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Foreword

This guideline includes practical tools and guidance for staff that provide patient support,
education and counselling to adults infected with HIV/TB. It serves as a standard of minimum
activities to be put in place when dealing with HIV/TB infected patients, but set-up should be
adapted to the context and the human resources available. The guideline gives an overview of
the activities to be put in place, while the annexes provide several practical tools from different
MSF HIV/TB projects.

This guideline is meant to be used with adults. For children and adolescents, refer to the MSF
Patient Support, Education and Counselling Guideline for Children and Adolescents living with
HIV, 2018.

This is the second version of the guideline and has been validated by the MSF AIDS and TB
working groups and the intersectional Patient Support, Education and Counselling contact group.

Please send feedback on the guideline to the respective focal point/referent of your Operational
Centre, so we can continue to adapt the guideline to the realities in the field.
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Glossary

Glossary
AIDS Acquired Immunodeficiency Syndrome
ANC Antenatal consultation
ART Antiretroviral therapy
ARV Antiretroviral (medication)

BID Bis in die (twice daily)
CAG Community ART Group
CDh4 Immune system cell
co Clinical officer

DOT Directly observed therapy

DTC Diagnostic testing and counselling
DR-TB Drug-resistant tuberculosis

EAC Enhanced adherence counselling

FU Follow-up

HAART Highly active antiretroviral therapy
HC Health centre

HIV Human Immunodeficiency Virus
HTC HIV testing and counselling

HTS HIV testing services

LTFU Lost to follow-up
OCA MSF Operational Centre Amsterdam
OCB MSF Operational Centre Brussels
OCBA MSF Operational Centre Barcelona
0CG MSF Operational Centre Geneva
OCP MSF Operational Centre Paris
oD Omne in die (once daily)
Ol Opportunistic infection

PCS Patient and Community Support
PEP Post-exposure prophylaxis

Prep Pre-exposure prophylaxis

PEC Patient Education and Counselling
PHC Primary health care

PITC Provider-initiated testing and counselling
PLHIV People living with HIV

PMTCT Prevention of mother-to-child transmission
PODI Community ART distribution points
PSEC Patient Support, Education and Counselling
SAT Self-administered therapy
B Tuberculosis
VTC Voluntary testing and counselling
VL Viral load
WHO World Health Organisation

Note: The use of “he”, “him” and “his” refers to a person of unknown gender and is used to
refer to both men and women.
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1. The cascade of care for PLHIV/TB

1. The cascade of care for PLHIV/TB

1.1 The concepts of the cascade of care

The cascade of care’ for people living with HIV (PLHIV), and for other chronic diseases, is marked
by different steps. The first step for a patient consists in getting to know their HIV status. After
that, a patient has to “link to care”; meaning enrolling in HIV services where eligibility for
antiretroviral treatment (ART) will be defined and medication may be started. Once the patient
is on ART, he needs to continue on presenting for clinical check-ups and drug refills, also called
“retention in care”. A next step for the patient is to ensure his viral load becomes suppressed
thru adherence to prescribed treatment.

UNAIDS? set forward ambitious goals to put an end to HIV. By 2020, 90% of people infected
with HIV should be aware of their HIV status. Of those, 90% should be on treatment and
then 90% of those on ART should reach an undetectable viral load. The present reality is that
multiple strategies will be needed to reach the goal of 90-90-90, as big drops exist along the
cascade of care.

Figure: HIV cascade of care, 20153
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Successful HIV treatment, as measured by an undetectable viral load, not nn%y ensures those living
with HIV remaln healthy but also plays a key role In limiting new Infections.

Reaching the 90:90:90 UNAIDS targets will require conslderable future commitment and Investment.

Source: Unaids GAP report



1. The cascade of care for PLHIV/TB

The following concepts apply both to the HIV and the TB cascade of care:

Screening & diagnosis.

Linkage to care: Starting care and treatment in a health structure after being diagnosed.

Retention in care: Attending clinical consultations, blood drawing and drug pick-ups as

planned.
Loss to follow up: Not having shown up for planned clinical consultations, blood drawing

and drug pick-up for more than 2 months.

Adherence: Treatment adherence refers to the extent to which a person’s behaviour
- in terms of medication, following diets, or adopting lifestyle changes - coincides with
medical or health advice®. Treatment adherence is broader than the term “medication
adherence”, what is the degree or extent of conformity to the recommendations about
day-to-day treatment by the provider with respect to the timing, dosage, and frequency”.
Poor medication adherence limits the effectiveness of treatment and is responsible for the
development of drug resistance in HIV & TB. This may in turn lead to virological treatment
failure and has been associated with increased morbidity and mortality. A high degree of
ART adherence is essential for optimal suppression of the HIV virus®’. The same is valid for
TB treatment: poor adherence to TB medication regimens can lead to the development of
resistant strains of tuberculosis and disease relapse. Drug-resistant TB (DR-TB) is difficult to
treat and can be fatal.

1.2 Barriers to linkage to care, retention in care and adherence to treatment

Linking to care, staying in care and being adherent to treatment is challenging in the context
of a chronic disease. Disengagement from care and fluctuations in medication adherence is
common among patients and should be dealt with without judgement.

Itisimpossible to accurately predict someone’s ability to retain in care and adhere to treatment
based on their socio-demographic, educational and sexual characteristics, presence of mental
health disorders or drug use behaviour. There is no single factor responsible for adapted
health-seeking behaviour. However, the factors listed below are recognised as good predictors
of poor adherence and retention in care. They can be divided into different categories such as
patient-related factors, medication-related factors and health system related factors®1011.1213,

1.2.1 Patient factors

Lack of understanding of the disease and its treatment.

Patient’s perceptions and beliefs about HIV/TB disease and treatment, the health system,
the health care providers.

A lack of motivation to take medications.

Lack of self-efficacy whereby patient doesn’t believe himself able to take his medication as
prescribed.

Mental health concerns, in particular depression, active drug and alcohol use.

Poor social support and isolation.

Non-disclosure of HIV/TB status.

Stigma, rejection and discrimination linked to HIV/TB disease.

Socio-economic factors such as a lack of income to pay consultations, transport to health facility.
Behavioural factors such as a lack of structure in daily life and difficulties to remember to
take medications.



1. The cascade of care for PLHIV/TB

1.2.2 Medication factors

- Tolerability of medication side effects.

- Dose frequency more than twice a day.

- Pill burden.

- Food requirements (which is the case for only few ARV drugs).
- Bad taste of medications.

- Lack of improvement in health status.

1.2.3 Health system factors

- Poor patient/health care provider relationship.
- Lack or difficulties of access to health care.

- Long waiting times at the health facility.

- Lack of confidentiality of services provided.

- Stock-outs of medication.

Healthcare providers’ attitudes

When patients and healthcare providers fail to establish a trusting relationship, patient’s
health-seeking behaviour will be influenced. If a patient trusts or has confidence in his
healthcare provider, he is more likely to follow advice and to collaborate with the healthcare
provider. Patients may also be more likely to bring questions and concerns to the healthcare
provider’s attention.

Some spontaneous attitudes of the health provider will likely provoke resistance to change
by the patient®*:

) scary, threatening advice.

) direct persuasion.

> providing the solution (telling the patient what he should do).

> ordering, instructing.

) criticising, blaming, disapproving.

> humiliating, mocking.

1.3 Strategies to improve the gaps in the cascade of care

Several strategies exist toimprove linkage to care, retention in care and adherence to treatment.
As multiple factors influence the health-seeking behaviour of patients, no single strategy alone
will be able to address them. Evidence shows that the following strategies can reduce the gaps
in the cascade of care!>!%'1819 gnd are recommended by WHO%X.

1.3.1 Patient-focused strategies

- Patient support education and counselling interventions,
e in group or individual/family level.
e focusing on cognitive-behavioural interventions such as linking life projects to achieving
treatment goals like an undetectable viral load.
e including behavioural skills training such as making a medication schedule that fits into
the patients’ lifestyle, the anticipation of change in daily routine (e.g. anticipate with
patient how to avoid missing doses when he leaves his home).

- Offering peer support through lay health workers, group refill strategies, support groups, etc...
- Involving family , friends or other peers as treatment supporters.
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Use of reminder devices such as daily or weekly pill boxes, alarm clocks, mobile reminder
alarm, text messages, calendars, ...

Screening, management and treatment of mental health issues such as depression.
Provision of socio-economic support such as providing support for transport, referral to
social welfare service, food supplementation/vouchers, etc...

Support for facilitating HIV disclosure.

Tracing of patients who fail to link to or stay in care.

Peer-led outreach and provision of intensified support for key populations.

1.3.2 Medication-focused strategies

Reduced dose frequency and number of pills, such as once-daily, fixed-dose drug combinations.
Improved tolerability of medication, and treatment of side-effects when they occur.
Provision of a security/buffer stock of ARVs and essential medicines.

1.3.3 Health-system focused strategies

Health services adaptation to reduce time between diagnosis and ART initiation, or during
ART follow up, through improved patient flows, referral of stable patients on ART to
differentiated ART delivery models.

Decentralisation of services.

Longer refill periods.

Task-shifting or task-sharing of healthcare provider tasks to increase staff efficiency.

A trusting patient/health care provider relationship.
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2. Supporting adults living with HIV/TB

2. Supporting adults living with HIV/TB

2.1 An approach for HIV/TB comprehensive care

Overall this guideline covers interventions ranging from the broader community to individuals,

including patients in care, with a particular focus on patient education and counselling (PEC).

All the activities aim at empowering the patient, his family and environment in the face of

his illness and treatment, beyond the purely medical aspects of care. This approach is part of

a comprehensive package of care for patients living with HIV/TB. It can be applied as well to

patients with other, or co-morbid chronic diseases. It aims at achieving the following objectives

with patients:

- Understanding and acceptance of his/her health status, illness and treatment.

- Recognition of the consequences of his/her status and illness in his/her daily life (family
aspects, emotional and sexual, friendships, occupational, etc.).

- Adaptation of his/her behaviour and acceptance with the reality of one’s situation.

- Active involvement and responsibility in the treatment.

The following activities make up the integrated approach and the extent to which all of these
activities will be put in place in a given project, and will depend on the characteristics of the
target group, patient load and human resources available®.

Minimum package Comprehensive package
Patient Education and Counselling Mental health care

Target group: all patients living with HIV/TB Target group: HIV/TB patients with mental
health issues

Patient tracing Social support
Target group: Patients living with HIV/TB Target group: HIV/TB patients who lack
who missed an appointment social support

Other health promotion activities targeting
the broader community on HIV/TB

Target group: Communities where HIV/TB
patients originate from

Patient education and counselling entails all educational and emotional support activities
offered at the health facility or in the community for HIV/TB infected patients. The PSEC
activities along the cascade of care are further described in chapter 3.

Patient tracing includes activities aimed at supporting PLHIV/TB to return to care after
disengagement from care. Patient tracing strategies are addressed in chapter 4.

Both patient education and counselling and patient tracing are seen as minimal activities to be
put in place in any HIV/TB integrated or vertical project.

2 The naming of this spectrum of activities including the HR and technical referents will depend upon each
section. Within OCB this complete spectrum of activities is covered by “Patient and community support (PCS)”.
Other sections will group Patient Education and counselling, patient tracing and social support under the
umbrella of “Patient Support, Education and Counselling (PSEC)” and will refer to health promotion and mental
health for the other activities. We chose to title this guideline Patient Support Education and Counselling
(PSEC), while mentioning the additional activities for support of patients living with HIV/TB.

11



2. Supporting adults living with HIV/TB

The comprehensive package also includes the following activities:

Mental health care aims at screening, diagnosing and treating mental health problems among
HIV/TB infected patients, and is described further in chapter 5.

Social support encompasses activities that aim to address the weak socio-economical support
system of HIV/TB infected patients in a punctual way. This can include socio-economical
support, support groups, home visits and hospital visits, and is further addressed in chapter 6.

Other health promotion activities target the broader community from which HIV/TB infected
patients come from, and include awareness raising and promotion of the HIV/TB medical
services offered. This is addressed in chapter 7.

2.2 Staff responsible for PSEC activities

The PSEC tasks should be clearly assigned to a specific cadre. According to patient loads,

availability of healthcare providers, national legislation and HIV/TB prevalence, a context-

adapted decision will need to be made as to who will perform these tasks. Three types of

approaches can be distinguished:

- Minimum staffing model: inclusion of PSEC tasks in the job profile of the treating medical
doctor or nurse.

- Intermediate staffing model: inclusion of PSEC tasks by the medical doctor or nurse, with
referral to specialised PSEC staff for complex cases.

- Full staffing model: dedicated specialised staff for these activities within a multidisciplinary
approach.

In many projects where HIV/TB is integrated among other medical activities, the minimum

or intermediate staffing model is the most feasible, whereby the above tasks will be included

in the job description of doctors, nurses, health promoters and counsellors whom also see

patients for other medical issues.

Specific considerations are to be made, when implementing the intermediate/full staffing model.

- Different staff members can be engaged to perform patient support tasks. The majority of
MSF vertical HIV/TB projects are in contexts with an excessive workload and a lack of human
resources, or contexts with high disease-related stigma. In these settings mostly lay cadres
- including PLHIV - have been trained to perform PSEC activities. These are cadres who do
not have a professional degree but have been trained on the task. Often there is no national
regulatory framework and financing for these positions and an advocacy strategy needs
to be defined to ensure continuity of this cadre after project closure®'. Some settings have
higher trained profiles to perform these tasks, such as psychologists, social workers and
professional counsellors.

- The paid workforce may be expanded with community volunteers who frequently belong
to a patient association. Patient associations are groupings of patients, often registered as
official associations, which encourage members to provide mutual support. They can also
provide testimony and lobby in civil society on matters such as patients’ rights, prevention,
awareness of the disease, access to treatment, etc. It is useful to collaborate with them
whenever possible.

- A Patient Support Activity Manager should be appointed to coordinate the patient support,
education and counselling activities. The activity manager can be assisted by one or more
supervisors to support the team.

- The PSEC team is a part of the medical team and falls under the responsibility of the medical
team leader / medical focal point.

12



2. Supporting adults living with HIV/TB

- Within a multidisciplinary approach, it is important that all health workers (medical doctors,
clinical officers, nurses and counsellors) taking care of HIV/TB infected patients, build a
supportive relationship with the patient. The health care provider/patient relationship is
a crucial determinant of treatment adherence and retention in care. To facilitate a multi-
disciplinary approach, the following interventions need to be set up to ensure communication
amongst the team members:

e Clearly defined roles of each team member. For example, the doctor plays an important
role in the detection of adherence issues.

e Acommon patient file, which is shared between the medical doctors, COs (clinical officers),
nurses and counsellors.

e Regular daily contact between medical staff and counsellors to immediately address
patient’s problems when need arises.

¢ Planned team meetings whereby medical staff and counsellors can discuss patients with
complex needs (treatment failure cases, non-disclosed adolescents, etc.).

2.3 Training and supervision of PSEC staff

Patient Support activity managers and supervisors are responsible to train and supervise
their team. Class-room training is essential to train staff on implementation of new activities,
especially with lay workers, who do not have a formal degree but are trained on joining the
project. On-jobtrainingis extremelyimportant to ensure that new knowledge and competencies
are correctly implemented in the field. For any new activity to be implemented, the on-job
training phase should be intensive until it is confirmed that the lay worker can independently
perform the activity. After that routine supervision should be provided.

Methodologies for on-job training and supportive supervision are:

- Regular observation of PSEC sessions, with a translator if needed. Observation grids as
presented in Annex 1 & 2 can be used to structure an observation.

- Review of patient files, to check if these are properly completed and to check for consistency
in the follow-up of the patient.

- Case-discussions as proposed by the staff as well as the supervisor.

- Role plays during team meetings.

- Analysis of indicators with the team and identification of gaps and solutions.

For more information on how to organise supportive supervision, refer to Annex 3.

2.4 Monitoring and evaluation of activities

2.4.1 Recording of activities

Recording of activities is time intensive and only useful when the data are also analysed at
a later stage. Avoid any unnecessary reporting. Recording in a patient file and a tally sheet
should be in place in every project. Always check if the national HIV/TB programme has a
recording system in place which can be used.

Patient file

A summary of each session done with a patient is recorded in the patient file. See Annex 4 of
an example of a patient file. This documentation allows continuity in the sessions, facilitates
communication between counsellors or between the team and other medical staff, and is
useful for supervision. Additionally recording of sessions in a patient file makes it easier to

13



2. Supporting adults living with HIV/TB

check data retrospectively which is not routinely being recorded such as: disclosure status of
children, completion of specific patient support, education and counselling sessions, etc.

Tally sheet

At minimum, cumulative data needs to be recorded by each team member on the number
and type of interventions performed. This data can be recorded in a tally sheet (see Annex
5). Recording of these activities will allow the supervisor or activity manager to analyse the
workload per counsellor and get an indication of session completion.

Individual Patient Register/database

This type of recording should not be done routinely. In some projects, or for some specific
activities, individual patient-level data on session completion and specific session outcomes
can be kept in a dedicated register or database. This may be useful for a specific research
purpose, or to support the implementation of a new activity whereby new patient flows
need to be established and in order to reassure that this is followed up by the counsellor (for
example a high viral load register).

2.4.2 Analysing the data

The integrated approach supporting adults living with HIV/TB is meant to have an impact on
patients’ adherence (viral load suppression), linkage and retention in care, indicators which
are routinely followed up in the project.

Based on the reporting by the team, the activity manager should look into additional specific
indicators. This will allow the evaluation and adaptation of the strategies. Some of these
indicators may be included in the project’s log frame / monitoring tools, while other indicators
may stay at the level of the team and documented in monthly situation reports (“sitreps”).

Process indicators, focussing on the systems put in place may be evaluated by analysing the

data recorded by the team and comparing it to other medical project data. Some examples:

- Average number of PSEC sessions performed per counsellor per day.

- % of patients receiving PSEC sessions according to protocol (can be detailed per type of
sessions).

- % of patients late for their appointment beeing traced.

Outcome indicators, focussing on the results, can also be reviewed but may require additional

recording/data collection:

- % of patients more than 2 weeks late for their appointment in previous month having
returned by the end of the calendar month.

- % of patients having a good understanding of a specific message. An assessment of patient’s
knowledge among a sample of patients could be done using the assessment tool in annex 8.

See annex 6 for a log frame with examples of activities and their indicators.

14



3. General principles of patient education and counselling

3. General principles of patient education and counselling

3.1 Definition and objectives

Patient education and counselling are offered to people who are HIV/TB infected. As HIV/TB is
a chronic disease, patients must learn to manage themselves, their treatment and to live with
their disease.

Patient education consists of?*:

- Helping the patient to understand his own disease and treatment.

- Enabling him to acquire and maintain abilities that allow him to optimally manage his life
with his disease.

According to WHO?%, patient education should be:

- Patient-centered:
¢ Have an individualised, tailored message.
e Start from what the patient knows and needs.
* Be based on a patient’s life plan.

- Based on a partnership between the patient and the health provider.

- Based on a multidisciplinary approach whereby all health providers dealing with the patient
have a role to play.

- Integrated in health care whereby patient education/counselling sessions are scheduled on
the same date as medical follow-up.

- Structured to be effective:
e The competencies of the HIV/TB-infected patient, meaning the skills and knowledge the
patient needs to achieve, constitute the objectives of the programme (see Annex 7).
e Incorporate the use of educational tools such as flipcharts and leaflets (see annex 12, 22,24).
¢ Include an evaluation of the learning process (see Annex 8).

Counselling aims to help patients find solutions to daily problems that have a negative impact
on their adherence to treatment, and to provide emotional support in difficult situations.

Patient education and counselling are complementary. Their aims are to:

- Empower the patient facing a chronic iliness and the ability to follow his treatment.

- Improve his adherence to his treatment plan.

- Ensure healthy preventive habits (condom use, moderating alcohol use, etc.).

- Reduce potential complications due to treatment failure.

- Improve/maintain quality of life.

- Provide emotional support.

Patient education and counselling relies on the quality of the relationship established between
the educator/counsellor and the patient. Patient education and counselling should be based
on negotiation with the patient and not on judgment, punishment or control.

The information-motivation-behavioural skills model (IMB model)**?, is a theoretical model
for behaviour change that can guide patient education and counselling interventions. The
model stipulates that to influence an individual’s health behaviour, different factors need to
be addressed such as:

- Information that is directly relevant to the promoted health behaviour.

- Motivation to practice/adopt this behaviour.

- Behavioural skills to practice this behaviour effectively.

15



3. General principles of patient education and counselling

While all the above factors influence behavioural outcome, behavioural skills are mediators
between information, motivation and behaviour. This means that behavioural change cannot
be accomplished without working on the practical skills: a patient may know that he needs
to be adherent to treatment, but if we do not work with the patient on how to adhere (for
example by making a medications schedule and planning for how to get an ART refill when
travelling), good adherence will not be achieved.
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3.2 Patient-centeredness

Patient education and counselling is based on the principle of providing patient-centered care.
Patient-centered care is defined as care that is respectful of and responsive to individual patient
preferences, needs, and values, and ensuring that patient values guide all clinical decisions.
“We cannot make anyone be adherent. We can help a person to reduce the obstacles he/she
encounters in the taking of his treatment and also to bring together the conditions likely to
support in his/her intention to treat himself.”?®

For didactic purposes, this guide systematically provides defined content for each PSEC session.
The topics presented address commonly experienced challenges faced by patients at a specific
stage in the cascade of care.

However, it remains important to start from the needs of the patient. Topics should be adapted
according to what is most urgent for the patient to address.

3.3 Communication and counselling skills

Staffinvolvedin patienteducationand counsellingneedto be competentinusingcommunication
skills which will allow the patient to adopt healthy practices. Sometimes healthcare providers
have the impression patients are not following their advice, but very often this is because they
do not know how to talk to them or because we have talked to them without listening to them.
See annex 9 for more on communication and basic counselling skills such as attending, active
listening and responding with empathy.

Basic counselling skills may be enough to support most patients. But for high-risk patients,
such as patients with mental health problems or patients on drug-resistant TB treatment, more
advanced counselling skills, such as skills in motivational interviewing, may be necessary to
produce behaviour change. The goal of motivational interviewing is to identify motivation for
behavioural change and to improve the patient’s self-confidence and belief in his self-efficacy
to produce the desired changes.
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Healthcare providers need to be specifically trained to apply these advanced techniques. For
more detailed information, see WR Miller and S Rollnick, Motivational interviewing, Preparing
people for change, 2002.

3.4 Individual and group sessions

Patient education/counselling sessions can be performed individually or in groups. The choice
will depend on the content of the session, patient load, and organisation of the clinic day and
skills of the staff involved.

Individual Group

Advantage Allows to assist each patient as Less HR and time needed.
they arrive in the clinic — little
organisation needed.

Better adapted to explore
patient’s issues in-depth.

Allows for sharing of experience and
peer support

Ideal for educational sessions.
Gets patients out of isolation.

According to objectives of the session,
groups can be small or big.

Disadvantage | Time and HR intensive. Group facilitator needs strong
communication skills to ensure
constructive exchange among
participants.

Needs good organisation to ensure a
group of patients can be formed.

Patients need to respect starting time
and cannot just walk in when they are
around.

Low attendance when not planned at the

same day as consultation.
Groups need to be as homogeneous as

possible regarding age, challenges faced, ...

Flow of an individual session

Preparation - before seeing the patient
- Prepare the room to ensure confidentiality and a good seating position of the patient.

- Review in the patient file what was previously discussed with the patient.
- ldentify the goal of the session according to patient needs.

Introduction phase — with the patient

- Establish a warm rapport with the patient.

- Present yourself and role.

- Present the purpose of the session and the topics to be covered. Check if the patient agrees
with this.

- Set the duration of the session, an ideal timing being about 30 minutes.

Body of the session - with the patient

According to the needs of the patient, following topics may be addressed:

- Assess the patient’s needs by asking the patient open-ended questions and respond to the
patient’s preoccupations, even if they do not coincide with the topic prepared.
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- Assess social status: social stigma, economic concern, HIV status disclosure, social support.

- Assess emotion: loneliness, self-blame, self-esteem, anxiety, depressed mood, hopes;
provide counselling support with regard to emotional reactions.

- Assess behavioural skills: medication schedule, reminder strategies, etc...

- Assess patient’s knowledge and then:

* Validate, acknowledge correct responses.

e Complete if necessary.

e Correct misconceptions and explain why.

e Check understanding.

e Use visual aids: flipchart, leaflet.

Discusses the issue consistent with the goals stated at the beginning.

Then ask patient if there are other areas he would like to discuss.

End of the session

- Summarise with the patient the information, decisions and goals discussed.

- Propose another session to continue if needed and see if the patient agrees.

- Ensure the patient leaves with the necessary material.

- Document relevant information in the patient’s file: topics discussed, what patient knows, what
needs to be reviewed, barriers to adherence.

Group sessions

Different methodologies can be used to facilitate group sessions. Interactive learning sessions
can be used for educational purposes and are more participative than a standard lecture.
Roundtables are debates with a group of patients. They can discuss questions and sensitive
topics, share experiences, exchange ideas and opinions, and identify values. It is important to
plan the topic and the composition of the group in advance.

For more technical information on how to animate a group session (see Annex 10).
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4. Patient support, education and counselling sessions
along the cascade of care

4.1 Overview of the PSEC sessions

This chart gives an overview of the sessions to be offered along the steps in the cascade of
care. Sessions marked in italic are optional.

HIV/ART services

Step in the

cascade Session Topics
HIV Testing Pre-test information Benefits of HIV testing
Services Meaning of HIV test result
Follow-up services in case of a positive
result
Post-test counselling Emotional support
Meaning of result
Linkage to prevention or treatment
services
Entry into HIV Initial assessment of patient’s | Assessment of cognitive, emotional, social
care needs and behavioural components and barriers
Follow-up Pre-ART session HIV/AIDS, importance of regular follow-up,
of patients not coping with disease
yet eligible for
ART
ART initiation HIV/ART education session Basic facts on HIV & ART
and early follow- Making an informed decision on starting
up ART
ART readiness session Overcome barriers to start ART
ART initiation session How to take medication

Adherence follow-up at M1 |Evaluate and support adherence
on ART Planning for trips
Dealing with substance use

Adherence follow-up at M3  |Evaluate and support adherence
on ART Prevent future problems in taking ART
Explaining viral load

Adherence follow-up at M6 |Evaluate and support adherence
on ART Explain differentiated ART delivery models
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HIV/ART services

(continued)
HIV/ART services
Sl s Session Topics
cascade
Long-term PSEC session for patient with |ldentify the adherence issue and find an
follow-up an adherence issue or who |appropriate solution

of patients on
ART

missed an appointment

EAC sessions for patients
with a high VL

Educate on VL result
Assess previous and current adherence
Identify barriers to adherence

Evaluate strategies put in place to improve
adherence

PSEC session for patients
changing treatment in same
regimen line

Explain reason for change and new dose
and time management of medication

PSEC sessions for 2" or 3™
line ART initiation

Prepare the patient to start 2" line
treatment

Support adherence

Supporting disclosure

Supporting disclosure of HIV results to
partner : positive and negative aspect.

Other

Reproductive decisions

Discuss reproductive decisions with
everybody in reproductive age or patients
who express a wish to have children

Key populations

Supporting sex workers, men having sex
with men, people who inject drugs, people
in prisons and transgender people

Adherence to biomedical
prevention methods

Educating on Pre-Exposure Prophylaxis
(PreP) and Post-Expose Prophylaxis (PEP).

Migratory movements

Supporting patients who are highly mobile
(look for jobs away from home, because of
conflict situations, ...)
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follow-up during
antenatal care

Stg;c':dtze Session Topics

HIV Testing Pre-test information Benefits of HIV testing

Services Meaning of HIV test result
Follow-up services in case of a positive
result

Post-test counselling Emotional support

Meaning of result
Linkage to PMTCT services

ART initiation ART initiation session at ANC 1 | ART/PMTCT education in nutshell

and early How to take medication as prescribed

PMTCT/ART education session
at ANC 2

Basic facts on ART and PMTCT

Planning for birth session at
ANC3

Evaluate and support adherence

Plan for delivery, feeding of the baby and
medication for the baby

Review of adherence at ANC 4

Evaluate and support adherence

Follow-up during
postnatal care

Feeding and treatment follow-
up session

Evaluate and support adherence to
medication of mother and baby, feeding

Explain need for PCR testing

PCR session

Evaluate and support adherence
Explain family planning

Explain switch to Cotrim syrup for the
baby

PCR result session

Give PCR result and support accordingly

Complementary feeding
session

Evaluate and support adherence
How to introduce other foods

Weaning session

Evaluate and support adherence
How to stop breastfeeding

Rapid HIV test session

Explain the result of the rapid HIV test for
the baby at 18 months of age

ART initiation
for HIV-infected
infant

ART initiation sessions

Why and how to take medication
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Steps in the TB
cascade

Session DS-TB

Topics

Drug sensitive TB

PSEC at TB screening

Basic facts on TB

TB screening procedures

PSEC at DS-TB treatment
initiation

Basic facts on TB and its treatment

How to adhere to TB treatment

PSEC after DS-TB treatment
initiation

Evaluate and support adherence
Review TB knowledge

Explain monitoring tests for TB

PSEC at the end of DS-TB
intensive phase

Explain reason and change in drug
regimen

Explain the importance to continue
treatment

Additional PSEC throughout
DS-TB treatment

Evaluate and support adherence

Drug resistant TB

PSEC at TB screening

Basic facts on TB

TB screening procedures

PSEC session at DR-TB
treatment initiation

Basic facts on DR-TB and its treatment
How to adhere to DR-TB treatment

Mental health screening

PSEC session after DR-TB
treatment initiation

Evaluate and support adherence
Review DR-TB knowledge
Explain monitoring tests for DR-TB

Discuss side-effects

Home visit

Basic facts on DR-TB, its treatment and
infections control measures

Social assessment

Contact Tracing

PSEC sessions during DR-TB
follow-up

Support and evaluate adherence

Other PSEC sessions for DR-TB

Hospitalisation, interrupting treatment,
XDR, treatment failure

HIV/TB
coinfection

PSEC sessions to start ART
while on TB treatment

PSEC session to start TB while
on ART

Co-infection with DR-TB

Integration of counselling sessions for
ART and TB
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4.2 Patient support, education and counselling for HIV Testing Services

Different type of HIV testing services (HTS) exist. In terms of where services are provided, HTS

can be offered at health facility level, as well as in the community. In terms of who requests

testing, there is an important difference between client-initiated testing and provider-initiated

testing:

- Client-initiated HIV testing, or Voluntary Testing and Counselling (VTC), involves individuals
voluntarily seeking HTS (“opting-in”).

- Provider-initiated HIV testing and counselling (PITC) is HIV testing and counselling which is
proposed by health care providers to persons attending health care facilities as a component
of medical care. Patients do have the possibility to decline (“opting-out”).

More information on HIV testing procedures and ways to implement HIV testing can be found
in WHO'’s consolidated guidelines for HIV testing, 2015.

All HIV testing services should apply the following principles as defined by WHO, also called
the “5Cs”, in all circumstances?’:

Consent

People receiving HTS must give informed consent to be tested and counselled. Verbal consent
is sufficient according to WHO recommendations, but a few countries may still require written
consent. People should always be informed of the process for HIV testing and counselling and
of their right to decline testing.

Confidentiality

HTS must be confidential, meaning that what the HTS provider and the client discuss will
not be disclosed to anyone else without the expressed consent of the person being tested.
Confidentiality should be respected, but it should not reinforce secrecy, stigma or shame.
Counsellors should discuss whom the person may wish to inform and how they will proceed
with this. Shared confidentiality with a partner, family members or trusted others is often
highly beneficial. Shared confidentiality with health care workers is standard practice in MSF
programmes in order to better serve the patient.

Counselling

Pre-test information can be provided in a group setting, but all people should have the
opportunity to ask questions in a private setting if they request it. All HIV testing must be
accompanied by appropriate and high-quality post-test counselling, based on the specific HIV
test result and HIV status reported. Quality assurance (QA) mechanisms as well as supportive
supervision and mentoring systems should be in place to ensure the provision of high-quality
counselling.

Correct

Providers of HIV testing should strive to provide high-quality testing services, and quality
assurance (QA) mechanisms should ensure that people receive a correct diagnosis. QA may
include both internal and external measures and should receive support from the national
reference laboratory. For the testing algorithm in your project, refer to your laboratory referent.

Connection

Linkage to prevention, treatment and care services should include effective and appropriate
follow-up, including long-term prevention and treatment support. When access to ART is not
ensured in the project, MSF should put all efforts in place to guarantee it. Every effort should
be made to connect people with new HIV diagnosis to appropriate care & services.

An HIV testing and counselling session includes three steps: individual or group pre-test
education, individual testing and individual post-test counselling.
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4.2.1 Pre-test information

Pre-test information can be provided individually or in group. Informed consent should always

be given individually, as much as possible in private. Pre-test information should include at the

minimum:

- The benefits of testing for HIV.

- Whatis HIV and its modes of transmission (in contexts where general HIV knowledge is low).

- The reasons why HIV testing is being recommended (in case of PITC).

- The fact that the result and any information shared by the client will remain confidential.

- The fact that the patient has the right to decline the test and the fact that declining an HIV
test will not affect the patient’s access to services that do not depend upon knowledge of
his HIV status.

- The HIV testing process (drawing of blood or finger-prick, testing procedure, timing of
results).

- The meaning of an HIV-positive and an HIV-negative result.

- The potential for incorrect results if a person already on ART is given an HIV test.

- Information regarding the follow-up services that are available in the case of an HIV-positive
test result.

- A brief description of prevention options and encouragement of partner testing.

- An opportunity to ask the provider questions.

Pre-test information for women who are pregnant is addressed in section 3.8.1.

4.2.2 Post-test counselling

Post-test counselling is provided for all people, whether they test HIV-positive or negative, in
an individual session.

Giving NEGATIVE results

WHO (2015) recommends that individuals who test HIV-negative should receive brief
health information about their test results. Research to date has not demonstrated that a
lengthy counselling session is needed or is beneficial. Further, lengthy post-test counselling
for people testing negative may divert counselling resources that are needed by those who
test HIV-positive, those whose results are inconclusive and those who are found to be in a
sero-discordant relationship.

- Give the result in a simple and clear way.

- Explain the meaning of the result and the window period and assess if there has been ‘at risk’.
behaviour in the preceding 3 months; recommend re-testing in case of a recent exposure.

- Educate on methods to prevent HIV acquisition, and provision of male or female condoms,
lubricant and guidance on their use with demonstration.

- Emphasize on the importance of knowing the HIV status of sexual partner(s) and give
information about the availability of partner and couples testing services.

- Referral and linkage to relevant HIV prevention services — when available- including medical
male circumcision for HIV-negative men, PEP for accidental HIV —exposure and cases of
sexual assault, PrEP for people at substantial or ongoing HIV risk.

- Discuss any other immediate concerns the person might raise.

Giving POSITIVE results

It is important to adapt the post-test counselling to the needs of each patient. Some patients
receiving a positive HIV result may be unable to understand and absorb a lot of information,
due to their emotional state. Therefore, the counsellor should first assist them emotionally
and offer further session(s) to explain general facts.

24



4. Patient support, education and counselling sessions along the cascade of care

The topics to be addressed for people with an HIV-positive test result are:

- Give the result in a simple and clear way.

- Explain the test results and diagnosis or need for confirmatory test.

- Give the client time to consider the results and help the client cope with emotions arising
from the diagnosis of HIV infection.

- Discuss immediate concerns and help the client decide who in her or his social network may
be available to provide immediate support.

- Provide clear information on ART and its benefits for maintaining health and reducing the
risk of HIV transmission, as well as where and how to obtain ART.

- Make an active referral for a specific time and date within at least 14 days. (An active referral
is one in which the tester makes an appointment for the client or accompanies the client
to an appointment, including an appointment for co-located services, and enrolment into
HIV clinical care.) Discuss barriers to linkage to care, same-day enrolment, ART eligibility
assessment and the possibility of same-day ART initiation. Arrange for follow-up of clients
who are unable to enrol in HIV care on the day of diagnosis.

- Provide information on how to prevent transmission of HIV, including information of the
reduced transmission risk when virally suppressed on ART; provide male or female condoms
and lubricants and guidance on their use.

- Discuss possible disclosure of the result and the risks and benefits of disclosure, particularly
among couples and partners. Offer couples counselling to support mutual disclosure.

- Encourage and offer HIV testing for sexual partners, children and other family members of
the client. This can be done individually, through partner invitation letters, couples testing,
index testing or partner notification.

- Assess the risk of intimate partner violence and discuss a safety plan with the client,
particularly women, who are diagnosed HIV-positive.

- Ifstaffistrained: Assess the risk of suicide, depression and other mental health consequences
of a diagnosis of HIV infection (see annex 13 and 14).

- Provide additional referrals for prevention, counselling, support and other services as
appropriate (for example, TB diagnosis and treatment, prophylaxis for opportunistic
infections, STI screening and treatment, sexuality counselling, contraception, ANC, opioid
substitution therapy (OST), and access to sterile needles and syringes.

- Encourage and provide time for the client to ask additional questions.

4.2.3 Couple HIV testing and counselling

Specific considerations need to be taken into account when testing couples.

HIV pre-test information for couples

Couples should be seen together for the pre-test information. The wish to receive the results
as a couple or individually needs to be discussed during the pre-test phase, at which point
we may promote that the partners receive their results simultaneously in order to facilitate
disclosure and mutual support. The possibility of sero-discordancy needs to be explained.

HIV post-test counselling for sero-discordant results

When sero-discordant results are delivered to a couple, it often raises a lot of questions on the

future of the relationship.

- It is important to reduce tension and blame in the couple. The counsellor needs to listen
to the couple and encourage them to find a solution together. It is important not to choose
sides with any of the partners.

- Sero-discordant couples need to be counselled on risk reduction strategies. It is recommended
that the HIV positive partner in a discordant couple is started on treatment regardless of CD4,
to reduce the risk of infecting the HIV-negative partner. The couple needs to know that chances
of infection are very low when the partner on ART is adherent and maintains an undetectable
viral load. Secondly, protective strategies such as condom use need to be discussed.

- Reproductive options and choices need to be discussed (see chapter 3.10.2).
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4.2.4 HIV self-testing

HIV self-testing is a process in which a person collects his or her own specimen (oral fluid or
blood) and then performs an HIV test and interprets the result, often in a private setting, either
alone or with someone he or she trusts?®.

Regardless of approach, self-testers must be provided with clear information on how to
correctly perform the test, interpret the result, as well as where and how to access stigma-free
HIV testing, HIV prevention, treatment, care and support services. This can be provided for
example in the form of a leaflet, a hotline, or a group education/counselling session.

4.3 Patient support, education and counselling at entry into care — initial
assessment of the patient’s needs

This patient needs assessment is optional and may not be offered in every programme. According
to the characteristics of the project’s target group, patient loads, resources available, and ART
initiation strategies, one may consider doing an initial assessment of the patient’s needs at the
patient’s entry into the HIV/TB programme. Often this is done in projects with groups at high risk
of being lost to follow-up, or having problems to adhere like patients on DR-TB treatment, or
where there is a time delay between screening, diagnosis and treatment initiation.
Alternatively, this assessment can be done for a restricted group of patients, or for patients
facing a specific problem later on in their follow-up (for ex. with patients with a high viral load
or hospitalised patients) or completed over different sessions.

When At the first contact with the patient at entry to care.
Mode Individual

Duration  30-45 min

Tools File for initial patient needs assessment (See Annex 11).

Objectives

- Establish a trustful relationship with the patient.
- Assess the patient’s needs on knowledge, emotional, socio-economic and behavioural level.

Topics

Patient’s medical status

- Check the information in the medical file: disease stage, treatment background, etc ...

- ldentify problems that might influence the counselling and education process (e.g. fatigue,
hearing or visual impairment).

What the patient knows (cognitive component)

- Knowledge and cultural beliefs about the disease and treatment.

- Capacity to memorise information.

What the patient does (socio-economic component)

- Profession/occupation.

- Disclosure of HIV or TB status to relatives.

- Social support and how the patient perceives this support.

- Social stigma and discrimination.

- Economic concerns.

- Drug and alcohol use.

- Possible difficulties in coming to the clinic.

- Intimate relationship and sexual life, relation with partner, desire for children, etc ...
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How the patient feels (emotional component)

- The patient’s emotional reactions to his disease.

- Level of self-esteem.

- Self-efficacy (belief in his capabilities to achieve a goal).
- Mental health status (See Annex 13 and 14).

Behavioural

- What is the patient’s ability to follow a routine/ daily regimen.

- What reminder tools has the patient used before when taking medication ?

- How has the patient managed to take medication before, when taking alcohol/drugs.
- Is the patient mobile and how does he deal with health issues when moving ?

Plan (future)

- Does the patient have a life plan?

- What is this plan? (e.g. having a child, finding a job, taking care of his garden)

- Motivation to accomplish this plan.

- How realistic is the plan?

4.4 Patient support, education and counselling for patients not yet eligible for ART

This chapter covers the interventions between the moment of HIV diagnosis until patients are
found to be eligible to start ART. In the majority of projects this phase no longer exists, due to
implementation of ART initiation regardless of CD4 count (also called “Test and Start”).

In projects where ART initiation for all is not (yet) implemented, patients not yet eligible for ART
should come to the clinic 6-monthly appointment for a CD4 count and regularly for follow up
of possible opportunistic infections and cotrimoxazole treatment. The same is true for patients
eligible for ART but not yet willing to start. For more information on the clinical follow-up of
ineligible patients, check the MSF HIV/TB clinical guide (2015).

The percentage of loss to follow-up (LTFU) among patients not yet eligible for ART is quite high
and patients often return to the clinic only after becoming/feelingill. It is in that case important
to counsel patients not taking ARV treatment on coping with an HIV diagnosis, facilitating
the disclosure process, and the importance of returning for clinic appointments and routine
laboratory tests, especially CD4 counts, and ART initiation.

When At day of defining non-eligibility for treatment.
Mode individually or in group
Duration  30-45 minutes

Tools HIV/ART flipchart (see Annex 12)
Patient Knowledge Assessment (see annex 8)

Objectives
- Explain the evolution of HIV infection with and without ART.

- Explain the importance of regular medical follow-up.
- Discuss coping with HIV diagnosis.

Topics

Educational components

Assess knowledge of HIV/AIDS and medication and according to the gap identified explain:
- The ways of transmission and prevention of HIV virus, including a demonstration of condom use.
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- The role of the immune system (health and diseases, CD4 and the body’s defences) (Flipchart card 1).

- The effect of HIV on the immune system (Flipchart card 1).

- Opportunistic infections and the need to start treatment (Flipchart card 1).

- ARV treatment (the action of ART on HIV, the importance of starting treatment early)
(Flipchart card 2).

- Medical and biological (especially CD4) follow-up of patients not yet eligible.

- Consulting at the first signs of TB: cough for more than 2 weeks, fever, weight loss, sweating
at night.

- Purpose of cotrimoxazole.

- Importance of coming to the health facility as quickly as possible when the patient becomes sick.

Emotional and social components

- Assess patient’s emotional reactions and coping mechanisms when learning his/her HIV
status. Provide support if needed.

- Screen for depression and drug use (see annex 13 and 14) and refer to psychologist or
physician for diagnosis and care as indicated.

- Encourage testing of family members (partner and children).

- Explore benefits or potential risks of disclosing one’s status. Assess to whom the patient has
disclosed oris considering disclosing. Provide strategies, invite partner for couple counselling
on disclosure, testing, and safer sex practices.

- Assess socio-economic obstacles to coming back to the clinic and staying in care.

- Encourage linkage with community support groups, and/or links to peer educators/support.

4.5 Patient support, education and counselling for ART initiation and early
follow-up

This chapter covers the interventions between defining the patient’s eligibility to start
treatment, until the first viral load (or in absence, CD4 count). WHO now recommends that all
patients diagnosed HIV positive regardless of their CD4 count are eligible for ART and could
theoretically be started on ART on the day of HIV diagnosis. Its implementation is dependent
on country policy. For more medical information on ART initiation and initial follow-up, consult
the MSF HIV/TB clinical guide (2015).

Patients eligible to start ART should be supported to adhere to their new ARV treatment and
retain in care. Traditionally patients have gone through several education and counselling
sessions before starting ART. Recent findings show that rapid ART initiation can be implemented
in routine programme settings, reducing delays in ART initiation. Evidence is mixed on the
health benefits for patients of same day ART initiation?3%3%32_ This suggests that an approach
whereby counselling procedures are adapted to allow for same-day initiation on ART for
patients who feel ready to start, while retaining the option to start later if the individual
requires more support, need to be considered?.

This guideline proposes a PSEC intervention for rapid ART initiation, as well as an option for
same day ART initiation (meaning initiation at the same day of HIV diagnosis). Projects need
to define the best strategy for their target group according to the medical strategy in place,
community awareness on HIV and HIV-related stigma, barriers to start ART and country policy.
After definition of eligibility by the medical staff, the choice for when to start ART remains
however always with the patient.

Routine PSEC sessions are offered within the first 6 months of starting ART, until the first viral
load is done, as optimising adherence in the early months of treatment is crucial to ensure
long-term immuno-virological success®**.
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Many misunderstandings around adherence exist amongst patients, but also amongst
healthcare providers. It is useful to clarify these within your project team, so the correct and
same messages are passed by all the staff. See Annex 15- Misunderstanding around adherence

Following tools can be used for all sessions:

An example of a detailed session guide for ART initiation counselling, integrated for HIV and
TB (Annex 16).

Patient file - Adherence plan (Annex 16).

HIV/ART flipch