structures
 Poverty, leading to crime, especially among young men, and survival sex,
especially among women
 Strong gender differences
 Violence towards women
 Violence
 Education is not free; inadequate basic services
 Cash payments for compensation claims
 Corruption.
Suggested time is 15 minutes.
Timing
 Discussing your questions:
 Seeing the epidemic:
 Discussion and Summary:

15 minutes
45 minutes
15 minutes
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NOTES FOR THE RESOURCE PERSONS
CLOSE

Whole group

15 minutes

At the end of the day, the session facilitator discusses the evening activities.
The facilitator asks the participants to turn to the page in their Workbooks
which outlines the session.
Remind the participants to complete the filling in of their daily journals. This
is in preparation for the next morning’s Reflection session. Participants
should bring the programme and the journal from the day before to each
day’s Reflection session.
Participants should also be given the feedback forms for the day and asked to
fill them in and hand them in the following morning.
Remind the group of the objectives and the rules of the next morning’s
reflection session
Each evening, a video will be shown. Let the participants know that
attendance is optional but the videos form an integral part of the Workshop
and contribute to the understanding of its topics. After each video, there will
be a discussion.
The facilitator then carefully describes the team and individual work for the
evening. Draw the participants’ attention to the Questionnaire on
Understanding the HIV epidemic and Questionnaire Information Sheets in
their Workbook. See the Annexes of this manual for a copy of the
Questionnaire. Explain that they will not be handing in their answers. The
exercise is designed to enable them to determine for themselves the areas
where their knowledge is extensive or weak. It is an exercise in self
knowledge.
Ask each team to decide on a team leader who will arrange the time for the
team to meet. The session will begin with each member of the team
individually going through the questions and answering True, False or Other
to each question. When finished answering the questions, they turn to the
Questionnaire Information Sheet and check whether they have the same
answers as those in the Information Sheet. They are to read the paragraphs
under the answers. Where they have questions or want more information,
they are to make notes.
When this is done, the team leader will start a discussion of the questions and
answers. Where the team has questions or wants more information, they are
to write this on cards/paper and put it on the question wall.
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Remind the participants that they are to read through the chapters on
Protective Measures in the national guidelines and work on their workplace
safety plans.
Possible evening video:
National Catholic Family Life and the Melanesian Institute. 2006. Mist in the
Mountains: HIV and AIDS in Porgera. DVD 36 mins.
Possible discussion questions:
 What struck you most about the video?
 What social issues and problems were portrayed in the video? How are
these linked to the HIV epidemic?
 What observations or insights from the video are relevant to the epidemic
in your community?
 What observations or insights from the video are relevant to you in your
work or your personal life?
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DAY TWO
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WORKSHOP PROGRAMME
DAY 2
8.00 am
8.30 am

Reflection session

Whole group

Building skills for HIV care
Asking questions

Whole group



9.00 am

Safety outside the workplace
 Protecting the health workforce
 Protective strategies for women
 Protecting oneself from infection
 Helping children protect themselves

10.15 am

Morning tea

10.45 am

Reading the body: Could it be HIV?
 Natural history of HIV infection

12.00 pm

Lunch

1.00 pm

Understanding the HIV epidemic
 Discussing your questions

1.30 pm

Caring for the person
 Symptomatic HIV care
 Opportunistic conditions and their
treatment

Whole group
Mixed groups
Individual work
Whole group

Whole group

Whole group

Team/networks
Whole group

3.00 pm

Afternoon tea

3.30 pm

The language of care

Whole group

4.00 pm

Building skills for HIV care
 Questions to create change

Whole group

4.45 pm

Close
 Evening activities

Whole group

Evening activities:
 Video
 Team/networks: Understanding HIV Care Questionnaire and
Information Sheet and group discussion
 Individual work: Children’s safety plan
 Daily journal, feedback form & preparation for reflection session
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REFLECTION SESSION

Whole group

30 minutes

Background
This session is designed to assist participants to better retain the information
covered in the sessions of the day before, to develop skills in working with
silence, in active listening and in not responding immediately to what others
say. It provides an opportunity for participants and resource persons to
reflect on the work.
Objectives
By the end of this session participants will have:
 had occasion to recall things learnt or thought about during the preceding
day and to learn what others thought of interest,
 strengthened skills required in HIV care and counselling: actively
listening without responding, handling silence, and learning through
introspection/listening to oneself, and
 better retained things learnt by themselves and others.
Methodology
This session is done in the whole group. Participants are asked to have their
Programme and Daily Journal for the preceding day open in front of them.
Participants and resource persons are asked to think back over the previous
day’s work. They might think about what was presented, what they learnt,
what happened. They might share some thoughts with the group.
This is not a discussion session or a time for conversations or interaction
amongst participants or with resource persons. It is a time for reflection.
Silences may lengthen, as they do when people are thinking things over or
reflecting, or listening carefully to others.
Some people may choose just to think quietly throughout the session about
what they have learnt. Others may choose to speak, telling about an insight
gained, contributing a comment, making a request or whatever they feel
moved to say. People listen quietly to what is being said and compare it to
their own experience.
There is no talking together, no commenting on or questioning of what
someone has said, just respectful listening.
People may ask a question or raise issues. They will not be answered during
the reflection session. They will be noted and answered later.
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NOTES FOR THE RESOURCE PERSONS
REFLECTION SESSION

Whole group

30 minutes

This session is done in the whole group. Participants are asked to have their
Programme and Daily Journal from the preceding day open in front of them.
The methodology for this session is in the chapter on the Methodologies of
the Workshop.
This session needs to be introduced carefully each day. The session facilitator
should create, through their words and manner, a meditative mood in the
room.
Participants are reminded that it is not an interactive session, rather one of
reflection on the work of the previous day and its meaning to them. People
can raise questions or issues for discussion but they will be responded to after
the reflection session not during it.
This contemplation may be silent or people may choose to speak their
thoughts aloud. Both participants and resource persons may speak.
However, resource persons must be careful not to dominate the discussion,
and should try to avoid being the last to speak. If there are no comments for a
long period, however, it can be helpful for a resource person to give a brief
reflection to put participants at ease to speak.
Do not try to moderate the session or control or decide who speaks. It is often
better to lower your eyes if people are trying to get your attention or
permission to talk. Try to create a space in which people talk as they are
moved to talk and contribute their thoughts to the whole group.
Where some people are not comfortable speaking in English, encourage them
to speak in their language of comfort during the Reflection Session. Try to get
someone to give feedback after the session.
Watch the time so that you can end the session on time. Do not end early if
people are silent. Let the time pass.
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BUILDING SKILLS FOR HIV CARE: ASKING QUESTIONS
Whole group 30 minutes

Background
Asking questions and listening for the ideas and strategies embedded in
people’s answers are important skills for those working for social change.
A closed question elicits a “yes” or “no” answer. The discussion stops here.
Sometimes a “yes” or “no” is all that is needed. For example: “Is it time for
lunch?” In most cases, however, closed questions close down opportunities
for dialogue, rather than opening up occasions for interchanges.
A “why?” question often seems confrontational, asking the hearer to justify
their beliefs or behaviour.
Closed and confrontational questions can stop conversations and limit the
inquiry. They stifle the possibility of movement towards change.
There are different types of open questions and different ways of using them.
This session explores the difference between narrow or extractive questions
and question that open spaces for answers.
Objectives
By the end of this session participants will:
 become conscious of how often closed questions are used in conversations,
 understand how closed and confrontational questions limit responses, and
 become more skilled in the use of open questions.
Methodology
The exercise on closed questions will be done by all, by participants and
resource persons alike. It will continue throughout the day, perhaps the
workshop.
Each time a person is heard asking a closed question, in a session, during a
meal, outside, while chatting, someone is to gently tap the person on the
shoulder. The aim is to make them more conscious of using questions that
may limit the possibilities of conversations.
In groups of two, the participants will explore different types of open
questions: extracting versus opening up questions
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NOTES FOR THE RESOURCE PERSONS
ASKING QUESTIONS

Whole group 30 minutes

Introduction
The session facilitator asks the participants to turn to the page in their
Workbooks which outlines the session. The session facilitator outlines the
session.
Health care workers have a great deal of knowledge but telling people what
to do might not be the most effective way of using this knowledge. Listening,
answering questions, telling stories to make a point are all more effective than
telling people what to do.
Skills need to be developed in the sharing of knowledge and in getting others
to ask questions that can be answered and to think things through for
themselves.
Begin by asking people to think about the role of asking question in the
provision of care:
 When are questions used?
 Why are they used?
 Does the way they are asked affect the answers given?
 Do they think it is important to be skilled in asking questions if they wish
to give good care to people living with HIV?
Closed questions
This session helps people to become aware of how they ask questions.
Participants are to listen closely to every question that people ask throughout
the day, including during group work, meal breaks and when talking
informally, and identify when a closed question is used.
A closed question elicits only a “yes” or a “no” answer. They are questions
that do not create openings for further discussion or conversations.
Closed questions often contain the answer the questioner expects to get. They
show people the answer that is expected. People often respond to the answer
implicit in the question. For example: “Is this the road to Kikwit?” “Yes”.
Ask participants for some examples of closed questions. Offer other examples
to illustrate what they are:
 Did you like the last session?
 Were you late because you slept in?
 Are you enjoying the training course?
 Do you think that HIV positive people deserve our compassion?
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When a person hears someone ask a closed question, they are to gently tap
them on the shoulder. This will help them become aware of their pattern of
asking questions.
Show how this is to be done by asking a closed question and having someone
tap you on the shoulder.
The facilitator explains that the exercise on closed questions will run
throughout the day and that feedback, insights and experiences of the activity
will be discussed at the end of the day.
The facilitator then discusses “why?” questions. Asking a question such as
“Why did you do that?” forces the person to explain their actions. It is often
felt as confrontational or critical and as if the person is being forced to account
for himself or herself.
“Why” questions often close down conversations rather than moving them
forward.
“Why” questions are discussed in the Notes on Strategic Questioning for the
session on Strategic Questioning at the end of the day.
Suggested time is 10 minutes.
Extracting versus opening up questions
Introduce the exercise. Another difference in questions is extracting versus
opening up questions.
Extracting questions pull information towards the questioner. These are
narrow questions, taking a particular bit of information from a person. Think
of the questions a health care worker asks at the start of taking a medical
history.
Other questions go out towards the other person and encourage them to
speak, to tell a story. These are questions that open spaces for answers,
allowing people to answer in their own way.
The first type of question takes from the other person the information that the
questioner wants: address, date of birth, occupation, family size, directions to
the shops, for example. The questions asked in taking a medical history
begin like this. Questionnaires are like this. Think of a census or a social
research project. These are extractive questions.
The second type of question opens a space in which the person questioned
can talk about what is important to them. They can tell their own story,
answer in ways that allow them to talk about what they want to say. These
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questions let people talk about how they themselves see the world. An
example of this sort of question might be: Tell me about yourself? Or: What
do you like about where you live? The latter question opens up less space
than the first since it limits the story to what is likeable about the place.
Questions that open spaces also allow people to “speak their world”, to
describe their lives or thoughts in their own way. This is an important
concept, used by Paolo Freire in his work.
Divide the participants into groups of two. Ask one person in the group to
put up their hand. That person is to ask the other person an extractive
question. Then the other person asks an extractive question.
Then give an example of a narrow question and ask the groups to discuss
ways in which it might be turned into an opening question. For example:
How many children do you have? (Tell me about your family?) Or: What is
your job? (What do you do?)
Then ask the groups to ask each other an opening up question.
Then ask people to talk about the exercise.
Suggested time is 15 minutes.
Discussion
Discuss the exercises in the larger group.
Health care workers need to be able to learn from people living with HIV
what is important to them, what care and support needs they have, how they
are feeling, who is helping and supporting them, and more. Asking questions
is central to this process.
Where health care workers ask only extractive questions, ask only for the
information that they want, this leave no space for the voices of those living
with HIV to be heard, for their concerns to be articulated, their perspectives to
be heard.
It could be drawn to the participants’ attention that practices in counselling
such as reflecting back to the person what you have understood them to have
been saying should not lead to a feeling that they are not being listened to, or
that their own way of saying things is not valued. People need to be able to
“speak their worlds” in their own words and way of speaking.
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Counsellors who practice this technique need to be aware of this. The aim of
this practice is good, namely to be sure one’s understanding is correct. An
alternative practice might be to ask the person to repeat what they have said.
End by asking the participants to listen closely to the questions that people
ask throughout the day, including during group work, meal breaks and when
talking informally, and identify the types of questions used. Particular
attention should be paid to how often a closed question is used.
Suggested time is 5 minutes.
Timing
 Closed questions:
 Open questions:
 Discussion:

10 minutes
15 minutes
5 minutes
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SAFETY OUTSIDE THE WORKPLACE
Whole group and mixed groups

75 minutes

Background
The vast majority of HIV positive health care workers are infected outside of
the workplace. A consciousness of the need to protect themselves from sexual
and other lifestyle forms of transmission can help health care workers to
avoid HIV infection or re-infection so that they can continue their professional
work as well as their parental and social duties.
The session recognises the majority of health care workers are women.
Objectives
By the end of this session participants will have:
 developed an awareness of the strategies available to women individually
and collectively to protect themselves from infection,
 prepared a personal safety plan to prevent HIV infection, and
 prepared a children’s safety plan to assist their children to protect
themselves from infection.
Methodology
This activity is done by the whole group.
Approaches to preventing HIV infection or re-infection outside of the
workplace are discussed with a focus on the strategies that are available to
women individually and collectively to protect themselves from HIV
infection.
In mixed groups, participants are to discuss the following questions:
 What strategies can a woman use to minimise her chances of being
raped?
 In what ways can communities protect their women and girls from being
raped?
After this, participants then work individually on developing a personal
safety plan for themselves. These plans will not be shared. They are
personal. For everything that the participants are going to do they need to
identify:
 how they are going to do it, and
 whom they need to talk with to achieve it.
A plenary discussion follows on how parents can protect their children from
HIV infection. Participants then develop a safety plan for assisting children to
protect themselves from infection.
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NOTES FOR THE RESOURCE PERSONS
SAFETY OUTSIDE THE WORKPLACE
Whole group and mixed groups

75 minutes

Preparation
Prepare two blank A4 sheets of paper for each participant for their individual
exercises as well as another two sheets of butcher’s paper for the groups to
use during the group work.
Introduction
The session facilitator asks the participants to turn to the page in their
Workbooks which outlines the session.
The session facilitator outlines the session and then briefly introduces the
topic of HIV infection or re-infection outside of the health care work place.
The ways in which the epidemic affects women, as well as and in contrast to
men, are introduced. Notes that could be used for the introduction are at the
end of the notes for this session.
Some points that may be made include:










The health care workforce is predominantly female
Most health care workers are infected outside of health care settings.
Preventing oneself from becoming infected or re-infected is difficult.
The epidemic affects women and men differently
What women (and men) do and what happens to them is most often
determined by social practices and norms.
ABC admonitions (Abstain, Be faithful or else use a Condom) are not
under women’s control
For women, it is often difficult to protect themselves: the vast majority of
women who are infected were faithful to their husbands or regular
partners
Women are often blamed for spreading the epidemic.

Women, violence and HIV
It is important to stress that women who have experienced violence, whether
verbal, emotional, physical or sexual, are much more likely to have become
HIV infected than other women.


Why do you think that women who are victims of violence are more
likely to be HIV infected?

Discuss.
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Rape and HIV
The HIV epidemic throws a spotlight on issues that are often hidden and left
undiscussed: marital rape, gang rape, incest and other forms of sexual abuse.
Women who have been raped not only suffer emotionally, psychologically
and physically, but can now be infected with HIV through rape.
The session considers rape, that is, at non-consensual penetrative sex both
outside and inside marriage. There is a high incidence of non-consensual sex
in PNG, including rape, pack rape/lain up, marital rape and incest.
Ideas about who is raped and whose fault it is are deeply culturally
embedded. A culture of rape exists where traditional assumptions and
attitudes about men and women maintain and encourage behaviour that
leads to or supports rape and domestic violence. Such assumptions remain
unchallenged in a culture of rape and permeate the society, its people and its
institutions, including its medical, legal and judicial systems and its media.
Such attitudes and beliefs are so deeply ingrained into a society that most
people are unaware of the ways they permit, even encourage, violence to
women. The elements of cultures of rape fall into recognisable patterns:
blaming the victim, implying that the person’s behaviour is somehow
responsible for the violence committed (“She asked for it”), invoking male
needs, or claiming that the victim consented to sexual activity or other abuse.
In this session, it is critical that a space be created that allows people to speak
freely and to be helped to challenge their own assumptions from within.
Before moving into small groups, ask if there are any questions or comments.
It is important that all understand the issues involved.
Suggested time is 5 minutes.
Strategies for women that might protect them from rape
Form mixed groups. Each group will need two sheets of paper and a marker
pen. The group facilitator poses the question:


What strategies can women use to minimise their chances of being
raped?

Ask the participants to think of strategies that women use to protect
themselves from HIV or that they think that they might use. These might be
strategies that a woman herself might use or that women together use.
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Ask the participants to think about the question quietly and make notes
before the discussion begins. Then ask the group for suggestions.
The facilitator should ensure that the group seriously considers each strategy
suggested for its efficacy and for women’s ability to use it.
If the facilitator judges a suggested strategy as inappropriate or ineffective, it should
not be added to the list.
If the group do not understand why it is not being added to the list, put it on a
different piece of paper and explain that it will be discussed later.
As a strategy is agreed to be effective, write it on the paper.
For example, some strategies that women might use to protect themselves
from rape include:









Do not get onto a PMV where there are only men on it
Do not get on a PMV with only the driver and conductor
Try not to walk alone, day or night
Walk with others, with other women or ask a man from your family to go
with you
Only drink in moderation and in a safe place
Avoid parties and discos
Carry a whistle or mace
Shout and try to get away if attacked.

There is often a tendency to blame men in a discussion such as this, without
acknowledgment of the fact that the behaviour of individuals is determined
by cultural and social norms and practices. This point is poignantly raised in
the video It’s Not Easy, which may be shown on Day 4 of the workshop. There
is also a blaming of women that permeates people’s reaction to the epidemic.
Both of these tendencies need to be discussed and resisted.
It is often claimed that women are themselves responsible for being raped. It
is insinuated, or claimed, that a woman’s personal conduct is somehow
responsible for sexual violence committed against her. Strategies are often
suggested about wearing modest clothing, using modest language, not being
seductive or enticing. Such strategies need to be carefully discussed. Whilst
women need to be aware of these things, in themselves they are not sufficient
to avoid being raped, as women can be raped in modest clothing, using only
modest language. The facilitator must ensure that no strategy that implies
that women cause men to rape them is added to the list.
If the group is having difficulties in freeing themselves from these beliefs, the
facilitator should continue the discussion of this issue. It is important to help
the group understand the social and cultural dynamics of rape.
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When the time is up, summarise the discussion by helping the group
understand that there are very few effective things that women can do to
protect themselves from rape.
Suggested time is 15 minutes.
Strategies for communities to protect women and children from rape
Then pose the question:


In what ways can communities protect the women and girls within them
from being raped?

Ask the participants to think of strategies that communities might use to
protect their women and girls from rape.
Ask the participants to think about the question quietly and make notes
before the discussion begins. Then ask the group for suggestions. As a
strategy is agreed to be effective, write it on the paper.
The discussion should also include the ways that men can help protect their
wives, sisters, mothers and daughters.
Again, the facilitator should ensure that the group seriously considers each strategy
suggested for its effectiveness.
If the facilitator judges a suggested strategy as inappropriate or ineffective, it should
not be added to the list.
If the group do not understand why it is not being added to the list, put it on a
different piece of paper and explain that it will be discussed later.
Some possible strategies include:
A community can:










Talk about rape, why it is happening and what they can do about it
Change their attitudes about women and respect their dignity
Decide not to tolerate rape in the village
Think about the links between rape and bride price
Establish new standards of behaving and thinking
Ensure that those who rape are somehow dealt with
Discuss the values of marriage
Engage youth in the discussions
Ensure the proper medical care of all women who have been raped.

Suggested time is 15 minutes.
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Gallery presentation
Hang the group work in a gallery presentation, clustered by the two different
questions. Invite the participants to walk around and look at each group’s
work.
Suggested time is 10 minutes
Personal safety plans
Invite each participant, man and woman, to reflect quietly how they have
been protecting themselves from HIV infection and how they might apply
points made in the discussion to their own lives to increase their protection
from HIV infection.
Give participants a blank piece of paper to write their plan on. Then invite
them to draw up a personal safety plan, a plan for protecting themselves
from infection or re-infection in their personal lives.
Explain that these plans are private. They will not be collected or discussed.
On completion each participant will fold his or her plan and put it away.
Explain that for everything that they are going to do to protect themselves
they need to identify:



How they are going to do it, and
Whom they need to talk with to achieve it

After completion of the safety plans, ask the participants if they have any
questions or comments.
Suggested time is 10 minutes.
Discussion of safety strategies
The facilitator should briefly discuss the strengths and weakness inherent in
various strategies.
Begin with a familiar example, for example, the strategy that a person remain
faithful to his or her spouse. Should a man adopt this as a strategy, he should
consider the situations in which this might be undermined: alcohol
consumption, pressure from mates, travelling away from home, etc. and
include them in his plan. He should then consider how he is going to ensure
that he is not infected by his spouse.
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Should a woman adopt this strategy, she will protect her husband from getting
infected from her but how will she protect herself and the children from getting
infected by him.
Talk about how the virus enters families and spreads quickly within them so
that soon three or four people, adults and children, may be infected.
Introduce the concepts of couple counselling and families deciding not to let
the virus in.
Possible points for discussion on the personal safety plan include:















The only strategy which can be adopted without discussion with one’s
spouse or sexual partners is when a man decides to always use a good
quality condom, properly, with his spouse and with others, and dispose of
it according to the instructions.
Otherwise personal safety plans need self-knowledge and an ability to
communicate with spouses and other sexual partners.
Celibacy leaves the person unprepared for a sexual encounter. Unsafe sex
often results from not being prepared with a condom or not being practised
in negotiations.
Having a healthy genital area reduces the risk of HIV transmission if sex is
unprotected. Personal hygiene and treatment for sexually transmitted or
reproductive tract infections are essential parts of any personal safety plan.
Personal safety plans should acknowledge the dis-inhibiting effects of
alcohol, recreational drugs and loneliness. Knowing your personal
weaknesses and avoiding such situations is an essential component of a
personal safety plan.
Rape will undermine any protection strategy. Strategies to avoid rape
should be part of every woman’s, and man’s, personal safety plan.
The female condom allows women some control since they wear the
condom. However, female condoms are not generally affordable or
available and still require negotiations with the partner.
Men, by using a condom, can fully protect themselves from infection or reinfection.
Women can protect themselves in certain ways. Full protection for them
requires that their husbands or partners protect them. Couple counselling is
important to achieve this and to help couples prevent the virus from
spreading within their families.

Participants should be strongly encouraged to continue to work on their own
personal safety plans in the evening since the discussion may also highlight
many strategies that individuals might not have considered in their earlier
drafts.
Suggested time is 15 minutes.
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Protecting children from infection
Initiate a discussion on the ways in which parents can help and support their
children to protect themselves. Remind people that telling children what to
do or not do rarely, if ever, works. Ask them to think about what other ways
parents have of helping their children to remain uninfected and make a few
notes. Then invite people to discuss the question.
Possible points for discussion:










Develop habits of talking with your children, about anything and
everything. Spend time in their company. Build loving relationships.
Whatever the cultural constraints, HIV is forcing parents to learn to talk to
their children about quite intimate matters. This is easier where there is a
habit of talking.
Cultural taboos, such as talking about sex, death, and relationships, fade in
front of this epidemic.
Bring your children up strong in the skills and values that they will need to
remain uninfected. This includes self-esteem, self-confidence, an enquiring
mind, autonomy, and respect for others, and much more. Think this
through. It will be different for your daughters and your sons.
Participate in their moral and religious values formation.
Do not overprotect your children
The HIV epidemic teaches us that telling people what to do rarely achieves
the desired outcome. This is true in team based HIV care also.

It is important that participants begin to realise the problems inherent in
trying to help others to protect themselves. While there is little that a parent
can do directly to protect their children, the environment in which they raise
them has the capacity to empower children to make self-protecting choices.
Ask the participants to reflect, in the evening, on how they might help
children, their own or children to whom they are close, to protect themselves
from HIV infection. They are then to draw up a children’s safety plan, a plan
for helping them to protect themselves from infection or re-infection.
Suggested time is 5 minutes.
Timing







Introduction:
Strategies for women:
Community strategies:
Gallery presentation:
Personal safety plans:
Children’s safety plans:

5 minutes
15 minutes
15 minutes
10 minutes
25 minutes
5 minutes
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SUPPLEMENTARY MATERIAL FOR THE SESSION
Men and women are vulnerable to HIV infection in differing ways
Sexual intercourse takes place within a variety of partnerships and
relationships, each of which has its own social and cultural determinants.
They range from, for example, the marriage relationship in which each
partner may have clearly-defined cultural and sexual roles to "one-off" sexual
encounters, such as where sex is exchanged for money.
Within these relationships, there will be varying degrees of equality and
choice. Often, there will be significant power imbalances because one partner
- usually the woman - is socially or economically dependent on the other and
is therefore less able to determine the basis upon which the sexual interaction
takes place. The person in the weaker position within the relationship will be
more vulnerable to the risk of HIV infection because she will be unable to
implement the measures necessary to protect herself.
Because social, cultural and economic factors play a large role in determining
a person's exposure to the risk of HIV infection, men and women are
vulnerable to the epidemic in different ways. It is important to understand
the source of this vulnerability and to recognise that the factors that place
women at risk of infection are very different from those affecting men.
Men are vulnerable to HIV because:
 Generally, men are in a position of greater strength within their
relationships with women - socially, culturally and economically - and are
more able to dictate the terms of their sexual relationships. This enables
men to initiate sexual relationships more easily and provides an
opportunity for multiple sexual relationships;
 Multiple sexual relationships for men are often socially condoned, and
sometimes actively encouraged;
 Social and cultural practices or values may discourage men from using
condoms. These practices and values provide an obstacle to men
appreciating fully the risk of HIV infection and acknowledging that it is
relevant to them;
 Men may have mobile jobs or be required to travel in order to obtain
work. This keeps them away from their homes and families and can lead
to their having multiple sexual partners outside their marriage or primary
relationship;
 Men may have sexually transmitted infections which facilitate the
transmission of HIV. Other physiological factors may also be relevant,
such as in the case of men who are not circumcised and for whom the skin
of the penis beneath the foreskin may be a poor barrier to the transmission
of the virus; and
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The use of alcohol is a condoned, and in many cases, encouraged social
activity for men. Alcohol use has a disinhibiting effect on drinkers and
can reduce a person’s determination to avoid HIV risks.

Women are vulnerable to HIV because:
Women are commonly socially and economically dependent on men.
Consequently, they lack the autonomy to determine the circumstances in
which their sexual relationships take place.
Specifically:
 A woman cannot ensure that her partner is faithful to her. She cannot
ensure that he practices safe sex in his relationships with other women;
 She cannot insist that he takes precautions in his sexual relations with her
to prevent the transmission of HIV. It is usually the decision of a man
whether to use a condom, and many women could not suggest to their
husband or partner that he wear a condom without jeopardizing the
relationship;
 The three most widely advocated messages for HIV prevention –
abstinence, reducing the number of one's sexual partners and practising
safe sex - have little application to women. The majority of women have
only one sexual partner, usually their husband, and within that
relationship, they cannot compel their partner to practise safe sex;
 For many women, selling sex provides their only means of economic
support. They are therefore forced into activities that expose them to the
risk of HIV infection;
 Women may have genital and reproductive tract infections which can
facilitate transmission of HIV. They may be unaware of these infections or
may be unable to seek treatment for a variety of reasons, such as cost,
isolation, lack of time, cultural constraints to attending a health centre or
the fact that the treatment is too impersonal or threatening to women;
 In cultures where rape and violence to women are socially tolerated or
passively accepted as inevitable, the virus spreads very rapidly; and
 Cultural practices may dictate that a women's first sexual encounters occur
when she is still very young, sometimes barely a teenager. Girls of this
age have frail and immature genitalia and are therefore more likely to
become infected with HIV.

106

WORKSHEET: Children’s safety plan

107

READING THE BODY: COULD IT BE HIV?
Whole group

75 minutes

Background
Health care workers need to be familiar with the range of common HIVrelated presentations in order to maximise the benefits of care. Patterns of
HIV disease can show great variation among infected people. In addition,
local infections, such as the presence of tuberculosis, malarial and other
parasitic infections, will influence the pattern of management of opportunistic
infections.
The pattern of disease and the time of presentation greatly affect the types of
care necessary. Earlier diagnosis enables earlier treatment and recovery from
HIV-related conditions.
Objectives
By the end of this module, participants will have developed:
 An understanding of the natural history of HIV infection, including the
neurological aspects of HIV infection
 An understanding of the clinical staging of HIV infection
 An understanding of the relationship between the amount of virus
present, infectivity and progression of infection
 An understanding that caring for people with HIV is more effective the
earlier the infection is detected.
Methodology
This session is done in plenary. The participants and the resource persons
work together to strengthen the understanding of:
 The impact of HIV infection on the immune system and of the different
conditions that may occur as the immune system weakens
 The neurological and cognitive conditions associated with HIV infection
 The changing amount of virus present during different times during HIV
infection.
In the evening, participants work in their team/network groups, initially
working individually on a questionnaire on the natural history of infection,
checking their answers against the questionnaire information sheets, then
discussing the information in the group. Each group will nominate a leader
responsible for organising the group to meet.
Bibliography
PNG National Department of Health. 2007. Guidelines for HIV Care and
Treatment in Papua New Guinea.
Australasian Society for HIV Medicine (ASHM). 2003. HIV Management in
Australasia: a guide to clinical care.
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NOTES FOR THE RESOURCE PERSONS
READING THE BODY: Could it be HIV?
Whole Group

75 minutes

Preparation
Before starting this session, the resource persons should take all the questions
from the Questions Wall relating to the nature of HIV infection and make sure
that each is answered in the course of this session.
If at all possible, copies of the WHO HIV Clinical Staging Guidelines
(www.who.int/hiv/pub/guidelines/clinicalstaging) and of the NDOH Care
Guidelines for HIV Care and Treatment in PNG, 2007, should be available.
Two large wall charts need to be prepared for this session. To form the first
chart, place five or six sheets of butcher’s paper on the wall so that they form
a long oblong. Make the second chart by sticking another oblong of the same
size underneath the first chart.
On the first, draw an outline of the functioning of the immune system from
primary infection to late infection.
The first chart is as follows:

Immune Function
Stage 1

Stage 2

Stage 3

Stage 4
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On the second chart, draw an outline of the amount of virus from primary
infection to late infection. It is important that the two charts are of the same
length so that the staging for viral load and immune function line up.
The second chart is as follows:

Viral Presence
High

Low

Stage 1

Stage 2

Stage 3

Stage 4

Introduction
The session facilitator asks the participants to turn to the page in their
Workbooks which outlines the session.
The session facilitator introduces the session. The session is designed to
increase the participants’ understanding of how the virus works on the body,
and how care, support and access to treatment and prophylaxis can influence
a person’s well being and length of life.
The session facilitator explains that the Understanding HIV Care and support
session has four sections:





Charting the natural history of HIV infection: reading the body
Understanding HIV clinical and nursing care: nursing the person
HIV Care questionnaire and information sheet (evening work).

The facilitator invites the participants to bring their chairs in front of the
immune system chart.
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Understanding the natural history of HIV infection: reading the body
Brainstorming: modes of HIV transmission (optional)
If the facilitators have identified misconceptions or knowledge gaps about
HIV transmission, it is a good idea to start with a brainstorming on modes of
HIV transmission. Otherwise, begin the session at eh next section.
Begin by asking participants the following question:


How does the virus enter the body?

Write up all that is said and then go through each way suggested. Ensure that
each is adequately discussed and then cross off those that are incorrect. End
the session with a summary of the modes of transmission. Where knowledge
levels are high, the facilitator could just ask the participants to answer the
question.
The suggested time is 10 minutes.

Reading the body
The session is designed to increase the participants’ skills at “reading the
body”, that is, at seeing a person with a particular symptom or set of
symptoms and being able to understand where that person might be in terms
of progression and what the prognosis might be. If necessary, begin by
making sure that people understand the working of the immune system.
Ask participants to identify signs, symptoms and conditions that they have
seen in those with HIV. Ask participants to suggest where they think the
symptom should be placed on the natural history of HIV infection chart. If
necessary, the causes can be put in brackets beside the symptom, for example:
blindness (CMV).
For example, a participant might say that they have seen a person with fever
and say that it occurs in the intermediate to late stage of infection. It is the
role of the facilitator to indicate that fevers and night sweats are also an early
sign of progression and can occur before other visible conditions. They will
be evident to those that sleep with them and live with them.
Ensure that, as an HIV related sign, symptom or condition is named and
placed on the chart, it is sufficiently described and discussed. In preparation
for the session on the care of a person with HIV diarrhoea, when HIV related
diarrhoea is mentioned, the facilitator could ask the participants to try and
describe the difference between HIV related diarrhoea (acute and chronic)
and diarrhoea caused by other pathogens.
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This chart shows the progression of opportunistic infections that may occur in
an HIV infected adult as the immune system weakens. Slowly build up the
chart as participants contribute HIV related conditions that they have seen or
heard about.
This chart does not need to be as sophisticated or as extensive as those seen in
textbooks. It needs to grow out of the participants’ experiences and knowledge.
What is most important is that participants are using their own knowledge of
HIV related conditions to create a chart of the natural history of HIV infection
and in so doing come to understand that this:





Charts the disease in their own setting
Identifies different diseases that those with HIV experience at different
stages of the disease process
Supports the importance of early intervention and prophylaxis.

The profile of common HIV related conditions may vary from one part of
PNG to another and between PNG other countries. Early indications are that
the following opportunistic conditions may occur in people in PNG with HIV:
oral candidiasis, scabies, TB, pneumonia, herpes zoster, HIV related cognitive
impairment, oral hairy leukoplasia, weight and hair loss and other skin fungal
infections.
The diagnosis of HIV seroconversion is uncommon in countries where people
present late to the health care centre. In this case, the discussion need not
dwell on HIV seroconversion. It aims to capture the participants’ experience.

Discussion
When enough conditions are on the chart, and before moving on to the
neurological and cognitive conditions associated with HIV infection, it is as
well to summarise. Make sure that:






The difference between HIV infection and AIDS is understood
The concept of being infected and well/asymptomatic is clear
It is understood that the period from infection to illness is different from
that of diagnosis to illness, and
That people understand that the virus itself can also act on the body.
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Points that could be made include:










Each symptom, other than those directly caused by the effect of the virus
on the body, could have other causes.
The important diagnostic skill lies in recognising patterns or clusters of
symptoms that might lead the health care workers to ask themselves the
question: Could this be HIV?
The very short time from diagnosis to illness often found in PNG does not
indicate a difference in the natural history of HIV infection in PNG from
elsewhere in the world. Rather, this indicates that there are psychological,
emotional, social, environmental and other factors influencing the
outcomes of infection.
Local non-HIV-related pathogens and diseases can also influence the
course of infection, for example, the poor standards of general health and
lack of support for people living with HIV.
Knowledge of the likely state of a person’s immune system and possible
course of infection enables health care workers to help HIV positive
people and their carers recognise the signs and symptoms of conditions
which cannot be dealt with at home and need medical attention.

HIV-related neurological and cognitive conditions
The facilitator should ensure that, as HIV also affects the nervous system,
participants are aware that the virus can cross the blood/brain barrier and
enter the brain. Begin by pointing out conditions affecting the nervous
system, the emotions and the mind already marked on the chart.
Ask the participants what non-HIV-related conditions may cause an altered
mental state?
Some suggestions are:
 Tumours, vascular disease, malaria, TB, meningitis
 Mental illness, depression, anxiety
Ask the participants to look at the chart and to identify other HIV-related or
possibly HIV-related neurological, emotional or cognitive conditions which
are not on the chart.
Check that the following are on the chart:
 Forgetfulness, confusion, lack of balance, shuffling walk, dementia
 Paresis, peripheral neuropathy, dis-coordination
 Toxoplasmosis, septicaemia, cryptococcal meningitis
It should be stressed that, in HIV infection, it is quite common for there to be
some form of cognitive or neurological impairment. Some people can
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develop conditions such as HIV dementia without other HIV related
conditions developing.
HIV related neurological and cognitive conditions which will have specific
implications for the care of people with HIV in PNG include dementia, fear,
and depression. Remind people of the quote from the woman in Milne Bay
province related on Day One. Beliefs in sorcery as a cause of mental ill health
will also have specific implications for care.
The stigma and discrimination suffered by people living with HIV who are
cognitively impaired will impact on their health. These conditions could also
negatively affect the quality and extent of care they might receive in a health
care facility, in their family, and in the community. However, once the nature
of these conditions is understood, people will be more willing to care.
The suggested time is 10 minutes

Discussion
Once participants have exhausted identifying the conditions they know, ask
them to describe any other conditions that they have seen but they are
unsure whether they are HIV related or not.
This is important. During one of the workshops, this question encouraged
one health care worker to describe purple/black looking lesions in the mouth
of an HIV infected patient at her centre. The lesions she described are those of
KS, Kaposi Sarcoma, and the discussion and reference materials enabled other
participants to learn of this and other conditions that they had not yet seen or
noticed.
When this has been discussed, the discussion could be summarised. The
following points could be made:









The pathway taken in the progression of HIV infection may vary
significantly from one person to another
The pattern of the progression of HIV infection differs for women and
children
The chart provides an idea of the range of conditions associated with HIV
infection that they are already seeing or will be seeing
Many of these conditions occur in people not infected with HIV
Some are reasonably specific to HIV, eg, severe oral thrush, some forms of
pneumonia, some forms of TB, cryptococcal disease, toxoplasmosis and
Karposi Sarcoma
Some HIV related conditions and clustering of conditions occur early and,
where health care workers recognise them, this can lead to the possibility
of earlier diagnosis of HIV
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There are many opportunities for treatment and prophylaxis before people
get sick, eg, TB, pneumonia, shingles, pneumonia, including PCP/PJP
Clinical diagnosis provides an assessment of immune function in the
absence of CD4 counts, that is, the staging of conditions provide surrogate
markers for disease progression.

The suggested time is 10 minutes

The chart developed during this session on the natural history of HIV infection
should be kept for the sessions on caring for people with diarrhoea and a cough on
Day 4.
Understanding the relationships between the amount of the virus,
infectivity and the progression of HIV infection

Viral Presence
High

Low
Stage 1

Stage 2

Stage 3

Stage 4

The facilitator then draws people’s attention to the chart entitled Viral
Presence. It is important to highlight that the terms viral load or viral
presence indicates the amount of virus present in the blood.
Begin by asking the participants what they know about the presence of the
virus in the body during HIV infection. The following points can be made:
Viral load testing is not yet available in PNG. However, knowledge of the
pattern of viral presence in the course of HIV infection can help in two
important ways:





Knowledge of the pattern of viral presence can assist with the care of a
person with HIV: it suggests when an HIV positive person is more likely
to experience HIV related conditions and when they are not
Knowledge about HIV viral load can strengthen understanding of HIV
transmission: there is a relationship between the amount or load of virus
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in a person and that person’s ability to infect others, through unprotected
penetrative sex, during pregnancy, or while breast feeding.
The chart shows that viral levels in HIV positive people vary over the time
from infection to illness. After the initial peak at the time of infection, there
can be a long period when the levels of virus remain low although this may
fluctuate somewhat.
If a person experiences an HIV related condition such as pneumonia, it is
likely that during that time the amount of the virus in their blood will
increase. As the disease progresses and the syndrome of conditions known as
AIDS start appearing, the amount of virus present increases dramatically.
A person’s infectivity, that is, the likelihood that they will infect another
person, through, for example, unprotected penetrative sex or perinatal
transmission, varies with the level of virus present. This is at its highest
during the later stages of HIV infection.
This has significant implications for the spread of the virus. One study in
Uganda showed that, in the absence of antiretroviral treatment, the
probability that a spouse or a sexual partner would get infected was strongly
related to the levels of virus in the infected person.
Knowledge of the pattern of viral presence:




Helps HIV infected women and their partners make a safer choice as to
when to become pregnant
If a woman is infected with HIV while pregnant or breast-feeding, the
amount of virus in her blood is high, and her unborn child is at greater
risk of being infected with HIV. This is not the case if for women who are
HIV-positive and asymptomatic, who would have lower blood viral levels.

Treatment with antiretrovirals (ART) dramatically lowers the viral levels in
HIV positive people, thus making them less infectious.
Suggested time is 15 minutes.
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Well-being line

Immune Function
Stage 1

Stage 2

Well Being Line
Stage 3

Stage 4

How a person feels, their sense of well-being, is related to many things, only
one of which is what is happening in his or her body. How a person feels is
related to how others are treating them, how well they are being cared for and
supported, how often they laugh or feel a sense of peace, whether they have a
purpose in life, something that they want to do. It is also related to their diet
and nutrition, to lifestyle issues, to their social situation, to their emotional
and psychological states, and other factors.
Thus, often, the way a person’s feels bears little correlation to the results from
tests. This can be illustrated graphically by adding a well-being line to the
chart.
It is important to ask people how they feel, as well as observing them,
clinically diagnosing them and obtaining test results for them. This is
essential to retaining the person’s sense of dignity and of involvement in their
own care.
The suggested time is 5 minutes.
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Early diagnosis
The session could end with a discussion of the importance of early diagnosis
of HIV infection. Ask the participants why they think it could be important
for someone to know their infection status early.
Points that could be made:





Many conditions can be prevented if prophylaxis is started early
A person can adopt safe sex practices with others, therefore preventing
further transmission of the virus
The immune system can be strengthened: nutrition, diet, de-worming,
exercise, calm, respect, laughter, acceptance, etc., as well as prophylaxis
and treatment.

Ask the participants to think about what might motivate someone to come to
be tested, to want to know their infection status.
Suggested time is 5 minutes.

Timing







Reading the body:
Neurological conditions:
Discussion of the chart:
Viral load and infectivity:
Well-being line:
Early diagnosis:

30 minutes
10 minutes
10 minutes
15 minutes
5 minutes
5 minutes
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SUPPLEMENTARY MATERIAL FOR THE SESSION
The following conditions may occur at each stage of progression. They are
given as a guide only for the session facilitators. The aim of this session is not
to get as many conditions as possible on the chart, but to build up the chart
based on what people have already seen or know about.

Stage 1, Primary: fever, myalgia, rash, pharyngitis, adenopathy and mouth
ulcers
Avoid adding too many conditions at stage 1, particularly those associated
with sero-conversion illness. Ask if patients would attend a clinic or doctor
with these symptoms alone?

Stage 2, Early: asymptomatic thrombocytopenia, Bell’s palsy, Guillan Barre
syndrome, chronic demyelinating neuropathy, enlarged lymph nodes.
Stage 3, Middle: minor infections, skin conditions, including tinea, seborrhoeic
dermatitis, shingles, and molluscum contagiosum, sinusitis, fever, night
sweats, weight loss, TB, pneumonia, diarrhoeal disease with common
pathogens.
Stage 4, Late: severe opportunistic infections such as oral candidiasis, hairy
leukoplakia, herpes simplex, multi dermatome shingles, pneumocystic
pneumonia, lymphoma, Kaposi sarcoma, MAC (mycobacterium avium
complex), CMV (cytomegalovirus), severe diarrhoeal diseases with common
and uncommon pathogens, malignancy, HIV dementia, CNS disease/PML
(progressive multifocal leukoencephalopathy), painful peripheral
neuropathy, toxoplasmosis, Cryptococcus, disseminated TB, NHL (nonHodgkin’s lymphoma) and eye disease.
Colloquial terms can be used initially especially if they are used to describe
the clinical presentation and then the medical term can be explained and both
charted.

Only place conditions on the chart if the participants mention them and can explain
how the patient may present, i.e. what signs and symptoms they may present with.
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WORKSHEET: Immune function

Immune Function

Stage 1

Stage 2

CHPNG, ASHM, NAPWA and PNG partners

Stage 3
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Stage 4

WORKSHEET: Presence of the virus: Viral Load

Viral Presence

High

Low
Stage 1

Stage 2

Stage 3

Stage 4
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UNDERSTANDING THE HIV EPIDEMIC: DISCUSSING YOUR
QUESTIONS
Whole group 30 minutes
Background
The fears, misconceptions and knowledge gaps of health care workers need to
be addressed if quality HIV care is to be provided. An understanding of the
nature of the HIV epidemic is required if the health care workforce is to
remain as little infected or affected as possible by the HIV epidemic.
This session is designed so that issues that have arisen during the Workshop
and questions that have been placed on the Questions Wall can be discussed.

Objectives
By the end of this session, participants will have:
 deepened their knowledge of the identified issues, and
 clarified misunderstandings.
Methodology
In this plenary session, some of the questions identified by the participants or
myths and misconceptions arising in the group discussions are answered by
the resource persons or others in the group.

NOTES FOR THE RESOURCE PERSONS
Before commencing the session, the session facilitator and the other resource
persons look at the cards on the Questions Wall and at their notes on the
myths, misconceptions and knowledge gaps in the group.
A number of topics to be addressed during the session are chosen and
allocated amongst the resource persons or to others in the group according to
their knowledge and experiences.
The session facilitator asks the participants to turn to the page in their
Workbooks which outlines the session.

Wherever possible, see if there is someone among the participants who can clarify or
expand on the issues identified.

CHPNG, ASHM, NAPWA and PNG partners
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CARING FOR THE PERSON
Whole group and mixed groups

90 minutes

Background
An understanding of the natural history of HIV infection enables the planning
and provision of quality care for HIV infected persons.
Objectives
By the end of this session, participants will have developed:
 An understanding of symptomatic HIV care,
 An understanding of the prophylaxis and treatment of HIV related
opportunistic infections, and
 The ability to raise the clinical question: Could this be HIV?
Methodology
In small, mixed groups, participants are asked to think of how they would
care for someone with HIV systematically from the top of the head to the
toes.
Then in plenary, there is a discussion of the treatments and prophylaxes
available for HIV related opportunistic infections.
This is followed by a plenary discussion of the exercise. The session facilitator
then summarises the pattern of HIV infection, its links to the natural history
of HIV infection and the implications for care.
The session ends with a discussion of the following question:
 What would motivate people to find out their HIV status at an earlier
stage in their infection?
In the evening, team/networks groups will do further work on HIV care
(questionnaire and information sheet).

Bibliography
PNG National Department of Health. 2007. Guidelines for HIV Care and
Treatment in Papua New Guinea.
Australasian Society for HIV Medicine (ASHM). 2003. HIV Management in
Australasia: a guide to clinical care.
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NOTES FOR THE RESOURCE PERSONS
CARING FOR THE PERSON
Whole group and mixed groups

90 minutes

Preparation
In preparation for the session, the group facilitators take a piece of butcher’s
paper and draw a large stick figure on it.

Introduction
The session facilitator asks the participants to turn to the page in their
Workbooks which outlines the session. The session objectives and process are
discussed. Small mixed groups are formed.
Questions on the Question Wall that are relevant may be addressed here.

Symptomatic HIV care
The group facilitators discuss the importance of ensuring that when a person
is being cared, for either in hospital, at home, or in the community, they have
full/total care. Given the complexity and range of infections that a person
with HIV may experience, this is a challenging task. There is a need to set up
a care plan that everyone can follow including the relatives and carers.
Ask the groups to think of how they would care for someone with HIV. Ask
them to bear in mind the need to ensure that their dignity is protected and
that they are made to feel as comfortable as possible.
Suggest that they work on the stick figure systematically from the top of the
head to the toes. Stress that this exercise is about the care of the person and
ask them to think of the different care needs and how they might be
responded to. The next session will discuss treatment of opportunistic
infections and conditions.
Start documenting from the head down how each area of the body is cared for
and looked after. For example, at the level of the head the areas of care
include:
 Hair kept clean
 Pain relief for headache
 Caring for someone who is disorientated or confused
 Eyes clean and free of discharge
 Mouth kept moist, clean. Monitor for any sores/oral thrush – may affect
swallowing
 Skin care – dehydration/nutrition.
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Using this method, the group works their way through the body,
documenting on the figure different ideas from everyone in the group. The
facilitator encourages all to contribute.
If the group works their way down the body, no part of the body or any
system should be missed.
Throughout the exercise, the facilitator should emphasise that we are caring
for the person, not the disease or symptom. This also encourages us to be
mindful of our terminology and to see our patient as a whole person and not
just someone with a disease.
The care plan then should include support including emotional support,
counselling and practical assistance (laundry and toilet facilities, for example),
particularly when caring for the person at home. The care plan may also
include how the work load will be shared amongst the carers to prevent burn
out.

Gallery presentation
The care plans should be displayed in a gallery presentation and people
encouraged to ask questions, comment on their work or the work of other
groups.
Participants are encouraged to use this approach in all their training of
guardians, families and home based care teams when they go back to their
health care settings. They can create a general care plan, but also an
individual care plan using the same method.
Suggested time is 40 minutes.

Opportunistic conditions, their prophylaxis and treatment
In this session, the facilitator takes the participants through the sections on the
prophylaxis and treatment of opportunistic conditions in the Guidelines for
HIV Care and Treatment in PNG 2007. Topics briefly covered include:








Fever
Candidiasis
Weight loss including de-worming and HIV
Lymphadenopathy
Skin
Scabies.
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In each area, ask the participants if the HIV related treatment differs from that
in the standard treatment book. Discuss in more detail where there is a
difference. Topics to be covered in subsequent days can be more quickly dealt
with:







Coughs and shortness of breath
TB
Diarrhoea
Altered mental states and persistent headaches
HIV dementia, depression and other psychological and emotional states

The facilitator should ensure that it is clear in what situations infection control
procedures are needed beyond those used for HIV.
Suggested time is 40 minutes.

Summary
The facilitator then summarises the session. Points could include:
 HIV prophylaxis can significantly improve the quality and length of a
person’s life
 A knowledge of the natural history of infection enable staff to alert the
person to symptoms that might occur for which they should seek medical
attention
 It can also form the basis of the training of the guardians for home care
The discussion leads to a review of the principles of how early detection and
the early formation of care plans can improve the long term outlook of people
with HIV infection.
Suggested time is 10 minutes.

Timing
 Caring for the person:
 Treatment of OIs:
 Summary:

40 minutes
40 minutes
10 minutes

126

SUPPLEMENTARY MATERIAL FOR THE SESSION:
 Infection control measures beyond those included in HIV universal
infection control procedures are only necessary in a small number of
conditions associated with HIV infection: tuberculosis, salmonellosis,
shigellosis and other infectious diarrhoea and shingles.
 The earlier a person is diagnosed as being infected, the more effective
systems of care and support and the prophylaxis and treatment of
opportunistic infections will be.
 Treatment of the non-HIV-related conditions to which a person with a
weakened immune system is susceptible can improve the person’s quality
and length of life. However, these conditions may be more severe, and
may require higher dosages of medication for longer periods of time
before they improve. The conditions may also need re-treatment as the
conditions may recur. Recovery from common ailments may take longer.
 Even in HIV infected people in good health, weight loss can occur
gradually over time for no obvious reason. Measuring a person’s weight is
a routine part of HIV quality care. This helps detect early weight loss.
 Good nutrition is important, especially if an infection or other condition
develops. If a person has lost weight during an infection, and the infection
has been treated, this is often a good time to help rebuild weight. The
patient will then also feel better and be more likely to look after
themselves.
 Good nutrition usually requires involvement of other family members
with meal preparation. Families may need information from health care
facilities about good nutrition for the HIV infected person.
 Oral conditions are a common source of pain and discomfort for people
with HIV infection. Care plans should assess if there are any oral
problems that could affect the person’s quality of life or nutrition. Eating
solid foods is more difficult thus it may be important to explain the
condition to the guardian and suggest alternative foods which are easier to
swallow or which may have less of a smell or flavour in the case of nausea.
 Assessment of psychological and mental health is critical to quality HIV
care. These factors can prevent recovery from conditions and interfere
with the ability of friends, families and carers to look after the affected
person.
 Care plans, especially for home care, need to include the management of
changes in mood, thinking, behaviour and mental state. People with
cognitive impairment have special care needs.
 HIV dementia can be confused with HIV related depression.
 Women with HIV infection may present for care with symptoms that may
not at first appear to be HIV-related.
 Children with HIV have special care needs.
 When diarrhoea is HIV associated and other causes have been ruled out,
treatment for the diarrhoea should be given.
 In general, terminal care for people with HIV infection follows the general
principles of terminal care for any disease.
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WORKSHEET: Symptomatic HIV care
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THE LANGUAGE OF CARE
Whole group

30 minutes

Background
The way we speak about being infected or those infected can have profound
effects. A language of rejection, humiliation, blame, prejudice or similar can
destroy a person’s will to live. It causes pain and can in itself kill.
Language which respects the dignity and rights of all concerned is a gift of
healing. It avoids contributing to the stigmatisation and rejection of those
affected and itself can bring about the changes in social norms and values
necessary to overcome the epidemic.

Objectives
By the end of this session, participants will have:
 become conscious of the language they and others use to talk about people
with HIV,
 understood the links between language and healing and language and
harm, and
 developed a respectful language.
Methodology
This activity is to be done by the whole group.
The resource persons prepare a wall in advance of the session. Participants
are invited to stand in front of the wall. The session facilitator explains the
process for a brainstorming.
The facilitator then invites the participants to think about the ways that they
themselves or others speak about people living with HIV. The phrases in
any language are written on the wall. Participants are then asked to consider
how it would feel to be talked about in these ways.
The facilitator then asks the participants to identify words, phrases or
metaphors, which are positive, compassionate and respectful of HIV positive
people.

Bibliography
UNDP HIV related Language Policy
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NOTES FOR THE RESOURCE PERSONS
THE LANGUAGE OF CARE
Whole group

30 minutes

Preparation
In advance of the session, the session facilitator should cover a large expanse
of wall with butchers’ paper. It is headed: The language of care.

Introduction
The session facilitator asks the participants to turn to the page in their
Workbooks which outlines the session.
The session facilitator briefly explains the session and the methodology of a
brainstorming.

Brainstorming: the language of HIV
The facilitator asks the participants to sit for a few minutes and think about
the ways that they have heard people talk about people with HIV, in any
language, on the ward, at home, with friends, on the radio or wherever.
The participants are then invited to stand in front of the paper for the exercise.
The participants are asked to say out loud the phrases or words by which they
themselves or others speak about people with HIV.
The facilitator draws out the responses and makes clear that participants will
not be judged for what they contribute. All phrases are written on the paper
on the wall, leaving a space in the centre of the paper.
Two of the resource persons with local language skills are designated to cover
the paper all over with the phrases that the participants contribute. They are
to use the same colour pens and should try to capture all contributions
without doubling up.
Suggested time is 15 minutes.

Discussion
Then the facilitator draws the figure of a person in the centre of the paper and
asks the participants the following question:


What would it feel like to be this person, someone with HIV, moving
through these phrases?
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Where the majority of the phrases are pejorative, humiliating or misogynist,
reactions might include:









Disempowered
Degraded, humiliated
Angry, sad, depressed
Shameful, dirty
Isolated, rejected
Judged, punished
Without hope.

Whilst standing in front of the paper, ask participants to reflect on the link
between language, care and healing.
Discuss the power of language on a person’s life. The way that people talk
about HIV positive people can harm, even kill, by destroying people’s
emotional and physical resources.
Derogatory or disempowering language used by health care workers, family
and community members to describe people with HIV can undermine HIV
care and cause death. Empowering, positive, respectful and compassionate
language enables quality HIV care and improves the quality and length of life
of those infected.
Suggested time is 5 minutes.

Creating a caring language of care
The facilitator then works with the participants to develop a positive,
respectful and compassionate language:


What ways of talking about people with HIV would make them feel
supported or respected? What words or phrases (in any language)
would be healing?

The facilitator asks the participants to identify the phrases on the paper that
are supportive or respectful or non-judgmental. When a phrase is suggested,
get agreement from the group and then the resource persons underline or
circle the phrase with ink of a different colour from the original writing. All
the harmful phrases are then crossed out with the original marker, leaving the
positive phrases clearly marked with a different colour.
The facilitator then asks the participants if they can think of other positive,
supportive and caring ways of speaking about people with HIV in any
languages. These phrases are discussed and, if accepted by the group, they are
added to the wall in the positive colour.
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The session facilitator then returns to the figure in the centre of the paper and
asks the participants how a person surrounded by this new language might
feel. Participants can write the positive phrases in their workbooks. Refer the
participants to the example of the UNDP language policy in their workbooks.
Suggested time is 15 minutes.

Timing
 Brainstorming:
 Discussion:
 Caring language:

15 minutes
5 minutes
10 minutes
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SUPPLEMENTARY MATERIAL FOR THE SESSION
UNDP HIV-Related Language Policy
Language and the images it evokes shape and influence behaviour and
attitudes. The words used locate the speaker with respect to others, distancing
or including them, setting up relations of authority or of partnership, and
affect the listeners in particular ways, empowering or disempowering,
estranging or persuading, and so on. The use of language is an ethical and a
programmatic issue.
UNDP has adopted the following principles to guide its HIV-related
language.

Language should be inclusive and not create and reinforce a Them/Us
mentality or approach.
For example, a term like “intervention” places the speaker outside of the
group of people with whom he or she is working. Words like “control” set up
a particular type of distancing and hierarchical relationship between the
speaker and listener. Care should be taken with the use of the pronouns
“they”, “you”, “them”, etc.
It is better if the vocabulary used is drawn from the vocabulary of peace
and human development rather than the vocabulary of war.
For example, synonyms could be found for words like “campaign”, “control”,
“surveillance”, etc.
Descriptive terms should be those preferred or chosen by person described.
For example, “sex workers” is often the term preferred by those concerned
rather than “prostitutes”; “people living with HIV” or “people living with
AIDS” are preferred by infected persons rather than “AIDS victim”.
Language should be value neutral, gender sensitive and should be
empowering rather than disempowering.
Terms such as “promiscuous”, “drug abuse” and all derogatory terms
alienate rather than create the trust and respect required. Terms such as
“victim” or “sufferer” suggest powerlessness; “haemophiliac” or AIDS
patient” identify a human being by their medical condition alone. People
often prefer “person with …”. “Injecting drug user” is used rather than “drug
addicts”. Terms such as “living with HIV” recognize that an infected person
may continue to live well and productively for many years.
Terms used need to be strictly accurate.
For example, “AIDS” describes conditions and illnesses associated with
significant progression or infection. Otherwise, the terms used include “HIV
infection”, “HIV epidemic”, “HIV-related illness or conditions” etc.
“Situations of risk” is used rather than “risk behaviour” or “risk groups”,
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since the same act may be safe in one situation and unsafe in another. The
safety of the situation has to be continually assessed.

The terms need to be adequate to inform accurately.
For example, the modes of transmission and the options for protective
behaviour change need to be explicitly stated so as to be clearly understood
within all cultural contexts.
The appropriate use of language respects the dignity and rights of all
concerned, avoids contributing to the stigmatisation and rejection of the
affected and assists in creating the social changes required to overcome the
epidemic.
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WORKSHEET: Language of care
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BUILDING SKILLS FOR HIV CARE: QUESTIONS TO CATALYSE
CHANGE
Whole group
45 minutes
Background
As health care workers, as well as in one’s private life, it is important to
develop the capacity to ask questions that help people to think through their
concerns for themselves, questions that can catalyse social and personal
change.
Objectives
By the end of this session participants will have:
 understood the key features of strategic questioning, and
 developed skills which enable them to support others in times of need,
especially in care and counselling situations.
Methodology
This session begins in plenary and then continues in small mixed groups.
The session facilitator explains the session. The facilitator begins by asking
participants to reflect on the closed questions exercise: what they learnt about
themselves and about closed questions.
The session facilitator then introduces a plenary discussion on questions to
catalyse reflection and change. The session facilitator differentiates between
two types or levels of questioning: exploring the situation questions and
helping the person to move forward questions.
A scenario is then introduced:
Angela meets up with a friend that she has not seen for some time.
Margaret tells her that she has married. Angela congratulates her
and says how pleased she is. Margaret then says that she has not told
her husband that she is HIV infected.
Through this scenario, the participants develop and practice their skills in
asking strategic questions.
This is followed by a facilitated discussion on their use of strategic
questioning in HIV care, support, counselling and prevention situations.

Bibliography
Peavey, Fran. 1994. ‘Strategic Questioning: An Approach to Creating Personal
and Social Change.’ In By Life’s Grace: Musings on the Essence of Social Change.
New Society Publishers: Philadelphia, PA.
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NOTES FOR THE RESOURCE PERSONS
QUESTIONS TO CATALYSE CHANGE
Whole group

45 minutes

The session facilitator asks the participants to turn to the page in their
Workbooks which outlines the session. The session facilitator explains the
session objectives and process.

Asking questions
In plenary, the session facilitator asks participants to reflect on the asking
questions exercise from the beginning of the day: what they learnt about
themselves and about asking questions. The facilitator could ask a series of
question:
 We talked about closed questions this morning, could someone explain
what a closed question is?
The facilitator might then ask: Did you realise how many closed or
confrontational questions you asked? On what occasions are closed questions
appropriate? Are these questions helpful in conversations or counselling?
How did you reformulate the question when you could not ask closed
questions? How did you find this?





We talked about two types of open questions this morning, extracting
questions and opening up questions, could someone give examples and
explain the difference?
What sort of questions do health care workers often use?
What sorts of questions are needed to provide quality care?

Then ask them to discuss their experiences of the exercise and any insights
gained through the session.
Suggested time is 10 minutes.

Using questions to catalyse reflection and change
The session facilitator then introduces a plenary discussion on using
questions to catalyse reflection and change. This process is often called
strategic questioning.
The care of people with HIV requires health care workers to encourage people
to speak about their concerns in ways that are comfortable to them. The
ability to do this is a critical skill for counsellors and pastors as well as for
carers. The issues that a person with HIV faces in their daily lives are often
complex and fraught. The support they need is in thinking them through.
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It is important for health care workers to be aware of when they are telling
someone what they should do as distinct from helping them work things out
for themselves.
The aim of strategic questioning is to stimulate the other person to think
through their own situation or problems and to find their own ways forward.
It is the use of questions to bring about change.
Strategic questions flow from the questioner towards the listener in order to
catalyse a thinking process. Their aim is to stimulate thought in the listener
that will help that person to find a way out, a pathway forward.
Strategic questioning is about moving forward, finding ways out of a
difficulty, through a problem, towards an end. Strategic questioning helps
people to “speak their world” and think their way through it.

In strategic questions, the questioner follows where the speaker wants to go and how
the speaker wants to tell their story, helping them at each step to think things
through.
This process essentially involves active listening. Actively listening to
people’s answers enables the questioner to work out what question to ask
next. It is also a form of encouragement to the other person to think through
the questions.
Active listening maps out differences between the questioner and the speaker,
as well as things held in common.
The process of strategic questioning involves two types or levels of open
questioning: clarifying and exploring the situation questions and helping
the person to move forward questions.
The clarifying and exploring questions bring the situation to the person’s
mind and map out the situation for the questioner. The exploring questions
are primarily the When, Who, and What questions, although How questions
might also be used.
Some examples of exploring questions:







When did it happen?
What did you see?
What do you think about …
What has affected your health?
What needs to change?

138

The moving forward questions help the person to move towards a resolution
of their problem, to find a solution, a strategy or a decision. The moving
forward questions are the How and What questions.
Some examples of moving forward questions:







How would you like it to be?
How can these changes come about? Tell me all the ways that you can
think of.
How would this affect others?
What keeps you from doing this?
Who do you need to talk to?

Invite the participants to give examples of each type of questions and discuss.
Suggested time is 10 minutes.
The session facilitator then introduces a scenario:

Angela meets up with a friend that she has not seen for some time.
Margaret tells her that she has married. Angela congratulates her and says
how pleased she is. Margaret then says that she has not told her husband
that she is HIV infected.
The facilitator first asks the participant’s to discuss what Angela’s role is: to
express disapproval, to decide not to discuss what Margaret has told her, or to
provide support to her friend. The role of the listener will determine which
way to questioning goes. It is important to be clear what is trying to be to
achieved by having a conversation, what outcome is wanted from the
conversation.
The facilitator then asks the group to suggest some exploring the situation
questions that might help Angela to understand the situation whilst, at the
same time, calling things to Margaret’s mind. The facilitator needs to point
out closed or confrontational questions (“why …”), and judgmental or
inappropriate questions.
The facilitator should be aware that people often move straight to moving
forward questions rather than starting with exploratory questions. This
should be gently resisted. The initial questions should put the person at ease,
should start building trust.
As exploring questions are offered and discussed, the facilitator will need to
highlight some as effective ways of responding. For example, some questions
might be framed to explore the nature of the relationship or the sort of man
the husband is. Some might start more generally and build up to such
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questions, for example, beginning by asking for details of the marriage or of
Margaret’s family. The aim will be to put Margaret at ease and to engage her
in actively in the conversation. Beginning with such questions not only helps
Angela know what has happened but also they are question that it is not
difficult for Margaret to answer.
These questions should always bear in mind that for Margaret, her concern is
that she has not told her husband. This is the situation that is being clarified
and explored. Angela may herself be interested in finding out other things
but her interests should not shape the conversation.
As the group begins to formulate some good questions, the facilitator might
need to provide answers where some information is needed to continue the
process of questioning. For example, where questions are formulated about
the sort of man her husband is or the kind of marriage that it is, the facilitator
will need to provide answers that will enable the exercise, and the story, to
continue. These answers will need to be consistent (if the husband is kind,
then later the answers to the questions about why Margaret has not told the
husband should not be phrased in terms of violence).
While formulating the exploring questions, it needs to be kept in mind that
the questions will need, at some stage, to move towards exploring what it is
that has hindered Margaret from telling her husband. Asking questions about
this too soon might cause Margaret to feel less at ease in the conversation. As
these exploratory questions are formulated, again the facilitator will have to
highlight some as more effective ways of asking the questions.
The facilitator indicates when the situation seems to have been sufficiently
explored to move to helping the person to move forward questions (Level
Two questions). This is when sufficient information has been given to
understand enough of the situation and it is timely to help the person begin to
think of ways through the situation.
At this stage, the facilitator will have to fill in more of the story. There are
various reasons why Margaret might not have told her husband. She might
be scared of him leaving her, afraid of being beaten. She might be ashamed
that she did not do it at the start of the relationship and unable to work out
how to do it now. She might think that she was infected by her husband. The
facilitator should choose a reason that Margaret, in the story that is emerging,
might have had for not telling her husband so that the ways out of her
dilemma can be explored.
The group is then asked to suggest moving forward questions that might help
Margaret to think her way through her problem.
The moving forward questions might be about:
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Helping someone move from the situation they are in to a better one
Helping someone think more clearly about their values, aspirations or
dreams
Helping someone work out all the alternatives available to them; these
should be more than two
Helping someone work out the consequences of various options
Helping someone work out the obstacles to doing something and how to
deal with them
Helping someone identify what they have to contribute to a situation and
what they need to be able to contribute
Helping someone plan for change.

If time permits another scenario could be worked through.
Some examples:
A woman, Julie, comes to you worried. Her husband, Mathew, has
returned from three years in Port Moresby. She is worried that
Mathew might have this disease. He is insisting on having sex with
her.
A woman, Julie, comes to you worried. Her husband, Mathew, has
returned from three years in Port Moresby. Mathew wants to use a
condom when they are having sex but she does not like it.
Suggested time is 20 minutes.

Group discussion
Towards the end of the session, invite the participants to discuss the process
of asking strategic questions, that is, the process of beginning with exploring
the situation questions and then moving to helping the person to move
forward questions.
Possible discussion points:



What do you think are the strengths of this approach?
When could this skill of asking strategic question be used?

One question often asked is the difference between strategic questioning and
the way counselling is taught.
Strategic questioning blurs the distinction sometimes made between
conversations and counselling. It places the person’s own way of talking
about their world in the centre of the discussion/conversation. In so doing, it
allows and encourages people to “speak their world”, that is, describe their
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situation or life in their own way. It is a way of empowering people to cope
with and rise above their situations.
It avoids paraphrasing, which is a form of taking this world away from them,
of appropriating it into the questioner’s world view. Paraphrasing what has
been said into the questioners way of speaking, reflecting back to the person
what the counsellor/questioner has heard, filling in check lists, and similar,
takes the control of the interchange back to the questioner.
Suggested time is 5 minutes.

Timing





Asking questions:
Strategic questioning:
Case study:
Discussion:

10 minutes
10 minutes
20 minutes
5 minutes
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Using questions to catalyse change
Other possible scenarios:
A man recovering well from TB has just learned that he is HIV positive. He
says to the nurse counsellor “I’ll be dead within the month”.
A woman comes to you worried. Her husband has returned from three years
working in Port Moresby. She is worried that he might have this disease. He
is insisting on having sex with her.
A man who came in with severe diarrhoea is improving to the point where he
is almost ready for discharge. His guardians say they do not want him to
come home.
You see a nurse re-using a needle.
A family brings in a young man, Simon, and demands that he be given blood.
They say that a faith healer in the village prayed over him and while praying
she “screened” Simon and saw that he was short of blood.
A man is dying, his wife has already died. He has six children. The nurse
counsellor wants to talk to his guardians about the children’s future.
A guardian says that he is afraid and does not want to take care of his sister
because she is so confused and forgetful.
A young girl’s father has died. The neighbours are saying he died of AIDS.
Her mother is in hospital sick. She sits all day by the bedside of her mother.
She refuses to eat. She is withdrawn and she does not respond to greetings.
A young woman married her childhood sweet heart six months ago. He has
now died. She comes to you because she does not want to live.
A HIV infected man is ready to be discharged from hospital. He tells the
nurse-counsellor that he does not want to tell his wife that he is infected.
A man known by you to be HIV infected bursts into your office and says that
that he wants to be given ART.
When visiting a village to see how one of your patients is doing, you discover
that he has stopped taking his ART because a pastor told him to stop taking
the tablets and to pray to God for a cure.
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NOTES FOR THE RESOURCE PERSONS
CLOSE
At the end of the day, the session facilitator discusses the evening activities.
Remind the participants to fill in their daily journal. This is in preparation for
the next morning’s Reflection session. Remind participants to fill in their
feedback forms.
The resource person should describe the objectives and the rules of the next
morning’s reflection session and remind people to bring the programme and
daily journal from that day.
The participants are asked to work in their Team/networks in the evening.
They are asked to go over the sessions on the natural history of HIV infection
and on nursing the person, discuss them and to identify any questions they
may have, write them on the cards and put them on the Question Wall.
The facilitator asks the participants to turn to the section of the Workbook
with the questionnaire and information sheet exercise on Understanding
HIV Care. The facilitator explains the exercise.
Explain that the questionnaire is used to help them to identify for themselves
areas where they may wish to gain more information about HIV care. It will
also help them to identify misunderstanding or gaps in their knowledge.
They will not be handing in their answers and they will not be marked by the
resource persons. It is an exercise in self knowledge.
Participants are to note down any questions or concerns so that they can be
raised and addressed in the next session.
Each evening, a video will be shown. Attendance is optional but the videos
form an integral part of the Workshop and contribute to the understanding of
its topics.
Possible discussion questions for the video:





What struck you most about the video?
What observations or insights are most relevant to the epidemic in your
community?
What observations or insights are most relevant to you in your work?
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DAY THREE
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WORKSHOP PROGRAMME
DAY 3
8.00 am

Reflection session

Whole group

8.30 am

Understanding the epidemic
 Discussing your questions

Whole group

9.00 am

Building skills for HIV care
 Interpersonal/team dynamics

Team/networks

10.00 am

Morning tea

10.30 am

Comprehensive quality care
 Developing a care plan for rape

12.00 pm

Lunch

1.00 pm

Comprehensive quality care
 Comprehensive and lifelong HIV care

Whole group

1.30 pm

Caring for a person with HIV
 Seeing cognitive impairment in a
person with HIV
 Caring for a person with changing
patterns of thinking and behaving

Whole group

3.00 pm

Afternoon tea

3.30pm

Developing empathy
 Experiencing HIV

Whole group

4.45 pm

Close
 Evening activities

Whole group

Team/networks

Evening activities:
 Video
 Team/networks: Review and finalise care plans for women who have
been raped
 Individual work: Review the PNG Standard Infection Control Procedures
and Guidelines for the prophylaxis and treatment of opportunistic
infections in PNG and workplace safety plan
 Daily journal, feedback sheet & preparation for reflection session
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REFLECTION SESSION

Whole group

30 minutes

Background
This session is designed to assist participants to better retain the information
covered in the sessions of the day before, to develop skills in working with
silence, in active listening and in not responding immediately to what others
say. It provides an opportunity for participants and resource persons to
reflect on the work.
Objectives
By the end of this session participants will have:
 had occasion to recall things learnt or thought about during the preceding
day and to learn what others thought of interest,
 strengthened skills required in HIV care and counselling: actively
listening without responding, handling silence, and learning through
introspection/listening to oneself, and
 better retained things learnt by themselves and others.
Methodology
This session is done in the whole group. Participants are asked to have their
Programme and Daily Journal for the preceding day open in front of them.
Participants and resource persons are asked to think back over the previous
day’s work. They might think about what was presented, what they learnt,
what happened. They might share some thoughts with the group.
This is not a discussion session or a time for conversations or interaction
amongst participants or with resource persons. It is a time for reflection.
Silences may lengthen, as they do when people are thinking things over or
reflecting, or listening carefully to others.
Some people may choose just to think quietly throughout the session about
what they have learnt. Others may choose to speak, telling about an insight
gained, contributing a comment, making a request or whatever they feel
moved to say. People listen quietly to what is being said and compare it to
their own experience.
There is no talking together, no commenting on or questioning of what
someone has said, just respectful listening.
People may ask a question or raise issues. They will not be answered during
the reflection session. They will be noted and answered later.
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NOTES FOR THE RESOURCE PERSONS
REFLECTION SESSION

Whole group

30 minutes

This session is done in the whole group. Participants are asked to have their
Programme and Daily Journal from the preceding day open in front of them.
The methodology for this session is in the chapter on the Methodologies of the
Workshop.
This session needs to be introduced carefully each day. The session facilitator
should create, through their words and manner, a meditative mood in the
room.
Participants are reminded that it is not an interactive session, rather one of
reflection on the work of the previous day and its meaning to them. People
can raise questions or issues for discussion but they will be responded to after
the reflection session not during it.
This contemplation may be silent or people may choose to speak their
thoughts aloud. Both participants and resource persons may speak.
However, resource persons must be careful not to dominate the discussion,
and should try to avoid being the last to speak. If there are no comments for a
long period, however, it can be helpful for a resource person to give a brief
reflection to put participants at ease to speak.
Do not try to moderate the session or control or decide who speaks. It is often
better to lower your eyes if people are trying to get your attention or
permission to talk. Try to create a space in which people talk as they are
moved to talk and contribute their thoughts to the whole group.
Where some people are not comfortable speaking in English, encourage them
to speak in their language of comfort during the Reflection Session. Try to get
someone to give feedback after the session.
Watch the time so that you can end the session on time. Do not end early if
people are silent. Let the time pass.
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UNDERSTANDING THE HIV EPIDEMIC: DISCUSSING YOUR
QUESTIONS
Whole group 30 minutes
Background
The fears, misconceptions and knowledge gaps of health care workers need to
be addressed if quality HIV care is to be provided. An understanding of the
nature of the HIV epidemic is required if the health care workforce is to
remain as little infected or affected as possible by the HIV epidemic.
This session is designed so that issues that have arisen during the Workshop
and questions that have been placed on the Questions Wall can be discussed.

Objectives
By the end of this session, participants will have:
 deepened their knowledge of the identified issues, and
 clarified misunderstandings.
Methodology
In this plenary session, some of the questions identified by the participants or
myths and misconceptions arising in the group discussions are answered by
the resource persons or others in the group.

NOTES FOR THE RESOURCE PERSONS
Before commencing the session, the session facilitator and the other resource
persons look at the cards on the Questions Wall and at their notes on the
myths, misconceptions and knowledge gaps in the group.
A number of topics to be addressed during the session are chosen and
allocated amongst the resource persons or to others in the group according to
their knowledge and experiences.
The session facilitator asks the participants to turn to the page in their
Workbooks which outlines the session.

Wherever possible, see if there is someone among the participants who can clarify or
expand on the issues identified.
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BUILDING SKILLS FOR HIV CARE: INTERPERSONAL/TEAM
DYNAMICS
Team/networks 60 minutes

Background
The way in which team members interact with each other and with others can
directly affect the effectiveness of care in ways that are important to or
particular to HIV. A directive or authoritarian manner can prevent a sense of
agency and engagement with those with whom one is working. Derogatory
attitudes to women, an assumption of expertise or privilege, or inappropriate
sexual or interpersonal behaviour can make team work impossible.
Handling situations of inappropriate behaviour is difficult in a team setting.
However, the ability to do this is critical to the success of the team and its
provision of care.

Objectives
By the end of this session, participants will have:
 thought through and developed the skills and procedures necessary to
discuss and resolve difficult issues within the team,
 developed a greater understanding of how to provide feedback within a
team, and
 identified skills, procedures and policies that help strengthen a team
approach to providing quality HIV care.
Methodology
This is to be done in team/network groups.
Participants are asked to look at their exercise sheet in the workbooks with the
heading ‘What would you do if…?’
Working as a group, they develop a proposal for handling each scenario and
write it on butchers’ paper.
The group facilitator then asks the group to give examples of other
behaviours and attitudes that could adversely affect the work.
The group work is displayed and discussed.
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NOTES FOR THE RESOURCE PERSONS
BUILDING SKILLS FOR HIV CARE: Interpersonal/Team Dynamics
Team/networks 60 minutes
Preparation
In preparation for this session, facilitators discuss which of the scenarios are
most relevant to the participants and decide which will be included in the
session. Sheets and marker pens need to be prepared for the group work.

Introduction
The session facilitator asks the participants to turn to the page in their
Workbooks which outlines the session. The session facilitator explains the
session objectives and process. The participants are then divided into team or
geographic based groups. Each group is asked to decide on a team leader.
The team leader is to lead the group discussion of the scenario.
Caring for people with HIV requires us to work as a team. There are often
problems that arise in team work which require skills and strategies to
address them. Team work also requires skills in feedback, the validation of
the work of team members and mutual support.

Group discussion
The group facilitator asks someone in the group to read out the first of the
scenarios for the exercise. The list of scenarios is in the Participants’
Workbook.


What would you do if someone in your team does not listen to others
and interrupts people while they are talking?

Time is taken for introspection and then the facilitator asks the group to
discuss how such behaviour could affect the work of individuals within the
team, and the team as a whole.
After a brief discussion, the facilitator asks the group to decide how they
could best address the problem as a team. Once a proposal is formulated, it is
written up on paper.
Suggested time for each scenario is 10 minutes.
The facilitator then asks the group to change their team leader. The facilitator
that invites someone to read the next chosen scenario and the process is
repeated.
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Suggested time for the session to here is 30 minutes.

Group dynamics
Now invite the group to reflect upon and discuss the process of changing the
team leader. How did they choose their first leader? What process did they
use to select the second one? Did they feel uncomfortable in changing the
leader? Do they see any advantages in rotating team leaders? Was there a
gender balance? What did they learn about group dynamics in the process?
The suggested time is 15 minutes.
The work of each group is then hung on the walls, clustered by scenario. That
is, all the proposals for the first scenario are hung together. The session
facilitator invites people to read the different proposals for each scenario and
to comment or ask questions.
If time permits, the facilitator could choose one of the proposals and ask the
participants to consider what they would do if the procedures that they
outlined did not change the behaviour of their colleague(s).
At the end the facilitator summarises the implications for a team based
approach to HIV care.
The suggested time is 15 minutes.

Timing
 Discussion of scenarios:
 Discussion of group dynamics:
 Gallery presentation:

30 minutes
15 minutes
15 minutes
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WHAT WOULD YOU DO IF …. SCENARIOS

What would you do if…


Someone in your team does not listen to others and interrupts people
while they are talking?



What would you do if some of the cleaning staff were refusing to clean
around the beds of people they suspect to be HIV positive?



What would you do if one of your team went out at night drinking and
searching for young girls?



What would you do if one of your team is breaking confidentiality and
spreading rumours about who is HIV positive?



What would you do if there is not a regular supply of soap and rubber
gloves on the ward?



What would you do if one of the men in the team continually criticised
and talked over his female colleagues?



What would you do if an HIV positive person was being neglected on
your ward?



What would you do if a member of your team said:
“It is not my job to take care of this. It is the job of the Nursing Officer or
Director. Let them do it.”

Question for each scenario:


How could you best address this situation as a team?
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COMPREHENSIVE QUALITY CARE: DEVELOPING A CARE PLAN FOR
RAPE
Team/networks 90 minutes

Background
Creating an understanding of systems of comprehensive care is critical to
providing quality life-long care for people living with HIV. Through the
scenario of a woman who has been raped, the concept of comprehensive care
is explored.
Objectives
By the end of this session, participants will have an understanding of:
 the complex and varied needs of a woman who has been raped,
 team based approaches to care, and
 developed a care plan for a woman who has been raped.
Methodology
This session is done in mixed groups. The facilitator begins with a discussion
of what happens to women who have been raped and then asks the group
what they would like to happen.
Then a scenario is presented:

Maria has been violently raped and been left by the side of the road.
She is picked up by a passer-by and brought to the hospital.
Each group considers the following questions:





In the short time that Maria is in your health centre, what can the health
centre do to care for her?
Who in the health centre should be involved in her care?
What is the role of the health centre team after her discharge?

The teams work to prepare a care plan for the care of a woman who has been
raped. The plans are discussed.

Bibliography
Russell, Darren, Bradford, David and Christopher Fairley (eds). 2005. Sexual
Health Medicine. Melbourne: IP Communications.
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NOTES FOR THE RESOURCE PERSONS
COMPREHENSIVE QUALITY CARE: Developing a care plan for rape
Teams/networks 90 minutes
Preparation
Prepare paper and marker pens for group work.

Introduction
The session facilitator should form team or geographic groups and then ask
the participants to turn to the page in their Workbooks which explains the
objectives and process of the session.
Remind people about the exercise on the language of care. There is a need for
sensitivity to the healing and harmful power of language in discussions of
rape also.
Before beginning the discussion, the facilitator acknowledges that sexual
assault and incest is a painful and serious problem and that people in the
group may know people who have been raped or have been raped
themselves.
Some people may fall silent or be reluctant to participate. The resource person
should stress that if any participants find the discussion upsetting and would
like to talk about it, they would be welcome to talk with the resource persons
after the session.

The experience of rape
The facilitator asks the group to discuss what happens to a woman in your
area after she has been raped? The session begins with a short period of
introspection and then the group discusses the issue.
The discussion could cover:










being left for dead
being blamed
the men in her family demanding compensation or vengeance
not being brought to the hospital or health centre
being brought to the hospital or health centre so that the men can get a
certificate for use in compensation claims.
not being admitted to hospital
rejected by family or friends
more.
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The discussion should not linger too much on this as it is painful to everyone.
The discussion should not be written up.
After a brief discussion, the facilitator should ask the group what they would
like to happen. There is a short period of introspection and then the group
discusses the issue.
Possible discussion points:














Wanting her to live
Wanting her to be healed
Wanting her not to be HIV infected
Her physical well being: treatment of trauma, testing and treatment for
STIs
Psychological well-being
Reproductive well-being including pregnancy testing
Ability to be involved in intimate relations in the future
Family support
Social acceptance within her community, family, church, work place etc
Empathy and compassion instead of blame
Social healing, for example, how society deals with the rape and its
consequences constructively
Limiting payback.

Suggested time is 10 minutes.

Case study
The facilitator then presents a scenario:

A woman, Maria, has been violently raped and been left by the side of the
road. Maria is picked up by a passer-by and brought to the health care
centre.
The question is posed to the group:


In the short time that Maria is in your health centre, what can the health
centre do to care for her?

Begin with a short period of introspection. Ask the group to think of the
range of care needs that such a woman has and consider how many of them
can be addressed in a health care setting.
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Possible discussion points:












Admit her to a ward
Help her describe what happened and how she is feeling, in her own
words
Non-judgemental and respectful attitudes of staff
If the assault has occurred within 72 hours, offer PEP and follow the
procedure outlined for this treatment
Comprehensive assessment of her medical and nursing needs
Comprehensive assessment of her emotional and spiritual needs
Adequate access to the appropriate tests and treatment
Counselling needs of the woman
Family, husband and couple counselling
Compassionate care from staff.

There are many policy issues which will be raised which should be written on
the Policy Issues Wall chart.
The facilitator then poses the question, using a quick brainstorming method:


Who in the health centre should be involved in Maria’s care?

Possible discussion points:







Everyone
Get them to consider the role of someone like the cleaner who maintains
the cleanliness of her room, the receptionist who admits her into the
emergency room and the lab technician who assists in making a diagnosis
of any medical problems she may be experiencing
Discuss the role of attitudes, discrimination and care with all of these
people: cleaners, lab technicians etc.
Who can help to ensure that she is integrated back into her family, church
and community again?

Suggested time is 5 minutes.
Then ask the group:


What is the role of the health centre team after Maria’s discharge?

Possible discussion points:





In what ways will the hospital be involved in ongoing comprehensive care
of the woman into the future, for example, in one month, in six months,
twelve months and so forth?
Does the role change overtime?
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How does the health care facility achieve this ongoing role?
PEP adherence and HIV testing
Pregnancy testing
Planning with her family for her safety on her return home.

Suggested time is 25 minutes.

Care plan for rape
The group is then asked to develop a care plan for the care of women who
have been raped. If one already exists in their facility, they might draw up a
care plan for children who are the victims of incest. The care plan should
cover all aspects of care that the health care setting can offer, admittance
policy, confidentiality, case management over time, including follow-up care
and referrals, and developing a policy on the role of the health care setting in
compensation. An example of a care plan for a woman who has been raped is
given below.
Suggested time is 35 minutes.
The work of each group is then hung on the walls for a facilitated gallery
presentation. Participants read and discuss the work of other groups.
The session facilitator provides a summary of what constitutes comprehensive
and healing care for a woman who has been raped. The summary could
include: the role of team based approaches to care, the complexity of the care
systems needed to meet the desired outcomes for women, and the fact that
such systems are needed for some time after a woman’s initial visit to the
hospital or health care setting.
The facilitator recognises that the focus of the exercise is on the raped woman
and her need for care, support and treatment. In many social settings, such
needs are neglected in the context of social practices such as compensation
and pay-back. This highlights the question of the role of the hospital or health
care setting. Some hospitals become an accessory to these social practices;
some attempt to create space for healing of the woman’s trauma.
Consideration could be given to the establishment of policies that help the
woman heal, such as admittance to a ward rather than being examined in
outpatients for the provision of documentation to be used in social claims.
The administration of post-exposure prophylaxis (PEP) after rape should be
carefully discussed. The attention of the participants should be drawn to the
section on the National Guidelines for HIV Care and Treatment.
Suggested time is 20 minutes.
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Timing





Experience of rape:
Case study:
Care plans:
Gallery presentation:

10 minutes
25 minutes
35 minutes
20 minutes
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WORKSHEET: Comprehensive care for rape

Maria has been violently raped and left by the side of the road. She is
picked up by a passer-by and brought to the hospital.
In the short time that Maria is in your hospital, what can the hospital do to
care for her?

Who in the hospital should be involved in her care?

What is the role of the hospital team after her discharge?
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CARE PLAN FOR A WOMAN WHO HAS BEEN RAPED
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CARE PLAN FOR SOMEONE WHO HAS BEEN RAPED
RECEPTION
 Train the receptionist and all other support staff in procedures for
receiving rape victims
 Admit into hospital
 If at all possible, provide privacy
 Make the person comfortable
 Listen if they want to talk
 Assure them about confidentiality

FIRST AID
 Vaginal or rectal douching must NOT be done
 Follow standard infection control procedures
 Attend to any trauma
 Rinse mouth with water
 Tooth brushing is not recommended

DOCUMENTATION OF RAPE
 Date and time of assault
 Nature of assault (level of violence, kind of penetration, site etc)
 Trauma (have they been hurt anywhere)

OFFER PEP
 Explain about PEP, how it works and for how long she has to take the
tablets
 Explain that it is available for women who have been raped
 Ask if she would like to receive PEP
 Document consent and administer drugs after discussion and explanation
of possible side effects

MEDICAL HISTORY
 Take a full medical history, including medication and allergies
 Determine the likelihood of pregnancy or breast feeding
 Ask about sexual and reproductive health

MEDICAL EXAMINATION
 Follow standard infection control procedures
 Non-genital examination first
 Then examine the genitals
 Document findings (drawings may help)
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BASELINE INVESTIGATIONS
 Endocervical swab for Gram Stain + High vaginal swab for wet prep if
available
 Pregnancy test
 Syphilis serology
 Hepatitis serology, if available
 HIV test

FURTHER CARE
 Inform husband family if she wishes
 Obtain and document detailed contact details
 Give contact details of clinic and counsellors
 Provide with condoms for window period
 Discuss means of increasing protection and safety
 Discuss with person the treatment and follow up for:
o Physical injury
o Psychological trauma
o HIV
o Pregnancy
o Sexually transmitted infections
o PEP

FOLLOW UP FOR PHYSICAL INJURY
 Treat according to injury
 Continue ongoing counselling
 Establish follow up

FOLLOW UP FOR PSYCHOLOGICAL TRAUMA
 Organise ongoing trauma counselling
 Discuss family and social support possibilities
 Explore need for trauma counselling for spouse and family

FOLLOW UP FOR HIV
 Ensure condoms available and counsel on use
 Education regarding signs and symptoms of HIV seroconversion illness
and HIV infection
 Repeat HIV blood test after 3 months
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FOLLOW UP FOR PREGNANCY
 Find out about Last Menstruation Period (LMP)
 Morning after pill within 72 hours if available and if necessary, or refer to
other facilities who give the pills
 After 14 days, consider pregnancy test
 Counsel for positive outcomes

FOLLOW UP FOR SEXUALLY TRANSMITTED INFECTIONS
 For Gonorrhoea, Chlamydia, Trichomonas, and Syphilis:
o Test with standard treatment for STI
o Amoxicillin, Augmentin, Probenecid, Doxycycline at start then
continue doxycycline BD for 7/7
o If pregnant, use erythromycin
o Review after one week
o Take swab for gonorrhoea: check for resistance to RX
o Indinazole/Metronidazole for Trichomonas if necessary
o Check serology for syphilis at 3 months check up

FOLLOW UP FOR PEP
 Check that PEP has been given/offered within 72 hours of rape occurring
 Weekly visits to clinic/doctor if possible
 Supply with one week supply of medication at a time – assists with
compliance/adherence and management of possible side effects
 Full Blood Count after one week of treatment
 Review after 4 weeks of treatment

CARE OF THE MEN INVOLVED IN THE RAPE
This care should ideally be by a person who is not involved with the care of
the person who has been raped.
 Counsel and encourage testing and treatment for HIV and STIs
 Behavioural counselling
 Provide condoms
 Offer PEP as appropriate, for example, when more than one man was
involved
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CARE PLAN: Flow Chart
CARE PLAN FOR SOMEONE WHO HAS BEEN RAPED

Reception

First Aid





Documentation
of Rape



Offer PEP


Baseline
Investigations





Medical
Examination

Further Care









Physical injury
Psychological trauma
HIV
Pregnancy
Sexually transmitted
infections
PEP


Care of the men
involved in the
rape

CHPNG, ASHM, NAPWA and PNG partners
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Medical History

COMPREHENSIVE AND LIFE LONG HIV CARE
Whole group 30 minutes
Background
Creating an understanding of systems of comprehensive care is critical to
providing quality life-long care for people living with HIV. Building on the
work of the session on developing a care plan for a woman who has been
raped, this session applies the concept of comprehensive care to the care
needs of a person with HIV.
Objectives
By the end of this session, participants will have an understanding of:
 comprehensive and lifetime care of people with HIV, and
 team based approaches to HIV care.
Methodology
This session is done by the whole group.
The facilitator poses the questions:
 If care for a person with HIV is to be comprehensive and life long, what
range of organisations and institutions might need to be involved along
with the health care setting?
 What are some of the care challenges associated with such a complex
system?
 What are the implications for the way that the hospital or health care
setting provides care?
Through this, an outline of a system of comprehensive care for people with
HIV is developed.

CHPNG, ASHM, NAPWA and PNG partners
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NOTES FOR THE RESOURCE PERSONS
COMPREHENSIVE AND LIFELONG HIV CARE
Whole group

30 minutes

Preparation
Before this session begins, the session facilitator should ensure that the chart
of the needs of a person with HIV developed on Day One is in sight of the
group. The session facilitator should ensure that paper and marker pens have
been prepared for recording the elements of a system of comprehensive care.

Introduction
Participants return to plenary and the session facilitator asks what light the
development of a system of comprehensive care for a raped woman throws
on the care needs of people with HIV. Referring to the chart for a person with
HIV, the facilitator might point out that the care needs of a woman who has
been raped are similar to those of people with HIV in some important ways:











Risk of community rejection
Risk of family break up and rejection
The absence of a continuum of care
Multiple health related issues
Issues regarding reproduction and intimate relationships
Multiple emotional and spiritual issues
Issues of hospital policies
Acute to long term care needs
Social healing.

The facilitator then asks in what ways the care needs of people with HIV
differ from those of a raped woman.





Both are comprehensive, with many sources of care service delivery
They are life long in HIV infection
This has implications for the coordinated management of the person’s
health and well-being.

The session facilitator then poses the question:


If care for a person with HIV is to be comprehensive and life long, what
range of organisations and institutions might need to be involved along
with the health care setting?

The facilitator draws a small circle on a board or paper for each organisation
as it is named and agreed to by the group and labels it. If a day care centre is
named, place it in the centre of the board or paper, otherwise leave a space in
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the centre of the board or paper and place it there during the discussion. The
facilitator points out that the network of nodes that emerges forms the
elements of a system of comprehensive care. This is also sometimes referred
to as a continuum of care. The continuum is the pathway that the person
traverses through these nodal points in search of care or supportive services.
Each person’s pathway could be different.
The question is then posed:


What are some of the care challenges associated with such a complex
system?

Talking points could include:





The need for a system of coordinated management.
This has implications for the sharing of records, and may necessitate
meetings of different organisations caring for the same person.
Within each of these organisations, there are circles of confidentiality. Can
these circles of confidentiality stretch across organisation?

The facilitator should discuss the possible roles of day care centres as a critical
node in the system. A day care centre is a space where a person living with
HIV can come for help and sanctuary, a space to meet with and gain support
from others. It is a “positive space” where they are respected, supported and
empowered. The role of day care centres, in linking people living with HIV
into health services, social support, government services and community
should be discussed.
The next question is posed:


What are the implications for the way that the hospital or health care
setting provides care?

Talking points could include:








The need for team based care
The involvement of outside organisations in hospital based care. In
Angau Memorial Hospital, Lae, the organisation which takes care of the
person on discharge forms part of the team and participates in hospital
rounds and case meetings, with the person’s permission
The creation of spaces within the health care setting where people living
with HIV can sit and talk, exchange coping strategies and survival stories,
and give each other support
The need for a policy for the transition from care to HIV treatment access
(see the case study below of the approach to care and treatment at
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Snehadaan care facility in Bangalore, India, as an example of such a
policy).
In summary, the facilitator could draw together the characteristics of a
comprehensive care system for a person with HIV:









It responds to the complexity of the expressed care needs of each person
It recognises that needs differ: women from men, children from adults,
the powerful and rich from the poor and marginalised
It comprehends needs over a person’s lifetime
It includes the person’s family/support system and other sources of care
Access is easy and affordable
It has consistent standards of care with quality control procedures built in
to it
It involves the sharing of information with others involved in the
comprehensive care system as part of a circle of supportive confidentiality,
where it will result in better quality care.

Timing
 Group discussion:

30 minutes
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WORKSHEET: Comprehensive care for people living with HIV


If care for a person with HIV is to be comprehensive and life long, what
range of organisations and institutions might need to be involved along
with the health care setting?



What are some of the care challenges associated with such a complex
system?



What are the implications for the way that the hospital or health care
setting provides care?
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Case Study
A comprehensive system of HIV care and treatment:
Snehedaan care facility, Bangalore, India.
By Fr. Mathew Perumpel August 2003
A people focused approach
An outstanding examples of a comprehensive and people focused approach to
treatment access comes from Bangalore in India. Fr. Mathew Perumpil,
Medical Director of Snehedaan, and his team have developed the following
counselling and care process.
Healing as the entry point
When a person living with HIV arrives at Snehedaan, counselling, support,
care and treatment are given for the presenting illness. As healing occurs, a
process of lifetime care is initiated.
Healthy lifestyle and treatment literacy
Assistance is given to the patient and his or her family to come to terms with
the diagnosis.
Family counselling begins.
The team begins a process of creating awareness of how to manage a life long
condition and of HIV treatment options, the drugs involved, their side effects
and the importance of adherence.
The patient is advised to continue at work; an exercise plan is drawn up to
protect their muscles from atrophy.
Financial counselling is given, in particular on the need to start saving for
antiretroviral therapy.
Gender issues are addressed: the greater stigma associated with infected
women, less ability or fewer occasions to talk, less access to financial resources,
less say in family decision making, disadvantage in health care settings.
This process continues until the patients and their families know how they can
manage the illness, based on their own lifestyles and living habits, and know
that they have a life to live.

Food as therapy
Protein based meals, including for vegetarians, who are often unaware of how
to fulfill such nutritional requirements.
Consistent meals: Snehedaan has found that the lifestyles of many men in
India do not lead them to eat consistently.
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The habit of care and linking into systems of care
This aims to instil the habit of going to see a doctor when the person is sick.
The team stresses the importance of seeing a doctor who knows the persons
HIV status.
The ways in which treatment and prophylaxis for opportunistic conditions can
improve the quality and length of life are explained.

The person as a spiritual being
Emotional and psychological support is given to the patient and his or her
family.
Spiritual counselling and pastoral care are also offered. Ritual and liturgy are
available. The communality of common prayer or offering is seen as a form of
social support.

As the disease progresses
Where the patient can afford it, antiretroviral therapy may be provided at the
patient’s request. The purpose of such treatment is explained in terms of the
body needing support at a particular stage because of the impact on the
system of the virus (instead of in terms of CD4 counts, etc.).
Financial counselling includes not only the cost of the treatment and its monitoring
for the patient, but also the likelihood of others in the family needing treatment, and
conflicting demands on income and savings (rent, food, education, etc.) and their
reconciliation.
Should the patient decide to initiate ART, the team then discusses:









the life long nature of the condition
the critical importance of adherence
drug regimens
co-infections, their treatment and cost
resistance
the need to monitor for toxicity, efficacy and resistance and the costs
associated
the impact on the family.

This whole process focuses on and is structured around the person in his or
her social setting.
It holistically addresses the person’s needs and concerns, and builds a
program based on their life situations and lifestyles, attempting to address
social inequalities (gender, age, literacy, etc.) and dysfunctionality (lack of
family support, isolation, etc.).
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CARING FOR A PERSON WITH HIV: COGNITIVE IMPAIRMENT
Whole group 90 minutes

Background
Cognitive impairment in people with HIV is often under reported in countries
with emerging HIV epidemics because health care workers are not conscious
of the involvement of the central nervous system and brain in HIV infection.
By learning about common symptoms, health care workers will increase their
ability to see cognitive impairment in patients with HIV and provide more
accurate diagnosis and care.
Health care workers need to be able to meet the care needs of those whose
patterns of thinking and behaving have altered as a result of HIV infection.
These needs will also have to be recognised and addressed by their families
and in their neighbourhoods and villages.

Objectives
By the end of this session, participants will have:
 knowledge about the involvement of the central nervous system and brain
in HIV infection,
 knowledge of the common symptoms indicating involvement of the
central nervous system and brain,
 an understanding of the implications of cognitive impairment for the care
of people with HIV in a health care facility,
 an understanding of the role of health care workers in supporting the
families and communities of people with HIV related cognitive
impairment, and
 developed strategies for the care and support of a person with HIV related
cognitive impairment.
Methodology
This session is done in plenary.
Participants will be asked if they have noticed a number of tendencies or
symptoms in people with HIV infection. The tendencies include:
 Difficulty in holding things
 Slowness in answering questions
 Forgetfulness
 Difficulty walking
 Confusion
 Socially withdrawn
 Emotionally withdrawn; apathetic
 Living in another world
 Uncharacteristic social behaviour
 Children failing to thrive.
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Participants will be asked to identify the impact on the quality of life and care
of a person with changed patterns of thinking and behaving.
Participants are then asked to identify strategies to support and care for a
person with cognitive impairment.
A general discussion on caring for a person with cognitive impairment will
follow.

Bibliography
PNG National Department of Health. 2007. Guidelines for HIV Care and
Treatment in Papua New Guinea.
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NOTES FOR THE RESOURCE PERSONS
CARING FOR A PERSON WITH HIV: Cognitive Impairment
Whole group 90 minutes
Preparation
In advance of the session, the resource persons place four sheets of paper on
the walls with the following headings:
Impact on the HIV positive person
Impact on health care workers
Impact on their family
Impact on their neighbours and villages
Place marker pens near the sheets. Have prepared in advance a sheet with the
heading: Strategies.

Introduction
The session facilitator introduces the objectives of the session. Wherever
possible ask participants to sit near people who work in the same ward or
facility/care for the same people with HIV. The session facilitator asks the
participants to turn to the page in their Workbooks which outlines the session.

Note: If there are a significant number of participants who have not cared for
people with HIV, this session may have to be done as a discussion between
the facilitator and the participants.
Wherever possible, stories (which protect a person’s identity) should be used
to illustrate the symptoms that occur with central nervous system or brain
involvement.
The aim remains to get people to think about people who have exhibited these
tendencies.

Signs and symptoms of cognitive impairment
Ask participants to think if they have had patients (whether or not they knew
they were HIV infected) who started to drop things, reported having trouble
holding things with their hands or having trouble doing things with their
hands. For example, difficulty picking up cigarettes, difficulty doing up
buttons, changes in the person’s signature, difficulties in writing, could not do
up their lap-lap.
Then ask participants to discuss these patients and their symptoms with each
other. Invite one or two participants to describe such a case and discuss in the
whole group.

175

Suggested time is 4 minutes.
Ask participants to think if they have had patients who had become slower in
answering their questions. Then ask participants to discuss these patients
and their symptoms with each other.
Invite one or two participants to describe such a case and discuss in the whole
group. Point out the importance of waiting for the patient to respond rather
than repeating the question or asking it in a different way. This can be
extremely confusing to the patient. The facilitator can play out this scenario.
Suggested time is 4 minutes.
Ask participants to think if they have had patients who had become forgetful.
For example, forgetting their name, not remembering what they are doing,
forgotten what they have already said, forgotten that their parents had died,
asking for food when they had just eaten, forgetting the question they were
going to ask but knew that they wanted to ask a question, forgetting to go and
get treatment/ART or who have reported changes in their memory. Then
ask participants to discuss these patients and their symptoms with each other.
Invite one or two participants to describe such a case and discuss.
Suggested time is 4 minutes.
Ask participants to think if they have had patients who had started to have
difficulty walking. For example, were they shuffling, did they have altered
ankle reflexes, could they walk heel to toe. This is one of the most common
symptoms in HIV-related cognitive impairment.
Ask participants to discuss these patients and their symptoms with each
other. Invite one or two participants to describe such a case and discuss in the
whole group. The facilitator might show the characteristic shuffling gait and
imbalance.
Point out that HIV infection can also cause less specific symptoms such as
tremors in their hands, feet, headaches, seizures, or display urgency or
hesitancy with urination.
Suggested time is 4 minutes.
Ask participants to think if they have had patients who were confused. They
may have believed they were somewhere else, or that you were someone you
are not. For example, they may not recognise a guardian or may think that a
staff member is a police officer. They may not know where they are going or
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why? Then ask participants to discuss these patients and their symptoms
with each other.
Invite one or two participants to describe such a case and discuss.
Suggested time is 4 minutes.

The facilitator should remind participants that these conditions also occur in people
who are not HIV infected and need not occur in all people who are HIV infected.
They indicate the possibility of central nervous systems or brain involvement with
HIV infection. When clinically observed, they can alert the health care worker to the
possibility that the patient is HIV infected.
Ask participants to think if they have had patients with HIV who had become
socially withdrawn. For example, people who were not talking as much with
family and friends. They may not want to leave the house and would rather
have people brings news back. Staff or family may have thought of them as
depressed. Then ask participants to discuss these patients and their
symptoms with each other.
Invite one or two participants to describe such a case and discuss. Point out
that people with HIV may also become emotionally withdrawn. This is often
felt by their spouses, children and family and, if not understood, can affect
their willingness to care for the person.
Suggested time is 4 minutes.
Ask participants to think if they have had patients with HIV who seemed to
be living in another world. Some may call this living in a fantasy world;
others may see it as being delusional or as hallucinating. These terms have
negative connotations and do not really capture what is going on.
This HIV-related condition is more about people living their lives. For
example, one man thought he was still in the city when in fact he was back in
his village. He kept asking for his car keys as he had an important meeting to
go to. Another example is of a person who believed, lived, as if he was in
Africa when he was in Australia. He would often talk with his wife as if they
were in a village talking to people about their water supply or talking with
the women, or the hunters, in a village. He was conversing as if he were in
Africa.
Then ask participants to discuss these patients and their symptoms with each
other. Invite one or two participants to describe such a case and discuss in the
whole group.
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It is important to explain to participants how crucial it is that the health care
worker or family do not correct people who are living in another world. For
them it is real. Go there with them if that is possible.
Understanding the condition can help to understand the importance of trying
to follow what is going on. Once the family of the man with the meeting
understood, they would agree to go to get the keys and the man would calm
down and then turn his attention elsewhere. The man living in Africa was
conscious that he was living in two worlds. He would say that he knew when
he was moving from one world, the hospital, to the other, Africa, because the
colours changed.
Suggested time is 4 minutes.
Ask participants to think if they have had patients showing uncharacteristic
behaviour. For example, they may have been exposing themselves, urinating
in public or in the bed room, may have taken their clothes off in public or just
generally acting and saying things that were not characteristic of them. Then
ask participants to discuss these patients and their symptoms with each other.
Invite one or two participants to describe such a case and discuss.
Suggested time is 4 minutes.
Ask participants to think if they have had children with HIV who are not
reaching their developmental milestones? Are there any children who are
not developing physically or mentally like other children of a similar age?
For example, is the child still being carried by its mother because it cannot
walk despite being of walking age? Are there any children who are beginning
to fall behind at school?
Then ask participants to discuss these patients and their symptoms with each
other.
With HIV-related cognitive impairment, in general, adults lose skills and
capacities; children fail to gain them.
Invite one or two participants to describe such a case and discuss..
Suggested time is 4 minutes.
Briefly summarise the changes that may occur with the involvement of the
central nervous system and brain in HIV infection:




Difficulty in holding things
Slowness in answering questions
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Forgetful
Difficulty walking
Confused
Socially withdrawn
Emotionally withdrawn; apathetic
Living in another world
Uncharacteristic social behaviour
Children failing to thrive.

Point out that there are other changes that can also occur: an acuteness of
hearing, blurring of vision, incontinence of bladder/bowel, hyperreflexia,
increased jaw jerk, leg tremors, small seizures, difficulty in tracking
movement between two points, and more.
The suggested time is 40 minutes.

HIV-related cognitive impairment and neurological conditions
The session facilitator then begins a general discussion of HIV-related
cognitive impairment and neurological conditions. The notes for this
discussion are at the end. The facilitator could refer back to the discussion of
HIV related neurological and cognitive conditions on Day Two.
The facilitator should encourage participants to ask any questions which they
may have. Ensure that the participants are aware that cognitive impairment
can occur in the absence of other HIV related conditions. If recognised, the
health care worker can discuss the possibility of taking an HIV test.
The facilitator should stress that these are symptoms of a number of
conditions which can affect the brain and central nervous system. Even if a
person has all of these, they may not necessarily have, for example, HIV
dementia. The aim of the exercise is to raise awareness of symptoms that are
indicative of central nervous system or brain involvement in HIV infection.
The suggested time is 10 minutes.

Caring for a person with changing patterns of thinking and behaving
The session facilitator then introduces a discussion on the care and treatment
of people with changing patterns of thinking and behaving. Early access to
ART can slow down progression to HIV-related cognitive impairment. For
most people with changing patterns of thinking and behaving, their comfort
and wellbeing can be significantly improved by good quality care, both in the
health care facility and in the home.
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Unlike people with Alzheimer’s disease, those with HIV dementia retain
insight into their condition late into its progression. Health care workers have
a critical role in assisting people with cognitive impairment to live quality
lives with the support of their family, friends and village members.
Invite participants to spend some time thinking and imagining the impact of
cognitive impairment on the HIV infected person, on their family, on health
care workers, on others in the ward, and on their friends, neighbours and
villages. Then ask them to walk around and list on the sheets on the wall
what they think would be the impact for each of the identified people and
groups of people.
Suggested time is 15 minutes.
The facilitator then briefly highlights some of the impacts recorded on the
sheets and asks if there are others that have been overlooked.
Suggested time is 5 minutes.
Following this, the session facilitator places a sheet with the heading
Strategies next to the sheet on the impact on the HIV infected person.
Participants are then asked to reflect on what strategies might be developed to
address the impacts of cognitive impairments on the HIV infected person.
Strategies might include:
















Continuing to respond to them as an adult; retaining their dignity and
independence
Match tasks to abilities, so that they con continue to help out
Continuing to talk with the person; touch them
Make sure food is eaten, medicines taken
Simplify clothes; clothes which are easy to put on
Lay out clothes where can be seen
Toilets and wash basin nearby
Walking aids: canes, frames, etc.
Have a clock and/or calendar within sight
Place photographs around
Plastic glasses
Physical therapy/massage; music; read to them
Help family members and community to understand
Bring the world to them: encourage friends to visit

The facilitator leads the discussion and writes up the strategies as the
discussion unfolds. The facilitator might also raise the question of what
support health care workers or family require in order to be able to continue
to provide this care and support.
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The exercise highlights that there are things that can be done in order to
support health care workers, families and communities to support people
with declining cognitive abilities. These include:







Making the physical environment easier
Continuing to communicate
Focus on the remaining skills
Living in the patient’s world
Enriching the patient’s life.

Suggested time is 10 minutes.

Summary
The facilitator now summarises the discussion on the care of people with HIV
related cognitive impairment.
Possible discussion points:
Some HIV related symptoms will deteriorate while others remain the same
depending on the underlying condition, which has caused the impairment.
Cognitively impaired children do not advance and meet developmental
milestones rather than regressing. For example, a three-year-old boy has not
progressed since the age of 18 months.
Other conditions, such as pneumonia, may exacerbate cognitive impairment.
Cognitive impairment may also be exacerbated with the drinking of home
brew or other alcohol and drugs.
When a person seems far away in another world go with them, live in their
world for the time being. To orientate them into your world will only cause
them stress and they may possibly become abusive.
Remember the benign nature of cognitive impairment. The way that family
and staff react and respond to the situation can have a great impact. For
example their behaviour can either exacerbate or calm the person.
Just because of person is having troubles with doing things they once did and
that they cannot be left alone, they are not a child. Treat an adult as a child
only exacerbates the situation.
Continue to communicate with the person. Do not do things to them without
asking their permission or explaining to them what you are doing in a gentle
and calm voice. Do not sound or act rushed or frustrated. Do not talk about
them in front of them as if they were not there. Avoid using terms like mad
or demented. They are inaccurate and negative.
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People with HIV dementia do not lose their language skills. Remain positive.
Focus on the skills and abilities that remain. For example, the person may
continue to have a sense of humour or to be able to carve wood.
People may grieve for the abilities that they have lost. It is important to try to
help them to see that the abilities that they still have. Reinforce the remaining
skills and try to find ways to adapt the physical environment. For example, a
person may no longer be able to walk the distance to collect water but they
may still be able to tend to the garden.
Remember that what works one day may not work the next.
It is important to support children who are witnessing these changes,
especially when they are happening to their parents or siblings.
It is important to prevent such patients being abandoned because their
symptoms are too difficult and confronting. Health care workers have an
important role in supporting the community, families and patients so that this
does not occur.
Suggested time is 10 minutes.

Seeking confirmation of clinical observations
The facilitator may decide to introduce the International HIV Dementia
Scale (IHDS) (see below) as a possible instrument for verifying the health care
workers observations when some of the above symptoms are observed. This
tool will not confirm if a patient has HIV-related dementia but it will indicate
whether further investigations should be considered.
Explain the IHDS and, in pairs, ask participants to test each other using the
International Dementia Scale tool. After participants have experienced
administering the tool to another participant and vice versa have a plenary
discussion on the tool.
Suggested time is 10 minutes.

Timing





Recognising signs:
Presentation:
Caring for those impaired:
Summary and IHDS:

40 minutes
10 minutes
30 minutes
10 minutes
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Supplementary notes on HIV-related neurological conditions
Introduction1
Recent research is showing that HIV dementia and other HIV-related
neurological problems may be grossly under-appreciated in resourceconstrained settings.
One reason is that healthcare workers in resource-limited settings do not
know how to recognise HIV-related neurological conditions. This session is
designed both to increase understanding of these conditions and to
strengthen skills for their clinical diagnosis.
The neuropsychiatric presentation of a person with HIV can be very complex.
Diagnoses can be complicated by:
 A variety of psychiatric factors, including ongoing illicit drug or alcohol
abuse, and clinical depression or post-traumatic stress disorder, which
could be pre-existing or related to the HIV seroconversion (or the
disclosure of it) — and which could be equally important to diagnose and
manage.
 A wide variety of inherited or acquired conditions which may vary by
settings and demographics, including poor nutrition, endemic infections
(such as malaria), medications (including antiretrovirals) and HIV related
opportunistic infections and neoplasms.
Furthermore, neuro-cognitive changes are often overlooked in very ill
patients. Brew and González-Scarano (2007) have written that, in countries
that have few if any neurologists, and where HIV infection often presents
with an overwhelming opportunistic infection such as tuberculous or
cryptococcal meningitis, it is no surprise that what can seem to be mild
cognitive deficits are under-recognised or considered unimportant. Much the
same, they argue, can be said for depression.

Mental health services and cultural beliefs
Mental health services and policy are influenced by a range of public health,
psychosocial, and economic factors. There are a host of primarily
psychosocial stress factors such as widespread poverty, unemployment,
homelessness, the loss of family members (or parents) to AIDS and other
diseases, and alcohol or drug abuse that affect the mental health of the
population. In addition, where rape and other violence women is epidemic,
women’s mental health is affected as well as their physical health and wellbeing.
These notes are excerpted from the review article by Theo Smart on HIV dementia prepared
for the HIV & AIDS Treatment in Practice newsletter #81, Part I & II, January 31st 2007
accessible at http://www.aidsmap.com/cms1037059.asp .
1
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Yet relatively few people in resource constrained settings ever seek out
mental health services. One reason (and a factor that inevitably leads to the
under-reporting of mental illness in the country) is the stigma attached to
mental illness. In many cultures, people who are mentally ill are stigmatized,
feared, scorned, humiliated and condemned. There are a variety of cultural
beliefs about the cause of mental illness, for example, that it is a form of spirit
possession or social punishment, or that it is caused by witchcraft. It is often
believed that it and can only be treated through traditional means and not
conventional medicine.
Often family members refuse to discuss issues of aggression, agitation,
hallucinations or depression in family members with HIV. Even when care is
sought at the local clinic or hospital, the staff may not be well equipped to
diagnose the condition.

Psychiatric problems in the HIV-infected population
Psychiatric problems in the HIV-infected population commonly go
unaddressed, and may overlap with neurological problems that HIV causes
directly. Many of the mental illnesses first observed in a person with HIV are
likely to be psychiatric disorders, rather than neurological disease caused by
HIV infection, and these can be severe enough to impair someone’s ability to
function.
For example, clinical depression (with a high risk of suicide), anxiety
disorders (especially post-traumatic stress disorder (PTSD)), substance abuse,
and psychoses have all commonly been associated with HIV infection. Some
of these conditions may actually precede infection (and could be what puts a
person at risk of HIV acquisition in the first place). Others develop
subsequent to, or as a result of, HIV infection.
Depression is the most common mental illness observed in people with HIV.
In one study, it was diagnosed in close to 35 per cent of PLHIV evaluated.
Over a longer course of HIV infection, an even greater number of people can
be expected to develop clinical depression as a result of poor health or simply
of being HIV-positive, particularly in settings where having HIV is highly
stigmatised.
Some of the symptoms of depression, such as trouble concentrating, confusion
or forgetfulness and of severe anxiety related to PTSD (post-traumatic stress
disorder), such as agitation or psychoses, may be difficult to distinguish from
neurological illnesses that HIV can cause directly. There is a high rate of
PTSD in HIV-infected women in South Africa (Olley 2005).
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However, the cognitive impairment caused by HIV itself, rather than by
depression, tends to be coupled with other progressively degenerative
neurological problems caused by the virus particularly motor problems.

HIV dementia
It is this combination of cognitive and motor dysfunction that makes HIV
dementia or brain disease a clinically unique syndrome, and it is often
accompanied by the two other primary HIV-related neurological conditions:
peripheral neuropathy and myelopathy (spinal cord disease).
Typically in clinical situations, patients with HIV dementia have behavioural
changes, memory impairment and motor dysfunction. But the changes may
be subtle or they may be very overt with one or more of these characteristics
in combination.
HIV dementia begins with slight changes in behaviour, intellect and coordination. Friends and family notice forgetfulness, changes in personality
and symptoms normally characteristic of depression, such as loss of appetite
and motivation. Tasks that require concentration or complex thought become
difficult. These symptoms could be interspersed with sharp mood swings or
mania. Motor skills gradually deteriorate: hands become clumsy, movement
is slow and unsteady and eye movements become jerky.
HIV dementia accompanies late-stage immune suppression and has the
following characteristics:













Early concentration/memory difficulty
Losing track of conversation
Progress to difficulty with written material
Apathetic appearance, indifference
Generally not depressed, occasionally manic, psychotic
Often marked response slowing
Generally progressive motor dysfunction with slowing (several reports
stress difficulty with fine finger movement)
Gait ataxia, difficulty turning
Progress to cane-wheelchair
Bladder/bowel incontinence
Hyperreflexia, increased jaw jerk and snout, abnormal saccades (ability of
the eyes to track/pursue movement between two points) (Hall 2006).

Once the symptoms of HIV dementia become unmistakable, there is a very
poor prognosis. Without treatment, death usually follows within months
or even weeks.

185

The pathogenesis of HIV neurological damage
The pathogenesis of HIV neurological damage is not well understood. It is
clear that HIV invades the central nervous system early in the course of
infection — and remains sequestered there. However, what causes it in terms
of the molecular mechanisms is not yet known. Although studies show that
HIV does cross the blood-brain barrier, infecting macrophages or microglial
cells, there is no evidence that it can productively infect neurons (Hall 2006,
Robertson 2004).

Incidence and prevalence of HIV-related neurological damage
Pre-ART, it was estimated that anywhere between 40 to 70 per cent of people
with HIV developed some degree of cognitive impairment (Robertson 2004,
Wilson . HIV dementia, with its significant cognitive impairment, was less
common, generally evolving in the later stages of illness.

Prevalence of HIV-related brain disease in resource-limited settings
But these are findings reported in developed countries. Very little is known
about the prevalence of HIV dementia and milder neuropsychological
dysfunction in HIV-infected people in resource-limited settings (Robertson
2004).
Different studies have produced dramatically different results. For example,
in one study in the late 1980’s, researchers reported that the prevalence of
ADC in Sub-Saharan Africa was as low as 3% (Belec 1989) while another
published the same year claimed it was as high as 54% of 200 people with
AIDS in Tanzania (Howlett 1989). Then a few years later, another study in
people with HIV in Zaire found dementia in only 9% (Perriens 2004).
More recent studies found memory problems in 52% of participants, changes
in thinking in 33% of the participants and gait problems in 58% (Zambia)
(Birbeck 2002) and 31% of the HIV-positive patients attending the AIDS clinic
were found to have HIV dementia (Uganda) (Nakasujja 2005).
Verbal memory, psychomotor, and functional performance worsened with
advancing HIV disease, the findings seem unrelated to underlying poor
mental health in that setting.
In many settings, people with HIV often die of other conditions before
progression to advanced disease, when neurological symptoms become more
overt. However, as HIV diagnosis and the general standard of care for people
with HIV improves globally, particularly with the rollout of cotrimoxazole
prophylaxis, healthcare workers should expect to see more neurological
complaints due directly to HIV.

186

Screening for HIV dementia
Healthcare staff should be particularly on the alert in those patients about to
go on ART, since cognitive impairment could interfere with HIV control. At
the very least it can lead to poor adherence and at worst to disability and
death. In fact, poor adherence alone is important, as there is a direct
relationship between inadequate levels of antiretroviral drugs and the
development of resistance.
However, at the primary health care level, staff may see a variety of
neurological complaints that may have nothing to do with HIV. To help
healthcare workers first recognize and manage these conditions, a very clear
and easy to use resource manual “Where there is no neurologist,” by Dr
Birbeck, is available online at the World Federation of Neurology’s website1.
As for HIV dementia, the International HIV Dementia Scale (IHDS) (see
below) appears to be a fairly simple tool that, translated into local languages,
could be used by non-neurologist personnel to screen for overt HIV dementia.
This would make it possible to perform some basic screening even at the
primary health care level and then refer patients suspected of having a
psychiatric or neurological problem.
However, in many settings there may simply be nowhere to refer patients to.
There is a severe shortage of staff trained to diagnose or manage neurological
complaints at the referral level.

Treatment of HIV dementia
The first and most obvious treatment for HIV-related CNS disease is ART and
improvements on treatment may be dramatic (Robertson 2004). This appears
to correlate with viral activity in the CNS. For example, a recent autopsy
study showed a significant drop in brain tissue viral load in patients treated
with ART in the previous three months, and many other studies show
sustained improvement in neuropsychological function after several months
of ART in both adults and children (Hall 2006).
One study showed clear improvement in cognitive performance after three
months on ART in a study of 23 Ugandan patients (96% of whom had some
neurological impairment at baseline). IHDS scores went up from a baseline of
8.0 to 10 at three months and to 12 after six months. (Sacktor 2006)
However, a few large studies now show that significant neurological deficits
are still common in treated populations, with an overall current prevalence of

1

This is available at http://www.wfneurology.org/link_ebooks.htm.
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30%, a prevalence of 37% in those with CD4 cell counts below 200, and with
progressive deficits reported in some treated subjects.
In the first study, which involved 1498 subjects all on ART, 43% were found to
be neurologically impaired at baseline (this correlated with a nadir CD4 cell
below 200). More than half of these were unimpaired after 52 weeks on
therapy, while 19% who were unimpaired at baseline became impaired
(Median 93 weeks).
ART may not always stop CNS progression because most antiretrovirals have
poor penetrance across the blood-brain barrier. Since the virus remains
compartmentalized in the brain, there may be continuing replication in the
CNS (in fact, virological failure in the CSF appears to be common) and could
cause continuing neurological decline.
Several antiretrovirals, including the nucleoside analogues: AZT, d4T, 3TC
and abacavir, and the non-nucleoside analogue reverse transcriptase
inhibitors: efavirenz and nevirapine, have been suggested as having better
CSF penetration, though it is not clear how this reflects on levels within the
actual brain tissue — or even whether this is indeed necessary for clinical
response.
Nevertheless, it is probably reasonable to add these [CNS penetrant
antiretrovirals] in neurologically impaired patients.”

Other potential therapies for HIV dementia
Some studies have suggested a potential role for minocycline, an antibiotic,
derivative of tetracycline, which readily crosses the blood-brain barrier
(Sacktor 2006, Zink 2006). The drug is safe and well tolerated in trials with up
to four years of follow-up, and has been on the market for 30 years, used for
acne and rheumatoid arthritis. Data from the SIV macaque model suggest
that it has an anti-inflammatory and neuro-protective affects, and may even
directly inhibit viral replication in the brain (Zink 2005).
Development of this particular adjunctive therapy (if it works) might be
particularly useful in resource constrained settings, because in addition to
being cheap, safe and off-patent, according to a presentation by Dr Christine
Zink, it may also reduce peripheral neuropathies, and has activity against
malaria and other common infections such as chlamydia (Zink 2006 ).
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INTERNATIONAL HIV DEMENTIA SCALE (IHDS)
Adapted for PNG
Memory-Registration: Give the person four words to recall (for example, pig, hat, mango,
red, in language). Take about one second to say each. Then ask the patient to repeat them
to you. Repeat the four words if the patient does not recall them all. Tell the patient you
will ask for recall of the words again a bit later.
Motor Speed: Have the patient tap the first two fingers of the non-dominant
hand (ie. the hand that they do not eat or write with) as widely (in the form of a V)
and as quickly as possible.
Score: _________
4 = > 15 in 5 seconds
3 = 11-14 in 5 seconds
2 = 7-10 in 5 seconds
1 = 3-6 in 5 seconds
0 = 0-2 in 5 seconds
Psychomotor Speed: Have the patient perform the following movements with the
non-dominant hand. Demonstrate the following sequence and then have patient
practice them twice.
1. Clench hand in fist on flat surface.
2. Put hand flat on surface with the palm down.
3. Put hand perpendicular to flat surface on the side of the 5th digit.
4.
Score: _________
4 = 4 sequences in 10 seconds
3 = 3 sequences in 10 seconds
2 = 2 sequences in 10 seconds
1 = 1 sequence in 10 seconds
0 = unable to perform
Memory-Recall: Ask the patient to recall the four words given at the start. For words not
recalled, prompt with a semantic clue as follows: animal (pig); piece of clothing (hat); fruit
(mango); colour (red).
Score: ________
Give 1 point for each word spontaneously recalled.
Give 0.5 points for each correct answer after prompting.
Maximum = 4 points.
Total International HIV Dementia Scale Score: ________
This is the sum of the scores on items 1-3. The maximum possible score is 12 points. A
patient with a score < 10 should be evaluated further for possible dementia.
Language in which the IHDS was administered: _____________________
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DEVELOPING EMPATHY
Whole group 75 minutes

Background
In order to be able to work effectively within the epidemic, it is important for
participants to have an empathetic understanding of what it feels like to be
personally exposed to HIV infection.
This helps in developing a sense of personal engagement and a fuller
understanding of the epidemic and its implications.

Objectives
By the end of this session, participants will have:
 experienced what it may feel like to be exposed to or infected with HIV,
and
 identified and begun to explore issues related to support for infected
individuals.
Methodology
This activity will be done in small groups.
Participants are asked to place themselves in the position of various people
involved in a situation.
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NOTES FOR THE RESOURCE PERSONS
DEVELOPING EMPATHY
Small mixed groups 75 minutes
Preparation
The ideal group size for this exercise is about five participants. The more
people in the group, the longer the exercise will take. The group facilitators
need to pace themselves through the exercise. The suggested time for each
step in the exercise is approximately 10 minutes.
The session facilitator introduces the session and forms small groups.

Introduction
The group facilitator begins by asking the participants to discuss what
empathy is and is not, and why it might be important in HIV care, support
and prevention.

Some notes for the facilitator
Empathy
Empathy is a moral skill, one that helps bring about the kind of society we
want to live in. Empathy develops as one becomes more aware of the details
of the person’s life.
The characteristics of empathy are:
 The ability to enter deeply into the situation of another, understanding
and accepting how the other differs from oneself (cf. sympathy)
 Connects thinking and feelings; it may be more difficult for people to
connect to the feelings of other people
 Places one within the epidemic (cf. pity)
 It is a precondition for compassion
 A person may be empathetic but do nothing with these insights, that is,
empathy does not necessarily give rise to compassion

Pity
The characteristics of pity, on the other hand, are:
 Distances you from the person, placing you outside of the epidemic
 It creates differences between people
 It is a hierarchical relationship, signifying inequality, a looking down on
the other
 It demeans the other, harming their self respect
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Before telling the story, remind people that this exercise is not about
projecting their own feelings onto someone else. It requires the participant to
put aside their own thoughts and feelings. It is not about telling a story about
what you would like people to do or about how you think they should react.
It is not about acting the part of another person or role playing.
Explain that the exercise requires a person to understand the forces at play in
other people’s lives: the way culture and tradition work themselves into
people’s lives, the way different people respond to situations, the way that
people’s lives are shaped not only by their own situation but by that of the
world around them.
Suggested time is 10 minutes.

Empathy and the HIV epidemic
The facilitator describes a situation for the group to explore in an empathetic
way. Tell the following story:

Maria is pregnant and is due to give birth quite soon. It is her first child. She
is looking forward to the birth. She is at the antenatal clinic. She hears her
name being called out and rises awkwardly but with anticipation.
When she goes in, the nurse has a hard face. She does not look at Maria. As
Maria sits down, the nurse says: “You are infected with this HIV virus”.
Read the story a second time to make sure that people have heard it. Then ask
the group:
Imagine that you are Maria. What are you going through? What are you
feeling? What thoughts are racing through your mind?
Tell us what is happening. Speak out about what you are feeling. Speak as
Maria. Start by saying: “I am Maria …”.
The facilitator then looks around the group encouraging people to speak.
Ensure that they always start with the phrase “I am Maria …”. Let as many
as want to speak but do not move on until a number have spoken.
Each person speaks from the way he is feeling. People will have different
feelings or thoughts from each other. Do not agree or disagree. Do not
register surprise or disapproval or agreement. There is no right or wrong; just
the exercise of putting themselves into the place of another person.
Then continue.
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Imagine that you are the nurse, Lucy. What are you going through? What are
you feeling? Tell us what you are feeling. Speak as Lucy, not yourself.
Start by saying: “I am Lucy …”.
The facilitator then looks around the group encouraging people to speak.
Ensure that they always start with the phrase “I am Lucy …”. Let as many as
want to speak but do not move on until a number have spoken.
Then continue:

The nurse talks on. Maria hears nothing. Then some words break through.
The nurse is saying: “Go and tell your husband”.
Maria walks out and sets out for home. Her step is heavy. She knows that she
has never had another man except her husband.
That evening she tells her husband, Bernard.
As Bernard listened to his wife, what do you think he was thinking? What
was he feeling? Put yourself in Bernard’s place. Imagine that you are he.
What are you thinking? What are you feeling? Speak out about what you are
feeling.
Start by saying: “I am Bernard …”
The facilitator then looks around the group encouraging people to speak.
Ensure that they always start with the phrase “I am Bernard…”. Let as many
as want to speak but do not move on until a number have spoken.
Continue with the story:

Bernard’s mother, Sarah, works in the ante natal clinic. Lucy has told her that
Maria is infected with the virus.
Imagine that you are Sarah. What is she feeling as Lucy tells her this? What
is she thinking? Put yourself in her place. Tell us what is going on. Start by
saying: “I am Sarah….”.
Continue with the story:

Some weeks later, Maria feels her labour pains beginning. She starts walking
to the clinic.
Imagine that you are Maria. What are you feeling? What are you thinking?
Tell us what is happening. Speak out about what you are feeling.
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Start by saying: “I am Maria …”.
Suggested time is 50 minutes.

Group discussion
End the exercise with a discussion. You might ask how they felt putting
themselves into the place of another.
You might give them some feedback, particularly if participants were
escaping into narratives, making up stories about what happened. This is an
exercise of the imagination, the description of a sequence of events.
Empathy is a different skill. It is the ability to put oneself inside the other
person. It requires that a person put themselves, their judgements, their
views aside and be open to people.
Encourage the participants by pointing out that, like all skills, the more they
practice, the better they will be able to reach out to their people and the more
people will come to talk and seek guidance and support.
Participants may want to talk about the things that were said. This is a search
for cognitive closure, a working out in their heads what was happening.
However, the exercise was designed to strengthen people’s moral skill of
empathy. Keep returning to the affective, to the importance and role of
empathy, of developing the capacity to put your self in the place of another.
After the exercise has been discussed, clarify with the participants the
differences amongst pity, sympathy, charity, empathy and compassion.
Suggested time is 15 minutes.

Timing
 Introduction:
 Empathy exercise:
 Discussion:

10 minutes
50 minutes
15 minutes
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Supplementary notes on empathy and other emotional responses
Pity





Distances you from the person, placing you outside of the epidemic
It creates differences between people
It is a hierarchical relationship, signifying inequality, a looking down on
the other
It demeans the other, harming their self respect

Sympathy





A feeling that self and other have had the same experience
It helps to overcome differences that stand in the way of working together
An emotional connection that confuses self and other
“Falsely imagining the pain of the other as one’s own” (Adam Smith)

Charity





About doing good to others, doing good for others
Free gift of self/resources to others: charity
Can be a way of manipulating others, creating power over others
Charity can wound, undermining a person’s self respect

These forms of connecting do not ask anything in return for the giving or the
serving. Sympathy may be a point of departure for the establishment of
relationships of respect. Pity and charity inhibit the creation of such
relationships.
The impression left behind by the visitor, the priest or home care team which
arrives, offers advice or a service, and then leaves and moves on to the next
person or commitment, may be that of pity or sympathy or charity.
The hospital visitors, even chaplains, who want all the patients with HIV in
one ward or singled out in some way so that they know who to visit, want to
shape the world to a form that conveniences them, a layout that makes it
easier for them to do what they think should be done.
These forms of connecting with others may be of greater benefit to the doer
than to the receiver. The doer feels that good has been done. In this way at
least they could be said to be self-serving forms of charity.
Empathy and compassion allow us to cross the boundaries of difference and
inequality with mutual respect.
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Empathy






The ability to enter deeply into the situation of another, understanding
and accepting how the other differs from oneself (cf. sympathy)
Connects thinking and feelings; it may be more difficult for people to
connect to the feelings of other people
Places one within the epidemic (cf. pity)
It is a precondition for compassion
A person may be empathetic but do nothing with these insights, that is,
empathy does not necessarily give rise to compassion

Compassion





Taking the needs of others seriously
Asks something in return
This acknowledges the mutual relationship between ourselves and the
person to whom we show compassion
A way of serving others that gives rise to mutual respect
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NOTES FOR THE RESOURCE PERSONS
CLOSE
At the end of the day, the session facilitator discusses the evening activities.
Remind the participants to fill in their daily journal. This is in preparation for
the next morning’s Reflection session.
The resource person should describe the objectives and the rules of the next
morning’s reflection session and remind people to bring the programme and
daily journal from that day.
The participants are asked to work in their Team/networks in the evening to
review and finalise their care plans for women who have been raped.
Individually they are to review the sections in the Guidelines for HIV Care
and Treatment in PNG on standard infection control procedures. They are to
review their workplace safety plans in light of the Guidelines.
Each evening a video will be shown. Attendance is optional but the videos
form an integral part of the Workshop and contribute to the understanding of
its topics.
At this stage in the Workshop, it may be best to choose a video with laughter
or lightness. It is best to select a film about building on the goodness in a
community, which is in line with the principles of the Workshop, and which
brings a smile and laughter to people’s hearts. Sister Act and the Girl in the
Café are two good examples.
Possible discussion questions for the film/video:





What struck you most about the video?
What observations or insights are most relevant to the epidemic in your
community?
What observations or insights are most relevant to you in your work?
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DAY FOUR
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WORKSHOP PROGRAMME
DAY 4
8.00 am

Reflection session

Whole group

8.30 am

Safety in the workplace
 Implementing workplace safety plans

Whole group

9.00 am

Caring for a person with HIV
 Caring for a person with diarrhoea

Whole group
Team/networks

10.30 am

Morning tea

11.00 am

Healthcare workers and the law
 The HIV/AIDS Management and
Prevention (HAMP) Act

12.00 pm

Lunch

1.00 pm

Building skills for HIV care
 Empowering relations

Whole group
Mixed groups

2.00 pm

Caring for a person with HIV
 Caring for a person with a cough

Whole group

3.15 pm

Afternoon tea

3.45pm

Understanding the HIV epidemic
 Children, parents and the epidemic

5.00 pm

Close
 Evening activities

Whole group

Mixed groups

Evening activities:
 Video (optional)
 Individual work: Review children’s safety plans and personal safety plans
from Day Two
 Daily journal, feedback form & preparation for reflection session
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REFLECTION SESSION

Whole group

30 minutes

Background
This session is designed to assist participants to better retain the
understanding gained in the sessions of the day before, to develop skills in
working with silence, in active listening and in not responding immediately to
what others say. It provides an opportunity for participants and resource
persons to reflect on the work.
Objectives
By the end of this session participants will have:
 had occasion to recall things learnt or thought about during the preceding
day and to learn what others thought of interest,
 strengthened skills required in HIV care and counselling: actively
listening without responding, handling silence, and learning through
introspection/listening to oneself, and
 better retained things learnt by themselves and others.
Methodology
This session is done in the whole group. Participants are asked to have their
Programme and Daily Journal for the preceding day open in front of them.
Participants and resource persons are asked to think back over the previous
day’s work. They might think about what was presented, what they learnt,
what happened. They might share some thoughts with the group.
This is not a discussion session or a time for conversations or interaction
amongst participants or with resource persons. It is a time for reflection.
Silences may lengthen, as they do when people are thinking things over or
reflecting, or listening carefully to others.
Some people may choose just to think quietly throughout the session about
what they have learnt. Others may choose to speak, telling about an insight
gained, contributing a comment, making a request or whatever they feel
moved to say. People listen quietly to what is being said and compare it to
their own experience.
There is no talking together, no commenting on or questioning of what
someone has said, just respectful listening.
People may ask a question or raise issues. They will not be answered during
the reflection session. They will be noted and answered later.
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NOTES FOR THE RESOURCE PERSONS
REFLECTION SESSION

Whole group

30 minutes

This session is done in the whole group. Participants are asked to have their
Programme and Daily Journal from the preceding day open in front of them.
The methodology for this session is in the chapter on the Methodologies of the
Workshop.
This session needs to be introduced carefully each day. The session facilitator
should create, through their words and manner, a meditative mood in the
room.
Participants are reminded that it is not an interactive session, rather one of
reflection on the work of the previous day and its meaning to them. People
can raise questions or issues for discussion but they will be responded to after
the reflection session not during it.
This contemplation may be silent or people may choose to speak their
thoughts aloud. Both participants and resource persons may speak.
However, resource persons must be careful not to dominate the discussion,
and should try to avoid being the last to speak. If there are no comments for a
long period, however, it can be helpful for a resource person to give a brief
reflection to put participants at ease to speak.
Do not try to moderate the session or control or decide who speaks. It is often
better to lower your eyes if people are trying to get your attention or
permission to talk. Try to create a space in which people talk as they are
moved to talk and contribute their thoughts to the whole group.
Watch the time so that you can end the session on time. Do not end early if
people are silent. Let the time pass.
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SAFETY IN THE WORKPLACE: IMPLEMENTING WORKPLACE
SAFETY PLANS
Whole group 30 minutes

Background
At the end of Day One, participants were asked to prepare a workplace safety
plan to increase their safety in the workplace. This session provides them
with an opportunity to raise any further questions that they may have about
workplace safety.
Objectives
By the end of this session, participants will have:
 deepened their understanding of how to protect themselves and others
from HIV infection in the workplace.
Methodology
In this plenary session, questions identified by the participants during the
preparation of their workplace safety plans, questions relating to safety in the
workplace placed on the Question Wall or issues identified by the facilitators
during group discussions will be discussed.

NOTES FOR THE RESOURCE PERSONS
Before commencing the session, the session facilitator and the other resource
persons look at the cards on the Questions Wall and at their notes on the
myths, misconceptions and knowledge gaps in the group.
Topics to be relating to safety in the workplace are identified and allocated
amongst the resource persons or to others in the group according to their
knowledge and experiences.
Wherever possible, see if there is someone among the participants who can
clarify or expand on the issues identified.
The session facilitator should begin by asking participants what further
clarifications they might need or questions they might have relating to their
safety in the workplace. Other safety in the workplace issues can be
addressed during the session.
Particular attention should be paid to adherence to standard infection control
procedures.
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CARING FOR A PERSON WITH HIV: A PERSON WITH DIARRHOEA
Whole group and team/networks
90 minutes
Background
Diarrhoea is a common condition in HIV positive people, in both acute and
chronic forms. It poses a challenge to clinical and nursing care, as well as to
home care.
Objectives
By the end of this module, participants will have developed:
 An understanding of acute and chronic diarrhoea in a person with HIV, a
common care issue in HIV infection,
 An understanding of symptomatic care for HIV-related diarrhoea,
 An awareness of prevention strategies and treatment of HIV related
diarrhoea
 A care plan for a patient with HIV-related diarrhoea, and
 An ability to provide guidance to guardians and home care teams on the
care of a person with HIV-related diarrhoea in the home.
Methodology
The session begins with a plenary discussion of the issues in the care of a
person with HIV who has diarrhoea. Participants then work in
teams/networks to discuss a case study of a HIV positive woman, Maria:

Maria, a 26 year old HIV positive woman, presents with a one month
history of diarrhoea: watery without blood, frequent and with
abdominal discomfort. She is taking septrin/cotrimoxazole
preventive treatment but no other medication.
No other family member has diarrhoea and she has had no other
problem related to HIV except bad Herpes Zoster (HZV) twelve
months previously.
On examination, she was a little dry, had oral thrush and minor skin
irritation. The abdomen was not tender. She had scarring from the
HZV on her chest wall.
Teams prepare a care plan for Maria which are presented in a Gallery
presentation. This is followed by a discussion of the issues raised in the
clinical care and treatment of a person with HIV related diarrhoea.
Teams/networks then develop a training course for home care teams for
persons with HIV related diarrhoea in their care using the interactive
methodologies of the Workshop. There is a Gallery Presentation and
discussion of the outlines.
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NOTES FOR THE RESOURCE PERSONS
CARING FOR A PERSON WITH HIV: A person with diarrhoea
Whole group and team/networks
90 minutes
Preparation
The session facilitator should ensure that the chart of the natural history of
HIV infection developed on the second day is in a central place on the wall.
Prepare three sheets of paper headed: Normal diarrhoea; Recurrent
diarrhoea; and HIV-related diarrhoea. Place these sheets near the natural
history chart.
The session facilitator should prepare a series of questions to structure and
guide the introductory discussion. For example:







How many amongst you have nursed or cared for an HIV infected
person with diarrhoea?
What do you know about diarrhoea in people with HIV?
How do you prevent diarrhoea in HIV infected people?
How do you treat diarrhoea in HIV infected people?
What happens if you do not or cannot treat HIV-related diarrhoea?

Introductory discussion
The session facilitator asks the participants to turn to the page in their
Workbooks which outlines the session. It is better if the session facilitator and
small group facilitators have had some experience with the care of a person
with HIV related diarrhoea.
The session begins with a discussion in plenary of diarrhoea in people with
HIV. The facilitator might begin the discussion by asking:


How many amongst you have nursed or cared for an HIV infected
person with diarrhoea? This might have been at work, during a home
care visit, as a family member or neighbour.

Invite participants to talk about their experience.
This could then be followed with the question:


What do you know about diarrhoea in people with HIV?

The session facilitator should use the wall chart to assist in relating the stage
of immune deficiency with the diarrhoea. It is important to ensure that
people understand the difference between:
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Normal infective/toxic diarrhoea
Recurrent diarrhoea: diarrhoea caused because the person’s immune
system is compromised and so is more susceptible to infectious agents that
cause diarrhoea in the general population, and
HIV-related diarrhoea: diarrhoea related to the presence of HIV.

The first are commonly occurring conditions and may be caused by worms,
food poisoning, viral infection, giardia, shigella, salmonella, amoebae, etc.
Those with HIV infection will still get common infections.
The second occurs because the immune system is not working properly.
Those with impaired immunity are more likely to pick up infections because
their immune system is not as protective as it should be. In this case, the
diarrhoea might be caused by:




Common organisms, as above, causing more severe illness or where the
diarrhoea is less responsive to treatment
Uncommon organisms or ‘opportunistic’ infections which are not specific
to HIV and will occur with other conditions associated with immune
deficiency, but are rare in those with an intact immune system:
cryptosporidium, microsporidia, cytomegalovirus, mycobacterium avium,
mycobacterium tuberculosis, etc.

The third, HIV related diarrhoea, can be caused by the HIV virus itself
causing inflammation of the bowel wall, etc. This results in persistent
diarrhoea with no obvious treatable causes. This form of diarrhoea occurs
usually in the later stages of progression of infection and can be severe and
debilitating for the patient and difficult to manage for the carer.
The causes of each type of diarrhoea can be placed on the prepared sheets.
Ensure that these distinctions are understood, then ask the participants:
Next discuss the prevention of diarrhoea in HIV infected people.


How do you prevent diarrhoea in HIV infected people?

Some main ways of helping to prevent diarrhoea include:








Personal hygiene and a clean environment
Proper food storage, preparation and handling
Good diet and nutrition
Cotrimoxazole/septrin prophylaxis often eases HIV related diarrhoea
Avoid diarrhoea causing agents. Note: some ARTs are diarrhoea causing.
Care and support to strengthen the immune system.
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Ensure that prevention is fully understood, including that diarrhoea related to
the presence of HIV cannot be prevented. There are further notes at the end of
the exercise.


How do you treat diarrhoea in HIV infected people?

Refer to the three types of diarrhoea. Begin with a discussion of care and
treatment for the first two types of diarrhoea:









Attend to hydration and nutrition and other relevant conditions,
especially oral thrush which will interfere with the person’s ability to eat
and drink. Treatable candidiasis compounds the discomfort, dehydration
and malnutrition which may occur in the health care facility and the home.
Follow standard care guidelines for usual diarrhoea as the immune
compromised person get common infections. Treat a second time if
response poor
Follow HIV care guidelines for possible opportunistic infections and
proceed through the clinical algorithms.
Diet
Local remedies, if appropriate, and if other drugs are unavailable.

Discuss what foods cause diarrhoea and what foods are good for people with
diarrhoea
After this is discussed, ask:


How do you treat HIV-related diarrhoea?

Care and treatment of HIV-related diarrhoea could include:







The development of a care plan for a patient with HIV-related diarrhoea.
The use of blocking agents
The washing of clothes and bed linens
Sensitivity to the person’s dignity
The use of appropriate technology for the care of people with chronic
diarrhoea, especially the Living With Dignity kits from Goroka.

HIV related diarrhoea may not respond to treatment. At all times, the
resource persons should direct the discussion to what can be done with the
level of resources available rather than focussing on what cannot be done.
Next, ask the participants:


What happens if you do not or cannot treat HIV-related diarrhoea?
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The following points might be covered:







Dehydration
Discomfort
Debility
Dignity – smell, extensive soiling, embarrassment
Cross infection.

Stress the importance of developing a capacity for such care, as its neglect can
lead to great personal discomfort, a loss of dignity, and a lessening of the
desire to live. The precautions to use are as for any diarrhoea: maintain
standards of hygiene and apply universal infection control procedures.
If drugs for the treatment of diarrhoea are not available or are scarce, ask
participants what traditional methods are used in their areas for the treatment
of diarrhoea: bush herbs or roots, crushed charcoal, leaves, bark or vines.
Ask if everyone knows how to prepare and use those mentioned and, if not,
ask for this to be described.
Suggested time is 30 minutes.
The facilitator then draws attention to the guidelines for the care of a person
with diarrhoea in the Guidelines for HIV Care and Treatment in PNG December
2005. Ask if there are any questions from their reading of the guidelines the
night before.
Open the session up for questions and comments. They could be asked to
identify non-HIV related causes of diarrhoea common in their area.
In this discussion, the facilitator should ensure that the participants
understand the importance of treating HIV related diarrhoea. They could ask
the participants: What happens if it is not treated? The answers should be in
terms of the person’s dignity and comfort as will as the medical effect.
Suggested time is 5 minutes.

Care Plan for person with HIV-related diarrhoea
Next ask the participants to form team/network groups to discuss a case
study of HIV related diarrhoea. Each group is assigned a facilitator with
some experience with the care of a person with HIV related diarrhoea.
They are given the following case study:
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Maria, a 26 year old HIV positive woman, presents with a one month
history of diarrhoea: watery without blood, frequent and with
abdominal discomfort. She is taking septrin/cotrimoxazole
preventive treatment but no other medication.
No other family member has diarrhoea and she has had no other
problem related to HIV except bad Herpes Zoster (HZV) twelve
months previously.
On examination, she was a little dry, had oral thrush and minor skin
irritation. The abdomen was not tender. She had scarring from the
HZV on her chest wall.

Each group should discuss:








how they would assess Maria
likely causes (NB: maria is taking bactrim, the pathogen is then likely to be
resistant to this treatment e.g. Shigella)
what investigations would they perform with the resources they have
available
management and treatment
impact on Maria and family
education for Maria and family about prevention/hygiene etc.

The group is to develop a nursing and clinical care plan for caring for Maria
in the health care facility within the resources available. Questions they might
consider include:




What is the role of people outside the facility in her care?
What training or support might be needed?
What is their role with respect to the guardians?

The group place their care plans in a gallery presentation and discuss any
issues raised in its preparation. During the gallery presentation, the
participants can read and think about the care plans of the other teams and
make notes for strengthening their own plans.
Suggested time is 20 minutes.

Designing a training program
The group is then asked to draw up a training workshop for HIV home care
teams on the care of people with diarrhoea. They are asked to consider what
topics they think should be covered and, for each topic, what learning
methodologies they will use. In particular, they are asked to avoid lecture
based training methodologies. The group facilitators should help them
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relate the methodologies of the workshop to the task of developing this
training programme.
Suggested time is 20 minutes.
The course outlines and methodologies are written and placed on the wall for
a gallery presentation and discussion in plenary. The session facilitator
should look for adequacy of the content of the training course and for the
efficacy of the methodologies.
The session facilitator is to ensure that the need for community awareness
programmes for hygiene, nutritious food and clean water for the prevention
of diarrhoeal disease in the community is discussed.
The participants are asked to work in their team/networks in the evening to
revise and strengthen their care plans in light of the discussion. The plan
should indicate areas of responsibility and resources required. The group is
asked to ensure that the plan includes nursing care and the involvement of
guardians. When finalised, the plans should be written in their Workbooks.
Suggested time is 15 minutes.

Timing






Diarrhoea in HIV:
Care guidelines:
Care plan:
Training programme:
Discussion:

30 minutes
5 minutes
20 minutes
20 minutes
15 minutes
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SUPPLEMENTARY MATERIAL FOR THE SESSION
Background notes on training for chronic diarrhoea
Nausea and vomiting are common in HIV infection, as a result of illness or
often because of the medications used to treat infection. The two main
dangers of nausea and vomiting are malnutrition and dehydration.

DEHYDRATION
Risk of dehydration and malnutrition are major consequences of chronic
diarrhoea so attention to fluids and nutrition is essential. Attention must also
be applied to patient comfort, especially skin care.

Fluid intake
 Watch for signs of dehydration.
 Drink clean water. Boil all drinking and cooking water to avoid infection.
 Increase fluid intake.
The person should drink enough fluid to replace the fluids lost through the
diarrhoea. This is around half to 1 cup per stool motion, but more if the
patient is thirsty. Assist the person to drink sips of water every five to ten
minutes if the person feels as though they may vomit.
Good fluids to have for diarrhoea include coconut water, rice water, kaukau
water and/or banana water. Use a lot of water to cook these foods. When
cooked, the cloudy water left in the pot can be used for fluid to drink. This
cloudy water has substances in it which helps stop the diarrhoea.

If dehydration begins or has occurred, the person should be given Oral
Rehydration Solution (ORS). Let the guardians know that ORS can be
supplied from an aid post or health centre. Home carers can learn at the
health centre how to make this drink. It is important to make this drink using
the right amount of water and ORS mixture. If too much water is used the
fluid will not be so effective in rehydrating the person well. If too little water
is used, the ORS can make the person sick. The ORS solutions should be
made up fresh each day. Any ORS made the previous day should be thrown
away.
ORS is given at least every half hour. When the correct amount of ORS is
regularly given, the sick person's condition will improve. Guardians should
be told that, if after 4 hours of treatment, the person still has signs of
dehydration they should seek medical help.
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PREPARING FOOD FOR A PERSON WITH DIARRHOEA
The person should only eat fresh food that has been carefully washed and
freshly prepared:
 Store food carefully so that it does not spoil
 Keep food covered to avoid flies and other forms of contamination
 Wash raw foods well with clean water
 Cook meats well
 Do not leave cooked foods for long periods before eating.
 Wash and dry hands before preparing or eating food and drink, especially
after using the toilet, after helping someone else use the toilet, after
washing soiled clothes, bedding etc., after touching blood or body fluids.

Recommended food in the management of a person with diarrhoea
Well cooked vegetables, proteins and soft fruits, including bananas, should be
eaten. Bananas are a good source of potassium if potassium depletion is
present.
Foods to Avoid
Avoid fatty foods as they are hard to digest. Avoid drinks and foods
containing a lot of sugar. These can make diarrhoea worse.
Self care for women who are infected
HIV infected women should eat their own meals and put aside some food for
their breakfast or next meal before serving other family members. They
should try to ensure that they have as adequate and varied a diet as possible.
TREATMENT OF CHRONIC HIV RELATED DIARRHOEA
Treating nausea: encourage people to eat small quantities of food often. Give
dry plain foods first and then try small quantities of cooked, mixed foods.
Foods such as dry biscuits, bread, rice or cassava are easy for the body to use.
Foods which are high in fats or protein are more difficult for the body to
digest or use. Often people who have diarrhoea do not feel like eating or they
believe they should not eat until the diarrhoea stops.
Avoid strong smells. Strong cooking smells, or unpleasant smells, can make
a person feel sicker if they already have nausea. For this reason, food is often
best served warm rather than hot. Ask the person what type of foods they
would like to eat. Always check with the person what they would like to eat
or feel like eating.
Give fluids. Sometimes when people are nauseous a cup of tea or some soup,
can make them feel better. A little ginger grated and stirred into warm water
can settle the stomach, so the person can eat. Other leaves or herbs may have
the same effect.
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Treat oral pain: Oral pain can decrease ability to eat and should be treated.
Keep the person’s mouth clean. When someone is ill, the mouth can develop
a bad taste and smell. This can make nausea worse. The mouth can be
cleaned by cleaning the teeth and using a mild salt water or bicarbonate of
soda mouth wash.
Treating vomiting: advise the person not to eat any food or drink for two
hours as this will give the stomach a small rest before eating again. Help the
person take small sips of fluid, water, ORS, weak tea or clear fluid, about a
quarter of a cup each hour for two or three hours.
If the person does not vomit after taking small amounts of fluid, increase the
amount of fluid gradually. If they are still not vomiting, then try small
amounts of soft food, or plain dry foods. Continue increasing the amount of
fluids and food, and the type of food until, the person is eating normally.
Advise the guardians that if vomiting does not stop, the person will become
dehydrated and will need medical help. Always wash your hands with soap
water after touching any vomit, or clothes or bed linen that has vomit on it.

Attend to skin care: A person who has diarrhoea can have skin irritation
around the anus or develop haemorrhoids. Clean the area gently with water
after each bowel movement and pat dry. Apply a soothing lotion to protect
the skin. Sitting in a basin of warm water with a pinch of salt added three or
four times a day, may make the person feel more comfortable. Ice packs or
cold water packs may relieve the discomfort of haemorrhoids. Paracetamol
can be taken to relieve pain
Remember to always wash hands
before and after attending to a person with diarrhoea.
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WORKSHEET: Care plan for a person with diarrhoea
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WORKSHEET: Training on HIV diarrhoea for home care teams
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HEALTH CARE WORKERS AND THE LAW: HIV/AIDS MANAGEMENT
AND PREVENTION ACT 2003
Whole group
1 hour
Background:
Lots of factors shape the way that people behave. These include religious
doctrines, family norms, cultural values, individual beliefs and values,
opportunities. The law is another of these factors.
Laws may have positive or negative outcomes, or may produce a mixture of
both. But even a good law is not, by itself, the solution to a problem. To
produce good outcomes, laws must not only intend to benefit society and be
based on evidence. They must also be understood, they must be capable of
being implemented and they must be properly and fairly applied by those
with the authority to do so.
In this session, participants are encouraged to see the value of the HAMP Act
as a means by which they may protect themselves from HIV infection, combat
the spread of HIV and protect people with HIV from unfair treatment.

Objectives
By the end of this module, participants will have developed:
 A general understanding of the HIV/AIDS Management and Prevention
Act (HAMP)
 An understanding of how the Act supports health care workers to protect
themselves from infection
 An understanding of how the Act seeks to protect people with HIV from
discrimination, including in health care settings, and
 An understanding of how the Act may be used.
Methodology
This session is done in plenary with interactive presentation and whole-group
discussion of case studies.
Resources
HIV/AIDS Management and Prevention Act – A User’s Guide, 2004, published by
the National AIDS Council Secretariat with support from the Ombudsman
Commission and the Australian Government
Understanding Papua New Guinea’s HIV/AIDS Management and Prevention Act,
by Devon Peavoy, Pacific Islands AIDS Foundation 2006
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HEALTH CARE WORKERS AND THE LAW:
HIV/AIDS MANAGEMENT AND PREVENTION ACT 2003
Notes for the resource persons
Preparation
If at all possible, copies of the HIV/AIDS Management and Prevention Act – A
User’s Guide, 2004, published by the National AIDS Council Secretariat,
should be available for all participants.

Introduction
Draw the participants’ attention to the outline of the session in their
Workbooks and explain its objectives.

HIV and injustice: Begin the session with some questions for participants.
For example:
 Have you heard any stories about how a person with HIV was treated
unfairly because he or she had HIV?
 Have you had personal experience of people with HIV being treated less
favourably because of their HIV status?
 How are people with HIV treated by their communities?
It may be appropriate to reflect on previous sessions in which the links
between the way people with HIV are treated and their health outcomes
have been discussed. The Language of Care session and Barriers to Care
session are examples.
It may be appropriate to draw a distinction between how people with HIV are
treated by their families and how they are treated by others in the community.
Anti-discrimination laws, such as the HAMP Act, can be useful in moderating
public behaviour but are generally of little use in addressing mistreatment
within the home or family unit.
Be alert to terms that have become commonplace but which may need
explanation. Everyone is familiar with the terms stigma and discrimination, but
many people use these terms without a full appreciation of what they mean.
Stigma relates to the possession of a characteristic which is considered
undesirable, shameful or likely to make you less acceptable in your
community e.g. the stigma of being a sex worker, of being poor, of having a
disability etc. It is important to point out that these characteristics are not in
themselves shameful: stigmas are simply reflections of what a particular
society does and does not value, or of what a society may fear.
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Discrimination relates to the unfair way people are treated because of their
possession of stigmatising characteristics. Alternative ways of describing
discrimination might be unfair or unreasonable treatment, or treatment that
disadvantages a person without good reason.

The HAMP Act: background: The HAMP is an important statement by the
PNG parliament of the nation’s official commitment to responding to HIV.
Participants may be interested to know that when the Act was passed in 2003
(it became law in September 2004), it was supported by every member of the
PNG Parliament.
The Act outlines serious penalties for certain behaviours, including fines of up
to 5000 Kina and, for the most serious criminal offences, imprisonment for
life.
The Act is one of many strategies for responding to HIV in PNG; it is part of
the solution but is not of itself the whole answer.
Lots of different laws relate to the activities of health care workers, but this is
one of the most important, especially for people who work with people with
HIV. It is a worthwhile activity for health care workers to familiarise
themselves with the HAMP Act.
Suggested time is 5 minutes.

HAMP: its coverage
What the law covers: Introduce the notion of anti-discrimination law: make
the point that it covers only some areas of public life, including:








Employment (who gets a job, a promotion etc.)
Business (who wins a contract, tender or other business opportunities)
Accommodation (who can rent or lease premises and upon what terms)
Sport (who can play in a team or in a competition)
Education (who may attend a school and how people are treated in
education settings)
Clubs and associations(who may join a particular social club or
association, how people are treated within these organisations)
Shops (who may enter and purchase goods from a shop, how people are
treated in a shop).

There are some examples of discriminatory acts listed at page 4 of the User’s
Guide.
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Ask participants if they can suggest examples of discrimination, either that
they have seen/heard of or that they can imagine, that would be covered by
the Act. Examples would include where a person with HIV is denied a job
simply because she is HIV-positive, where a student with HIV is refused
permission to enrol in a particular course or subject because of his HIV status,
or where a couple who are HIV-positive are treated poorly in a restaurant
because the restaurant owner thinks ‘their type’ is bad for business.
Ask what areas of people’s life might not be covered by the Act. Examples
might include:





Feelings and attitudes: the Act cannot be used to force a change in the
way people feel; it also does not apply to many of the ways in which these
feelings are manifested such as nasty looks and/or derogatory comments.
Non-formal, casual relationships: for example, the Act covers
relationships between shop owners and their customers, but not between
the customers themselves, so a shopper with HIV who experiences
unpleasant treatment from another customer cannot seek assistance from
the Act.

Who the law covers: Ask participants to reflect again on how they have seen
people with HIV treated or how they have heard people with HIV are treated.
Ask some follow-up questions:
 How were the families or close contacts of these people treated?
 Did they experience any disadvantage due to the HIV status of their
family member/friend?
Clarify that the Act not only covers discrimination against people on the basis
of their HIV status. It also covers a number of other groups including (see
page 4 of the User’s Guide):





people who are thought to have HIV (whether or not they do)
people having tests, the family or associates of people with (or who are
thought to have) HIV, and
people who are (or rumoured to be) associated with organisations or
professions that are commonly connected with HIV e.g. long-distance
truck drivers, sex workers.

Why should people be protected from discrimination? Participants should
be encouraged to think about why people with HIV deserve to be protected
from discrimination.
Points to be considered might include:
 They are people like everyone else, and have basic rights as human beings
to enjoy the same opportunities as others. The human rights of people are
outlined in international agreements to which PNG is a signatory; by
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signing these agreements the nation of PNG has contracted with the
United Nations to ensure its citizens enjoy their human rights.
HIV is not an appropriate criterion upon which to judge a person’s value.
It is irrelevant to the character, dignity and integrity of an individual.
There are public health reasons to prevent discrimination. Where people
fear discrimination they will not come forward for testing or care, and
opportunities to limit the spread of the virus will be lost. This is a bad
outcome for all Papua New Guineans.

In this discussion it is important to cover reasons beyond ‘compassion’.
While it may be compatible with Christian compassion to want to protect a
person from discrimination, there are also important human rights and public
health reasons for so doing.
Suggested time is 10 minutes.

Key provisions of HAMP
Intentional transmission: Begin by asking what the participants think the
provisions of HAMP are on this matter.
Intentional transmission of HIV would involve a sexual act by which a person
who knew that s/he had HIV intended to transmit the virus to his/her sexual
partner. The Act makes it clear that such intentional transmission of HIV is a
serious crime. Thus, if a person were to set out to take vengeance on people
by infecting them with HIV they would be committing a criminal act.
The Act outlines that there are some defences to the charge of intentional
transmission. These are clearly set out on page 18 of the User’s Guide. They
include:






The other person was aware of the risk and agreed to it
The other person was already infected
The accused person did not know that he or she had HIV
A condom was used.

It is important that the facilitator emphasise that intentional transmission is
extremely rare. Stories of such behaviour abound, but the experience
internationally suggests that this is more about gossiping and demonising
people with HIV than about reflecting reality. Cases of intentional
transmission are extremely rare.
Intentional transmission is to be clearly distinguished from the safe sexual
behaviour of people with HIV who, like others, are entitled to a lawful and
nurturing sexual life.
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Right to protect yourself: Begin by asking what the participants think the
provisions of HAMP are on this matter.
The Act makes it clear that people have the right to protect themselves from
HIV. It is against the law to prevent someone getting access to the things that
can help him or her prevent HIV infection e.g. information, protective
clothing, sharps containers etc. Some examples of this sort of prohibited
behaviour might be taking condoms from people in nightclubs, failure to
provide reasonable protective clothing for workers, refusing permission for
HIV awareness educators to talk to students, etc.
Participants should be encouraged to think about what this means for them:





What might they reasonably require in order to protect themselves from
infection in the workplace?
What might they be entitled to access in order to keep themselves safe
outside the workplace?
Do they need to update their personal work safety plans to reflect their
entitlements under the HAMP Act?

Participants should be encouraged to refer to pages 8 and 9 of the User’s
Guide for information on people’s right to protect themselves.

HIV testing and test results: Begin by asking what the participants think the
provisions of HAMP are on this matter.
The Act outlines what sort of HIV testing is to be provided. Testing is to be
provided using approved testing kits.
The Act specifies that HIV testing must be voluntary. You generally cannot
require that someone have an HIV test (e.g. so that they can get married,
obtain a job, receive housing etc.). There are some exceptions to the rule that
tests must be voluntary. These include cases involving:








Children under 12 for whom consent may be supplied by a parent or
guardian
People with a disability that prevents them from providing consent and
for whom consent may be supplied by a guardian, partner or family
member
Where a test has been ordered by a court, for example, in a case of alleged
intentional transmission
Where a doctor thinks a test is appropriate and the patient is unconscious
In situations involving a transfusion or transplant.

222

If the issue of compulsory testing has been raised during the workshop, it is
appropriate to emphasise that in addition to the public health and human
rights arguments against compulsory testing, it is also against the law.
The Act makes clear that HIV testing must involve pre and post test counselling
and that test results are confidential. It is unlawful to breach confidentiality
except in certain circumstances such as:








Where a child is under 12 and the results are to be provided to a
parent/guardian
In cases of people with a disability for whom consent has been provided
by another and where the results may be provided to the person who
provided consent
Where a court orders disclosure
When the person with HIV agrees
In cases of partner notification (see section below).

People who perform a test in circumstances where the test is positive must
provide advice of the result to the correct authorities for statistical collection,
but this advice is to be provided in a form that does not identify the person
him/herself.
The User’s Guide deals with these testing issues on pages 12-14.

Partner notification/disclosure of results without consent: Partner
notification is a complex, yet very real issue for some health care workers.
Begin by asking what the participants think the provisions of HAMP are on
this matter.
The Act outlines that in cases of a positive test result, post-test counselling
should encourage the notification of the person’s sexual partners(s). It
should be the positive person himself or herself who advises these sexual
partners. A person providing medical treatment or care or counselling to the
person may tell the HIV positive person’s sexual partner(s) if:






The person with HIV asks the health care worker, counsellor or pastor to
do so
The person providing treatment or care believes that the person with HIV
is behaving in a way that may result in transmission of HIV to their
partner, that the person with HIV refuses to tell the partner, and that there
is a real risk of transmission
The person with HIV is dead, unconscious or otherwise unable to consent
and the worker believes there is, or was, a real risk of transmission of HIV
from the person with HIV to their sexual partner.

This is set out on page 17 of the User’s Guide.
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It is important to understand that in these circumstances the health care
worker may disclose the person’s status, but is not compelled to.
The facilitator should ask participants to consider how they might handle the
situation where they believe the person with HIV is endangering his/her
partner.
You may like to consider using the following true PNG stories, gathered from
participants in previous workshops:

Rose’s story
A health care worker, Rose, was providing care to a woman with HIV, Sarah, who had
not told her husband about her status. Sarah loved her husband and did not want to
pass on the virus to him, yet was fearful of his reaction should she tell him of her
status. Sarah did not know how she contracted the virus and thought she may well
have been infected by her husband. Even so, she felt too frightened to inform her
husband of her status, and did not know how to negotiate protected sexual intercourse
without raising his suspicions. Rose offered to inform Sarah’s husband, but Sarah was
too afraid of his reaction.
Maria’s story
Agnes, a health care worker, had been providing care services to Maria, who had died
of HIV. Agnes had asked Maria before her death whether her husband knew of his
own status. Maria said she was not sure whether or not her husband knew, although
she considered that she had contracted the virus from him.
Maria’s husband had remarried since her death and his second wife had also recently
died.
Agnes wanted to advise Maria’s husband to have a test but did not know if this was
permitted.
With both of these cases, the health care worker was placed in a very difficult
situation. The worker wanted to respect the confidentiality of the client and
support the client’s decision about whether or not to share information about
her status with her husband. But the workers also wanted to prevent
transmission of the virus and to encourage people who may have been
exposed to HIV to come forward for testing.
In discussing these stories, facilitators might pose the following questions:



Did the law permit disclosure of HIV information to Sarah’s husband
against her will, or to Maria’s husband without Maria’s consent?
The Act would permit Rose to advise Sarah’s husband of Sarah’s HIV
status, but would not require this disclosure by Rose. Similarly, the Act
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would allow Agnes to advise Maria’s husband that he may have been
exposed to the virus, but Agnes would not be compelled to provide this
information.



Did the law permit disclosure of information about Maria’s status to her
husband’s new wife?
The Act allows disclosure to a person with HIV’s sexual partners, but not
more generally. Agnes would be able to share the information only with
Maria’s husband, not with his new wife.)




What were some of the ethical considerations for Rose and Agnes?
What should the health care workers have done in each case?

It is worth noting that in the first story, Rose devised an innovative and
successful way of dealing with the situation without the need for disclosure.
Rose came up with a plan for meeting Sarah’s husband without involving
Sarah. Rose ‘accidentally’ met Sarah’s husband when she invented a reason
to attend his place of work. Over time, Rose developed a friendship with
Sarah’s husband. During their many conversations, Rose and Sarah’s
husband discussed Rose’s work in the area of HIV. Sarah’s husband
developed an interest in HIV and, eventually, decided to bring Sarah and
himself along to Rose so that they could be tested for HIV as a couple.
Suggested time is 15 minutes.

Stigmatisation: Begin by asking what the participants think the provisions of
HAMP are on this matter.
The Act also makes stigmatisation of people with HIV unlawful. It is now
against the law in PNG to say or do anything in public that encourages others
to hate or ridicule people with HIV.
Ask people if they can give some examples of acts that might encourage
people to hate or ridicule people with HIV. For example, giving a speech or
sermon, or publishing a leaflet, that encourages others to hate or ridicule
people with HIV.
Rumour mongering is a big problem for people with HIV in PNG. This
would probably only be covered by the Act where the rumour mongering is
public i.e. gossiping to groups of people rather than by private conversation.
It would need also to be more than simply mischievous or mean; it would
need to encourage hate and ridicule.
Laws relating to stigmatisation are often very hard to enforce. Even so, the
legislative message behind stigmatisation laws is a useful one.
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Stigmatisation is covered on page 7 of the User’s Guide.
Suggested time is 5 minutes.

Taking action
Ask participants to reflect on the fact that many laws exist to protect women
from experiencing violence at the hands of men. Assault, sexual assault,
domestic violence and rape are all against the law in PNG, yet many women
in PNG are exposed to these acts on a regular basis.
Ask participants to comment on why this is the case. Suggestions may
include:








Laws are difficult to enforce, especially when you are fearful and
vulnerable
The police do not always come to the protection of people who are in
trouble; sometimes the police side with the male perpetrators or are the
source of violence against women
It is difficult to take action against people if you are financially or socially
dependent upon them (as many wives are upon their husbands, for
example)
It can be difficult to prove an offence has occurred unless you have
witnesses, and many witnesses may be too scared to become involved in a
family or community dispute.

All of these same problems exist with HIV-related discrimination complaints,
so participants should be encouraged to have a realistic sense of what the
laws can achieve. They are important, but they are not the whole answer.
Complaints of discrimination may be made to the Ombudsman Commission.
Civil action may be taken in the District or National Courts. Criminal
offences may be prosecuted by the police under the Criminal Code.
The facilitator should encourage discussion of how participants might use the
Act. Questions might include:






Where would they go for more information on the Act?
Is there any access to free or affordable legal assistance in PNG?
What sort of assistance would they expect from the Ombudsman
Commission or the police?
Are there any community agencies or representative groups that might be
able to help with an action under the HAMP Act?

Participants should refer to pages 20-30 of the User’s Guide for advice on how
to use the Act.
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Suggested time is 10 minutes.

Timing





Introduction:
HAMP: coverage:
Key provisions of HAMP:
Taking action:

5 minutes
10 minutes
35 minutes
10 minutes
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SUPPLEMENTARY NOTES: UNDERSTANDING PAPUA NEW
GUINEA’S HIV/AIDS MANAGEMENT & PREVENTION ACT 2003
By Devon Peavoy, LHRTF Intern, Pacific Islands AIDS Foundation, 2005/06

Introduction:
In 2003, the Papua New Guinea government passed a “stand-alone”
HIV/AIDS Management Bill rather than amending existing legislation like
the Public Health Act or the Criminal Code, 1974. This discussion paper will
illustrate some of the rights, duties and obligations imposed by the new
legislation. Please note that the following information provides highlights of
Act only. It is not an exhaustive account and should not be taken as legal
advice.

1. Obscenity
The Act clearly states that HIV/AIDS awareness materials are not obscene or
indecent materials within the meaning of the Criminal Code, 1974 and should
not be censored within PNG and/or prohibited from being brought into
PNG. The Act also states that condoms and lubricant are not obscene or
indecent objects under the Criminal Code and Summary Offences Act.
This means that obscenity rules and regulations can no longer be used to
justify preventing the dissemination of HIV/AIDS awareness and prevention
information and materials. Hopefully this will result in such messages being
more accessible to the public and correspondingly, condoms becoming more
available and eventually more socially acceptable in the country.

2. Unlawful Discrimination
In Papua New Guinea it is now against the law to discriminate against or
stigmatize a person on the grounds that he/she is infected or affected by
HIV/AIDS. This means that in relation to employment, partnerships,
professional or sporting organizations, education, provision of
accommodation or housing and provision of or access to goods, services and
public facilities, PLWHA should be treated the same as everyone else. If PLWHA
have been discriminated against to their detriment, they can apply to the
National or District Court for relief. If successful in the claim, PLWHA will be
entitled to various remedies including:







A declaration that the act is unlawful
An order that the act not be repeated or continued
An apology
Damages for losses incurred and/or pain and suffering
An order for restoration of access or admission to the place from which the
person has been excluded.
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The responsible individual may also have to pay a fine, face a term of
imprisonment or both.
While international law and the spirit of the Papua New Guinea Constitution
have always expressed a right to equality and the right not to be
discriminated against, the provisions in the HIV/AIDS Management and
Prevention Act mean that there is now a specific enforceable law prohibiting
discrimination against PLWHA in particular.
There are also specific remedies for discriminatory actions against PLWHA.
This sends a strong message that discrimination is wrong and it gives
PLWHA a concrete way of ensuring that their rights are protected.

3. HIV/AIDS Classification
Under the Act, HIV/AIDS is neither an infectious or venereal disease under
the Public Health Act nor a quarantinable disease under the Quarantine Act.
Generally, if a disease is listed as an infectious, venerable or quarantinable
disease, it means that the doctor may be able to report the infected person to
the Ministry of Health and take steps to have the person quarantined. The
person with the disease may also face other restrictions in relation to partner
notification or employment and/or may have a duty to tell others that he/she
has an infectious disease.
By stating that HIV/AIDS is not such a disease, the legislation distinguishes it
from other “infectious” diseases. HIV is not spread through casual contact, it
is a difficult disease to get and that the modes of transmission are limited.
Accordingly, this provision sends the message that HIV/AIDS can be
effectively managed by taking certain preventative measures with no need to
resort to such drastic measures as quarantine and isolation. Moreover, the
provision is mindful of the privacy, liberty and mobility rights of PLWHA.

4. HIV Testing
The Act contains extensive provisions on HIV testing, counselling, reporting
and confidentiality. Specifically, it is an offence to force a person seeking
employment; accommodation; education; and in other circumstances to take
an HIV test or produce proof of HIV negative status. It is also unlawful for
anyone but a medical practitioner to request or perform an HIV test. Finally,
in most circumstances it is unlawful to perform an HIV test on a person
except with their voluntary informed consent.
By and large the testing provisions of the Act send a clear message that
mandatory HIV testing is not acceptable and in fact, in most circumstances, is
against the law.
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The concept of informed consent (meaning that a person is told what an HIV
test is, why it is being done and what a positive/negative result will mean to
him/her) has also been incorporated into the legislation, which will hopefully
make HIV testing less frightening thus encouraging more voluntary testing.
The law also requires post-test counselling and support.

5. Confidentiality
The new legislation creates a duty of confidentiality by stating that all persons
involved in the administration of an HIV test or associated health care
services have a duty to take all reasonable steps to prevent disclosure of
medical information to any other person. Except in limited circumstances, the
disclosure of such information is an unlawful act. This means that a person
who breaches his/her duty of confidentiality can be fined, face a term of
imprisonment or both.
The confidentiality sections of the Act give PLWHA an enforceable right to
privacy –something that is lacking in most of the Pacific. While doctors have
always had an ethical duty to keep medical information confidential, the
provisions of this legislation impose this duty on a broader group of people.
The provisions also give PLWHA a direct way to enforce their right to privacy
beyond making a complaint to the Department of Health or alternatively
hoping that a court of law will conclude that breaching confidentiality
amounts to ‘professional negligence’. Now PLWHA can take doctors and
other health care workers to court pointing to a specific obligation.
Further, the person who breaches his/her duty of confidentiality faces the
possibility of much stricter punishment including a potential term of
imprisonment. This sends a clear message that confidentiality should be
respected.
The Act also establishes rules regarding partner notification. A health care
worker who treats a PLWHA can only notify the infected person’s partners
when they are requested to do so by the PLWHA or in circumstances where
the health care worker feels that counselling of the PLWHA has not brought
about the necessary behaviour change; the PLWHA refuses to notify or
consent to the notification of the sexual partner him or herself; and there is a
real risk of transmission of HIV. What constitutes a “real risk of transmission”
is unclear at this point in time.
The health care worker can also notify a PLWHA’s sexual partners in
circumstances where the PLWHA cannot give consent (due to illness or
death) but at all times, the health care worker must ensure that the
notification is made in such a manner as to conceal, so far as is possible, the
identity of the infected person. While these provisions aren’t perfect, they do
provide some basic directions to health care workers as to when they are

230

permitted, in limited circumstances, to breach their duty of confidentiality in
the interests of public safety.

6. HIV Prevention
The Act provides that it is unlawful to deny a person access, without
reasonable excuse, to a means of protection of himself or another by HIV.
“Means of protection” includes HIV/AIDS awareness materials, condoms,
lubricant, needles and syringes.
This means that it is illegal, punishable by a fine, term of imprisonment or
both, to deny another person access to condoms or HIV/AIDS awareness
materials. Hopefully this will aid in increasing dissemination of HIV/AIDS
awareness messages and will encourage and promote clean needle and
condom use. While it is unclear what will constitute a “reasonable excuse”
within the meaning of this provision, the onus is on the person claiming an
excuse to prove it.

7. Intentional HIV Transmission
There is much controversy in the Pacific about wilful transmission of HIV,
whether it is a “crime”; and if so, how it will be prosecuted. When people talk
about “wilful” or “intentional” transmission of HIV, they are usually
describing situations where a PLWHA purposefully or deliberately infects
another person with HIV. In general, criminal law focuses on “intent” because
it is fault-based – it is interested in both a person’s guilty acts and their guilty
mind. Sometimes people use the term “reckless” or “negligent” transmission
but it is important to understand that each term describes a different state of
mind and is therefore legally distinct.
The PNG legislation has addressed the issue of wilful or intentional
transmission specifically by stating that intentionally transmitting or
attempting to transmit HIV to another person amounts to an “assault causing
bodily harm” within the meaning of the Criminal Code, 1974. If a death has
occurred, intentional transmission amounts to an “unlawful killing” within
the meaning of the Code.
It will be a defence to the above charges if the other person (the ‘victim’) was
aware of the risk of infection and voluntarily accepted the risk; or if they were
already infected with HIV; or where in the case of transmission via sexual
intercourse, a condom was used; or if the accused person was not aware of
being infected with HIV. This means that intentional transmission of HIV is a
crime and can be prosecuted – having been incorporated into existing
provisions of the Criminal Code.
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However, so long as PLWHA can prove that they disclosed their status to all
sexual partners and/or prove that they used a condom or other effective
means of HIV prevention every time they had sex, is unlikely that they will be
successfully prosecuted for this offence.
The Act also makes it clear that transmission of HIV by a woman to her child
before, during or after the birth of a child is not included in this section. This
presumably means that a woman who transmits HIV to her child does not
commit an assault causing bodily harm within the meaning of the Criminal
Code.

8. Negligent HIV Transmission
In a rather convoluted way, the Act also attempts to deal with negligent
transmission of HIV. Unlike intentional acts (which are usually the focus of
criminal law), the law of negligence is not concerned with a person’s state of
mind. Fault is not relevant. Generally, a person is considered “negligent”
when he/she fails to exercise “reasonable care”. This expression obviously
means different things depending upon the context.
In a nutshell, the new legislation states that with respect to HIV transmission,
practicing safe sex AND disclosing one’s HIV status to all intended sexual
partners will be considered “reasonable care”.
What the Act actually does is create a duty of “reasonable care”. A person
infected with HIV must (a) take all precautions to prevent HIV transmission
including using a condom during sex and (b) inform all intended sexual
partners that he/she is infected with HIV. When the above duty is carried out,
the Act says that this will amount to “reasonable care” within the meaning of
the Criminal Code charge - duty of persons doing dangerous acts (essentially a
criminal negligence provision).¹
This provision appears to suggest that when a PLWHA has sexual
intercourse, he/she is committing a lawful act “dangerous to human life or
health” and only where he/she practices safe sex and discloses his/her status
will he/she be considered to have exercised reasonable care.
In sum, it is now ostensibly the case that all PLWHA must practice safe sex
and disclose their HIV+ status to all sexual partners or risk potential criminal
consequences. This is a much more onerous requirement than is seen in
countries like New Zealand (where a court of law recently held that when a
condom is used, there is no duty to disclose one’s HIV positive status).²
If the Director of the National AIDS Council believes that a PLWHA is
behaving in a way that exposes others to a significant risk of infection; has
been counselled without success in achieving appropriate behaviour change;
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is likely to continue this behaviour; and presents a real danger of infection to
others, the Director can issue a written notice to that person ordering him/her
to discontinue the reckless behaviour. If the PLWHA refuses to comply,
he/she can be charged with an unlawful offence under the Act, face a fine or
imprisonment or both.

9. Unlawful Acts
The Act provides specific procedures for bringing “unlawful acts” within the
meaning of the legislation to court. The individual penalty for an unlawful act
is a fine of K5000.00, imprisonment for a term not exceeding 3 years or both. A
corporation can face a fine of up to K10000.00.

Conclusions
The PNG legislation comes a long way in attempting to achieve a more
enabling and supportive environment for people living with HIV. It prohibits
discrimination against PLWHA, bans compulsory testing in most
circumstances and encourages voluntary testing with counselling, care and
treatment. It creates an enforceable duty of confidentiality and addresses
some of the issues which have impeded HIV awareness and prevention
messages from being disseminated throughout the country. The law also
makes it clear that in limited circumstances transmission of HIV can be
considered a crime.
There are a few exceptions created by the legislation which raise some
concerns. For example, it is not unlawful to discriminate against a person on
the ground of infection of HIV or having AIDS if the discrimination is no more
detrimental than discrimination on the ground of having another life-threatening
medical condition.
What does this mean? How will it be interpreted? Does this mean that some
discrimination on the grounds of disability is acceptable? When is it
acceptable? Why should it be acceptable? These questions will be left for the
courts to decide. Further, informed consent for HIV testing is not required in
circumstances where a doctor believes a test is “clinically necessary” in the
interests of the person and for the purposes of treatment. What exactly is
meant by “clinically necessary” remains to be seen.
Finally, the duty of “reasonable care” and the duty to disclose one’s HIV
positive status to all intended sexual partners imposes a stricter duty on
PLWHA than is seen in other jurisdictions. For HIV positive women in
particular who may live under the threat of violence at the best of times,
mandatory disclosure may result in increased instability and violence in their
lives.
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Perhaps the greatest concern with the PNG legislation is not a question of
substance at all. Rather, the greatest concern has to do with the successful
implementation and utilization of the Act for the benefit of people living with
the disease and in fighting the further spread of HIV/AIDS. The Act is a huge
accomplishment. It is the first of its kind in the Pacific and as a model of
inclusive PLWHA-friendly legislation, it serves as an example to all Island
countries as to how the law must and should be changed.
Yet at the same time it will not be lost on most Pacific Islanders that PNG has
the most explosive HIV/AIDS rate in the Pacific. All eyes are now on PNG to
see if a ‘perfect’ law can make the difference. Will it result in a better life for
people living with the disease? Will it result in reduced infection rates? These
things can only be measured over time and depend on so many factors
including political will, public education and effective enforcement. We know
that law reform, without more, is never enough. But for now, the world will
be watching, waiting, hoping and praying that in PNG, law can make a
difference.

Endnotes:
1.

Section 286 of Papua New Guinea’s Criminal Code, 1974 provides as follows:
Duty of persons doing dangerous acts.
It is the duty of eve ry person who, except in a case of necessity, undertakes—
(a) to administer surgical or medical treatment to any other person; or
(b) to do any other lawful act that is or may be dangerous to human life or health,
to have reasonable skill and to use reasonable care in doing the act, and he shall be
deemed to have caused any consequences that result to the life or health of any
person by reason of any omission to observe or perform that
duty.

2. See

New Zealand Police v. Dalley CRI-2004-085-009168 4 October 2005 where Judge Susan
Thomas of the Wellington District Court dismissed two charges of criminal nuisance
against Justin Dalley (a man living with HIV)
who had protected sexual intercourse with a woman. The Court held that although
there might be a moral duty to disclose HIV+ status, there was no legal requirement
to do so. Use of a condom during vaginal intercourse was
sufficient for the prevention of the transmission of HIV -without the requirement for
disclosure.
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EMPOWERING RELATIONS
Whole group and mixed groups

60 minutes

Background
Power pervades relationships, in the workplace and outside of it. The
exercise of power in authoritarian ways may demean and disempower. The
constructive and supportive use of power is essential to working
collaboratively and as a team.
Objective
By the end of this session participants will have:
 experienced authoritarian power relationships, and
 distinguished the differences between attitudes and behaviours which are
disempowering and those which are empowering.
Methodology
The session begins with a brainstorming on the word ‘power’. This leads to a
discussion of power and the way it manifests itself.
This is followed by a brief experiential exercise designed to allow participants
to articulate their reactions to another person’s power over them.
The session then looks at the factors which render a person’s actions either
empowering or disempowering.
Participants are asked:




What are some actions, attitudes or behaviours that encourage others to
do the best they can?
What are some actions, attitudes or behaviours that disempower or
undermine others?

Based on this work, the participants draw up a chart of disempowering and
empowering actions.

CHPNG, ASHM, NAPWA and PNG partners
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NOTES FOR THE RESOURCE PERSONS
EMPOWERING RELATIONS
Whole group and mixed groups

60 minutes

Preparation
The session facilitator should have two sheets of paper. On one, the word
POWER is written in the middle of the sheet in large bold print with space
around for brainstorm responses. This is the first of the charts to be used and
should be placed in a readily accessible position for the beginning of the
session.
The second sheet is divided into two columns headed:
Disempowering actions
Empowering actions

Introduction
The session facilitator asks the participants to turn to the page in their
Workbooks which outlines the session. The session facilitator explains the
objectives and process for the session.
The session facilitator begins by asking: What comes to mind when you see
the word POWER? An elaborating series of questions might be:
 When I say the word ‘power’, what do you think of?
 What other words do you think of?
 In what ways have you seen power expressed?
This is a brainstorming session and as each response is given it is added to the
chart around the word POWER.
As the paper gets covered, the session facilitator asks the participants to look
back over the words and to reflect on them.
Many of the examples might be of positions of power (Chief, Big Man, Boss,
Prime Minister, etc.). Some might be of forms of power (energy, magnetism,
flows, etc.). Some might be methods/instruments for exerting power (exams,
hierarchies, discipline, etc.), or systems in which power is exercised
(medicine, law, armed forces, etc).
The point is made that, in themselves, these positions, forms, instruments or
systems of power are neither good nor bad, neither right nor wrong. Rather it
is the ways in which they are used that gives rise to these judgements.
Ask for examples of abuses of power. These are often linked to money,
corruption, vested interests, influence and similar.
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He or she then leads a brief discussion in plenary on the nature of power and
power in relationships.
The facilitator could then distinguish different forms of power:






power over (in relations of domination/subordination),
power to (in making decisions and solving problems),
power with (power in common purpose), and
power within (self-awareness and assertiveness).

Participants could be asked to give examples of each. Ask for examples from
within people’s work situations or their personal life.
Some example might be:






power over – employer/employee;
power to – parents deciding how to spend the family budget;
power with – families working together to look after a sick member, or a
health care team having the power to work together to improve services;
power within – a personal belief that I have the power to make a difference.

Suggested time is 20 minutes.

Power in relationships
The facilitator asks the participants to group in pairs and arrange their chairs
directly facing each other. It is important to ensure that the pairs are sitting
directly in front of each other. Ask the participant to begin a conversation on
a topic of interest. The facilitator could suggest one or two.
Let the conversation go for a couple of minutes and then ask one of the
participants to sit on the floor and the other to remain on the chair and to
continue the conversation.
After a minute, ask the other to sit on the floor and the first person to sit back
up on the chair. Each participant is to experience sitting on the floor whilst
carrying on a conversation with someone sitting on a chair.
The session facilitator then invites people to discuss the experience. The
facilitator should carefully observe group dynamics: lack of eye contact,
discomfort, which participants go to the floor first or remain on the chair
during the first round, etc. These observations could be discussed.
Suggested time is 10 minutes.
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Empowering and disempowering actions
Next, the notion of an empowering relationship is introduced. An
empowering relationship may be defined as creating a safe space in which a
person can be the person they have the potential to be. For an individual to
be empowered they require the power within as well as the environment
(opportunity, space) to achieve their potential. A disempowering action or
attitude is one that strips the other of agency. of self confidence or limits their
ability to reach their potential.
Participants are invited to stand in front of the chart of empowering and
disempowering actions. They are asked to name actions for each of the
columns. The facilitator can ask specific questions such as:




What are some actions, attitudes or behaviours that encourage others to
do the best they can?
What are some actions, attitudes or behaviours that disempower or
undermine others?

Two examples of charts drawn up at workshops in Malawi and in PNG are
given below for the guidance of the facilitator. They are not meant to
influence the work of the participants, as cultural and social factors affect
what is included. Each group of people draws up its own chart.
The facilitator should lead a discussion of the completed charts. This
discussion should include the relevance of these actions to working in teams,
and to HIV care.
Suggested time is 30 minutes.

Timing
 Brainstorming and discussion:
 Exercise:
 Empowering actions:

20 minutes
10 minutes
30 minutes
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An example of empowering and disempowering actions

Empowering Actions

Trust
Confidence in
others
Sensitivity to
the issues of
others
Friendliness
Respect
Openness
Concern
Compassion
Hope
Attention

Active listening
Expressions of
appreciation
Give
responsibility
Consultative
Involvement
Constructive
feedback
Being polite
Patient
Acknowledging
contributions of
others

Disempowering Actions

Doubt
Suspicion
Negativity
Lack of trust
Rudeness
Insensitivity
Aggression
Secrecy
Pessimism
Denying
experience/
expertise/
knowledge of
others

Hierarchical
structures
Being ignored
Being dismissed
Not consulted
Misuse of
role/authority
Withholding
information
Negative body
language
Multiple partners
without
consultation

Second example of empowering and disempowering actions

Empowering Actions
Loving
Co-operation
Patience
Respect
Caring
Belief
Humility
Gentle
Understanding
Hope
Honesty
Supportive
Non-judgmental
Empathy
Openness
Acceptance

Welcoming
Acknowledge
person
Smile
Praise
Encourage
Communication
Apologies
Sharing
Responsibility
Kindness
Nondiscrimination
Active listening
Touching

Disempowering Actions
Belittling
Pride
Anger
Passivity
Intolerance

Gossiping
Hard face
Angry tone of
voice
Aggressive
Keeping distance
Blaming
Spreading
rumours
Neglect
Avoid
Accusing
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WORKSHEET: Empowering and Disempowering Actions

Empowering Actions

Disempowering Actions
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CARING FOR A PERSON WITH HIV: A PERSON WITH A COUGH
Whole group and team/networks
75 minutes

Background
Tuberculosis is endemic in PNG with at least a half of the population thought
to be infected. There is a potential for multiple drug resistant tuberculosis to
develop, especially where there is a lack of adherence to tuberculosis
treatment.
National Guidelines for the management of tuberculosis and HIV co-infection
have been developed.

Objectives
By the end of this module, participants will have developed:
 An understanding of respiratory infections associated with HIV infection,
including tuberculosis
 Knowledge of national TB and HIV treatment guidelines
 An understanding of the importance of developing adherence
programmes in tuberculosis/HIV co-infection
 The implications of under-treatment: multiple drug resistant tuberculosis.
Methodology
In the whole group, the common respiratory infections in HIV infected people
and the care and treatment needs of TB/HIV co-infected people are discussed.
In team or network groups, the following scenario is discussed and a care
plan drawn up and discussed:

A 30 year old HIV-positive man, Peter, presents with a 2 – 3 week history of
shortness of breath, fever and unproductive cough. He has had no other
major illnesses including TB in the past.
The groups will then look at the critical issues of adherence in the care of a
person with tuberculosis/HIV co-infection.
In plenary, the facilitator will discuss the adherence plans and summarise
practical approaches to adherence.

Bibliography
PNG National Department of Health. 2007. Guidelines for HIV Care and
Treatment in PNG.
Australasian Society of HIV Medicine. 2003. HIV Management in Australasia: a
guide to clinical care.
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NOTES FOR THE RESOURCE PERSONS
CARING FOR AN HIV POSITIVE PERSON WITH A COUGH
Whole group and team/networks
75 minutes
Preparation
The session facilitator should ensure that the chart of the natural history of
HIV infection developed on the second day is in a central place on the wall.
Participants should have their copies of the Guidelines for HIV Care and
Treatment in PNG with them.
Three sheets of paper with the following headings written on them should be
prepared: Barriers to Adherence, Support for Adherence, Strategies for
Adherence.
The session facilitator should prepare a series of questions to structure and
guide the introductory discussion. A series of questions on caring for a
person with a cough might be:











What are the common chest/respiratory complaints causing people to
cough in your area?
What are the common chest/respiratory complaints causing a cough in
people with HIV?
What are the differences amongst them?
What do you know about TB in the HIV infected?
What do you know about infection control in TB? How does it differ from
HIV infection control?
How do you treat TB in HIV infected individuals?
How do you treat HIV in individuals with uncomplicated TB where the
patient is otherwise well?

A series of questions about adherence might be:






What do you understand by adherence?
What barriers to adherence have you come across?
If we want people to adhere to treatment, how can we support them?
What strategies might help with adherence?
Why is adherence so important for people on ART?
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Introductory discussion
The session facilitator asks the participants to turn to the page in their
Workbooks which outlines the session. It is better if the session facilitator and
small group facilitators have had some experience with caring for an HIV
positive person with a cough. The session facilitator introduces the session.
You might begin with the question:


What are the common chest/respiratory complaints causing people to
cough in your area?

List these on a piece of paper.
Some suggestions may be:
 Asthma, bronchitis, pleurisy, smoking ailments, bacterial/viral chest
infection, emphysema, tumours and TB
The session facilitator asks the question:


What are the common chest/respiratory complaints causing a cough in
people with HIV?

List these on another piece of paper. (Ensure that the common conditions
above are also mentioned).
The four common chest/respiratory complaints in HIV infection are:






Bacterial pneumonia
Sinusitis– can be extensive and/or chronic
Pneumocystis pneumonia (PCP/PJP)
Tuberculosis

Further notes are in the HIV Care Guidelines. Once these have been
identified and any questions clarified, the facilitator asks:


What are the differences in the clinical presentation amongst them?



Bacterial Pneumonia: commonly occurring and occurs commonly in
people with HIV infection.
What are its clinical signs?
Signs can include, fever, productive cough and
breathlessness. Usually of short duration or sudden onset.
Chest pain may be evident
Treatment is the same as in non-HIV infected individuals.
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Sinusitis
What are the clinical signs?
Fever, headache, facial pain and nasal discharge.
Treatment is the same as in non-HIV infected individuals.



Pneumocystis pneumonia (PCP/PJP)
What is its clinical presentation? See Guidelines for HIV Care.
How do the clinical signs of PCP differ from bacterial pneumonia?
Differences can be that this is mostly an unproductive cough
and onset can be over several weeks duration with
increasing breathlessness.
Mild or moderate PCP/PJP responds well to Septrin/Bactrim/
Cotromoxazole;
Patients taking PCP prophylaxis are nine times less likely to
develop PCP
Use Septrin as prophylaxis: easily preventable with low dose
Septrin.



Tuberculosis: TB is the commonest complication of HIV infection both in
the chest and elsewhere.
TB is contagious and particularly to other HIV positive people.
TB is treatable through the National TB Programmes and DOTS but
can only be treated if thought of and diagnosed.
Bad treatment and non adherence is worse than no treatment
because drug resistance occurs.
Drug resistant disease is difficult to treat and can be easily spread to
others
TB is more likely to involve extra-pulmonary sites in severe
immuno-deficient patients.

Care and treatment of HIV/TB co-infection
The question is then posed:


What do you know about TB in HIV infected people?

Points which could be made include the following:







TB in the HIV positive person is not always like TB in the non HIV
infected. Clinical presentation can be different. How?
More rapid and aggressive progression, involvement of extra
pulmonary sites.
TB is curable and is the single most important intervention in the care of
an HIV positive person.
Treatment will significantly improve the immune system.
Prevention may be possible. See national Guidelines for use of INH

244



Contact tracing is important, especially in family groups where other HIV
positive people and children are involved.

The discussion should determine whether the drugs used to treat or prevent
many HIV-related respiratory infections are commonly and continuously
available to the participants.
The question is then posed:


What do you know about infection control in TB? How does it differ
from HIV infection control?

Some points to consider include:
 Mode of transmission
TB is relatively easy to transmit and can be transmitted in a social
setting through droplet/air borne transmission. In the care of the
person with TB, particular care has to be taken to minimise
transmission to others, especially those with an immune deficiency.
 Isolation of patient
 Barrier nursing to protect HCW and other patients.
After discussion, the question is then posed:


How do you treat TB in HIV infected individuals?

Treatment is the same as for non HIV patients although consideration must be
given of drug interactions between ARV and TB treatments. See the
guidelines for HIV Care.
Next the question is posed:


How do you treat HIV in individuals with uncomplicated TB where the
patient is otherwise well?

Usually treat TB first then commence ART to prevent complications of
immune restoration or drug interactions. See the guidelines for HIV Care.
Suggested time is 30 minutes.

Care Plan for HIV infected person with a cough
Next ask the participants to form team/network groups to discuss a case
study of an HIV positive person with a cough. Each group is assigned a
facilitator with some experience with the care of a person with HIV related
respiratory conditions. They are given the following case study:
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A 30 year old HIV-positive man, Peter, presents with a 2 – 3 week history of
shortness of breath, fever and unproductive cough. He has had no other
major illnesses including TB in the past.
The group is asked to think about how they would manage this case and to
draw up a care plan. Health care workers are very skilled at the care and
treatment of TB. This exercise should focus on the considerations needed
when TB occurs in an HIV positive person. Questions for consideration
include:
Included in the plan are:
 How would you assess and investigate the problem?
 What prevention strategies and treatment could you use?
Some of the prevention strategies could include: use of
pneumovax or fluvax if available, stop smoking and use of
Bactrim for prophalxsis.
 What investigations can you do that are available in your area?



What will be the impact on Peter’s quality of life (pain, symptoms etc) and
the impact on his family?

Each group is to draw up a care plan for Peter.
The groups place their care plans in a Gallery presentation. The participants
can read and think about the care plans of the other teams and make notes for
strengthening their own plans. Any issues raised should be discussed.
Suggested time is 15 minutes.

Adherence to treatment
This section can be done in the whole or small groups.
The group facilitator then asks:


What do you understand by adherence?

After discussion of this question, the facilitator poses for discussion the
following questions:





What barriers to adherence have you come across?
If we want HIV infected people to adhere to treatment, how can we
support them?
What strategies might help with adherence?
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After a brief discussion of the last three questions, list the points made on the
chart. See the following page for an example chart.
When this is done in small groups, the teams then hang their answers on the
wall in a Gallery Presentation and the facilitator guides a discussion
reviewing the strategies with the entire group.
Participants are then asked:


Why is adherence so important for people on ART?

Suggested time is 30 minutes.

Timing
 Introductory session
 Care plan:
 Adherence to treatment:

30 minutes
15 minutes
30 minutes
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An Example of Responses to Questions on Adherence:















Barriers to Adherence
Taste
Number of tablets and size
Side effects
Too busy, so I forget
I go away and leave the pills at home
Long time to take tablets
Feel well
Cost of drugs
Irregular supplies
Cost of transport
Difficult to access care
Disempowering: pushing tables down
peoples’ throats
Lack of understanding












CHPNG, ASHM, NAPWA and PNG partners

Support for Adherence
Consider the DOTS plan or initiative in
your area. Does it work?
The health care worker needs to know
about the disease, the medication and
the side effects
Educate the patient
Ensure access to care and treatment
Guaranteed supplies
Offer appropriate support
Access to care, both physical and
financial
Support systems: family and
community support
Develop strategies for adherence
tailored to that person needs, resources,
life style, and support systems.
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Strategies for Adherence
Simplicity of treatment regimes
Cost has to be within the means of the
client
Fit in with lifestyle
Regular
Reminders - calendars, diaries, pill
boxes, etc.
treatment friends –
family/friends/PLWA’s
Understanding side effects
Managing side effects – the negative
side of combination tablets
Planning for missed or late doses
Development of support networks
Follow up for missed appointments etc.

WORKSHEET: Care plan for a person with a cough

CHPNG, ASHM, NAPWA and PNG partners
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UNDERSTANDING THE HIV EPIDEMIC: CHILDREN, PARENTS AND
THE EPIDEMIC
Mixed groups 75 minutes

Background
The HIV epidemic can have a traumatic impact on children, especially those
whose parents are ill or have died. It can limit or destroy their futures and
their formation as responsible adults and citizens.
This makes it critically important that a consciousness is instilled in parents of
the need for one or both of them to remain uninfected so that they can raise
their children. This need raises different policy issues from those usually
identified.

Objectives
By the end of this session participants will have:
 developed a deeper understanding of the impact of the epidemic on
children,
 explored how to create a consciousness in parents of the need to stay
uninfected to parent their children, and
 identified and discussed the policy issues relating to the social aspects of
the epidemic, especially those in which health care workers will need
guidance.
Methodology
This activity is done in small groups.
The impact on children, from disclosure or suspicion that their parent might
be infected, to the death of their parent, and afterwards, is discussed.
The group is then invited to consider how people could be helped to
understand the importance of remaining uninfected so that they can parent
their children.
In small groups or in plenary, the policy issues are identified and discussed.
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NOTES FOR THE RESOURCE PERSONS
UNDERSTANDING THE HIV EPIDEMIC:
Children, parents and the epidemic
Mixed groups

75 minutes

Preparation
In advance of the session, the group facilitators prepare the chart with the
heading: Impact of parents’ infection on children (see below). Each group
will also need a sheet of paper and a marker pen.

Introduction
The exercise can be done in small groups or in the whole group. The
facilitator introduces the exercise. Begin by discussing the fact that the HIV
epidemic can have a traumatic impact on their children, especially those
whose parents are ill or have died. It can limit or destroy their futures and
their formation as responsible adults and citizens. This makes it critically
important that awareness is created of the need for one or both parents to
remain uninfected so that they can raise their children.
In the absence of effective programmes aimed at parents, one of the
characteristics of the epidemic has been the clustering of the virus in families.
Where one parent in a family becomes infected, usually three or more family
members become infected: the spouse and one or more children.

Mediated brainstorming
The facilitator asks the group to reflect quietly for a short time about the ways
in which children might be affected by their parents becoming infected with
HIV.
The facilitator then draws their attention to the chart on the impact on
children of their parents being infected.
The facilitator then asks the group to describe the ways the epidemic affects
children, both infected and uninfected, along this spectrum. As issues are
raised, ask where people think they should be placed on the spectrum (see
example below). Ensure that the whole spectrum is considered.
The facilitator might begin the discussion with the question:


Where do you think the impact on children might begin?

This exercise is about the impact on the children in a family where both
parents are infected. The children themselves might or might not be infected.
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One impact, however, of parents being infected might be the giving birth to
children that are infected. This can occur even before the parents become
aware that they are infected. This should appear on the spectrum.
Someone might suggest, or a question could be posed, that the parents’
behaviour towards their children might change when they find out they are
HIV infected. The parents might start fighting, blaming each other. They
might be distracted, or upset or depressed. The impact of this on the children
might be that they started feeling anxious, or unsettled, or at fault.
The facilitator could ask how parents decide about disclosing that they are
infected to their children. Like the use of condoms, this is an area where the
responsibility of the counsellor or mentor is to help people to make an
informed decision rather than to direct or to deny them information. It is a
very difficult issue for parents.
The facilitator might then ask what the impact of knowing that their parents
are infected might be on the children. The facilitator moves down the
spectrum asking questions at each stage, including after the deaths of the
parents and into the children’s’ adulthood.
For each impact given, discussion should occur about where to put it and
whether it might occur at various stages.
The suggested time is 35 minutes.
The facilitator then draws to the group’s attention the fact that the most
effective way of minimising this terrible impact on children is to keep both or
at least one parent alive. The question is posed:


How do we help parents realise the critical importance of staying alive
for the sake of their children?

The group is invited to think about this quietly and then to discuss different
strategies. The role of the facilitator is to critically examine each strategy for
its effectiveness.
Strategies which could be considered include:





Families or parents should be approached, not as two individuals, but as a
unit in need of support and attention
Strategies to help couples to start talking to each other, including about
their HIV fears and concerns and about violence and rape in marriage
Helping parents think about what would happen to their children if they
were to become infected
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Couple counselling for married or cohabiting couples; this makes
disclosure to their partner easier
Keeping at least one parent alive: couple counselling about safe sex,
disclosure to the spouse where the partner refuse to do so or to protect the
spouse from infection
Strategies to strengthen the relationship between the parents: classes for
couples on sexual pleasure in marriage, couple support programmes
Involvement of men in home care programmes; the involvement by men
and youth in HIV care can create the motivation for self-protection and the
protection of others.
Involvement of men in decisions about their children and in programmes
such as the prevention of transmission from parents to children
Helping men understand the importance of admittance to hospital for
raped women and children victims of incest and sexual abuse
Strategies to create community conversations and counselling about the
issues.

Summary
The facilitator could draw the discussion together at the end by talking a little
more generally about effective prevention strategies.
Traditional prevention strategies have focused on prevention in sexual
interactions outside of marriage or stable partnerships: women in sex work,
drug users, men who have sex with men, and people in certain occupations,
for example, truck drivers, although parliamentarians, public servants and
others could equally well have been singled out.
The focus on sex outside of marriage has created in spouses, particularly
wives, a paralysing fear of being infected within marriage. UNAIDS has
estimated that ninety per cent of HIV infected women are infected not
through their own behaviour but through the behaviour of their husband or
regular partners, that is, within marriages and stable relationships.
Traditional prevention strategies have also been directed to individuals. ABC
strategies provide directions to individuals about what to do. Similarly
billboards and posters with instructions to protect yourself from AIDS/Luk
autim yu yet long AIDS are equally directed to individuals.
These approaches have not been effective in protecting people from becoming
infected or in slowing down the epidemic. A different understanding of
approaches to prevention and protection is required, particularly in PNG.
More effective approaches would engage social structures, including families,
villages, lineage groups, and urban and rural communities, in processes that
lead to collective understandings and ownership. Such processes would
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include strengthening the ability to reflect on and discuss the values and
social practices which help (or hinder) them to survive the epidemic. They
would acknowledge and engage the different forms of social
interconnectedness that people create and inherit. They would be grounded
in the reality of people’s lives: the disaffection of youth, the lack of
employment opportunities, growing poverty, violence and anger.
The summary leads into the sessions on Day Five on responding to the
epidemic.

Gallery presentation
At the end of the session, the groups can hang their impact charts up for
others to look at and reflect on.
The suggested time is 25 minutes.

Timing
 Brainstorming:
 Discussion on parents:

35 minutes
25 minutes
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SUPPLEMENTARY MATERIAL FOR THE SESSION
HIV Traumatised Children1
Introduction
The psychological and emotional aspects of the epidemic are seriously
affecting growing numbers of children. Data are not kept on affected families.
However, millions of women have died of AIDS since the beginning of the
epidemic and millions more are infected with HIV, the vast majority of them
from non-OECD countries. Most of these women have husbands or regular
partners who are also infected or dead: the estimates range between 70 and
90 per cent. Most of these women have children. Thus millions of families
have already been touched by the epidemic.
But the trauma of this epidemic enters a family before death, when one of its
members finds out that he or she is infected. Often this is a woman. When
infants are clinically diagnosed with AIDS, it is the mother, rather than the
parents, who is told and who is assumed herself to be infected.
Most people in the world who are infected do not know their infection status.
They may have harboured the thought, they may fear that they are infected or
the thought may never have crossed their mind. However, most people
outside of OECD countries do not have access to voluntary testing and
counselling services.
Children begin to feel the effects as soon as it is known, rumoured or
suspected that someone in the family is infected. They fear the unknown or
unspoken, feel ignorant about what may happen, are afraid about their own
infection status, concerned about their futures and, beyond all, they
experience loss: the anticipation of loss, the experience of loss, the
accumulation of losses, as more and more of their family and their extended
family fall sick or die.
This trauma is not just limited to affected families. Even in families as yet not
directly touched, children may be suffering similar fears and uncertainties,
especially in societies where the illness and dying is increasing.

HIV traumatised children
Little work has been done on the psychological and emotional impact of the
epidemic on children. Stories bring insights. One 13 year old girl head of a
family of six children in rural Uganda, including three boys who have begun
to refuse to help out saying that ‘work is for girls, boys play soccer’, talks of

1

Excerpted from HIV Traumatised Children: The Psychological And Emotional Impact Of The
HIV Epidemic On Children. Elizabeth Reid UNDP New York January 1998.
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the envy she feels of other children who have parents or elders to guide and
advise them.
Some children in Blantyre, Malawi, where over 33 per cent of pregnant
women are infected, lean against the palings around the restaurants watching
people eat and then push through plastic bags asking for the leftovers.
One grandmother in rural Tanzania left with the children of all her children
watched one little girl sit day in day out on the edge of the compound rocking
back and forth on her heels, refusing to eat, or talk, or move. She left the other
children to care for themselves and went to sit with her arm around her,
knowing that unless she could reach through the grieving and nourish the
will to live, it would not matter if there was food or not to eat, the little girl
would die.
Abandoned girls around Lake Victoria in Kenya are more likely to be taken
into someone else’s home. They are put to work as household help and often
used as prostitutes at night. Abandoned boys are considered to be too great
an economic liability and are left to fend for themselves.
These stories give us glimpses of the psycho-social impact of the epidemic on
individual children or families of children, but whole communities and
societies of children are beginning to be affected in ways we are barely
beginning to understand. Research has shown that war-traumatised children
in any culture have similar emotional and behavioural responses:
“Pre-school children may show frequent or continuous crying, clinging
dependent behaviour, bed-wetting and loss of bowel control, thumb and
finger sucking, frequent nightmares and night terrors, as well as unusual
fear of actual or imagined objects. They may regress to an earlier
developmental stage.
Children of early school age can have these features too and be overtly
unhappy, nervous, restless, irritable, and fearful. There may be selfstimulation such as rocking or head-banging. They may not want to eat,
or they may have physical complaints - headache, dizziness, abdominal
pains - with a psychosomatic basis. They too can regress to behaviour
appropriate to a much younger child, in some cases to prolonged
muteness or to bedbound incontinence as if they were babies. They
frequently have particular fears: of being left alone in a room or sleeping
alone, or of situations which carry some reminder of the traumatic events
they have witnessed.
The social behaviour of traumatised children can be markedly affected,
some becoming extremely withdrawn and mistrustful, others loud and
aggressive. They may have learning problems.” (Summerfield 1991)
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Summerfield concludes by saying that war can have an all-pervading impact
on child development, on the experience of human relations, moral norms,
and basic attitudes to life. So too can the HIV epidemic.
Children in seriously HIV affected communities are experiencing the terror of
its unpredictable, relentless and accumulating death toll, feeling its social
demoralisation and paralysis, are silenced by the silence that characterises its
advance. Most of them know that one of their parents brought the virus into
their family through behaviour that is often socially accepted and religiously
forbidden. This can cause strong emotional reactions and can have an
adverse effect on the children’s sexual and social development.
Many children in these families are placing themselves in, or being forced
into, situations where they too might become infected. The National AIDS
Secretariat of Malawi estimates that one in five primary school children will
contract HIV in the next five years. Eighty per cent of these will be girls. In
one study of rural adolescent girls in this country, 55 per cent said they are
often forced to have sex.
Increasingly families are becoming headed by children, a phenomenon
unknown until now. In the past, wars or illness mostly wiped out only one
adult or else took the whole family. Those few families left without adults to
guide and care for them in the past could be absorbed into the extended
family or the community. The epidemic is leaving in its wake growing
numbers of families of children unprepared to fend for themselves, held
together by their love for each other. How are these children giving a
meaning to what is happening to them and around them? What do we know
about how to respond?

Psycho-social trauma and development
To date, little attention has been given to the development of policies and
programmes to address the psychological and emotional impact of the
epidemic on children. Yet increasing numbers of children are being drawn
into its vortex.
People who have been diagnosed as infected while well and who have had
the courage to work for the changes which would help to protect others have
broken the paralysis and the silence of the epidemic. Many of them
individually have thought about the future of their children and attempted to
work out ways to safeguard them. However, their strategies are usually
focused on education and training rather than emotional and psychological
support: placing them early in school, training in skills for income generation,
setting up trust funds or looking for scholarships or benefactors.
The issue is only rarely raised collectively, perhaps because it is so difficult to
see a way forward. The demand of HIV infected people in developing
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countries for access to antiviral treatments, a demand unlikely to be widely or
equitably met in their lifetimes, has taken their attention away from this
concern.
Communities are beginning to recognise the need to address the trauma.
Some women in an extremely poor neighbourhood in Lusaka, Zambia,
decided that what these children most needed was the feeling that someone
cared about what happened to them, that there was someone that they could
turn to for help and guidance, someone to ask how their day went and to sit
them on their lap: “By helping these children, we are also helping our own
children for we want our children to know that in helping others lies the only
hope for the future.”
Soon nations will be forced to ask how the trauma and the pain of these
children can be eased for there can be no national development without their
participation in economic production, and social and biological reproduction.
What will happen if the sexual and social development of these children have
been arrested, if their experience of interpersonal and family relations is of
death and abandonment, if moral norms and social values have not been
instilled and nourished? What sort of lives will they be leading, what will
they understand by development? What social and governance institutions
and relations will these traumatised generations create?

Elizabeth Reid
UNDP 1998
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EXERCISE: Impact of parents’ infection on children
Parent(s) come to
know they are
infected

Children are told
or suspect parents
are infected

CHPNG, ASHM, NAPWA and PNG partners

Parents begin
falling sick

One parent dies
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Second parent dies

Children live on

EXAMPLE OF THE EXERCISE: Impact of parents’ infection on children
Parent(s) come to
know they are
infected

Children are told
or suspect parents
are infected

Parents begin
falling sick

One parent dies

Loss of education
Worried

Anxious

Confused

Second parent dies

Scattered to extended families

Grieving
Concerned about the future
Street children
Children take on adult roles
Distance themselves
Lose identity
Angry at society
Poor concentration
Nervous
Suicide
Angry at surviving parent
Angry
Leave school early
Abandoned
Run away
Neglected

Confused

Unsettled

Blame themselves

Ostracised

Denial

Children-headed households

HIV-positive babies born
Stigma, discrimination

Sense of loss

Denial
Suspicious

Children live on

Emotionally withdraw

Emptiness

Exploitation
Crime
Abuse
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NOTES FOR THE RESOURCE PERSONS
CLOSE
At the end of the day, the session facilitator discusses the evening activities.
Remind the participants to fill in their daily journal. This is in preparation
for the next morning’s Reflection session.
The resource person should describe the objectives and the rules of the next
morning’s reflection session and remind people to bring the programme and
daily journal from that day.
Individually they are to review their children’s safety plans and personal
safety plans from Day Two and revise and strengthen their care plans in light
of the discussion on the prevention of diarrhoeal disease.
Each evening a video will be shown. Attendance is optional but the videos
form an integral part of the Workshop and contribute to the understanding of
its topics.
Possible discussion questions for the video:





What struck you most about the video?
What observations or insights are most relevant to the epidemic in your
community?
What observations or insights are most relevant to you in your work?

CHPNG, ASHM, NAPWA and PNG partners
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DAY FIVE
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WORKSHOP PROGRAMME
DAY 5
8.00 am

Reflection session

Whole group

8.30 am

Understanding the HIV epidemic
 The unfolding of the HIV epidemic

Whole group

9.30 am

Understanding the HIV epidemic
 Grief and loss

Whole group

10.00 am

Morning tea

10.30 am

Understanding the HIV epidemic
 Discussing your questions

Whole group

11.00 am

Building skills for HIV care
 Setting limits and boundaries

Team/networks

12.00 pm

Lunch

1.00 pm

Safety outside the workplace
 Sexuality and safety

Whole group

2.30 pm

Care and treatment as HIV prevention
strategies

Mixed groups

3.00 pm

Afternoon tea

3.30 pm

Forward planning and participant
feedback
 Team tasks for the return
 Participant feedback

Whole group

4.30 pm

Closing session
 Reflection session
 Closing session

Whole group

Evening activities:
 Video (optional)
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REFLECTION SESSION

Whole group

30 minutes

Background
This session is designed to assist participants to better retain the information
covered in the sessions of the day before, to develop skills in working with
silence, in active listening and in not responding immediately to what others
say. It provides an opportunity for participants and resource persons to
reflect on the work.
Objectives
By the end of this session participants will have:
 had occasion to recall things learnt or thought about during the preceding
day and to learn what others thought of interest,
 strengthened skills required in HIV care and counselling: actively
listening without responding, handling silence, and learning through
introspection/listening to oneself, and
 better retained things learnt by themselves and others.
Methodology
This session is done in the whole group. Participants are asked to have their
Programme and Daily Journal for the preceding day open in front of them.
Participants and resource persons are asked to think back over the previous
day’s work. They might think about what was presented, what they learnt,
what happened. They might share some thoughts with the group.
This is not a discussion session or a time for conversations or interaction
amongst participants or with resource persons. It is a time for reflection.
Silences may lengthen, as they do when people are thinking things over or
reflecting, or listening carefully to others.
Some people may choose just to think quietly throughout the session about
what they have learnt. Others may choose to speak, telling about an insight
gained, contributing a comment, making a request or whatever they feel
moved to say. People listen quietly to what is being said and compare it to
their own experience.
There is no talking together, no commenting on or questioning of what
someone has said, just respectful listening.
People may ask a question or raise issues. They will not be answered during
the reflection session. They will be noted and answered later.

264

NOTES FOR THE RESOURCE PERSONS
REFLECTION SESSION

Whole group

30 minutes

This session is done in the whole group. Participants are asked to have their
Programme and Daily Journal from the preceding day open in front of them.
The methodology for this session is in the chapter on the Methodologies of
the Workshop.
This session needs to be introduced carefully each day. The session facilitator
should create, through their words and manner, a meditative mood in the
room.
Participants are reminded that it is not an interactive session, rather one of
reflection on the work of the previous day and its meaning to them. People
can raise questions or issues for discussion but they will be responded to after
the reflection session not during it.
This contemplation may be silent or people may choose to speak their
thoughts aloud. Both participants and resource persons may speak.
However, resource persons must be careful not to dominate the discussion,
and should try to avoid being the last to speak. If there are no comments for a
long period, however, it can be helpful for a resource person to give a brief
reflection to put participants at ease to speak.
Do not try to moderate the session or control or decide who speaks. It is often
better to lower your eyes if people are trying to get your attention or
permission to talk. Try to create a space in which people talk as they are
moved to talk and contribute their thoughts to the whole group.
Watch the time so that you can end the session on time. Do not end early if
people are silent. Let the time pass.
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UNDERSTANDING THE EPIDEMIC: THE UNFOLDING OF THE
EPIDEMIC
Whole group 60 minutes

Background
Once the virus has spread within a community, the consequences of this
spread will unfold over subsequent decades and generations. For as long as
the virus continues to spread, its impact will continue to unfold. However, the
impact of the HIV epidemic is not random. Its impact is shaped by a set of
determining factors: the characteristics of those infected, the natural history of
infection, the cultural, social and economic setting of the epidemic.
Objectives
By the end of this session, participants will have knowledge of:
 the factors which determine the nature of the epidemic and the speed and
pattern of its spread, and
 effective strategies for minimising impact .
Methodology
This activity is to be done in the whole group.
The group facilitator discusses the impact of the spread of the epidemic in
terms of consequences or waves that unfold over time. The group facilitator
poses the following questions:















What determines who gets infected and how quickly the virus spreads?
What strategies might slow down the spread of the virus?
What do people start noticing the epidemic?
What are the strategies that could minimise how serious Wave One will
be?
What are the next consequences that become visible?
What are the strategies that could minimise how serious Wave Two will
be?
What are the next consequences that become visible?
What are the strategies that could minimise how serious Wave Three
will be?
If there are not effective responses to the epidemic, what might happen
in the long run?
What are the strategies that could minimise the longer term
consequences of the epidemic, that is, how serious Wave Four will be?
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NOTES FOR THE RESOURCE PERSONS
UNDERSTANDING THE EPIDEMIC: The Unfolding of the Epidemic
Mixed groups 60 minutes
The session facilitator asks the participants to turn to the page in their
Workbooks which outlines the session. The chart for the unfolding is in their
Workbook. The session facilitator explains the objectives and process of the
epidemic.
The session facilitator needs to pace him or herself through this exercise. As
with many other exercises, the aim is not completeness but rather to stimulate
thought and increase understanding.
The facilitator turns to the Worksheet on the Waves of Impact of the HIV
epidemic. Drawing their attention to the Epicentre, the facilitator asks:


What determines who gets infected and how quickly the virus spreads?

Determinants might include:











Community norms and values and social practices (community acceptance
of violence, alcoholism, sexual networking, gambling, etc., lack of valuing
of women, wet nursing, the protection of widows/widow inheritance,
etc.)
Wealth, privilege and power: PNG has the largest gap between the rich
and the poor in the region (Gini co-efficient)
Mobility
Poverty
Condition of the genital area: immaturity in young women, sexual and
reproductive tract infections, lack of hygiene, scarring from childbirth,
etc.)
Open/closed sexual networks
Punitive social and legal environment (makes it difficult for people to
come for help, disclose to others, etc.).

The facilitator asks which age groups are particularly affected by HIV.
Points for discussion:



HIV disproportionately affects people in their productive and
reproductive age groups
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He or she then asks whether the virus is spread randomly through these age
groups? If not, who is more affected?
Points for discussion:



It is not spread randomly. It affects more the rich and wealthy, those who
move about frequently with their work, trading or socially, the educated,
young and older women, the poor, etc.

The group then discusses who these people are in PNG: the police, the
military, public servants, politicians, big men, teachers, health care workers,
mothers, landowners, etc. The facilitator then chooses a few of these groups
and asks what would happen if they were to die in large number: big men or
police or teachers or mothers or politicians or health care workers, for
example.
He or she then asks whether HIV is spread randomly within families. The
facilitator then explores why the epidemic clusters in families.
Points for discussion:




Once the virus enters a family, both adults and some children often
become infected
This is especially true where HIV prevention programmes do not focus on
families and the importance of keeping both or at least one parent alive to
care for their children

The facilitator then asks whether HIV is spread evenly over geographic
locations or whether some villages or localities may be more affected than
others. The facilitator then explores why the epidemic clusters
geographically.
Points for discussion:








Sexual networks may be closed or open.
An example of a closed sexual network: if the people in a village have sex
with one another but not with people from other villages, the village forms
a closed sexual network. Once the virus enters this village, it will spread
within the village but not be taken outside of it. Thus one village may
have higher infection rates than another.
An open sexual network is one where people’s sexual partners may come
from anywhere. With open sexual networks, the patterns of infection are
less geographically clustered. Open sexual networks have been
documented in the Highlands region.
Wealth and income may also lead to a geographic clustering. For
example, a coffee growing region may have higher infection rates than one
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where gardens are grown if, at harvest time, the harvest money is spent on
alcohol, gambling, women and such like.
The facilitator then asks


What strategies might slow down the spread of the virus?

Strategies include:









The engagement of communities in the response
People motivated to protect themselves
Accessibility and affordability of protective technologies
Strategies to minimise rape, violence, and alcohol abuse
Employment creation
Men and youth involved in care
Etc.

The suggested time is 15 minutes.
The facilitator then draws their attention to Wave One and asks:


When do people start noticing the epidemic?

Signs include:











Increasing cases of TB/coughing in the population
Increasing illness and dying in the population (from whatever causes)
Increasing incidence of opportunistic infections and conditions, and
unusual conditions
People start taking time off work to attend funerals and care for the sick
Signs appearing advertising coffins for sale
Death notices in the papers for young adults
Increasing anxiety and psychological unease and trauma
Rumours start circulating about people being infected, about women
being to blame, about how prostitutes are the problem, etc.
People start speaking about being infected; HIV activism starts

The factors that determine how serious Wave One include:




How fast and extensively the epidemic is spreading
Attitudes to those affected: principles of dignity and respect for people
living with HIV.

The facilitator should explore the ways in which humiliating, rejecting and
discriminating against people with HIV can spread the epidemic.
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Then the facilitator poses the question:


What are the strategies that could minimise how serious Wave One will
be?

Strategies include:











Successful prevention programs
Community involvement in care
Helping people who want to get counselling and testing
Prophylaxis and treatment of opportunistic infections
Access to ART
Safe supportive environment for people with HIV
Day care and live-in centres
Food kitchens
Etc.

The suggested time is 15 minutes
The facilitator then draws their attention to Wave Two and asks?


What are the next consequences that become visible?

Signs include:







Mortuary rites are shortened
Increasing numbers of children and elderly in need of support
Emergence of distress, grieving, bereavement, loss, and other forms of
psychological trauma
Increasing household poverty with a fall in remittances and the use of
income and savings for drugs and treatment
Children start dropping out of school.

These occur as the impact of the epidemic falls on families and communities,
villages and neighbourhoods.
The factors that determine how serious Wave Two include:





The clustering of the virus in households and communities
Affects those in the reproductive age groups
Affects those in the productive age groups.
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Other factors include:








Pre-existing dependency ratios
Attitudes to those affected: those that are left behind when someone dies
Rigidity of gender roles: whether men share in the burden of care,
whether men and women are prepared to take on tasks and roles assigned
culturally to the other gender
National policies on access to education, health and social services
Social values: the extent of support for those in need within and outside of
lineage groups, ability to accept diversity.

Then the facilitator poses the question:


What are the strategies that could minimise how serious Wave Two will
be?

Strategies include:







Successful care, support, and treatment programs
Community discussions and action
Education and care for affected children
Feeding and other support programs
Etc.

The suggested time is 10 minutes.
The facilitator then draws their attention to Wave Three and asks:


What are the next consequences that become visible?

Signs include:









Small businesses start failing as staff fall sick and die
Increasing numbers of by-elections
Increasing workplace absenteeism because of staff sickness, the need to
care for the sick or to attend funerals
Decreasing productivity and increasing problems with services: utilities,
post office, government offices, road maintenance, etc.
Decreasing presence of the uniformed services; loss of military strength
Basic services affected since fewer teachers and health care workers
Shrinking national revenues.

These occur as the impact of the epidemic falls on organisations, institutions,
the labour force, the economy, political institutions and society.
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The factors that determine how serious Wave Three include:





Morbidity and mortality in productive age group
Clustering of virus in occupations
Clustering of virus geographically.

Other factors include:







The structure of the labour market and the economy: dependence on a
few key vulnerable industries, limited informal sector, limited or
inefficient public sector
National capacity to train and retrain its workforce
Rigidity of workplace: hierarchical, narrow staff skill base rather than
multi-skilled
Rigidity of gender roles: whether men and women are prepared to take on
tasks assigned culturally to the other gender, particularly in the
agriculture sector.

The facilitator then explains that it is these factors that cause this wave of the
epidemic to affect social, economic, governmental and political institutions.
Then the facilitator poses the question:


What are the strategies that could minimise how serious Wave Three
will be?

Strategies include:








Successful prevention, treatment, and care
Implementation of HAMP Act
Workplace policies and services
Corporate/Public Sector leadership
Organisational restructuring
Etc.

The suggested time is 10 minutes.
The facilitator then draws their attention to Wave Four and asks:


If there are not effective responses to the epidemic, what might happen
in the long run?
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The impact might include:






Total breakdown in the rule of law
Widespread social and political unrest
National and family destitution
Social and economic disintegration.

The factors that determine how serious Wave Four include:



Effectiveness of earlier policies and programmes.

Then the facilitator poses the question:


What are the strategies that could minimise how serious Wave Four will
be?

Strategies include:







Successful prevention, treatment, care, and support programs
Effective political leadership
Civil and uniformed forces maintained
Responsible and transparent governance
Responsible economic management

The suggested time is 10 minutes.

Timing






Epicentre:
Wave One:
Wave Two:
Wave Three:
Wave Four:

15 minutes
15 minutes
10 minutes
10 minutes
10 minutes

Note:
The facilitators need to watch the time in this exercise and move the group
through the series of questions. It is important to respond to participant’s
questions and to clarify misunderstandings. However, it is also important to
give participants a sense of the full extent of the possible impacts of the
epidemic, even if all details may not be covered.
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WORKSHEET: Waves of Impact of the HIV Epidemic
EPICENTRE

WAVE ONE

WAVE TWO

WAVE THREE

WAVE FOUR

SPREAD OF THE VIRUS

TRAUMA, ILLNESS AND
DEATH

HUMAN IMPACT

SOCIO-ECONOMIC
IMPACT

LONG TERM IMPACT

Psychological trauma;
HIV opportunistic
diseases appear;
Increasing illness and
death

Grieving and
bereavement, children &
elderly left without
support, children taken
out of school, changes in
culture

Depletion of labour force,
adverse impact on
productive & social
sectors, shrinking
revenues, loss of military
strength

Social & political unrest,
Destitution,
Loss of local/national
capacity to function
Economic disintegration

Description
Spread hidden, but
increasing numbers of
people becoming infected

Strategies to minimise impact

CHPNG, ASHM, NAPWA and PNG partners
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EXAMPLE: Waves of Impact of the HIV Epidemic
EPICENTRE

WAVE ONE

WAVE TWO

WAVE THREE

WAVE FOUR

SPREAD OF THE VIRUS

TRAUMA, ILLNES AND
DEATH

HUMAN IMPACT

SOCIO-ECONOMIC
IMPACT

LONG TERM IMPACT

Psychological trauma;
HIV opportunistic
diseases appear;
Increasing illness and
death, financial problems

Grieving and
bereavement, children &
elderly left without
support, children taken
out of school, changes in
culture

Depletion of labour force,
adverse impact on
productive & social
sectors, shrinking
revenues, loss of military
strength

Social & political unrest,
Destitution,
Loss of local/national
capacity to function
Economic disintegration

Successful care, support,
and treatment programs
Community discussions
and action
Education and care for
affected children
Feeding and other support
programs
Etc.

Successful prevention,
treatment, and care
Implementation of HAMP
Act
Workplace policies and
services
Corporate/PS leadership
Organisational
restructuring
Etc.

Successful prevention,
treatment, care, and
support programs
Effective political
leadership
Civil and uniformed
forces maintained
Responsible and
transparent governance
Responsible economic
management
Etc.

Description
Spread hidden, but
increasing numbers of
people becoming infected

Strategies to minimise impact
Community engagement
People motivated to
protect themselves
Access and affordability of
protective technologies
Strategies to minimise
rape, violence, and alcohol
abuse
Employment creation
Men and youth involved
in care
Etc.

Successful prevention
programs
Community involvement
in care
Helping people who want
to get counselling and
testing
Prophylaxis
Treatment of OIs
Access to ART
Safe supportive
environment
Day care centres
Food kitchens, Etc.
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REFERENCE MATERIAL FOR THE SESSION
UNDERSTANDING THE EPIDEMIC AND THE WAY IT UNFOLDS5
At the epicentre of the chain of consequences of the HIV epidemic is the
transmission of the virus from person to person, from adult to child. The
spread is hidden, silent, invisible. The testing of antenatal women does not
give a true representation of where it has been where only a small percentage
of women go to health care facilities during pregnancy or for the birth. The
impact of this spread is not random. It is shaped by a set of determining
factors.
The first wave follows directly from the spread of the virus: those who are
infected will, in the absence of adequate care, support and treatment,
including ART, start falling ill and dying. This wave of impact is centred on
the infected person and her or his family, partners and carers. It includes
psychological trauma, such as, the trauma of diagnosis, hostile community
reactions, stigma and discrimination, the emotional impact on households,
and the reaction of health care workers, as well as illness and death.
As the burden of illness increases, household incomes and provisioning will
be directly affected. Those unable to pay rent or repay mortgages may lose
their homes. School fees and food requirements may become unaffordable.
Furthermore, the use of household savings and assets in the futile search for a
cure can seriously impoverish the family.
Often it is not until large numbers of the population are infected and many
have progressed to AIDS or associated diseases such as tuberculosis that
there is the possibility of a national consensus on the urgency of the matter. It
is usually only at this stage that the voices of public health officials, health
workers and the infected and their families finally begin to be heard.
The second wave centres on the impact of the epidemic on families and
communities. It arises from two dominant characteristics of the epidemic:





those who are infected are overwhelmingly at a stage in their lives when
they have the maximum number of dependents: children, parents, others
living with them, others that they are supporting; and
the virus is clustered in households and so their dependents will be left
with few or no means of support.

As more adults die, and particularly where efforts have not been made to
prevent transmission within families, increasing numbers of children and the
5

Adapted from: Reid, Elizabeth, The HIV Epidemic and Development: The Unfolding of the
Epidemic, UNDP, Issue Paper Number 1, New York, 1994

CHPNG, ASHM, NAPWA and PNG partners
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elderly are left without support, increasing numbers of single headed
households. For every adult dead, there could be on average two to three
dependents. Thus the amplitude of this phase could be two to three times
greater than the mortality rates in the previous phase. Poverty will also be
spreading; households disintegrating; children scattered.
The most striking feature of this wave is the psychological impact on
individuals and communities of so many lives lost, so many parents, siblings,
friends, children, colleagues, neighbours dead. In young children this often
induces an almost catatonic state, a withdrawal from the world of pain and
despair. One story from the Kagera region in Tanzania is of a young girl
sitting day after day at the edge of the yard, rocking on her heels and staring
into space. Both her parents are dead, so too are brothers and sisters, aunts
and uncles. There is little food but she is not hungry. She rocks, grieving.
The grandmother takes time away from the overwhelming burden of the care
of all her other grandchildren to come and sit quietly beside the young girl.
She knows she must gently draw her back into the land of the living or she
will slowly die. The little girl has no will to eat, to go to school, to help out in
the house. As the epidemic deepens, grandmothers and grandfathers are
increasingly numbered among the infected. Extended family and
neighbourhood forms of care will become overwhelmed unless they
themselves are supported.
The third wave centres on social and economic institutions and is exacerbated
by social factors such as:
 those who are infected are at their most economically productive and
active period in their lives;
 the virus is clustered occupationally and geographically; and
 the rigidity of the gender division of labour, skills and responsibilities.
Impacting upon institutions and the economy, at the micro level the third
wave centres around the loss of so many members of the workforce and the
impact of the epidemic on household and domestic savings and, at the
national level, on productivity and on foreign exchange earnings. The
epidemic will cause a reduction in the quantity and quality of labour
available to produce output in both the formal and informal sectors and both
measured and unmeasured activities. Women's labour, both productive and
domestic, is disproportionately unmeasured. The loss of women's labour will
threaten the living standards of households and communities as well as
national productivity. Patterns of labour supply and demand will change, the
determining factor being the clustering of the virus occupationally and
geographically.
There will also be a reduction in and changing patterns of use of household
savings. The quantity of savings available and how this is employed
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influences the rate of growth of GNP. Decreasing levels of savings will occur
at the same time as the direct and indirect costs associated with the epidemic
escalate.
Economies most vulnerable include those that depend on a single or a limited
number of sectors, agriculture alone, or mining and agriculture, for example.
Other vulnerable sectors include those which require a critical number of
trained personnel for whom replacements are difficult to find, pilots,
hydrologists and mining engineers, among many others, or occupations with
high infection rates, transport sector workers, construction workers, senior
public servants, students, for example.
In the agricultural sector, farming systems which are labour intensive
throughout the agricultural cycle or where labour demand peaks at certain
times, as well as those with which is associated a strict gender division of
labour, are most vulnerable to shortages in the labour supply. In subsistence
farming systems in affected areas, crop mixes have already changed,
swinging away from cash crops and certain food crops to less labour
demanding, and often less nutritious crops. Farming systems based on the
availability of wage labour, for example, plantation crops, are also vulnerable.
Changes in patterns of food production adversely affect household nutrition
and income levels as well as urban food supplies and, in some cases, foreign
exchange earnings.
With growing numbers of women falling ill and dying, and with women
being increasingly occupied with the care of the ill, women will have less
time for caring for and socialising their own children and for productive work
in the fields, in self-employment or in the paid workforce.
It will be difficult to measure and monitor the impact at the macro level of the
loosening of women’s social and economic networks of parenting, providing,
coping and caring. However, their absence will be widely felt. This work of
women is essential for the economic and social well-being of families,
communities and societies.
Increasing morbidity will eventually affect all sectors of the economy:
financial institutions, education and health sectors, water and electricity
supplies, industry and governance.
The extent and nature of the fourth wave is determined by two dominant
factors:
 the response of communities and nations to those infected, those caring
for them and those who survive after their deaths, in particular by
whether or not they remain an integral part of their communities,
supported and cared for by them; and
 the clustering of infection in certain occupations and geographically.
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The personal, psychological, social and economic consequences of the spread
of the virus will unfold for decades after the virus has taken hold in a
community and will continue to unfold long after we come to learn how to
live with the virus. This wave of impact is directly linked to the failure of
previous interventions. If the spread of the virus is not slowed down as early
as possible in the epidemic and if those affected by it are not adequately
supported, then the very survival of communities and nations will be placed
in jeopardy.
The survival tactics of the bands of destitute children could lead to the
terrorization of populations. Strategic vulnerability will increase with the
morbidity rates in the military. Basic services, water, electricity, road
maintenance, financial services, could be impaired. Price increases and
service decreases will lead to discontent and unrest. National governance
could come to a halt. Households, communities, even countries could
disintegrate.
These longer term consequences are not inexorable. The extent and
seriousness of the consequences will depend directly on the timeliness and
effectiveness of the response to the epidemic. Wherever the virus spreads,
individuals and communities respond.
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UNDERSTANDING THE HIV EPIDEMIC: GRIEF AND LOSS
Whole group
30 minutes

Background
Understanding the experiences of loss that permeate this epidemic helps
health care workers to understand those they are working with better. Such
understanding also facilitates care that is more compassionate.
Objectives
By the end of this session participants will have developed a deeper
understanding of the losses caused by the epidemic.
Methodology
This activity is done by the whole group.
The session facilitator prepares and places on the wall in advance of the
session, five blank sheets of paper with the headings:
People living with HIV
Spouses
Children
Parents
Cultural losses
The session facilitator invites the participants to move quietly around the
room placing their thoughts on the types of losses that each group might
experience.

Bibliography
Nord, D. 1997. Multiple AIDS-Related Loss: A Handbook for Understanding and
Surviving a Perpetual Fall. Washington: Taylor and Francis.
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NOTES FOR THE RESOURCE PERSONS
GRIEF AND LOSS
Whole group

30 minutes

Preparation
In advance of the session, the session facilitator should prepare and place on
the wall five blank sheets of paper with the headings:
People living with HIV
Spouses
Children
Parents
Cultural losses

Introducing the exercise
The session facilitator asks the participants to turn to the page in their
Workbooks which outlines the session. By the end of this session participants
will have developed a deeper understanding of the differing types of losses
caused by the epidemic.
Ask people to think about what they think are the losses caused by this
epidemic, when such losses start and how long do they continue. Briefly
explain that, because of the way that the HIV epidemic differs from other
conditions, the losses are extensive and are experienced by the person with
HIV and beyond her or him. The losses reach deeply into families and
villages, into social and cultural structures.
It is important to acknowledge that there may well be people in the group
who are experiencing the grief and loss caused by this epidemic. These
people may need the support of the group during and after this session.
The session begins with a period of introspection in which participants are
invited to think about some of the losses of the HIV epidemic that they have
experienced or heard about. They are then invited to move around the room
and write on the wall.
The facilitator moves about the room reading what has been written.
Towards the end of the time the facilitator must decide whether or not to
discuss what has been written.
The most powerful way of ending the session may be just to close it without
any commentary. However if there are things on the sheets that need
discussion, there might need to be a facilitated discussion.

281

UNDERSTANDING THE HIV EPIDEMIC: DISCUSSING YOUR
QUESTIONS
Whole group 30 minutes
Background
The fears, misconceptions and knowledge gaps of health care workers need to
be addressed if quality HIV care is to be provided. An understanding of the
nature of the HIV epidemic is required if the health care workforce is to
remain as little infected or affected as possible by the HIV epidemic.
This session is designed so that issues that have arisen during the Workshop
and questions that have been placed on the Questions Wall can be discussed.

Objectives
By the end of this session, participants will have:
 deepened their knowledge of the identified issues, and
 clarified misunderstandings.
Methodology
In this plenary session, some of the questions identified by the participants or
myths and misconceptions arising in the group discussions are answered by
the resource persons or others in the group.

NOTES FOR THE RESOURCE PERSONS
Before commencing the session, the session facilitator and the other resource
persons look at the cards on the Questions Wall and at their notes on the
myths, misconceptions and knowledge gaps in the group.
The session facilitator asks the participants to turn to the page in their
Workbooks which outlines the session.
A number of topics to be addressed during the session are chosen and
allocated amongst the resource persons or to others in the group according to
their knowledge and experiences.

Wherever possible, see if there is someone among the participants who can clarify or
expand on the issues identified.
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BUILDING SKILLS FOR HIV CARE: SETTING LIMITS AND
BOUNDARIES
Mixed groups 60 minutes

Background
It is difficult to offer quality care in resource poor settings. The HIV care
team will not be able to fulfil or respond to all the needs that arise: for food,
for bus fares, mortuary rites for abandoned bodies, the care of orphaned
children and so on. How can an HIV care team feel that they are making a
difference in such situations?
Objective
By the end of this session, participants will have:
 identified strategies for setting limits and boundaries to care,
 identified what support they need in order to set limits and boundaries to
care, and
 identified how to help patients and their guardians/families understand
the limits of their care.
Methodology
This exercise is done in small groups.
The session begins with the discussion of the setting of limits and boundaries
in a different setting. A case study is discussed to clarify the issues.
Participants are then asked to look at a number of scenarios in which health
care staff need to be able to set limits and boundaries to their involvement.
The scenarios are as follows:

What do you do if …
 Patients repeatedly ask you for their bus fare home or money to buy
food?
 You are afraid to provide care or to say no in case the person turns
violent?
 Children are left abandoned in the grounds of the health centre or
hospital after the deaths of their parents?
As each scenario is discussed and a team policy or strategy developed, the
group notes it down.
The session facilitator then leads a plenary discussion of the group work and
of the advantages of developing team/centre strategies or policies for
handling such situations.
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NOTES FOR THE RESOURCE PERSONS
TEAM DYNAMICS: Setting limits and boundaries
Small mixed groups

60 minutes

The session facilitator asks the participants to the page in their Workbooks
which outlines the session. The session facilitator explains the session and
asks participants to return to their groups. The demands of the HIV epidemic
can have a crippling affect on people’s lives and work. There is a need to be
able to set limits and boundaries, to work out what can be done and what
cannot. It is important for health care workers to share their strategies for
setting limits and to develop team based strategies.
The group facilitator asks the participants to read the following story of care
and limits to care from Rwanda. It is about a team whose work was to
reunite children and parents who had been separated during the war.

The team made a home visit to a family living in a crumbling house
on the edge of the town. Someone had seen Leon, one of the
children, begging on the street and they wanted to follow up. Leon
had been re-united with his parents and younger brother and sisters
not that long ago.
When the team arrived, they realised the parents were very sick, the
local way of saying that they were infected with HIV.
They reported their findings to the staff meeting the next day. They
wanted to work out what they could do. Yes, we could take them
food. Yes, we could have our nurse look at the parents and arrange
for whatever drugs they might be able to have that could make their
passing easier.
Yes, they would contact another agency who might be able to make
their home more structurally sound. Yes, we are doing a good job of
reuniting families.
But no, we can’t eradicate poverty, or illnesses caused by poverty,
and no, we don’t know what will happen to the children when they
lose their parents a second time, and that time forever.
From Glimpses Beyond Survival: Rwanda 1995, Wilma Davidson, Ginninderra
Press, Canberra, Australia, 2000, p.45.
The facilitator asks the group to discuss the story. The following questions
might be asked:
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What does the team think they can do and what do they think they
cannot do?
How do you think that the team members felt about the things they
could not do?

The things that the staff can do are practical things that provide immediate
comfort and support, things that might stop the children from begging and
allow them to stay in school. They can draw other agencies into providing
support and provide referrals.
Suggested time is 15 minutes.
The group facilitator then reads the first scenario:

What do you do if …


Patients repeatedly ask you for their bus fare home or money to buy
food?

Then ask the group to sit quietly for a minute and think back on what they do
in such a situation. Then ask some group members to contribute a way they
have of coping with such situations. When a number of strategies have been
identified, ask the group whether this is a situation in which it might be better
to have reached agreement as a team or facility on what to do in these
situations. Would it be possible to have a team policy or agreed strategies?
Explore with the group what such a strategy or policy might be like. The
groups should be asked what support they would need from whom in order
to be able to set these limits to their care. The group writes up its agreed
policy for handling situations like this.
The group facilitator then reads the second scenario:

What do you do if …


You are afraid to provide care or to say no in case the person turns
violent?

The facilitator follows the same methodology as above. As a team policy or
strategy is developed, the group notes it down.
The group facilitator then reads the third scenario:

What would you do if …


Children are left abandoned in the grounds of the health centre or
hospital after the deaths of their parents?
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The facilitator follows the same methodology as above. As a team policy or
strategy is developed, the group notes it down.
Then ask the group to discuss in general how best to set limits and boundaries
to care in ways that enable health care workers to feel that they are making a
difference? Some answers might be: develop a team or centre policy on the
issues, find ways to say no positively, develop team skills in handling these
situations, share ways of coping, etc.
The groups then hang their strategies on the wall. Participants are invited to
read the work of the other groups.
The suggested time is 30 minutes.
In plenary, the session facilitator discusses the gallery presentations. He or
she then asks the participants what they have learnt from the exercise. Then
the participants are asked what they have learnt about the power of team
based strategies and policies for handling such situations.
The suggested time is 15 minutes.
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TEAM DYNAMICS: Setting limits and boundaries

A story of care and limits to care
The team made a home visit to a family living in a crumbling house on the
edge of the town. Someone had seen Leon, one of the children, begging on
the street and they wanted to follow up. Leon had been re-united with his
parents and younger brother and sisters not that long ago.
When the team arrived, they realised the parents were very sick, the local way
of saying that they were infected with HIV.
They reported their findings to the staff meeting the next day. They wanted to
work out what they could do. Yes, we could take them food. Yes, we could
have our nurse look at the parents and arrange for whatever drugs they
might be able to have that could make their passing easier.
Yes, they would contact another agency who might be able to make their
home more structurally sound. Yes, we are doing a good job of reuniting
families.
But no, we can’t eradicate poverty, or illnesses caused by poverty, and no, we
don’t know what will happen to the children when they lose their parents a
second time, and that time forever.
From Glimpses Beyond Survival: Rwanda 1995, Wilma Davidson, Ginninderra
Press, Canberra, Australia, 2000, p.45.

Discuss the following:




What does the team think they can do and what do they think they
cannot do?
How do you think that the team members felt about the things they
could not do?
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Setting limits and boundaries: What would you do if ….. scenarios:
Patients repeatedly ask you for their bus fare home or money to buy food?

You are afraid to provide care or to say no in case the person turns violent?

Children are left abandoned in the grounds of the health centre of hospital
after the deaths of their parents?
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SAFETY OUTSIDE THE WORKPLACE
Whole group

75 minutes

Background
The vast majority of HIV infected health care workers are infected outside of
the workplace. A consciousness of the need to protect themselves from sexual
and other lifestyle forms of transmission can help health care workers to
avoid HIV infection or re-infection so that they can continue their professional
work as well as their parental and social duties.
The session recognises the majority of health care workers are women.

Objectives
By the end of this session participants will have:
 developed an awareness of the strategies available to people who want to
protect themselves from HIV infection,
 developed strategies to manage alcohol, avoid rape and talking with one’s
spouse, and eventually with one’s children, and
 developed an understanding of the protective technologies available to
people who want to protect themselves from HIV infection.
Methodology
This activity is done by the whole group.
Approaches to preventing HIV infection or re-infection outside of the
workplace are discussed with a focus on the strategies that are available to
women and men to protect themselves from HIV infection.
Participants then discuss protective technologies available for people who
want to protect themselves from HIV infection.
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NOTES FOR THE RESOURCE PERSONS
SAFETY OUTSIDE THE WORKPLACE
Whole group

75 minutes

Preparation
In advance of the session, the facilitators should prepare the sheets required.
The first should be made to form a large oblong. It is headed Protection
strategies for people who want to protect themselves from HIV infection.
One side is headed Women, the other side is headed Men. Spaced down the
centre are the letters A, R and T (see example below).
The second forms two adjacent columns down the wall. The heading across
both sheets of paper is Means of Protection from Infection and Re-infection.
One side is headed Women and the other side is headed Men. Under both of
these headings is written Protective, a gap is left, and then is written
Somewhat Protective (see below). This sheet should be placed on the wall
away from the other sheets.
The facilitator should also place the strategies that women can use to avoid
being raped that were developed on Day Two on a wall where they can be
seen and referred to.

Introduction
The session facilitator asks the participants to turn to the page in their
Workbooks which outlines the session. The facilitator then explains that the
group is going to develop strategies which people who want to protect
themselves from HIV infection can use. Many strategies are directed at
people who do not want to protect themselves from infection, that is, are not
motivated to do so. This session concentrates on assisting those people, men
and women, who wish to protect themselves from HIV infection.
The men in the group will develop strategies for men; the women in the
group will develop strategies for women. Once the men have listed
strategies, the women can suggest additions for their consideration and vice
versa. The facilitator must ensure that when the women are developing their
strategies, any man who wishes to contribute is asked to wait until later. And
similarly, when the men are developing their strategies, the women are asked
to wait until later.
Remind the participants of the discussion of how the virus enters the body,
(The Natural History of HIV Infection), of the way the virus enters and spread
in families, and of the discussion of parents and children (Children, Parents
and the Epidemic).
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The facilitator poses the question:


How do you think that men might be motivated to want to protect
themselves from infection?

The group discusses this question. Each strategy suggested should be
carefully discussed to determine whether it is appropriate and effective.
Then the facilitator poses the question:


How do you think that women might be motivated to want to protect
themselves from infection?

The facilitator should listen to see if people mention strategies to motivate
men and women by talking to them about the impact on their children if they
were to become infected. If not, before closing the session, the facilitator
should ask whether the group thinks that that is an effective strategy or not.
This should be discussed in the facilitators’ debriefing at the end of the day.
Suggested time is 10 minutes.

The ART of protection
The facilitator then explains the exercise on the ART of prevention for those
who want to protect themselves from infection. The A refers to managing
alcohol, the R refers to avoiding rape, and the T refers to talking with one’s
spouse and eventually, with one’s children. The facilitator can then ask the
group if they agree that these might be good starting points for people who
want to protect themselves from infection.
The facilitator then turns to the men and asks the men what strategies they
might use to manage their alcohol intake and/or to limit their drug use. As
each strategy is suggested, the facilitator makes sure that all the participants
in the group are in agreement about its feasibility and effectiveness before
writing it on the chart on the men’s side, next to the A.
For example, someone might suggest “Stop drinking”. The question should
be raised about how realistic that is. It might be said that some men might
follow this, in which case the facilitator should ask how they might be
supported to do this. The facilitator should also remind the group that the
question is about managing alcohol, not abstaining.
When the men are having trouble in thinking up or agreeing to further
strategies, the facilitator can turn to the women and ask them if they have any
suggestions to make for the men to consider. If the men agree, the strategies
can be added to the chart.
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The facilitator now turns to the women and begins by asking for each of the
strategies identified by the men whether that is an effective strategy for
women to use to manage their (i.e. women’s) alcohol intake. If the women
agree, it is then also written on the women’s side.
After this, the facilitator asks the women to think of further strategies that
women can use. As each is suggested, the facilitator ensures that all the
women agree and then places them on the chart.
When the women are having trouble in thinking up or agreeing to further
strategies, the facilitator can turn to the men and ask them if they have any
suggestions to make for the women to consider. If the women agree, the
strategies can be added to their side of the chart.
The facilitator then follows the same process for the R and begins by asking
the men what strategies they can use for avoiding raping women.
When the strategies for men have been placed on the chart, the facilitator then
turns to the women and asks them what strategies women can use to avoid
being raped. The strategies that were identified in the earlier exercise should
be included on the chart. The facilitator then asks if there are other strategies
that can be added. The facilitator should listen carefully to see if the
strategies drawn up during the exercise on how communities could protect
women from rape are suggested. These two exercises are linked.
The facilitator should make sure that the strategies are grounded in reality.
For example, should somebody suggest that women should take care of the
way they dress, the facilitator should raise the issue of whether women are
raped because of the way they are dressed. Evidence shows that whatever a
women is wearing, she may be raped. Such beliefs are deeply ingrained in
women as well as men. Their discussion is important.
The facilitator should also make sure that strategies are developed for women
to do together, for example, going to markets together. Strategies where men
help women to avoid being rape should also be included.
Finally, the facilitator turns to the T and asks the men what strategies they can
use to start talking to their wives and sexual partners about the HIV
epidemic and their desire to protect themselves. As before, each strategy is
discussed, agreed to and then put on the chart. It is often easier for men to
raise such issues than it is for women. These imbalances in power need to be
brought out and discussed for all strategies. When the men’s strategies are
finished, the facilitator then asks the women to develop their strategies.
As before, each strategy is discussed, agreed to and then put on the chart.
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The facilitator then asks the group to look at the chart as a whole and raise
any questions or comments that they might have. In finishing the session, the
facilitator might point out that as men and women start following these
strategies, gradually the A becomes Acceptance, the R Respect and the T
Trust. Men and women need to try to create relationships of respect and trust
where they develop the practice of talking to each other about difficult things
if they are to overcome the mounting challenges presented by the HIV
epidemic.
Together, men and women must seek to establish the kind of honest
communication about sex, sexuality and sexual behaviour needed to
restructure the sexual relationships in which they both participate, in order to
protect themselves and each other from HIV infection. Individual men and
women cannot bear the personal, social and economic burdens of HIV alone.
There must be bonds of common interest and compassion between them so
that the necessary measures can be implemented together.
The fact that sexual relationships occur within a social and cultural context
means that the community as a whole must also participate in efforts to
reduce the spread of HIV. Where men and women are exposed to the risk of
HIV infection because of social, cultural or economic factors, the community
must assist in re-shaping those norms and practices. This will reduce the
vulnerability of all people within the community to HIV infection.
The suggested time is 45 minutes.

The technology of protection
The facilitator then introduces the topic of protective technologies available
for people who do not want to get infected and explains why it is important
that the group are informed about these. Participants are then asked to move
across the room to the chart The Means of Protection for Women and Men
Who Do Not Want To Get Infected or Re-infected.
Starting with the men’s side of the chart, the facilitator asks the group:


What means do men have to protect themselves from infection or reinfection?

The facilitator will need to discuss the adequacy of any answers. Under
Protective, on the men’s side, will be written good quality condoms properly
used and disposed of.
If technologies/means are suggested which are only somewhat protective,
these are discussed and then placed under the Somewhat Protective heading.
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The facilitator then asks the group to identify other technologies/means that
are somewhat protective for men. These are discussed, agreed on and written
on the chart.
The facilitator then asks the group:


What means do women have to protect themselves from infection or reinfection?

There are technologies which protect women from HIV infection.
For women, there are no protective technologies under women’s control. The
only protective strategy for women is for men to use good quality condoms
properly.
The female condom is protective of women but not wholly under the control
of women, since men can feel and/or hear it and so will know that it is there.
Hence it is usually placed under the Somewhat Protective heading.
The facilitator will then ask the group to identify technologies which are
somewhat protective for women. These are discussed, agreed on and written
on the chart. The facilitator should take this opportunity to talk a little about
protection that microbicides will give women once they are available.
Some examples of charts developed in the workshop are to be found below.
Suggested time is 20 minutes

Summary
The facilitator then summarises the session.
The suggested time is 5 minutes.

Timing





Motivation:
ART of protection:
Technology:
Summary:

10 minutes
45 minutes
15 minutes
5 minutes
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PROTECTION STRATEGIES FOR PEOPLE WHO WANT TO PROTECT THEMSELVES FROM HIV INFECTION
WOMEN








Don’t go to discos or dances
Have a beer at home with your husband
Do other things instead of drinking
Set limits to how much your drink, eg. two glasses
Don’t drink on an empty stomach
Decide to be a role model



Manage



A




Alcohol




















Don’t go to discos or dances
Move about in groups, not alone
Take a man you trust with you
Don’t get on a PNV if there are only men on it
Mothers spend more time talking with their daughters
Mothers seeking help if they suspect incest
Men accompany their wives to the markets, etc.
Men deciding that their village or settlement should be
somewhere where women do not get raped or children
suffer from incest
If there is something on TV or in the paper about HIV,
discuss it with your husband
If you have some pamphlets or information, take it home
and discuss it
If you are thinking of having more children, talk first
about HIV and pregnancy
Ask the church to start a couples group to talk about HIV

CHPNG, ASHM, NAPWA and PNG partners




Avoid




R



Rape





Start



T



Talking
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MEN
Don’t go to discos or dances
Have a beer at home with your wife
Don’t take too much money with you when you go
drinking with friends
Do other things instead of drinking, eg sport
Let women manage the money in the family
Set limits to how much your drink, eg. two glasses
Don’t drink on an empty stomach
Helping each other, eg group pledge
Decide to be a role model
Don’t go to discos or dances
Discourage men who are planning a rape
Leave a group that is planning a rape
Find ways of making the marriage more pleasurable
Find ways of getting your men friends to talk about
rape and incest
Get men’s groups to start talking about rape and incest

Take home a video about HIV and watch it together
If there is something on TV or in the paper about HIV,
discuss it with your wife
If you have some pamphlets or information, take it
home and discuss it
Ask the church to start a couples group to talk about
HIV

MEANS OF PROTECTION
FROM INFECTION AND RE-INFECTION
WOMEN

MEN

Protective

Protective
Good quality condoms,
properly used and
disposed of

Somewhat Protective

Somewhat protective

Intact genital tract
Female condom
[Microbicides]
[Diaphragm]
Strategies to limit sex during late stages
of HIV
Withdrawal

Intact genital tract
Circumcision
Limiting sex during
late stages of HIV
Withdrawal
Avoid sex during
menstruation

CHPNG, ASHM, NAPWA and PNG partners
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PROTECTION STRATEGIES FOR PEOPLE WHO WANT TO PROTECT THEMSELVES FROM HIV INFECTION
MEN

WOMEN

Manage
A
Alcohol

Avoid
R
Rape

Start
T
Talking

CHPNG, ASHM, NAPWA and PNG partners
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MEANS OF PROTECTION
FROM INFECTION AND RE-INFECTION

WOMEN

MEN

Protective

Protective

Somewhat Protective

Somewhat protective

CHPNG, ASHM, NAPWA and PNG partners
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CARE AND TREATMENT AS HIV PREVENTION STRATEGIES
Whole group 30 minutes

Background
A defining characteristic of the response to the epidemic to date has been its
framing in terms of quite separate categories: prevention; care and support;
stigma and discrimination; impact. The links between these categories have
not been conceptualised and so the possibility of synergy has remained
unexplored.
Objectives
By the end of this session participants will have developed a deeper
understanding of the links between the practices of HIV care and the slowing
down of the epidemic.
Methodology
This activity is done in plenary.
The facilitator asks the participants:


In what ways does providing quality care to people living with HIV
contribute to slowing down the spread of the epidemic?

A discussion of this occurs in the whole group.
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NOTES FOR THE RESOURCE PERSONS
LINKING CARE AND PREVENTION
Whole group 30 minutes
In this session the facilitator draws together the thread of care and prevention
that have run throughout the Workshop and shows the linkages between the
two. The session facilitator asks the participants to turn to the page in their
Workbooks which outlines the session.
The facilitator asks the participants:
 In what ways does providing quality care to people living with HIV
contribute to slowing down the spread of the epidemic?
The facilitator leads the discussion within the group. As insights emerge, the
facilitator writes them on the board/paper. Towards the end, the facilitator
summarises the discussion and suggests further points for consideration by
the participants.
The workshop has discussed a number of ways in which care and treatment
can be effective HIV prevention strategies. These include:










Helping parents stay alive and uninfected to protect their children
PEP for women and children who have been raped or suffered incest
Involving men in the prevention of HIV transmission to their children
(PMTCT/PPTCT)
Involving men and youth in HIV care
Addressing fear in health care workers: infection control knowledge
Motivating health care workers to care for themselves and to work to
protect others
Home visits and support: speaking from a lived knowledge of the
epidemic
Access to ART within a system of comprehensive care and adherence
support.

Supplementary notes for the discussion6
A defining characteristic of the response to the epidemic to date has been its
framing in terms of quite separate categories. Usually the topology goes:
prevention; care and support; stigma and discrimination; impact. Each
category has its particular approaches, advocates, actors, lead agencies,
6

Excerpted from Ihe Dynamics of Care and Prevention: Insights from the Oxfam GB Roundtable on
Maximizing Access: Can Care Propel Prevention? New Delhi, 2-3 February 2004 by Elizabeth
Reid.
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budgets, etc. Even when a continuum of prevention and care is advocated,
prevention and care remain conceived of and acted on as separate categories.
Stand alone, compartmentalised programmes have resulted.
The dominant care paradigm is of an institution based, patient/individual
focused practice. The dominant prevention paradigm is of targeted
interventions. Neither will suffice to meet the demands of a generalised and
expanding HIV epidemic. Each must be re-thought. The challenge is to rethink the response to the epidemic outside of these categories whilst
rethinking the paradigms: is there a dynamic that can be created bringing
together care and prevention in ways that would lead to a virtuous cycle of
benefits?
At present, most people seeking care here are ill, often terminally ill. Most
people seeking care are men. Most people on ART are men. The careprevention dynamics would be stronger if people enter the care system earlier
and treatment were more accessible to women and to other disempowered or
marginalised peoples. Equity in access is not only about social justice. It is
essential for an effective care-prevention dynamic.
Good quality, respectful and accessible care and treatment for both
opportunistic conditions and ART create hope and hope draws people into
systems of care and support and heightens the likelihood of responsible
behaviour. The increasing availability of antiretroviral therapy forces the
clarification of domains of medical practice. Four such domains can be
distinguished: antiretroviral treatment, HIV clinical care, HIV care, and
comprehensive care systems for HIV.
Recent swings of the political pendulum have created a focus on the
dispensing of ART. As a stand alone activity, the paradox is that a life saving
drug could be detrimental to an effective response to the epidemic, both
through the development of resistance and new strains of the virus, and also
through the loss of opportunities for bringing together prevention, support,
inclusion, concern, care and treatment.
The domain of HIV clinical care includes the treatment and prophylaxis of
opportunistic infections, treatment of sexually transmitted infections, of
reproductive tract conditions and infections, and treatment with ART. It is a
clinician focused domain of practice and is at the heart of the dominant care
paradigm.

HIV care is a broader domain of practice, responding to the realities of the
settings of care and to the well being of the person seeking care. HIV care
recognises that care is a team based practice, one in which the roles and
responsibilities of a range of health care practitioners, including nurses, other
ward staff, counsellors, social workers, laboratory technicians, managers, and
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others, together with clinicians and specialists, are critical and valued. HIV
care remains a facility based form of care, but with links to community and to
other health institutions. HIV care recognises that the burden of day to day
care in hospitals and health centres is borne by nursing staff and that they
therefore have particular support needs, foremost of which are their safety
and the minimising of emotional and physical burnout.

Comprehensive care systems include but go beyond institutional settings of
care. Some key characteristics of this domain of the practice of care are:
 Care needs are complex and include emotional, social, spiritual, custodial,
financial, basic needs, as well as nursing and treatment.
 Care should respond to the felt needs of each person seeking care.
 The expressed needs of women are different from those of men, of
children from parents, of the dispossessed and marginalised from the
powerful.
 Care should comprehend these needs over the lifetime of the person;
 No one facility can respond to the range of a person’s needs.
 A comprehensive care system will have many points of care which need to
be linked together to form a continuum of care and so create the
possibility of the adequate management of care.
 The care should recognise that people are socially connected and include
the person’s personal support system in multiple ways: as themselves in
need of counselling and support, as first line carers outside of the health
facility, as agents of change in their families and communities.
 Family/support system focused care recognises the fact the, for many
people living with HIV, their greatest fear is to be rejected, blamed and
stigmatised by their own family.
 People should be able to access care in multiple ways and so care,
counselling and other services need to be provided near to where people
live, in both rural and urban areas.
 The entry point to lifelong care can be through community care centres,
primary health centres, home care teams, trained local doctors, including
those in private practice, and other local care facilities as well as through
local hospitals.
 Local care centres need to be linked to and supported by more specialised
services and institutions, both private and public.
 The poor disproportionately use private health services; the middle classes
disproportionately use the public health services. A concern for equity in
access will thus necessitate the inclusion of both systems in a
comprehensive care system.
 The capacity for respectful and quality care by all nodes in this system
needs to be strengthened and monitored.
The practices of HIV care and of comprehensive care are forming a new
paradigm of care, one where care practices respond to people’s needs, which
recognises people’s social connectedness whilst respecting their privacy, one
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which builds on people’s concern for others, which has a sensitivity to
slowing down the spread of the epidemic, and one in which medical
expertise, knowledge and technology play a supportive, healing role.
The impact that HIV care can have on prevention significantly increases as the
practices move towards the domains of HIV care and of comprehensive care.
Equally, there is a strong possibility that malpractices in the prescription of
ART can hasten the expansion of the epidemic, causing more and more
people to be infected. There are examples of the good practice of these
emerging paradigms of care: Angau Memorial Hospital is one. These
examples have much in common. They are people focussed, addressing and
responding to people’s needs, recognising that people are rarely separate
from systems of social support and social responsibilities.
The care system focuses on and is structured around the person in his or her
social setting. It holistically addresses the person’s needs and concerns, and
builds a program based on their life situations and lifestyles, attempting to
address social dysfunctionality (lack of family support, isolation, etc.) and
social inequalities (gender, age, literacy, etc.). What has happened in these
examples of good care practice is a form of reverse mainstreaming: the
lessons and experience of the practice of development have been brought into
the practice of HIV. Will these new paradigms of care help a new paradigm
of prevention to emerge?
Since the emerging care practices are centred on the person in their social
settings, these forms of care will become the site of protection, prevention,
inclusion, and social support. The immediate circle of support, formed
through these practices around the person living with HIV, will become a
place of openness to discussion and protection of self and others. The fear of
rejection will be set aside and practices of inclusion and sustenance will be
strengthened through the way care is practiced. The positive benefits of good
care practices will spread out from families into their settings. The practices
will build people’s knowledge of HIV, their self-assurance, and their capacity
and confidence to communicate. They will become agents of social change in
their environment.
The vitality induced by these new capabilities, and the healing qualities of the
care, will flow outwards, transforming knowledge into words and
commitment into discussion and debate with friends, workmates and
neighbours. This will lead to discussions about harmful community norms
and values, and the ways to change them. The conversations will become
transformative sanctuaries for those fearful or in hiding. Their words will
weave the listeners into the cohesion of shared concerns and responsibilities.
People will come to know that they can manage the epidemic rather than
feeling powerless in its face.
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Furthermore, these practices of prevention will lead to new understandings.
Differences will emerge amongst groups and communities. Some will shelter
and care for their members and seek to keep the epidemic at bay. Some will
not be so sheltering or concerned.
Our concern for the practice of care will lead us to ask why this is so and so to
better understand the dynamics in communities that create effective,
compassionate responses. It will lead us to the heart of the practice of
development.
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FORWARD PLANNING
Whole group

30 minutes

Background
The capacity building process involves a series of workshops in between
which the participants return to their facilities and put into practice the
learnings from the workshop.
Some specific tasks are set for the participants to undertake in preparation for
the next workshop at which they will report back on progress.
The assigning of tasks helps participants in their health care practices and
also strengthens commitment and engagement.

Objective
By the end of this session, participants will have a defined set of tasks which
they are to undertake on their return to their facilities.
Methodology
The participants develop the tasks together with the resource persons.
The workshop organisers follow up with the participants to monitor their
progress in the months after the workshop.

NOTES FOR THE RESOURCE PERSONS
The session facilitator asks the participant to turn to the page in their
Workbooks which outlines the session. The facilitator then asks the
participants what areas covered in the Workshop do their teams need to
follow up on their return to their workplaces.
During the Workshop, many topics are covered which will require action
when the teams return to their facilities. For example, ensuring that universal
infection control procedures are followed, preparing care plans for women
who have been raped, developing adherence plans for HIV treatments, etc.
Some topics may have arisen in the course of the Workshop. For example,
the need to develop a policy and procedures for disclosure to blood donors.
The facilitator assists the group to identify about six key topics for follow up.
The tasks to be assigned to participants should reflect both the areas where
further strengthening is needed and the priorities of the Workshop.
An example of such assigned tasks is provided.
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FORWARD PLANNING: Example of Tasks Assigned

STRENGTHENING THE CAPACITY OF HIV HEALTH CARE TEAMS
(SCHHCT)
Follow up to Workshop One
Hideaway Hotel 6-12 June 2004
CHECK LIST OF ASSIGNED TASKS
IN PREPARATION FOR WORKSHOP TWO OCTOBER 2004

Check List of Assigned Tasks
All teams participating in this initiative to strengthen the capacity of health
care teams to care for people with HIV were asked to carry out the following
tasks in the interim between the two workshops:

Team Building
The teams were asked to strengthen themselves as a team, in their capacity to
work with each other and with others, to listen actively to others, and to learn
from and with others. In so doing they were asked to reflect on the strengths
of establishing a non-hierarchical team structure. They were asked to become
conscious of practices which would allow them to support each other and to
put them into practice.


What is being done to strengthen a team based approach to care?



Have the Hideaway teams brought the staff who attended the Mingende
training into their discussions?

Networking
The teams were asked to consider how they might establish networks of care
to respond holistically to the care and support needs of people with HIV and
those close to them. These networks were to encompass:
 Other services in their health facility that might be required by someone
with HIV: VCT (voluntary counselling and testing services), pathology,
TB, malaria, paediatrics, reproductive health, sexual health, dermatology,
common local diseases, for example, typhoid in the Highlands, rape and
assault services, etc.
 Others involved in health service design and delivery: senior
management, non-medical staff, and other health care facilities, including
provincial hospitals and specialist services, and aid posts, village health
workers, etc.
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Organisations involved in or able to be drawn into the provision of
services to those infected and affected: community leaders, HIV NGOs,
faith based organisation, provincial HIV bureaucrats, government welfare
services, village magistrates, etc.



What is being done to establish such networks?

Universal Infection Control Procedures
The team was to assess the extent to which universal infection control
procedures were being followed in their health facility, and to consider ways
in which they could contribute to it being strengthened and institutionalised.
Examples given included whether there was a policy, whether senior
management understood the importance of institutionalising universal ICP,
whether procedures and practices were in place, for example, signs on the
walls, in-service trainings, guaranteed supplies, available wash basins in
wards, etc., and to identify strategies for strengthening them.


To what extent, and where, are universal infection control procedures
being followed?



What is being done to strengthen these practices?

Care plans for people entering the facility
Teams were asked to draw up two care plans: one for people entering the
health facility who had been raped, the other for people with HIV. The
counselling and care plan for people with HIV drawn up by the Snehaadan
care facility in Bangalore, India, was given as one example.


What progress has been made in the development of these care plans?

Guidelines for the care of adults with HIV
The workshop participants were given draft guidelines for the care of adults
with HIV. The teams were asked to use them to determine their relevance
and value to them in their work. If of benefit, they were asked to begin the
process of modifying and adapting them to their own needs and resources.
They were also asked to consider if guidelines of a similar format would be of
value in the care of children with HIV.


In what ways has the team been using these guidelines?

Has progress been made in improving them?
Systems of adherence to treatment
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The teams were asked to consider the systems for treatment adherence in
place in their health care facility, for example, for TB or for the prophylaxis
and treatment of other HIV related opportunistic infections. They were asked
to consider how these might be strengthened and to devise more effective
systems, as necessary.
They were also asked to give thought to how 95 per cent adherence might be
achieved if HIV antiretrovirals were to become available.


In what ways does the team think that the current systems for treatment
and prophylaxis can be strengthened?



What will it take to put more effective systems in place?



What progress has been made in improving them?

Selection process for accessing HIV antiretrovirals
It is hoped that drugs for the prophylaxis and treatment of HIV, including
ART, will become available. In the case of ART, it is unlikely that there will
be sufficient to ensure that every person who fulfils the clinical guidelines for
accessing ART will be able to obtain them. This means that selection criteria
will need to be developed to determine priority access.
The teams were asked to develop both a draft set of criteria whereby priority
access could be determined and a possible process by which this selection
could be done, for discussion at the next workshop.
Teams should consider how to ensure that such a selection process can be
transparent, both within the health system and to the community, and how to
ensure that they and their health care facility can ensure accountability.
They need also to take into account how supplies of highly prized drugs, such
as ART, can be secured at their facility.


What progress has been made in developing the selection criteria and
process?
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WORKSHOP ASSESSMENT
Whole group

30 minutes

Background
This session allows the participants to provide feedback on the work of Day
Five. It also allows them to provide some general comments on the
methodologies of the Workshop and the overall approach.
Objective
By the end of this session, participants will have:
 provided their comments on the value of the day’s work, and
 the overall approach and methodologies of the Workshop.
Methodology
The session facilitators will provide the Day Five feedback forms to
participants and allow them time to complete them.

309

CLOSING SESSION: REFLECTION SESSION
Whole group

30 minutes

Background
This session is designed to assist participants to better retain the
understanding gained during the week of the Workshop, to develop skills in
working with silence, in active listening and in not responding immediately
to what others say. It provides an opportunity for participants and resource
persons to comment on the work.
Objectives
By the end of this session participants will have:
 had occasion to recall things learnt or thought about during the preceding
week,
 strengthened skills required in HIV care and counselling, and
 better retained things learnt by themselves and others.
Methodology
This session is done by the whole group. Participants are asked to have their
programme and daily journals for the week open in front of them.
Participants and resource persons are asked to think back over the previous
week’s work. This is not a discussion session or time for interaction amongst
participants or with resource persons. It is a time for reflection and
thoughtfulness. Silences may lengthen, as they do when people are thinking
things over or reflecting, or listening carefully to others.
Some people may choose just to think quietly throughout the session about
what they have learnt. Others may choose to speak, giving an insight gained,
a comment, a request or whatever they feel moved to say. Others listen
quietly, noting what has been said and comparing it to their experience.
There is to be no commenting on or probing of what someone has said.
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NOTES FOR THE RESOURCE PERSONS
CLOSING REFLECTION SESSION

Whole group

30 minutes

This session is done in the whole group. Participants are asked to have their
Programme and Daily Journal from the preceding week open in front of
them.
The methodology for this session is in the chapter on the Methodologies of
the Workshop.
This session needs to be introduced carefully. The session facilitator should
create, through their words and manner, a meditative mood in the room.
Participants are reminded that it is not an interactive session, rather one of
reflection on the work of the previous week and its meaning to them.
This contemplation may be silent or people may choose to speak their
thoughts aloud. Both participants and resource persons may speak.
However, resource persons must be careful not to dominate the discussion,
and should try to avoid being the last to speak.
If there are no comments for a long period, however, it can be helpful for a
resource person to give a brief reflection to put participants at ease to speak.
Do not try to moderate the session or control or decide who speaks. It is often
better to lower your eyes if people are trying to get your attention or
permission to talk. Try to create a space in which people talk as they are
moved to talk and contribute their thoughts to the whole group.
Watch the time so that you can end the session on time. Do not end early if
people are silent. Let the time pass.

CLOSING OF THE WORKSHOP

This should be a joyous occasion, one which recognises the contributions that
the participants have made to the richness of the Workshop, which
acknowledges the support of the administrative and catering staff and which
forms the beginning of the voyage back to the facilities and to the provision of
compassionate and healing care of people living with HIV and their families.
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ANNEXES
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QUESTIONNAIRE: UNDERSTANDING THE HIV EPIDEMIC

Circle

True, False or Other to indicate your answer

These answers will not be seen by anyone other than you.
1. More people in the world die from malaria than die of HIV or AIDS.
True

False

Other

2. Most people do not know that they are infected.
True

False

Other

3. Infected people can pass the virus on to others through their sexual
behaviour for the remainder of their lives.
True

False

Other

4. A woman infected with HIV will always have infected children.
True

False

Other

5. You can tell a person is infected by looking at him or her.
True

False

Other

6. Most women are infected at a younger age than men.
True

False

Other

7. Sex education encourages early sexual activity.
True

False

Other

8. There is only a short time between infection and the onset of lifethreatening HIV-related illness.
True

False

Other
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9. HIV is one of the most common causes of neurological impairment
throughout the world.
True

False

Other

10. Wearing two condoms is safer than one.
True

False

Other

11. More men than women are infected with HIV each year.
True

False

Other

12. You always get infected with HIV if you have unprotected penetrative
intercourse with an infected person.
True

False

Other

13. All children born of HIV infected women will become infected.
True

False

Other

False

Other

14. Only run around girls get HIV.
True

15. There is a cure for HIV infection.
True

False

Other

16. Recapping needles after use is the most common needle stick injury for
health care workers.
True

False

Other

17. Unsterile medical injections are important factors in spreading the
epidemic.
True

False

Other
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Understanding the HIV Epidemic
QUESTIONNAIRE INFORMATION SHEET
1. True: At present it is true that more people die every year from malaria
than from HIV or AIDS both globally and in PNG.
Malaria kills between one and two million people each year worldwide. This
does not mean that HIV is of less importance than malaria. HIV commands a
priority response because its effects extend far beyond the simple number of
deaths. HIV affects mainly adults in the prime of their economic and
reproductive lives. The effects of illness and death amongst these individuals
are amplified because of their dependents. HIV infection also produces
illness much later in the course of the disease than does malaria. As a result,
the consequences of infection take time to manifest themselves.
HIV also receives priority because it is a growing problem. Currently about
11,780 people around the world are infected every day with HIV, the majority
through unprotected sex.7
The epidemic has not yet stabilized in any country and in some it is only now
beginning. We do not yet know how large the epidemic or the number of
people involved will be. We do know that effort and money expended early
will be more cost-effective than money and effort expended later.
Recent research indicates that where people are infected with both malaria
and HIV, there is a pathological intervention which increases both epidemics.
These findings highlight the importance of addressing both epidemics (see
Science, 2006, 314 (5805):1603-1606).
2. True: The overwhelming majority of people infected in the world do not
know they are infected.
In many parts of the world, the facilities for voluntary, confidential testing are
not widely available or not available at all. People may suspect that they
could be infected but, it may not be easy for them to find out their infection
status. Since knowledge of HIV infection status can be a factor in motivating
people to change their behaviour, the establishment of such facilities is an
important aspect of national HIV programmes.
Even if testing were available, people may choose not to be tested where there
is discrimination against infected people. Women may choose not to be tested
because they fear violence, feel powerless to prevent their husbands or sexual
UNAIDS. 2006. Global Summary of the AIDS Epidemic December 2006. Available at:
http://data.unaids.org/pub/EpiReport/2006/02-Global_Summary_2006_EpiUpdate.ebg.pdf
7

315

partners from infecting or re-infecting them or because they know that, even
if they were infected, they would still have to continue carrying out their
daily responsibilities. The results of HIV tests may not be given to those
tested.
The advantages of being tested include the ability to plan for one's future and
that of one's children, the possibility of keeping at least one parent alive to
care for the children, the setting aside of fear and uncertainty, an incentive to
the prevention of infection or re-infection and, for those who are infected, an
ability to make changes in lifestyle and circumstances which may slow down
progression to illness.
3. True: Once infected with HIV, a person is infected and infectious to others
for life.
The virus can be passed on to others in a limited number of known ways:
through unprotected penetrative sexual intercourse and injecting drug use,
from parents to their children during pregnancy, birth, breastfeeding, and at
conception due to infected sperm, and via contact with contaminated blood,
blood products and tissue and organs used for transplantation.
The most common route, over 90 per cent of new infections in adults, is
through unprotected penetrative sexual intercourse. Infection happens most
easily where there is damage to the genital area.
Shortly after infection, there is a period of acute infectivity when a person is
highly infectious for a short period, usually about two or three weeks.
Documented cases exist of a newly infected person infecting another through
sexual intercourse, injecting drug use, blood transfusion, tissue and organ
transplant, and breast-feeding both woman to child and child to woman.
Following this period of acute infection, almost all people enter a period of
several years in which they are well and have no signs or symptoms of HIV
infection. During this period, a person remains capable of transmitting the
virus to others.
Once an infected person begins to experience HIV-related illnesses or
conditions, the likelihood of infecting others increases.
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4. False: Study results vary but indicate that transmission of HIV occurs in
about 12 to 30 per cent of pregnancies, depending on circumstances.
HIV infection is passed from an infected woman to her child before, during
birth, or while breast-feeding.
The conditions under which the virus is transmitted perinatally are not well
known. However, it is probable that the virus is more likely to be
transmitted to the child during the initial period of acute infectivity and after
the woman progresses to HIV-related illnesses, including AIDS. This fact
may explain some of the differences in study results.

However, since the lower transmission rates were found in women in
industrial countries, it is also possible that a woman’s general health and
nutritional status will be a factor.
Not all infected infants or children are perinatally infected. In one Senegalese
study, 15 per cent of infected children had an uninfected mother. In these
cases, infection most probably occurred through the use of unsterile needles
or through transfusion of infected blood. An early Kinshasa study found that
infected infants had on average 44 injections given either by traditional or
modern health workers in the first 10.8 months of life, excluding
immunizations. The frequency of injections in the uninfected control group
was significantly lower.
5. False: You cannot tell by looking at an asymptomatic person that he or she
is infected.
For the majority of people, after the period of acute infection, there may be no
observable signs of HIV infection for many years, perhaps a decade or more.
When progression begins, certain HIV-related conditions can be clinically
diagnosed by trained personnel.
Similarly, although both loss of weight and changes in hair can be associated
with HIV infection, these may be caused by other factors than that a person is
HIV infected.
6. True: Most infected women are in the age group 15 to 35 while infection
peaks later in men, in the age group 20 to 40.
In women, globally and in PNG, HIV infection rates begin in the early teens
and rise steeply, peaking in the early to mid-twenties. Amongst men,
infections peak five to ten years later. This age difference is also seen in the
incidence of AIDS. Women generally develop AIDS in their mid- to latetwenties and men during their thirties.
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This difference in the age of becoming infected shows that young women are
particularly vulnerable to HIV infection. As young women, they are often not
able to insist upon safe sexual behaviour or even consensual intercourse.
There is also evidence that the poor condition of the genital tract, caused by
non-consensual sex, and by lesions, inflammation, secretions or scarification,
can facilitate transmission. Young women's genital tracts are physically
immature until their early twenties. Before that time, virus transmission
through the cellular walls of the genital tract or at the cervix may be easier.
There is g evidence that post-menopausal women are also at increased risk of
HIV infection because of the fragility of their genital tract.
7. False: Talking to children about sex does not encourage sexual activity.
There is no evidence that sex education leads to early or increased sexual
activity. A comprehensive review of the scientific literature on sex education
by UNAIDS argues that:





Six of the studies reviewed showed that sex education leads to a delay in
the onset of sexual activity or a decrease in overall sexual activity;
Two of the studies showed that access to counselling and contraceptive
services did not encourage earlier or increased sexual activity;
Ten of the studies showed that sex education increased the adoption of
safer sex practices by sexually active young people.8

In the United States, recent research with a sample of 15,000 teenagers
between the ages of 12 and 18 indicated that 88% of teenagers who pledged
abstinence, to remain virgins until marriage, ended up having sex before
marriage.9 These teenagers were also less likely to use condoms when they
did have sex because they had not paid attention to sex education. Because of
their ignorance regarding sexually transmitted illnesses they were less likely
to seek medical attention when needed. The study found that pledging
succeeded in delaying sex, reduced the number of partners and resulted in
earlier marriages but did nothing to reduce the rates of sexually transmitted
infections.
Children experiment with sexual activities whether they have information or
not. The experience of Scandinavian countries where frank sex education has
been given to children for many years is that there is just as much juvenile
sexual activity as elsewhere but that the rates of teenage pregnancies and
sexually transmitted infections has dropped. Information permits children to
anticipate dangers but does not guarantee that they will be avoided. Sex
UNAIDS. 1997. Impact of HIV and Sexual Health Education on the Sexual Behaviour of Young
People: A Review Update. Geneva, Switzerland.
9 Brückner, Hannah and Peter Bearman. 2005. After the Promise: The STD Consequences of
Adolescent Virginity Pledges, Journal for Adolescent Health 36(August):271-8.
8
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education needs to contain elements of self-esteem and confidence building as
well as biological facts.
Data from sociological research and from teenage pregnancy and sexually
transmitted disease rates from around the world tell us that many children
become sexually active in their mid teens. This is true irrespective of culture
or religion; although children in urban areas often develop sexually at an
earlier age than those in rural areas.
Rape and incest is commonly experienced by girls and young women. For a
disturbing number of children, the debut of sexual activity is through rape or
incest, usually committed by someone known to them.
8. False: Progression from HIV infection to the onset of life-threatening HIVrelated illnesses is relatively slow.
Data gained from studies of infected men, mainly in the United States,
indicate that, on average, 10 years after infection occurred, 50 per cent of those
infected will have developed AIDS and some will have died, another 30 per
cent will have had some symptoms of progression and the remaining 20 per
cent will still be asymptomatic. With treatment, this time to the development
of disease is much longer.
The time from the onset of AIDS to death has been found to be around 2 years
although, with improvements in lifestyle and treatment, this period is usually
much longer.
These averages mask the fact that many infected people continue to lead
productive and healthy lives without illness for more than ten years. Also,
some people diagnosed with AIDS have continued to be well and productive
for many years. Our knowledge of the eventual outcome for people who
have remained well for more than ten years is limited by the newness of the
epidemic.
The time of progression from infection to HIV-related illnesses and from the
diagnosis of AIDS to death may be shorter in women and children.
The time from infection to progression and to death is shorter in people who
lose their desire to live on finding out that they are infected, in people who
suffer rejection and discrimination because of their infection, and in people
living in poverty or in unhygienic circumstances.
Other factors which may hasten progression include repeated exposure to
HIV, recurrence of other infections such as sexually transmitted infections
(STI), excessive alcohol consumption, drug use and stress.
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Factors which slow progression includes quality HIV care, good nutrition,
treating other infections, and antiretrovirals. Progression from infection to
HIV-related illness may be delayed through family and community support,
reduction of stress and anxiety, adequate rest and exercise and a positive
outlook on life.
9. True: HIV is one of the most common causes of neurological impairment
throughout the world.
There are thought to be approximately 70 different forms of neurological
disease which can affect people living with HIV.
Research indicates that approximately one third of people with advanced
disease will experience at least one neurological condition, with greater
numbers experiencing one or more through their illness trajectory.
If it is estimated that about 40 million people in the world have been infected
with HIV, and that conservative estimates are that one third of people with
HIV will experience one or more neurological complications, HIV infection is
one of the most common causes of neurological disease.
This means that in the Asia Pacific region where 7.4 million people are living
with HIV, 2.24 million people with HIV have at least one neurological
condition.
10. False: Wearing two condoms is not safer.
Single condoms used correctly provide the best protection from HIV infection
during intercourse. They also protect from sexually transmitted infections
and unwanted pregnancies. Two condoms do not offer more protection and
in fact their use is more likely to cause damage to the condoms and allow
infections to pass.
Condoms used correctly in conjunction with water based lubricants almost
never break.
Condoms are designed to be used singly. Folds in the rubber are more likely
to occur and cause breaks and tears when two condoms are rubbing against
each other resulting in a loss of protection. The same is true of gloves. People
also find using two condoms very difficult, and this can cause frustration.
As well as being ineffective and potentially dangerous, double use of
condoms is a waste of valuable resources.
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11. False: It is now estimated that at least five in every ten people becoming
infected are women.
Women are increasingly becoming infected and, globally, there are equal
cumulative infection rates in women and men. In many parts of the work,
including in Africa, more women than men are infected. The majority of
these women are raising children.
The high rates of HIV infection in woman has been directly linked to the
lesser power of women within a society.
Research is underway on the development of microbicides, drugs that can
prevent the transmission of HIV during intercourse. Microbicides are drugs
in the form of gels or creams applied vaginally or rectally to prevent infection.
Almost 60 potential types of microbicides are at various stages of
development around the world. They all stop transmission in different ways:
some prevent the virus from attaching to and infecting human cells; some use
chemicals to kill or disable the virus; others enhance the body’s defences.
If developed successfully they will provide women with a means of protection
totally under their control. They will have an enormous impact in preventing
the spread of HIV. Research has shown that a drug which is only 60 per cent
effective could prevent 2.5 million infections worldwide over three years,
even if only 20 per cent of the people with access to it used it half the time
they did not use condoms.
12. False: Transmission does not occur on every occasion of unprotected sexual
intercourse.
Transmission does not occur each time an infected person has unprotected
penetrative intercourse with another person.
UNAIDS/WHO estimates that, when the genital area is healthy, HIV
transmission occurs in less than one per cent of all cases of unprotected
penetrative intercourse. When the genital tract is damaged or inflamed, or
where there are sexually transmitted infections, HIV transmission may occur
much more easily. A lack of genital hygiene also creates conditions for
increased risk of HIV transmission.
Higher rates of HIV infection are found amongst men in populations where
male circumcision is not practiced.
The sexual transmission of HIV can be prevented by the correct use of a good
quality condom worn consistently or by non-penetrative sexual practices.
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13. False: Not all children born of HIV infected women will become infected
with HIV.
Most children of HIV infected mothers will not become infected in the womb,
during birth or during breastfeeding. In the absence of the prophylactic use
of ART to prevent transmission form parent to child anywhere between ten to
thirty per cent of children may be infected.
HIV is more likely to be transmitted from mother to child if the mother is in
the more advanced stage of HIV infection or if she is infected whilst pregnant
or breastfeeding.
Many children born of HIV infected mothers will not be infected with the
virus, although the antibodies to the virus may be in their blood for up to two
years after birth. The antibodies to HIV pass through the placenta from the
infected mother to the child.
14. False: Women who are infected with HIV are not run-around girls.
Sexual behaviour is influenced by social norms and values. Where tradition
allows or encourages extensive sexual activity in men, or women, without any
concomitant assumption of responsibility for the consequences of such
behaviour, those concerned are unlikely to hold themselves accountable.
They are likely to have difficulty in accepting culpability and to shift the
blame for consequences such as HIV infection onto another group of people.
The blaming of others also helps some people reduce their fears that they are
at risk of HIV infection, although they may still be engaging in high risk
behaviours.
Of the women infected with HIV, UNAIDS estimates that about 90 per cent
were not infected through their own behaviour, but through that of their
husbands or sexual partners.
Effective HIV prevention programs need to identify and address social norms
and values which influence people’s sexual behaviours.
15. False: There is no cure available for HIV.
Many anti-retroviral drugs are now available or are in development. These
drugs, often referred to as ART, ARV (both referring to anti-retroviral
treatment or therapy) or HAART (highly active anti-retroviral treatment),
improve the quality and length of life for many people. However, they do not
cure infection.

322

Treatment of the opportunistic infections associated with HIV infection,
including thrush, skin diseases, TB, diarrhoea and fever, is widely available
and also improves the quality, and often length, of life of those infected, and
enables people to remain economically productive and supportive of their
families.
Research is currently under way on the development of three types of
vaccines: (1) to prevent infection; (2) to prevent progression after infection;
and, (3) to prevent perinatal transmission. The variety of strains of the virus
and its variability means that the development of effective and affordable
vaccines for all those in need of their use requires a major global effort.
False hopes in the availability of a cure or vaccine reduce the effectiveness of
behaviour change measures.
16. True: The most common form of needle stick injury for health care
workers is from re-capping used needles.
Recapping needles is the most common form of penetrating injury for health
care workers.
Workplace changes to minimise this risk will result in a reduction of needle
stick injuries and consequent lowering of the risk of occupationally acquired
blood borne virus infections.
One useful general principle is that the “person who generates the sharp
disposes of it”. Each health care worker needs to take responsibility to ensure
that every sharp item in the workplace is properly disposed of. By assigning
the responsibility to the person who generates the sharp, this ensures that
every sharp produced in the workplace is disposed of safely. All health care
workers have a responsibility to protect themselves and others to create a safe
work environment.
17. True: Studies show that the use and incorrect disposal of unsterile
injections in formal medical practice as well as outside this practice are
important factors in spread of the epidemic.
Unsterile medical injections are common in many countries where most visits
to a doctor result in the (generally unnecessary) administration of intramuscular or subcutaneous drugs. WHO estimates that every year unsafe
injections result in 80,000-160,000 new HIV infections, 8-16 million hepatitis B
infections and 2.3-4.7 million hepatitis C infections worldwide (this figures
does not include transfusions). Together these illnesses account for 1.3
million deaths and 23 million years of lost life.
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In immunisation programmes an estimated 30 per cent of injections are done
with unclean syringes that are commonly reused. For other medical
injections, over fifty per cent are deemed unsafe, with rates as high as 90 per
cent in come campaigns. The incorrect disposal of needles and syringes is
another factor placing people at risk of infection.
As awareness of the health consequences of unsterile injecting grows, there
are calls for better sterilisation supplies and instruction.
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QUESTIONNAIRE: UNDERSTANDING HIV CARE

Circle

True or False to indicate your answer

These answers will not be seen by anyone other than you.
1.

2.

3.

4.

5.

After becoming infected with HIV, most adults
will die within 4 years.
At any one time, most adults living with HIV
infection will not have any symptoms of HIV
related diseases.
Most people who die with HIV infection do not
die of HIV infection.
Most of the infections that usually only occur in
HIV infected people are not infectious to people
with healthy immune systems.

TRUE or FALSE

TRUE or FALSE

TRUE or FALSE

TRUE or FALSE

HIV infection only results in disease through its
effects on the immune system.

TRUE or FALSE

HIV infection can cause an illness like glandular
fever shortly after becoming infected with HIV.

TRUE or FALSE

Most people in the early stages of HIV infection
have few HIV related diseases.

TRUE or FALSE

8.

Weight loss is unusual in HIV infection.

TRUE or FALSE

9.

Tuberculosis only occurs if the immune system
is severely weakened.

TRUE or FALSE

6.

7.

10.

People with HIV infection do not get the
infections that people without HIV infection get. TRUE or FALSE

11.

There are some HIV related conditions only
found in women.

TRUE or FALSE

HIV infection is associated with some cancers.

TRUE or FALSE

12.
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13.

The pattern of opportunistic infections can vary
according to the region.

TRUE or FALSE

14.

Depression is rare in HIV infection.

TRUE or FALSE

15.

Except for depression, other mental health
problems are rare in HIV infection.

TRUE or FALSE

Depression can be confused with HIV related
dementia.

TRUE or FALSE

16.

People dying from HIV related conditions
usually have greater pain than people who die
from non-HIV related conditions.

TRUE or FALSE

18.

HIV is transmitted by mosquitoes.

TRUE or FALSE

19.

Oral changes are common in symptomatic HIV
infection.

TRUE or FALSE

HIV infected people may have more than one
HIV related condition at a time.

TRUE or FALSE

17.

20.

326

UNDERSTANDING HIV CARE
QUESTIONNAIRE INFORMATION SHEET
1. False: Most adults do not die within four years after becoming infected
with HIV
Most people with HIV infection are well for many years. Without antiretroviral treatment, around half of people with HIV infection develop life
threatening illness within about 10 years from infection, although the length
of time to the development of life threatening illness can vary. Some people
can become ill much faster, while others live for many years longer than 10
years after becoming infected.
Time from infection to the development of HIV disease will generally be
longer in people who:
 avoid and do not develop other infections
 have early treatment for infections
 are having treatment to prevent infections returning
 are well nourished
 take care of their mental health
 have good social and community situations
 are having treatment with anti-retrovirals.

2. True: At any one time, most adults living with HIV infection will not
have any symptoms of HIV related conditions.
In any population where HIV is common, at any one time only a small
number of people will have HIV disease. Most people will be well and
unaware that they are HIV infected. Some people may have minor problems
from HIV infection, but most will be well. For most people, you cannot tell if
someone has HIV infection just by looking at them.
This is important when teaching patients about prevention, as most people
with HIV infection may not know that they are infected. This particularly
applies to the sexual partners of people with HIV infection.

3. True: Most people infected with HIV do not die of HIV infection.
Most people with HIV die from complications of HIV infection. The
commonest effect of HIV infection is to cause damage to the body’s immune
system. The body is then unable to fight off infections and other conditions
that occur when the immune system is weakened, including some diseases of
the nervous system and cancers. It is these conditions that cause the problems
when caring for patients.
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4. True: Most of the infections that occur in HIV infected people are not
infectious to people with healthy immune systems.
Most infections that we usually associate with HIV infection, such as
pneumocystic pneumonia, toxoplasmosis, cytomegalovirus and many types
of diarrhoea, are not infectious to people with healthy immune systems.
Extra infection control measures above those required for HIV infection are
only necessary in a small number of conditions associated with HIV infection.
These are: tuberculosis, salmonellosis, shigellosis and other infectious
diarrhoea and shingles (which can result in varicella infection).

5. False: HIV affects many parts of the body, not only the immune system.
HIV can infect many parts of the body besides the cells of the immune system.
However, because the effects of HIV on the immune system are dramatic,
they are the best known.
HIV also commonly affects the cells of the brain and nervous system. These
effects can be independent of the effects of HIV on the immune system.
Diseases of the nervous system in HIV infection are quite common. Some
people can develop conditions such as dementia and other neurological
conditions without any other HIV disease developing.

6. True: HIV infection can cause an illness like glandular fever shortly after
a person is infected with HIV.
Many people develop a febrile illness within 2–6 weeks after becoming
infected with HIV. Sometimes the illness can be severe enough to cause
admission to hospital. They are sometimes tested for glandular fever, and the
tests for these infections fail to show any glandular fever or malaria.
As HIV also affects the nervous system, meningeal symptoms are common
shortly after infection, including headache, photophobia and neck stiffness.
Sometimes, there may be temporary neurological signs which disappear as
the patient recovers.
This is sometimes called “seroconversion illness” as it often develops at the
same time as the development of HIV antibodies in the blood stream within 26 weeks after becoming HIV infected.
People with an illness similar to glandular fever with negative test results
may have HIV infection. If these people are diagnosed with HIV infection,
they can expect to be well for many years.
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7. True: Most people in the early stages of HIV infection have few HIV
related infections or conditions.
Apart from the “seroconversion illness” just discussed, most people in the
early stages of HIV infection will be well and without illness.
Many people with HIV infection may not know they are infected and may not
be getting treatments. For those who know they are HIV-infected,
psychological and social care planning and financial planning may be more
important than medical and clinical management.

8. False: Weight loss is common in HIV infection
Weight loss can occur at any time during HIV infection. People who lose large
amounts of weight are less likely to survive if a serious infection or other
disease develops. Patients who lose a lot of weight also do not feel well and
are less likely to look after themselves.
Good nutrition is important to help survive if an infection or other condition
develops. Regular eating and not missing meals, nutritious food and treating
nausea, vomiting and any side effects of any medicines that may affect
appetite can help to stop weight gain. If a person has lost weight during an
infection, and the infection has been treated, this is often a good time to help
rebuild weight. The patient will then also feel better and be more likely to
look after themselves.
Depression can cause weight loss. Even in well HIV infected people, weight
loss can occur gradually over time for no obvious reason. Measuring a
person’s weight is a routine part of HIV quality care. This helps detect early
weight loss.
Good nutrition usually requires involvement of other family members with
meal preparation. Carers may need information from health care facilities
about good nutrition for the HIV infected person.

9. False: Tuberculosis can occur when the immune system is only
moderately weakened.
Most life threatening infections in HIV-infected adults occur when the
immune system is severely weakened. However, tuberculosis can occur when
the immune system is only moderately weakened.
HIV-infected people with tuberculosis may otherwise be well. Treatment for
tuberculosis means that HIV infected people may be well for many years after
the tuberculosis has been treated.
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Tuberculosis needs to be treated to prevent spread, especially to other HIV
infected people, as they may catch tuberculosis more easily than people
without HIV infection. This will involve following up the person to make sure
they are taking their tuberculosis medication, and including the family and
carers in the care planning.

10. False: People with HIV infection are prone to the same infections as
people without HIV get.
People with HIV infection get the same diseases and conditions that people
without HIV infection get.
People with HIV infection need care for the usual range of conditions that
people without HIV care do. However, in people with HIV infection, the
condition may be more severe, may take higher dosages of medication for
longer periods of time before they improve. The conditions may also need retreatment as the conditions may recur.
This also means that there may be an increased time to recover from
infections that you commonly see in your local area, that are not usually
associated with HIV infection.

11. True: There are some HIV related conditions only found in women.
While there are many HIV related conditions that are the same in women as
in men, there are many conditions that are specific to women. Some of these
conditions commonly affect women without HIV infection as well. In HIV
infected women, these conditions are often more severe and return after
treatment. Conditions include vaginal candidiasis, pelvic inflammatory
disease and cervical cell abnormalities, including cervical cancer and
menstrual problems.
Women with HIV infection may present for care with symptoms that may not
at first appear to be HIV-related. This may result in women having HIV
infection for a long time before getting treatment. Also, because of the
underlying HIV infection, the conditions may not be treated sufficiently and
be a continuous cause of loss of quality of life.

12. True: HIV infection is associated with some cancers
There is an increased risk of some cancers in HIV infected people, such as
lymphoma and squamous cell carcinomas, cervical cancer, also, in some areas,
Kaposi Sarcoma. The latter is caused by a version of the herpes virus (no.8). It
causes lesions that can cause not only purple extrusions on the skin and in the
mouth and throat but also affect the lungs, the viscera, and internal organs,
and is frequently fatal. It is now thought that it is possible that this virus is
spread by the use of saliva as a lubricant during intercourse.
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HIV infection may first be detected at the time of the development of a cancer.
The person must adjust to the diagnosis of cancer and HIV infection at the
same time. The cancer is often treated in the usual manner, but the long term
prognosis is poorer. Quality care planning needs to take this into account.

13. True: The pattern of opportunistic infections can vary according to the
locality.
The types of opportunistic infections can depend on the conditions in the local
area. The common infections, such as tuberculosis, pneumocystis pneumonia,
toxoplasmosis and cytomegalovirus are widespread, but some opportunistic
conditions are only found in certain regions.
It is important to document the HIV-related conditions only found in the
hospital catchment area. Also, conditions that are common to an area may
affect people with HIV differently from people without HIV infection. They
are usually more severe, requiring additional treatment.

14. False: Depression is not rare in people with HIV.
Depression is very common in HIV infection. Severe illnesses can cause
depression, but the additional worries caused through having HIV infection
make depression very common in HIV infected people.
Depressed people are less likely to take care of themselves. They are less
likely to take their medications and eat, and are at increased risk of not
recovering from illnesses. Quality care that effectively manages depression is
a key component to improving quality of life for people living with HIV
infection.

15. False: People with HIV suffer a range of mental health problems.
Mental health problems such as anxiety, mood and bipolar disorders are
common in HIV infected persons. Suicide rates in people with HIV are high.
Assessment of psychological and mental health is critical to establishing
quality HIV care. These factors can prevent recovery from conditions and
interfere with the ability of friends, families and carers to look after the
affected person.

16. True: Depression can be confused with HIV related dementia
HIV infection can cause dementia as well as many less obvious problems with
the brain and nervous system. The two conditions, dementia and depression,
may be confused. They can occur at the same time. One of the first signs of
depression is apathy and withdrawal. These are also early signs of dementia.
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The management of changes in mood, thinking, behaviour and mental state
may need to involve treatment for depression. Care plans need to take this
into account, especially when dealing with families and carers.

17. False: The pain suffered by people dying from HIV related conditions
may be different from but not usually worse that the pain of other patients.
The pain experienced by HIV infected persons in the final phase of their lives
is not normally worse that that experienced by other patients. However, the
pain may be different from that experienced by people with, for example,
cancer. The pain medication needed is often different, for example, when
treating nerve pain.
People with HIV infection, and their carers, often think that dying from HIV
must be a difficult way to die. This may be related to the stigma of the
disease. In general, terminal care for people with HIV infection follows the
general principles of terminal care.

18. False: HIV is not transmitted by mosquitoes
While many infections are passed by mosquito bite, HIV infection has never
been shown to be transmitted by mosquitoes. This is confirmed by
epidemiological data which do not show a concentration of HIV infection in
malaria endemic areas. Also HIV infection clusters more in some age groups
than others. If it were mosquito borne, HIV infection would be more evenly
distributed across age groups in a population.
If mosquitoes, lice, bedbugs, or other insects in a crowded house could spread
the virus, most people in a household would be infected.
When this is questioned, it is important to assure people that the only known
routes of transmission are sexual, through blood or HIV-infected fluids
entering the blood stream, or through mother to child transmission.

19. True: Oral changes are common in symptomatic HIV infection
HIV related oral disease is quite common in patients with moderate or severe
weakening of the immune system. These conditions include teeth and gum
disease, oral candida, oral hairy leukoplakia and herpes simplex infection.
The mouth and oral cavity are easy to inspect and provide a good clue to the
health of a person with HIV infection. Some of these conditions are quite
common and do not necessarily mean that the person has HIV infection. If
there has been a risk of exposure, however, HIV infection should be
considered. For example, if the person has a partner with HIV infection.
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Oral conditions are also a common source of pain and discomfort for people
with HIV infection. People with sore mouths are less likely to eat and are at
risk of losing weight. Care plans should assess if there are any oral problems
that could affect the person’s quality of life or nutrition.
HIV related oral disease can also occur at the same time as other HIV related
conditions. For example, oral thrush and recurrent genital herpes or oral
thrush and vaginal thrush. The presence of one or more HIV related
conditions can be a clue to help early diagnosis, especially in women.

20. True: HIV infected people may have more than one HIV-related
condition at a time.
People with HIV infection may have more than one condition at a time. They
may have a serious life threatening condition, such as pneumonia, but may
also have oral candidiasis and minor skin conditions.
Caring for someone with HIV infection involves looking at all parts of the
person. This involves a complete physical and psychological assessment, as
well as an assessment of the capacity and willingness of their family, carers
and community to support and care for them.
A person may present with one problem, but other problems may interfere
with their recovery. In the case of somebody with pneumonia, they may
respond to antibiotic treatment, but the presence of oral candidiasis may
cause pain and stop them eating. This will slow recovery from the pneumonia
and may result in further weight loss.
Psychological conditions, such as the presence of depression or dementia can
hinder recovery.
Recovery may also be more difficult if the person has no carers.
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LIST OF POSSIBLE VIDEOS
Mist in the Mountains: HIV and AIDS in Porgera. DVD 36 mins. National
Catholic Family Life and the Melanesian Institute. 2006.
What is the big deal about sex? Presentation at the Prescription for Hope
Conference: A Christian Response to HIV/AIDS Prevention, Day Three. A project
of the Samaritan’s Purse, Billy Graham Evangelical Association and the
Goroka Pastors Fraternal, University of Goroka, 7-11 November 2005. DVD
(Disc 3) 62 mins.

What Can I Do? The HIV/AIDS Ministry and Messages of Gideon Byamugisha.
Produced by Strategies for Hope and the Friends of Canon Gideon
Foundation. Byamugisha, Gideon. 2004. DVD 49 mins.
Tomorrow’s Promise. Caritas Australia. 2005. Dynan Production for Caritas
Australia. VHS 35 mins.
“Sick No Good” Australia’s closest neighbour, Papua New Guinea, may lose
the best part of a generation to AIDS. Four Corners. Carney, Matthew. 2006.
Australian Broadcasting Cooperation. VHS 60 mins.

O Papa God wain a em olsem Seventh Day Adventist Church. HGMedia
Production. 2006. DVD 80 mins.
A Red Ribbon Around My House. From the Steps for the Future Series. Ronin
Films. 2001. VHS 26 mins.
A Miner’s Tale. From the Steps for the Future Series. Ronin Films. 2001. VHS
40 mins.
Imiti Ikula. Steps for the Future series, Ronin Films. Kangwa, Sampa and
Simon Wilkie. 2001. VHS 26 mins.
Under the Mupundu Tree. Produced by Strategies for Hope, FB Productions
and ActionAid. 1999. VHS 35 mins.
FILMS
Yesterday. South Africa. Home Box Office. 2004. DVD 96 mins.
Sister Act. Touchstone Pictures. 1992. DVD 100 mins.
Tsotsi. The UK Film & TV Production Company PLC. 2005. DVD 94 mins.
The Girl in the Café. BBC Worldwide Ltd. 2005. DVD 93 mins.
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PREPARING THE MANUAL AND WORKBOOK
This manual contains a range of materials for consideration or for reference
for use in workshops for the training of health care workers and others in the
care of people living with HIV.
From this manual, both the Manual for the Facilitators and the Participants’
Workbook are prepared.
There is no need in the Manual for the Facilitators to have the worksheets for
the participants. These can be removed as can any annexe that is not to be
used, for example, the additional exercises or alternative assessment form.
The Acknowledgements Section should be in all versions of the materials.
A Participants’ Workbook is prepared for each workshop. When compiling
this Workbook, the Acknowledgements Section is placed at the beginning. A
copy of the full workshop programme follows the acknowledgements.
It is best to retain the cover sheet for each day (for example Day One, Day
Two etc) and this page should be followed by the individual programme for
that day.
Following this, the outline sheets for each session of the day are placed in the
order of the programme. The outline sheets, which summarise the session,
contain the title, background, objectives and methodology.
The Workbook should include copies of all the worksheets and the two
questionnaires from the annexe. The following is a list of the worksheets,
questionnaires and other materials to include:















Workshop objectives and process, list of the goal, objectives and guiding
principles of the workshop
Worksheet for care and support needs that a person with HIV might have
Worksheet for care that might be provided to a person with HIV by a
health care setting
Worksheet for barriers to care
Worksheet for safety in the workplace
Worksheet for workplace safety plan
Understanding the HIV epidemic Questionnaire and Information Sheet
Worksheet for personal safety plan
Worksheet for children’s safety plan
Worksheets for natural history of HIV infection (Immune function and
Viral load charts)
Worksheet for symptomatic HIV care, including the stick figure
Worksheet for language of care
UNDP HIV related language policy

335
















Questions to catalyse change: possible scenarios
Understanding HIV Care Questionnaire and Information Sheet
Interpersonal/team dynamics what would you do if…. Scenarios
Comprehensive care for a woman who has been raped
Worksheet for care plan for a woman who has been raped
Worksheet for comprehensive HIV care
Case study of a comprehensive system of HIV care from Snehedaan care
facility, Bangalore, India
Worksheet for empowering and disempowering actions
Worksheet for ethical framework for HIV care
Worksheet for impact of parents’ infections on children
Worksheet for the waves of the HIV epidemic
Worksheet for setting limits and boundaries containing the story of care
and limits to care from Rwanda
Setting limits and boundaries what would you do if….. scenarios
Worksheet for safety outside the workplace, the ART of protection

It is helpful to insert some blank pages in the Workbook for the participants to
take notes on.
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CARING FOR PEOPLE WITH HIV WORKSHOP: DAILY JOURNAL
Date: _______________________
The journal is to enable you to note down your thoughts on the sessions of
the workshop, the lessons learned, insights gained, notes for future action,
etc.

Session 1:________________________________________

Session 2:________________________________________

Session 3:________________________________________
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Session 4: ________________________________________

Session 5:_________________________________________

Session 6:__________________________________________

Other sessions:__________________________________________
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CARING FOR PEOPLE WITH HIV WORKSHOP: FEEDBACK FORM
Feedback on Day
Y = yes; N = no; S = to some extent or somewhat: please circle as applicable

Session One: __________________________________
I found this session useful:
Y
Comments/improvements:

N

S

Session Two: __________________________________
I found this exercise useful:
Y
Comments/improvements:

N

S

Session Three: __________________________________
I found this session useful:
Y
Comments/improvements:

N

S

Session Four: __________________________________
I found this session useful:
Y
Comments/improvements:

N

S
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Session Five: __________________________________
I found this session useful:
Y
Comments/improvements:

N

S

Session Six: __________________________________
I found this session useful:
Comments/improvements:

Y

N

S

Session Seven: __________________________________
I found this session useful:
Y
Comments/improvements:

N

S

Evening Video:
I found this session useful:
Comments/improvements:

N

S

Y

I would like more information on:
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ALTERNATIVE WORKSHOP ASSESSEMENT
Workshop Evaluation
Please have a copy of the Workshop Programme with you
What did you find most interesting about the Workshop?

The Workshop focused on the following skills as important in HIV
conversations, counselling and care:
1. Introspection
2. Comfort with silence
3. Active listening
4. Strategic questioning
5. Allowing people to “speak their world”
6. Empathy
7. Working as a team
8. Conflict resolution
9. Setting limits

Which of these skills did you find most interesting (use numbers)?

Which of these skills do you think will be most useful (use numbers)?
How?

What skills would you have the confidence to try (use numbers)?
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What skills might you feel less confident to try (use numbers)?

What other skills relating to the care of people with HIV would you have
liked included in the Workshop?

The Workshop focused on the following concepts as important in HIV
conversations, counselling and care:
1.
2.
3.
4.
5.
6.
7.
8.

Compassion
Circles of shared confidentiality
Healing to bring life and hope
Living with HIV
Language of care
Power
Parental responsibility to stay alive to raise their children
Sexuality and safety

Which of these concepts did you find most interesting (use numbers)?

Which of these concepts do you think will be most useful (use numbers)?
How?

What other concepts relating to the care of people with HIV would you
have liked included in the Workshop?
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The approach of the Workshop was based on the following principles:
1. A capacity building approach
2. Working in the languages of the participants
3. Interactive rather than didactic
4. Building on the knowledge and skills of the participants;
5. Learning from experience
6. Solution focused rather than problem focused
7. The involvement of people living with and affected by HIV
8. Sensitivity to gender and to other forms of disempowerment
Which of these do you think are most important in a Workshop (use
numbers)?

Which of these were best followed in this Workshop (use numbers)?

Which of these could have been better followed in the Workshop (use
numbers)?

Which of these do you think are important in the care of people with HIV
(use numbers)?

For each of the following aims of the workshop, state whether you think
that your understanding of the issues has improved and whether you feel
that your practice will be improved on your return (Yes = Y, No = N,
somewhat =S):


Improve knowledge of and skills for HIV care, including clinical and
nursing care, and supportive systems for adherence
o
Understanding improved
Y
N
S
o
Practice will be strengthened
Y
N
S
In what ways?
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Instil a focus on the well-being of patients as people, living within
families and communities
o Understanding improved
Y
N
S
o Practice will be strengthened
Y
N
S
In what ways?



Strengthen team based approaches to HIV care
o Understanding improved
Y
o Practice will be strengthened
Y
In what ways?



N
N

S
S

Create protective and non-discriminatory workplaces
o Understanding improved
Y
N
o Practice will be strengthened
Y
N
In what ways?

S
S
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Establish supportive policy and managerial environments
o Understanding improved
Y
N
S
o Practice will be strengthened
Y
N
S
In what ways?



Deepen understanding of the HIV epidemic and its consequences
o Understanding improved
Y
N
S
o Protective practices will be strengthened Y
N
S
In what ways?



Ensure an understanding of care’s contribution to HIV prevention
and support
o Understanding improved
Y
N
S
o Practice will be strengthened
Y
N
S
In what ways?

345

If you were to run a similar Workshop, what aspects of the programme
would you keep?

What new aspects would you introduce?

Other comments?
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USING THE WORKSHOP MATERIALS IN DIFFERENT SETTINGS
The Workshop is designed for the training of a team of health care workers
from a health care facility and for the training of health care workers who are
already caring for people with HIV.
It may be the case that either one or neither of these conditions hold. For
example, the training may occur in an area where there are few urban clinics
and most health care centres are isolated rural centres with few staff. In this
case, it may not always be possible for a team to be trained. Alternatively, the
training may take place in an area where staff are not yet knowingly caring
for people with HIV.
In this case, the workshop needs to be modified in order to reflect the realities
of the health care system in that area.
A team based approach has been developed, not only because many different
disciplines are involved in care of people with HIV, but also because those
caring for HIV themselves need support and to be able to discuss difficult
issues with colleagues. Therefore, even if the participants come from a range
of facilities, rather than in teams, it is good to form geographically based
teams or networks and so create and strengthen support networks. These
could be for example on a local or provincial basis.
Furthermore, wherever the workshop is held, there are likely to be local
issues which emerge and which need to be dealt with in the context of the
workshop.
Thus, for example, in one example problems arose because the laboratory had
not disclosed the positive HIV infection result to a blood donor. In such
cases, exercises need to be developed which help build the capacity to solve
such problems. An example of an exercise designed to address this situation
is included in this section.
Resource people often pick up attitudes, beliefs or sentiments in the course of
group discussions which they feel need to be brought out into the open and
discussed.
Examples might include a belief that the HIV epidemic is God’s punishment
on the world or on individual human beings, that prayer or conversion can
cure HIV, that women are being blamed for spreading the epidemic or a sense
of charity or pity, rather than compassion, in the care of people with HIV.
Other examples might include the cultural belief that retributive rape is the
only way healing can occur or that sorcery or sanguma is the cause of HIV.
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Such issues, if not addressed, can impede the success of the Workshop. The
training team needs to discuss and devise methodologies for working with
such issues. Some examples are included in this section.
The approach and materials can also be used in workshops with groups other
than health care workers.
In designing a workshop for different settings, a number of considerations
must be born in mind.
Firstly, there workshop sessions must balance and reflect the different ways
of learning and of gaining understanding. These are often described as
cognitive (thinking) and affective (feeling), or empirical and experiential. This
distinction is similar to the difference between being told something, as
opposed to experiencing it, or having someone teach something from their
hearts.
For example, the Empathy exercise is an exercise in putting oneself in the
shoes of another, of feeling how they feel. It teaches through affect, that is,
through feelings and emotions. The session on the HAMP Act, on the other
hand, primarily teaches cognitively, that is, by transmitting information,
through increasing our knowledge.
Within any workshop, there must be a balance between these modes of
learning. Overall, there will usually be fewer affective sessions, since too
much emotional work can drain people. On any one day, the cognitive and
affective sessions should be mixed. Similarly, across the workshop, they
should be balanced.
Secondly, an effective workshop uses a mix of different methodologies. The
methodologies used in the Workshop include:









Small group discussion
Whole group discussion
Brainstorming
Mediated brainstorming
Interactive presentations
Skills building exercises.
Presentation of small group work
• Gallery presentation
• Gallery presentation and discussion.

In any day and throughout a workshop, there should be a mix of
methodologies. Moreover, where an exercise is placed might change
depending upon the circumstances. Varying methodologies, and the places
where the exercises get done, assists the learning process. Different
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methodologies are used to achieve different ends: sometimes to call things to
mind, sometimes to deepen understanding, sometimes to increase
participation and so on. These changes also help to sustain interest and
energy.
One of the principles of the Workshop is that the gaining of knowledge is a
process that occurs over time rather than in a single event. Different sessions
build on each other, deepening understanding of the issues, and building a
richer picture. Each workshop needs to be carefully structured so that there is
a logical progression through the exercises and this cumulative impact is
achieved.
It needs to be clear which sessions contribute to each workshop objective so
that there is a deepening of understanding and a build up of knowledge and
skills during the workshop.
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SUPPLEMENTARY EXERCISES
DISCLOSURE TO BLOOD DONORS
Facility based groups

75 minutes

Background
Because the HIV epidemic is only emerging, many health care facilities do not
have the policies and procedures in place which are needed to cover new
situations. A common example of this is where blood is collected from those
who accompany a sick person to the hospital, found to be HIV infected, but
the results for various reasons are not given to the donor.
Because of the nature of the HIV epidemic, this can cause serious moral and
social problems.

Objectives
By the end of this session, participants will have:
 Understood the importance of ensuring that a person knows their HIV
infection status, and
 Developed a disclosure strategy for the health care facility.
Methodology
Participants will work in facility/geographic groups.
They will be given a scenario:

There was a bad PMV accident and 14 passengers were badly injured and
rushed to the hospital. They all needed blood so they took their relatives in
to donate. The blood was tested and the results were available but the
relatives had gone home so they did not get their results.
Laboratory records show that seven of the relatives were HIV positive.
Because the lab keeps contact details for blood donors, the lab technicians
know that two of the HIV infected people are from one village, and five are
from another village, including a woman. None of them has returned for
their results.
The hospital has no policy or procedures for handling this situation.
The group discusses the scenario and develops a plan for how to handle the
situation.
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NOTES FOR THE RESOURCE PERSONS
Disclosure to blood donors
Facility based groups

75 minutes

The group facilitator asks the participants to turn to the page in their
Workbooks which explains the objectives and process of the session.
A scenario is presented:

There was a bad PMV accident and 14 passengers were badly injured and
rushed to the hospital. They all needed blood so they took their relatives in
to donate. The blood was tested and the results were available but the
relatives had gone home so they did not get their results.
Laboratory records show that seven of the relatives were HIV positive.
Because the lab keeps contact details for blood donors, the lab technicians
know that two of the HIV infected people are from one village, and five are
from another village, including a woman. None of them has returned for
their results.
The hospital has no policy or procedures for handling this situation.
The facilitator asks the group to reflect quietly on the consequences for the
seven people of not knowing that they are infected. The group then discusses
this.
The facilitator then asks what will happen if the news leaks out and the
people in both villages find out that there are HIV positive people in their
villages.
The facilitator then asks if the hospital has a responsibility to act.
The group should explore whether the hospital has a moral responsibility to
act, apart from a legal or social responsibility.
Assuming that it is decided that the hospital has a responsibility to act, the
facilitator now poses a number of questions:


How should the laboratory staff handle this situation? With whom
should they discuss the issue?

For example, they could report to Matron or the appropriate authorities.


How should Matron/the senior managers handle this situation?

For example, they could set up a team to discuss and plan what to do.
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If so, who should be on the team: Matron, the laboratory chief, a doctor, a
nurse and a counsellor?
The facilitator now tells the group that they are the team and they are to
develop a plan for how to handle the situation.
When something is suggested, it should be discussed. Check that there is
agreement that this is an appropriate and effective thing to do.
At each stage be sure that you ask:
 Who should do it?
 How should they report back to the team?
 How will confidentiality be ensured?
The plan should include how they would ensure that the hospital developed
policies and procedures to handle such situations in the future.
Each group writes up its plan and hangs it on the wall. The session facilitator
then leads a discussion of the proposals.

An example of a plan developed in one of the workshops:
Begin a process of community counselling in the two villages and some other
nearby villages.
Begin by talking to the community about the epidemic in general, rather than
the problem facing the blood bank: the epidemic is everywhere, it could be
here, there are ways that a community has to protect itself.
After some visits, ask the questions: what would they do if someone in the
community was HIV infected?
When the community has reached an understanding that people with HIV
need not create a threat to others in the village and understand that they can
care for and support them without being at risk, you might suggest to the
community that people come to be counselled and tested and that people who
have been previously tested, for example, blood donors and others, should go
and get their results.
Try to ensure that as many people from the village as possible go to be tested
or to get their results so as not to single out those who were involved in the
accident or those that donated blood.
The laboratory is asked to monitor the testing and to determine if the blood
donors have been re-tested or returned for their results.

352

If some of the donors have not returned, the team may decide to follow them
up individually. By now their presence in the villages will be accepted and
they will be able to visit these families along with others.
Strategies for bringing the donor to know his HIV status:




Find a private place, counsel, disclose and offer follow up support.
Discuss drawbacks.
Talk to the couple about the importance of couple counselling and testing
and try to convince them to be counselled together. Discuss advantages
and ways of succeeding.
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EMPOWERING RELATIONS
Developing an Ethical framework for HIV care
Whole group

60 minutes

Background
The work in the section on Empowering Relations, from Day Four, enables
participants to develop an Ethic Framework for HIV care.
Objectives
To develop a set of values, practices and principles which would provide an
Ethical Framework for HIV Care.
Methodology
The participants work together as a whole group.
Put four pieces of paper on the wall with the following headings, Values,
Attitudes, Behaviours and Principles.
After agreement is reached in discussion the charts are filled in.
Below is an example of the 4 pieces of paper:

Values

Attitudes

Behaviours

Principles

354

Ethical framework for HIV care: The participants are now invited to move to
the other chart. It is explained that they are now to draw up an ethical
framework for HIV care.
Since empowering attitudes and behaviour form the basis of an ethical
approach to HIV care, the facilitator asks the participants to identify the four
most important of the empowering attitudes listed for the care of people with
HIV, and then the four most important of the empowering behaviours.
Attitudes and behaviours important for ethical HIV care can be added, even if
not on the previous chart.
Participants are then asked to identify the values that underlie these attitudes
and behaviours and to identify the principles which should guide the
provision of care for those with HIV.

Values are judgements about what is valuable or important in life. For
example: fairness, respect for life, truthfulness, cleanliness, freedom,
education are values. Values inform people’s attitudes towards certain
matters. Attitudes are the way people think and feel about issues; examples
include being supportive, sensitivity, suspicion etc. Attitudes are manifested
in people’s behaviour – what they do and the actions they take.
A principle is a rule or code of conduct. It provides a basis for action. For
example: do unto others as you would have them do to you, turn the other
cheek, do not despise others just because they are different from you.
For each contribution, the facilitator should verify with the group that they
wish it to be included and clarify into which column it falls (value or
attitude?; value or principle?). Moral skills such as empathy could be
included as an attitude. Do not spend too much time deciding where to put
something. The distinctions are often difficult to make and sometimes
arbitrary. What is important is that the participants think about these issues
and develop some principles for action.
An example of such a framework is given below. It comes from work in PNG.
It is given for guidance of the facilitators only. Again, it is not meant to
influence the work of the participants.
Suggested time is 30 minutes.
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An example of an Ethical framework for HIV care

Values

Attitudes

Life
Healing
Love
Trust
Mutual respect
Compassion

Hope
Caring
Openness
Empathy
Acceptance
Non judgmental

CHPNG, ASHM, NAPWA and PNG partners

Behaviours
Welcoming
Kindness
Non discrimination
Active listening
Touching
Encourage

Principles
Bring hope and peace to people
Solution focussed rather than problem focussed
Sensitivity to gender and other forms of
discrimination
Learning from experience
Involvement of people living with HIV and their
families
Circles of shared confidentiality
Equity in access
Commitment to put into practice what you know
Mutual responsibility of patient and carer
Treat all patients with HIV with dignity
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DEVELOPING EMPATHY
Whole group 75 minutes

Background
In order to be able to work effectively within the epidemic, it is important for
participants to have an empathetic understanding of what it feels like to be
personally exposed to HIV infection. This helps in developing a sense of
personal engagement and a fuller understanding of the epidemic and its
implications.
Objectives
By the end of this session, participants will have:
 developed a heightened understanding of the speed of transmission of
HIV,
 experienced what it may feel like to be exposed to or infected with HIV,
and
 identified and begun to explore issues related to support for infected
individuals.
Methodology
This activity will be done in groups of about 20 people.
This is a participatory simulation exercise. There will be discussion of the
participants’ feelings and responses throughout the exercise.
A floor space large enough to allow all participants to stand in a circle is
needed. Enough chairs for all participants and resource persons should be
arranged in a circle.
Because of the nature of the exercise, no observers can be present and no one
can join the exercise after it has begun.

CHPNG, ASHM, NAPWA and PNG partners
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NOTES FOR THE RESOURCE PERSONS
DEVELOPING EMPATHY
Whole group 75 minutes
Note: This is a complex and quite difficult exercise to facilitate. It has been
replaced in the current manual with the exercise on empathy.
Experiencing the HIV Epidemic: Wildfire
As Wildfire is both procedurally complex and laden with sensitive personal
issues, the resource person who will lead the exercise must review it
thoroughly in advance. The resource person should consider the following
variables in preparing for the exercise:



whether or not participants are all male, all female or mixed;



whether the participants are from the same locality or from different
localities or regions;



the relative level of knowledge and the types of attitudes participants have
about the HIV epidemic, as evidenced by their discussion of the
questionnaire in Basic Facts and Their Implications;



the familiarity of participants with voluntary counselling and
testing procedures and services;



the degree to which an atmosphere of openness and a
willingness to share feelings has developed among the
participants since the beginning of the workshop.

There will be differences in reactions between men and women, single and
married persons, those who have children and those who do not, those
currently sexually active and those not, those who are in younger age groups
and those who are in older age groups. The resource person should be
prepared to explore these differences with the participants.
The amount of information to be transferred will vary with the knowledge
base of the participants. If participants are knowledgeable about prevention,
testing, etc., then more emphasis can be placed on emotional responses and
attitudes. If the opposite is true, some time will need to be placed on building
the knowledge base.
Strong emotional responses may be experienced while progressing through
this exercise. It is appropriate to discuss the reactions participants are having
but do not explore the reactions too deeply. The point of the exercise is to
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clarify issues and increase understanding and to develop empathy in a nonconfrontational way.
Do not let the discussion wander far from what each person is feeling,
thinking, deciding, intending to do. The exercise is designed to allow people to
experience certain situations.
To allow the discussion of research findings, some outside person's situation,
technological issues, etc. that is, to allow the discussion to escape from first
person pronouns to third person pronouns or nouns, is to dilute its impact and
relevance. However, it is helpful to spend a little time addressing any
misconceptions, false beliefs, wrong information or inappropriate attitudes
that may emerge before moving on.
The person touched on the shoulder at the beginning of the exercise may feel a
sense of guilt for starting the infection process. He or she must be reassured
that this was only an exercise and that, for the sake of the exercise, the
resource person began the chain of infection. It is better not to disclose the
identity of the initial person.
Ample time at the end of this exercise will be needed for discussion and
debriefing. It is essential to have a break following the closure of the exercise.
The questions asked of the participants during the exercise should explore not
only the participants' feelings about their own sexual behaviour, but also their
feelings about the impact of this on those close to them, including children,
spouses and family, and on their community and professional lives.
The exercise works best when the facilitator can create a warm and supportive
environment.
The facilitator will need to have prepared the envelopes in advance, each
containing a card. Half of the cards should read ‘your result is positive’ and
half ‘your result is negative’. It is easier for the facilitator if these are written
in different colours.

Note: It is important to explain that this is not a role play exercise. It is
experiential. People participate as themselves and are to respond as they
themselves would in life. The aim is to have each person experience or reexperience what it is like to be afraid that you might be infected, the
difficulties of taking an HIV test, the trauma of a positive result, the agony of
how to tell a husband or wife.
For these reasons, it cannot be done in a public space. It is not people playing
characters in a story or play. People are themselves and the experiences are
very confronting and personal. It can only be done in safe spaces: places
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where people trust each other, where people will take care of those affected by
it and where what gets said does not get told to others.
There are alternative exercises to Wildfire that can be used in public spaces:
 village plays, especially where there is a master of ceremonies or
moderator who can get the audience to participate
 Sitting talking about HIV and asking questions such as: How would you
act if your son/daughter in town came home with HIV?
 Strategic questioning to lead people to think about these issues
 Story beginnings
 The ART prevention exercise (see Sexuality and Safety).

THE STEPS IN CONDUCTING WILDFIRE
1.
Explain the objectives
Briefly outline the objectives of the session to the participants, and in
particular, explain that the exercise is designed to make participants
experience the feelings associated with HIV infection.
Forming a circle of confidentiality in relation to HIV infection is extremely
important. Participants must be reminded that the need for confidentiality
extends to this exercise and that there must be a mutual trust within the group
for people to feel that they can be open in the exercise. They must respect, as
confidential, any personal information which becomes known during the
exercise.
Recognise that some people may be reluctant to expose themselves to the risk
of HIV infection or to have unprotected sexual intercourse, even symbolically.
Ask people who feel this way to participate if at all possible, despite their
reluctance, since the experiencing of what it is like to be in fear of infection is
an important part of developing the moral skill of empathy.

2. Demonstrate the procedure that will be followed: symbolic handshaking
Ask the participants to put down anything they are holding and to stand in a
circle facing inward.
Approach one participant and shake the person's hand. Tell him or her and the
rest of the group that, for this exercise, a handshake is equivalent to having
unprotected sexual intercourse.
While still holding the participant's hand, explain that we need some
mechanism to indicate personal exposure to HIV and a light scratch on the
palm of the hand during the handshake is the chosen method. Stress that a
scratch on the palm indicates that the person has had unprotected penetrative
intercourse with someone who has had intercourse with an infected person. It
does not necessarily mean that the person is infected since the virus is not
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transmitted during every act of unprotected intercourse. Demonstrate the
hand scratch to the person with whom you are shaking hands and display it to
all the other participants.
Stop your handshake. Tell everyone that this was only a demonstration and
that no one, at this stage, has been exposed to HIV in the exercise.
Ask people to shake hands gently since, for many, the thought of having
unprotected intercourse is difficult.

3.
Select a participant to be HIV-infected
Tell the group that you will shortly ask them all to close their eyes and that
you will then walk around the circle several times during which you will
touch one person on the shoulder. By this touch you are going to infect that
person and for the rest of the exercise, the touched person will be HIVinfected. The person whose shoulder you touch is not to tell any other group
member. However, he or she will scratch the palm of each person's hand
shaken during the exercise.
Tell the group that if, during the course of the exercise, any of them is
scratched on the palm, that person must then scratch the palms of other people
he or she shakes hands with. Remind people every time they shake hands they
are having unprotected sexual intercourse.
Walk around the group and lightly touch someone on the shoulder. If the
facilitator chooses a popular person in the group, the virus is more likely to
spread extensively in the group.

4. Participants experience the invisibility of infection: participants try to
identify the HIV-infected person
After touching a single person, ask the participants to open their eyes and see
if they can identify the person in the group who is HIV-infected. Bring out the
point that one cannot tell if a person is infected by looking at him or her.
Briefly discuss with the group how they felt as you walked around the circle.
You should concentrate on facilitating the group to provide answers and
information rather than giving it yourself. Bring out the point that even in a
game, people are fearful of being HIV-infected and do not want to be
touched.

5. Sexual networking is demonstrated: participants begin to shake hands
with one another
Remind participants that there is one person HIV-infected at the beginning of
the exercise. Tell them that as the game begins this person will scratch the
palms of those with whom he or she shakes hands. Those whose palms are
scratched then scratch the palms of all the hands they shake after they are
scratched. Stipulate the maximum number of handshakes per participant:
15-20 participants, 3 hand-shakes per person;
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20 to 30 participants, 4 hand-shakes per person.
Ask everyone to participate. Step out of the circle and ask the participants to
begin shaking hands with whomever they wish up to the stipulated number.

6. The randomness of exposure to HIV is demonstrated: after hand-shaking
stops, form participants into two groups, those whose hands were scratched
and those whose hands were not scratched
When the handshaking stops, step back into the centre of the circle. Ask all
those who had their palms scratched during the course of the exercise and the
person who had her or his shoulder touched at the beginning to step into the
middle of the circle. Ask the others to return to the outer circle seats. Seat the
inner circle.
Explain that this has stimulated the early stage of the epidemic, when the virus
first enters a population. The speed of spread is determined by a number of
factors, including, in this case, the popularity of the person who brought it in.
Get the group to discuss what it is like to be in either position, those on the
outside first, followed by those on the inner circle.
These are some of the possible questions you could ask to generate thought,
discussion and the examination of issues.
Outer circle: How was your behaviour different from that of the people in the
inner circle?
Outer circle: How did you end up in the outer circle whilst the others are in
the inner circle?
Outer circle: How do you feel about the people in the inner circle?
Inner circle: What are you thinking now that you realise it is possible that you
are infected?
Inner circle: What are you feeling now that you realise it is possible that you
are infected?
Inner circle: Who would you tell that you may be infected?
Inner circle: Would you tell your sexual partner or partners you may be
infected?
Inner circle: What support would you need at this stage? To whom will you
turn? If to no-one, why not?
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Outer circle: Will you continue having unprotected sexual intercourse?
Inner circle: Will you continue having unprotected sexual intercourse?
Outer circle: Would you have intercourse again with a person in the inner
circle?
Remember, if necessary, to remind everyone in the inner circle that they have
been exposed to the virus but it is not yet known if transmission has taken
place. At some stage during the discussion, participants may ask about the
possibility of an HIV antibody test. Reassure them that voluntary and
confidential testing with counselling is available.

7. Knowledge of one's HIV status: voluntary and confidential testing with
counselling
Offer the test; discuss the testing procedure, and the meaning of positive and
negative results.
If a participant says that he or she would not want to be tested, the resource
person should explore the reasons for this decision. The person could be
asked:






You are possibly infected. How are you going to ensure that you have all
the information you require to decide what you are going to do in light of
this?
How are you going to ensure that no-one else is put at risk from your
behaviour?
What support will you need to sustain your behaviour?

The person should then be asked to move to the outer ring.
Ask people in the outer circle what choice they would have made and why.
Then shuffle the test result envelopes and pass them out to those in the inner
circle, asking participants not to open their envelopes but to hold them.
This symbolizes the waiting time between taking the test and getting the
results. Refer to the usual waiting period for results in the locality where the
workshop is being held and get the group to discuss the issues involved. The
resource person may use questions such as:






What does it feel like to be waiting for your result?
What support would you need during this period?
Who would you tell that you had taken the test?
Would you continue with unprotected sexual intercourse? Why/why not?
Would you be able to concentrate fully at work and/or home?
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8. Testing without consent
Before asking those in the inner circle to open their envelopes, give envelopes
to a number of the women in the outer circle telling them that they are
pregnant and have been tested without their knowledge or consent. Give
envelopes to a number of men telling them that they were tested without their
knowledge or consent while being treated for TB or after a road accident or
when they joined the military.
Ask these people to join the inner circle and explore with each of these
persons how she or he feels about having been tested without consent.
Then ask that the envelopes be opened.

9. Developing strategies to live with the news that one is not infected
Ask each person his or her test result.
Discuss with each person with a negative result what impact this has had on
her or him. The resource person may use questions such as:






How does it feel to get a negative result?
Are you going to change your behaviour in order to remain uninfected?
What information do you require about safe sexual practices?
Where would you get further information?
What support will you need to sustain your safe behaviour?

The resource person should discuss the window period for HIV antibody
testing and the need for a follow-up test if people have had unprotected
penetrative intercourse during the previous three months.
Ask those with a negative result to replace their cards in their envelopes and to
pass them back to the resource person. Then ask them to join the outer circle.

10. Developing strategies to live with the news that one is HIV-infected
Each person with positive results should now be encouraged to discuss his or
her reactions. The resource persons could ask questions such as:











How are you feeling?
What thoughts crossed your mind when you received your result?
What support do you need?
Will you tell people your result?
How do you think they will react?
Will you tell your spouse/partner/sexual partners?
Will you tell your children?
Will you tell your work colleagues? Employer?
What support do you need for all this?
Do you want to have children? How will this test result affect that?
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The positive aspects of knowing one's infection status should be discussed: the
possibility of making changes in lifestyle to remain healthy, the possibility of
planning for one's future and that of one's children, the diagnosis and
treatment of opportunistic infections. The difference between being infected
and having an HIV-related illness, including AIDS, should be made clear.
There should be some discussion of how to handle disclosing one's infection
status and the possible consequences of disclosure.
When the discussion has covered all of the concerns, ask the positive result
participants to place their results in the envelopes. Take the envelopes back one
by one reminding the participants that this has been an exercise only and as
they pass the envelope to you they also pass back the virus.
As you take back the envelopes, ask each participant to stand and step out of
the inner circle and move to the outer circle.

11. Developing strategies for living with the virus in our midst
After everyone has moved to the outer circle, ask all participants to stand in a
circle again. Go around the circle and ask people, both those from the inner
circle and those from the outer circle, how they are feeling, what they are
thinking.
The resource person could briefly explore with the participants some strategies
for living with the virus in our midst. Questions could include:


Do you think we can peacefully co-exist with this virus, live with it in our
midst without being infected?

Before closing, ask each participant to reflect on the exercise and say a word or
name a colour or and animal to express her or his feelings or thoughts.
Emphasize that the exercise is now over. At the end, participants often feel like
giving each other some kind of support: a word, a smile, a touch, a hug.
Briefly call to the participant’s mind the programme for the evening and their
evening tasks.
A break, preferably a meal break, must be taken after this exercise to give
participants time to think about the exercise and how it affected them and to
talk to others or the resource persons about it. The resource persons should be
aware that the exercise can deeply affect participants and they should be
sensitive to this in the following hours and days.
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